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Dying and grieving are part of life. Every British
Columbian will have a personal advance care plan
and access to responsive, quality care when dying
or grieving.

BCHPCA will

• engage and educate British Columbians, including
public leaders, about responsive, quality care and
advance care planning

• develop resources with its partners for British
Every British Columbian adult will have a personal
advance care plan in a secure provincial registry
accessible to their care providers.

BCHPCA leads in

•promoting responsive, quality hospice
palliative care in British Columbia

•educating British Columbians on
personal advance care planning

•advocating for equitable access to
responsive, quality care

BCHPCA

• respects its relationships and partnerships
• is compassionate and caring
• is progressive and focused
• is trustworthy

Columbians to discuss, document, and register their
advance care plans

• increase and diversify sustainable revenue and other
resources, and recruit effective people to implement
its strategic plan
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RENU BAKSHI: I have been in public life for twenty-five years. I’m in my mid-forties. I started in public life when I was
eighteen. In all that time I would say that I have been on stage speaking in some capacity, I’m going to say about 500-600
times. But this is the most difficult conversation I’ve ever had.
I sat with a bunch of moms at my table today and I told them that I’ve been invited to speak but I don’t think the organizers
knew when they booked me that my Mom had died in a hospice four years ago coming up June 6th. I told Lorraine [Gerard,
BCHPCA Executive Director] that I feel obligated to present here today. It’s the first time that I’m speaking publicly about my
Mom’s death. She was my best friend. We spoke five times a day and she died young.
So the support of the moms at the table and the grandmas … I was given an elastic band because I was told that every time it
gets tough I should start snapping myself, or twisting it, and it might work. Obviously it didn’t in the opening. I’m feeling very
vulnerable today but I think this is a good room to be that way in. When you live a public life you always protect your private
life and I’ve always protected my private life. So this is … I’m standing naked on a ledge right now. So maybe I should run for
office. [laughter, applause]
Thank you for all your support. Thanks to the moms and the grandmas at my table.
Some cultures, as you know, there’s this code of silence. I would say that the Indian culture is one of those cultures. We’re a
big family. I have four sisters, so there was a total of seven of us: Mom, Dad and all of us girls. God, I could tell you the
Bakshis talk a lot. And we talk loud. But we also don’t talk about important topics. I joke around with my friends still. I’m still
waiting for my parents to tell me about the birds and the bees. I mean we just don’t talk about stuff.
My Mom was diagnosed with cancer quite suddenly. She, cancer - everybody is diagnosed with cancer suddenly. No one
knows it’s coming but she was diagnosed at stage IV. She never smoked in her life. In fact she was one of the original vegans
that I know. She never ate meat in her life, never ate eggs, never drank alcohol and never smoked and she was diagnosed
with stage IV lung cancer. So you can imagine that sends the family into a great tailspin.

Being a journalist and having covered all sorts of stories – monumental stories, stories that impacted people’s families and
their lives – that moment became the biggest assignment of my life because it was a race against time to find something that
would help her, cure her. I tell you I pulled out all the stops. I talked to the Premier of the Province, I talked to the Health
Minister, I was at the brass of the BC Cancer Agency and I was demanding care for my Mom because she deserved it.
Everybody deserves it. I think we have the best cancer treatment in the world. I really do. Really great people at the BC Cancer
Agency. But when it’s stage IV, there’s very little that can be done.
My Mom knew that she was dying. We knew she was dying. But we never, ever talked about it. So imagine. I talk to my Mom
five times a day – and that’s not an exaggeration – five times a day. We travelled together, we did everything together, but we
didn’t talk about the fact that she was dying. She didn’t want to hurt me and I didn’t want to hurt her. As her health very
quickly started to spiral, I made the decision to leave my career at CTV. Just outright I left with no plans of coming back
because I wanted to spend time with her. We had decided as a family but without my Mom, we had decided that we were
going to provide home care with a nurse coming to the house, not of course understanding how ruthless lung cancer is. This
discussion happened privately without my Mom.
Imagine, now she’s the one going through this but we shut her completely out of it. I remember my Dad saying to us and to
me in particular, “You’re not allowed to tell your Mom that she’s dying.” I said, “What?” and he said “You’re not allowed to
tell her she’s dying because if she learns that, she’s going to go faster.” Imagine the level of success that I achieved in my
career but when your Dad tells you in an Indian family not to do something, you have to listen. I’m still not okay with my Dad
having told me that, almost four years later. This speaks to the importance of having those conversations because they can
haunt you after the fact.
We don’t know what my Mom wanted. We have no idea. We know that she didn’t want to leave home. She had said that you
know she didn’t want to leave home but we always didn’t know what she wanted. So we just did home care and nobody talked
about it. Nobody talked about what was happening right in front of us. Nobody asked my Mom, “How are you feeling about
the fact that you’re leaving?” We struggled every day in silence, every one of us, not having that conversation.
Oh God, I should snap this shouldn’t I? [referring to elastic band]
When we realized very close to the end that we couldn’t continue with home care, who did we think we were thinking that we
could do that? Well you know who we thought we were? Very loving and devoted daughters serving her. We wished we could
have served her longer. But it came time to discuss with/amongst ourselves “When do we move her, where do we move her?”
I can’t remember now how it happened. I guess it would have been a public health nurse I want to say – I don’t really know –
but somebody came to our house. Maybe the doctor sent somebody to our house. It was a lovely woman named Linda and
she told us that we had two options: that there’s the palliative care at Richmond Hospital and that there’s a hospice on No. 4
Road run by the Salvation Army. She said that having looked at my Mom and she said that we have to move my Mom quickly
but there’s no beds available. That’s another dilemma. We’re like okay, the sadness is that have to wait for somebody to die
for her to get room and I, that’s the kind of waiting list you don’t ever want to be on. But again, none of these conversations
took place with my Mom.
By now, lung cancer had taken my Mom’s ability to talk. Even if we wanted to finally ask her, we couldn’t. The decision would
be now made upon which bed where became available first. Again if we had talked about it and planned better, we had an
opportunity to move my Mom much earlier into one of the facilities. But it became a scramble, and not a very pleasant

scramble. It was ugly for everybody. We did end up at the hospice with my Mom. She was moved on a Thursday to the hospice
and she died on the Sunday – Sunday evening at 9:09 p.m.
We were all there.
We never knew what kind of funeral she wanted. We had no idea … no clue. When you’re on your knees, grieving, and you
want to do what she wanted, and honour her, we had no idea. We did what we thought she might want. But we were never
really, we were never able to … think clearly because we were always wondering what did she want? We weren’t able to focus
on what we were doing. Does that make sense?
There was just a lot of confusion, too many questions. There was a lot of anger at my Dad. Lots of yelling and screaming,
which should not be what’s happening in those hours. I told you we’re loud people, so the yelling and screaming, it was not
good. It’s supposed to be a peaceful time. We’re Hindus. My Mom was a practising Hindu. That much we knew. We knew that
the rituals had to be Hindu. We didn’t know, did she want a big funeral, did she want a small funeral, what kind of a casket
did she want, did she want us to make a donation, are there people that she hadn’t heard from for decades that she wanted
us to contact?
No clue. No clue.
June 6 will be four years. Mother’s Day is always very difficult and June 6 is very difficult. Probably, I struggle probably more
than my sisters still about coming to terms with the fact that we didn’t know what she wanted and how she died, how we had
to rush her to the hospice, in an ambulance, how crazy it was the pandemonium that was involved in all that. For her how hard
it was and the anxiety. We actually created anxiety for her, on that Thursday that we were moving her. Because again, it goes
right back to the discussion had never taken place. There was no plan and so we didn’t help her in any way and then after the
fact we certainly didn’t help ourselves. Because four years later, I’m still struggling with not knowing and not, and
questioning, “Did we do the right thing?” “Did we make the right decisions?” That’s something very hard to live with.
So we’re here to have these discussions.
One thing, it’s unfortunate that there’s not a lot of ethnic diversity in the room today because again, some cultures have this
code of silence where they don’t talk about things and we need the leaders in those communities to initiate these
discussions and encourage these discussions.
It’s funny, you know, to this day we still don’t sit as a family and with my Dad, he still doesn’t let us talk about our Mom. It
hurts him too much. But we say to him like this silly silence has to stop. You’re not helping yourself. You’re not helping
yourself grieve and come to terms with it. If you don’t talk through it, how are you going to get through it? We just sort of
function and we have family dinners and we don’t talk about my Mom. We don’t talk about her.
I’m lucky I have a really good network of friends. They empathize and they knew my Mom, so I talk about my Mom. I don’t live
in any silence around that at all. I honour her. But it’s just as a family, it’s very bizarre. We have a very tough time with it. She
was the glue, she was everything. She taught us volunteer service. She taught us a sense of community. Her door was always
open. We were very poor when they came to this country in the sixties and through the seventies. But I remember people were
always staying with us, people who came from India or wherever who didn’t have a place to go and whether we had food or

not, we shared it. That’s what my Mom taught us. But I just really don’t feel that she was honored in the end the way that she
should have been, the way that she deserved.
You know, we can only hope and pray that she appreciates the effort we made. We did try. She probably hates my Dad. I
wouldn’t blame her.
I should say that the end of life care that my Mom received at the Salvation Army hospice was top notch. The nurses were
really nice and we made a big donation to the hospice after in her name. End of life care, there’s nothing more important.
Nothing more important. Everybody deserves to die with dignity and I, for me, hats off to all the nurses. Doctors are great,
they are, they are, they are, but the nurses really carry those services. It’s the nurses. I learned that first hand. I wouldn’t have
known that if we hadn’t gone through what we went through. But it’s the nurses that carried us through, and carried my Mom
through.
Thank you for listening. Thank you for being supportive. Thank you for letting me stand naked on a ledge. I appreciate it. I
know I didn’t go 45 minutes. I believe in shorter, sharper, stronger. I don’t have any more to add. I think that the purpose of
this Forum is to initiate conversation and the story I’ve told, it really highlights the importance of that. I want to thank my
table for being super nice, supportive and giving me an elastic band. I want to thank Lorraine [BCHPCA Executive Director]
and Ross [Waddell, BCHPCA Advisor] for thinking of me for this event. Thank you. [Applause]
LORRAINE GERARD: I think you do your mother great honor by sharing with us because I know how difficult that was and
she’d be very proud. [Applause]
RENU BAKSHI: Thank you. I appreciate it. Thank you all.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying, and planning for care and the paths to opening these
conversations
 the current and potential role of public health professionals in engaging and educating the public about death and dying,
and advance care planning
 the potential for public health organizations to partner with hospice palliative care organizations to promote public and
personal conversations on death, dying and advance care planning
 the potential for public health organizations to partner with hospice palliative care organizations to advocate for hospice
palliative care in British Columbia
MEG MILNER: Good morning everyone. I’m Meg Milner. I’m the outgoing President of the BC Hospice Palliative Care
Association. And it’s my great pleasure to moderate this Forum [roundtable] on public health. And we’re talking about
opening conversations right now. We’re talking about engaging and informing and educating the public on death and dying
so that they and their loved ones can start talking about their wishes and their hopes. And we’re talking about all of this –
opening conversations – from the public health perspective. So our expert, content experts, whatever it’s called, our
presenters: Dr. Paul Gully is the [a] director of the Canadian Public Health Association, Adjunct Professor, Population and
Public Health, UBC Medicine and Dr. Gully was Deputy Chief, formerly, the Health Officer and Public Health Service Canada
and a representative to the Executive Board [on] the World Health Organization. Dr. Gully.
PAUL GULLY: Thank you.
MEG MILNER: And beside me is Dr. Charmaine Enns, Medical Health. And she is with Island Health, [and] Past Chair of the
Health Officers Council of BC. Welcome.
CHARMAINE ENNS: Current Chair.
MEG MILNER: Current Chair. Okay. See, it says Past Chair but it’s okay. Current Chair.

CHARMAINE ENNS: Current Chair. I’ll be Past [-Chair] soon.
MEG MILNER: Me too. And then Maylene Fong. Maylene is the BC Director of Community Health Nurses of Canada and the
Clinical Practice Leader, Chronic Disease Prevention and Management. Vancouver Coastal Health, and Adjunct Professor at
UBC Nursing. So welcome to all three of you.
MAYLENE FONG: Just so you know. My role has actually changed. I’m actually a Manager in Home Health in Vancouver
Coastal Health.
MEG MILNER: All right. There we go. Lovely. And welcome to all of you. What I would ask is, I know that this whole
conversation is being taped and if any of you are going to speak or ask a question, please come and get the mic because I
have expert opinion on how to turn it on and off now. So then we would have this mic will also tape what you’ve asked and/or
comments.
So this is about a conversation. Therefore, I have some questions to start the conversation and then would ask all of you to
comment. I hear from Charmaine that she’s already reformatted the questions which I think is a great approach. And so we’ll
work from there and see where we end up. So to start with, the first question, or the first comment is: the BCHPCA invites you
to share your perspectives on the following questions and we welcome your personal experience in this discourse. What are,
what is the current nature of public conversations on death, dying and planning for care, and the paths to opening these
conversations from the public health perspective.
PAUL GULLY: Who goes first?
MEG MILNER: Go ahead.
CHARMAINE ENNS: Do we need to use the mic?
MEG MILNER: You don’t. No. You’re getting taped.
CHARMAINE ENNS: Oh, okay, And everybody can hear okay? So in answering this, I’m just going to re-jig a little bit. So the
question is what is the level, the current nature of the conversation. And I think the current nature of the conversation is
probably at a low level. And we want to speak generally from a population perspective that as a consumer society where there
tends to be a denial of death, yet none of us have an opt-out plan. And it is inevitable that death will knock on all of our
doors. So it is always interesting to me when people are surprised that either death is affecting someone in their family or
potentially affecting them. While it’s sad, it shouldn’t be a surprise.
And so, I also have the benefit in my own personal experience of working regularly in Africa, particularly in Uganda and Kenya.
And those life experiences over many years of working cross-culturally in societies where death is normal, is truly a normal
part of life, it’s truly that cycle of life and it’s not separated from people’s daily lives in that when a loved one dies, there is
that visual, that tactile, that contact with death in a way that I think in our society, and I know from my own family, we tend to
be distanced. The word I heard recently is that funeral services have become corporatized. It’s… we’ve separated death from
our daily life. We’ve separated it from our understanding of the cycle of life and so that’s why then the conversation can

become difficult or painful when really it’s something that’s actually quite beautiful when it’s talked about and planned for is
a good and healthy way and that people’s wishes can be honoured.
So in saying all of that, then we get to look at the conversation from a public health perspective and that conversation can
happen from that public health approach. If I could just take a second of your time to say why I think the conversation from a
public health approach has a lot of benefits for us as a, in a society. And why there is a real value in us looking at this topic
from a public health perspective. The benefit – why do we need a public health approach? Why do we need to talk about it
from that perspective – is because we ultimately want to achieve good dying for all. Because we all will die. And that, up till
now, the concept of palliative care and dying, at least in our society, has been built around cancer and that malignant
process. And it’s time for us to apply those public health approaches of understanding why people are, what are people dying
from. Who are the demographics? Who, what’s the epidemiology? What are the equity issues or inequity issues? Who’s being
underserviced? Who is being most impacted? How are the social determinants affecting this, the process of death and
dying? How are we dealing with underserved groups or populations? Do we understand what the needs of the population are
and what’s actually happening in that disconnect? Do we, are we able then to apply that knowledge to our policies, to our
decision-making, to our health service allocations? So those are all public health tools and all from a public health
perspective. So I just say that to whet our appetite, that there’s real value in us looking at it from that bigger perspective.
MEG MILNER: Thank you.
CHARMAINE ENNS: You’re welcome.
MAYLENE FONG: Can I interject? I really agree with everything that you’re saying. I think it’s a very important issue. Back to
the current nature of the conversation. I would say that there is actually from a public health nursing perspective, because
that’s the perspective that I’m coming from, there really is no discussion or conversation right now. Not to say that it isn’t
needed. I think as a community health nurse, there’s actually several or two main distinctions of the care. One is home health
nursing; another one is public health nursing. I know some of the roles interchange but for home health where we are dealing
directly with the clients, there is very, very good hospice and palliative care, clinical management and the conversation is
there. It’s not an easy conversation but it requires a lot of training, it requires a lot of practice and a lot of support. And you
need that support up to teams to help you facilitate that conversation.
When you talk to our public health colleagues, the nurses that are involved with the immunizations, in the water, in the new
baby visits and infant health, that conversation does not happen at all. The only time that conversation will ever happen and
often it’s a referral to the home health [nurse], or to the team, is when there’s a dying child or when they’re involved in the
care of the family as a unit. There might be a mother or a grandmother that has been diagnosed with cancer and they need to
have that conversation, so there’s that referral. I‘ve actually had an opportunity to scan all my colleagues across the country
in Canada to say, and pose these questions actually and got some responses and the responses were all the same from here
all the way to the East Coast, is that “That’s not a conversation we have.” It’s not that it’s, we don’t want to have it, but it’s a
capacity issue. So how can we do this with the limited resources we have and it’s never been on our radar. Our mandate has
been immunization, infant/child healthcare, education – that perspective. So that conversation in the public health, from the
community health nurses’ perspective is not happening. Not to say that it isn’t. This is the beginning conversation. It’s never
been on the table and never been identified as a mandate.
MEG MILNER: What I’ve heard so far is there’s a great role for public health and community nursing and that it isn’t
happening at all, all the way across Canada.

MAYLENE FONG: In public health. But in community health, in home health – there’s the two distinctions, at least in BC
anyway. That’s how we separate the care.
PAUL GULLY: If I could add … certainly I want to complement what the two other panellists have said. Certainly in my
experience at the federal level, I’m aware that Senator [Sharon] Carstairs wanted to try and raise this, certainly to the level of
the Senate, the Government of Canada. I’m not sure it got very far. I certainly never heard a conversation at the level of the
Public Health Agency of Canada, which is perhaps not surprising and especially with the wishes of the current government
which would say “health services and public health are provincial responsibilities”. And then also, as a director of the
Canadian Public Health Association, there’s never been a position taken by the CPHA on death and dying.
Having said that, I think that there are opportunities. Public health is [inaudible] about health promotion, disease prevention
[and] protection. We’re that certainly not here to prevent death. But in terms of health promotion, maybe we could, throw it
out – start incorporating discussions about death and dying as part of health promotion, as part of the conversation. And
also there’s increasing recognition of the issues of mental health and the need to promote mental wellness. And perhaps
then, that is a way into this too. Because that’s certainly come up in other conversations that the Canadian Public Health
Association, for example.
The other thing to complement what Charmaine says about information, data analysis, is that being aware of the fact that
health promotion has been able to help people to live a lot longer and perhaps hopefully, the end of life experience is not
dogged by chronic disease as much. But then that might have a negative side in that people don’t actually think about it,
wanting to maintain their health. Why I talked about health promotion. But also then, the advantages of increased diagnosis,
better treatment, which has meant that there are individuals who otherwise would have died of cancer earlier, who would
have died of cardiovascular heart disease earlier, do not now do so. And then maybe that’s an opportunity to sort of … I know
it’s tough, you’ve got over a particular acute event but then it enabled you to bring it into the conversation. So it’s a few other
thoughts.
MEG MILNER: Yes?
CHARMAINE ENNS: When do we get to involve the group or can I say something?
MEG MILNER: The group can be involved whenever and if you want to say something, go ahead, and then we’ll …
CHARMAINE ENNS: If I could just … I really appreciate what my co-panelists have said and there is I think … we’ve heard
already the difference between a public health approach versus a public health provider’s. So my comments were about a
public health approach which should be shared collaboratively across levels, sectors, organizations across society. I was
actually advocating that as an approach, as a reasonable consideration at a societal level, not necessarily from the public
health workforce. Because I think within the paradigm of public health, we have, we strongly, as Paul has suggested, Paul
had said, we use the promote, we want to promote health, we want to prevent disease, we want to prolong life. But I think we
can still use the public health approach in a new paradigm. And we need to expand the paradigm, that it’s actually about
preventing and relieving suffering. No preventing, it’s not preventing disease; it’s about preventing suffering. And if we can’t
prevent it, we need to relieve it. That’s consistent in a paradigm of public health.

As well as we want to promote wellness. Wellness is not just about the physical body. As we all know, expanding that context
of the social, spiritual, emotional, that psychosocial, that really critical part about what makes us well isn’t what keeps us
healthy. So we need to promote the wellness of the person who’s directly impacted as well as the family and then to prevent
suffering. And that to me is completely consistent with the public health approach. But a bit of a paradigm shift.
COMMENTOR 1: I just … thanks for your comments. I work in/with the Langley Hospice Society but I, my role is in
communications, so we’re doing a large push out in community engagement and awareness for specifically for that reason.
We’re finding even that our challenges before even starting the conversation with the public and the individuals in the
community is really educating service providers and our local dignitaries etc. about who we are and what we do and about
how important the conversation is. And so we have communities that are establishing with Fraser Health and other
components, healthy living committees, partnerships and committees that are great. But palliative care or end of life is not
identified as an area that would be considered healthy living. So you’re combatting that and you really have to make, I found,
once we have the conversation with those individuals, there’s a natural fit for us at the table. But we’re having to make that
case for support. And we’re having to make it up here. So when, our challenge is we’re faced within the community is that on
the community level, people aren’t having those conversations until they absolutely have to. They’re often under duress,
emotional, and grasping at straws. So yeah, how we get the two to meet, I think, it is part of being welcomed at the table
without having to fight for a spot sometimes that will enable us. Because once we’ve had the conversation, it appears to be
much easier. I don’t know if that makes sense but ….
COMMENTOR 2 [Wendy Wainwright, BCHPCA Past-President, Outgoing; Victoria Hospice Society]: I think I would like to
broaden the conversation even further because I think so often in public health, preventative health, medical care, the
conversation stops at the time of death. And I think bereavement and the mental and well-being of people and how we
support them in bereavement has huge implications for public health. But it’s not part of the conversation. And I also work at
a hospice and I can tell you we’ve been doing bereavement care for thirty plus years. Never has our health authority
contributed a dime to that. It’s not a priority. Nationally it’s not a priority. It’s often the community that supports it because
they see the value of it. So I really think that we need to just remember that there’s a huge opportunity there for preventative
care of our community. So …
COMMENTOR 3 [Kay Johnson, BCHPCA Regional Director – Fraser, Outgoing]: So I’ve worked in hospice for a long time too,
but five years … and I did all of this talking about we need to get the conversation going for over twenty years. Five years ago I
was diagnosed with a life limiting illness and I have to tell you that that changes everything. And so I think it was what you
said – we need to talk to people when they are still not in any kind of crisis situation, way before the fact. Because I can’t do it
now. I’ve tried. The “My Voice” has been sitting beside my chair in the living room for two years. I can’t, I opened it once and
closed it again. I could have done it five years ago before my diagnosis and said “Oh sure, intellectually I can do all this. I can
make these decisions.” So for me, anyhow, if I can give anything back, that’s where we need to focus: is not when the
diagnosis happens but way before.
COMMENTOR 2 [Wendy Wainwright]: You’re going to be sorry you gave us the microphone.
MEG MILNER: It’s fine actually. I’m just seeing how these questions that I have here are just plain flowing in the conversation
so carry on.
COMMENTOR 3: Terri Odeneal with the Comox Valley Hospice Society. I think just maybe adding a little breadth to what’s
been said by others here, one of the things that we’re doing is really not looking at this as a discussion around end of life

issues per se, when you’re taking about people that are having chronic disease and cancers and so forth. We’re really
broadening the base and looking at talking to kids in university about the discussions about their own lives and interestingly
enough, young people are often more open about it than in this day of tweets and twitters, and all of that, are often more
open about it than some other generations are. So it’s almost, we’re encouraging intergenerational conversations and things
like “You go snowboarding. What about that tree that some people hit?” “You ride a motorcycle. You … what about your
children? What about …” And it’s fascinating to see that happen. So from a public health perspective, I guess I’d like to see it
trickle down into the broader audience.
COMMENTOR 4 [Dr. Lyne Filiatrault, Vancouver General Hospital]: I think all I’m hearing is about normalizing death and
starting to de-medicalize it. And I think a good model may be to look at is the IHI, the Institute of Health Improvement. Ellen
Goodman has done amazing work and she calls it “the kitchen conversation”. So there’s a big push at … American and I
didn’t realize how Thanksgiving is such a big deal. But entire families from all over the States get together. It’s the busiest,
it’s the worst time to travel, I can tell you that. But it’s when everybody’s together. And then you can have that conversation.
And it was interesting because I got married very late. And I was my husband’s [inaudible] so I ended up doing all the paper
work from purchasing a house, half a house, having all the wills done and having the advance care plan. And my husband was
very appalled that I was doing all that. But I said “To me this is important. Now’s the time to do it.”
And I think if we could just like you have a “well baby” check, whatever, when you hit forty, when you hit fifty, “Hey. Who’s your
substitute decision maker?” And it could just start with that. So you engage young people. So it may not be what exactly do
you want when you’re not going to be able to talk but it may be just “Hey. Let’s start the conversations. And “Who’s going to
speak for you when you can’t speak? And if you’re ready, what are the kind of things you want?” But I think it has to come
down to the public and it has to be de-medicalized. Because I can tell you as a physician, I was trained that a good shift is
when nobody dies on my shift. And it’s very hard to change that mentality, extremely hard. That’s a good shift: nobody dies.
Well, maybe it’s okay if they die. It’s natural.
COMMENTOR 5: Thank you for bringing up the U.S. among other things. Because I grew up in a U.S. model. I come from New
York. My family is in New York and Seattle and I’ve experienced hospice on both sides, and it’s federally mandated as
opposed to provincially mandated here. That makes a huge difference and I think you were speaking to that. So when I came
to BC and I started working hospice here, it was a huge learning curve. And then I discovered most of my doctors in the
Columbia Valley are from South Africa. They have the international understanding of hospice. And so I think part of the public
discourse has to be an education of the doctors of what BC hospice looks like. Because in Canada, hospice looks completely
different from elsewhere internationally. And I think that’s a big piece of the puzzle: understanding what role we play or want
to play here in conjunction with the palliative team versus what their understanding, what my understanding was coming from
New York. And so that educational piece is really important to the conversation as well. And I think once that conversation
happens, then it’s not such a challenge for doctors to make that shift to including hospice in the conversation and certainly in
the “My Voice” document. I think that’s a big piece of the puzzle.
Another important part, and I really appreciate Charmaine, your bringing up the equity conversation, because I’m in Interior
Health. There isn’t equity even West Kootenay to East Kootenay in how Interior Health supports or does not support the
hospices. And I think there needs to be a provincial standard around that. And that’s another part of the conversation that’s
really important.
PAUL GULLY: I just wanted to build on what you said, because I was thinking of saying it already, is that the health system, the
health services are very much geared to success and how we deem success. And success is cure, five years, ten years. And

you’re absolutely right, is that if a patient dies, if a patient dies in hospital, then that’s not deemed to be a success, not
deemed to be. And I think that’s a conversation … now I don’t know what happens during medical training at UBC. I don’t
know. I haven’t had experience. But it would be something that would have to be introduced very early and to give the sense
to medical students and other health care providers that this is part of the continuum.
The other point, talking about the conversation, and it made me think that my partner and I went on a long bike trip last
summer and we thought okay, we’re going to be close to some pretty big trucks and a lot of traffic therefore it’s time to redo
our wills, which I thought was a great opportunity to talk this over with our children which we just hadn’t, well, really got
around to in recent years. So it’s also encouraging people to use that kind of opportunity then to have a conversation in the
family which then normalizes it.
CHARMAINE ENNS: So I think it’s interesting when we talk about a public health approach, when we start off about a societal
level and we come back down to the health care system. Because we’re all aware, I think, that the system needs change,
needs improvement. So if we approach the example that death is a failure, well we’ll never be able to embrace what we need
to do. And nor will we be able to provide the quality of dying as best as possible and suffering that people really not only
expect but should expect.
So if we have, we know that most of the people, when people are polled, most people prefer to die at home. But the fact is
that most people who die, die in a hospital. So there’s a huge disconnect. We also know that home is being redefined. So
what’s home for one person isn’t necessarily home for another. Even if we look at the health care system, what are we doing
in our long-term care facilities where we’re … now the paradigm isn’t about, again, that malignant process, but we’re talking
about protracted chronic diseases where people are in the process of ending life. Their life is ending on this planet. But what
are we doing to actually provide them with the relief of suffering and the quality that they deserve in that home environment
of that long-term care facility, versus, let alone what we’re doing in our homes, our private home? What are we doing to
support our care, our providers, our carers?
What are we doing to look at – we mentioned equity already – we look at populations who don’t get the opportunity to access
hospice that exists. Already a small number of people get to access palliative care or hospice. But when you look at who’s
actually getting to access it, it’s a huge equity/inequity debate. It’s huge. Rural, remote populations. People who are
institutionalized. People who have mental illness. People who are at the young end of the age extreme. People who don’t fit
the paradigm as we’re used to it. That doesn’t make sense when we already know we’re all going to die. This is a … if anything
affects the public, it’s birth and it’s death. Right? Both of those things affect all of us. So I think we also have to work at, for
us within the health care systems, getting that conversation started. And looking at it as if, we’re not about, it’s not always
about health, it’s about wellness. And wellness means well to the end, as good as possible, as much as we can. So it’s
changing our lexicon a bit and the way we have, the way we look at the life spectrum.
MEG MILNER: Do you know, it’s an interesting perspective with the topic of public health in relation to end of life support and
care and starting the conversation. Because on a personal level, I had both of my parents die fairly young at home of cancer
and in two different provinces. And we had the privilege as a family of being able to have them die at home. Because we were
supported by, not at all, health care in the community. Not at all. Nothing to do with public health. It was the acute care
teams who then transferred us to hospice support in BC. Hospice societies don’t exist in Alberta like they do in BC. It was a
friend of mine, a nursing friend, who literally came to help my father with my Mom in Calgary. But there’s such a gap.

I’d like to go back to the public health conversation and focusing on that. Because I’m hearing that particularly in BC there’s
the hospice societies, free-standing, but also the small community hospices providing grief and bereavement support. And
saying this is a huge drain of emotional resources for people who are experiencing end of life in our province. And the support
is coming from that community groups in BC. And there’s a gap it seems to me. There’s the wish and the interest. But how can
we have public health start to engage the public and how can we have public health start to engage and work with the
resources that are here already doing the work. But it would be huge. And I’m hearing also from everyone that upstream, we
need to go upstream. So we’re talking at schools about end of life choices, advance care plans.
PAUL GULLY: I think public health as we’ve talked about before should offer this overview of a population in terms of
essentially being able to describe what’s going on and therefore, who’s dying at home, who’s not. Even the family
circumstances. And both my parents died in England. My father died in a nursing home, my mother died at home. But my
sister is a public health nurse. Therefore she knew what services there were. And there was a local hospice as well. But how
many, with the way the families are now, they’re coming together at Thanksgiving but they’re not together for the rest of the
time. Who is at home, who is able to provide that support? But also the changing demographics of those who are dying.
Long-term survivors of HIV and AIDS, long-term survivors of Hepatitis C for example. The character, the nature of those people
who are coming to the end of life is actually changing. So there should be a capacity to have that information available, to
collect those data. Now there’s a recent BC Health Services strategy document that came out which did talk about the
importance of end of life and care. But, that’s fine, but we, in order to be able to say, “How do we design a health system to
deal with that, cope with that?” we have to have information, we have to have that analysis which I think hopefully, public
health should be able to provide. I think it would be interesting to encourage our colleague, the Provincial Health Officer to
have a report on death and dying from a public health perspective. That would be an advance wouldn’t it?
CHARMAINE ENNS: Have we asked him?
PAUL GULLY: I don’t know. We could.
CHARMAINE ENNS: Well let’s ask him.
MEG MILNER: I’ll make a note to self.
MAYLENE FUNG: This is a huge conversation because we’re going from prevention, high-level promotion all the way to the
discussion at the end of life. So it’s too huge. What piece are we going to chop off and work on for the next little while. I’m
hearing there’s a huge piece on the public health, health promotion and I’m wanting to move to organizations and support.
Because I’m thinking it’s not just a health issue.
We go to our banks everyday. Is that something that can be started in a bank conversation because we actually see our banks
more than our physicians and our health care system. Or a place where that conversation can happen. That might be an area
where the education should go from a public health perspective. Right? Sorry. Educating and promoting in areas where we
can … thinking outside the box, when we’re not … to make it easy, to make it common knowledge, to make it an easy
conversation and not a forced one, especially when you’re at the end of life.
I know that it is a hard conversation. My sister died last year and that conversation was really hard. She didn’t have a will and
when she was diagnosed it was like, we had those conversations. That’s when the conversations began and we forced a will

at the end within a week. So that was not the right thing, right? So your idea of conversation and all ages is the perfect time to
have it, not when you know that you have a disease and when you’re ready to go, or … nobody wants to think about that.
MEG MILNER: What are the thoughts about … and see I told you I was going to free-wheel it … what are the thoughts about …
I actually took to my book club advance care plans as the current events topic and passed them out and had a conversation.
What are the thoughts about, instead of public health nurses in the future not just doing well baby clinics and immunization
clinics, but doing advance care planning? Becoming experts at advance care planning? And going to community events like
that and doing a presentation and having ten people who are there ask the questions in that non-family but intimate
gathering where you can almost be a bit more objective? And I’ve done it at the dinner table as well. There you go everybody,
around the table, let’s complete this. Because it’s true … if you wait until, if I wait until I am, I know that I have a short period
to live, then it’s very difficult to be objective. And you’ll make the best decisions on your own behalf if you’re able to do it
objectively and with a titch of humour and coming from a place of health and wellness and we talked about that earlier.
COMMENTOR 1 : Can I just make a comment? You mentioned earlier just about limited capacity etcetera and I think
sometimes ideas like that, we spin them around and we talk about it and they’re great ideas. But they don’t happen until we
can do all of it. And then we talk to different resources and within the health care system, within [?] and within our own
experience and people focus on what we can’t do. So when you’re in, I’ve been a caregiver at home for my Mom who passed a
number of years ago and then inherited my Grandmother’s care after my Mom was gone. And saw her through assisted living
to long-term care. And never was there ever a conversation about hospice or support or additional. And I was a sole caregiver
through that process. But I found that what I encountered was people saying, “Well we don’t do that.” There was never a
conversation about “Go talk to this person. They might.” Or a referral or a conversation that extends to, or an awareness even
about community organizations.
I work for hospice now. My grandmother’s long-term care facility was less than a hundred yards from the hospice entrance. I
had no idea it was there. Never was there a conversation about that. So we talk about … those conversations are happening
and there are great organizations in the community already like ourselves having those conversations. So if we’re not at a
capacity in one area to do that, then let’s put the step in that says, let’s start a referral or if there’s educating or community
education or in-services or professional development that identifies these organizations and has a referral, gives general …
the front line workers the opportunity to refer and not have to say “WE don’t do that.” So …
COMMENTOR 3: Terri Odeneal, Comox Valley Hospice Society. Kind of taking off on that, and as I heard people talking about
nurses doing this and doctors doing this and professionals doing this, this is something with the new legislation that at least
from our approach, can be done person to person. It doesn’t require a professional to do it. It’s not a will which speaks to
dealing with your money and passing on material goods. It’s about your values and beliefs. We’re using lots of incredibly welltrained volunteers who can recite the fifty some odd pages of that “My Voice” document in all its iterations, and questions
beyond that. Who are going out to all kinds of groups, going out to individuals, doing community workshops. And it’s
fascinating to see the response we’re getting, and the uptake we’re getting. It doesn’t … I guess my question is, “Does it have
to be professionals doing it?” and I think the answer is “No”.
COMMENTOR 6: Maria Kliavkoff, Hospice Society of the Columbia Valley. So we do meet and greets up and down our valley.
We serve fourteen different communities and in the meet and greets we talk about the “My Voice[s]”. We train our volunteers
to work with “My Voice[s]” so that, at that, when we get the referral they can bring that in and have that conversation.
However, we’ve recently been asked to run workshops for the public on “My Voice[s]” which I think is exactly where we want to
be. However the realities of the constraints of our resources and such, is there a way for us to partner with public health who

has said that you want every person to fill in this document? If as you say, we’ve got the training, our volunteers have the
training. If we could start working in partnership to have those conversations. Because the conversations are happening in
our communities. The awareness of it is starting to happen. And so we’re actually at a next step phase around it. And I’m
curious what that might look like. What a partnership might look like.
Meg Milner: So are there any comments on this side of the room?
COMMENTOR 4 [Lyne Filiatrault]: I just wanted to say there’s a community in the States called La Crosse. And they’ve got
about 100% buy in. And it’s made a huge difference in health care, in end of life care and all. So if you can get it going, I think
it makes a big difference.
COMMENTOR 7 [Leslie Rodgers, Fraser Northwest Division of Family Practice]: Yes I too was observing that this side of the
room hasn’t had the mic yet. So I thought I’d take this opportunity. Leslie Rodgers, I’m a … these terms won’t mean anything
but I’ll explain … Shared Care Lead for the Fraser Northwest Division of Family Practice. Our division of family practice is
comprised of approximately 210 family practitioners and we’re one of thirty-three divisions around the province. And we’re
funded to do a number of things. The shared care part is what I’m focused on and one of the projects we have underway is,
we’re developing and trialing something that hasn’t been done except probably in La Crosse, which is … we’re developing a
community-based strategy. So what can we do from the grass roots up to support advance care planning in the community.
So we have brought together community stakeholders, along with acute care and family care practitioners, representatives
from the health authority and health care providers like nurses and social workers. And so we’ve been scratching our heads
and pulling out our hair to come up with a strategy.
And we’re going to be focusing on three areas over the next two years on what can conceivably be done in our local area and
with our acute care catchment area: Royal Columbian and Eagle Ridge Hospitals. The three areas that we’ve identified are
community engagement, and that is very much, we hope, we think, it’s going to be working with other partners to get the most
that we can to raise the awareness in the local community about advance care planning and assure that people know about,
have access to the resources that they need in order to start and advance their conversations. The second part is health care
providers working groups. So that’s working with physicians and health authorities and nurses, social workers and so on to
increase their education and access to supports. So that we understand what is needed so that their parts of the
conversation, they’re initiating and asking about the conversations. And they have the supports they need to increase their
comfort level.
And then the third piece is what we’re calling transitions in care. It’s a bit of a misnomer. What that means is that we’ve come
to understand that even if the conversations occur and somebody has a piece of the conversation, if the information isn’t
transferred between the acute care site … somebody goes to a hospital unconscious and the information isn’t there in the
hospital. Maybe there’s been something on the file notes at the GP office, maybe there’s something on the fridge. But we
have to have the system in place to assure that those tough conversations that have taken place get communicated,
particularly through acute care where likely that’s probably the penultimate place where the information about a patient’s
preferences need to be communicated if he or she can’t communicate in that setting. So we realize there’s some ... that
that’s not happening. The communication isn’t happening. So looking at the system point of view.
So we’re trying to do all this, or at least make some inroads in the next two years, working from the grassroots level. So that’s
different than coming from the public health policy level. But all these levels need to intersect. And the work needs to be

done at all the levels so we’re looking forward to evaluating our successes and blind alleys to be able to share what can be
done when you bring together the array of community partners to try to address it from the grassroots level up.
COMMENTOR 8 [Judy Lett, BCHPCA Regional Director – Fraser, Incoming; Fraser Health Authority]: Thank you. My name is
Judy Lett. I’m a clinical nurse specialist for hospice palliative care. I work for Fraser Health. And I’d just like to make a
comment about some of the things that we’ve been discussing this morning. I’ve been working as a specialized nurse in
hospice palliative care for the last eight years. Five of those years were in Northern Health and the last three have been in the
Lower Mainland. And one thing that’s really occurred to me is when I moved into hospice palliative care, I had other
colleagues look at me and go “Oh, you’re … Wow. You’ve really gone to the end now. Jeepers.” And so I have noticed that
over the years, in my time in palliative care, that there’s a real lack of acceptance of the fact that death is a normal process.
And we are looking at death as a failure.
I attended a conference not that long ago for chronic disease management. It was held in the North and there were all the
different chronic disease groups. We have done so well in chronic disease management. People are living longer with so
many different types of conditions. But guess what? Not one of those chronic disease management groups included
palliative care as part of their spectrum of care. Everybody talked about the spectrum of care but there is no recognition that
that is a normal part of the process. And so what do we do with our patients when they get there? They fall off the end of the
earth. And the number of times I’ve heard people say, “Well when there’s nothing we can do for our patients”. And so I’m
always blown away by that statement. What do you mean, there’s nothing we can do? There’s always something that we can
do.
And so I think that we really need to … this is a social thing, this is a cultural thing. We need to take the whole … there’s
needs to be a cultural shift of how do we look at life and death in terms of our normal everyday experience. Look at Africa. We
need to learn from Africa and India and places where people live and breathe … living and dying, it’s an everyday experience
of their life. We have locked away death into hospitals. And even trying to bring that back in the home is a major, major
ordeal. We don’t have the funding to be able to support that. So how do we create that shift and bring that back into the
everyday conversation? Really huge thing.
How do we get our colleagues who are working in acute care services, in chronic disease management to look at this as part
of their work? The other thing I have noticed over the years is that when somebody does get a palliative diagnosis, the first
thing they do is make a referral to the specialized team. “Oh, can you guys go in and talk to them about death and dying and
about advance care planning?” And so, how come this isn’t a standard skill among all of our health care providers? And what
Kay had said as well. We should not be waiting until people are well into their diseases … you know how often we hear from
people who had chronic, congestive heart failure for fifteen years that … “Am I dying?” Or COPD where they’re very, very end
stage.
So this should not be a surprise for patients who are in the chronic disease management group. We should figure out a way of
having care that is streamed so that palliative care and regular care needs to be embedded. It needs to be woven together,
braided together. So it happens together, not something that you continue in regular care or acute care … curative based
care until you reach that stage. So I think there’s a lot to be done. And these conversations should not land in the lap of the
specialized care provider. This needs to be something that everybody is comfortable with. And so I think we need to find ways
to bring that to the outside community.

PAUL GULLY: It would be, I think it would be great if the patients ... clients, patients, in our situation, were the ones that said,
“Okay, what about end of life planning through that?” Because we’re actually partly a consumer driven society. So that if your
health care provider heard it, rather than sort of felt they had to, they were able to introduce it or hadn’t thought of it. And if it
came from individuals. So I think that’s sort of the public health approach side. If we try and incorporate the conversation
into health promotion and so on, then that would help.
But also the other … looking at it from a community perspective, of course how do you define a community in a large urban
environment such as this? Where are the communities? A lot of communities have their approaches. Think of First Nations for
example. Is that to enable an appropriate First Nations approach for First Nations individuals, it’s the community that would
be able to sort of say, “Well that’s [ ]” or a faith based group or other cultural groups. And but how … public health may be
able to. I don’t know if it would have the resources. I’ll put this plug in. Public health has about two percent, if that, of health
system resources. So that, it would be nice to have a public health approach if it were to do that. And that would be a, it could
be seen as that, then maybe public health could assist in a broader approach across a community, not just the health care
providers but beyond that.
CHARMAINE ENNS: So that, I guess that’s what I was trying to emphasize before too. Is there’s two … those are two different
issues: a public health approach versus the public health workforce. And I think that the way to success is the public health
approach. If you ask the public health workforce, you will, we won’t make any progress. Because we are, there is no capacity
to even do what we’re mandated to do under legislation. But if you take a public health approach which is what we try to do
as public health physicians. So I’m a medical health officer. I try every day to influence the larger system to see it from that
population perspective. Not with the workforce but with the public health approach. In terms of framing the argument,
providing the information, making recommendations, providing best evidence. All of those things empower people who are
the decision makers or/and at different levels, across different levels, across different sectors and across governments. So I
think the public health approach is absolutely what we should do. But if you, but if I would ask you to really think twice about
asking the public health workforce because that will be a non-starter.
MAYLENE FONG: Yeah. I would agree with that for sure. Yeah.
COMMENTOR 9: [Stacey Joyce, Northern Health] I don’t have much of a voice. I’m quite sick. I’m Stacey Joyce. I’m from
Northern Health. And so my background actually was public health. I worked in home and community care and palliative care
when I worked in Surrey. And when I moved back up to Northern Health, I actually worked in public health. And I worked in
public health education and around social marketing. So when I started in palliative care in Northern Health, it was a natural
connection for me to think about a public health approach. I’m thinking … this is just when I started, right … why aren’t we
taking a public health approach? So I’m really excited to see that conversation happening here today.
And at the health authority level, I’ve been working … because obviously I have connections with public health in our health
authority, I’m starting to have those conversations with our public health leadership and starting to make some inroads. But
there was a lot of resistance at first around “We don’t want to talk about palliative care. We’re all about the happy stuff, new
babies and …” right? But I’m definitely trying to make the argument like you said around the benefits of taking that approach
to end of life care.
Also in Northern Health we’re working, starting to work more with our chronic disease. Making some inroads with them too,
trying to partner and work together. So you mentioned that Judy. And also, like Leslie had said, we are trying to work at that
system level around education for both the care providers as well as the public to change the attitudes and beliefs around

end of life care. And also the comfort level, so that when the health care providers are talking to patients, they’re ready to
receive the information to. So those two have to go hand in hand together. And I’m going to lose my voice … [laughter].
MEG MILNER: I was just going to say, what I heard so far from this last bit was, forget the public health workforce; look at it
from a public health perspective. And also to have it driven by the public asking for that service and have a need there that
needs to be met. The one piece of that that I see as a challenge is exactly what Renu [Bakshi, speaker] was showing this
morning. It was very difficult and it is very difficult for us to remove our emotions and be able to speak objectively and ask for
something we need. Because we’ll pull up our tents and go home as opposed to facing, standing naked on a cliff. And so that
is a conundrum. But it has to be heard. And it’s wonderful for us to take those risks now and to start to move forward in that.
Is there anything else that we can have that would be levers to move forward the conversation starting? Are there any other
thoughts about that? From the public health perspective. That was what my question was going to be about.
CHARMAINE ENNS: So as we’ve been talking lately, I keep having this vision in my mind. I keep flashing back. For the last few
years I’ve been working in Uganda. And I’m heading back actually next week. And you can’t drive 100 meters without one of
the dukkahs being, the caskets propped up against the fence, right, with the little window in it. Because that’s just, that
buying that casket is just as important potentially as buying your bag of sugar for the day versus buying your cell phone sim
card or whatever. So it’s just so out there and it’s just so regular.
But I keep thinking about what have we, why in our society, in our, I call it the overdeveloped countries, why are we so
overdeveloped that we have lost where we have all come from in terms of our diversity and our ethnicity. Those conversations
or awareness. Because we all come from somewhere from families and upbringings where that wasn’t so distant for us. So
what’s happened that it’s made it so hard for us? So and I think it’s probably multifactorial and probably everybody around
this room could add something to a list to make a fuller list. But I think we have to also think about those things in terms of,
at a societal level too. Now that’s not easy to solve.
But for example, when our dear friend died and a neighbour made his casket, it was the most beautiful theatre box casket.
We called it the box; we didn’t call it a casket. And it was propped up in the garage and we all went through as families to
look at our dear friend John lying in his box, his cedar box. And with our kids and with our friends. And together, we viewed
him as his body, knowing he was gone but his body was there.
So that freedom to be able to do that in society, I think we’ve lost a lot of that freedom. How do we get that freedom back? To
be able to embrace the people we love as they’re dying and once they’ve died, and to be able to do that in a way with grace
and dignity. So I think that’s also another level we need to approach. It’s not just the health care system but it’s a societal
context as well. And we need to push for it. I think we need to ask for it. I’ve already decided I want my husband to build my
box. “You can build my box. Don’t … we’re Mennonites. Don’t spend money on a casket, for Pete’s sake. Build me a box out of
the wood in the garage. We can do it.” So anyways, just a thought.
MAYLENE FUNG: I think we value life too much because …
CHARMAINE ENNS: And that’s good. We value life.
MAYLENE FUNG: It’s good. But we should also value death. And we don’t do that. And I think there’s such a social stigma
about dying. We don’t celebrate when people die anymore. We don’t celebrate their life; we mourn the loss. So it’s again the
negative, right?

COMMENTOR 4 [Lyne Filiatrault]: You know they have those yellow bracelets: “Live Strong” Why don’t we start one today,
make one that says “Good Death”. And I think that’s what we need to do is. We’re afraid of growing old. And we all get
facelifts and all sorts of botox and stuff, right? And we don’t want to grow old, we don’t want to die. Well what about a good
death and having that on a bracelet?
COMMENTOR 8 [Judy Lett]: I just wanted to add on, just sort of going back to the idea that being able to have these
conversations is so important. And when we listened to our speaker this morning, hearing her absolute distress at not
knowing what her mother wanted and her anger against her father and the crisis that that family experienced and certainly as
a health care provider myself over the years, I have seen that same kind of thing. If you go into the emergency department, if
people have not had that conversation, that is not the place to start. Because it is in absolute crisis. Everybody’s upset,
Everybody’s fighting. Same with ICU. So if we can back those conversations up, way back, somehow. And let’s talk. Let’s get
the conversations started so it’s everybody’s job to have the conversations.
And maybe take them into the schools and take them into the universities and take them into the social clubs and that kind
of thing. People should be having these conversations everywhere because it’s part of normal living, normal dying. And
certainly people who have had those conversations, it’s a completely different picture. They’re composed, they’re relaxed.
Everybody has, knows what the plan is and it just goes so much better.
MEG MILNER: We just have a few more minutes.
COMMENTOR 9 [Dr. Mary-Jane O’Leary, UBC Medicine]: I want to make a quick comment. I’m Mary-Jane. I’m a palliative care
physician from Ireland and I’ve been working in palliative for the last two years. And it’s a huge cultural shift for me. I work in
palliative care for the last five-six years in Ireland where when someone says to you, “I’ve had a good life” i.e. you take that as
“I don’t want any more treatment. I know I’m dying.” The conversation ends. Or the other one being, “Just make sure my good
suit is pressed.” [laughter] [inaudible 1:10:30] … assigned, everything’s done. It’s a big cultural shift and I have to say I was a
little bit skeptical when I arrived first but I felt we were putting a lot of onus and a lot of pressure on patients and families to
make decisions that they maybe necessarily weren’t informed enough to make. And I really feel that particularly when it
comes to palliative care and particularly when it comes to families that a lot of pressure is put on them.
I saw last week – I was teaching medical students in UBC – and a [inaudible] wanted a script for what to say to people on
[inaudible]. “My daughter is on antibiotics. Should we use antibiotics?” [inaudible] And thought I was trying to educate them
around how about just having to go more about a natural conversation. Just general questions. [inaudible] “Your values, your
perspectives.” You don’t want to burden them with too information about the nitty-gritty detail of ventilators and breaking
your ribs and then we push on your chest. Just sit down and have a normal conversation with “What do you want? What are
your hopes?” I think we just have to be very mindful that we don’t overburden them with too much of the finer details.
And certainly volunteers can have these conversations because you’re not getting into the medical technology and all of that.
And it’s just about opening conversations. What we want for ourselves and wellness may be very different from what when
we’re ill ourselves. So I think it’s just about opening conversation and moving through them.
COMMENTOR 2 [Wendy Wainwright]: I want to make a [inaudible] I’m not going to rant. But something’s just dawned on me.
I’m just, I’m slow. But isn’t it interesting that in our culture, we have to have this document for us to even have permission to
have the conversation. And it just makes me think that we’re such an individualistic society that we each want to have our

own wishes when we’re dying. It’s about “me”. And yet those other cultures, it’s viewed in the culture. We don’t all have to
have the conversation in the same way because everybody kind of knows how it happens. And it just kind of never has
dawned on me in quite the same way as it did now. Isn’t that interesting, that … And I’m all for people having the
conversations, don’t misunderstand me, but that ethos of the individual and their rights and their priority and just ... I don’t
even know what else to say about it. But I just find it unusually interesting to think about that perspective. We have the right
…
CHARMAINE ENNS: But we could talk about that for the next hour. Easily.
COMMENTOR 2 [Wendy Wainwright]: Well listen. I know now that you live in Victoria.
CHARMAINE ENNS: Actually I live in Tofino.
COMMENTOR 2 [Wendy Wainwright]: That’s close enough. We can access the same telephone service. You’re going to hear
from me.4
CHARMAINE ENNS: Yes.
MEG MILNER: So we’ve segued into … I’m sorry we’re out of time. We’ve segued into a thank you very much and you can
connect with our content experts, with our experts around the table for the rest of the day. You will be here for the rest of the
day? For the morning. And thank you all for participating. Really hugely appreciate all of your information and for
participating. And thank you all.
CHARMAINE ENNS: You guys made it easy.
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DONALDA CARSON: Well welcome everyone. I think we’ll get started with this session. And I’m quite excited to see so many
people here. This mic’s not amplifying it in the room, it’s recording it. So I’ll speak louder so all of you can hear me. And now
that you’re quiet, you will. My name’s Donalda Carson. I’m the Executive Director of the Prince George Hospice House and
Hospice Society. And I’d like you to know that our President is here today, Mike Hickey. And so I have to be on my best
behaviour and I’m really nervous about doing a good job now. So I’ll be the moderator. And if you want to make comments, I
have to run over and put this mic in front of you because it’s all being recorded.
So now my job today is to read what we’re doing here. It’s about opening conversations to engage, inform and educate the
public on death and dying and to initiate discussion on future care for themselves and their loved ones. And I’m sure you’ve
all had some experience with that, whether it be successful or unsuccessful. My next job is to introduce the people at the
round table. They’re called experts today.

Dr. Pippa Hawley is here. She’s the founder of Bucket List Festival. She’s the team leader of Pain and Symptom Management
for the Palliative Care Program at the BC Cancer Agency and a Clinical Assistant Professor and Head of the Division of
Palliative Medicine, Department of Medicine at UBC.
Death Café has a few members here, a few experts here. Don Morris from Victoria is involved with Death Café. Ross Waddell
is here as well from Vancouver. Abegael Fisher-Lang and Ann Gillespie [North Shore]. And myself and I’m eliminating myself
as an expert on this topic of Death Café today [Prince George] so that I can operate the mic.
Death Picnic? Oops, sorry. Canadian Centre for Death Education. That’s Marylene [Kyriazis] who’s a co-board member with
me [of the BC Hospice Palliative Care Association] and Ross Waddell.
And Paula Jardine, Artist in Residence, All Soul’s, City of Vancouver Mountain View Cemetery [and] Royal Oak Burial Park,
Victoria.
So it’s exciting to have all these people together and we’ll get started now. And I have to advise you that the roundtable
session is being recorded and the recording will be transcribed and summarized. And now we will have our experts make
some presentations. Comments.
ROSS WADDELL: Comments. Just read the questions.
DONALDA CARSON: The current nature of public conversations on death, dying and planning for care and the paths to
opening these conversations. So we’ll have twenty minutes to talk on this topic.
ABEGAEL FISHER-LANG: Could you say it again please.
DONALDA CARSON: It’s the current nature of public conversations on death, dying and planning for care and the paths to
opening these conversations.
PAULA JARDINE: I’m happy to start. As was mentioned, I’m an artist in residence at Mountain View Cemetery and as well at
Royal Oak Burial Park. And the position is one that I invented myself because I am pushy and because I felt the need to bring
more beauty to the experience for people following a death. And since being introduced to the subject of death I – and it was
through my father’s death that I was introduced – I’ve realized that it’s a massive subject that permeates all of our lives, and
what a gift to know that.
But to answer the topic that we’re talking about, by accident then through my work at the cemeteries, I’ve realized that by
creating social situations as we were just discussing, for instance the flower brigade the night before the event – a gathering
of people at Royal Oak or on the morning of the event at Mountainview – we make flower garlands to decorate the altars
where people from the public will come and place tributes in memorial of people. And those situations, there’s casual
conversation and an invitation implied because we’re doing an event to remember the dead that finally this is a social
situation where we can talk openly about death and if you cry, nobody’s going to be upset. They’re in fact just going to be very
supportive.
PIPPA HAWLEY: I just wanted to say I think the biggest problem we have to just answer the question about engaging the
public in conversation is the whole idea of death. And my aim with introducing the topic in a more positive light with the

Bucket List Festival was to focus on the positive aspects of living with a life threatening illness. Because there’s a lot of
possibility for transformation and resolution and really, some amazing things can happen when people know that their life
expectancy is more limited than it would be just normally. So that concept of presenting the topic in a positive way rather
than with the “d” word in everything, I think was one part that I felt was missing.
Most people learn about dealing with their own death from other people’s funerals. That’s how, they sit there and they go
through the funeral and they reflect on how they might deal with things themselves. And then they go from the funeral and
then they don’t deal with it unless they’re facilitated by some of the excellent work that goes on after the fact. But my issue is
that we’re not going to be able to engage people and have the conversations early enough if we wait until the patient’s nonverbal and in the last hours of life or has already accepted their inevitable short duration and demise. So I guess that’s the
one point I want to get across. We’ve got to get people in early. And I know it’s good to raise the ‘d’ word – it has to be said –
but they have to be in the door before you can do the work. So getting them in with something on a more positive aspect is
where I was coming from.
DONALDA CARSON: Don?
DON MORRIS: This whole topic, this whole subject and any changes that we’re going to make for others, we have to begin by
making them for ourselves. So these difficult conversations are best when we connect our heart with our mind with our will to
chat it up with those closest to us. And then from there, you get comfortable with it. It’s been my process and continues to be
my process because it’s uncomfortable. However, it’s empowering, it’s enlivening, it’s about life, and it gives us the
opportunity to express our values. Thank you.
ABEGAEL FISHER-LANG: May I also add to what Don – my name is Abegael from the North Shore Death Café – that’s my
other hat is storytelling. To engage in a way which opens the conversation very, very widely. So in our Death Café the tables
are open to discuss any topic that anyone wishes. We even have cards on the table that have poems and writings from other
people which can start the conversation. So conversation actually starts with, “What is the little death that is happening in
your life today? Are you moving? Has someone, something shifted that you unexpected?” So we experience death in small
ways all the time to prepare us for the big threshold.
And it’s always amazing to me how strangers will come through the door to our Death Café and not know each other at all and
be able to sit with a little group of three or four people and open their hearts and minds as Don has said, and have a
conversation which is about their deepest, most intimate experiences and fears and curiosities and questions and share that
information in such a warm environment. So I feel that this conversation goes before all the conversations which are really
about the practical aspects of preparing for the end of life. It’s really a human experience.
ANN GILLESPIE: Yeah. I was just thinking it’s sort of the airplane syndrome, phenomenon, when you get on a plane with
strangers and you leave thinking, “Wow. I just met somebody that I totally connected with at a deep level” because you don’t
have those kinds of conversations in our everyday lives sometimes. I think all the years of outsourcing in the last hundred
years or so – outsourcing death – has separated us from the experience of it. And the collective holding of that experience.
And I think Death Café actually does allow us to bring back some of the … and what you’re doing [Paula Jardine] at
Mountainview, bring back the collective experience and the shared experience of death. And sort of to try to reclaim – you
talked about the values and the stories and those kinds of things around death that we’ve sort of lost touch with.

And somebody had a lovely phrase which I’ve co-opted which is reclaiming the … around “the time of life that is dying”. So
we think about death as sort of jumping off the cliff and it’s not considered part of life whereas I really like that phrase: “the
time of life that is dying.” So that we’re still in life and so that we can look forward to that experience as part of life rather than
thinking of it as this separate experience.
I think it’s this isolation, the sense of extreme isolation around dying and death that puts the fear in people. And I think that
the pathways to discovery are many. So the public events and the Death Cafes and I think the more opportunities people
have to learn the words and the language … it’s like we’ve forgotten the language, I think, and to be articulate around death
issues. So I think all these things allow, and there’s a lot more happening so there is a groundswell.
DONALDA CARSON: Ross, do you want to make any comments, or Marylene on this first statement?
ROSS WADDELL: I come at it from a number of different perspectives – both Death Café and Death Picnic. And/but I’ll talk
about my perceptions generally around the issue of conversations around death. I’ll tell you my background that got me into
it and that was I work with people who have near-death experiences. And for the most part, the people who have those
experiences have no fear of death. And I thought scientifically, and as a phenomenon, to have that as the consequence of
going through that experience, there must be something being told to us in those experiences. Not everyone has no fear, but
most have no fear coming out of the experience.
So I started exploring the issue of fear in death and one of the most renowned writers on this is Ernest Becker who did live in
Vancouver and he did die of cancer at quite a young age. And he wrote about the fear of death and how this was at the root of
all our fear in life: it was the fear of non-existence essentially.
And so as others have said over time, our ownership of this conversation has been moving into the professional world, into
government … It’s like someone else owns our death. And what I’m learning is that we need to take ownership of our own
death back. Part of that is being able to talk about it. And you will fear less … I won’t say you won’t fear at all … but you will
fear less what you know and you understand. And the only way you’re going to know and understand is if you talk about it.
And that starts with a personal conversation and a social conversation.
So all of these things that are being represented around the table today, Death Café, Death Picnic, what Paula does, the
Bucket List Festival all represent approaches to that. And I’m hoping in the next question that each of you could just describe
briefly how you do what you do, like how you do Death Café, how you do the Bucket List Festival, because not everyone will be
familiar with exactly what it is you’re doing.
DONALDA CARSON: So we’ll go on to that next question. Marylene, did you want to speak about this first.
MARYLENE KYRIAZIS: Well, yes and as most of those people said or mentioned, it’s not only being able to be involved in
those conversations, but even just being able to be in, able to be exposed to situations where you can hear the conversations
about death and dying. Even that is a good first step, for those who actually don’t want to get involved in talking about it in a
safe place where anybody can talk about, anything related to dying.
DONALDA CARSON: Thank you. So the next piece is the current and potential role of your program or event in engaging and
educating the public about death and dying and advance care planning. So if we would have the people at the table give their
comments about that in regards to their program and the role it has.

PAULA JARDINE: Well I would jump right in. The point of calling myself an artist in residence at a cemetery to me was half of
the project. Because it shifted people’s thinking of “Oh, art. What does art have to do with death?” And I could go on about
that for quite some time. But it was an exploration of what our role as artists in the sacred life of the community is that
continues, actually, to drive us as artists. But it’s also responding to traditions that I feel were left behind by my ancestors
and I’ve only learned through books – well, started working from the outside in. But it is mostly creating space that you say
specifically, “This is a space for you to remember your dead. We’re going to create a sanctuary of beauty”, is what we call it,
“where you can come and it is completely safe for you to have your feelings.”
In Victoria at the Royal Oak Burial Park, we do a daytime event on summer solstice or the Saturday closest to summer
solstice. We have long pieces of paper that people can write messages on. Two poets wander the area and sit with people.
And at the end of their conversation, present a poem to the person based on the words – their own words. We have a women
who collects hankies throughout the year and the poets have beautiful handkerchiefs so if someone is brought to tears, they
are gifted with this beautiful hanky. And this all evolved from the many hands that touch these projects. Everybody brings
something beautiful to it. And we have music throughout the landscape and the Ensemble Laude sing in the mausoleum,
which is sublime. And then we end with the Homegoing Brass Band doing a procession through.
In Vancouver, it’s a nighttime event which starts on the Saturday closest to Halloween and then we keep the candles lit
throughout the week until the morning of the 2nd of November and that was so that we didn’t blow out the candles before the
Orthodox tradition of lighting candles. It seemed rude. And it’s kind of grown into its own All Souls Week where people know
that there will be things going on at the cemetery. They can come and they can have a cup of tea. There are materials for them
to make some beautiful tribute. There are people there who they can talk to or not. And the same with … the special thing
about doing it in the dark is that when you feel overcome, you can step back into the privacy of darkness and have your
feelings. And there’s something really nice about that as well.
DONALDA CARSON: Great. Thank you. Really profound. Would you like to be next?
ABEGAEL FISHER-LANG: Sure. And I have such respect with what you’ve done and it’s almost like you need to give workshops
for every neighbourhood to have this experience. I just think it would be great. In our Death Café, we work, I would, we have
an artistic orientation I would say. We are about to do our fourth one next week and we actually have flyers here if anyone is
interested in them. Next week’s is called “Death Seeds, New Life” so it’s the idea of the season and the seeds and the
darkness through the winter and then coming into new life. So the question is “How has the death of a beloved brought seeds
of life to you? And what seeds of life would you long to live, to leave?” And we will have seeds in pots or something like that
which will work in some artistic way.
Before we’ve done a lot of poetry. The last one we had a short video by Steven Jobs. Ann brought this beautiful ritual. Just a
clip for 50 seconds where he was asked, he did a commemorative convocation speech, and he said to the young people,
“You’re going to be planning your career and your life but the most important thing is how will you live for the next six
months.” So we saw that and everyone had paper and envelopes and they wrote a letter to themselves dates six months from
then, sealed them and we mailed them six months later.
And then we did a Dios de las Muertos [Day of the Dead] with a great table full of sugar skulls and everyone brought pictures
and it was like a festival. So I think art really plays a strong role in souling the conversation. So it’s not a bleak conversation
as has been mentioned here between life and death. It’s like, “Yes. Art brings us together, hearing the stories, sharing things,

writing, drawing, listening, having beautiful tables with flowers and cake arranged.” So, yeah. We had, we were just written up
today in the Vancouver Courier. So there’s a nice article today in the Vancouver Courier on Death Cafés, on ours in particular.
So we have copies of that too.
DONALDA CARSON: Do you have anything to add to that Ann, on Death Café?
ANN GILLESPIE: No, I spoke, that’s well described. I would just say that I think what we find is that people leave feeling really
liberated from having the conversations that they have, so. And that sense of shared humanity. I think that comes from those
conversations but ...
DONALDA CARSON: Don?
COMMENTOR 1: Is it possible to ask a question?
Donalda Carson: Yeah. We have a question.
COMMENTOR 1: In terms of the Death Café, who is your target? Is it people who have suffered a loss or just anybody, or
both?
ANN GILLESPIE: Generally not. We actually don’t recommend that people come if they have just are grieving or experiencing,
in the midst of somebody, helping somebody who is dying. Because I think it’s just too emotional.
DONALDA CARSON: It’s the general public that you’re attracting.
ANN GILLESPIE: The general public. And generally we’ve had some young people but generally it’s us.
DONALDA CARSON: A question over here.
COMMENTOR 2 [Lynn Wood, Oceanside Hospice Society]: Yes. I’d like to understand the logistics of it. How do you set it up?
What does it look like? Why would people want to come in?
DON MORRIS: The beauty of the Death Café is that it’s a social franchise, and it’s not dependent upon experts of any kind.
And so you go the website. Everybody can run one. And I encourage everyone to consider it. Go the website: deathcafe.org
and follow the links that then … download the PDFs that tell you how to do it.
Now I love these Death Cafés because they’re very enlivening and they’re bonding. And it’s a place for people to go to talk
about whatever they want to talk about. And I’ve – my wife and I were privileged to put on the first cafés in Canada and I’m
privileged to have a deep relationship, a growing relationship with Jon Underwood who is the founder of this. So every now
and then we skype, we get together and talk. I share my process and for most of our cafes, we would have pre-thought out
topics, maybe a speaker, and so on.
And Jon and his mother who is a psychotherapist, who was advising him from the start, they’re moving the Death Café away
from movies, experts, speakers, because we’re the experts, each and everyone one of you. And people come to a Death Café
and maybe their mothed died four years ago but something’s incomplete. Or maybe their best friend is a doctor who is 65

[years of age] and is considering having cancer surgery with the hope that it will give him a little more life. And he’s, the friend
is really upset about it.
So I’ve been slowly falling into Jon’s direction, because I know what’s coming next. Jon’s going to establish a physical Death
Café in London over the next few years and it will be a venue for all different creative kinds of performances around death
movies and singers and artists and poets and you name it. It’s like, serve coffee and tea and like – not a Starbuck’s – but a
real café.
So I’ve moved from a lot of bringing in interesting people and having topics. It was going so well that I announced that in two
weeks we’re going to talk about suicide. And It was wonderful. Everybody … it touches every one of us. Everybody had a lot to
say. But I’m kind of backing away now. However, when there is not enough juice or energy to talk about a particular topic,
then it’s just fine to present a particular topic for people to talk about. So in this format, Death Café is very democratic and it
honours whatever, what each and every person brings in that night for discussion.
DONALDA CARSON: Pippa?
PIPPA HAWLEY: Yeah, so the Bucket List Festivals, this was, the first one we had was in 2011. Originally, it was an idea I had
to actually work as a fundraiser for the Ride to Conquer Cancer. And we had one in the Cancer Foundation’s spaces at the BC
Cancer Research Centre. And it, the feedback I got from it afterwards, wasn’t just successful as a fundraiser. It was that the
people that attended really found it helpful and useful and they wanted to do more.
So subsequently, we’ve had a number of other events using the same format and we’ve had one in Coquitlam, one on the
North Shore, one on Vancouver Island. We’re going to have one in Chilliwack in September [2014]. I’m hoping that they’ll be
other places in BC that we can have them going forward. I’m hoping that the hospice societies that have held, organized them
will then move to having them again so that it will become a recurring theme.
And I think across the spectrum of people that need to engage in these conversations, I’m trying to get the people that are
pre-Death Café. People have already done a lot of work mentally to enter into the concept of the Death Café and it’s a
fabulous thing to have there in the future. But 90%, probably 95% of people have no way they’re going to go into anything like
that. And they really need practical, solid information and that’s what I’m trying to provide with the Festivals.
DONALDA CARSON: We have a question.
COMMENTOR 3: Is there a website that we can go to to get more information?
PIPPA HAWLEY: There isn’t yet, but you can e-mail me. I have applied for the trademark for Bucket List Festivals, not because
I want to make any money out of it or anything – far from that. I want to make sure that I have some control because if you do
Google “Bucket List Festival”, you do come across a number of other things which are not what I would like. And I think there
is potential for it to be misused. So I’m hoping …
COMMENTOR 3: What’s your e-mail address?

PIPPA HAWLEY: phawley@bccancer.bc.ca. Once I’ve got approval for the trademark, which has been about four months since
I put the application in, if I do get it then I will register a web domain and then I’ll be able to get a website. But I want to get a
trademark first.
PAULA JARDINE: What … might I ask what happens at a Bucket List Festival or is there a chance later?
DONALDA CARSON: Yeah, sorry.
PIPPA HAWLEY: With the help of the local organizers in the community that we’re having one, we have a group of speakers
who are mostly local who come and give short talks on a variety of different topics through the day. And I try and have an up
followed by a down followed by and up followed by a down. So we’ll talk about how to travel when you’re not well. There’s
certain things … it’s all very well to say “On my bucket list, I want to walk the Machu Picchu trail.” But if you’ve only got one
leg or you’re really short of breath and oxygen, you can’t do it. Or on the other hand, there are things you can do. Or there may
even be ways that you can do the Machu Picchu trail if you work things through correctly, if you know who to ask.
So it’s practical stuff like how to get insurance: what happens if you die overseas and you need to have your body repatriated.
There are actually insurance coverage, things you can get for that. So it’s practical stuff. My mother is in the early stages of
dementia. What will happen when I can’t take care of her anymore? Well this is how you navigate the health care system.
These are, this is the difference between palliative care and hospice and residential care and we go through all of the
practical stuff. I do, I usually do the session on living wakes. I’ve attended a number of living wakes. A lot of patients having
living wakes. So I teach people on that.
And Gaby Eirew who is also presenting here at this Forum, she has a marvellous presentation on legacy making with Record
Me Now. It’s a way you can record your legacy. It’s kind of dignity therapy without a dignity therapist which [Dr.] Harvey
Chochinov was speaking about just recently. As I was hearing him describe dignity therapy, it’s very basically what Gaby does
on the website, you can do anywhere, anytime, anywhere in the world as long as you’ve got a laptop with a camera.
DONALDA CARSON: I did a CD, it must be ten years ago now, speaking to my sons about the values that I taught them and
what I wished to see in my older years and those kinds of things. So it’s pretty neat. And Pippa has sought out wanting to have
a Death, I was going to say a Death Café, a Bucket List event in Prince George in October. So we’ll be talking more about that
and we’re all really excited about it. So Ross?
ROSS WADDELL: I’ll talk about both Death Café and Death Picnic. They kind of go together and you’ll find out why. Just with
Death Café to start, the way it started was actually a Swiss sociologist named Bernard Crettaz, started an event named Café
Mortals and it was the first Death Café, in French I guess. And that was round 2005?
DON MORRIS: 2004, in Switzerland
ROSS WADDELL: 2004, okay, in Switzerland. And then it moved to France.
DON MORRIS: Paris.
ROSS WADDELL: Paris. And then to London. And Jon Underwood who sort of leads it out of London and his mother was
involved with the Natural Death Society [Centre] which was started about thirty years ago to try to have people take that

ownership back of their own death experience. It [the Natural Death Society] involves a number of different perspectives on
death such as home funerals and green burials and things like that. But that was the general focus of it was to have personal
ownership of your experience.
And then it [Death Café] arrived not that long ago, when Don started it, that’s not that long ago and he was the first one in
Canada. And it’s kind of exploding all over the world so all the ones that we’re doing collectively, there’s many, many in cities
throughout the world that are occurring. So if you go to the website, that’s where you can follow what everybody’s doing
because they both put their invitations on the web through Jon but they also report on what happened at the events. Each
event is kind of different. But the basics are tea, cake and conversation. Not to say that you have to have cake because I know
Don does potlucks sometimes.
DON MORRIS: Well we do a lot of things. We like being gracious.
ROSS WADDELL: You do a lot of things. But there’s many ways of doing it with a focus on conversation. With Death Café
Vancouver, a short story. We found a venue which is in Vancouver which is a sort of trendy corner store, artisanal shop, café –
sort of Parisian and Bohemian so we thought it had the right atmosphere – and we approached the owner about hosting it. If
you’re not used to having somebody come up to you and ask you, “Can we talk about death in your facility?” [laughter] they
might question it. But we thought this person probably would be open to it and she wasn’t sure.
But she was out with a friend and walking in Chinatown, a different part of Vancouver, and they were walking and they saw
this shop and it was getting ready for some new retail business. And some guy went down the street and said to the owner of
the shop who happened to be standing outside, looking through the window as the person we contacted went by, “Oh are you
opening a Death Café here?” [Audience: “Wow”] Where would that come from? How would he have even known about it? So
the woman that we approached said “That was a sign. We needed to have Death Café in our facility.”
Ann and Abegael were there. The problem was that it had a very loud compressor, refrigerator. It’s not a very big space and a
loud compressor. So if you were at the back of the room, you couldn’t hear the conversation. So there are logistical issues
which we can all share with you if you want to do one of these. So please feel free to contact us if you want to know about any
of these things. We’ll tell you the good stuff and not all the bad stuff.
We had a real interesting mix. We had half hospice palliative care professionals who were young, really young, because they
were friends of my co-host, Joan Trinh Pham, who is a hospice palliative care nurse. The other half were just a whole range of
people. Some who were dealing with death, some who were, who had a recent death, some who were facing a death in the
near future, a whole range.
But one thing that I do remember is the hospice palliative care people said “We do not have the opportunity to have this kind
of conversation in our palliative care teams.” They can talk about the clinical aspects – how to approach it from all the
perspectives of each of the professionals, because it’s all about inter-professional approaches – but the intimate
conversations they couldn’t have.
And we kept the conversation completely open. We didn’t have any topics at all. Things are sort of changing as we do more
but we still at the moment are keeping the conversation open. And sometimes it works and sometimes it doesn’t and I won’t
tell why it doesn’t work but you can ask me later if you want.

The other thing that I remember coming out of that first Death Café was everyone – a number of people said “It’s like sitting
around the campfire.” Well, where do you have the most intimate conversations in Canadian life? Around the campfire, at the
cottage, at the beach. These iconic kinds of memories from childhood or from family life where you get into a really, really
initimate conversation about things. And at nighttime. And at nighttime. So this is where the idea came for Death Picnic. I
talked to Jon Underwood about doing Death Picnic as a Death Café thing, doing it outdoors and he said, “Well, we’d like you
to keep the branding Death Café Picnic.” But as it evolved, we decided, Marylene and I decided that wasn’t going to work
exactly because this was actually a different event.
When you are with a group of people that you don’t know, and you don’t know what to talk about, what do you talk about?
DONALDA CARSON: The weather.
ROSS WADDELL: The weather or nature. If you’re a true Canadian, you’ll talk about “Oh isn’t it nice outside?”, “It’s raining,”
Or “It’s sunny.” Or “Did you see the big tree that fell down across the street?” Or that kind of thing. So I got thinking because
what the Canadian Centre for Death Education is about – I’m going to back up a bit here – I do some work with the National
Centre for Death Education in Boston and it educates professionals around death and dying issues and I said “How about
opening a Canadian version of it” and they said “Great.” But I knew that I couldn’t get up to speed with them right away
because they’ve been at it for thirty years.
So I thought, how do we do an approach, how do we come into this? And we knew that there was a real need for public
conversation at its most basic level, even before people are thinking about death, just the real opening of it. So we were
taking all the pieces of information: if you don’t want to talk about it – the one topic that’s a taboo – what do you talk about
instead? You talk about weather, you talk about nature. So let’s put it outside. Let’s make it like a campfire. Let’s do it at
night time.
So we have the first one planned. It’s going to be in Stanley Park because we needed an iconic location. It’s going to be at
Prospect Point on August 25. Why did we pick that date? It’s the last Monday before the long weekend [Canadian Labour
Day]: the death of summer, the end of summer – maybe not in Vancouver but in most of Canada. It’s a weekend when people
are spending time with their family, on vacation, at the beach, at the cottage, camping. So it’s part of that time when people
are closing out with their family and their loved ones for the summer. I did climatic research and found it’s the day that’s
least likely to rain across Canada [laughter] – on average in every location.
And what Death Picnic is going to be is a low organized event: people will come, we will have blankets set up on Prospect
Point, we will have storytellers. It’s going to be an evening of stories about how things die. Not necessarily people, although it
could be people. It could be about pets, it could be about trees, it could be about whales. That was the latest suggestion that
was given by a friend because there’s a big news item right now about Newfoundland. It’s got this big dead whale sitting on
the beach and no one knows what they’re going to do with it, so … We want families to come, so we want things that kids
would like, so we’re going to talk about how dinosaurs die, we’re going to talk about how stars die.
We’re going to open the conversation at the most fundamental level about death and it doesn’t have to be about my death or
your death. It’s just about death and dying. And so we’ll have these stories. We’ll rotate through the evening. You can pick – it
will be like this [pointing to Forum program]. It will be the same sort of set up where you can pick what you want to talk about.
Forty-five minute storytelling, move onto a different blanket or stay at the blanket you like.

We want this to go across Canada. So we have the one date. Anybody can do it. It’s low organized. All you have to do is
promote it and we’d like to do that centrally like Death Café. And people bring their own picnics. You don’t have to feed
anybody. All you have to do is get people who have something really interesting to tell you about what they do, what they
study, what they love. And I know there are some people in the room who are storytellers who will be asked to be there.
DONALDA CARSON: Thank you Ross. Marylene, I’ll let you start first with the next question if that’s okay with you.
DON MORRIS: Could I just add one thing? It will just be ten seconds. To bring the Death Café home to each and every one of
us, what is so wonderful is to invite over to your home – not for dinner – at 7:00 for dessert, six people. And have a discussion
about the preciousness of life and death. And that’s a Death Café right there and that starts it going for you. There’s Death
Cafes – you know it’s kind of a big, sounds like a thing – but some of the most touching ones are in our home with six or eight
people. Thank you.
DONALDA CARSON: Okay. We have to move on now to the next question. The potential for your program or event to partner
with hospice palliative care organizations to promote public and personal conversations on death, dying and advance care
planning. So this is about partnering with hospice programs.
MARYLENE KYRIAZIS: I think I’ll get Ross to answer that question.
ROSS WADDELL: I’m of two minds about this: yes and no. So yes, partner with hospice palliative care organizations but not
only with hospice palliative care organizations. In order for this to work, and what we’re about, what Marylene and I are trying
to do with the Canadian Centre for Death Education, we’re focused on social change, which we all are. But that’s really
central to what we’re doing, and using social media to do it because we want to hit all age spans. So there’s a lot of
programming that’s attracting people over 50 [years of age]; there’s not a huge amount of programming that’s attracting
people under 50. And that’s an area that I’ve been working on because I actually looked at three Canadian studies that were
done of people’s understandings about death and younger people are actually much more open to the conversation than
older people. But they’re not being engaged in it. So somehow, no matter what we do, we have to engage them. Now if you
say it through hospice, they may not see the connection unless they have a loved one who’s gone through hospice or
someone who might need the service, might need the care. But/so both. I just say both is my short answer to that question.
ANN GILLESPIE: Yeah, that’s interesting. That makes me suggest that one of the, I think people need to hear about death
from so many angles and so many lips and hopefully with some of the same messages, but …
PIPPA HAWLEY: One will resonate hopefully.
ANN GILLESPIE: One will resonate and they will all support, right? And/so I think there’s a real need, like you were talking
about, Ross, for collaboration and I think there’s other parts of the world that are kind of, I won’t say light years, but they’re
way ahead of where we’re at here, like England for instance and Australia and the US even in terms of doing public events,
kind of like what you’re doing [other roundtable experts], but even broader in terms of all the participants and the different
focuses that they have.
So I think, I have this fantasy of having a week, maybe it would tie in with something like that, where there are all different
kinds of posters. It could be something like a film festival with speakers – that’s sort of the traditional kind of thing – but it
still reaches a lot of people and it can start conversations and hit an emotional strain in people through the films. And I know

people who have done these in England. They have an evening where maybe they’re talking about options, alternatives like
home funerals and dying at home, death doulas and all that kind of thing. So people have an actual chance to touch these
things, to let it percolate and try out one of the little cardboard caskets that you can decorate. It’s a different kind of visceral
experience right?
DONALDA CARSON: So we’re interested in how you can collaborate with hospice societies to …
ANN GILLESPIE: Well that’s what I was saying, in collaboration with a number of different groups and I think then it would be
hospice as one part of that.
PIPPA HAWLEY: I think the opportunity certainly for the Bucket List Festival is with partnership with hospices is key. It’s, to me
it’s a win-win thing for everybody because the hospice societies have usually a large group of very talented and keen
volunteers who are able to put together the practical aspects. A lot of people like to do things to help but they’re maybe not
comfortable with having public conversations. But they’re great to go out and organize silent auctions and catering and they
feel like they’re really helping. So it helps the volunteers. It also engages people with the hospice societies, that they’re seen
in a very positive light and in a very non-threatening environment. Things like the hospice having the Easter egg hunt. It gets
the kids in and it normalizes the whole topic. So I would not be able to do the Bucket List Festivals without the hospices.
DONALDA CARSON: And I did observe that you did it with hospice societies. You didn’t go out on your own to do that, which I
thought was brilliant.
PIPPA HAWLEY: No. After the first two on my own, I was done. [laughter]
DONALDA CARSON: So there’s a few questions and then we have one last question for the experts.
COMMENTOR 5 [Jill Gerke, Vancouver Island Health Authority]: I’m particularly interested, Ross, in the piece you talked
about about engaging youth. Because I think as we move into talking about social and cultural change over death and dying,
youth are where it’s at. So I’m wondering even with the whole panel, about engaging with universities and even with school
boards. I know with some of my work in pediatric and adolescent palliative care in Alberta, and through hospices in Alberta,
we were engaging with the universities and the school boards to engage in Bucket List conversations with youth and with
teens. So I’m just wondering if there’s any opportunity there.
DONALDA CARSON: Can you just hold on that? We’re going to be finished early so I think there’s an opportunity for people in
the audience to ask you questions one on one when we’re finished as well. Do you want to hold your questions until then?
DON MORRIS: Can I? This is a – of all the four questions, this was the most difficult and complex one. Can hospice partner
with the Death Café? This is difficult, okay? I’m an emotional type. If I’m visiting a loved one in a hospice and I see on the
bulletin board, “Death Café Tonight”, let me tell you: I can’t deal with it. Like Ross, yes and no. I believe that we can do it but
the Death Café – we have to change the name and we have to change the format. And we want people to sign, we want
people to prepare advance care directives. That’s got to be the big thing because I’ve been reading this [the Forum program
and questions]. I’ve been thinking about it. So what we can do is we can create a hybrid. And I’m currently working on that. So
it doesn’t offend people. You get people in. They have a period of time to talk about what’s on their chest at Death Café and
then you have the experts and then you have the panel. And it won’t be called Death Café. And it can work.

PIPPA HAWLEY: Sounds like a Bucket List Festival.
DONALDA CARSON: So here’s your last question and it’s the most important one in my mind. The potential for your program
or event to partner with hospice palliative care organizations to advocate for hospice palliative care in British Columbia.
Anybody?
PIPPA HAWLEY: I can say I think there’s a huge amount that, just getting people talking about the topic enables a lot of that
advocacy work to go on, especially if you give people concrete information that they can use on a daily basis. Stuff that’s
really useful to them. I think that really gets them in the door.
ABEGAEL FISHER-LANG: I would agree. Also that there’s nothing specific that we do at Death Café. It’s an open forum. But
people who meet there, because we have had so many palliative care people come to our Death Café, that’s the reason we’re
here today on the panel, so the conversation that starts that people can say “What about this? Have you ever done that? I’d
like to see that going?” And it just starts the spark. But we don’t have the political mandate.
DON MORRIS: Yeah. Because the Death Café has no ideology, we don’t promote anything. The only thing creative I do is I
always have musicians because I want to help create a new culture around death that affirms life. So I just love having
musicians and it opens the heart. It’s a beautiful thing. But getting back to this final question, and the potential of the Death
Café to partner with hospice palliative care to advocate for hospice palliative care, no, we’re going to – the current way it’s
set up – we’re not going to do that. But we’re going to trust in an organic process of offering Death Cafés that people come
back and people come back and their values – they get in touch with their values. They talk amongst themselves and then
they prepare the documents. But we’re going to, it’s not going to be out there. Can a hybrid be created for hospitals and
hospices? Yeah, and that’s what I’m planning so I’m working on it.
DONALDA CARSON: Thank you. You have a question?
COMMENTOR 5: I think that, it’s kind of a statement but it’s a bit of a question as well because hospice is a scary word to
many. And Death Café is equally to me a scary word. And so you blend the two and that’s maybe where some of the
misconception could be. I have a bereavement coordinator who goes to the Death Cafés and it’s quite educational for her.
And I think that’s where the opportunity would be is in the bereavement side, to offer that. Because there’s some people that
deal with grief in a whole different level and the Death Café could be a form of them handling their grief. So completely
shutting it down to hospices, not necessarily is a really good thing because like I said, my bereavement coordinator has really
valued the Death Cafés that she’s attended, and it’s helped her with helping some of the people that she deals with grieving
and education.
DON MORRIS: What did she mean by shutting it down?
COMMENTOR 5: Well I didn’t mean, sorry, shutting it down was the wrong word. But I just mean I think there is an opportunity
there for hospice societies – not hospices but hospice societies – to work with Death Cafés. And a lot of times, people I find,
people are putting hospice and hospice societies as the same. And they’re not the same. The societies, we are a whole
separate organization that work of course with our local hospices, but its programs and really undervalued.

DON MORRIS: Yes. And certainly the societies can put on a Death Café but/and go to deathcafe.org Because once you sign
[in], you’re a member of this social franchise and you go along with certain understandings. But you don’t have to call your
gathering a Death Café. Death Conversation Café to help strengthen the spread of the deathcafe.org
DONALDA CARSON: Another question.
COMMENTOR 6: Just in regards to the Death Picnic that you’re going to be doing in Stanley Park, for finding the storytellers
and doing that promotion because you said it’s kind of a low planning event, have you found that it has been easy to find
storytellers who are willing to come and participate and what does that really look like from a planning perspective?
ROSS WADDELL: I haven’t asked them yet but I know where they are. [laughter] I’m not concerned because when you put a
question to someone to share a story about something they love – a person – so we will have people there who work in
hospice. We will have people there who work in grief and bereavement. It’s not going to be a grief and bereavement session
but we will have people who live and work and study and love different aspects that have death. Everything has death in it;
everything has loss in it. So when you ask people to talk about something they love for 45 minutes, looking out over the ocean
with the mountains in the background and with a bunch of people who really want to hear what they have to say, I am
confident that we will have a lot of people wanting to be part of this event, if they’re not on holiday.
COMMENTOR 2 [Lynn Wood, Oceanside Hospice Society]: I think what you’re talking about is different tools for social
engagement. And I think all of those can work very well for hospice. And its hospice’s job to show partnerships in the
community from what I’m hearing from you. Recently in Oceanside [Hospice Society] on Vancouver Island, we embraced a
project which was interactive art which Candy Chang from the States had and it was called the “Before I Die” project. It was
very simple to do. We set up some chalkboards and we told the community about it. But what I was surprised to see and also
delighted to see was how many children and young families came to write on the chalkboards. We had them at the beach. It
was unthreatening and people all engaged in conversations about what they were going to write on the chalkboard. So very
simple but it got people together. And I guess what I’m wondering is how I sustain those conversations going forward.
Because I saw that spark even in an older community. But we have to keep that spark going.
COMMENTOR 7 [Christy Linder, Comox Valley Hospice Society]: So thank you very much for that spark because I’m going to
jump onto that and also connect it here. About four or five years ago, I introduced the idea of “life-centered living” as a
stream for hospice organizations which is exactly what each one of, what you’re talking about here. I saw that it became
important that hospice organizations went out into the community taking the lessons that were learned from those who were
dying and their families about living life well. And to take that whole industry which is human growth and development, which
is certainly an area of interest that people have had for many, many years now, and finding a way to be able to get them
together so that hospice organizations could start to have an earlier conversation with people who ultimately might use their
hospice and bereavement services.
And the way to do that, I thought was to develop a stream called “life-centered living” which actually did this kind of thing. It
was taking a long look at things like bucket lists, it was taking a look at art, utilizing art, and it was a taking a look at how is it
that we grow developmentally and the possibility of hospice organizations working in community partnerships and with
collaboration within their communities and with other people in their communities who were doing these kinds of things that
were life-growing and life-fulfilling in a partnership. And sometimes hospice would be front and centre and sometimes their
participation was one of the by-lines so that people didn’t necessarily get caught and scared by those words.

So I’m really excited about what I’m hearing around here because this is just a further growth of something that I was thinking
about many years ago. Comox Valley Hospice [Society] did a little of that for a while. But it may be the way to do that
collaboration if you start to take a look at finding a program or service title that has that life focus and dying is part of living
that allows for that kind of partnership. So that’s just one idea to perhaps go forward as a way to do that collaboration.
DONALDA CARSON: Do you want to make a comment?
ABEGAEL FISHER-LANG: Just a short comment. The question over here about the storytelling? I’m a storyteller and I hope you
ask me to tell [Death Picnic], I just wanted to day that it’s not only the personal stories. They are very empowering and
powerful to hear. It’s also about the traditional stories. The woman sitting next to you is Mary Gavan who is also a
professional storyteller. And she and I just participated in a whole weekend epic storytelling of the Shahnameh, which is a
Persian, great Persian stories all weekend. We’ve done Irish stories and African stories every year for a whole weekend.
But the reason I bring that up is all of world literature have fantastic stories about coming to death and dying and how it’s
carried and how it’s held or not held. And just hearing those stories and hearing poetry really sparks something in us. So I
hope that with all the stories that you will have a balance with traditional stories, cultural stories and then personal stories.
ROSS WADDELL: Yeah, and it’s a balance of human stories, non-human stories and it’s not necessarily storytellers that will
be telling the stories. There will be storytellers but there will be people who just love to tell a story about what they love. So to
get someone who’s an expert in dinosaurs to tell a kid who’s five years old about how T. rex left the planet, that can be a very
powerful 45 minutes for that child.
ABEGAEL FISHER-LANG: Absolutely. Excellent.
DONALDA CARSON: Okay. I want to thank all of you for coming. There may be an opportunity to ask a question in a few
minutes. I want to thank everyone for coming and I want to thank our panel members – called experts – for taking part and
sharing their knowledge with us. And we just have a gift from BCHPCA for each of you.

 Bucket List Festival
phawley@bccancer.bc.ca
 Record Me Now
http://www.recordmenow.org
 Death Café
http://www.deathcafe.com
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the nature of conversations in First Nations cultures and spiritual traditions about death, dying, and planning for care and
the paths to opening these conversations
 the current and potential role of First Nations in public education about death and dying, and advance care planning
 the role of hospice palliative care organizations to support First Nations persons and communities in death, dying and
advance care planning
 the potential for First Nations organizations to partner with hospice palliative care organizations to advocate for hospice
palliative care in British Columbia
LYNN TURNER: Okay. I have 9:23 [a.m.] and I think we should get going because I think conversation is going to really
develop and move on and take advantage of every minute that we can. So good morning and welcome. My name is Lynn
Turner and for today, I’m the [BCHPCA] Vancouver Island regional representative and tomorrow I’m stepping down and
Gretchen Hartley from Cowichan Valley is going to be in that role. It’s been a great opportunity for me. Challenging times but
exciting times and this Forum is about initiating the conversation as we move forward as an organization and to support the
work of hospice all across our province. So I’m really excited that you’re here today.
Our expert panel at the roundtable, we’re going to give some discussion items and they’re going to speak to that and at the
end of that then we’ll open it up for questions. And just again, we are recording. It’s going to be transcribed, summarized and
posted on the website. So that should be up within a couple of weeks. So somebody said, “Well everybody’s going to be quiet
now” so hopefully we’ll forget all about that part and just let conversation flow.
So right now I’d like to introduce our panel. And starting here it’s Melissa, Dr. Melissa Giesbrecht, you’re a Research
Associate, Health Geography Group, SFU Geography. So I understand you did surveying?
MELISSA GIESBRECHT: Yes. I’ve done interviews and various different types of research methods.

LYNN TURNER: Okay, so we have some really great perspectives on our panel today. And Dr. Shannon Waters with Chemainus
Nation; Chief Medical Officer, First Nations Health Authority. Leslie Varley, Nisga’a Nation; Director, Aboriginal Health,
Provincial Health Services Authority. And Dr. Evelyn Voyageur and you were very kind to forgive for not to be able to try and
pronounce the name of the Nation and be able to say Kingcome Inlet Band; Past-President, Aboriginal Nurses Association of
Canada; Elder in Residence, North Island College. Right? So welcome and thank you for participating with us.
So we have the session or the opening of starting the conversation. Now we’re opening the conversation. And this session is
Cultural Conversations: First Nations. And the purpose is to engage, inform and educate the public on death and dying, and
to initiate discussion on future care for ourselves and for our loved ones. So we’ll start with, and this is exciting to me because
I love learning about different traditions: the nature of conversations in First Nations cultures and the spiritual traditions
about death, dying and planning for care and the paths to opening these conversations. So I’ll just leave that open and
anyone who would like start.
MELISSA GIESBRECHT: I defer to Dr. Voyageur.
EVELYN VOYAGEUR: It was very emotional when I got the e-mail to come and be a part of the panel because my younger sister
was just diagnosed with esophageal cancer. And I’m keeping this here because today we find out what her prognosis is. She
just had her biopsy a couple of days ago so today the doctors will let us know. But it seems ironic because one of the things
that we were asked to talk about was how do we initiate conversation with the dying. She, they often initiate, the one who is
sick. And my sister came to my house and moved to Victoria and she said to me, “Evelyn, everything is all set. Everything is all
prepared. I don’t mind going home.” And my people didn’t say “die”. They always refer to “going home”. So I thought, wow,
she’s given me the answers to the question that I’ve been asked to address, “How do you initiate?”
As far as I, and I thought back to all the people that have been sick in my life lately, how they … they’re the ones that initiate
it. They’re the ones that are prepared to tell us they are ready. My nephew who was 33 [years of age] got really sick and I saw
him get so sick in front of me and I said to his Dad, my brother, “Take him to the hospital”. But before he got up to go to the
hospital he said, “Auntie, I’ve arranged with …” He gave me the name of the person that he had talked to that if he didn’t
make it. He had already felt sick, so he was preparing. He said “It’s all ready.”
So it seems like the people in my life that have prepared to go, prepared and talked to us about it. And I try to think back to
all the others that have died. Did I ever initiate? I don’t think I have. They always do it. They always seem to be prepared to go.
In my teaching – I’m from the Kwakwaka’wakw Nation and my tribe is the Tsawataineuk of Kingcome Inlet. Kwakwaka’wakw
just refers to all of us who speak Kwakwaka’wakw that’s part of the mainland and Vancouver Island. In my culture, we were …
we’ve always been taught that death is not bad, that death is not an enemy, that to die was to go home to a better place.
But the thing that’s changed is that yes, people in my world are dying younger, very much younger than when I was young. It
seemed like everybody that died was of old age. My Dad died at a 104; my Mother died at 99 and I had a maternal
grandmother who was 118. So they were very open, so they accepted death. You welcomed it when they got too old. But to
this day, they’re younger because of the lifestyle, because of colonization, residential school … all the pain my people are
gathering and more. They’re dying younger because of the pain they carry.
So death was always openly discussed. I know it’s not so in other worlds but in my world it was always. My Dad always told us
they need to know how to deal with it when you lose a loved one, they need to know how to accept death. So he always said,
“Don’t keep your children from the dying. Don’t keep them. They need to accept death.” Because we’re all here to die and

we’ve seen that on the board today. That was the teaching. That’s what we’re born for. “We’re going to all die.” That is what he
used to say. Then he used to joke to us. He says “I’m really lonely for my Mom and Dad now.” He used to say that. So anyone
else?
LESLIE VARLEY: I’ll go next if that’s okay. I’m Nisga’a from northern British Columbia just below the Alaska panhandle. And
we actually have a lot of similarities in our culture in terms of how we speak about death. And we understand that this is a
process of life. In my culture, we have a very strong belief in reincarnation so death isn’t such a fearful thing if you know that
you’re going to come back or you might return. And I think the only … and I really don’t have anything to add. We have a very
similar culture except that in our culture, historically we didn’t engage children with the funeral process.
We … I remember when my great grandfather died, and he was very old as well – he was over a 100 – children weren’t
allowed to go to the funerals. We did go to the … we have a celebration feast afterwards and we thank everybody for
supporting us in our time of sorrows. It’s really a celebration feast but we do all get together and support each other. And it’s
a very strong supportive process. The death process or the mourning process is very ritualized so that you’re expected, all your
job is if you’re lost a loved one, all your job is is to mourn. You’re not supposed think about the eulogy or the clothes that
they’re going to dress the loved one in, or the, any of that. It’s not your job. Your job is just to mourn and people make sure
that you do that. And so they look after all of the details that are required to help somebody when they have passed on.
And so at the end of it, you have a feast. And a year later, your family who has lost the loved one has another … we call it a
headstone moving feast. I think it’s very similar in most cultures on the West Coast. And that’s our family thanking everybody
who’s helped us through our year of sorrow.
So there’s a lot of ritual around it and I think it makes it acceptable when you’re constantly revisiting and engaging. And it’s
not you put them in the ground and they’re gone and you forget about them – constantly revisiting. And we, I know that your,
more so than ours, have memorial feasts. And so I think death is so much more integrated in our lives in that sense. That’s all
I want to say for that.
SHANNON WATERS: I’ll say … start off by saying the two people that spoke this morning – Roberta Price she’s saying she was
from Cowichan which is near Nanaimo. I’m from, my Mom’s side is Cowichan and Stzuminus and my Dad was Swedish. And
my Mom was adopted out like Roberta had been talking about. She was born in 1955, so right around the time of Section 88
in the Indian Act. And she married my father. He was posted to a military base on the Island. So she had been largely
removed from her culture.
And when I got older I asked a lot about it and so kind of reconnected myself. And worked as a family doctor on Duncan on
Vancouver Island and reconnected with my family who knew who my Mom was but kind of knew she wasn’t wanting to go to
the place of reconnecting. And thought for many reasons why I was doing that. And when I went back to do further training in
public health, which I’m in a public health position now, my Mom died at the age of 52 very suddenly of a heart attack. And
so we never talked about it because she was young.
But what saved me at that point when I was still going through my training was I had that connection with my culture and
there was things that needed to be done and I didn’t have to take care of it. So there as the whole cultural … that surrounded
me and helped to take care of me and my brother during that time.

Eight months after that, my father passed away suddenly. And so that was a really hard point for me, where just thinking
whether I am going to continue with my training, listening to Renu talk about, she just left work. I was seriously thinking about
that type of thing but through things such as, when someone goes to the other side, I think we call it more in Cowichan “going
to the other side” and likewise it’s going to a better place. I was very shocked at how suddenly my loved ones had gone. But
people were “That’s harder on you here, but they’ve gone to a better place.”
And another thing that we talk about – the teaching is what people can leave when their work is done. So my mother and
father’s work was done and I had to accept the fact that I felt that was much earlier than I thought I would lose my parents.
But that was … the work was done.
And so another … but also because they left quite suddenly, so there was never any of these discussions and I was … they
were living in Alberta, both of them at the time they died so I didn’t get the chance to talk to them. But we did have spiritual
practices, things such as burnings or what have you, where I was still, I’m still able to connect with them and get some other
of their guidance. And that, so it wasn’t also like they were gone completely. I still have my ways for them to have influence in
my life and to provide me guidance through cultural ceremony. So that was also a very good ending for me.
And the last thing I’ll just say is I now work at the First Nations Health Authority and one reason I’m so, it’s a challenge
because it’s new. What do you do and what is this Health Authority? But we really have the opportunity, well we have the
opportunity and our population has told us that they want to look at health holistically. And so mental, emotional and very
much spiritual health are part of that. And that I don’t think spiritual health is something often the healthcare system really
talks about. So/but we are talking about that because it is part of all of the aspects of our health. So I think opportunities for
how we deal with death and dying and having an open conversation around it for First Nations here in BC is something that
hopefully can happen more.
MELISSA GEISBRECHT: Hi. I would just like to say that I sit here today very humbly. I just completed my PhD. I myself am not
from First Nations. I’m Danish, German and Croatian actually. And/but I have a background in health geography, which is a
very different perspective than all of this. But what I look at is the importance and significance of place, particularly in end-oflife care. And this tends to really relate a lot of First Nations cultures with place in itself is very important.
And so my research, I’ve actually been interviewing caregivers including some Aboriginal/First Nations from across Canada,
in rural Canada. So I’m not specialized in BC at all either. I’m really gathering different perspectives and trying to see themes
in that.
What comes across is very much that with First Nations and everyone is each death is unique. We are all aware of that. But
the, in terms of speaking about death and dying, I’ve found language is very important. The, a lot of the people, I’ve spoken to
nurses as well, so I have really both sides, and this idea that the importance of language and how we speak about these
things is going to be very different for each culture, each person. And that seems to be a real challenge that I’ve, that people
are coming across, very especially for the non-aboriginal care providers. And so I know that there’s definitely a desire to learn
more on their side.
In terms of place and home, I know that, for, there’s been many examples where I have spoken to some aboriginal family
caregivers where they were, had to leave their home reserve, travel for example two hours, three hours away to be in a
hospital institutional setting, which hasn’t always been the best experience for them. And so I’m really looking at ways to

improve the cultural and physical spaces of care for aboriginal people. But I’m not an expert in this at all. So I’m just coming
here today really to learn as well. So …
LYNN TURNER: Thank you. And I think that’s what we’re all doing is learning from each other and we’re just so grateful that
you’re here to share experiences and your heart and your life and death with us. So we will have an opportunity at the end to
have questions and revisit some of this. So the next item is “the current and potential role of First Nations in public education
about death and dying and advance care planning. And again if you want to just speak as you …
EVELYN VOYAGEUR: I’ve been working with North Island College for nine years. In 1999 I retired from active nursing and have
worked with the residential school for four years and I went on to North Island College. I was asked to come aboard to help
with the nursing program because North Island College was changing its curriculum to be inclusive of cultural teachings. And
to this day I can honestly say that North Island College is the best school of nursing across Canada. And I’ve been across
Canada because I was the President of the ANAC [Aboriginal Nurses Association of Canada] at one time. And that is part of
what they’re teaching. They’re doing a lot of teaching from the First Nations perspective or other cultures.
I always say when I became a nurse, I was taught only one way – how to look after the dominant society – as a lot of us were.
We never even touched the other cultures. We never even heard about the other cultures. And so we were meeting the needs
of the others through the lens of the Western way, which did not meet their needs.
So I can honestly say I’m really happy to be a part of North Island College School of Nursing because we do that. We teach all
about culture. And we even take them to a village to be … we go to one village one year, and we go to another village the next
year. We use two remote villages. And in fact yesterday we had a meeting because these people, these students that have
gone to experience. I have nothing against research but a lot of it is not experiential. It’s … you read it, you don’t get it as
much.
But these students – and we’ve taken faculty. Faculty have taken the course. And they say they’ve transformed. They don’t
know what happened to them. These are their words. How they learned. They lived with the First Nations for a whole week.
They do everything the First Nations people do. They live with a family, they go berry-picking, they go herbal picking …
whatever they do in that village. And we hold our classes in a, in their ceremonial big houses. That’s where we hold our
classes. And the whole community … it’s open to the whole community, to come and share their stories, their teachings.
So I really believe, just by seeing the changes in these people that are doing it, just hearing them … how they’ve changed
their own attitude. One teacher said “I’m a better teacher now and look at the students as people. And then if they’re having
problems, what is, how can I best help them?” I really believe that’s the way to do a teaching.
And not … it isn’t about First Nations. It’s about you. How well are you comfortable with your own self and your own culture?
So if you’re not comfortable with yourself and your culture, then you’re not going to be comfortable working anywhere. I
believe experiential is the way to go and I’ve said that to the powers that be when I was asked to critique the cultural safety
online. I said, “Yeah, the content is good, but it’s a process that’s very, very important. They need to experience what they’re
learning. They need to see it and don’t bring the Western way.”
There was a young woman that died in my village about three years ago. And I usually take over for the nurses that work there
– both Rivers Inlet and Kingcome. I, whenever, they don’t, short of nurses … I still go and take over. And when I got there in
Kingcome, they were … they asked me to fill out, tick out this form, how she was. I said “I’m not doing that. You can, you know

by interacting with her. You don’t need to tick out how you know she’s doing .” “This is not our way” I said to the nurse that
was there. So that’s another … don’t bring what doesn’t work when you’re with First Nations. So I’ll say it again – experiential
is the best way.
LESLIE VARLEY: I’m sorry. Can you just repeat the question again? I lost my trail [of thought].
LYNN TURNER: Sure. The current and potential role of First Nations in public education about death and dying, and advance
care planning.
LESLIE VARLEY: The current and potential role, okay, in education. Okay, so for at PHSA [Provincial Health Services Authority],
we work closely, Provincial Health Services works closely with all the regional health authorities and the First Nations Health
Authority. And we do an introductory online training for, they call it cultural competency. But really, it’s anti-racism training.
It’s asking people to look at who they are and reflect on what our biases, our racial biases are, and to think about what we
bring into every care relationship.
And so we have 100,000 health care workers in BC that work for health authorities. So although we would all love them to go
to Evelyn’s course and have the one week of experiential [learning], financially it’s impossible to do.
Also, the thing that we do is in our training is we don’t talk about nation-specific training. It’s not our role. It is the role of the
First Nations individual communities to determine what they want people to know about themselves. So we don’t go there at
all. But we do an introductory type of training. It’s very foundational. And we talk in very general senses about some cultural
norms among First Nations that we all generally have. So that’s an important foundational piece of training.
And then I would … what we try to do is encourage the regional health authorities and the First Nations to develop their follow
up repertory. So that’s the place where you would go for any specific information. For example if you’re going to Cowichan
tribes and you want to know, because when we’re talking about birth and death, the processes are very, very important and
very unique for each culture. So we could never cover that in a training. And it would never be our place within a bureaucracy
to do that kind of training. So that’s what we offer. We offer the indigenous cultural competency. It is online. It takes about 8
hours to do and/but we don’t get into any cultural specific types of training.
SHANNON WATERS: I guess I’ll speak from two perspectives: one being in a role as a family physician at one point and one
from a First Nations Health Authority perspective. In medical school – I went at UBC – we didn’t really get a lot of adequate
training around death and dying. And for me, when I went back home to work as a family doctor, I purposely made the choice
of working three days a week which wasn’t popular amongst the local physicians.
But I knew that I wanted to connect with home and my culture and that I needed to have that experiential of learning and
going to ceremonies and to the big house and being part of funerals which is unfortunate in a way because you bring up birth
and in a lot of our communities birth isn’t really there anymore. Women have to leave to give birth. And sometimes death is
the only thing that’s still in our communities even though sometimes people can’t die in their communities either. But
especially if it’s sudden, they still do. And that needs to be balanced, a lot of people had said the birth and the death – the
cycle of life.
But that … so there was nothing about my medical school training or being a physician that helped me with when I had my
own patients who were facing end-of-life decisions or even worse, or when I faced the very difficult decisions of when my

Mother and Father both passed away very suddenly, very close together. And so I think the cultural competency course is an
opening for a lot of our health care workers to kind of start thinking about some of these issues. But really to have it be
something that they can really offer to someone in a good way, people have to be curious and engage kind of in a different
way.
Now around the role in public education, I think physicians are trying to be more, kind of interfacing with the public more and
bringing up specific issues. I was on the BCMA or Doctors of BC “Walk with Your Doctor” last week. And we’re, physicians are
trying to talk with their patients more generally. But that, walking with your doctor, I think is a far cry from talking about death
and dying. Maybe some people talked about that but probably not very likely. But I do feel that now in my role as a public
health physician at the First Nations Health Authority, because we’re looking at health very holistically and that spiritual
health is part of that, and death and dying is part of life, that these types of conversations are coming up more now.
And even I’ll just say, one specific example, some communities have issues that come up around autopsies and our cultural
practices around funerals. And nations are different around the province but in my community, we have four days of
[ceremonies] leading up to the funeral. And we of course want to know if there’s foul play, or something like that, like what
happened to our loved one. But we are looking after their spiritual health and the rest of the community’s spiritual health in
our ceremonial practices that a number of days go by and then you have your private burial or what not on the fourth day. And
the health care system maybe doesn’t recognize that. We want to go through, investigate all these things, often which there’s
no final answer from, especially for babies, for sudden infant death.
So it’s opening up that conversation to say actually the spiritual health of that person who’s on the other side now, or on their
journey to the other side and the spiritual health of their loved ones who are here needs to be taken into consideration with
things such as the physical aspect of an autopsy on what might have been the cause of death. So yeah …
LYNN TURNER: Thank you. Melissa?
MELISSA GEISBRECHT: Again I speak from my perspective of being non-aboriginal. But I had the valuable opportunity to, I’ve
been connected with the Chehailus Band in Agassiz, near Chilliwack. I’m from Chilliwack originally and just recently moved
back home there. And what they do for public education I found very empowering and was very useful, I know, to many of the
hospice workers in Chilliwack, for example.
What happened with them is they had a member who had died – there was an incident – and they kept the body at the
coroner’s for past the four days. And they finally said, “Enough is enough. We need to start educating the people here of our
ways.” And so what they hold is a death protocol day. I think they hold it annually. And it’s, they hold it on their land and
everyone is welcome. And it’s a day where they actually explain their protocols, the things that are necessary, what they need.
It was an excellent way for that conversation to happen. There were people from border control, there were … the audience, it
was filled with people. And it was just the most fulfilling day. I learned so much that day as well. And I thought that that was a
really excellent way to go about making sure that their voices are heard and that there’s a respect there for, to make changes,
to ensure that things are done in line with their culture, cultural and spiritual needs.
So I think that that’s a really great model. I know that not all communities are organized and strong enough to be able to
organize such an event. But at any level, I think any sort conversation in that way, to be able really to have their voices heard.
And I think that that’s something that’s really important. It was just an example of an event that I went to.

LYNN TURNER: Great. Thank you. And that’s a good lead in to the next discussion item. So asking your perspective on the role
of hospice palliative care organizations to support First Nations persons and communities in death, dying and advance care
planning.
EVELYN VOYAGEUR: I live in Comox. And I think it was about five years ago. I don’t know very much about the hospice, the
palliative care in Courtenay/Comox. But we had a family member die and we were constantly there. The family was sitting
with him. And I don’t know if she was very new, the person that came, but she went right up to the patient. He was quite
unconscious, he wasn’t aware at all. She said hello to us and I’m from the hospice. But she went right up to him and spoke to
him and said “I’m from the hospice society”, I think she said. I don’t really remember their correct words.
I thought that was not acceptable. That she should have asked us, his daughter and me who were sitting with him, “Was he
conscious [etc.]?” And I think his daughter got kind of upset that, because she went right up to him and he wasn’t aware. He
was, we were just taking turns sitting with him because we knew it was going to be a matter of time, it was anytime. And his
daughter said to her, “We know all about it. We don’t need you,” she said. So I think that was not a good experience.
But I think that they have their place. As I said I’m not sure. I’ve never really had encounters with them. But I had a niece who
died in Nanaimo in palliative care. They were very good. They were very, they weren’t strict in allowing us to be there. We
stayed there all night and day and supportive of whatever we did but/and they didn’t interfere with what we were doing. So I
don’t really have an experience with them coming to the houses. So I can’t really say what they’ve done and what they haven’t
done.
LESLIE VARLEY: Yes, I don’t have very much experience either. But I agree with what you’re saying is what, we have a, we in
many ways in terms of death and dying rituals, where we become very … it’s a time when our culture really strengthens. And
we are, as Dr. Voyageur said, we’re trained from a fairly young age to know the process, to know what’s going on. So we tend
to kind of insulate ourselves and I don’t think we make room for external people who are very well intentioned.
But I don’t think we generally make very much room for that because we do have … this is a very, very common complaint that
hospitals have about First Nations is that when somebody goes to hospital and all the extended family shows up. And we do
and that’s our role. And some of us play the role that in other cultures there are sort of paid members of society who play
those roles. In our culture, we all try to play, we all try to be involved and do what we can, if nothing else, sit there quietly and
show support.
So I think that there tends to be a little bit of a rub there sometimes. And it’s, I don’t think it’s intentional, I think it’s just two
cultures trying to figure out how to help and support each other in a really difficult time. So as I say, I’ve seen them, the work
being offered. I … unless it’s a First Nations person who doesn’t have any family or supports around, who, maybe they’re here
in Vancouver and this person is from New Brunswick and you don’t know who the family is for example. Then I think it’s really
appropriate. But if there’s family there, like Evelyn said, it’s always best to approach the family first rather than to go to the
individual. I don’t know if that’s helpful.
LYNN TURNER: It’s valid.
SHANNON WATERS: Yeah. Likewise I don’t have very much experience with hospice. Where I’m from, back home, Cowichan,
in Duncan, we have a Cowichan District Hospital. So often when people who are on their way out, they’re at the hospital. And

likewise, it’s a lot of people showing up at the hospital trying to show their support in and around the time, which I think is …
it’s allowed in the hospital, whether and how long it’s accepted in the hospital I don’t know. I think it’s now kind of an
unwritten policy in the hospital that that’s allowed. But there’s always new turnover of workers who are uncomfortable with it
because I think they might more come from a culture where you might, where you are a bit more close knit, small, you don’t
invite big groups or big groups of people don’t come when someone’s passing away. So it’s okay where we’re at. I think it’s
better than where we were ten, fifteen years ago.
I did have a physician that I worked with that was very well integrated within the community who I worked with when I was
there and I did some training with him. And he was very trusted by the community because he took the time to get know a bit
more about the culture. And he did help a number of people die in their homes. And really, his role there was pain control.
And I think that was the thing. He just came very humbly saying “I can offer some pain control”. And knowing that everything
else was taken care of.
And so I think sometimes that’s one of the parts I guess I could see when some of those people, like people from my family,
we were all very grateful that we didn’t have to worry about that part. And we could just concentrate on everything else.
But that’s in a somewhat more urban place. I do know, and in my role now even as recently as yesterday, I was on a
teleconference from/with a chief and a nurse and health director from one of our communities in the Interior where they’re
not that far from a major center, Williams Lake. But people want to die at home and they don’t have, they have a nurse that
comes three days a week. And so when it does get to the point where someone might need something like some shots of
morphine or something like that due to extreme pain from cancer or what have you, the way things are set up is it just can’t
happen.
And how can we address that? And it’s looking at what kind of care is provided. I don’t think that, well I can say for sure,
palliative care wasn’t considered in what the services and funding the community received for what they would be able to
provide to their members. And they’re saying “Well people want to die at home. We want to work through ways to do this.” So,
and I don’t know, if there’s very many hospice connections in some of those smaller communities. So/but I don’t think it’s
something that comes up, that community members know very much is a resource for them.
MELISSA GIESBRECHT: Yes, so again, building off of what you were speaking about as well, of the places. That’s really what I
look at. And that is one of the main challenges that I see coming up over and over again is when someone from an Aboriginal
community does reach a point where they would, they’re unable to or afraid to do at home [care] they move to the hospital
setting. In some places, the hospitals, it’s so rural, the hospital, everyone knows everyone anyways. It’s not like in Vancouver,
you go to the hospital.
But the physical space is just not set up for a First Nation to have … all the family comes from all over and the rooms are just
too small for the ceremonies. Smudging – these sorts of things – often is not allowed in the hospital setting as well. Some
cultures with the window, require with the window to be open and not all rooms have that either. So it’s really about
considering these cultures and building facilities that really incorporate these spiritual and cultural meanings into these
physical spaces. It’s very important.
Also in terms, I’ve also heard in terms of people who do live far from hospital settings or very remote fly-in communities, the
need there for hospice organizations perhaps to go to those communities and train community members there in how to
nurse and what to do with pain management and these sorts of things, as well as trying to create some sort of network where

they can share medical equipment, hospital beds, these sorts of things because the resources often in these communities
are very low. So to be able to bring those sorts of equipment, like a rental, bring it in, sharing this equipment among the
communities would also be valuable. That was mentioned in Prince George.
So there’s lot of different ways that I think the hospice could work with First Nations communities. It’s just … our West[ern],
the way that our, the hospitals are, these spaces, I think, it’s just still not there yet. We have a long ways to go.
EVELYN VOYAGEUR: Okay. I’m just going to share. I’m involved with planning of the new hospitals on the Island [Vancouver
Island]. And they have included the First Nations in the planning. And they will build those such rooms that’s needed to
accommodate the First Nations needs that they’re dying in the hospital. So that’s something that we’re working on.
MELISSA GIESBRECHT: That’s great.
EVELYN VOYAGEUR: Whether it’s going to come or not, we’re hoping it will, being there. Because it is much needed. Because
a lot of our people live off reserve. They don’t go home because there’s not enough housing and not enough jobs. And some
of our people are too colonized. Some of our younger people have not found their ways back home. So they want to live here.
They still need that care. So that we’re really looking forward to this new, two new hospitals – Campbell River and
Courtenay/Comox. They are including us in their planning.
MELISSA GIESBRECHT: Excellent.
LYNN TURNER: Thank you. So the last item of discussion before we open it up for questions: In your view, the potential for
First Nations organizations to partner with hospice palliative care organizations to advocate for hospice palliative care in
British Columbia.
EVELYN VOYAGEUR: Well I do think we do need, all need to work together. And I’m sure that we can learn from each other how
things are done. Because for so long the non-natives have come into our communities and told us what to do, whether it
worked or not. So I think that there is a place for us to work together to listen to each other and learn from the other. And as I
said before, it is not all just about First Nations. It’s about working with the different, the multiculturalism that we live in
today. And it has never ever been addressed before until lately. Now all of a sudden it’s cultural competency, cultural safety
and all those things. And that kind of worries me because people are just reading about it.
In my job in North Island College, I do a lot of things. Even the people who are studying for their Masters are having me read
their papers. And I read one lady’s Master’s paper and she said you have to have the skills and she named all the skills to
have cultural competency. And I made a remark there. They may have the skills but are they doing it mechanically? And just
doing it because it’s a job. That’s what bothers me when we do all this cultural competency training. Is it really coming from
their hearts? And that’s what I hear about North Island College nurses.
I was on a ferry coming from a small village where there was just a potlatch1 and there were some visitors that came from
Chilliwack and [inaudible]. And I had introduced all the nurses that went with me to this little village. And I got them up and
introduced them. And as we were leaving the village, this lady said, “Tell me about your program?” So I was telling her about
what we did and why we take the nursing students there. And there was another native lady sitting in a lower seat. And she
turned around and said “We have two North Island College graduates working and they are the best nurses we’ve ever come
across.”

They’re not there because it’s just a job; they’re there because they love it, they like the job. And they’re just part of the
community. They’re included in everything that’s going on. I’d like to see that all across Canada in schools of nursing. Not
only nursing but doctors and everybody else who works with people.
LESLIE VARLEY: I think it’s important for hospice workers and First Nations to work collaboratively together because there’s
always somebody that needs help and assistance. And I think the important thing is to learn how to approach and be with
First Nations people. And if I could make some really broad cultural generalizations, which I don’t like to do, one of the things
that I think First Nations are very, very good at is listening and being quiet, hearing. And that’s one of the things we find other
cultures aren’t as good at. And it feels, I think it creates anxiety or something in us when we’re the only ones listening.
So if I could give you one piece of take away advice, that might be it. It’s just learn to be still and when you’re with First
Nations people, to listen, to try to engage in some deep listening. And even if that means no conversation at all, I think that
you’re still deeply connecting with somebody. And I think that’s the … when we find non-Aboriginal people who are able to
give us that, we cling onto it. So then your skills would be so valuable to us, so …
SHANNON WATERS: Yeah. I think it’s a place that it’s important to work together, between First Nations and people who
provide hospice type care. In the broader scheme of things, one of the things that we’re trying to do in First Nations Health
Authority is really incorporate traditional and spiritual healing more into the programs and services that First Nations people
have across the province.
And someone described it as there’s kind of three ways that that can happen. One is well, that it’s not happening. Things are
very siloed and that’s where things are at in a lot of cases. There might be a whole traditional and spiritual healing system in a
community. Maybe it’s not integrated with what’s provided there in Western medicine terms. And maybe there’s very good
reasons for that. People are not, scared that it wouldn’t be received well or what have you.
Then there’s systems where there’s kind of a hierarchy and that the traditional or spiritual healer would be kind of referring to
the higher power of a physician or a nurse of whatever. The physician or nurse, once they realize they’re not helping the
person, might at that point, probably after quite some time, refer to a traditional or spiritual healer. So there’s some
integration there but it’s very much from a one is better than the other type place.
Then there’s one where it’s kind of like a new paradigm where both are working together to create something new and better.
And that I think that’s, like Evelyn was saying, learning from each other like that. We as First Nations people, we talk about
death and dying. We have lots of spiritual practices around that even though we’ve been trying to be quelched for decades,
centuries. And there’s a lot to learn from us. But we can’t do it all. We know, like we’re right now, a lot of our people aren’t
able to die at home if they want or things like that. So I think just coming from a very humble place as someone who can look
at providing hospice care and knowing there is stuff that can be given and received in exchange, so …
LYNN TURNER: Thank you.
MELLISA GIESBRECHT: I’m not sure I have much more to add. Only to reiterate what all of you have already said and … This
needs to go, there needs to be this recognition of the history, respect for non-Aboriginal people, and to listen and to learn.
And the conversations that go on, they need to occur in this sort of environment. And I think if people can get there, then

there’s the potential to actually be able to work together and maybe advocate for better hospice care across BC for everyone.
So I don’t really have much more to add.
LYNN TURNER: Right. Thank you. So at this time, if you have questions for our panel, I’ll come around with the microphone.
We have I think about ten minutes. So …
COMMENTOR 1 [Mike Hickey, Prince George Hospice Society]: If you don’t mind, I’d like to touch on a topic that you brought
up Dr. Voyageur earlier on and that is, I find it hard enough to deal with death and dying issues in everybody, but I don’t find it
anywhere near as difficult, and maybe that’s just personal, if you’ve have some who’s led a really full life and is dying at an
old age. We’re ready for that. The hard moments for sure. But I find it way more challenging to assist anybody or understand
what’s going on or come to grips with somebody who is dying when nobody’s ready. They’re not, we’re not. They’re in an
accident, they’re murdered maybe even or they have an illness that just takes them away very quickly. Is there a
differentiation on this one or are there things in particular that Aboriginal cultures do different or find work particularly well or
it’s the same issue everywhere?
EVELYN VOYAGEUR: I/we, when anybody dies we treat them the same regardless of whether they got cancer, yeah as I said it
it is very difficult when they’re young. But we go on treating the dead with respect. Their families. Be there for their families.
It’s not easy because as I said we all die whether they’re young or older, old – it is hard, it’s very hard. We have to be there to
support them.
I’ll give you an example of – I worked in Bella Bella as a community health nurse and there was a doctor, because there were
suicides, there was a doctor that wanted them to stop having big funerals. He said “They’re envying each other.” That’s what
he told us. That … I was floored. He certainly didn’t understand the history of why my people are committing suicide. The deep
pain that they’re walking around with that [inaudible] isn’t any good. But we bury them the same, no different. It is hard.
SHANNON WATERS: I’ll just add a little bit more, just around the topic of suicide because that is especially hard. And I just
think even then, we’re still open, we’re still talking about, it’s not, it’s devastating but we face it and we know it’s going on.
And I think in some other cultures [inaudible] it might not be addressed face on where we do. And we know it’s an issue and
we have to tackle it.
And I’ll just give an example of a very difficult situation where a non First Nations person had happened to find someone in
the community where it happened. And I think it was so interesting because I went to that funeral and that person and their
partner were invited to the funeral and everyone was surrounding them saying “We know this was a difficult thing for you” to
find him. They got healing just like everyone else did. And it was such a painful sad time but I was, wow, here we are
embracing this person who had this very difficult thing and they were just driving down the road. But let’s … they were
integrated into part of the funeral ceremony. So I think, just always not being afraid [and] in a very humble way to say
"What's going on here?” or what have you, just starting that conversation.
COMMENTOR 2 [Joyce Kuhn, Comox valley Hospice Society]: Hi. I’m Joyce and I’m a hospice volunteer in Comox. And the
reality for some of our communities is there is no hospice facility. So we do have certainly people dying at home more than
some of the bigger centres would. And where hospice comes in, certainly where we come in before the person actually dies,
more to touch on what you touched on. Certainly being a good listener, approaching the family as opposed to the client
themselves is very important in the First Nations culture. And these kinds of tips, with more focus on tips for us, like how can
we be helpful - tips like that when we go into the home when the person is still with us, before the actual death. Because

that’s what we do in Comox at this point. That’s very valuable information for us. If anybody has any more tips like that to add,
it’s very helpful.
COMMENTOR 3: [Shelley Stickel-Miles, BCHPCA President-Elect [Incoming]] What experience have people had with asking
the question about organ donation? It’s a difficult question anywhere.
LESLIE VARLEY: That part of the health care system is part of Provincial Health Services [Authority]. And we know that there’s
a lower – aboriginal people tend not to be organ donors. And it seems that the more deeply ingrained you are in your culture,
the less likely you are. And I think, I was trying to explain it to somebody and this is a … when my late mother passed away,
aside from her lung cancer she was very healthy. And I talked to my siblings and our family, her sisters about whether we
would do any organ donation. And my family, my aunts were just “No, absolutely not. We’re sending this person off into the
next world with all their parts intact.” And if possible, there was an option to do an autopsy.
And if the option is to decline it, then it needs to be declined. So that’s just my culture and my family and part of our belief
system. And to add a little bit of humour to that, my mother was a … we used to tease her and call her “Imelda” because she
had so many shoes. And so I wanted to really send her off. And even though my family, our role was to mourn, we didn’t want
to do – we were told not to do anything – I knew my Mom really well and I wanted to send her off in great style with a great
outfit and a fabulous pair of shoes. She used to totter around – a tiny little women – totter around in these high heels and so I
thought “Oh. I’m going to get her these amazing high heels.”
Well in our confusion and all the emotions and stuff, the shoes got forgotten. And I’m still really troubled by this. I need to do
a burning and send her off with a pair of shoes. But I don’t know what shoes she ended up in because that got sort of taken
away from us when we brought her home. And then when I finally got back to Vancouver, I was “Oh no. There’s this expensive
pair of size 5 shoes here that are my Mom’s and what am I going to do?” And so I made a donation. I just donated them.
But the whole thing on organs is something we’re talking about at … because we have a lot of transplant needs too, right?
There’s a lot of diabetes and livers, lots of kidney transplants, that kind of thing. And I was talking to the head of BC Renal
Agency and she says on the one hand that the palliative, it’s not, you generally don’t get people who are volunteering to. But
anytime there’s a family issue and somebody needs a kidney, she said the entire family is stepping up trying to offer a kidney.
So I guess it’s different. We’ll offer our organs while we’re alive but maybe not at the palliative state.
So it is a tough question to ask and one of the things we’re thinking about doing is doing a very First Nations specific
campaign so that … If I was in your position, I wouldn’t want to ask the question either. But maybe we can ask the question
broadly to a First Nations audience in some sort of campaign that’s directed towards us. Sorry if that’s kind of weaselling out
of your question.
COMMENTOR 3 [Shelley Stickel-Miles]: As a hospice worker, I haven’t asked that question. But I think it’s an awkward
question for anybody.
EVELYN VOYAGEUR: It’s something very new to the First Nations. You have to remember we didn’t have donations, body
donations and things like that. I know I worked with the One Stem, and the One Stem is having a hard time getting donors for
the people who need the stem cell donor. They’re having a hard time getting First Nations to do it and I do talks on that
because I, it’s something that they didn’t know about, that they never heard about. So these are all new so we need to
educate our people about them.

COMMENTOR 3: It comes from a Western medical place? So lots of people are going “What?”
LYNN TURNER: Okay. We’ve reached the end of our time.
COMMENTOR 4: One question. Lesley, you spoke of the importance of sitting in silence. And is it better to sit in silence for a
long space than respectfully after a period, a comfortable period of silence to say “In what ways might we help you?” Which is
better?
LESLEY VARLEY: I guess I would just put that back to you. You’re sitting there and you’re feeling comfortable. If you feel that
it’s a good time to ask the question, I would certainly ask the question. I was thinking that myself, after I said that, sitting in
silence. But you also want to be able to communicate and to ask how to help so.
And I sit with, because I work at BC Women’s [Hospital] we have a lot of people coming down. And I have a huge extended
family, I do a lot of that – sitting with people who are terminally ill with cancer. And sometimes I ask the question and
sometimes I don’t. Sometimes I don’t have the courage to ask. And I accept that. Sometimes I just feel like it’s “Is this the
right time?” And then I realize that I’ve just got a lot of anxiety in my own head and I try to calm down and just to be there for
them.
And often times when people just ask for what they want. And sometimes it’s something really, really small and simple. And
sometimes they’re asking me for a really big thing. So I don’t know if I have, I don’t think that’s a very good answer but it’s …
try to connect with them and try to feel when it’s comfortable to ask.
COMMENTOR 5: I don’t need the mic, forget the mic. One thing I remember that a person spoke to us a couple of years ago
who was from the First Nations and the question was asked, “What can hospice people do to help in the days following a
death?” And she said, “Stay away.” And that was to a room full of hospice workers. But I respect that. She said “There’s
enough going on in the family” and as you’ve just said, they’ll ask you. You’ll be sought out and in fact, that is what happened
to me when I was involved with one too. I was sought out, so that respect I think is what she was underlining.
EVELYN VOYAGEUR: Be good.[laughter]
COMMENTOR 5: Stay away. I thought I would just help you out.
LYNN TURNER: Thank you. Thank you experts for opening the conversation for us on First Nations culture. I learned a lot. I
have lots of learning to do and I’m sure we’re all feeling that way. So at this time we’re going to have a break and thank you all
for coming and attending, and hopefully this conversation will go on in your community and hospice if you’re with a hospice.
And so on behalf of BCHPCA, thank you, and we have a small token of appreciation for each one. Thank you.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the nature of conversations in South Asian Canadian cultures, religions and spiritual traditions about death, dying, and
planning for care and the paths to opening these conversations
 the current and potential role of South Asian Canadian cultural and religious/spiritual communities in public education
about death and dying, and advance care planning
 the role of hospice palliative care organizations to support South Asian Canadian persons and communities in death,
dying and advance care planning
 the potential for South Asian Canadian organizations to partner with hospice palliative care organizations to advocate for
hospice palliative care in British Columbia
GRETCHEN HARTLEY: Hi. I’m Gretchen Hartley from Cowichan Valley Hospice. And apparently our moderator perhaps missed
the plane and isn’t here. But I have the questions and one of the three speakers is also absent. So Dr. Neelu Kang Dhaliwal
may show up. And so would you like to introduce yourself? I have a … and then I can talk a little about the questions. So just
the format, because this is our first one this morning, the format is that we have some discussion points and we were invited
to ask the panel to speak to them. Please include any kind of personal reflections that come up for you and because we’re
such a small group, I think it got, an open conversation with the whole room is probably what’s appropriate at this point. And
do you think we should gather even in a smaller circle?
PARIN DOSSA: That’s what I was thinking. Why don’t we form a smaller circle. Did I get it right? The other two speakers will
not be here?
GRETCHEN HARTLEY: One speaker we’re still expecting because they came for breakfast – Dr. Dhaliwal. One will not be here.
But the moderator, who was going to convene the conversation, has apparently not arrived either. So sorry about that.

PARIN DOSSA: Okay. I think I can see from the introductions that all of us have backgrounds in hospice palliative care. So I
think we will have a very interesting discussion. So what I was thinking, that I have an informal presentation, because we were
told to prepare some background information – those were the guidelines – so I just thought that I will just say a few words. I
have a couple of case studies and this way … So we have time limits?
GRETCHEN HARTLEY: We should have lots of time.
PARIN DOSSA: We will have. So I think if it’s okay, I’ll just start it on what I have. And I’m actually going to present the Islamic
perspective. And to begin with, I want to state that in Islam, there is no distinction between life and death because death is
perceived as being in between life in this world and life hereafter. This is not an abstract statement. It really informs the
deeds and words of a Moslem. So if you engage into a conversation with a Moslem, you will find that the name of Allah is
invoked in every death conversation.
That’s why I would like to start this particular session by stating Bismillah ir-Rahman ir-Rahim. “In the name of Allah, the
Most Merciful, the Most Beneficial.” This is how Muslims … so essentially … so what the point I want to make is that the
presence of Allah is mainly by fable. So when it, because it forms part of everyday life discourse, so when it comes to death
and end-of-life care, there is this continuum that it would be important to keep in mind. So that is [the] number one point that
I wanted to emphasize.
Second, in Islam, and I’m sure in other minority cultures and traditions, there is a greater emphasis on a sense of social self.
We often in the Western world, although this may not be the reality, the norm is that of individualism. We are connected with
families and we have our network of ties, but it’s assumed, at least in the public sphere, that there is an individual that really
counts. And that is not necessarily the case in Islam. So I think that the emphasis is on the social self and I think this is very
important because when one thinks of oneself as being interconnected, then one recognizes that there is a community and
from the community we can draw support. And community by nature does have all kinds of resources that can be drawn upon.
So that is the aspect that I wanted to emphasize.
And a very important point I want to make is that when we talk about minority traditions and cultures, we must never consider
them as a discrete entity. We must never … my point is we must never draw boundaries around these cultures, whether they
are religious or they are oriented towards heritage. How will we pursue them? Because if we start to drawing these
boundaries, what will happen is that we will “other” them. “Oh, they are different from us”. They come … if they seek a
hospice care, “we have to learn about their difference”. And I think this would be an error because there is a lot of literature
that says, that states that if we use culture in a rarified form, then we can “other” people. And “othering” them means
considering them as different and then can lead to what we commonly known as racism. And discrimination.
Now what I’ve done is I’ve stated in very simple terms … I do not want to present a theological treatise. That’s not my
intention. What I have done is presented Islam in a very fundamental way, being aware of the presence of Allah, that when a
person is on his or her deathbed, the presence of Allah is invoked. And that one revisits one’s life as one has lived it and also
at that particular moment, a person may have certain wishes. They require “I didn’t do this” or “I ask for forgiveness” or from
this particular person. And so there are rituals connected to this. But we can talk about that later.
Now I do want to point out, and I’m glad that we are having an open conversation, I do want to point out that when it comes to
palliative hospice care, it is still embedded in the biomedical model. It means that the biomedical model, there is this

element of making decisions based on pragmatic, rationalistic concerns. But when it comes to religious and cultural
traditions, there may be more emphasis on affect. And I am aware of the history of the evolution of palliative and hospice
care and what it comes down to is that it is actually [an] encountered image of the care that was received at the hospital. So
here, the philosophy of hospice and palliative care is compassion and care. But how this compassion and care is translated
into the lives of individuals is very complex.
So what I want to do, I want to leave the maximum time for discussion. So what I’m going to do is just present some case
studies and then make some recommendations as to how we can move forward in terms of themes that can be put forward
for discussion and then you have some things to say to [inaudible].
GRETCHEN HARTLEY: Can we put on the table the general question that we were [given]. The first question to think about as
you’re talking and just put that on the table.
PARIN DOSSA: Yes, you can.
BARB PESUT: I’m sorry I’m a few minutes late. Well actually I had myself down for 11:00 [a.m.] so I got my schedule mixed
up. So you were moderating.
GRETCHEN HARTLEY: Well I’m just … and I hadn’t really started because happily you’ve launched [Dr. Dossa] into the real
meat of the conversation which I appreciate. There’s a … this question of … the first question is sort of a framework and
you’ve been speaking to it but I’d just like to put it out for people.
BARB PESUT: Yes. So it’s really the nature of conversations in South Asian Canadian cultural, religious and spiritual
traditions about death, dying and planning for care and the paths to opening these conversations.
GRETCHEN HARTLEY: That’s why I appreciate that you’ve been going there. But juts to help …
PARIN DOSSA: So it’s up to you to decide. If you want some case studies that will highlight some issues for discussion and
then I have some recommendations as to how, at least in terms of themes, that we can discuss or not discuss if you do not
think they are practical or important. But when I talked to Lorraine [Lorraine Gerard, Executive Director, BCHPCA] she did say,
she did emphasize that presentation of case studies would be quite crucial because it provides the concrete context that we
otherwise …
BARB PESUT: So do you have a preference? We have a series of conversations around … that was one of the questions, and
then the current and potential role of South Asian Canadian cultural and religious/spiritual communities in public education
about death and dying, and then a question about the role of hospice palliative care to support South Asian Canadian
persons and communities in death and dying, and then about the potential for partnership with South Asian communities. So
we can do one of two ways: we can kind of touch on each individually and then move to the case studies or we can go to the
case studies now. Do you have a preference in how we … I think we have a fairly generous amount of time.
MULTIPLE COMMENTORS: Well I’m really interested in the case studies. I’d really like to get some information regarding the
case studies and then we could go on.
PARIN DOSSA: Well very brief because ...

BARB PESUT: And that works for you? Okay. Good.
PARIN DOSSA: Okay so the first case study I want to present is that of a person by the name of Amin. He’s a South Asian
Muslim. He was. And he contracted cancer. Unfortunately, it was very sad. And he was diagnosed as having terminal cancer.
So his GP in fact suggested that he be placed in hospice care. But the GP, the general practitioner, did not explain what
hospice care is. So not a lot of minority communities know about hospice care or if they’ve heard about it, they don’t know
much about it. So the only information they were given is that he’d be well taken care of in this particular place.
So what happened was – and this is his wife’s version – that he was put on morphine. Now because it was assumed he would
be in pain. But his wife thinks that he was not in a lot of pain. And that he was always averse to medication. So because they
gave him morphine, she feels that when he died … she actually had a bed placed in his room and she was to stay there 24
hours … But she feels that when he died, she missed that moment of death because he was on morphine. And it was the
nurse … like she got up at 4:00, she touched his forehead, she went to the washroom, she came back and she started saying
her prayers. And when she was saying her prayers, a nurse came in the room at 4:15 and said that he had, he was gone. She
just said he has died.
And she was … it was very hard for her to accept that. And it was at that particular moment that she started asking, “What
kind of dosage were you giving him with respect to morphine?” But I was not able to verify whether he was indeed given
morphine or that was her perception. So that was one aspect with this case. That’s a very brief.
The second case is one of Fatimah. She is 102 years old. She lives at home and she stopped eating. So they placed her is
hospice care. All the ceremonies were done in a subdued way. So some religious communities do want to pray in the context
of the families, so there is some kind of rhythm and rhyme, singing … but they were very subdued. Anyway, all the rituals were
done because she was given the diagnosis that she was going to die. The family members came from England, from Toronto,
from the United States and other parts of Canada. So they all gathered. And she did not die. So after a month, all the
ceremonies were done and it was announced in the community, asking for forgiveness – there was a ritual – now she’s still at
home. So perhaps what we have to learn from here is maybe we should not associate hospice care with just, with death. That
we need another term.
And the third case is also very short. Another woman by the name of Reymat, was provided home hospice care. And she had
difficulties breathing and she had the diagnosis that she was going to die too. So the nurse used to come a couple of hours a
day. That was the arrangement that was made. But I was really surprised. When I talked to her daughter-in-law and when I
talked to the lady herself, they hardly knew the nurse. They could hardly describe what she was like because what it came
down to and this is my understanding is what I call bed and body work: you give the medication, you give them food, you give
them a bath, you make sure they are comfortable. But beyond that, there was not that direction. So it just shows, and she did
pass away, it shows that there’s a lot of work that needs to be done. I will stop. I have some recommendations but I will not go
into it until there is time for that or it comes up in the conversation.
BARB PESUT: Yes. So is it your preference to discuss the case studies or to move on and come back to them?
MULTIPLE COMMENTORS: We should talk about it right now and I think we should deal with it now. Yeah, before we forget.
BARB PESUT: Yes. Do you have any comments, questions?

PARIN DOSSA: I have no problems whatever. I’m flexible.
BARB PESUT: Good. So comments, questions?
COMMENTOR 1: I just think it’s difficult some times to comment on some of these case studies because there’s not enough
information about what really happened. In the case of the gentleman who died in hospice and was as his wife was saying,
that he was being given doses of morphine and she wasn’t aware what those doses were and whether or not he really
required morphine. We found in hospice that a lot of people wait until their loved one leaves the room to die. They very often
do that, and we’re not sure why that happens. There’s a lot of mysteries in life and death and it doesn’t always happen but it,
on many, many occasions, families have sat there for days and all of a sudden they’ll decide to go down the hall and get a
cup of coffee. And when they’re gone, their loved one will die. So we … that could have been a factor as well. Because I’m
sensing that she was upset that she wasn’t there when he died.
PARIN DOSSA: Because he had actually told her that “I want you to hold my hand when I’m dying”. That was his wish. That’s
why she still can’t get over it. So I guess what it comes down to is preference.
COMMENTOR 1: Is she feeling that the morphine killed him or that the morphine didn’t allow him to communicate with her?
PARIN DOSSA: I think that the morphine rendered him very passive. She said that he hardly talked, once he was admitted to
hospice. First of all, he got this message, “I’m here to die”. I think we have to change his language. “I’m here to die.” And
second, he just became very passive. He just resigned to the fact that he was going to die. That’s what it came down to.
COMMENTOR 1: It’s rarely a message that we actually communicate at our hospice, that “You are here to die”. More so the
messages around “We are here to support you as you are living, until the time comes”. So I’m just … it’s unfortunate that
that’s the message that he was getting. Hospice is a place where a lot of people end their lives but it’s not, that’s not certainly
a message that we put out there.
PARIN DOSSA: But this is the silent script that you write, that the word hospice
COMMENTOR 1: So you felt there was, she felt there was little communication about what was really happening, what was
really going on.
PARIN DOSSA: Yeah. And she appreciated that he was made, he was very comfortable. They took care of his needs. They … if
he asked for certain foods they made sure that he was provided. A very comfortable room. It was spacious. They brought a
bed for her. But the fundamental issue of communication, I think, was lacking.
COMMENTOR 2: That seems to me also that it might be an awareness of what’s really happening in hospice. Because I find in
so many instances, people don’t really know until you go to a meeting or something like that, or have that training. Because
when I was looking at, I’m going to the home and the person hardly knew the nurse, and when you get that training in
hospice, the nurses there and then that nurse goes in, but there’s … I’m also looking at the volunteers because when you get
the training, the thing is there are lots of things that we cannot do. There are barriers. And it’s not only that. It’s for our own
protection because we can be sued if we go and do something.

Because I remember I went into hospice because my mother was up at the hospital for eight years. And I used to do a whole
lot of things. I used to go into the room. And there were four people in there and because there was such a shortage, I used to
go and change diapers and get water and everything else. And then I got the training as hospice and “Oh, you can’t do that”.
“You can’t do this”. So I’m just looking at nothing done for the person. And that might be part of it. It’s the ignorance of not
knowing some of it and do we really, when we sit down … unless it happens with the doctor … do those people really
understand or do they tell them or give them that information? And that is so important. And again we come from that silence
where people don’t particularly want to talk about it. So I’m not sure.
PARIN DOSSA: I think you have made a very important observation. In one of the themes that I have identified here, is for the
health professionals, the patients and the families to have a conversation outside the topic of death. Now, how would you
have a conversation if you go to a Moslem family? Well, I think one of the themes that would probably in fact stimulate
conversation is about nature. You know, we are all concerned about the environment. And hospice facilities are situated
surrounded by nature. There are trees and … in the case of Islam, in the Koran, there is tremendous reference, there is very
prominent space given to nature: sky, light, clouds, birds, heavens, earth. And so I think that if the head professionals were
trained that you could have a conversation that would recognize that we are all human, and we forget that. And the second
thing is that we are all vulnerable. Being vulnerable does not mean that we they are weaklings. We are all vulnerable. So I
think that if there are those common themes of conversation, that will go a long way. Storytelling is another method. So …
BARB PESUT: So storytelling on the part of the person that’s in hospice, hearing them tell their story? Or storytelling on our
part as health care providers? Which is more appropriate or both.
PARIN DOSSA: I think that some professionals are reluctant to tell their own stories. But we can bring to light dignities.
Stories that we know about things that have happened to other people. Like talk in more in a, not exactly abstract, but you
can keep your distance because health professionals sometimes do not want to go beyond their professional boundaries. So
we can bring up dignities or any kind of story that we think will recognize our common humanity.
GRETCHEN HARTLEY: So I’m just thinking again about the man who died and his wife didn’t have the chance to hold his hand.
So would it have helped there for someone to be saying to her, “He’s very close. At this point we think he’s very close to
death.” Would that have helped? And then even its framed in, as you’re saying, a story about, because sometimes people
pass very surprisingly suddenly. My own father had … my sister fed him porridge in the morning, he had a visit with the family
and then in the late evening, his breathing changed and I wouldn’t have though anything of that but the nurse said to me,
“You know, we hadn’t expected this but he my pass this evening”. And so I … he chose to leave when I had just fallen asleep
and the nurse came in to check on him which I think was … he liked nurses and I think he wanted to spare his child. But just,
it speaks to a few things: it speaks to, at least I somewhat expected what was going to happen and also afterwards, I didn’t
feel so badly about him leaving without me there but ...
PARIN DOSSA: I think you raised a very important issue. When it comes to death, sometimes nurses can tell or doctors can
tell; other times, we cannot. Nobody can. But the Islamic perspective here is that Allah chooses the moment of death. So the
wife would have found it easier to be resigned to the fact that she was not holding his hand if the nurse had not broken the
news to her and if she had found out herself, I think. Because she was awake. It was not that she had gone to sleep. And the
she would have said, “Well, this is the moment chosen by Allah”. That is the Islamic explanation.
COMMENTOR 3: Because last weekend I was in Kitimat and Mary Gavan is a storyteller and was, she was there … an
awesome lady to listen to, I don’t know if you have heard her. She is here today. She’s not giving any talks or anything but she

just told us that people choose to die at their own time and on their own way. So you can’t carry that guilt with you if you’re
not there, so ...
COMMENTOR 4: What I think was interesting, I heard something in a webinar that we were, the other day, and it was talking
about how, you’re right … people do very often … we don’t know whether they choose when they are going to die, but it is very
helpful for health care professionals to be able to give a heads up. And there was a situation where a family had travelled a
long distance to get to their loved one. They’d actually brought their mother up from the States and they were all there and
they were very tired and they wanted to go home and have some sleep and then come back And the nurse made a point of
saying to them, the family members, “Would you please go in and tell your mother what you’re doing. That you’re going to go
home and you’re going to have a sleep and when you will be back. Even though she was not conscious, they say we often
believe that hearing is the last sense to go. And so the daughter went in and she told her mother that “Mom, we’re going to go
have a sleep, We’re going to come back. We’ll be here by 8:30 tomorrow morning”.
So the next morning they come back and her mother passed away about 10:30 that morning. But they … she wanted her to,
because we don’t know if people choose or not. But given that information and that communication. And thank you for that. I
had no idea that in the Islamic culture that it would be helpful to allow the family to be the one to discover if their loved one
has passed away as opposed to being told.
PARIN DOSSA: I think that we have raised a very complex issue. Because in Islam, scientific knowledge is very much valued.
And so if the doctor knows that this particular person is going to die, the family would appreciate knowing that. But at the
same time, it is also recognized that science has its limits, that medical knowledge has its limits and that’s where they say,
okay, this is the information that we had, but this person did not die on the day that it was predicted, but the next day, that is
the moment of death chosen by Allah. Because in the Koran says Allah gives life and Allah takes life.
BARB PESUT: I have … do you … I have a question or you. So I’m thinking about the reluctance to take morphine and I think
we just probably had a conversation the other day. In Western health care, it’s also very much an individualistic ethic. So we
very much see our primary responsibility being to the patient. And although we include the family, it always, if there’s
differences between what’s needed or required, we’ll typically give precedence to what the patient wants. So in cultures
where you describe the families being, it’s a family decision, how is it that we help to navigate those waters when we’re so
used to going for the preferences of the individual? So if we see an individual in pain, but the family doesn’t like the idea of
sedation and analgesia, how might we help to bridge that a bit?
PARIN DOSSA: I think that the families that I know, they do include the patient and they do respect the patient’s decision.
It’s only, I think the issue only arises when the patient does not express a preference. And that’s when the family has to move
in and then also, there are conflicting views within the family. So it’s a very complex scenario and it’s good to highlight these
complexities, because that’s what we need to do to recognize how complex the whole area of death, dying, life is.
COMMENTOR 5: It seems to be that really you have to ask people. You can’t make any assumptions about what a culture
does or does not want. Because each … it might be very different depending on that family. So it sounds more like, whether
it’s the doctor or the nurse or the volunteer – whoever it might be – asking “What is it that you would like? How can we help
you? What do you need?”
PARIN DOSSA: Yeah, you are right. Culture is not rarified, means it’s not static. It just allows us to have a world view. And I
think the issue here would be the kind of rapport that one has built with the doctor or the nurse. And that really helps.

Because sometimes, before the family makes a decision, they want to have a conversation. “Okay, if it’s morphine, what is
going to be the side effect?” They want to weigh pros and cons and sometimes in a crisis situation we don’t have that space.
So I think to have that rapport and knowing where the doctor is coming from. The doctors do have philosophies. And I think
that’s what would help.
GRETCHEN HARTLEY: So if you can comfort with those kinds of advance care planning conversations that we’ve been talking
about here where at any given point in somebody’s life we could be having these conversations and … How does that fit for
…?
PARIN DOSSA: Yes, I think in Islam and South Asian culture as a whole, from what I know of it, planning is regarded as
important; planning for care is regarded as important. In Islam and also in other religious traditions in South Asia, there is a
fusion of medical knowledge and religious knowledge [and] cultural knowledge. I don’t think that they are broken into
compartments. So planning is not ruled out. I think it’s, intellect is given emphasis.
COMMENTOR 2: I think that’s problem though, the planning. Just Renu [Bakshi, Keynote Speaker] was talking about this
morning, some of us are aware of what’s happening but how many plan that whole scenario out, okay? And I guess that’s
where the complexity is beginning to happen. Because we’re not aware of what’s happening. I am … so many things that
happen when somebody dies …
I, where I live, we have 60% aboriginal clients I should say in the population and it’s entirely different. This morning when I
walked in there and I realized, “My God, where are the cultural representatives? Where are they?” I was shocked. I’m one. If I
could have counted ten people, that’s a lot. And I think that’s a concern, that some of us … it’s a concern provincially,
federally, that something like that should be done. Because it’s, and this to me is a thing that causes a lot of problems. If we
don’t have cultural representatives to share that information that’s happening today, how are we going to know? And those
scenarios that we’re talking about, I believe that if we had that conversation, if we had that information and the pre-planning,
these are some of the things that wouldn’t be happening. So I think it’s important for us to get that type of information. So I’m
glad that we’re having something culturally embedded in this Forum.
COMMENTOR 6 [Beth Kish, South Surrey Hospice Society]: I think it’s evolution, the evolution of our communities as well.
Although I’m new to British Columbia and South Surrey and I was surprised when I became Executive Director that I learned
quickly through demographics that 52% of the community was South Asian. So I said well what, where’s the literature for
South Asians? There was nothing. There was no pamphlets on hospice in Punjabi or Hindi. And I’m thinking “But who are we
here to serve?” We’re here to serve the community and I think that it sometimes takes fresh eyes. It was like the people the
people that lived here didn’t even acknowledge that there was this huge change. And then fresh eyes, it’s obvious to me.
So myself, I’ve been going to temples on Sundays and visiting. I’ve gone to all the celebrations – Visakhi – and have bought
pop-up banners made in Punjabi that state what hospice is, what service we provide. I’ve been welcomed with such open
arms and conversations and kindness from that community. I’m just in awe of them. I usually leave any event with a pot full of
donations. And they’re learning. But that’s what we have to do. We have to share, we have to learn. And we have to recognize
that it’s part of the evolution of our communities, of our country. And that’s our responsibility. That’s why I’m so pleased with
the fact that this organization has said, “Let’s start the conversation.” And that may be in a different language though.
BARB PESUT: Yes. Now I’m conscious we’re about half way through. So I’d like to turn it over to you Dr. Dhaliwal to … Thank
you very much.

NEELU KANG DHALIWAL: Thank you … Would you like me to go through all the questions right now?
BARB PESUT: if you have prepared differently, it’s up to you. I think we’re just, I think it’s fairly unstructured so why don’t you
take it with what works for you.
NEELU KANG DHALIWAL: Alright. Well thank you. First of all, in terms of talking about South Asian culture, I would like to
mention what she just said … what Beth [Kish] just mentioned, that communities are, there is evolution of communities.
Similarly we can talk about [the] South Asian community. So when we say [the] South Asian community not only in South
Asia. There is evolution and development taking place. But at the same time, when these communities have migrated here.
So if you look at the communities say seventy years ago, fifty years ago, a hundred years ago, when they came, particularly
the Sikh community, they’re celebrating a hundred years of their arrival here in 2014.
So you would say, because I have my, I have seen my father in law and my father in law’s father as well who died a couple of
years ago. And when I hear stories from them, so there is a large gap in the sense, a difference in how people perceive and
look at different things and particularly in the context of death, dying and palliative care. And then as generations move. So
we see the difference in any of the communities, similarly in [the] South Asian community as well, we have second
generation, third generation.
So when we come to the conversations about this particular subject, I would say first of all that we are now talking more than
we ever did before. But then this is mainly among the very educated people. And it is a very small section of society. And
again, when I’m going to tell you about, based on my experience and my understanding and my conversations being part of
the South Asian community, then again I would urge that we, as Parin said, that we have to be careful that we don’t sort of
“other” them. So that is one caution that we have to …
So when we talk of South Asian culture, I’m … mainly we are talking about, here I would be talking mainly about Hinduism
and Sikhism in terms of religion and spirituality in order for you to understand it better. So when we are talking about Sikhism
of course it’s only five hundred years old religion. But it was … all Sikhs were Hindus before that. And then among Hindus
whatever happened, then one person who was not very happy with some of the things that were happening and started a
separate kind of a sect. And all those who followed him became Sikhs. So therefore Sikhism is in some ways distinctive. If we
see the religious scripture, it is different than Hinduism. But when we see culturally, we come from that same background.
And in many ways I say I am a Sikh by religion but in many ways I am Hindu basically because I follow all those, many of those
things I would say.
So when we talk about religion, there is no contradiction between religion and culture. So when we look at our religion tells
us time and again – looking at the religious scriptures – that death is a reality and we are being reminded every time that
this, my place in this world, is temporary and this is a journey. And my final destination is after my death. So that is my real
home and I’m moving towards that. And that means that my soul is immortal and when my soul in this body, when I die, so I
will try my level best that after death in whatever way I can that I become one with God, I become one with the Universe. And I
am free from the circle of death and birth, birth and death.
So therefore we also believe in theory of reincarnation, theory of karma, theory of action. So if I do bad deeds – this is the
belief that if I do bad deeds, then after my death my soul will enter into another body – human being or animal or insect or
anything. That means again, I will go through pain and suffering. And if I do good deeds, so after my death, my soul will not

enter into any body but will become one with God and I’m free from the cycle of birth and death. And that is what every one of
us is supposed to achieve, that stage of [what] they call “moksha.
So that means whenever we read books, we do our prayers, at every step we are reminded of death. And we are reminded of
this moment which is short. And this moment which is temporary and therefore we should be doing with … So that means,
death is not something that we don’t think about. So religion, so this is the religious philosophy. So therefore, religion in a
way is encouraging us to do good deeds and have charity, humanity, believe in equality, because all of these are good things
if you want to become one with God and be free from death and birth. But with less pain and suffering, that is bliss. And that
is peace where you want to go.
But when we say culturally, we are not ready to talk about death. Death is something, talking about death is very bad. You
should not be talking about it. Because if you talk about it, you make it happen. So therefore, we’re not … if my person is sick,
absolutely sick and though we know that death is coming, we don’t have to tell that person “You are dying”. We just tell
[them], “You will be okay. You will be fine. Have trust in God. Have faith in God. You will live a hundred years. You will see the
wedding of your sons and grandsons and great grandsons” like that. So that kind of thing, culturally we never talk about this.
It’s not …
As I told you in the beginning, things are changing of course and we are talking. But traditionally, if you say, so this is
something, and even death and dying is stigmatized. So what we in … culturally, when we are … we’re not supposed to be
talking about death. So if we are not talking about death, then how can we talk about advance care planning? Because if this
topic is a taboo and we want to deny the fact that we are dying, and we don’t want to tell the other person that you are dying.
Even I have seen a patient who would be having a cancer and the family members don’t want to tell the person that you have
cancer because that means that person is close to death and it’s a nasty disease and death will be coming soon, sometime in
a few years or a few months, whatever, and we don’t want to break this news to that person.
So now when we come to, so when this topic is a taboo and nobody likes to … if I want to talk to my mother in law or my father
in law or even my husband for that matter, in terms of I want to plan my life … This is my second marriage to my husband. I
have left India – my security, my this, my job and everything else – and I’m here. And when I feel insecure in the sense that I
don’t have earnings and I don’t have … and if I want to talk to him that “This is our life together and if something happens to
me and you won’t be financially hurt because you’re all set. You’re here for the past fifty years. But if something goes wrong
with you and I’m here for only the past five years and, where do I go, what do I have?” Because I’ve signed a pre-nuptial. I’ve
signed this and that.
And he doesn’t like it and he thinks that I’m a bad wife because he says “My ex-wife” – I mean late wife – “never talked about
this. She never even thought of that moment. She trusted me. She believed me.” So he would say – I’m telling you because
this is some place you say you can share even your stories. And this is, I’m not talking about one person but it’s not his fault
but the way he has been brought up and the way, what has been taught. Because if you talk about it, this would happen. So
“My late wife never talked about this.” So that means if you talk about this, probably you are wishing that when I get rid of
him or something like that. I mean having those negative parts.
I’m telling you – this is the fact. I cannot talk to my mother about this at all. My sister who lives in Italy – Milan – so she at
some point of time talked to my mother about “We should be knowing. We … I’m there, my sister is there. There’s nobody with
you if you fall sick.” Something like that. [My sister] she phones her every day and somewhere in some conversation, some

indirect reference to this thing is, would have come. Not exactly explicitly death, but something what will happen in a few
years. And then my mother phones me and she tells me “Look, what she is talking [about]? She’s talking to me like this.”
So she thinks she [my sister] is bad and she thinks I’m good because I never talk [about] this topic [laughter] because I know
that she won’t like it knowing her nature. And she said “Oh, she’s wishing, she’s thinking that when do I die and what then
happens to her inheritance and …” So she said she’s selfish and she’s this and that, whereas my sister is acting very
responsibly. And she thinks that as a daughter she should know and if she’s away and something happens to her in her
absence and how do we approach this? So whatever kind of … But this is how my mother thinks. And my mother who has
been born and brought up, lives in India – even she is educated. She has all her life a white collar job.
And my husband who is a very high profile person – highly educated and lived all his life here – and he also thinks the same
thing.
So therefore, when we talk about the palliative care, we talk about the planning, advance planning. So in the South Asian
culture, the advance planning is traditionally nothing. And we need to educate the community. We need to tell them that
there has to be public education.
So the first thing on advance planning is, has been traditionally having a boy. Having more children, particularly having a boy
– investing in the son. Because traditionally, now we have when we get old, we have old age pension. But earlier there was
not. So we need to understand that too. So that means that was their insurance policy. So that means investing in, because
daughters will get married and they will go away. And these are the sons who will look after them in their old age. So investing
in having sons and investing in some praying to have a son. Or praying “God blessing me with a son” was important for them
because this is the son who is … There are no old age homes. Now we do have and things are changing.
But traditionally when we say, but then when we see people move and come to say, this country, where things are different,
you have counselling, you have palliative care, you have all those kinds of Western medical education and facilities and
infrastructure in place, but still it is difficult for every day time for people to break away from those traditional thinkings and
get into the new ones. And as I told you that people are changing but it is a very slow change. So this was traditionally, it was
having a … so that was advance care planning in my opinion and, when I look at and I understand culturally my community.
So that’s …
But then we have to leave that, and we have to come ahead and we have to think differently because things are not a similar
situation or not similar … people in agricultural society and that was the land was an asset. People are now earning their own
… so things are different when we come here. And also then, investing in property and making property is like having an
asset. Investing in again a lifetime advance planning in terms of then using it as a tool to traditionally, again traditionally
things are different here now. But traditionally using this asset as a tool to not only sort of control children – control in the
sense that I will pass it on to you only if you look after me. And therefore making the child bound, that I have to take care of
the [parent]. So they are of course changing now. Now children are not giving that much attention to it. “If you don’t give me,
that’s fine. I can make my own money.” So those things are changing.
But then when I’m talking about culturally, so people, there is still in that stigma or shame attached to going to hospice and
palliative care. So if I am a parent and I’m sick and I am being sent, or I choose to go, then what I will think how will my
community look at this? That maybe I don’t have a good relationship with my kids. I did not bring them up well. They are not
ready to, at this stage, take care of me and therefore I’m being “sent”. So I am worried about my community. How would my
community react? And as a child, again I’m worried, because of the way I’ve been brought up, if I send my parents who are

old and sick and they need 24 by 7 care and it cannot be provided at home, if I .. then how is my community going to respond
and respond in the sense that I have dumped my parents. This is the wording, that I have dumped my parents.
So those kinds of things are changing but it will take some time. As you know, that communities are evolving and they are
getting exposure to the Western way of thinking or the Western facilities that are here and then taking advantage of those. So
those are some of the cultural … but then again as Parin mentioned – she was giving the case of Fatimah, I guess, in terms of
a recommendation when I come to of course community groups, senior citizens groups, temples and religious institutions
can play an important role in public education. Even media for that matter, where I know that there is one temple in Surrey
where every Thursday, some speaker is invited to speak to the people who visit. So those could be a help, workers and also
then having health fairs and education fairs. There’s one I guess annually in Coquitlam, the one from probably … isn’t there
one in … health fair.
MULTIPLE COMMENTORS: Surrey. There’s one on the Island. Well we have health fairs, yes.
NEELU KANG DHALIWAL: Okay. But then when we are talking about home care, so what happens is, now there are different
things for the South Asian community. Going to a hospice and palliative care is very threatening. So that means if I’m sick
and I go there, who is going to take care of [me]? Those people are not my people, in the sense that, first the language
barrier. That is big. Then the culture barrier. They will not probably understand. So therefore maybe I want to be looked after
at home by my own people. And my own people – my daughter-in-law, my son and they’re all working full time. They are
earning. They have to make their living. They cannot leave their work and ...
So maybe something like that so my daughter is ready to take care of me. And she is then being paid instead of that she
takes off for one year, for six months. And she’s the one who is looking [after me] … Because she is being paid instead of she
taking off for one year , six months, and she is the one looking [after me]. Because she culturally understands me too. And
where she says that the nurses – Parin gaves us a case study that a nurse goes to a home , so she bathes her, she gives a
wash, she gives her medicine, she gives her food, but then it stops. It’s full stop. There’s nothing more than that. But how
seniors or who are sick, they’re close to death or under hospice and palliative care, what else do they want?
So there’s a very good point that storytelling was made, and another very good point that what beyond medicine? But the …
so culturally speaking, South Asian people would love to have people around them and talk. So storytelling is a … and one
can, if we come to think of death, there could be various ways and methods that we can devise those stories, storytelling
programs. We can have another brainstorm … how we can do it, what would be successful. We can make a whole program of
charting out the steps – one, two, three, four – and how to execute that plan. That’s another exercise. But that is a very good
thing. And then because they want their own people around them and talk. They like to talk and also reflect upon, seniors in
retrospection, looking at their life and then sometimes giving those life-long learning lessons to their grandchildren and to …
So something which may not be possible in that kind of scenario which is out of home, their own home, with families, or if
there is some way we can treat that, but then some kind of alternative arrangement can be done where the same kind of care
is being provided at home, at the same … But I also don’t want that, in my opinion, that making it fully home-limited. But
similarly at the same time we can try and encourage through public education that how they themselves become willing to
come or being sent there. And that this is not a bad place and that how they can be taken better care of and …
A lot of you know what I mean to say is that public education required in this context and at the same time, whether these are
health care professionals or volunteers, need to understand their limitations culturally. But then we also don’t want that

these are your cultural things, but we can always and in many ways construct or reconstruct those thinkings and through
public education and persuade, not persuade, convince them through public education where they become more receptive
and welcoming to the hospice and palliative care. So these are some of the limitations where, as I told you, that people are
changing on their own. When they look, when they face those kinds of problems and they have those challenges, when they
try to solve those issues, hidden trial. They sometimes reject certain things and sometimes they start, sometimes somebody
is forced to go to this kind of a place. And the person is very reluctant to go. But then they find that it was something very
good that happened to him or her. So people are learning.
But I think public education via different, using different medias and making people educated about this … Because this is a
new concept for them. Planning, again, advance planning is something very new for them. It’s very difficult for them to
understand . So they’re not used to … this is not something they have ever heard about before. But then through public
education then how important it is.
I know about when mother was about to, in a dying kind of a situation, and there was – you [Parin Dossa] were talking about
the conflicting situation – so two sisters were fighting. They were [inaudible] because one sister is very emotional, the other is
very rationale and she says, “No, this is the right thing that we should be doing.” At this [time]. And mother who is – she
cannot make any decision at this point of time, she’s very critical, terminal ill position – and the other sister who is very
logical thinking and she says, “No. This is not right. This is what we will do.” But nobody knows what the mother wants. What
are her wishes? What would she think that if this kind of situation this, if this kind of situation this, if …
Many times people spend … I may not like any kind of prayer to be done in the temple after my death perhaps, but if I don’t
tell this, our planning along with my family members and talk and discuss, then I would tell them that. Otherwise they would
probably do fifteen days prayer in the temple and feed how many people or whatever. I might say “No. This money should go
for some endowment under some charity.” Who knows? So therefore, through public education I think it is very important.
And this is a new concept for them. So we tell them that how this can help – advance care planning. And then public
education that death is a reality and we need to talk and everyone talks and this is a good thing for them to come out of this
stigma or taboo that death is not something, a good topic to talk about. Public education can play a great role.
BARB PESUT: And that story is a very good one of the two sisters …
COMMENTOR 6 [Beth Kish]: The volunteers are a resource that we forget. That right now we’ve got a huge influx of South
Asian volunteers and that, they spread the word and they get into the community. Until recently we didn’t have any. We didn’t
have a Punjabi speaking councillor and we offered grief support and didn’t provide it in another language. So we’re learning
and changing. I think some of the best resources are right in front of us. And they spread the word and they learn to care. And
when you are with somebody that’s dying and you develop that talent to just open the space in the room to help them to tell
their story, it’s often not just a culture, it’s good for anybody that would want to do that. But those volunteers are just, I’m just
in awe of them, the talent they have and the care that they provide. But culturally ...
NEELU KANG DHALIWAL: So when I talk about South Asian culture, it doesn’t mean that I don’t know about other cultures.
But it could be true of many other cultures. But in my observation, just based on, so therefore, that is why we can’t just say
that it is typically about this because there are certain things like when we talk about violence, that there was a lot of hue and
cry [about] violence against women, and it was considered as South Asian typical. But that’s not true. It cuts across all races.
So similarly, therefore because I’m not aware of other cultures, so that is why.

But she has made a good point, Beth, that South Asian volunteers, when/if we have plenty of them or we can increase their
number and we can encourage people to get into this field in terms of counselling because people, old people because they
can’t speak. I mean English, they don’t understand. They would impose more trust, perhaps in them, than if it is a non-South
Asian. Understood. That’s right. So I would probably … and if you have any questions, I am happy to answer.
BARB PESUT: Do you have questions?
COMMENTOR 7: I have a comment. So both Parin and you, Doctor, have done a great job outlining some of the issues,
concepts, religion-wise. I really appreciated the conflict between culture and religion and often how that comes out. I think
what’s also important as you were saying is when thinking about the South Asian culture, even people who are Muslim are
part of the South Asian culture. They’ve immigrated from different perspectives, from different regions. But even within the
South Asian culture, there’s diversity. And so often you can’t really assume that one approach is going to work for all.
As part of my PhD I’m doing some data collection now. And it’s very interesting because I’ve been talking with South Asian
older adults and their family caregivers with issues around access to residential long-term care and end-of-life care. And I’ve
had, just generally in a few interviews, a range of comments. I’ve had comments saying that “When it’s God’s wish when I die,
I will die. I will worry about things when the time comes. And my children will handle whatever needs to be handled
afterwards.” Then … and I had two instances of that … and very reluctant to really talk about even residential long-term care.
And thinking about that aspect of potentially if you had to move because your family couldn’t provide the level of care that
you needed at home, how would that work?
But what I wanted to say is I had another interview where the family caregiver who was the daughter of the senior was saying,
“Well, my Mom’s talked to me about everything that she wants when she dies and I really didn’t want to talk about it. But
because my Mom wanted to talk about it, we talked about it. And now I’m comfortable that she’s content, that she’s told me
what she wants.” So just that the diversity and the readiness, I think, to talk about these things. And in fact this woman, who
was wanting to talk with her child about the things that she might want was a result of the fact that her husband passed away
and they hadn’t prepared or talked about anything. And so now the Mom is saying “I don’t know if that’s how I want it. I think I
need to tell somebody something about what I want.”
So the diversity within the community is important and one of the things that I’ve been thinking about is that regardless of
culture, how to have that conversation and where might the starting point be. And perhaps the starting point might be, when
somebody is beginning to be ill, when somebody has had a diagnosis – whether it’s a chronic illness that could go for a long
time or a terminal illness – but then the question arises, how do you have this conversation when you’re not going to say
death or dying. And I wonder if the conversation is really about what’s important for you to have while you’re being cared for.
What are the things that you would, that are important for you in terms of the type of care you want, whether longevity versus
quality of life, and of course not in those terms because those are medical terms that I’m using but trying to understand
where are they situated in their thinking rather than using terminal illness or that “you’re going to die”or … It’s trying to
ascertain what’s important to them. And I haven’t quite figured this out because I’m just beginning to explore in my PhD how
can we begin to have these conversations regardless of culture. Because I think that there are difficult conversations no
matter what – moving to long term care, end of life, so I just kind of wanted to just put that there.
NEELU KANG DHALIWAL: I thank you for pointing out but I didn’t mean that. I do recognize there’s always diversity and … But
I was just speaking at general level, by and large what is, how the conversations are held or not held around this issue.

BARB PESUT: I have a question for you and it relates to … so much of hospice is very, arose out of the idea that people, that is
provided a particular service for people. And in many parts in our culture it’s that people do not have people to look after
them at home. So for your culture, what would be the thing that hospice would offer that would be attractive, that would
offset the idea of the stigmatization of my family not looking after me. And at this point, if people are cared for in the home,
how do you find the ability to deal with symptoms that arise near the end? I’m not sure of you can comment on that.
NEELU KANG DHALIWAL: Really it is hard to say but as I just said that public education can help but in terms of home care,
these people would prefer to have their own family members. Because even though they’re, we don’t have many joint families
and extended families here. But if you would see that in South Asian culture, people tend to live very nearby, like two blocks
away, one block away from one another. So the sons are married and the daughters are married and besides that, there are
also they, not only sons and daughters – their family – but they are every extended: my niece, cousins, wives, so and so like
that. And so there are, and people are in touch with them and people know them and they phone them.
So many times those people, because my sons and my daughter s are busy, they’re young, they’re active, but there are still
some people who are old but they are fit, still to work. And they, sometimes they cannot drive. They need somebody to be
dropped, or there is distance but they are ready to come and help them. In the sense they would come and many times they
do come and then they would cook for them for one week because they cannot come every day.
But in some way, if something could be arranged where if they need a lot of attention and care, so somehow making use of
these people who are not working and making them employed. And giving them some salary so that they get some stimulus,
they get some motivation and it gives them some accountability as well that they’re being paid for this and they … Because
they would just come and do it voluntarily. So instead of someone else coming. And then we do have professionals also
coming, depending upon the situation, once a day for some time, once a week for some time. And then also give these
relatives who can afford to come, some kind of education that if this kind of emergency arises, if this happens, this is the
phone number that you need to call and this is how you let us know – something of that kind. This is what I’m thinking.
Thanks.
BARB PESUT: Well it’s 10:30 so unless we have other … I just want to thank you both for coming and sharing those insights. I
have to tell you I think I learned more in the last hour than I’ve learned over many months. So I have something for you both
from BCHPCA – a little gift for your contributions – so thank you very, very much. [Applause]
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying, and planning for care and the paths to opening these
conversations
 the current and potential role of psychologists and counselling professionals in engaging and educating the public about
death and dying, and advance care planning
 the potential for psychology and counselling professional organizations to partner with hospice palliative care
organizations to promote public and personal conversations on death, dying and advance care planning
 the potential for psychology and counselling professional organizations to partner with hospice palliative care
organizations to advocate for hospice palliative care in British Columbia
GRETCHEN HARTLEY: So welcome everyone. The conversation we’re going to have in this room is a counselling conversation.
And we want to record your wonderful comments on the part of the panel and participants. So I’m going to be passing this
mic around. There’s a little microphone on the table that will record all of us in the front row but this is available for people at
the back. So I’m Gretchen Hartley. I work at Cowichan Valley Hospice and I’ve just joined the BCHPCA provincial board of
directors. So I’m looking forward to that work. Thank you all for coming today. I’m going to introduce our speakers. I need my
glasses.
COMMENTOR: Gretchen, is the microphone working?
GRETCHEN HARTLEY: It’s not a microphone. It’s for recording; it doesn’t amplify, so …
COMMENTORS: [laughter] It looks like a microphone. A talking stick. But it quacks like a recorder.
So Dr. Wolfgang Linden is the President of the Canadian Psychological Association and he teaches at UBC in Psychology. Dr.
Sandra Wong is a Director of the BC Psychological Association, a member of the Disaster Psychological Network, BC

Provincial Disaster Stress and Trauma Response Services. Janet Coughlan. And I forgot how to pronounce your name.
Coughlan, thank you, who was the first person here and I should have done that, is the Chair of the Health Practice
Enhancement Committee of the BC Association of Social Workers and also recently retired from the Tri-Cities Hospice
Palliative Care Program for Fraser Health. Can you hear me at the back? No. Okay. That’s a good tip to us all. Chelsea
Cooledge is right here with us. The Director of Professional Practice for the BC College of Social Workers. Andy Gaby Eirew is
the Founder/Director of recordmenow.org which appears from my quick Internet search, a really interesting app to help
people record important information about themselves for posterity. If there is a question, you can speak to that.
So we’re going to proceed by putting some big questions out there and inviting our folks up at this table to start. And there
will be an opportunity for us all to ask questions and make comments as we go along. And I just also want to say to everybody
in the room that personal experience as we all know is very rich in these conversations and invite you folks to include your
own personal experience. So the first thing we’re putting out as a question is really inviting you to share your perspectives on
the current nature of public conversations on death, dying and planning for care and past opening up conversation. So yeah.
Anyone that would like to start? Start at one side and work around? Janet, would you like to?
JANET COUGHLAN: The current situation I feel in some ways that I’m not that well equipped to talk about it because I focus on
a particular area and I’m not always aware of what’s going on in the wider sphere. I think a lot of progress has been made in
the last ten years or so. We are talking more about hospice, death and dying. There’s a lot of room for improvement obviously.
I think the strides that have been made in advance care planning are quite impressive. I’m just a plug for social workers who
have been involved in that. But I think the information on government websites, the focus on looking at advance directives, at
people’s wishes about the end of life, that’s all progressed a long way. As I say we still have a long way to go. But in my own
limited sphere, I think some of the educational programs that are going on are very helpful too and perhaps we can talk more
about that later on.
CHELSEA COOLEDGE: Similar experience. I came from health care before being with the College [of Social Workers] and in
that setting, the advance care planning, it’s prevalent. The discussions happen. I think from my perspective I’m concerned
that we’re missing a larger group, vulnerable groups, lower socio-economic status and minority groups. And a whole variety.
How do we engage with them? I don’t have the answers but how do we engage more and ensure that those discussions are
happening outside of a hospital environment? So I think, yes, what’s happening is good and that’s great. It’s one small piece
of it though. Yeah, so I’ll leave it at that for now.
GABY EIREW: Yeah, I’m saying similar. We’ve come a very long way from the 1950s, ‘60s and ‘70s. When I was looking at
some surveys, and looking at 700 American physicians, they came up that most physicians considered it inhumane and
damaging to the patient to disclose their bad news. So I think we’re doing really, really well. I think that we have now got talks
here on Death Cafes, we’ve got online forums, we’ve got websites like Final Fling. They’re missing the idea of the word
“death” in it but they’re getting people out there talking. Bucket List Festival, RecordMeNow, Metastatic Support. We’ve got
death doulas coming back into society which is fantastic, all into the sort of birth stuff. But it’s great. We’re getting people
into the community talking about dying, being there.
There’s still this big, big voodoo that I really want you to help me with. Because if I say to people “Please record something, in
case you die.” People say “No”. And you say “Why not?” and they say “Well if I do it, then I might die.” And I say, “Do you have
house insurance.” “Oh yes.” “If you have house insurance is your house going to fall down?” “No unfortunately no, it’s not.
Now I’ve paid, it’s not going to.” So we have this sense if we’ve protected ourselves, something might happen. Which we
don’t have in other spheres of our life. And I don’t really get that double standard.

We also have this idea … how many of you think secretly you might win the lottery? I’m one. Am I the only one? Come on, how
many people? You’re not just giving away the money. Okay. About how many people think [you’re] going to die within the next
year? Almost none of us, unless you’re on the bucket list. And unfortunately, without giving you the statistics, you’re a bit
wrong on that one. And so I think we have this blinkeredness that we’re frightened to talk about it. We’re frightened to
contemplate it. And it’s brilliant that we’re all here in the room. Because we want to talk about it and I would say, rather like a
relay, take the baton about death and take it out into your community and keep talking about it. Because maybe like me, if
I’m talking about it, I’m talking about it with your group and I’m happy. And if I’m talking about it with my friends, I’m still
comfortable. But if I meet someone over, and I’m somewhere fun, “nah”. I’ll tell them I’m a counsellor, I’m an educator. I tend
not to bring up death within the first few minutes of the evening. But I think that’s partly our job. Please still invite me.
[laughter]
SANDRA WONG: So for me, working as a psychologist. So I always see patients who come to me with pain, both physical pain
and emotional pain. And some of them may be experiencing some trauma. So they have experience like near death. So we
will talk about death. And it’s very interesting because most people when we talk about death, there are three approaches.
Some try not to talk about it – escape, avoidance. And some will be calm, like “Okay, that’s our life destination. We want to
live well and we want to die well. Let’s face it.” And of course some people are just neutral. “Oh, it’s too far away. Not
tomorrow; not next month.” Yeah, so I start the conversations with my patients and always they give me some new insight.
And so I learned a lot from my patients, especially those seniors. Now forty five is already senior, now. Forty-five, fifty-five.
[laughter] So and actually, I start to, and for me, myself, I also want to prepare myself. I became a psychologist because I
wanted to know how to have a meaningful life. And so now I’m approaching aging – we’re all aging – so I want to learn how to
have healthy aging. And of course healthy aging means you want to, when you die, with no regret.
So the two doctors I really appreciate and they gave me a lot of inspiration. Both of them are called Paul. One is Dr. Paul
Wong and he has developed an approach, a counselling approach called “meaning therapy”. And so, and he has done a lot
of research on how people deal with death, the death attitude and also how come people have the fear of death. So if you
want to continue our dialogue, I think of his work. He has a lot of work in this area, then we can continue that. And the other
Paul is Dr. Paul Pearce. He started a new program in Carey [Centre for Health Aging Transitions, Carey Institute]. It’s called
“Healthy Aging Transition.” And it really applies to what we’re doing today. And so I bring a journal. It’s the “BC Psychologist”
for the Spring [2014]. It’s on aging. And so I and Dr. Paul Pearce have an article on talking about the different factors
contributing to healthy aging. So when we have healthy aging, then we will die with no regret. So I know because this time is
very limited, so I will give you some of the links and you can try to read about it and then we can talk more about it.
COMMENTOR: Sorry what is the first person’s name?
SANDRA WONG: Paul Wong and Dr. Paul Pearce. Actually he wanted to come to the roundtable discussion.
Wolfgang Linden: It’s very flattering to be invited to sit as an expert at this table. Let me assure you I’m no expert. What I can
bring, and by all means we can talk about this, I have some experience. Mostly I’m a researcher and the research stuff is not
very helpful with this topic and it doesn’t get us very far. But I’ve done quite a bit of consultant work with the cardio transplant
team and I also work in psycho-oncology so I do get to deal with the topic both sort of at the integration of clinical and
research issues. And last not least, and I suspect this is relevant to all of us or at least some of us, I have some very aging
parents who are alive and well, thank goodness. I’m going to visit them next week. But they remind me all the time what the

issue is. And some things we talk about, and some things we don’t talk about. But they certainly shape and colour how I look
at the topic. Because it’s highly relevant.
GRETCHEN HARTLEY: Thank you. So to talk, engage a little bit more in the specifics of the group of guests we’ve gathered
today, can you speak to the role of psychologists and counselling professionals in engaging the public in moving past where
we, I think Gaby has talked to well of the ... It’s funny. You mentioned the insurance analogy. Gaby’s talked well about the, I
thought the insurance analogy was a good one because even when you’re taking about insurance, my brother sells insurance.
He says he mentions what he does at a party and people turn away. Even more so when we’re talk about death and dying. But
can you speak a little bit to the role of your profession in opening up that conversation. And to those of us in the room who are
members of these professions of course.
WOLFGANG LINDEN: For the most part, I would have to say we don’t get that much proactively involved. Patients don’t
generally go and see a psychologist to talk about death and dying issues. We deal with individuals who have health problems
where that becomes a topic and then we’ll try and deal with it and embrace it. But typically, we’re trying to get people to get
better and don’t deal so much with issues of how to live with the limited amount of what you have. It’s a stretch for us to get in
there.
GRETCHEN HARTLEY: So there’s a little bit of some personal taboos that exist as much.
WOLFGANG LINDEN: Yup. You bet.
JANET COUGHLAN: I guess it’s different if you’re specifically working in palliative care. And the referrals that I used to get
were often from nurses or doctors working with the dying. And specifically for just that kind of counselling and listening and
helping with the adjustments they’re going through. And I suppose on a one to one basis, that’s one thing. I was thinking
more before about the public conversations. But I’ve asked myself the question before, “How comfortable am I talking about
it with my own family?” And that’s still difficult for me. I’ve made efforts to do that and to tell them I have written an advance
care plan but it’s hard. And when my mother was dying, it was hard to talk with her too. She was proactive, thankfully, and
made sure that I and my siblings knew what her wishes were and talked a little bit about her fears too. But I suppose because
we’re so emotionally involved at that level, and yet that’s the level we have to start, with our own fears and our own families.
GABY EIREW: I think fear is such a huge one. I’m working with a lady at the moment who has very limited time. And she came
to me with her husband because she couldn’t talk about dying. And normally in counselling, you … especially I’m very
Rogerian [Carl Rogers] and client centered, I want to go at the pace that the person’s comfortable, and this lady knows that
the time is ticking and her children are very young and that is a very difficult one, in dying very, very young. I think we’ve done
a huge disservice to ourselves with this whole fight against cancer talk. My husband is a cancer researcher and I find in
almost no other area, people really saying “You’re a fighter. You’re going to be a survivor” which leads us almost inevitably if
the person doesn’t live, that somehow they’ve failed. And so I think we sometimes miss out on that beautiful conversation of,
“So this is the natural conclusion of your life and what would you like now and how are we going to best spend this time and
who do you want to connect with?” and living wakes and all the wonderful rich things that we’re all involved in. And so I think
this fighting and this failure to where, you “Oh, she’s going to beat it” and if she doesn’t, well what is she now? I think that’s
where we’re missing the conversation.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: If you don’t mind, I was just curious if we could address at some
point how we counteract that negative messaging that counteracts the conversation around death. The Heart and Stroke

Foundation do it too, “Make death wait”. It’s like death is some creepy thing waiting in the wings. So I’d be interested if the
group has some ideas around how you counteract that negative messaging with our message.
SANDRA WONG: So what I can share is my experience working with my clients. And usually we’re talking about the fear of
death. And so hopefully what we try to achieve is to accept, to acknowledge the reality of death. It’s something unavoidable.
So if in the process the client comes to a realization that death is inevitable and they can open themselves to the pain.
Because why we don’t want to talk about death, our death or this death, is because there’s a lot of pain. And that’s the way
we psychologists work. We try to help them to look inside. What are those strong negative emotions? So sometimes we will
come across anger and we know that anger will only lead to control. And also alienation. “I dislike you. I hate you.” And some
people, they will talk about their anxiety. The fear of death. And they start to worry. When you’re anxious you worry and then
you disengage. And most people, they become depressed, when you’re thinking about death. And depression will result in
hopelessness and helplessness. And for the seniors, they become more dependent, because “I lost my mobility. I cannot be
productive.” So they become more and more dependent. And some even become delusional because they want to escape.
They don’t want to see the reality.
So through the counselling process, we’re helping our, I’m helping my clients and they’re also helping me to see the full
picture. And so what is helpful in the process is to see the world to inform, to get more information, to get the resources like
from Heart and Stroke [Foundation], from the different organizations to change the world view. Because when you’re in that
mentality, you have the tunnel vision. You don’t see a way out. So being informed is very important. And this conference is
good because we really gather the resources form the community. And also more important is the relationship matters. I
always say that. Relationship matters.
People, they die. Before they die, if they realize that someone cares for them, or they still care for some others, but they know
that there are significant others. So that really makes their life more meaningful and also encourage them to do more
meaningful activities. Even though they have limited mobility, they still can do something or develop some new interests. Like
the Bucket List. So they find new life. So that’s my approach to help people, they are facing aging. I like the word “aging”; I
don’t like the word “dying”.
GRETCHEN HARTLEY: So really helping people to engage with whatever, with wherever they are to more fully engage and move
forward.
SANDRA WONG: Yes, to more fully engage with life.
GRETCHEN HARTLEY: Because I think it’s true. It’s hard to have a conversation about death or the end of life without talking
about life. It’s about life. Our lives.
SANDRA WONG: Yes.
WOLFGANG LINDEN: I’d like to pick up on your point with the [Heart and Stroke] Foundation’s program “Death can wait.” And
I’d like to point out that you really have to do a lot of individual tailoring. Because in cardiology, and I work both cardiology
and oncology, it’s actually markedly predictable how well you are. You look at cardiac functions, you can take hard diagnostic
tests and a cardiologist can tell such and such and you really know how well your ticker works. And I’ve worked in rehab and
we had people in there who ran half marathons within less than a year after the heart attack. You have a ton of tools available
in cardiology to comfort people and make them actually healthier than they were before.

We don’t really have the equivalent in cancer. There is a tremendous amount of uncertainty which you cannot remove. You
can’t really do a lot. You can do some but not a lot to reduce risk factors. You can push them towards exercise and healthier
eating. It is not anywhere near as potent a preventive measure for recurrence as it is in cardiology. So we really need to have
programs that are tailored to the disorder that you’re dealing with and the person who has the disorder. These two have to be
packaged together. And that takes a lot of work. There’s no standard program that’s going to work for everybody.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: I think my comment related more to the messaging around it. I
understand there’s lots of good work there.
WOLFGANG LINDEN: Oh yeah, I totally support you.
COMMENTOR 1 [Lynn Wood]: But the messaging around it reflected on the word “death” as sort of a process and my
immediate reaction was, it was like somebody was lurking behind the drapes waiting for you in the commercial. It was very
vivid and kind of creepy.
GRETCHEN HARTLEY: As opposed to the natural outcome of living.
COMMENTOR 1 [Lynn Wood]: Yeah, so as opposed to a natural outcome. You know you’ve done everything you can. But you
are going to die. And I guess I’m curious as to how we as a group can address those kinds of negative messages.
CHELSEA COOLEDGE: I’ll speak to that a little bit. I think as social workers, counsellors, psychologists, we aren’t, people
don’t come with us when everything is good and hunky dory in their life. They come to us when there’s concerns they want to
work through. And I think we can start having the death and dying conversations before illness. I think a lot of this messaging
focuses on, it’s related to illness. We have a responsibility to have those discussions prior to illness. When they come to us to
discuss other things, generally it’s life process. Part of a life process is dying. So us as counsellors and people engaged in
that counselling process can have those discussions well before there’s a named disease. And then they’re hopefully better
prepared to be more accepting of an end point when there is a disease that’s named. So I think it’s backing up, not just
looking at the disease process, and starting that conversation then, but starting it well before.
GRETCHEN HARTLEY: So have you got ideas, Chelsea, about how to start the conversation? About how to open the
conversation?
CHELSEA COOLEDGE: There’s … I think it depends on the individual. It depends on what they’re coming to you with. Where
they’re at. I think a good way to start is to explore their experience with death. We all have it. Our grandparents, our pets, loss
of relationships. It doesn’t have to be death. Just exploring loss is often a good way to start. And then it will naturally evolve
from there. You can explore fears or anger. I think all of the emotions associated with death are healthy and normal. As you
all know probably more than I do, it’s working through … starting the conversation is I think often about what losses have you
had in your life. So that’s one way. There’s lots of ways but that’s just one.
GABY EIREW: I would like to start this at the other end of life, in that for me, I started as an educator of very small children and
the hardest jobs I have now is when I’m dealing with children who have lost a parent and didn’t even know death existed. And
so for me books like “Mayfly Day”, this story of a mayfly who has this beautiful day and it’s one day long and it’s terrific and
it’s over and that’s how things are meant to be, is actually quite helpful. And I would love there to be more death education in

school. The reason why there isn’t … I don’t know if you know in the 80s, 90s and still a little bit today, there’s some death
education in America that is really scary. And a lot of it was around Columbine [High School in Colorado]. And as soon as
Columbine happened, people linked that to the death education. And I have to say that the death education from what
Barbara Walters reported – this is a lot of reading online – did seem to be quite graphic, quite gratuitous. They got kids in
school to go and touch cadavers and it was fairly outrageous.
So when I’m thinking of death education, I’m giggling “That is not what I meant”. What I mean is really being able to talk to
children about life cycle. We talk about … my son at the moment, age 7 is looking at the caterpillar and it’s upside down and
it’s eating and soon it’s going to be a butterfly. But then we don’t talk about the next bit. And I would just like us to touch on
the next bit.
And in terms of opening conversations, I think partly it’s how you are as a person. If we can be open, and really open to
people in how we talk, and by showing that we’re available, and that we’re not going to talk just on this very light weight thing,
and if we can talk about what has meaning to you in your life now. Because everyone’s life has some meaning and if it doesn’t
they probably want to talk about why it doesn’t. Or what has value. That normally is a good way into what matters now, what
you want to do with your time left. If you want to go outside and sit in the gardens, or if you want to continue with your chemo,
or whatever it is. What has value for you; who has value for you? What are your favorite things to do at the moment? And what
are you missing that or would like to have, and really build on that.
And it leads me back … I don’t know if you know about SPIKES Training. SPIKES is what, it was developed in 2000 in
Australia and it’s really about how doctors break bad news to people. And it really is about getting the setting right. Listening
to the patient’s perspective on what they know about their condition. Inviting questions. Giving appropriate information
about what’s happening to them and what they might like to know. Because often they’ve have a short meeting with the
doctor. They might like to know more. And you might be able to not answer the question, but help them find the answers. And
that might help them build a framework for how they want the rest of their life to be and how they want their death and dying
to be.
So I recommend you to look up SPIKES which is really about talking about bad news with people. And it’s really how doctors
are trained and often they try to do it but they might not have time to do it. It’s a great set up of getting a good setting, making
it appropriate physically, making it appropriate empathically. And I find that good. But I find the hardest challenge to me as a
person: giving the feeling that I’m there and I can hold it, I can take it, I can walk alongside them.
SANDRA WONG: So actually I agree. According to research done by Dr. Paul Wong about how people perceive death, and how
people … there’s an instrument to measure our fear of death and our acceptance of death. So yeah, you can Google it online.
It’s called Death Attitude Profile. So you can check, how’s your fear and your acceptance? And there’s a direct relationship of
meaningfulness in one’s life. If you find your life is meaningful, then your ability to accept death is higher. So it’s good for you
to check it out.
And also I think talking about death, why people don’t want to talk about death because they are thinking that our body
decayed. It is an extension – no more. I no longer exist. But in some people they have maybe spiritual or religious belief. They
understand that death is not the … really the end line. There’s maybe afterlife or/and that helps them to motivate … Death, if
you go to YouTube, there’s a YouTube [video] about a priest talking about his experiencing of aging and how he viewed death.
For him, he’s seen the physical pain, the death … actually something motivated him to live a more fully life by paying more
attention to his own spiritual life. So it really depends how we view it.

GRETCHEN HARTLEY: So I have the feeling that there’s a lot of expertise in the room here …
WOLFGANG LINDEN: If I could just add one point to flesh this out. I’m very much in agreement with what I’ve just heard. And
that is it’s a hell of a lot less scary of a topic if you build it into life in the first place. And one way of doing this is through an
approach I’ve built into my theoretical orientation as a clinician. It’s called acceptance and commitment therapy. And one of
the questions you’ll often ask at the beginning is not if, but “When you die, how do you want people to talk about you in your
eulogy?” And have people spell it out. And if need be, I’ll send them how and say “Write it out. Think about it. Talk to people,
come back the next week to tell me what it is.” Then say, “Are you actually doing things today and tomorrow that will allow
people to do this when you die? Are you on the right path?” And I think if you are consistent, if you have a clear view of where
you’re going and what you want to do, then reaching the “endpoint” if you want to call it that, is no way near as scary because
you know you haven’t missed life and you can let other people know you’re doing the very things that are important to you.
And then they won’t be so sore that you’re gone. So start this super dooper early. You don’t need to have a deadly disease
first.
GRETCHEN HARTLEY: Yeah. And I love the notion of thinking a lot more about how we talk to our children instead of stealthily
swapping up the goldfish, putting in one that almost looks like the one that died.
WOLFGANG LINDEN: We had one of those: “Timothy’s floating upside down! What does that mean?”
GRETCHEN HARTLEY: The goldfish graveyard in our yard. Do other people have comments they’d like to ….
COMMENTOR 2 [Don Morris, Death Café Victoria]: Thank you all for being here and Gretchen for doing such a great job. I
really feel that for me personally the energy starting to build here. When Dr. Linden, nobody … I’m totally with you in getting
people to think about how they want to be remembered at their funeral. But nobody …people don’t want to talk about death
or about funerals. But they do want to talk about their legacy, because I believe that today the greatest fear we have when
we’re dying is not pain but will we be forgotten, will we be remembered. So if we can get conversations, and they’re very live
conversations going about “What did I learn in life? What was meaningful? What were my regrets? What can I pass on to my
children and grandchildren?”
So now we’re drawing on this ancient 2-3,000 year old tradition, coming from Judaic sources, of ethical wills. You talk to your
children and friends on your deathbed. But nowadays, you can use your particular service or get people to write about their
life and their values and what values they wish to be passed on. So I think the key to these, the conversations about death,
because I’ll just throw it out there. I might be wrong but I’d say 98% of us don’t want to talk about death because we’re so
mind identified, emotionally identified, okay? But we do want to talk about what we’ve learned in life and even where we’ve
failed, so we can help our children and grandchildren not make the same mistakes.
GRETCHEN HARTLEY: I’m wondering Gaby if you could speak a little bit about RecordMeNow and the kinds of questions you
put in there.
GABY EIREW: Sure. So just to tell you briefly. I spent five years interviewing over a hundred adults now but who were children
when they lost one or both parents. And hidden in lots of questions were the questions about what do they wish they knew
from or about the parent who died. And children aged two to four hadn’t even thought about it, and I felt horrible, often said
“No one told me to not hold mommy’s hand.” So they thought they were supposed to go with mommy. And that was the

shocking one for me. So for example, the child is always told, “Hold mommy’s hand. Hold mommy’s hand.” Mommy dies. No
one says “You know, you’re not supposed to still be with mommy.” The child still has “Hold mommy’s hand. Hold mommy’s
hand. Mommy’s gone.”
So one of the key things was actually a message from us as parents to our children to say, “You know what? I’m really sorry if I
have to die and I’m really sad because I don’t want to die but I’m so glad you get to live on.” Because often the people grew
up and they struggled with the guilt of being alive, their parent being dead, not what the parent wished them. Thinking they
have to be super good because everyone at the funeral said how fantastic mommy or daddy was.
So giving a rounded sense of yourself is the most wonderful thing we can give our children. That they don’t have to be perfect.
They just need to be who they want to be and that it’s okay. And telling them naughty things you did. Telling them how you
dealt with anger. Telling them what you whispered to them at nighttime because they can’t remember it and they feel horribly
guilty. Even recording yourself just singing a song will bring back so many memories because they’ll remember “Ah, that’s
how you moved your eyebrow. Oh, I remember that.” One lady said to me … this was some years later after she’d seen her dad
on a recording, she said, “It wasn’t him answering the key questions. It was when he said ‘Would you turn the bloody thing
off.’” [laughter] And that brought it home, that brought back all the memories for her.
Now it doesn’t follow that everyone has good relationships. There can be ups and downs in every relationship. But just giving
your ethical wishes, passing on the wisdom you want to, telling the person “It’s okay. They tried their best. So there will be
good days, there will be bad days.” Telling them, to my children, telling them you also farted in class is really exciting and
novel. They thought every adult is perfect. Telling the things that you struggled with. Often they won’t see their parents’
romance afterwards. Maybe they will see their parents grieve you. And they won’t see them partner. So telling them about
early romances. Telling them about things you got right and wrong. All different things down to recipes.
So we put these questions – it’s completely free – we put it on the app. It’s used in thirty-two countries now; up to 14,000
people a day are clicking it. So it is being used. And please use it in whatever way you want. I don’t mind. And as you say, if
you want to write it, if you want to draw – whatever you want to do to leave something emotional to kids. Because another
thing otherwise we’re saying is, kind of “Here’s the money, here’s the house, here are the keys.” So I think passing on your
emotion and your content is fantastic. That’s RecordMeNow.
COMMENTOR 3 [Gail Madriga, Lillooet Hospice Society]: I just wanted to …. Hi. I’m Gail Madriga from Lillooett and I just …
I’ve worked in geriatrics for some years as I’m positive a lot of you have. And of course in geriatrics, we have a lot of people
that are dying. One of the things I’ve noticed in the nursing practices: a lot of nurses are afraid to ask their patients, “Are you
afraid of dying?” And I think that’s really, really important that we feel comfortable in that role. That it’s okay. We are
caregivers. And that that’s a way to open the conversation. I’ve done it with a few of my patients. And it’s like a light has gone
on. It’s like “Oh, it’s okay to talk about it.” And it is just a simple thing but it’s just so, so very important.
COMMENTOR 4: I’m with the Cranbrook Kimberley Hospice Society, which is a relatively small [hospice] and we’re in a
relatively small city. So we don’t have a facility and we don’t … we provide home visit, one on one connection with a trained
volunteer. So in listening to you, it’s really nice to see all this high-priced, high-powered help in one place at one time. But
realistically, that’s not going to happen with 99.998 percent of our clients. Because first of all, there aren’t that many
psychologists and the ones that there are are very busy with people with current problems. So there’s just … it’s not likely that
our clients are going to see people with your training.

So what, in terms of a volunteer who gets about thirty-five hours of training plus whatever else we can do for them on an
ongoing basis, what is realistic for us to expect in terms of their approach? What we try to do is to train them so that they are
empathetic and that they are prepared to listen and that they are prepared to walk on the journey wherever that client goes.
But we are not counsellors. We are not equipped to deal with complex things, issues. So where do we draw the line in that?
How would you suggest that we look at doing that? Or should we bother? Should we just be there as best we can and hope for
the best?
GRETCHEN HARTLEY: Are there other volunteers or people involved with those relationships that could speak to that?
COMMENTOR 5 [Frankie Hester, Paul Sugar Palliative Support Foundation]: I guess, my name is Frankie and I’m from the
North Shore. I work through Lion’s Gate [Hospital] as a volunteer, and through Family Services [of the North Shore]. What I
wanted to say just in defense of that is recently I had a conversation with a gentleman that was in hospice and everyone
thought he was quite confused. And I like to do the breakfast shifts. And this gentleman was having some difficulty with
managing his meal. So I just sat there because we’re not allowed to feed anymore. And he, after a short while, he woke up
and he said to me, “You’re a volunteer.” I said, “Yes”. He said, “I want to know. What’s it going to be like when I die?” And I
said, “I haven’t had that personal experience. But the reading I’ve done and what I’ve heard is that it’s not unpleasant. It can
be very pleasant. And it’s not so frightening.” And I said, “Sometimes people tend to sort of cross over a line and come back.”
And he said, “That’s right.” And I said, “Sometimes people come that they’re familiar with from the past” And he said, “Yes.
Mommy.” And then he just closed his eyes and said “Thank you.” So it was … he just needed somebody just at that moment
to be able to listen to his fear and maybe have some explanation of maybe what might be happening.”
GRETCHEN HARTLEY: Yeah. I’ve heard that story from other places where sometimes it’s the person that cleans the room
that’s just there quietly and able to have a little conversation every day and … that’s really valuable.
COMMENTOR 5 [Frankie Hester]: I was available. So I think as a volunteer it was a gift for me and it was a gift for him.
Because it was so wonderful to be able to share that moment with him. It made my day.
COMMENTOR 6 [Mike Hickey, Prince George Hospice Society]: My name is Mike Hickey. I’m visiting from Prince George. I did
the session just before this one here that talked about the social conversation piece. And there were two kernels of wisdom I
took away from that. And Don [Morris] was one of the panellists there and that’s how I managed to get them from. And the
piece for me was start the conversation. And have it with your wife, have it with your family. Take the taboo out of there.
And the other piece was making sure we change the culture. Because Janet talked about it as well and said “I’ve had the
conversations with my family, and they’re not so easy.” When I look around the room, I’m thinking the people who are here,
you made it to where you are today mainly because you’re a good planner in life. How many people in this room have planned
their advance health care directive? I haven’t. So we’ve got three out of thirty-five. So if I was buying lottery tickets tonight,
that wouldn’t be very good odds. But I think the big thing is taking the taboo out and starting the conversations really early.
The first time my wife and I travelled without our daughter – we have one daughter, she’s 24 now – but when she was about
12 or 13 years old, we travelled for the first time without her. And I said to my wife, “We need to make sure we have our will.”
“Oh my God, no. We can’t talk about dying. It means we’re going to die if we talk about dying.” And ever since we’ve been
changing our will. But even when I go home now, I’ve got to have that conversation again. Because for me, I want that legacy.
I want people to know what I want when I die. And it’s going to come sooner or later.

In the session this morning we talked about the presentation, I think it came from Steve Jobs, and he said “Plan your next six
months. Live for your next six months.” And that’s what we need to do. We need to get out there. Get that living happening.
And get the word out there. Because is it, what kind of salesmen can we be if we don’t believe it ourselves. So we’re not
facing our own mortality in saying, “Yeah. I better get my planning done.” How can I go to the bedside or into someone’s
home and convince them they need to do it. So I think that’s, we just need to be better at selling.
COMMENTOR 7 [Barb Warren, Comox Valley Hospice Society]: Barb Warren from the Comox Valley. I think that your point is
really well taken. I think we need to start at home. And recognize where the ripples are. I started, when I started doing the
advance care planning work in the Comox Valley, I started with my family. I have three adult children and my husband and I
travel together. And so I had to have the conversation with all three of my children because all three of their phone numbers
are in my passport. And they all needed to hear the same information.
But the fascinating thing was, once I started the conversation with them, so my two oldest children have children. I found out
they didn’t have wills. One of them is in a blended family and there was the whole conversation about “Well, wait a minute.
What happens if I die and I’ve got three children from the first marriage that I don’t want them to be split from the two
children that …” So we got in … so the ripple effect was that both the children who have children now have wills. Their friends
now have talked about what would happen for them. So in fact the ripple effect of my conversation with those three children
has been that I’ve hit adults in the 35-45 age range that surround my children and I’ve hit 21 year olds who surround my
eldest grandchild. So in fact we need to recognize there is a ripple effect if we start. And I think … I challenge you. You need to
start.
COMMENTOR 6 [Mike Hickey]: And that’s what drives the cultural change.
COMMENTOR 7 [Barb Warren]: You bet.
GRETCHEN HARTLEY: And so we’re talking now a little bit about wills. But of course as a lawyer friend of mine says, we’re
better at planning for when we’re cold than we are for planning for when we’re still warm, but …[laughter]
COMMENTOR 8: I’m Geri Arkell and I’m from Campbell River [Hospice Society]. I do advance care planning for our
community. What I found is I started out with very decrepit old folks, some with breathing troubles, chronic illness. It didn’t go
very well. I think because of the finality of it all. Anyway, so I’d made a decision that I’m now going for the fifty plus people. I’m
going to the women’s groups because we all know that women will get this done. And so the women, the 50 plus women will
get their 20 year old daughters, they will get their mothers and they will get their grannies. And that’s how we need to do this.
And so with this talk too, I try to bring some of my nursing background to say, “It’s not like TV. “
CHELSEA COOLEDGE: I’m wondering if we should … I don’t think any of us addressed … I’m sorry I don’t know your name but
… I guess my one thought is that’s fantastic training … empathetic listening, being present. I don’t know if it’s possible but
having maybe like a peer mentor group or some kind of group for the volunteers to be able to go back and consult with, say
“I’m facing the situation. What can I do to help support this person?” Whether that means referring them on to a social
worker or psychologist, or is there something they can do in that moment to help. So is there a possibility to have some type
of consultation service for them to go back to and check in with? But I think it’s not an easy answer, especially in small towns
I realize it’s a challenge when there’s not the professionals who are there. And the volunteers do a fantastic job and I think
that’s sometimes more important is to be there and the empathetic listening.

JANET COUGHLAN: I was going to say much the same thing actually. That I think volunteers … I would really validate the role
of volunteers. You can reach so many more people. The empathetic listening is often the core of what people are seeking. But
I do think you need professional back up and if you don’t have that, then I would hope there are ways you can search that out
somehow. I know in the palliative teams I’ve worked with, we’ve been there for the volunteers as well. And the hospice
societies had professionals on board. As Chelsea said, that’s not always easy in small societies, but, in small towns, but I
would hope that there is some way that you can have that link. Because I do think it’s important. There are times when maybe
you just need reassurance that you’re doing the right thing. But you also need to know when there might be a more serious
complex problem.
GRETCHEN HARTLEY: So we’ve got a couple more brief questions – I’m just looking at our time here – which is about the
potential for psychology and counselling professional organizations to partner with hospice palliative care organizations to
promote both public and personal conversations on death, dying and advance care planning. So asking about your
organizations. And I’ll put that out to this group and …
JANET COUGHLAN: Well, if I could jump in. I did bring an example with me of a program that was done in 2011 as a
partnership between Crossroads Hospice and the Tri-Cities Palliative Care Team. So the Executive Director of one and the
social worker from another came together. And they actually based the program, which was I think a six-week program, on a
book by Dr. John Izzo called “The Five Secrets of Dying” [The Five Secrets You Must Discover Before You Die]. And there was
an introduction and they addressed one of those as a focus for the program every week. But it was held at Douglas College
and a lot of people were involved in helping to fund and facilitate this. It’s just an example. It’s an isolated example. There are
probably many other programs that have been done in other parts of the province. And I know it possibly didn’t reach
everyone that it needed to because there was a fee for attending, a small fee. But I think there’s a lot of potential in
developing more programs. And I would hope that we could do for death and dying, the same kind of thing that we’ve done
with grief over the past few years, which is to bring it out into the public. To make these programs, you see them in the
newspaper; “There’s a grief support group at … starting … “And maybe we can do something similar for death and dying to
promote this public conversation.
CHELSEA COOLEDGE: I think we can take lessons from ones … from public awareness campaigns that have gone well and
have created change like, what’s that “Not All Bugs Need Drugs”? Whatever it is. There’s something like that. And there’s lots
of commercials about dementia care. And I know those are different examples but what worked with those? And what
lessons can we learn from that? And can the professional associations work with hospice and palliative care associations to
have some type of public awareness campaign like that? I don’t know what that looks like. That’s quite vague but let’s learn
from what works out there.
GABY EIREW: I’m a big fan of Bucket List Festival which I hope you all know about. If you don’t have it in your community. I
know Pippa Hawley who is here today and who started it is very generous and she just wants to get it out. Bucket List, if you
don’t know, is a way of people dealing with end of life to come and meet. It’s a very positive setting. It’s very informative. She
gets lots of speakers. And people can meet each other when they are grappling with all different issues. I think we’re getting
there. But I think we all could help carry it forward.
SANDRA WONG: So actually for the BC Psychological Association, so we would like to provide more opportunities to educate
the public and also maybe to train people who have this ability to listen, to [provide] empathy and to support. And also we
want to send out a positive message is the time of preparing for dying is something to celebrate. Because we all want to leave
a legacy. We want to [leave] something that have some good memories or have some life examples for the next generation.

And so it’s good to encourage the awareness and also to have more people engaged. We are the group who can start the
conversation and also try to do something together.
GRETCHEN HARTLEY: I love that notion, that time to have those conversations is a time to celebrate how we think about how
we want to live our lives.
SANDRA WONG: Yes and also I think talking about, we’re always talking about PTSD, Post Trauma Stress Disorder, but now
we are more talking about Post Trauma Growth. So, when you’re dealing with some crisis, like dealing with death, it’s a time
for you to grow. You know that the time’s limited but you want to grow. And you want to have added value so we can see it
from different perspectives.
GRETCHEN HARTLEY: Other ideas about partnering and paying these ideas forward?
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: As a small non-profit operator, we’re always challenged with
getting money for what we need. And I really can appreciate what you were saying about your experience with using
volunteers. We were faced with not having a counsellor available to deal with bereavement and loss. And we got a United Way
grant to hire a counsellor with the notion that part of the fee would be donated back to the Society, so that would reduce the
professional fee. And I think that there’s lots of opportunities out there, especially in small communities, to try and get the
fee donated back or half of the fee. Because it’s very prohibitive for some small societies to pay. And they, those
professionals would gain a tax receipt from the donation back. So you actually have to pay the person the full fee, then they
give you half of it back and then they get a tax receipt. So there’s a lot of innovative ways that you can get professional
expertise and assistance as a non-profit. Just throwing it out there.
COMMENTOR 2 [Don Morris]: I’d like to add something. A friend of mine –a psychiatric nurse – told me about the success of
organ donation programs and they have a slogan like “Give the gift of life.” And I think somehow we can, we’re intelligent
enough to dream up a slogan that’s something along the lines of “affirm the preciousness of life, discuss the finite nature of
it”, or something. We need to get going on it.
JANET COUGHLAN: Could I just say the program that I was talking about was called “Make Dying Livable”.
GRETCHEN HARTLEY: Final comment?
COMMENTOR 8 [Geri Arkell, Campbell River Hospice Society]: I just wanted to remind people. I don’t know how many have
accessed the training manual for the BCHPCA and the Canadian training manual for volunteers. But it is just chock full of
resources, so just go into it. We get it sometimes and put it on the shelf and take it out as we need it. But it is just a valuable
tool that we can use as a resource.
GRETCHEN HARTLEY: Well thank you to everyone. Thank you to our guests and thank you to everyone here for stretching
ourselves a little bit about how to open this conversation up in different ways and in different places, particularly through
these counselling or supportive relationships. And I think it really is true that it doesn’t need to be a professional relationship
to be a really, to have a really vibrant conversation. Thank you all.

 Bucket List Festival







phawley@bccancer.bc.ca
Death Café
http://deathcafe.com/
RecordMeNow
http://www.recordmenow.org
Centre for Health Aging Transitions, Carey Institute
http://www.carey-edu.ca/centre-healthy-aging-transitions/
Walter F. Bailea et al. (June 12, 2000). SPIKES—A Six-Step Protocol for Delivering Bad News: Application to the Patient
with Cancer. The Oncologist. http://theoncologist.alphamedpress.org/content/5/4/302.full
John Izzo (2008). The Five Secrets You Must Discover Before You Die. San Francisco CA: Berrett-Koehler Publishers.



to engage, inform and
educate the public on death and dying, and to initiate
discussion on future care for themselves and their loved
ones.









TERRI ODENEAL, BCHPCA Secretary-Treasurer
[Outgoing]; BC Director, CHPCA; Executive Director, Comox Valley
Hospice Society

DAVID LEMON, Founder, Executive and Artistic Director,
Health Arts Society Canada
NICKI KAHNAMOUI, Acting Executive Director, Arts
Health Network Canada
NANCY MCMASTER, Co-Founder, Music Therapy
Program, Capilano University; Fellow, Association for
Music and Imagery
CHRISTY LINDER and JOYCE KUHN, Comox Valley
Hospice Society (HeARTful Expressions)
PAULA JARDINE, Artist in Residence, All Souls, City of
Vancouver Mountain View Cemetery | Royal Oak Burial
Park, Victoria

BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying, and planning for care and the paths to opening these
conversations
 the current and potential role expressive arts have in engaging and educating the public in conversation about death and
dying, and advance care planning
 the potential for expressive arts professionals and organizations to partner with hospice palliative care organizations to
promote public and personal conversations on death, dying and advance care planning
 the potential for expressive arts professionals and organizations to partner with hospice palliative care organizations to
advocate for hospice palliative care in British Columbia
TERRI ODENEAL: Well first let me say how happy we are to have all of you here today. This is a topic that is near and dear to
my heart. I’m Terri Odeneal. I’m the Executive Director of the Comox Valley Hospice Society and I’ve also been on the BCHPCA
Board for a while. So I was asked to moderate this session, which I suspect will come together without a lot of moderation.
But we’ve had several people invited to talk about the topic of conversations using expressive arts. So first, if it’s okay with
you, let’s begin with introductions. And to my left, I have David Lemon who is Founder and Executive and Artistic Director of
Health Arts Society Canada. We wouldn’t have known he was in the arts from his tie but it’s good. We like it. [laughter] That
one just registered; it was a little slow.
DAVID LEMON: I didn’t even catch it. I was dreaming. We’ll try it again.
TERRI ODENEAL: Let’s see. To my immediate right we have Nancy McMaster who is the Co-Founder of the Music Therapy
Program at Capilano University. She is also a Fellow with the Association for Music and Imagery. And then Paula Jardine who
is the Artist in Residence at All Souls, City of Vancouver Mountainview Cemetery and Royal Oak Burial Park in Victoria. And
then to her right is an addition that I appointed or anointed this morning is Christy Linder who is now living in Victoria. But she
was really one of the birth mothers of what we did in the Comox Valley which was something that I was anointed to speak on

too. But I think Christy will really do it much more justice than I would, along with Joyce Kuhn who is with Comox Valley
Hospice Society and who has been involved.
So with that, we’d like to welcome all of you. Oh I’m sorry Nicki – the person I asked, the person I couldn’t pronounce her
name. Nicki Kahnamoui. Okay – I could get there if I worked on it. She is the Acting Executive Director of the Arts Health
Network of Canada. So we have some people who have a lot of talent and experience around using expressive arts and
certainly you [the audience] who have an interest and probably a lot of talent and experience also.
So to start this, I guess, we are taping this session and there’s a mic here for the table. And they’ve given us a mic for people
who want to talk who aren’t at the table. Now we don’t need the mic, I don’t believe, for purposes of hearing you. It’s not
intended for that but it is intended so what you have to contribute will be part of the taped session. So I’m going to set this
[mic] over by the edge and maybe Nicki I could ask you when we get to the point where people are going to engage with us, to
pass that around so we make sure that …
COMMENTOR 1 [Ross Waddell, BCHPCA Advisor]: And we discovered in the first roundtable that you have a squeaky
roundtable, so it helps if someone just keeps their hands on the table … on the table not above it. [laughter]
PAULA JARDINE: Oh is this the séance session? [laughter]
TERRI ODENEAL: So … okay, I’m not sure I can keep my hands on the table. To start with, this morning we’re talking about
opening conversations. And so the purpose of this, us coming together, was talking about opening conversations to engage,
inform and educate the public on death and dying and to initiate discussion on future health care for themselves and their
loved ones. As part of that obviously, we, BCHPCA had invited people to come together for this to share their perspectives on
some questions that were put together. So I think we’ll start with those questions and I think some of this will probably flow
out of our discussions. And so we’ll kind of see where we go and how this works out. But I guess we would like to ask the folks
that have been invited to share their personal experience and perspectives on the current nature of public conversations on
death, dying and planning for care and the paths to opening these conversations. And again keeping in mind the idea of
using expressive arts. So who would like to start for us?
DAVID LEMON: Well I don’t mind starting. Well there are two, I think there are two very distinct questions. One is the
conversation about death and dying and the other is the use of the expressive arts. And the conversation about death and
dying is always a complicated one and difficult socially. But nonetheless, it’s actually becoming quite popular. There are
more books now about death and dying than there have ever been. It’s because the Boomers are beginning to see, feel a
chill. [laughter] And I don’t think we have to worry too much about that. I think the danger of, small as we are clearly, groups
of people in particular projects, trying to embrace some colossal sociological, psychological developmental issue is really not
going to take us very far.
But the expressive arts piece is important. But I think I’ve been doing this health and arts project which is to bring music to
people in long term care and actually in palliative care is the only sort of hospice we work in at Vancouver General Hospital.
We’d like to do more in hospices. But is that there’s been an awful lot of conversation. But actually the answer is not very
complicated. You just get performers who are good at that work going into hospices to play for people who are dying. That’s
it. There’s absolutely nothing standing in the way of actually doing it. It’s not like brain surgery. So I’ve been, I think there are
a lot more conversations than there are sort of doings.

And I think we’re actually at the place where we all know exactly what we need to do. People who are dying don’t have a
different attitude to music than everybody else does. There’s a tendency I find in the general discussion around health and
arts to be talking about people who are ill or in long-term care or dying as somehow a completely different breed of person
from the people that they were before they ever encountered these issues. And we know, and I see people nodding, we know
they’re not.
And to get, what does it take to get people to go into hospices to play? You’ve got to find the right people, they’ve got to be
expert at their playing, and they have to have a certain sensibility. But those things are not that hard to come by. People …
they really aren’t. We’ve been now doing this for years. We have a group of artists who are not professional in – clinically
professional – but they’re very attuned to the kind of work that works in palliative care. And they play in the larger areas and
they play in the corridors and they play in the rooms. And it’s been wonderful. The people at VGH are very happy with the
program. They have their own music therapist as well, which is a different thing. That’s much more of a clinical intervention
using music, usually in one to one or in very small groups. Ours is a performance project. But we had a wonderful – I suppose
I could call it that – but it was sad but quite beautiful – some people who passed, a person passed away listening to Mozart.
So this kind of thing happens.
So I think in short we shouldn’t worry too much about the huge – but of course that’s just my point of view – the whole issue of
death and dying, but the expressive arts as far as we think about music a lot because that’s the thing that appeals to people
and it’s the easiest to deliver. People, even in long-term care, enjoy and as you know, the long term care homes have actually
become palliative because many people never leave them. And so there is a point where people simply cannot do something.
Our project is to provide, which I suppose is what expressive art is, is to provide something that gives people pleasure and
satisfaction and enrichment just the way it does for everybody else. And I constantly use the line that I think this audience is
as important to serve as any other. And that sort of a bit of a mantra because we’ve got in society all kinds of money from
private and government sources to pay for symphony orchestras and opera companies and all that, which is great and I’ve
been part of all that. But how hard it is to get this audience at it. And I worry that we spend too much time working on this
audience as if it was somehow different, a different kind of person. That because they’re suffering from clinical problems and
chronic issues, that therefore they are entirely different and that there can be no value to anything unless it actually
approaches dealing with their chronic symptoms. And it won’t.
We do a concert, we’re lucky. We’re in homes where we deliver a concert once every five weeks. We’re simply not going to say
that 45 minutes of Jane Coop playing Chopin is going to add a second to anybody’s life. It will give them a sense of joy and
satisfaction and pleasure, or they might be asleep. It doesn’t really matter. But that’s exactly the same as an audience. There
are plenty of audiences in concert halls who are asleep too. So I think we’ve been making a bit too much of a meal of this,
“Well what does it do for them?” So that’s my little introductory remark.
TERRI ODENEAL: That’s lovely actually and has some very interesting ramifications. Would you like to …
NICKI KAHNAMOUI: Yeah, I want to talk more about the public though. Because I thought the question was more about how
to engage the public in the conversation and not just the people at the hospice and palliative settings. And I think I
personally, yes, I think we are getting there. I think there is more talk about death and dying. But I think there’s not enough.
I just came back from Iran. I was telling Ross [Waddell, BCHPCA Advisor] about it. During the two weeks that I was there, we
talked about seven funerals with friends. During the twenty years that I’ve been here, I don’t think I’ve talked about that many

deaths. When we do talk about death here, it’s either the glorified death in the computer games, or it’s the de-humanized
death in Afghanistan or Syria. So I don’t think in North America we talk enough about death. And I don’t think when we do
talk about death, we connect it to life. And I do think that they are two parts of the same coin. And we do need to, if we
connect that conversation about death to life, life becomes more meaningful and death becomes more meaningful. And I
think the arts have an immense role to play in that.
A little while ago, I was a little lost about what I was doing with my life. I’m a certified project manager, so I was like “Well, I’m
going to treat this as a project.” And I was like so, what is the, I did first of all, I did my lifeline and I did it in art – collage way.
And I was like, “Okay, so what is the outcome I want?” And I started writing my eulogy and it as the best thing I’ve ever done
in my life, to write my eulogy. Because then I worked backwards. And I worked backwards and I did collages and I did concept
maps and colors – different themes in my life have different colours – and based on that I’ve got a better sense of what I’m
doing in my current life. But I’ve also thought about my death. And I think that the arts have a huge role to play.
PAULA JARDINE: That’s a great idea for a workshop.
NICKI KAHNAMOUI: I would love to do, like I would love to do eulogy workshops. And I’ve had younger mentees who have
come to me lost about what they’re doing with their careers and I’m, “Write your eulogy”.
PAULA JARDINE: “Write your story.”
NICKI KAHNAMOUI: And yeah, I think the arts bring out … the arts don’t let you dabble on the surface for that long. After a
while, they force you to go deep. And whether it’s engagement or it’s listening, whether its active or passive, they force you to
go deep. And once you do, it’s meaningful, it becomes extremely meaningful. And I think there’s [an] immense role that
artists, art therapists, professional artists, community artists – all of them – and the general public. We artists’ role is to help
the general public tap into their creativity so they can create and make meaning of their own life and death. And I think we
don’t do that enough. So, yeah, that’s my little bit.
TERRI ODENEAL: I’m going to ask Christy to take a minute to take off on that with the project that happened in the Comox
Valley around using a multitude of arts.
CHRISTY LINDER: So yes, actually it’s taking what both of you have said. Hospice organizations [in the Vancouver Island
Health Region] a couple of years ago were given the opportunity and the task to be involved with advance care planning. So
this is kind of straddling this morning’s conversation and this afternoon’s conversation. And when the Comox Valley Hospice
Society was taking a look at how it is that we could be talking to the public around advance care planning and engaging them
within that, through our own conversations we realized that the first thing that we needed to do was actually to do our own
work.
And so as we started that, it was part of a conversation that we had. And that’s where we actually took off from. Because we
realized that what was most important was not actually having a completed advance care form but to have the conversation.
And how is that you just start to engage people in the conversation? One of the things – and Nicki just alluded to that – is
that arts don’t allow you to stay on the surface. And so the idea was if we engaged people through art to have the
conversation, well how is it that we can do that?

The team of people that I work with and that we work [with] together, decided that what we were going to do is actually
approach various artists in the community of all different mediums and to really just put it to them “How do you start the
conversation around death and dying, around advance care planning? How would you do that? How can you show that
artistically in terms of …” And we put it out there, not only to the artist community but we also then put it out to the general
public as well saying “What we’re interested in is your expressions” – and it was called “HeARTful Expressions” – around
starting the conversation, knowing that even by just putting it out there, people would be thinking about it. They may actually
be having conversations within their own families, as people … “What is the project that you’re working on?” or “How on earth
am I going to be able to …” So already it was going to start help conversations with friends and colleagues and co-workers
and other fellow individuals.
We also indicated that what we wanted to do with, after a period of time, was to then do a display of, or have a venue in which
this was actually shown, whether or not it was performing art or it was visual art or those types of things which certainly
happened this past spring. So there basically was a whole year. And we titled 2013 as the “Year of the Conversation”. Had
lots of opportunities.
We worked with nursing students at one time and they actually has a project that they need to be looking at death and dying
as one of their modules. We got them involved I terms of doing “HeARTful Expressions” and then they came back. They all had
to come with a finished project of “Starting the Conversation”. And they did. They had wonderful conversations within the
class. But it also had them take a look at what was going on within their own lives. And for a couple of people it was timely
and they didn’t know it because events happened in their life just afterwards. How serendipitous in terms of what that was.
We had a woman who wrote a play and then actually, that was one of the things that started off, that was put out into the
community and a variety of different venues and even went out to other hospice organizations on Vancouver Island, taking a
look about having conversation. And it certainly was humorous of course because we had an old lady who was dying and the
family members who didn’t want to talk about it. And that’s what the play certainly was all about. We had another woman
who did something in claymation, and she did this little video, little short video – a story that she did. We had people who
were artists, we had writers and a wide variety of different things that were put out there.
JOYCE KUHN: Singers with special lyrics.
CHRISTY LINDER: Singers with special lyrics. What I’d like to do is just take a moment and pass it on to Joyce because while I
was part of getting this going, I have since left the Comox Valley area and am now living in Victoria and was out of the country
when they actually had the event itself. So Joyce, maybe you want to talk about what the event itself was.
JOYCE KUHN: Well it was amazing if I do say so myself. And the artistic expressions portion – just the variety of media that we
had, and we had it at the Berwick which is a beautiful independent living, but what would you call Berwick?
TERRI ODENEAL: It’s an independent living facility. It’s a cruise ship on land. [laughter]
JOYCE KUHN: But certainly you even have a view of the water. It’s just this beautiful venue with this beautiful view of the
harbour and everything. And then we had, of course, the paintings were just magnificent. And we had a little display of art
from developmentally challenged people. They had a whole little …
TERRI ODENEAL: The L’Arche.

JOYCE KUHN: The L’Arche, yeah, that was just so beautiful. And there was even bird houses and intricate woodworking. There
was a young woman who danced. She’s sixteen years old and she was just phenomenal. There was a Voices Three. It’s a
singing group. They get together rarely and whenever they do, they just blend so beautifully and it’s always well attended. And
they wrote a song especially for the occasion and sang it which was just so perfect. One of our members of the committee
who is also a retired minister gave a little speech that was just … The different media were amazing.
Back to the college students, there was everything from … the perspective from young people was very interesting. They just
figure that’s for later and that’s for old folks. And young people have accidents and it’s all that more important that they have
had the conversation. And these decisions are more difficult for young people than they are for old people. So there was a
young guy who liked to ride motorcycles. He’s in his twenties. So he had a broken helmet and a talk that went around that.
And there was tap dancers. And there was a mystery game where everybody had a role to play.
You just … all the different things that came together, the different ways. It was just so creative and phenomenal. And I’m
sure it sparked … I’m getting goosebumps just talking about it. We were so proud of ourselves and it just went so well. And
I’m sure there was lots of conversation out of, that stemmed from all of it – certainly in my own family which was very nice. I
made my own husband go who of course didn’t want to go. And he was amazed and we had some good meaningful
conversation after that. So …
NANCY MCMASTER: Was the event videotaped?
JOYCE KUHN: Just little pieces of it and …
TERRI ODENEAL: Some of the performances were taped and …
JOYCE KUHN: And it is on our Facebook page: Comox Valley Hospice Society.
TERRI ODENEAL: Right. It’s on our Facebook page. Yeah, and there will be some more pieces on the website. But we should
probably move on. And thank you, thank you so much Joyce.
PAULA JARDINE: What was the question again? [laughter] Oh, starting the conversation. Well just a really, I’m not, just in
case somebody doesn’t know what it is I’m doing. I organize events in two municipal cemeteries. One in Mountainview
Cemetery [City of Vancouver Cemetery]. We’re coming up to our tenth year. And Royal Oak Burial Park in Victoria. We’re
coming up to our fifth year. And just by virtue of creating a space in a cemetery, it’s implicit in the event that this is a safe
place to talk about death. And we always serve tea – tea and cakes – and which is also very traditional.
And while listening to you, I’m reminded that death is the one thing we all have in common and it’s pretty multicultural as
well. And the, just by creating the space that is obviously to remember the dead – that’s what we say we’re creating a
sanctuary of beauty – people, there’s this kind of casual cultural exchange that goes on. Because there you are and you’re
having tea with somebody and well “When my father died, this is what we did” and blah, blah, blah. And so really important
information is in fact being exchanged.
Walter Kwan volunteers at the Chinese pavilion in the cemetery and honours his ancestors in his family tradition. And many
other Asian people are there saying “Oh wow. You do it like that. We do it like this.” And then other people from other

backgrounds saying “Oh that is so similar to what we do in …” I don’t know what you do in Iran. But/and also there’s no panculture in so many different cultures and it’s important to learn that. But I think just by having an event in a cemetery invites
the conversation. And also by calling myself the artist in residence in a cemetery gets people thinking about [inaudible]
[laughter].
TERRI ODENEAL: It’s such a great title. That’s wonderful. Thank you so much. And then Nancy?
NANCY MCMASTER: Well my perspective is as a therapist, so as a music therapist. And I thought maybe what would be most
useful is to list lots of the activities, approaches that a music therapist would do in addition to providing the beauty, the
vitality that you’re talking about. We just bring in very good musicians who are sensitive. So music therapists, you start there
– very good musicians who are sensitive – and in addition to that, receptive listening to music which is so rich and can go so
many places and can be evocative as well as soothing.
And so for a therapist, you’re open for both. You’re open for needs, you’re open for resources, you’re open for individuality of
culture and personality. So maybe four or five things. There is that receptive listening but it might not be a pre-composed
piece. I might be on the guitar and just picking a chord for the longest time. It’s like, if it’s not broken, don’t fix it. Okay, we’re
here and now I think it’s time for a little colour and come back and that first chord ends up being home. Well often it comes
back and says it’s metaphor. Well in a lot of the music is that we will use …
PAULA JARDINE or NICKI KAHNAMOUI: But it’s following you on that path.
NANCY MCMASTER: Yeah. And that people who are music therapists are trained to do that improv, improvisation. Another
would be imaging to music and that’s a guided imagery in music that I use is a particular training of programs of classical
music it turns out, but if could be other music. It doesn’t make a difference. Maybe four or five pieces that are chosen. Always
there is stability in it. Every piece there is stability. That has to be there. And then on top of that there might be deep grief. It
might start here and go down and you make sure that it comes back up. Always this idea of home is already there in what I’m
saying. A ground that you come back to that gives you the courage to step out from there to return back home.
One of the angles I was thinking to talk about is what’s the person’s values, and what’s needed? What do they value and what
do they believe? At first I put, well what’s true? Yes, well, we die. But actually not everyone believes that. So it’s just a pool
[?]. Let me take my assumptions back. Yeah. So truth, belief, values and then needed, what will facilitate that person having
experiences in align with those values. Yes, well, again both imagery and music would be both strengths and touching on
what is feared. And that might be often emotion. It’s often just emotions of any kind, except for maybe joy. So a balance. All
the music we choose is like, well “What’s needed right now?” Comfort, strength, courage, acknowledgement, feeling – even
feeling.
So that’s around receiving music, listening to music. Listening to music, again pain tolerance increases. Tolerance of pain
increases sometimes – obviously sometimes – with music. And there’s some intense physical pain in palliative care. Thank
goodness not always. And belief through pain – dealing with drugs, with good drugs, good medicine. And also emotional
pain. So supporting that, the therapist has been trained to be so aware of their own pain, of pain, of what it’s like to feel pain,
to be around pain so they’re not aversive to it. And know what it takes to go into that, those areas.
The song lyrics – starting a conversation. I was thinking of Renu [Bakshi, morning keynote speaker], of her mother where
nobody talked and I just thought, I wonder if there was a Hindi song that would have been about strength and about faith and

courage at that point, how to start a conversation. Even no conversation, it was in the song. “We don’t have to talk about
Mom.” There’s an issue of course. But it’s in there [the song]. And palliative care really often with song choice – give people
song choice – and really often, death is mentioned in the second or third verse. And they go “Huh! Well that’s not why I chose
that song. I didn’t remember that.” But it’s the songs they chose. And obviously not always, but sometimes.
Song writing. There’s something called a “Legacy Project” with music where “How would you like to be remembered? Is there
a gift you’d like to give to your family?” And sometimes, if someone can’t speak, they can point to some songs that you put
together, well, maybe these topic areas from what I can gather about this person or just basic values of resources: strength,
courage, hope, love, beauty, meaning. There’s a lot of songs that have been written about that. Or yeah, song writing.
Word substitution in a well-known song. For someone that can talk, I’ve seen lots of examples where you just, you go away or
even you just read down some of those key words and you go away and you create a song and bring it back. And the person,
well the person never had that experience. It’s just like “Oh my gosh, you captured … this would be really good for my children
to know how I feel in my life.” And related to that, if it’s with recorded music or songs, would be life review. So it’s like your
eulogy. “Well, what’s my life been? What’s the track of my life been?” And having the songs for that or pieces for that.
And then, this is so often not done in palliative or hospice but relevant when someone has the energy, is improvisation. So
you’re feeling this, I don’t know, this love that is overwhelming you for someone that you’ll be leaving. And I would take in
some instruments, might take in some instruments and try out each of these instruments and see if there’s one that maybe
could be a voice for that feeling. And when people can do that, when they go there, it’s … It’s the same I think with art, well
you’ve got a blank piece of paper and you’ve got all these colours. Which of these colours is the one for that? And so sound
can be used like colour. That’s some ideas, so/and there is a music therapist I know in the Palliative Care Unit at VGH, and a
brilliant guitar player. And so there’s that whole mixture that includes also that listening.
TERRI ODENEAL: This is so inspiring to hear. I’m anxious to hear how this all can interweave and come together.
PAULA JARDINE: Could I just say something? Just about the music in a palliative setting. My experience around death in our
culture is there’s still this huge gap between the moment of death and the final disposition. And also in my experience, the
music can be a kind of rope that the family – the harpist played my Dad out and then she played at his funeral. And we felt
that it connected us.
NANCY MCMASTER: Absolutely. A link.
PAULA JARDINE: Or [at] Dr. Nancy Hall’s funeral we had a procession through the cemetery so all of the different people who
had been spelling each other off caring for her were finally together and the music led us. We walked her home.
NANCY MCMASTER: I made a relaxation recording that’s very – it’s called “Simple Fare”, F-a-r-e – so simple food. And I
made it for a friend who was about to have a Caesarian and she was all nervous about taking care of her baby. But/so I made
it straight from the heart, and really simple pieces. And it’s been used in a lot of palliative places for comfort, relaxation. But
the music therapist will often put that on in the hall. So it’s also for grief. It’s just relaxing. And I think because it’s got that
heart, it just was made with ….
PAULA JARDINE: Music creates its own space that carries us. It’s really …

COMMENTOR 2: Can I ask a question? Sorry. Thank you. Is it on?
TERRI ODENEAL: Yes it’s on.
COMMENTOR 2: I’m just curious, because you talk about the arts and incorporating and how important it is to have the
players etcetera, can I ask how you, each of you have engaged the artists and the art community in that conversation?
Because just saying it’s starting the conversation or that it’s about death and dying, I imagine there’s some context or
conversation that needs to happen even to engage someone to come and enter into a hospice or palliative care situation or
to be willing to share and be vulnerable in terms of what you’re sharing because it’s a very personal experience. So I would
just be interested to see how that went in terms of having the conversation at the community.
TERRI ODENEAL: And I think now, if it works for everyone, there are a couple more questions that speak to how hospice
palliative care organizations can work with the performing artists to come together and promote public and personal
conversations on death and dying and also how we can work together to advocate for this. But I think we really need to open
it up to the group and have a dialogue because we’ve thrown some things out and I think it’s important for us to hear from all
of you.
DAVID LEMON: Well that question is interesting because it seems almost as if it’s slightly the other way around. It is the, after
all I came with the focus that this is hospice and palliative care and music, and the arts. And artists like everyone else, they’re
all very busy people, and they have got their own things to do. I don’t think artists are the conduit between hospice and
palliative care issues and the public. They are able to provide something wonderfully useful to people in long term care and
who are dying, just as you have described. And it’s actually something that can be quite readily implemented.
So certainly in our work, we find ourselves advocating for the values of music because that’s what we largely do although we
have some spoken word programs. The values of music played at a particular level for people who are in long term care and
essentially palliative situations. And I don’t think there’s any way in which we can get our artists to then somehow start
finding a way to involve the population at large, not in any really substantial, not in a really large scale.
Certainly art is always going to be used as a way of communicating what death is about and they’ve been doing it. Western art
certainly and I’m sure many other cultures. Well they are. All of them, many from First Nations and onward are saturated with
the presence of death and helping people to sort of come to terms with it. The Egyptians getting ready for the other life and all
the arts that went into that from the, all the things we know about them. So/and music filled, and you alluded to that, music
is filled with intimations of mortality. So is poetry, so is literature.
So I kind of, when I see this last question which you’ve raised, the potential for expressive arts professionals and
organizations, so I’m thinking Vancouver Symphony, Vancouver Opera, [Vancouver] Recital Society, PUSH Festival to partner
with hospice palliative care organizations to advocate for hospice palliative [care], what … I’m not sure how they would go
about that, how precisely they would do that. Because I think that most people get that hospice, to advocate for it doesn’t
really need advocating for. People think it’s wonderful. I mean everybody wants to end their life at home or in hospice, not in
hospital if they can possibly avoid it. So I think that that piece is done. I think the other piece that we’ve been talking about
hasn’t been done and I’d like to think there’s a way of doing it. Well there is a way of doing it. You pay artists to do the work,
either as music therapists or in performance situations.

TERRI ODENEAL: I might add one maybe possibly different perspective on that that I think we experienced when we started
the project that we had in the Comox Valley which, and the first piece of that was a play that was written by a local playwright.
And I was absolutely amazed when we put this on and it had a lot of humour and it had a lot of very poignant scenes and it
was the journey from here to there and it involved family and kind of a stereotypical conflictual family relationships. And we
had 140 people in a very crowded theatre there, low [?] theatre performance.
And what I noticed and what I heard from people I knew in the audience who were at that play was that that play put forth for
them a different perspective, a perspective where all of a sudden, some people that were very guarded and very unwilling to
talk about advance care planning much less death, they came out going “I get it”. Through the laughter, through the, all of
that. So it was a venue to touch a certain segment of people to have the conversation and to engage in a way that I don’t think
we could have gotten them, I don’t know it would have been possible to get them to another venue so I’m just saying …
DAVID LEMON: I’m understanding. I just want to clarify then in my own mind. How does that advocate for hospice palliative
care?
NANCY MCMASTER: It starts a conversation and that’s what we’re talking about here.
TERRI ODENEAL: It starts conversations.
DAVID LEMON: But how much advocacy does hospice palliative care need?
NANCY MCMASTER: A lot. Some people don’t even know about it.
NICKI KAHNAMOUI: A lot and I’m not even involved in hospice palliative care. I think it needs a lot. I think people are not
ready. They just don’t …
TERRI ODENEAL: It needs a huge amount.
NANCY MCMASTER: We know about it in the hospital system but the public doesn’t. “That’s about death!”
CHRISTY LINDER: They’re afraid of it. There’s a lot of fear around it because it’s about death and so “I support it. I think it’s
important but I don’t need it yet. It’s not for me. At a time when I will, I’ll look at it.” And then they turn away.
DAVID LEMON: But that’s okay.
NANCY MCMASTER: But how much service do we need? We don’t have enough services.
TERRI ODENEAL: We don’t have service to serve them.
NANCY MCMASTER: We don’t have enough yet.
DAVID LEMON: Oh you mean we don’t have enough services.
COMMENTOR: That’s why we’re advocating for more.

NANCY MCMASTER: We have a speaker here.
COMMENTOR 1 [Ross Waddell, BCHPCA Advisor]: Well since I wrote the questions and the reason you’re around the table is
because I found you [laughter], just to let you know the question that David is referring to is the fourth question and not the
second one, but it all ties in together. One thing I was going to say was tell us what you do right now, tell us exactly what your
organization is doing right now – you’ve been doing that somewhat but we really want to know what you do in detail, in brief.
And one of the issues with advocacy is, it’s not advocating for people to use hospice palliative care services, it’s advocating
to the government to provide the funding and the resources for the services that people can actually use. Because we have
this tsunami – a demographic tsunami that’s coming at the health care system – and we have all these fine people in this
Forum who provide those services but there are not enough services, there is not enough funding to provide the care for all
the people that are going to need it and want it. So when we talk about advocacy, it’s advocacy in many forms. It’s including
some of what you’re saying but it’s also the advocacy for the services and the kind of care, the quality of care, the access to
care if you’re in … So/and one thing that you’re all stating is that, and which we hoped that you would say was that expressive
arts are a way of entering the conversation that isn’t only just talking about it.
DAVID LEMON: But don’t you think, and now I get it totally, this is really about the necessary job of persuading government to
come up with more money for services. And that’s something which I’ve encountered a lot, not just in terms of our work but
seeing all the other work that goes along. But you asked the specific question, what precisely do we do? Is that what you
mean?
COMMENTOR 1 [Ross Waddell, BCHPCA Advisor]: I think everyone needs to know that.
DAVID LEMON: I didn’t know so maybe I tried but I didn’t work so well. But the idea: we give 45 minute concerts with
professional artists, professional performers in series as far as we possibly can, in long-term care homes, so that, residential
care homes, so that we would probably ten concerts in a year, so that’s once every five weeks or so. And we pay the musicians
to do that. And we work with the homes to work on the program. We certainly direct the program, that is the actual music
that’s going to go in there because we know more about that than they do. But nonetheless we’re constantly responding to
whatever works for the residents because that’s who we’re serving. Is that okay?
And palliative is somewhat different because it is a different situation. So we have and we do work with the therapist at VGH
[Vancouver General Hospital] and have for several years and the program seems to be working as a, as something that will
provide something of value there. And we have a group of artists who have been working fairly consistently in that field. And
we would in the event of hospice.
Now you’re question about the funding for these homes, well it’s extremely hard for us to get funding even for our little
program. In fact I’m pretty much giving up on government. I think what’s needed for this is something that is … whether the
artists can do this I don’t know. One group of people this government doesn’t really listen to is the arts sector. People in the
arts sector have no voice in this government. So using the arts as a means of encouraging governments to put money into
hospice is …
TERRI ODENEAL: Joint with the palliative voice, right [laughs]?

DAVID LEMON: Well actually, it’s really a shame. The government will occasionally do extraordinary things. They popped up
with half a million dollars for that opera “The Stickboy” that’s being done because it’s about bullying and that’s something
the government wants to deal with. And they’re going to tour it to schools. And that’s about a conversation about not bullying.
Whether the kids who are bullying are going to get the message through an opera, I don’t know. But that’s the idea. Maybe
they will. Maybe the arts can do that. But I think that from what I’ve been talking to people about music therapy, that the
therapists are under pressure to get funding for their work, just to get the funding to do that work. So if the government isn’t
listening to the people actually doing the useful work in these situations, will they listen to them if they’re advocating for more
hospices and palliative care?
NICKI KAHNAMOUI: I think advocating for government funding, it’s a two tier approach. You approach government for funding
and you need to convince the government. But you also need to create demand and you need to convince the public so it
would be a platform that they would vote for. And if there’s more public on board and there’s more public awareness,
appreciation, there would be ideally, in an ideal situation, the supply would be there. And I think arts has a role to play in
engaging the public, absolutely. I think for government, you need more evidence. That’s what government, especially this
government, wants to see – dollars right? But I think the arts can engage the general public in more awareness about
hospice and palliative care.
NANCY MCMASTER: I think we’re talking about collaborative. If I think of the arts, of some initiative of health care, of maybe
affected family members and collaborating with the arts, I would do a fundraiser. I have done fundraisers for instance as
music. Or end-of-life planning workshops where there’s an artist there, to take it deeper, to take it into more awareness of
“Now wait a minute. Actually, what do we, what are we going to need, what do we want?”
NICKI KAHNAMOUI: I think BC Transplant did a really good job with arts. They increased the donor registry by using the arts –
video and imagery.
DAVID LEMON: Do you think that this government is responding? Do you think it could possibly get enough interest, and I’m
not sure how that would be done practically speaking, in engaging people in the arts? Because even those people who are
thoroughly engaged in the arts – and there are lots of them – are having a very, very hard time in convincing the government
about their own practices. Do you think they can really convince the government on other practices?
NICKI KAHNAMOUI: Because you’re focusing on artists. I’m focusing on the general public. That’s the difference.
DAVID LEMON: Oh I am talking about the general public. No, no. Do you think that the general public, okay, do you think the
general public is actually listening to anything much that artists are saying?
MULTIPLE COMMENTORS: Yes. Absolutely.
NANCY MCMASTER: Theatre, dance, yes.
TERRI ODENEAL: I’d like to hear from some of you about your questions.
COMMENTOR 2: I have a good example, actually. I live in Langley and my kids attend the Langley Fine Arts School which has
done, they’ve done some huge works in engaging the public and the community at large in terms of conversations. So they do
an “Arts Matters” series and bring in a variety of artists, acclaimed artists. So Sir Ken Robinson has come in, David Bouchard

came in, Dan Mangan. So really rallying the troops so to speak in a variety of ways. So/but they did it from a number of folds.
So they engaged the students first in artistic study on a particular topic area etcetera. I have ideas written here because I’m
going to go talk to them about doing some work for us in the Arts Matter piece which stem from this conversation.
But I think it is powerful to see one engaging the youth and giving them a voice, in that bringing in experts they realize that
they both have something to learn from each other and then taking it to the broader community. We’ve seen our community
pay more attention. And that’s including the Arts Council funding locally. I think it’s a, I know it’s not as far reaching in terms
of provincially or federally, but I think there’s some opportunity that allows us to, it’s a continued conversation. Its give people
something to talk about and to learn in a different way.
And I think arts – the expressive arts in particular – you talked about death being a component. It’s always been a component
of the arts when you look at, if you look at all those great stories, there is a component of loss in so many of them – in music
and in plays and all of those pieces and the ways we express. So it’s been interesting to see, even with my children, that our
conversations have started and often head into difficult territory, but have started from artistic experiences that they’ve had,
either at school and otherwise. So yeah, I think there’s some great opportunity.
COMMENTOR 3 [Ann Gillespie, North Shore Death Café]: I was just going to say that I think, well I don’t quite know how this
fits in, but I was, when I was looking, considering the whole idea of advance directives, there’s a town in the [United] States
called LaCrosse, and what are they’re, they’re Wisconsin. Fifty thousand, fifty-six thousand people. And that is the only,
across the States there’s probably about 30% of the population who have completed advance directives. It’s growing. But in
that town they have 96% of people who have done that.
What the government hears from that is that there’s a lot of these people who are making choices about not accepting being
on life support and that kind of thing. So they’re making choices. One assumes at an earlier stage they’ve had the dialogue,
they’ve had the conversation. Perhaps been triggered by arts, expressive arts involvement. So I think there’s sort of a staging
of how things kind of, the dominoes and how things fit in, where the arts fit in and where the public picks up once they’re
educated.
Because I think through the process, people … I think the whole idea of individual rights and patient rights doesn’t usually
extend to death. We think about it in so many other ways around disability and other kinds of things. But in the general
conversation, we’re not talking about our rights as patients in terms of how we die. And I think when people start thinking
about those things and realize, “Oh hey. Only 30% of people can actually access hospice or palliative care” – I don’t know
what the statistics are but people are going to, that’s where it’s going to come from. It’s not directly from the arts but I think
the arts has a very specific role in motivating and educating and stimulating that conversation, so people can demand.
COMMENTOR 2: I don’t know how they got the 90%. It makes me want to contact this community.
NICKI KAHNAMOUI: Can I? I’m taking up too much air time but when we talk about public education, I think it’s also
important to talk about the use of arts in educating health professionals. I think they’re, health professionals are trained on
life, on saving life, not on death as much. And the arts have a role to play there, and the medical humanities programs that
are popping up across the … We’ve got more and more medical humanities programs. Next year, there’s going to be a
conference in Vancouver that UBC is hosting that’s going to have, there’s going to be a medical humanities component to it.
So I think there is definitely room there also for education of health professionals and the use of arts for educating them.

CHRISTY LINDER: And I think for me, I actually go down to the individual and work up. And so it can start as simply as at the
bedside in terms of using art expressively in whatever modality or form that it happens to be that is providing quality of life
and care for the individual who is ill and/or their family members. Artists, professional artists, informal lay artists, also live
and die and so do their family members. And some of them will come and utilize hospice as well. One of the things that we do
know is that when people have good experiences with hospice at such a crucial part in life with somebody they care so much
about, they talk about why isn’t there more hospice, why isn’t there more support for that.
So they become people who can start to advocate for us, those who are coming with an artistic background, an expressive
background, a musical background or whatnot can also become advocates, either speaking out vocally or by taking their
skills and reinvesting it back into the organization or the larger organization, BC Hospice Palliative Care [Association] for
example. So that they become involved at the community level itself, whether or not, and one of the ways that they may do
that is becoming a hospice volunteer themselves, starting up or helping to maintain a program, or by offering the opportunity
to be able to us their talent as a way for doing some fundraising or some advocacy for the organization.
I know of one particular fellow in the Comox Valley who had been involved with “Voices Three” which is a musical group that
does come together. He was playing for a concert that was supporting the hospice society days after his mother died. And
he’s a well-known fellow in Canada for what it is that he plays. He has been involved with hospice on the periphery for the last
six to eight years.
And so there are different ways in which artists themselves can get involved or be involved at individual levels but also how it
is that they can use the voice to start doing some advocacy because there are times in which somebody who has a name, so
to speak, that is recognized, who may then, having had a good experience with hospice, with their loved ones, or for
somebody that’s been important to them, to be able then to carry that forward. And those are voices also get heard at
different levels.
So again, it comes in at many different levels but we always need to be dealing with the individuals themselves and how it is
that they’re giving of themselves, whether it’s professionally or whether it’s personally, whether it’s from the heart. And the
way to be able to express it. And certainly again, often times what happens is that we may not be able to have the
conversation because it’s too uncomfortable. We may not be able to have the conversation because we no longer have a
voice. We can no longer speak. But the heart can always speak. Just being present with somebody and holding their hand,
hearts are talking. And much is being said at that time, just through heart conversations where not a single word is spoken.
It’s very, very meaningful. And so there are many, many ways for people to do the connection and I think that using art as a
different expression, to be able to voice and to have people put voices to what they’re thinking, what they’re feeling, what
they’re experiencing, or just being present in that room.
TERRI ODENEAL: I was just going to say I know that lunch is shortly actually getting on us, but please say what you were going
to say and then we’ll close up.
NANCY MCMASTER: Well just a couple of things and David, I feel like you’re the voice of something. I’m not sure what – a
skeptic or reason or something. But I seem to have a lot of loose ends to tie up with you. I think not so much with classical
musicians, but I think with pop musicians and theatre and dance across all centres and in all cultures, but recently there are
artists who have a social conscience, who are social activists, who love to pay forward. We have in England Paul McCartney
and a whole bunch of very popular musicians who got involved in fund-raising for music therapy. So that’s for music therapy,

not for hospice. But they just raised maybe a million dollars. So that’s possible, not only for fund-raising but to be a voice.
The arts historically are sometimes a bit of an agitator in society.
DAVID LEMON: Well the issue here is galvanizing the public …
NANCY MCMASTER: Absolutely. That’s what activists do.
DAVID LEMON: … to get them to put pressure – exactly. But well galvanizing the public so the strength of the public value of
the project about which they have become galvanized is so strong that the government will listen to them.
NANCY MCMASTER: Or not government. I think of Cottage [Hospice] ….
COMMENTOR 1 [Ross Waddell, BCHPCA Advisor]: Government’s only one part of it. And I will fully disclose that I worked for
government for most of my life as a funder. But it’s not just government. That’s just one advocacy approach. There’s public
advocacy for services, for the quality of the services – there’s a whole bunch of different perspectives.
MULTIPLE COMMENTS
NANCY MCMASTER: No change is possible or some change is possible. That’s …
PAULA JARDINE: Well apparently the perception is that everything’s fine in hospice and you didn’t know they needed more
resources.
DAVID LEMON: Well I’m not at all surprised they do. I’m not the least bit surprised they do.
TERRI ODENEAL: Comments: Are we done?
COMMENTOR 4 [Meg Milner, BCHPCA President]: I’m sorry. I was just going to quickly say that my day job is in long term
care. And while quietly long term care in the background is becoming bigger and bigger for obvious reasons of the number of
folks who are becoming elderly and very frail on their way to their end-of-life journey, music therapy, art therapy, expressive
arts are a day to day way of life there. And I’m always touched very poignantly by the elder who’s not been able to speak for
years and we turn on music and immediately she will start to sing the song with the words. And the waking up that happens
with music and art is amazing. And it’s very alive and well and has become funded through various curious means but all the
way across the whole spectrum of long term care which is a quiet growing of the expressive arts in public health in long-term
care. So I just wanted to flag that. It’s huge and it’s happening and it’s alive and well.
NANCY MCMASTER: And in palliative care in BC, almost every palliative care has had a music therapist who advocates …
[inaudible].
COMMENTOR 2: I just had a, on another note, I’m in communications and funds development for the hospice society so
probably a different approach from anybody. But we have a, it started in supporting our programs within bereavement – more
focused on bereavement at this point. We, in our children and youth programs area, we’ve looked at the community arts
funding. So we’re waiting for that but through the City and Township within Langley. And we’ve been able to look at, because
funding is often the issue and artists, I’m a believer that when we can access funding that can allow us to pay for artists, that

allows them to give us more time. Because we, I work from the premise we ask everyone for a little bit and don’t ask anyone
to do all of it. And that makes it easier for everybody. And we are stronger together on a whole variety of levels.
So we have a Moments in Focus project which is a photography project that children and teens are doing to work through
their journey through bereavement and expression of their loved one etc. So more symbolic than specific. And then a Narnia
Room Project that’s in a collaboration with the Kwantlen [Polytechnic University] Arts Program. And they’re actually doing
fundraising for us because we haven’t got word on our funding yet and we don’t know if it can happen but they want to do it
bad enough. So they said, “Well, we’ll use it as an arts and business proposition. Learn how to develop a proposal, go do the
fundraising and make the ask, and do the project and installation.” So sometimes we’ve got to decide where we want to go
and use that creative process in trying to get there too. So anyway, just wanted to share that.
TERRI ODENEAL: Thank you so much. I know we’re running over and I appreciate your time. And I appreciate everyone’s
participation in such a fulsome discussion. So people will be around and I hope will continue the conversation.
PAULA JARDINE: If anybody is more interested in the projects I’m working on, I’ve left some bookmarks on the side table with
my website. There’s some pictures, lots of pictures, and also a little notice about the Royal Oak.

 Health Arts Society
http://www.healtharts.org
 Arts Health Network Canada
http://artshealthnetwork.ca
 Music Therapy Program, Capilano University
http://www.capilanou.ca/music-therapy
 HeARTful Expressions, Comox Valley Hospice Society
http://www.comoxhospice.com
 PaulaJardine.com
 All Souls, City of Vancouver Mountain View Cemetery
http://nightforallsouls.com
 Royal Oak Burial Bark, Victoria
http://www.robp.ca
 Creating Space V: New Directions and Critical Perspectives
Arts, Humanities and the Social Sciences
in the Education of Health Professionals
The University of British Columbia
April 24-25, 2015, Vancouver BC
http://ches.med.ubc.ca/newsevents/csv-en/
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the nature of conversations in your religion about death, dying and planning for care and the paths to opening these
conversations
 the current and potential role of religious communities in public education about death and dying, and advance care
planning
 the role of hospice palliative care organizations to support your religious communities in death, dying and advance care
planning
 the potential for your religious communities and organizations to partner with hospice palliative care organizations to
advocate for hospice palliative care in British Columbia
SHELLEY STICKEL-MILES: So welcome. I think we’ll begin just because we have such a short time. My name is Shelley
Stickel-Miles and I’m [BCHPCA] President-Elect. It always seems a bit of a surprise still. [laughter] So welcome to this
conversation. And this is recorded and that’s why we’re going to pass the microphone around when we do questions just so
that’s recorded. And your voice is not going to go immediately onto radio. We’re just taping this for information, so it can be
typed out information and put on the website for peoples’ use as information.
So I want to introduce our conversation which is to engage, inform and educate the public on death and dying, and to initiate
a discussion on future care for ourselves and our loved ones. And we are very honored to have Dr. Edwin Hui, Professor of
Bioethics and Christianity and Chinese Culture, Dean of Chinese Studies Program at Regent College. So welcome. And we
have Rabbi Cantor Michael Nadata, Schara Tzedek Synagogue, for Rabbinical Association of Vancouver. So welcome
Michael. And Reverend Dr. Richard Topping, Principal and Professor of Studies in the Reformed Tradition, Vancouver School
of Theology. So welcome.

And so we will begin. And I/we have a little five minute question to begin with. But if we end up in a conversation that’s okay
too. So I will begin with you Dr Hui, and if you need me to repeat the question, just ask me. So what is the nature of
conversations in your religion about death, dying and planning for care, and what might be the paths that you take to open up
conversations?
EDWIN HUI: Okay. Let me say a couple of words about my background. I happen to have some experience in practicing either
dealing with dying patients in the hospital. I spent several years as a consultant ethicist in a major hospital, not in Vancouver
– in Hong Kong. I just found the jacket of the faculty that I belonged to when I was in Hong Kong. And I learned one thing very
important. Of course, in Hong Kong I do not have the opportunity to use religious language all the time. But nonetheless,
everyone at the time of their end of life, whatever religion they may have forgotten, they all emerge. So I can reassure you that
religious language occupied a preeminent position in the … I use the word “end of life” because I want to make a specific …
[phone rings] Well that’s the best time to call you [laughter].
SHELLEY STICKEL-MILES: God speaking. [laughter]
EDWIN HUI: But I think it’s very important … I come from the Protestant tradition, actually very much reform, so we do not
need to go into details about all the Reformed doctrines. But I think it’s important to distinguish between the language we
use at end of life as …. End of life has two phases, I think. One is that when you are told that you have a serious illness, lifethreatening illness, whether it is curable or not curable is not certain yet. So that’s the phase that we tend to start, or we
ought to start this [inaudible] advance care planning. But then there’s a second phase clinically we call hospice care or
palliative care. The patient then has entered into the dying phase. So there’s a very important distinction between a person
who has a serious life threatening illness as opposed to a dying person. And the languages that we use, particularly religious
language entirely different for these two phases.
And the whole idea of end of life care is, when the patient is actually in the dying phase, but still consider themself a patient
with a life-threatening illness. And so that’s at the point where miscommunication or the wrong language can be used. And
the whole project of end of life care is to convince the patient which category they’re in. The patient may be still a patient with
a life threatening illness and probably incurable but nonetheless still is fighting for their life as opposed to a dying person. I
personally do not categorize that as a patient anymore. Because “patient” has a very specific historical definition: endure
suffering and take on whatever treatment may or may not add suffering. But a dying person need not suffer, should not suffer.
And palliative care is primarily to remove suffering.
So there are distinct, Reform and otherwise, religious language for these two distinct phases. And I find there’s always a
mismatch. First, from patients that confuse themselves which category they are in. “Am I still a patient seriously struggling to
live? Or am I just a dying person?” So once we get that language straightened out, then we can apply the appropriate
religious language or otherwise.
SHELLEY STICKEL-MILES: Michael Nadata.
MICHAEL NADATA: Do I have something to add? Sure. There is a sea of information which could easily overcomplicate the
question and to answer that I think might be encumbering. So as opposed to doing that, I’d rather point out a narrative from
one of our tracts which is known as the Babylonian Talmud. As often in Judaism, we take narratives in order to elucidate a
point. So the narrative goes as follows:

There’s a rabbi who is, what they call, whether one might distinguish between dying or at his end of life phase. And all of the
town were praying for him to stay alive. They knew he wouldn’t recover to a fully functioning state. There was no turning
around; however from a spiritual plane, because they believed and needed his existence to continue, because he was their
morale, they continued to pray. But one of his workers, a woman, saw that he was in agony, he was in pain. There was no
quality of life, absolute pain, and she took a flowerpot from atop of the roof and threw it down to the streets. And for the
moment that the flowerpot shattered, all of the psalms, the prayers that were being recited halted because they wondered,
what was the commotion? And the moment that it halted was when his soul left him. His soul departed. So what point would I
like to elucidate, to follow?
That in Judaism, we also firmly try and make a distinction between what is this end of life that a person goes through and
when does it get to a point where there is no longer quality of life but also what steps are we allowed to take to both alleviate
suffering but also to not hasten it. These are major distinctions. And one of the reasons why is because if we would do
something which would by definition hasten death, that would be considered as if we brought the death upon that person. So
it’s a very, very delicate process all the way to moving the patient in a way that could hasten the death. So it’s incredibly,
incredibly delicate.
Now in terms of understanding the concept of end of life, we pray and make blessings for healing up until the point that the
soul will depart. And just to conclude with another narrative which hopefully will continue to explain my point. I was in a, right
outside a palliative care room, and there was a man, 33 years old, dying of cancer, and his father was outside the room. And I
said, “Let’s make a blessing for healing.” He said, “What’s the point.” And I said, “Listen. I can’t guarantee that this going to
bring him back to life, that this is going to promote longevity if the doctor said what the doctor said. What I can say is that we
are asking for divine assistance to make the process of his life that he is in right now as qualitatively sustainable for the
family” so the family could be with him in the best way possible. So the purpose of prayer sometimes is to promote that
longevity. The purpose of being there with the patient is to revitalize them and then there is that point, that end of life
situation where we say we still have to make the most of every single moment.
SHELLEY STICKEL-MILES: Dr. Richard.
RICHARD TOPPING: Yes. So let me begin with a little bit about myself. I’m now the Principal of the [Vancouver] Theological
College. But for about fifteen, seventeen years, I was also a Presbyterian pastor of a congregation in downtown Montreal with
about a thousand people and probably performed in a year, maybe 60-65 funerals, accompanying people when they’re
dying. And it’s really that experience that I’m drawing on for today, not so much as an intellectual issue but as something …
You begin as a pastor in a congregation and you’re visiting and doing funeral services for people who are at first strangers.
But the longer you’re there, the more they’re your family and your grief is born of love. Because they’re very often the people in
your congregation who you end up seeing the most because of their condition.
I think the nature of our conversation in Christianity about death and dying, it’s narrative. The rabbi has spoken of this, for us
it’s the narrative of the Genesis to Revelation story. That we see ourselves situated in that big story of Creation, of the coming
of Jesus Christ who takes on human flesh, and of our hope for life forever with God. And so given that sort of big picture,
there’s great value in creation, incarnation and hope for the body. I’m always surprised at the degree to which Christianity, I
think well understood is a religion that values the body. One of our central creeds, like the Apostles Creed, says nothing about
the immortality of the soul. It says “I believe in the resurrection of the body, the life everlasting.” Somehow the immortality of
the soul has become part of Christian conversation, when our earliest creeds don’t talk about it that much. It’s very Greek and
Platonic where the body is very valued, so …

EDWIN HUI: The rabbi is talking about the soul.
RICHARD TOPPING: So it’s that big picture, that life is a gift, that bodily existence is good, that human individuals have value
because they are created in the image of God and they’re actively loved by God. So the bodily life is a good thing and to be
treasured. And one wants to accompany people in that bodily life from its beginning to its end for its own sake. Because we
would even use rights language about that. They have entitlements that belong to them as creatures made in the image of
God. They are not assignments we make to them but they’re entitlements they have because they are God’s creature.
I think in Christian theology too, we also think that human life is finite. Nobody lives forever. As far as I know, the death rate is
holding steady at a hundred percent. [laughter] And we bring that before us often. It’s embedded in our liturgical experience
in church. We’ve just come through the season of Lent and Easter where we reckon with our mortality and what we can hope
for over the longer term. So I think that rather than explicit instruction all the time, participating in worship services, taking
the liturgy … The fact that it’s on Sunday which is always a little resurrection, the fact that you follow through reading the
Bible in which the topic of death comes out again and again. It’s part of the conversation of the community.
As a theological educator, we’re very concerned that our students be prepared for this part of their ministry and we do clinical
pastoral education which maybe some of you have worked with our students in hospitals where they’re placed with health
care professionals to learn to navigate that world in a way that’s sensitive to the realities that are a part of it.
Past conversation about death and dying and end of life care in the context of Christian congregations very often follow
funeral services where someone’s friend has died. Within a week, I usually get about six appointments there. And people
want to meet with me to talk about their funeral service, to talk about their will, to talk about mandates or powers of attorney.
And what does Christian theology have to say about when does life end? How long should it be artificially kept alive? At Bible
study groups, we say the creed in all of our services at least in my confession, belief in the resurrection of the body and the
life everlasting. Creation, redemption, what we can hope for, are very much a part of the conversation.
I think practically speaking, empathy for issues having to do with death, dying and the care of those who are dying … very
often in congregations there are pastoral care committees. In my church in Montreal, I had seven retired nurses on that
committee. A lot of congregations are moving to congregational nurses, partly because of the demographic of most churches
are older people. And so having retired nurses on staff – they’re called deacons which is a particular office in the church. And
I would visit people and I can do certain things but health care professionals would look for other things when they would visit
to make sure that people can live with dignity at home for as long as is possible. So a little bit about conversations and paths
to discussion.
SHELLEY STICKEL-MILES: That’s great. And you’ve moved into the next part so I’ll go back this way. The role of your tradition
in that public education around death and dying and advance care planning.
MICHAEL NADATA: Okay. So in terms of education, so I find that up until the point where the discussion of death and dying is
a part of the reality of the family, they know very little. There might be stories that they have seen inside of the Bible, and
narratives that we’ve engaged in, but I think that we run away from the concept of death and we run as fast as we can. In fact
our mode of law, in Hebrew it’s called Halakhah which means movement, dynamism. And one of our well known authorities
on contemporary Jewish law is known as Rava Joseph Soloveitchik and he wrote a book which created the dichotomy or
conflict or paradox between the Halakhic Man, the lawful individual, and the next man, who kind of longs for what goes

beyond the cosmos. What’s the next world, the soul? He says while we’re here and we’re alive, we should engage in
everything which is lively. So we engage in those parameters and try not to contemplate on death. And that’s often what I see
with congregants, what I see with Jewish community members, that until we get close to that conversation, there is no
conversation about death. And then it dawns upon them and it’s a very scary reality. So what do you do?
So there are different types of discussions. As I already conveyed prior to one of the discussions is what type of care, what
type of ways to alleviate pain, what can we do to promote quality of life, when is quality of life no longer according to the
patients or according to the family, quality of life. These are difficult things to gauge their case by case scenario and really
engage in that technical nitty gritty discussion in accordance to our law.
And I do find that yes, people are interested in engaging in the philosophical context of what is the meaning of life, what is
the meaning of the next world. But they also want to know the “how to”. They want to know the directions. “What do I do
next?” if they feel at loose with their directions of when to turn right and when to turn left. And philosophy doesn’t really
matter in terms of engaging in this conversation. So we first discuss what the doctors can and cannot do and enable and
empower the patients to get into that discussion with the doctors. And also have the doctors call us, call the rabbis, call the
clergy and make sure that we’re constantly engaged up until the very end. That’s one point.
Another point which is important is moving towards that philosophical context that … I’ll mention an experience that I had
with someone who was in palliative [care] and not so old. And he was talking about how he was angry at God. And this is
something which often comes up, especially if a person feels their life’s been cut short. Who am I, the 30 something year old
to engage in that conversation with him.
But there are certain discussions inside of our law book, inside of our Torah, inside what the rabbis have to say that really
connect to the other side, the soul. Because we do say although the body comes and goes and it’s ephemeral, what we do
express and contemplate is legacy. We contemplate the values which are imparted through the centuries.
One of the reasons why religions exist throughout the centuries is because we’re speaking words of sages and sagely advice
which exceed their point of living. And we bring them up because that renews and revitalizes their values that they’ve
imparted to us, that promotes longevity of life in a very deep way even if their bodies are no longer here. So a lot of the
discussions we have besides the how to and what’s next and quality of life and end of life care is really about the values that
that person wants to impart and the longevity of who they are – their existence – what they can impart to the children to their
friends, to their peers, to their family, and how we can promote that person even after they’re gone.
SHELLEY STICKEL-MILES: Dr. Hui, about the role of your religious community in public education around death and dying.
EDWIN HUI: I think public education about end of life patients is a tough one because not only in the West, but even in the
East Asian cultural context, dying is very much a personal thing. Only the person himself or herself can die, nobody can die
with and for [them]. And so there’s a tradition that dying and death are very personal issues, or in contrast, before the patient
is actually dying, the whole topic of dying and death belong to the medical professionals. Many, many studies have [been]
done that when they interview a patient, the patient will say that, well religious issue does not come into play in end of life
care. There are many studies that indicate that. But in reality this is very untrue. Because at a certain point of a patient’s
dying, all the existential and transcendental questions arise such as “What is the meaning of life? Why am I here?” All of a
sudden after working for eighty years, “What am I doing? Where do I come from? Where am I going?” Expectations and
hopes and despair and so all these things come up at some point in a particular end of life patient.

And so I think the church or religious communities and palliative care have the obligation to go to the public square and
announce or proclaim that actually in this particular, first of all in this particular area or particular part of one’s journey, it is
not that private. It is very relational, it is very familial, and very public in that sense. On the other hand, it should be
announced and made know to the public that this is no longer a medical issue at all. Because in, as I said, the reason why it
is important to distinguish between a patient who has a serious illness as opposed to a patient who is in palliative care is
precisely that. See when the patient moves, makes the transition from the patient to a dying person, then religion is no longer
a simple medical issue. It is no longer entirely of the medical profession. Other people have to come in. And in that regard,
it’s the palliative care people as well as the religious people. Because the other dimension of the human person is involved.
When the patient is a patient, a seriously ill patient, we can focus on the biomedical issues. But once the patient makes the
transition to become a dying person, then other dimensions – psychological dimensions, social dimensions, relational
dimensions, existential dimensions and transcendental dimensions – all come in. And these go beyond the so-called
medical paradigm.
Beyond what the medical people themselves … many medical people, speaking, having ten years experience when I was a
young man like you [Michael Nadata], was a physician. I had a problem with death in my early 30s, late 20s. I don’t know
what death is all about, and even less with dying. And that is very foreign to me. So all I know is how to cure the patient and I
cure the patient. It’s all medical. And when you want to talk about patient dying or not, talk to me and nobody else. Very
protective, the medical profession are very protective of their turf.
But if the patient is truly a dying person, then it goes beyond that paradigm because doctors, young or old, well I’m much
older now and I’m no longer practicing medicine, so I realize the other dimension is much bigger. And the palliative care team
and the religious communities have a lot to play in all the other and probably more important dimensions at that part of one’s
journey. And so the cooperation and partnership is all related to public education. Unless we educate the public on this
transition and this team, interdisciplinary and multi-dimensional approach, the public will always think,”Oh, this is all about
medical things.”
MICHAEL NADATA: I wanted to just add to your point in terms of it being not private but public just in terms of a Jewish
ritualistic perspective. So when a person is dying as opposed to the question of whether or not they’re on the cusp, so one
thing that we do is we make sure that even after a person dies, there are things that the family does after they die. Well for
example, they close the eyes, the mouth is closed, the windows are closed. There’s also certain scriptural phrases that are
recited that directly connect to God. But in addition to that, prior to, we have a committee that’s called the hevra kadisha
which purify the body. Prior to them arriving, someone will be sitting there. I’ve sat there for hours with a body and recite
psalms or prayers. Because it is a transitional phase and we don’t want the body or that soul to be alone at all as they go
through that transition. That’s one of our fears, so we … I think that there is a certain assurance for the family as well, when
somebody is there providing that comfort, even after the soul has departed. And I’ve seen it. They’ve felt the comfort that we
don’t want to leave them alone. So I agree with you with that, it’s not private.
EDWIN HUI: Not privately. But yet there is a small sect of Protestants in southern Alberta. I can’t remember the sect. It’s very
conservative. But they have a tradition that when a person in a family is actually dying, they immediately announce it to all his
friends and they will come and spend the last weeks, coming visiting. Because one of the big things about a dying person is
that they need to have a completion, sort of a closure in their life. And they need to reconcile with all the family members,
reconcile if there’s any differences or conflicts with all their friends. And that sect of Protestants, they set aside the remaining

few weeks for people to come and visit and reconcile and celebrate. And so this is a very … even though a person can, only
that person can face death, but the dying is a very public thing, and very relational. And so this is when the public need to be
involved. I think we have a lot to contribute.
SHELLEY STICKEL-MILES: I’ll go back to you because you’re segueing so quickly …
RICHARD TOPPING: Yes. No, I was just thinking that part of the point you’re making here is that that is one of the practices
this sect has to offer to the general public, as a particular public, a kind of new option, develop our repertoire of possible
responses to death and dying by looking at how religious communities deal with these things. When you asked the question
here about the role of religious communities in public education, I’m thinking religious communities are publics. There is no
Esperanto for dealing with death and dying. There’s only the language of particular communities.
Before I came here I was sitting out in the lounge waiting and two people were talking to me about the importance of
providing palliative care – verbal care – in the language of the person to whom they were dealing. Someone from Quebec and
they were talking … and I was thinking, one philosopher says it’s as possible to be religious in general as it is to speak
language in general. And the analogy is an important one. To treat all faith groups as just varieties of the same thing is not
always helpful to the person experiencing palliative care, or even care when they’re sick. That there is a tendency …
I used to be a speaker to doctors who were about to graduate when I was in Montreal at one of the medical schools there.
And one of the points I was always trying to make is that religious language is not avoidance. This is what people believe most
profoundly and deeply. And part of it is we all operate out of a certain idiom when we’re dealing with sickness and dying. And
one of the, the predominant one in our culture is therapeutic and medical. And so if people bring a theological way or a faith
based way about talking about their experience, there is a tendency at times to view this as avoidance or to reduce it to a kind
of epiphenomenon or of some sort. And I think respecting the integrity of that language, partly because of what if offers to the
larger culture is really a service to the general public about that there are a multiplicity of ways of dealing with death and
dying.
SHELLEY STICKEL-MILES: Can you maybe connect to now how you have seen tradition, your tradition, people in your tradition
use hospice or connect with hospice and is that a supportive role?
RICHARD TOPPING: Yes. Certainly. We had a group at our church who were trained in hospice care. More and more
congregations … I was in downtown …
SHELLEY STICKEL-MILES: By hospice?
RICHARD TOPPING: By hospice, yes. And I was in a congregation where 65% of the people are single adults living alone
which means that in a downtown situation they’re living away from their family very often. So their faith community is their
family. I said to one woman, “I guess the church is like your family.” She said, “No it is my family.” And so paying close
attention to the kind of care that congregations offer, making hospice training available to them so that they serve their
friends and neighbours in ways that are in public institutions but related to the deep and meaningful aspect of this person’s
life. Their faith commitments, it seems to me to be incredibly important.
We did this at the Jewish General [Hospital, Montreal] together with the palliative services of Montreal and it worked very
well. We made an agreement between us as clergy that if someone from our particular tradition, wasn’t from our tradition,

who needed care, that we would contact the faith tradition of that particular person to see that the appropriate care from that
person’s faith tradition was brought to them.
SHELLEY STICKEL-MILES: And in that same connection, how does hospice fit in or how do you connect to hospice? Is there a
role?
EDWIN HUI: Well I think there’s a lot of synergies between the Judeo-Christian religious convictions and commitments and
palliative care. And the basis of that synergism is that both take the human person much more holistically than just a
biomedical specimen. And so that basis provides a lot of good basis for partnership between palliative care because the
success of palliative care is a function of being able to treat the person in this multidimensional perspective, both physical,
emotional, social and transcendental, spiritual. And that is what a dying person is dealing with. All the dimensions are being
impacted. And that’s where the failure of a pure biomedical model, i.e. the health care professions would fail. But religious
communities, pastors, counsellors, and this multi-interdisciplinary palliative team would complement each other. In
criticism, my experience is that hospice palliative care teams are still somewhat heavy on the biomedical side. And so the
religious community would act as a supplement and complement to enrich the other dimensions.
SHELLEY STICKEL-MILES: Is that experience from hospice in a hospital, like a hospice team in a hospital, or hospice in a
community?
EDWIN HUI: Well I do not know how to classify. I used to be a board member of the pediatric hospice care in Shaughnessy
[Canuck Place]. That type of community effort. And nowadays of course in the larger hospital, they have a segment. Those of
course, needless to say, operate a lot more on the biomedical model. And that’s where I think the organizations like yours
and the religious community ought to be more active, and proactive.
SHELLEY STICKEL-MILES: If we can give you a minute and open it up to conversation, then we’ll get a little further.
MICHAEL NADATA: Absolutely. I would agree on the point that there is a strong emphasis on biomedical care and therefore,
what tends to happen is people are, since they’re looking for the what’s next in that strict sense, sometimes they miss the
important conversations. And I think that when the religious services come in, what we try and do is navigate those waters
and enable them to redirect to those important connections and as you said, foreclosure as well. You can miss the closure if
you’re only harping on the medical.
SHELLEY STICKEL-MILES: Thank you. And thank you very much for taking time, having thought about this to present. And I’ll
ask for questions and I’m going to give you the mic again for that recording purpose, not any other reason. Introduce yourself
to these people here.
COMMENTOR 1 [Kay Johnson, BCHPCA Regional Director – Fraser, Outgoing]: So, Kay Johnson. I’m on the Board and I’ve
also worked in hospice for a number of years. One of the things that I’ve observed over the years is the number of people who
weren’t affiliated with any religious, organized religious group and at end of life, or even when they were before end of life but
knew they had a life-limiting illness, it seemed to me that there was a huge benefit and importance for things like rituals. And
I always felt like that it was a reaching out for their spirituality when they got comfort from rituals. Can you make any
comments about that?

MICHAEL NADATA: Sure. Well one of our beliefs in Judaism is that when a person is … well I’ll explain a rule then I’ll connect it
to this concept. There’s a rule when we have our silent devotion which is considered the climax of our prayers each day, that
no one is supposed to be within a several foot proximity because they’re kind of breaking the spiritual bubble. That being
said, when someone is sick they say that the divine presence is with them when they’re considerably sick. So therefore,
somebody could pass to and fro, when that person is in the midst of prayer because you can’t break the spiritual bubble.
And what I’m trying to explain is that someone who is at that stage I think the spirituality isn’t there. And it’s a question of
what they’re reaching for. But I think it’s almost automatic that no matter what religious affiliation – who they are – the
feeling and the need to connect to something and do something about what they’re experiencing is necessity. And we find
whether it’s Jewish or not of our faith, that there’s that tendency to latch onto something meaningful and figure out what that
is.
SHELLEY STICKEL-MILES: Either of you want to comment?
RICHARD TOPPING: I’m going to say my experience as a visitor in hospitals. Very often I would go to visit one person and
there’s four beds and I would end up visiting everyone. Because they would call me over for some kind of reading or prayer or
a conversation. And I think a lot of it has to do with a willingness just to be attentive to peoples’ needs. To be present to
people. I can remember one time praying in a room for a woman who had her hearing aid, she didn’t have it in. So I prayed
very loudly so she could hear. And when I finished everybody in the room said “Amen.” [laughter]
So it’s being attentive to … Not everyone has folks coming to see them or support them and they’re feeling pretty alone in the
world and if they hear or see someone who they think they can trust, and you’re open to an encounter with another human
being, that’s amazing where that can take you in that kind of context. I think of palliative care and the hospital experience as
a kind of thin place where people are open to kinds of comfort that they don’t, haven’t always had comfort with and they’re
discovering that, at that moment.
COMMENTOR 2 [Ruth Edwards, BCHPCA Regional Director – Interior, Incoming]: My name is Ruth Edwards. I’m the Executive
Director of a twelve bed hospice in Vernon in the Okanagan. Over the past eighteen months in Vernon, we’ve had a very
interesting program happening in our community called the Interfaith Café. And every couple of months there would be a
meeting of the Bahai, of the Sikh, of the Hindu, the Jewish, the Protestant, Catholic – all faiths imaginable in as not a diverse
community as Vernon is, they would meet. And they would discuss topics from birth, coming of age, marriage, death … all of
the various phases of life would have a place during the discussion.
And it was quite interesting first of all to see how many faiths took part in those discussions, how many commonalities there
were between the different faiths, and the removal of the mystique of some of the faiths that were represented in the group.
But as a hospice, we were invited to those conversations and it was quite an educational experience for us to be taking part
in those conversations and very educational for those other participants to get to know us a little better as well. So when it
came to public education, we found that as a very worthwhile and quite an interesting initiative that took place in our
community.
SHELLEY STICKEL-MILES: Very interesting. One other question? Any comments on that or anything?
MICHAEL NADATA: I have a brief remark. Since we’ve discussed more of the end of life but we really didn’t discuss mourning
so much, that state of mourning. So I was sitting with a family not so long ago who lost someone to a tragic death. And it was

sudden. There was no chance to process. And we were discussing really the chance to have that process, so how do you
engage with the family that didn’t have that opportunity to process and they feel like the life was ripped from them? So I sat
with them and I said to them the following, and I’m sure there are far wiser words, but this is what came to me. And I said,
“You can’t allow the circumstance to encumber you and forget who the person was to you. Because if the circumstance is
what you’re focusing on, then you’ll lose the memory, you’ll lose the richness of the life.” And I think that’s one of the things
that we try and do.
RICHARD TOPPING: Yes. There’s a prayer in the … I’m not an Anglican but in the Book of Common Prayer by Cranmer which
says, it’s a funeral prayer, it says “Lord, let not what has been taken from us cause us to forget what we have received.” A very
similar kind of sentiment.
MICHAEL NADATA: That’s right.
SHELLEY STICKEL-MILES: I should have said I’m a United Church minister and I’m now remembering bringing back together
the life is the work of that learning rather than the circumstances taking that away.
COMMENTOR 3: I think as a microphone it’s going to be loud and then all of a sudden it’s not.
SHELLEY STICKEL-MILES: It’s a recording mic.
COMMENTOR 3: I know. Hopefully that’s all transcribed too for the records. That would be great. My questions is just about,
we were talking earlier about medications and the things for pain. And the difference between that and the growing
discussion about euthanasia. Because as people’s bodies are failing, morphine and things do in a way hasten death,
whereas euthanasia really hastens death. What are your guys’ thoughts on the euthanasia debate?
MICHAEL NADATA: It’s going to centre on me isn’t it? So there’s a … I’ll tell you what’s on the table. So most of it’s off the
table. I think you’ll get the implication. Where in terms of hastening death as opposed to not hastening death, we say that for
example applying morphine to alleviate pain, if it’s going to reduce the oxygen to a certain amount and therefore that will
critically hasten death, that is an active role of making the death come quicker which can certainly be an issue. It’s a case by
case basis.
One of the things that we really promote is nutrition. That the person gets their basic nutrients, food, water. There is the
critical issue and I won’t get into it now, the NG [nasogastric] tube and exactly can you take a person off it considering how
uncomfortable it could get. And as I said case by case. It’s very hard to discuss the nuanced details here. But we do promote
nutrition until the very end because one of the considerations in our concept of Judaism is azkar which is cruelty. And they
say it’s cruel to make a person starve to death. That’s considered one of the cruelest forms. So we do as much as we can to
promote life.
That being said, I will cite a case that’s really not euthanasia but can discuss the question of quality of life. So there’s a case,
someone who, this was a long time ago, but someone who was I don’t think any older than their 70s that was going through
… he started a procedure or certain medication that was making him extremely uncomfortable to the point where they say “I
no longer have any quality of life.” And it was brought to a very well known rabbi in New York. I’m not going to cite names. I
might get into trouble. Very well known rabbi. And the question he asked bigger shoulders than himself and in the end he had
no choice but to say, “You can relinquish this medication, this procedure because you feel that in every which way you no

longer have quality of life.” And that meant certain death, that he was relinquishing it. So we do try and figure out what does
it mean that a person no longer has quality of life and that’s when we point out the distinction of not taking a heroic act to
continue life.
RICHARD TOPPING: Yes.
EDWIN HUI: Well I think, to open to open the discussion of euthanasia is a bit late. [laughter] Seven minutes before 12:00
[noon]. But I think just a couple of remarks as, that’s where the intention is very important. It is a tradition even in British
Columbia, to, in a dying patient and particularly a patient dying with some discomfort … I’m a great believer that technically a
person would never need to suffer pain.
Twenty years ago in the Sue Rodriguez case, I testified to the Parliament that pharmacologically, the medical people actually
know how to stop all pain if they only attend to it. But nonetheless we accept that in practical reality, some patients will
experience a level of comfort that is uncomfortable, unpleasant. So that giving sedation is a medically acceptable approach
to, as part of palliation. But when you start giving morphine for discomfort, you recognize that the morphine first of all will
require increasing doses over a period of time in order to secure the same level of comfort. But at the same time, the
patient’s respiration will be depressed as a result of that increasing dose. But as long as their physician’s intention is still to
provide pain relief, and knowing that that increasing dose will actually cause respiratory depression and therefore hasten
death. But that is not his intention.
So in other words, that particular procedure relies on what we technically call the double effect. That one, the negative effect
is foreseen but unintended. That is still an acceptable practice. And if you call that euthanasia, I don’t know, but it definitely
will lead to death. But the intention is not to depress the patient’s respiration. But there are certain patients that with
increasing morphine dosage, they have relief from pain and their respiration is practically, is still pretty good. But that is so
much the better for the physician as opposed to euthanasia.
And actually euthanasia, the intention is the death of the patient. In fact if the patient does not die, that person who practices
that will be frustrated or disappointed. So that’s it. And the second thing, take home for a thought, sort of like a professor,
you always take [inaudible – laughter], there is a difference between agreeing to euthanasia as opposed to agreeing to
legalize euthanasia. In my practice, a very brief ten years of medical practice in internal medicine, I had a lot of patients, I
could count at least a half dozen that I personally would think that if there’s a way, I would do it, to stop the suffering. But
that doesn’t mean that I would agree to legalization of euthanasia. Because any particular patient, any one particular patient
may deserve to have a better death. And if it could be fostered by medication, I would do it, but on only that particular
patient. But legalizing something like that is a horse of a different colour. A lot of this would go out of control. And that’s what
I feel. That’s all I want to say.
SHELLEY STICKEL-MILES: Thank you very much. And thanks to all of you for putting this into your minds and hearts and
machinating a lot, a lot. So thank you for being here. And I have an interesting little gift that appeared to me as a little coffin,
however it’s not so … [laughter] A curious little … So thank you to our speakers and you’re welcome to talk with them and
we’ll be moving towards lunch and our gathering at lunchtime. So thanks very much.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the nature of conversations in East Asian Canadian cultures, religions and spiritual traditions about death, dying, and
planning for care and the paths to opening these conversations
 the current and potential role of East Asian Canadian cultural and religious/spiritual communities in public education
about death and dying, and advance care planning
 the role of hospice palliative care organizations to support East Asian Canadian persons and communities in death, dying
and advance care planning
 the potential for East Asian Canadian organizations to partner with hospice palliative care organizations to advocate for
hospice palliative care in British Columbia
BARB PESUT: I’m Barb Pesut. I’m from UBC Okanagan. [I’m] delighted to be here today and moderate this conversation on
East Asian cultural conversations. And I’m just delighted to have our speakers here today. So I’ll tell you who they are and
their background and where they come from. And I’ll let them tell you a little bit about their connection to this topic.
So right here we have Dr. Li. He’s an Associate Professor in Communication and Culture from Royal Roads University. And
here we have Dr. Baker. He’s a Professor, UBC Asian Studies Centre for Korean Research and the UBC Institute of Asian
Research. Delighted to have you. And here we have Dr. Karen Kobayashi. She is an Associate Professor in the UVIC Sociology
Program and she is a Research Affiliate with the UVIC Centre on Aging. And we have Dr. Jessica Main. Now I am not going to
pronounce this well so I’m going to let you do that.
JESSICA MAIN: It’s the Tung Lin Kok Yuen Canada Foundation. They established a program and a chair in Buddhism in
Contemporary Society.

BARB PESUT: Thank you. That’s wonderful. So I’m going to actually let them start right away. And we kind of have a bit of an
agenda here but we’re certainly willing to flex. I’m going to ask each of them one of four different questions and as they tackle
that question, we’re going to go down the group. And then we’ll save our questions and our more general conversation after
they’ve had a chance to kind of present the topic from their perspective first, if that’s okay with you. Good. Okay. So the first
question I’m going to ask you to address is the nature of conversations in East Asian cultures as it relates to traditions around
death and dying, planning for care and pathways to opening these conversations.
KAREN KOBAYASHI and JESSICA MAIN: And you want us to give a self-introduction as well?
BARB PESUT: Yes, so do you want to do that first quickly or before you actually answer that first question?
JESSICA MAIN: Actually, why don’t we make that our first question?
BARB PESUT: Okay, that’s great. Good. You get to start.
JESSICA MAIN: As I was kindly introduced, my name is Jessica Main. My connection with the topic of hospice and palliative
care comes from my research on Japanese Buddhism. So that’s my speciality and I’m particularly interested in the way that
Buddhist institutions and professionals go into society in order to perform tasks that are considered morally good, that they
feel is their calling: the relief of suffering, the relief of poverty, dealing with the problem of suicide in Japan, dealing with the
problem of social discrimination, women’s rights etcetera. So palliative care and caring for children, the elderly and end-oflife care, grief care, counselling – these are all part of a research program which I have a great deal of interest in. It’s a
pleasure to be here.
KAREN KOBAYASHI: As a social gerentologist and a Research Affiliate at the Centre on Aging at the University of Victoria,
end-of-life care is central to the work that I do. And I will just say, I’m just going to mention it in the context of a project that
I’m just finishing up with the Fraser Health Authority. So right now my team is evaluating the residential program care delivery
model in Fraser Health and we have three sites and we’re just concluding a three year study. Palliative and hospice … let’s [?]
hospice here … but palliative care has been an issue that has emerged time and time again. We’re interviewing staff, we’re
interviewing residents, we are interviewing family members.
We are also looking at across the board, at objective indicators of quality of care. The MDS-RAI indicators [Resident
Assessment Instrument – Minimum Data Set] for those of you who are nurses by training. And we recognize that the objective
indicators don’t tell the whole story of quality of care. So what we are doing is, we did a 160 interviews across two years with
nurses, with residents and their families. And the executive summary for this report is just coming out. I’m happy to share
that with you at some point down the road after it goes to Fraser Health. But to say that palliative care certainly has been a
significant, a key issue that we have responded to in our report and in the summary of that report.
And I’m also the theme team leader for ethnicity and aging for the National Initiative on Care for the Elderly and I chair a
committee for the Canadian Institutes of Health Research on the social dimensions of aging [Peer Review Committee, Social
Dimensions in Aging]. And palliative care is certainly, it’s an issue that doesn’t come up a lot in the research that’s been
proposed at the federal level, at the national level – not to our committee. Now Kelli’s work [Dr. Kelli Stajduhar, University of
Victoria] with Barb [Dr. Pesut] certainly it goes to different committees. But we haven’t seen a lot … and I just literally came
back from Ottawa last night … we had no applications in this area. So I would like to see this certainly change over the next
few years. Thanks.

DONALD BAKER: I probably have the least professional expertise in this area. I’m an historian of Korea, a cultural historian.
But I’ve been living off and on in Korea since 1971. So obviously I’ve seen people have to deal with issues of end-of-life care
and so on. I can talk about that. And also I know my specialty is Korea’s beliefs and values so I know what Koreans feel about
death and I also know how different Korea is from Japan and China including ... And I also know the community here pretty
well, the Korean Canadian community. I watched it grow. I knew almost every one of them when I first came here. Now that
there are 70,000 of them, and so I’m really drawn, not through professional research but through my own personal
experience.
ZHENYI LI: Well my major is intercultural communication and I [am] specializing in intercultural health communication. I’ve
been doing research also with Fraser Health Authority for quite a long time, at least six years I think. And our focus is on, to
put it simple, is on protecting, preparing and protecting health care professionals because we believe that they come across
with different cultures, different needs every day. But the patients from different cultures, they, families, they don’t have to
visit cultures or care about the other cultures every day. So we found that for example Fraser Health has a diversity strategy as
these plans but how to implement that and how to prepare and protect the vulnerable group – the professional health care
providers – is a very important issue.
And we will elaborate current research. We started … I have a couple of researchers. One is doing the out rescue concept
which is closer to this conference and doing another research – medicine acculturation – which refers to how, let’s put it
simple, how long does it take for an immigrant, wherever they are from, to Canada, to start to adapt to Canadian medicine
instead of pack[ing] their medicine in their luggage and smuggling it into Canada. And it’s more difficult than to adapt to a
different food. Because medicine, you put that into your body, is more relevant … instead of knowledge … it’s more relevant
to their values, beliefs and attitudes. I can talk on this but let’s …
BARB PESUT: Okay. Great. So the first question is of course about the nature of conversations in East Asian and Canadian
cultures about death, dying, planning for care and the paths to opening these conversations. And so I’m going to ask you to
limit your comments to about four minutes if possible and that will give us enough chance to address all of them. So Dr. Main
would you like to begin.
JESSICA MAIN: I will begin. My speciality is East Asia so what I’ll do is I’ll talk very briefly about Japan and then move across
to talk about diaspora groups in East Asian Canadians. My first general comment is that religious traditions tend to provide
both the most difficult and the most obstructive beliefs when it comes to end-of-life care as well as some of the most helpful
and motivating. So it’s a paradox. So I’d encourage you to think about religious traditions as having a paradoxical
relationship with end-of-life care. One example would be beliefs about impurity associated with illness and death which are
contained within religious traditions. And another positive example is views of compassion and active relief of suffering which
are also contained within religious traditions. So the tradition that I focus on, Japanese Buddhism, both deals with views of
death and dying that stigmatize it and which has developed practices and institutions and virtues that look at addressing
end-of-life care as positive.
Moving to the East Asian Canadian community, I would say that across the board, religious groups are supportive of end-oflife care especially because religious institutions in diaspora cultures are the centres of communities. So when you have
linguistic barriers that separate that community from surrounding groups, the church or the temple ends up becoming a
place where many of their needs are met including ageing, end of life, terminal illness and so forth. In the Japanese Canadian
community, for example, you have Japanese Canadian specialty elder homes and you have a class of Buddhist priests and

Christian ministers and priests who deal with Christians and Buddhists from the Japanese Canadian community as they’re
approaching the end of their lives. So I would say that religion in terms of its values has a paradoxical relationship with death
and dying, but that religious communities as they exist in Canada today are going to be supportive.
KAREN KOBAYASHI: Okay. I’m going to speak a little bit to the changing nature of communities, I think, in Canada, of
ethnocultural minority immigrant communities in Canada. But first of all I do want to say a little bit about the legal aspects of
this around advance care directives and capacity etcetera, because our team has been working very closely with the
Canadian Elder Law Foundation [Canadian Centre for Elder Law?] for a while now and so, I thought I’ll provide a little bit of
that background in a very short period of time. But I think what I wanted to say at the outset was to call attention to the
heterogeneity or, the very, the heterogeneous nature of what we call East Asian culture. And we have to be careful of course
not to lump all cultures into one particular, under one particular category.
You know, it’s interesting because my feeling is there is a general sense that there’s a difference between what we call
Western legal norms and Eastern cultural norms, which can lead to confusion and clash. And this is that idea that I was
thinking on the plane last night from Ottawa, thinking about this tension between Western individualistic, kind of
autonomous neo-liberal ideas of decision making versus this collectivist model that’s always, that’s sort of seen as the model
that East Asian communities subscribe to and which can lead to, as I was saying earlier, confusion.
In Canadian laws generally, I think consent for health or personal care treatment is given by a capable adult and this is the
idea of capacity again, so I want to say something about that a little later on, by a capable adult to the person who needs a
decision made. And it is a binary so sure, the capable adult may get all the input that they want or find appropriate but in the
end it is one capable adult providing consent for a specific decision to one other person such as a doctor or a health care
provider.
It sounds quite simple but underneath this legal structure is a norm of individual liberal autonomy. And so that our
understandings of freedom and rights and independence stem from, are rooted in, each capable adult’s ability, I think, to
make their own decisions about the course of their lives, their treatments and even their deaths.
To a certain degree the debate is still out – and this is something that we’ve been talking with at the Canadian Elder Law
Foundation – it’s still out on some of the right to die issues but you can certainly refuse treatment, even if it will cause death if
you are capable of making that decision. And that’s something that I think just, having that connection with this Foundation
has really helped us to understand this issue much better.
Our legal system for consent certainly which includes the ability to do advance care planning, make decisions about hospice
and palliative care, other decisions on the health and housing continuum, they look like … sorry, I was at this as part of a
PowerPoint presentation and I realize we’re not going to have … It’s looks like this [shows graphic]. So there’s, this is what we
call the nexus of capability which is often a grey zone around changing capability. And I’m happy to share these with you by
the way. So if you leave e-mail addresses, whatever.
The last thing I want to say is that the capable adult which is this top left corner piece, this top left corner box, is mentally
able to understand and appreciate the decision which needs to be made as such the capable adult thus makes the decision.
And so how does this capable, you decide, incapable, someone else decides this. As when we talk about this and a
substitute decision maker, is then, a substitute decision maker then enters the picture. So it looks, in truth or reality, it’s not
likely a binary decision. It’s for many in East Asian communities, it’s indeed likely to look more like this. Capacity versus

incapacity. And I think it’s more likely to look more and more, as you start to, I think, understand the heterogeneity or the
differences within these communities, like a Venn diagram or a context capacity, continuity and culture are all overlapping in
this particular context.
There is an excellent study on racial and ethnic differences in advance care planning from the U.S. and it’s written by Deborah
Carr and I have the resource for that, I have the reference for that. [http://www.rci.rutgers.edu/~carrds/carr_jah2012.pdf]
And there’s an excellent study on end-of-life and palliative racial, care for racial/ethnic groups in the UK which came out in
2013 which I have. So I have a lot of references for people as well because that’s what we’ve been doing is compiling a list of
resources in this area. I’ll stop there. Sorry. I think I went over my four minutes.
DONALD BAKER: Okay. I’ll just talk about the Koreans. There’s a lot of diversity in the East Asian community. There’s also a lot
of diversity within the Korean community. Korea has changed so quickly that you’ll find pretty different reactions to end of life
among the older generations and among the younger generation. Let me give you an example from my personal experience
back in Korea. My brother-in-law died in 1979 of cancer. He died at home and we were not allowed to say to him we knew he
was dying. Everybody knew but we couldn’t say that. My father-in-law died in 1999. He was told he had cancer. He moved to
a hospice. That’s a twenty year difference.
And so you’ll find the older generation of Korean-Canadian immigrants who still have … when people immigrate they’re
frozen in that time in their country. And they’ll still have those kind of expectations. You don’t mention death. The younger
generation are more comfortable with it. Well my father-in-law wasn’t younger but he was that era, they’re more comfortable.
Now hospice started being built in Korea in the 1980s. The government finally recognized them about twelve years ago. So
it’s a relatively new thing.
One more thing that makes the Koreans a little bit different from other East Asians. In Vancouver, 50% of Korean Canadians
are going to be Protestant Christian and 15 to 20% are Roman Catholic. It’s not the case in Korea. It’s 20% Protestant in
Korea itself and 10% Catholic. But they [Korean Canadians] are overwhelmingly Christian and most of the hospices, two
thirds of the hospices in Korea itself are run by Christian groups. There are even hospice ministries. In fact they call
themselves proselytizing hospice ministries. So that makes Koreans stand out from the other East Asian communities in
Canada – how strongly Christian they are and obviously that’s going to be involved in conversations about end of life. They’ll
want to have a pastor there.
ZHENYI LI: Point to note. When we do our research, we also find the Chinese in Canada – let’s focus on the Lower Mainland,
for example – they’re also very much diverse and some, we call some of them, they’re much Westernized and some of them
still … It really depends [on] their choice and their time of immigration and the outside impact. Some of them they choose to
segment from the mainstream, some of them they choose to integrate as much as possible. So it’s also a kind of a matrix,
very simple … We asked two questions: “Do you agree with the host culture?” or “Are you proud of your heritage culture?” The
double “yes” is integration, the double “no” is “No way. I’m nobody.” So many of them, they choose separation, like the
typical Chinatown phenomena and also we are seeing in Richmond a new Chinatown for example. And then, they are also,
some people it’s kind of based on forced immigration. They actually choose to be more proud of their heritage culture. So
that’s the basic diversity here.
And then when they make decisions, and their family makes decisions, we told the healthcare professionals you need to
figure out if that’s cultural or legal. And so, make sure there’s an equivalent conversation or dialogue on that. Otherwise we
say it’s a mismatch, the dialogue. “This part, yes, sign the consent form because we are legally binding, you have to do so.”

But then they say “No, in our culture we don’t have to do so.” But in other parts like their traditional ways of all what they’ve
adapted here like the Christianity, they pray all these things because they feel they’re obliged to do so but it’s not legally they
have to do so.
So what we have been doing is prepare the nurses, physicians by hosting these, facilitating those workshops we discussed.
And we, particularly East Asian, why we picked that population because (a) of course it’s bigger, visible and pretty much
distant from Western culture; on the other side the diversity within that population is so valuable. Once you crack that, break,
it’s easier because we cannot say Africa as one continent or Middle East. But once you crack that one, it’s easier to
[inaudible]. So I think I’ll stop here.
BARB PESUT: Thank you. Okay. So the next question I’m going to ask you about is “Can you make some comments on the
current and potential role of East Asian Canadian cultural and religious/spiritual communities in public education about
death and dying and advance care planning? And Karen, I’m going to just start with you this time, if that’s okay. We’ll start
one over each time.
KAREN KOBAYASHI: So certainly, and I want to refer to some of the projects at the National Initiative on Care for the Elderly is
working on here. Because I see this really interesting sort of connection between what is happening for example around
conversations around dental health among older adults and which leads to these conversations around palliative care and
end-of-life care. So communities, all communities, and what we talk about all the time within the context of this initiative, is
that they need champions. And ensuring that when we talk about language appropriateness is done, is part of it. But also the
method of having the conversation is also very important. We need methods, so constantly around the table we’re saying we
need methods which are culturally appropriate. And this is where I’m going to talk a little bit about cultural competency
models and I’m going to use those floating quotations marks there.
A close colleague of mine within the National Initiative is giving talks on dental issues to what they call it, a more closed,
again more closed communities or more what they were categorizing as more delicate communities. They don’t want to talk
about certain issues. But/so this colleague of mine who’s been giving this says it’s really a Trojan horse to talk about elder
abuse and advance care planning for example. And so when you have a look, there’s a, the project is called “DEAR” [The
Dental Elder Abuse Response Project] and it’s in Toronto [http://www.nicenet.ca/dental-care]. We started it in Toronto. But
the question about this having the conversation about elder abuse and advance care planning, we didn’t really know that this
was going to be the issue that it was until we actually started having these small focus groups and getting people together.
People are willing certainly to talk about these issues. And when I say people, I mean people in East Asian cultural
communities are willing to talk about these issues with the subject of their teeth but what happens is it leads to this, as
rapport sort of develops over time, it leads to the bigger conversation and set of learnings that we have found over time.
And some of the key points that are coming out of those conversations are that we need real cultural competency. And what
does that mean? Because cultural competency models have been around for a long time. And they were meant, they were
developed to address in health care settings, to address issues mainly of language incongruence in my mind. And we know
that culture is so much broader than just linguistic incongruence. So when we say real cultural competency, my colleagues
and I are talking about, we want a really, a very specific model – a Canadian one to one decision making model. We need one
that doesn’t … when we talk about not discriminating or accidentally by assuming that ethnocultural heritage or background
equates with a shared or collective decision making model, that’s not the case.

What we need, and that’s what we were talking about, the shared, the one on one, the Canadian one on one decision making
model is that we have to recognize that beyond just saying that these communities are heterogeneous, is that these families
and within these communities are very heterogeneous. So that’s something that we want to talk about. We need to be alive, I
think, to [be] aware of group dynamics but in the end, when we talk about the law and culture, it’s still the law that a health
care provider or hospice care provider must get specific individual consents from one adult. So that’s the other sort of piece
that keeps coming up time and time again.
And this takes us to a question of ethics and there’s an excellent model to describe the tension and minimum effect and so …
Mark Handleman, this is, and the ease of how we can conflate law, policy and ethics and this comes from the joint Centre on
Bioethics at the University of Toronto. The law’s minimum ethic, so policy about what someone else wants you to do, ethics
which you ought to do, law which you are obliged to do or what you’re obligated to do. And Dr. Li spoke about that and
touched on that. And I just wanted to mention that if you really want to look at an example, if you look at the controversy at
the UBC Endowment Lands. The predominantly Asian home owners and realtors didn’t want the hospice near them. So this is
the example that we use when we talk about, when the Canadian Elder Law Foundation and the National Institute get
together and we do this presentation on this area. So I’m going to stop there and that brings up … and the headline of
“culture clash” – a very interesting sort of media take on this issue.
DONALD BAKER: Okay. I think if you want to educate the Korean Canadian community about end of life issues, you have to
work with the pastors. Again, it’s a very Christian community. There are over two hundred Korean churches in the Lower
Mainland. There’s one Buddhist temple that I know of. It’s a big one but it’s only one. And the pastor, even though there’s a
Korean Canadian Community Association, it’s the pastors that’s where, people trust their pastors, that’s their real community
outside of their workplace and their family. They go to church every Sunday for hours, they just don’t go for an hour. It’s their
life and they respect the pastors. And so you get to the pastors and if [it’s] the pastors who talk about this, they’ll listen. And
so that’s really what you have to do. Just always remember when dealing with Korean Canadians, it’s a safe assumption to
assume they’re Christian.
And I should point out, I pointed out that two-thirds of the hospices in Korea are run by Christian organizations. Actually in
Korea, they’re in hospitals. It’s a one-stop shopping in Korea. You go to the hospital when you’re sick. If they give up on you,
you move down the hall to the hospice and then when you die, down the hall, the funeral is also part of the hospital, the
funeral parlour. It’s all in one place. About three-quarters of hospices in Korea are associated with the hospital. So Koreans
would expect that also. But again, work with … they want to see a pastor and after they see their family when they get a bad
diagnosis, the first person they’ll want to see is their pastor. It’s very important to them, whether it’s in Korea or here. So just
keep that in mind.
ZHENYI LI: Well I think that both of the panelists mentioned about the cultural competency when we give training to the
nurses and the physicians, social workers. We have a discussion on that because we cannot prepare them on each culture
and each possible culture. Because it’s not only ethnicity or language, it’s also their background or whatsoever … there’s a
lot. And so our approach is very much focused on culture [in] general. And so not culture specific but culture [in] general.
Basically, you view a person – we don’t call them patients – you view a person or group of persons as cultural beings, not only
human beings. So don’t view them as a physical, then I fix which part of … [They’re] cultural beings, they are [working?] to
you, they represent the very complex [inaudible] combination of cultures. And of course you don’t have to learn all about
these cultures. You don’t have time. Somebody’s dying. But you have at least, we suggest, respect, and also we emphasize a
lot is to let them know you are also a cultural being.

Because very often, the patients, they know their rights and privilege[s] and whatsoever, and they complain a lot because,
well, emotionally sometimes. And for example, Surrey Memorial Hospital once had a very bad nickname as a “slaughter
factory”. And because, once I attended another conference – the CEO of Boston Hospital – he said that’s a very bad position
career he would take. Because the doctor, physician’s hospital, they all fail, finally. If you view dying as a failure. And so they
would receive a lot of complaints for whatever reason. But then if you present yourself as the provider that you are also a
cultural being and you share a lot at first. And also you are bounded by your culture and your professional culture. And so let
them know that and let them know that you also know that they are a cultural being. So then you can start a fair dialogue and
a productive one.
Because we talk about two things to measure cultural competency is appropriateness – we find that a lot of our healthcare
professionals, they do so, they try, but they try their best. But you never know who’s the next person. How, let’s say strange,
they will be. But that’s one thing. Second, is effectiveness. That’s what the system, the health care system focuses on. And
also, that’s what we will think is important. So you cannot spend too much time with every person, every family, but you need
to figure that out quickly. And the only way is to tell them you are also a human being and a cultural being and you care about
them. But you are not a magician; you cannot fix everything. And, one thing, you also have parents, family, advance care plan,
so we found that’s helpful.
JESSICA MAIN: Thank you Dr. Li. Thanks to all my colleagues. These are great things for me to get to go last after. It’s
wonderful. One thing is this discussion of whole person care, of treating people as if they are more than just the mechanical
workings of their body and I think that Dr. Li addressed that really well. Dr. Baker spoke about the role of religious institutions
in the Korean community.
To give a very quick contrast, that’s not the way it works in the Japanese Canadian community. What you have are civic
institutions and you should consider religious institutions as to stand equally and alongside other kinds of associations. But
on the plus side, for educational purposes, there’s a very long history in Japan of civic mindedness, of going to lectures and
listening to educational discourses on a wide variety of topics so that public education in terms of the Japanese community is
very straightforward in that you choose people to go and deliver talks on the topic in question. And people will go and listen
and ask questions and think about what is said. So there’s, in the case of Japanese Canadians, it’s not a dominant religious
doorway or gateway to education but it’s a variety of civic institutions that are open to the idea of a kind of standard
educational model. And I think that that’s something that anybody can take advantage of.
The idea that civic and religious institutions are going to be interested in these issues is true but I wanted to mention the idea
that in line with the view of a doctor as a cultural person or a health care provider, a nurse, a chaplain as themselves a
cultural being, what we see in our current medical system in palliative and hospice care is people who are strategically
competent with one particular cultural background. They are aware of death aversion and fears of dying and views of death as
defeat from a Judeo-Christian, modern industrialized, mobile, Western European extraction, that kind of perspective. So what
we’re talking about here is trying to suggest that yes, those kinds of strategic competencies can be developed when
addressing East Asian communities as well. And they’re going to be there. So just as kind of a hopeful note, that we have
health care providers and team, whole-person care team providers that are competent in one or more cultures already.
There’s no reason why that can’t be the case for East Asia as well.
BARB PESUT: Great. So I’m going to ask you to address the last two questions together because they’re actually quite close.
The role of hospice and the potential to partner with East Asian communities. And so Dr. Baker, we’ll start with you.

DONALD BAKER: Well the Korean Canadian community is relatively recent compared to the Chinese and Japanese
communities in Canada. So they don’t even have, they’re trying to build a retirement home for Koreans. They don’t have one
yet. So obviously, there’s no Korean hospice yet here. But obviously Koreans coming from Korea in the last twenty years,
those who immigrated in the last decade of so, are familiar with the concept of a hospice. The older generation would not be.
If we ever get a hospice in Vancouver for Koreans, I suspect it will be run by a church which is the way it is again in Korea. And
Koreans would, they’d accept the fact the hospice was separate from a hospital, because there are some such in Korea but
they would expect it probably to be Christian. This is normally … Korean Buddhists often by the way would feel very left out in
the community. And again there is a Korean Buddhist community here but that’s what I would say.
We would expect Koreans … I think the Koreans are very much aware that their community is growing older and there’s been
discussion over the past five or six years about building a retirement home for Koreans. I haven’t seen them [having] raised
the issue yet of the need for hospice but when people are dying, they want to speak the language they grew up with and eat
the food they grew up with. And one more thing, you mentioned, traditional medicine. I just finished an article on the history
of traditional medicine in Korea. Koreans will often, especially if it’s a long term illness, they want traditional medicine. They
feel that’s just better for that, especially when/if they’re dying, they want to have that traditional medicine. And we have to
take that into account too, so traditional medicine and most likely Christian religion is what the Koreans are looking for when
they’re approaching the end of life.
ZHENYI LI: I will emphasize only one point because there are a lot to discuss, these topics. One point I will emphasize is the
generational difference. From what I understand, at least there are three generations of Chinese immigrants getting older,
and they have different needs, different background, different family structure and they need to hopefully, I would say
preferably, register into different homes. The first group came to build the railway and their offspring, and they’re very much
different from the second tide, I would say, they … Hong Kong before it turned back to China. That’s a second tide. The third
one is the from Mainland China, skilled and business investor. Many of them, they are not too old yet. But then these three
groups are very much different from each other.
And then also concentrating in different regions, like Chinatown, Richmond, and because I teach in Victoria, so I learned that
Victoria Chinese Canadians are also very different, very different from the Lower Mainland. And also some of my Masters
students, they told me from smaller cities like Kelowna, Kamloops, the Chinese there are different. And then if we go beyond
B.C., the more diversity. So that’s what I would say. Pay attention to when they arrive in Canada. And also they are those first
generation, one and a half generation, second generation – they carry a Chinese name, a Chinese face but they are also
different. Their values have been changed. Because they have … we very often not only ask them when they arrived but when
they, did they get to the full K-12 education in Canada or not. That’s ... those years we collect cultural information year. And
so it’s like a disk, it’s formatting an Apple or a PC. Thank you.
JESSICA MAIN: I’d like to follow up and continue with the theme of generations and generational change in East Asian
communities. What we see in the case of Japanese Canadians is when the first generation came to Canada in the pre-war
period and the immediate post-war period, these communities were really vibrant, financially self-sufficient to an extent
which they are not today. And they were also more prominently linguistically non-English. As time passed, the language
barriers broke down. The level of commitment and resources that were given to each institution, whether civic or religious,
declined. And now you have declining membership capacity and financial well-being amongst many organizations. And that’s
normal, that’s happening across the board in voluntary religious and civic organizations in North America in general.

So one thing I can say is that if a palliative care organization or group approaches one of these latter generation groups,
they’re going to find eager recipients. They’re going to find people who don’t have the capacity to care for their community
members themselves because of the financial strain, the labour strain and various other things. And also, interest in
connecting with the kinds of approaches, methods, systems that have already been developed in other places in Canadian
society. So I think that as groups are here over time and they become less self-sufficient communities and become in some
ways, performing a role that is less all-encompassing than earlier generations, they’re going to be more receptive to
cooperation with palliative care, if only because the linguistic boundaries are not going to be as extreme. But that’s about it.
In the case of Japanese Canadians we have the most inter-married, the most fully integrated East Asian community. And they
are, there are very few boundaries that exist. So it’s a question of when and how can we cooperate rather than how can we get
a conversation started.
KAREN KOBAYASHI: And if I were to follow up I think with what Jessica was saying, I’m third generation Japanese Canadian
and I am not inter-married but no, but I am an outlier in the community. No, I’m well aware of that. The idea of integration,
assimilation and forced assimilation I think in many ways is an important issue with the Japanese. And I’m working with the
Nikkei Home right now in Burnaby to develop their dementia care program, for example. This has been a really fascinating
experience for me – sorry I’m sort of going off on another tangent here – but I think it’s certainly relevant to this discussion.
Because what we’re seeing is that a larger proportion of those who are actually wanting to gain admission to assisted living
and long-term care in the Japanese Canadian community are actually either first generation – what we call the post-war Isei
or older Sensei or older Nisei now. Because it’s who have very different sort of understandings of what care looks lie, what
obligation is. But and yet, there is an underlying common understanding of filial obligation, maybe not the way that it is
presented all of the time, in other words, or it’s enacted, but there is an interesting common understanding among my
generation and those in the post-war Isei or among the foreign born Japanese.
I think if we go back and just talk about the role again – the question that you were asking in the last two questions – the role
of hospice and palliative care – I think it’s an opportunity for us to talk about the fact that we need to be individually focused
still, even within a culturally competent system. And that’s I think the point that I was wanting to make throughout: that death
and dying and pain and dignity and the planning around these issues certainly, is actually a person centered and a life course
question.
And culture which, and this is as seen in this kind of a Venn diagram [shows graphic], is only one important part. Of course a
part that you don’t want to miss. Of course not. But a person is not – you have to be careful to understand that a person is not
their culture or their race or their ethnicity. And often times what we found is that people talked to us, they left their country of
origin because of issues in that country of origin: they’re moving away, perhaps, from a particular set of values and beliefs.
And then we talked about the generational piece. So you add all the research on second and third generations into that.
And also don’t forget, I think as a sociologist I’d be remiss to not mention gender, the intersection with gender. Men and
women and the way they understand and take up these different norms and values. And the different sort of expectations of
women versus men etcetera – and Jessica and I were having a discussion about this earlier.
I think we have an opportunity here – and this is why I was very happy to participate in this panel – I think we have an
opportunity here to ensure that there are culturally and what we call ethnoculturally appropriate environments, treatments,
social norms etcetera. That they are incorporated. But again, this should not be assumed just for what we would term

“obvious ethnics” and that’s a term that’s used. Rather that I think this is an issue for everyone. There’s still lots of
improvement, we, I think for this.
In terms of the last question around the potential for East Asian communities to advocate? Advocacy is one thing but
understanding it first is another. And I think it depends entirely on what is developed and understood as hospice palliative
care. And we need to find a place where possible systems and supports can be augmented by the needs and the wants or the
desires of a community. And so I think I’ll sort of leave it there.
BARB PESUT: What a helpful panel. Thank you. Now we have a few minutes for questions and comments, so I am going to
pass the mic because we are tape recording. So who would like to start?
COMMENTOR 1 [Karen Mackay, Central Okanagan Hospice Association]: A comment more than a question. I really
appreciated what you said about needing to be individually focused. I think that that’s something that is often misunderstood
is that just because somebody appears to be a visual minority, I know many of my friends, they’re third, fourth generation and
when somebody says to them, “Where are you from?” and they say “B.C.”, people go “No, but really, where are you from?”
And I think that our privilege as being white skinned, really we forget the fact that we expect diversity amongst ourselves but
we don’t allow that for others. So I think that that was a really great comment and something particularly in hospice palliative
care is what will work for one person is not going to work for the next and so it’s a matter of asking a question of “What do you
want?” and allowing that conversation to happen and not assuming anything regardless of what we see in front of us. So
thank you for that.
KAREN KOBAYASHI: Thank you. Sorry, can we get the people to say where they are from? I’m just really interested
COMMENTOR 1: I’m Karen Mackay from the Central Okanagan Hospice Association.
KAREN KOBAYASHI: Thank you.
ZHENYI LI: I can quickly add on that. We have a very simple model for the nurses to check. It’s a triangle and we divide it into
three pieces. The biggest part is human, human being – whatever we share. We all eat for example, we all feel hungry. And
then in the middle is cultural which they share particularly with a particular group of people in whichever way, like their
language, whatsoever. But then at the top, don’t forget it’s personal, so, say, it’s very much individual, so I use the example:
eat is shared but then in the middle you eat with the chopstick or hand or fork and knife – it’s very much cultural. And also
you cannot assume that’s a chopstick person. Just to the other people they use chopsticks. And so you have to figure out. But
then with your left or right hand. That’s very often personal.
Of course some religions, they have different definitions of it. But, so you need to figure out like “Do not rescue [resuscitate]”
for example. Is that a personal choice, cultural choice, or/and which part of a cultural choice? Or did they influence by the
mainstream culture that they do that. And then how about the other neighbours? So trying to find simple diagrams so that
they can easily be remembered, visualized and used.
COMMENTOR 2: Al Jina with Parks Place Seniors Living and I just really appreciated your comments on cultural competency
models. And we own and operate a number of facilities in BC and Alberta and it’s a growing challenge. And it was a challenge
particularly for my mother in law when she was in hospice. And I could sort of see the gaps. And as a practitioner in the area,
you can see huge gaps. They were very readily visible from the North Shore. And we were just very, very fortunate that we

moved her to hospice at Jim Pattison Pavilion. And the director of that hospice was from the same country that she was and
was from a nearby town and spoke the language and that made all the difference. It was a huge difference and it was just
major. So you really, really see what a difference it can make. So your work here is just tremendously important. So thank
you.
COMMENTOR 3: [Dr. Parin Dossa, Simon Fraser University] I really enjoyed the comments. Thank you. I have a question about
language, not linguistic diversity but the language that we use in terms of death, dying without associating these terms with
life as well. I think that it is very critical that we start a conversation on a continuum of life and then death as the end point.
Otherwise, I think a lot of issues that we discussed this morning and now has to do with the fact that we tend to draw
boundaries around culture, boundaries around ethical issues, legal issues. So I would be interested in your comments.
Karen, you elaborated on this quite a bit, on how we go about crossing these boundaries.
JESSICA MAIN: My comments are from the point of view of tracking the way that people try to change the way they speak
about things when they’re trying to introduce positive change. So as you mentioned, if you talk about death as a part of life,
as a natural part of something that is a continuous process, then that feels different than talking about it in a different way.
And that discourse change can have radical social change as well.
In the case of Japan, cultural and religious terms that were quite negatively loaded around death have been replaced in
public education and public health campaigns with terms that are much friendlier and are easier to talk about. So people
talk about living with vigour, living with meaning, finding a place of calm and peace, having a chance to reflect, having a
chance for the dying process to be beautiful. There’s all kinds of language that gets brought in, even amongst the very frank
admissions of the painfulness of it. So I think you’re absolutely right. I think that the way we talk about things reflects the way
we put things into boxes. And if death weren’t so separated from life, we might all have an easier time dealing with it.
ZHENYI LI: I think each culture has a way to put that in a positive manner. And the only thing is, we need to figure out which
way they prefer to … language, do not translate or Google translate these things. Just say, “Okay, what is your preferred way
to talk about death?” And I agree with Dr. Main that, let’s just look at people living in this century, no matter how old or how
young they are. My parents-in-law, they’re in China and they quickly adapted the idea that they are the, not only the survivors
of cancers, but they quickly adapted the idea is to co-live, co-exist with the cancer after the surgery or these things, which is
not traditional Chinese culture. But it has been on the Chinese media as well and they quickly adapted to that.
And so what I found is, that’s, I would say, that’s human nature. So it doesn’t matter if they are not religious at all. They don’t
have any religion but they also … human beings, they have a drive, to find a way to handle difficulties in each stage. And so
you provide them the words. It’s another way. And they found, “Oh, that’s something.” And so “celebration of life”, for
example has been replaced as “funeral” in many cultures. Because people feel “Yes, that’s a better way. I never know that.”
So don’t be afraid, like all they are afraid from another culture, like “I don’t want to die”. You just go and introduce, “This is
my way. If you like, you can try it. If you don’t like it, it’s okay.” So let’s have a dialogue. And I find, especially my father-in-law,
he’s now 84. He’s very open, so, he has been to Canada. He’s very open to different concepts.
BARB PESUT: Did you want to, either of you, want to take the language issue on?
KAREN KOBAYASHI: Go ahead Donald. I have something to say but I’ll just say it at the end.

DONALD BAKER: Well, I just think when you’re again talking about Koreans, again they didn’t use to talk about death, their
own death. But obviously death is a very important part of a Korean family because they have regular rituals in Korea, on the
anniversary of the death of a parent or a grandparent. Even the Christians in Korea have adopted Confucian rituals, so they
still have annual rituals. And so they are constantly reminded that they are not an isolated individual, that when they die, they
become part of the ancestors. And so that’s one way to ….. and so by the way they want their family around them when they’re
dying, of course.
That’s very important and it’s very important for everybody, but specifically because they see themselves as members of
families and they’re constantly reminded of these rituals that there were those that proceeded them and there those that will
come after them. And so you have to talk in a way that reminds them that this is the, if the family … they will be remembered
by the descendants. That’s very important. They don’t tend to do those rituals as much here in North America. But there’s still
a stronger sense I think among the Korean Canadian communities when they’re not in the normal Canadian community that
you’re simply part of a family of several generations. And it helps to think about that when you’re facing your end.
KAREN KOBAYASHI: I just quickly, I guess Parin [Dossa, Simon Fraser University], in talking to … Parin was on my PhD
dissertation committee so I have a special, and helped me to see, I think to understand culture in a different way as a cultural
anthropologist in a department, in a joint Department of Sociology and Anthropology. What I’ve learned I think is that these
boundaries, when we’re talking about the porous nature of boundaries around cultural competency, I think they’re just that.
It’s that in some communities, for example the work that’s been done in Toronto around Caribbean communities, talking
about death is a taboo subject. So when you go into families, into communities, families who are dealing with the issue of
death and dying and grieving, there’s a strong resistance to not talking about it.
The laws unfortunately are not written in that way. When we ask for substitute decision maker, we ask for if somebody is
incapable, etcetera, there’s a huge conflict between what is the law, and of course what is understood as important and
central or salient to families as they negotiate this process. I think that in many cases at the end of the day we, when we’re
thinking about person centered care versus cultural competency in many of these communities, I think we should think about
person centered, this person centered nature of care as trumping models, these writ large, of cultural competency.
BARB PESUT: Good. Well we’re at … would you like a quick response? Yes.
COMMENTOR 3 [Dr. Parin Dossa, Simon Fraser University]: I’m not actually responding. All I would want to say is that’s why
we have had an extensive discussion on culture. I think the biomedical model should take a lead in changing the language.
BARB PESUT: Yes, thank you for that comment. And I’d just like to thank you on behalf of all of the participants today for your
contributions. I’m always amazed when a panel is put together, they don’t plan very often and yet it’s enormously
complementary that each of the perspectives you brought today just fit like a jigsaw puzzle. And so thank you so much for
your time and your contributions. And on behalf of BCHPCA, here are some nice little gifts for each one of you. So please join
me in thanking our panel for today. [Applause]

 MDS-RAI indicators [Resident Assessment Instrument – Minimum Data Set]
http://www.health.gov.on.ca/en/public/programs/ltc/docs/rai_mds_practice_requirements.pdf

 National Initiative on Care for the Elderly
http://www.nicenet.ca/
 Canadian Institutes of Health Research
Peer Review Committee, Social Dimensions in Aging
 Canadian Centre for Elder Law [Canadian Elder Law Foundation]
http://www.bcli.org/ccel
 Carr, Deborah (2012). Racial and Ethnic Differences in Advance Care Planning: Identifying Subgroup Patterns and
Obstacles. Journal of Aging and Health 24(6) 923–947. http://www.rci.rutgers.edu/~carrds/carr_jah2012.pdf
 DEAR The Dental Elder Abuse Response
http://www.nicenet.ca/dental-care
 Joint Centre for Bioethics, University of Toronto
http://www.jcb.utoronto.ca/
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TREVOR JANZ: Welcome everybody. It’s always such a treat for me to be in a room full of heart people. When I feel the energy
of this heart people. If you’re in this room you’re a heart person. I am a heart person and you are a heart person. I’m willing to
bet dollars to donuts that you’re in this room because of someone that you love. As soon as you love somebody, you know
deep in your heart of hearts that sooner or later you’re going to have to say goodbye. It’s impossible to love somebody without
sooner or later being separated from that person. I’m willing to bet that you’re here in this room and doing what you’re doing
in your life because of saying goodbye to somebody.
My somebody was my mother. Like Renu [Bakshi, morning keynote speaker] this morning I lost her much too soon. My
mother knit sweaters. I wear my mother every time I talk. [Placing hand on his sweater] This is my mother. This is one of my
mother’s sweaters. She’s with me now. You’re here, you’re doing this work because of someone that you had to say goodbye
to. That might have been beautiful. That might have been a train wreck. It might have been a total disaster. But that’s why
you’re here.
Lorraine [Gerard, BCHPCA Executive Director] and Meg [Milner, BCHPCA President] gave me a nuts and bolts conversation to
have with you guys around advance care planning and I’m absolutely going to deliver that. BuT the place I’d really like to take
you to, if we have time afterwards, is that heart space and why we’re doing what we’re doing here. I’m going to start out with
the nuts and bolts of advance care planning and then I'm going to hopefully take you to that place of the gifts that death can
bring.
When I speak to physicians I speak to lots physicians about different stuff in long-term care. I have three hats: I’m an emerg
doc – that’s my day job – I do a lot of long-term care, and I’m now a medical director for long-term care helping improve care
for seniors in Interior Health. When you speak to doctors, you have to give them your credentials before they’ll even listen to
you. You have no credibility at all until you’ve told them why you’re an expert in the subject and then they’ll actually listen to
what you’re saying.
My credentials for today are that I’m an emerg doc – that’s my day job – I do a lot of long-term care. I’m a house physician – I
have been a house physician in a couple of facilities, the only facilities in Nelson [BC] for about twenty-five years. And my 130
residents that I care for, we probably do forty to sixty deaths a year. My real qualifications for the last part of the talk are that

I'm person who’s received a number of gifts from death. Death and I have a long history with each other and losing my
mother was a piece of that.
My first wife and I met a bear when I was twenty-three. Things didn’t go well. We were badly injured, had a whole pile of
surgeries. The first gift that I received from death happened on that day and it was really quick and it was really easy. We were
hiking, mother bear, two cubs feeding on a carcass by the trail. We didn’t know she was there. Walked right into her, knocked
me down, chewing on me, left me for dead. Knocked my wife out of a tree – I heard her scream – chewed on her. I thought it
was all over. I tried to get up, [the bear] came back, she chewed on me again for a while.
It was in that moment – the first time I was totally blurred out, I had no idea what was going on – the second time, I knew
exactly what was going on. As I was in the bear’s mouth – bears attack mouth to mouth, they neutralize each other’s jaws – so
she was chewing on me. As I heard my jaw break and the teeth around my bones, I realized that I was going to die. At age
twenty-three, I was going to die of an accidental death, a violent death. And in an instant, my reaction – Ross [Waddell,
BCHPCA advisor] was talking this morning about how people who have had a near-death experience are no longer afraid of
death – that captures this perfectly. I would endorse that 100%. There was absolutely no pain. None. From start to two days
later, there was no pain. There was no fear. I was so excited.
I read about spirituality in my teens and early twenties and I was so curious about this spiritual world. There I was in the
bear’s mouth realizing I’m going to die today and boom … I’m going to find out right today, I don’t have to wait seventy years
to see heaven. I’m going to find out right here within the next two minutes what heaven looks like. I was so excited for that.
There was nothing but eagerness. That gift of complete freedom from fear of death, knowing that life is wonderful, life is
great, and when we’re done, it’s going to be even better. It’s going to be even sweeter. I’ve lived with that absolute conviction
since that time. And that’s the first gift I received from death.
The other gifts came later. They were nowhere near as comfortable. We can talk about those later.
So let’s talk about the nuts and bolts. I’m here to talk about advance care planning conversations.
Dying used to be simple. It used to be expected, inevitable. Nothing is certain except death and taxes. A hundred years ago
death was a common part of life. It was normal. It was expected. It was standard. It was not negotiable. It was just a given.
People didn’t want to die in pain. They hoped they wouldn’t die alone. They wanted to die a clean death. They didn’t want to
linger. They didn’t want to be a burden. They worried about the hereafter, about the fate of their immortal soul. They didn’t
want to burn in hell.
Starting about 1930 with the invention of penicillin, modern medicine started to change all that. Everything changed then.
The rules have changed a whole bunch and now death is not so inevitable. It can be postponed, it can be negotiated with. You
can dodge the bullet. We’ve got heart transplants and lung transplants and kidney transplants and liver transplants and bone
marrow transplants. If it’s broken and you should be dead, we can sometimes fix that. [For] many cancers we talk about cure.
AIDS is not a terminal illness. AIDS is now a treatable chronic disease. Things have changed a whole bunch and we have far,
far more choices than we ever had before. Death is a little more negotiable and a lot more complicated. Our expectations as
a culture have changed a whole bunch.

The problem is we’re a profoundly death phobic culture. We deny. We avoid. We use euphemisms. We can’t say the “d” word.
People don’t die. They pass over. They cross over. They pass on. They go to a better place. Funeral homes make the whole
process invisible. They sanitize it. They slip the body away, they have a little service, boom – done.
This is a very unusual group that I’m speaking to here in that many of you have had a great deal to do with death. But in the
general public, most people have never seen a dead person. And even fewer have ever touched a dying person. Almost none
of them have ever cared for a dying person and watched them die.
I’m from Nelson. There’s a beautiful Doukhobor tradition in the Kootenays [mountain region of BC]. The Doukhobors –
Russian, very spiritual, very communally oriented group – would always die at home. When they died, their family – the whole
family – would wash and dress their loved one in their best clothes and put them on a table or in a coffin right in the middle of
the living room. They were not big houses. Everybody for three days would come and go and sings hymns and songs and tell
stories, eat wonderful Russian food – latkes, perogies, borscht. I love Russian food.
Then they’d carry the body – physically carry the body – to the cemetery, walking distance, where they would lower the coffin
into the ground. Each person there would put the dirt on the coffin until it was buried in the ground. Everybody in that
community from the smallest to the oldest was a piece of that fabric and everybody was connected to that process and they
touched and they lived and they felt and they knew in their bones what death was. There was such integration of that.
How far we’ve come from that now. Think about our popular culture. We keep death at arm’s length. We avoid facing it
emotionally.
Woody Allen quote: “I’m not afraid if death really, I just don’t want to be there when it happens.” Yet at the same time our
popular media depict violent death and dying and murder all the time, many times a day. If you watch a CSI episode, you’ve
got graphic, photogenic, forensic detail right up close of death. That numbs us to it. It anaesthetizes us. It prevents us from
making a connection to that death. It prevents us from engaging our heart in it I guess.
Our children play first-person shooter games. My son, my seventeen year old son, over my vigorous objections is playing
these games where the purpose of the game is to kill another human being, in fact as many human beings as you can. You
have to get points. You get a number of kills per game and you have to get a certain number of points before you can advance
to the next level. It seems like the final goal of this is to become a master killer who can kill more people than anybody else.
That killing is anonymous. It’s amoral. This is the killing of war. This is the killing of … it hardens us. It makes us impervious. It
closes our hearts to love and compassion.
It’s a bit schizophrenic. We’re in a popular culture that inundates us with images of death and yet at an emotional level we
are closed off from that place. We do not want to go there. Because we avoid talking about it, death has become, often
become, an intensely medicalized, hospitalized, intensive care unit kind of experience that may extend our life up a little bit,
but oftentimes at severe expense to our quality of life. It often doesn’t meet our basic needs as human beings: to be
connected, to be known, to be loved, to matter. What could be a deeply meaningful, affirming part of our life often becomes
more wounding than healing.
Death is broken in our society. Death hurts far more than it needs to be. Why is this going so badly? Why aren’t we talking
about this? Why aren’t we having conversations with each other? Why aren’t we helping our patients and families to make
good choices?

My deep sense in this is that patients and families are really just emotionally completely unprepared. They haven’t seen this
coming. They’ve tried hard to avoid seeing this coming in some cases and especially about talking about it and at the last
minute, faced with choices about treatment, families panic. They can’t let go. They grasp at straws because they are nowhere
near ready to say goodbye. They’ve done none of their homework.
When you think about families in conflict, where you think about families where communication’s not gone very well, when I
think about the train wrecks that I’ve been involved in, the deaths that went really, really hard, there’s a direct correlation
between the degree of unresolved conflict and anger and dysfunction in your family, and how death’s going to go. I see some
nodding. You guys, when you think about when a family is loving and together, we can do death in a really beautiful way.
When family is conflicted and not talking? I mean, Renu’s family this morning, beautiful family, very loving, but no
communication or communication shut off at a crucial place. Look at the damage that it did, four years later still deeply
hurting. Ouch.
So advance care planning is one of our best tools. Advance care planning – the conversation about this, opening up the
dialogue – is one of our best tools to relieve that suffering, to empower individuals and families, to allow us more dignity,
more personhood, more connectedness, more belonging in our dying.
Advance care planning is a conversation. Pretty simple. It’s a conversation about values. It’s a conversation about “Would I
want medical interventions if I could no longer get up and go out of the house and go for a walk? If I could no longer enjoy my
life the way I do now? If I could no longer manage my own bowel and bladder? If I couldn’t think clearly for myself? If I
couldn’t recognize my loved ones and speak to them? At what point would my disability make me reach the point where I
wouldn’t want to do this anymore? Before that point, yes, it’s worth doing, and after that point, no thank you, I think it’s time
to go.”
Advance care planning is a conversation about goals of care. What are we really doing here? Are we treating for cure or are
we treating for comfort? Is this about “Let’s do everything we can to live as long as possible” or this about “Let’s do
everything that we can to make this, to help you live as well as possible.” Different families, different patients have different
answers there. We need to find that sweet spot for that family.
Most people say that the best kind of life and death would be to live right to your dying day with all of your faculties and doing
really well and go to bed at night and boom – die in your sleep. I think God and the angels would feel quite cheated. I think
we’re supposed to get old, we’re supposed to lose our abilities, we’re supposed to become frail, because that process helps
us to let go of all our attachments and wakes us up to why we’re really here.
When you think of the average twenty year old, he’s got the world by the tail. He’s got a car, he’s got a girlfriend. What does he
know about anything? We have to get old, we have to suffer losses, we have to experience pain, we have to be forced to give
up things that we don’t really want to give up before we wake up as human beings. That dying process is all about
experiencing those losses, feeling that pain and understanding ourselves as human beings at a far deeper level because of
those losses. It’s a crucial piece.
The sad reality for many older people is that they don’t die quietly in their sleep. They get weaker and weaker and sicker and
sicker and then they wind up in and out of the hospital and they wind up in hospital all the time with more and more
interventions and less and less quality of life and especially less and less dignity and less and less personhood. One of an

older person’s worst fears is “I’m just going to be a body in a bed. I’m not going to be me anymore. I’ve lost my personhood.”
They’re not able to speak for themselves and the family in their grief say “Keep going” and it goes on and on.
When I talk to patients about this, when I have this conversation, the overwhelming response that I get is “When it’s my time
to go, please let me go. Don’t make me linger. If I’m not having any fun, let me go.” We can help support patients and
families. These advance care planning conversations are about exploring and clarifying values, about empowering people to
make choices and to speak up for what they really want, protecting their autonomy, [and] especially easing family distress,
healing those rifts, opening those conversations and helping people to connect with each other.
You can imagine that there would be a lot of benefits to this process. In fact, there are plenty. Research shows patients who
discuss their wishes for end of life report feeling empowered, having a sustained sense of hope for the future. We avoid these
conversations because we don’t want to make them afraid of death. In fact, research shows that death anxiety is reduced
when people are able to talk about this.
Advance care planning – these conversations – is a highly social process. It’s all about relationship. It builds connectedness.
When you have highly personal conversations where people talk about their deepest fears and beliefs, guess what happens?
They feel more connected. Patients, families, doctors. There’s intimacy. There’s trust. The relationships are strengthened.
Including the family members in these discussions is the absolute key. When family members are present and they’ve got a
stake in this, when they hear from the horse’s mouth, it relieves them of an enormous burden of responsibility. If those family
members are later asked to make decisions for their loved one, they can do that with a light heart knowing what their loved
one would want, instead of having years of guilt or self-recrimination. We can save years of heartache by having families
present in these conversations and as active participants.
To be old, to get old, get sick involves a huge loss of dignity and autonomy. Becoming dependent, incapable, means the loss
of personhood. Everything that we do that allows them to be heard and valued and respected and make their own choices
lessens by one tiny bit that burden. It eases their pain.
One of my hats is as a Chair of our Kootenay-Boundary Clinical Ethics Committee, the Interior Health Clinical Ethics
Committee. I want to speak about ethical principles. Ethically, advance care plans are all about respect for autonomy. Simply
put, “My body belongs to me. No decisions about me or my body without my consent. I am the boss of me.” An advance care
plan is a way of insuring that that right of consent can be carried forward even when you’re no longer able to speak for
yourself. You can still say what you do or do not want to happen for you.
The ethical principle of beneficence is “Do good, if you can and it’s wanted.” We are morally obliged to help people if we have
that ability. The ethical principle of non-maleficence says “Prevent avoidable harms.” If something bad could happen and
you could prevent it, you are morally obliged to step in and do so. I see something bad happening so often when it comes to
dying and seniors. Advance care planning ensures that unwanted or overly aggressive medical therapies are not carried out if
the patient doesn’t want them, even if the family tried to insist. As an emerg physician, I see that often. We’ll talk about that.
The principle of justice or fairness. Here we’re talking mostly about distributive justice. Distributive justice says in is a system
where we’ve got a fixed amount of resources and when they’re gone, they’re gone, we have to try and organize those
resources to bring the greatest possible good to the greatest number of people.

Do you remember Ariel Sharon, the Prime Minister of Israel? He died in January. He had a huge stroke, a massive stroke in
2006 and he’s been lying in an ICU bed until this January when he finally died.
Are you guys aware of the Hassan Rasouli case before the Supreme Court of Canada. It’s just decided. Hassan Rasouli was a
sixty-one year old fellow. He had a brain tumour, he was operated on and suffered very severe complications after the surgery.
He had meningitis, suffered severe permanent brain damage. His physicians after a year said “This is terrible. He’s not
benefitting from this. He’s never going to recover. Can we turn off the ventilator?” His family said “no”.
In a very unusual step, the physicians of Sunnybrook Hospital in Toronto took this to the court and said “We consider this to
be assault on Mr. Hassan Rasouli, for us to keep him alive, and we would like the permission – whether the family likes it or
not – to turn off the ventilator.” The court turned them down. They went to a higher court – turned down. Finally the physicians
have gone to the Supreme Court of Canada to decide this and the Supreme Court in its decision said “Well actually you have
to go the Capacity and Consent Board and they will give you the decision.”
What I’m getting at here is that it is possible to consume a huge amount of resources for what most of us would consider not
a whole bunch of gain. An ICU bed – your typical stay for a patient in an ICU bed, you need that bed quite badly for about
three to seven days – it’s an expensive tool. You don’t have that many of them. There are the physicians’ and the nurses’ time
and the bed itself in the hospital and all those tests and the occupational therapist, physiotherapist, rec[reational] therapist,
respiratory therapist. This is a very expensive machine that we’re running and for ten years there was a bed there that literally
hundreds of other people could not access because somebody was in it who didn’t benefit from it in any significant way.
Distributive justice says that we are morally obliged to make sure that in a system where we can’t give everybody everything
that they want, that we make sure that what we’ve got is spread out to provide the most benefit possible for the most number
of people.
The Baby Boomers are aging. We as a society have to have these conversations because we can’t do everything for everybody
and we’re going to have to decide who would really benefit from this. We can’t say to people “No you can’t have this.” We
have to converse, we have to have conversations and say “What’s best for your loved one? How can we best manage this with
you?” and have those conversations with patients and families.
Let’s talk about the obstacles. If this is such a great idea to have these conversations, how come we haven’t been doing this
for the last twenty years?
What’s the first obstacle, the biggest one? That’s easy: denial and avoidance. This is a conversation about dying. “Yeah. Let’s
sign up. There will be a crowd at the door.” The next obstacle, amazingly, is, I think, magical thinking. Magical thinking is a
developmental stage quite appropriate for five to seven year olds that says “If I don’t think about this, it’s not going to
happen. If I never say this out loud, it probably won’t happen.”
Another obstacle is that we don’t want to upset people. We think if we have this conversation, it’s going to upset them. In
fact, over and over again we see that families are enormously relieved to have these conversations and patients themselves.
But they don’t want to start them. They don’t know how. That’s our job. That’s your job, to start these conversations, because
families desperately need them and we can help them a whole bunch.

Poor communication is an obstacle. I’m going to be up at this podium for three quarters of an hour. I’m going to apologize
eight times for doctors. I might as well just get started. [laughter] In the absence of an open and clear discussion about the
end of life, many patients may not even know what their diagnosis is or exactly what their prognosis is or how close or far they
are from the finish line. That’s a conversation that needs to happen. Families consistently report wanting more information,
the opportunity to ask questions.
In fact, after death when we go back and look, one of the key determinants of family satisfaction was the availability and
involvement of their doctor, and the ability to have discussion and answer questions. The ability to be involved in the
decision-making process is crucial for families. That ability had a profound impact on the degree to which families for years
afterwards had a sense of closure and resolution about the death of their loved one. If we do a good job of this, it lasts a long
time. When we do a bad job of this, it lasts a long time. Families need to feel informed, involved, consulted. [applause]
It’s paradoxical but the more life threatening your illness, the less likely we are to actually say the ‘d’ word. We don’t want
them to give up hope. We have to keep a brave face. Renu [Bakshi] with her family this morning, [mother with] stage 4 breast
cancer, nobody’s mentioned the “d” word? Ow. I feel so embarrassed for us as a care team that we couldn’t help that family
more.
In fact, having a realistic conversation about a person’s illness, especially the more serious it is – giving them a realistic
picture of where they are, what their prognosis is, what their choices look like – universally empowers them. They feel more
part of the team, they feel more in control, they feel like their voice will be heard, they feel braver and more ready to face the
future because they know where they stand. We respect human beings when we acknowledge that they’re big and strong
enough to know about their own death.
Another obstacle is uncertainty about the choices. “What do we choose here, this CPR, defibrillation, intubation, ventilation. I
don’t know – what am I choosing here?” We have to be prepared to explain these things. That’s the doctor’s job. I’m
apologizing again about all these things and what they mean. When I explain this to people, some people say, “Well what the
heck? I mean, might as well give it a try. I mean, it can’t hurt.”
Here we’re victims of the Hollywood myth. Every single episode of ER always has at least one cardiac arrest and defibrillation
and 75% of the time it works. By the end of this half hour show they’re walking out of the hospital doors arm in arm with their
loved one murmuring sweet nothings and gazing into each other’s eyes. Wasn’t that a heartfelt moment?
The truth of this is, and here I’m putting on my “emerg doc” hat. You’re older than 65 [years of age] and your heart stops and
you’re out in the community and you come to my emergency department and I defibrillate you, I have a 25% or 30% chance
of getting you back started again. Of those people that get started, only ten out of a hundred will still be alive after a month
and only two or three out of a hundred will walk out the door or be wheeled out the door of the hospital in a wheelchair, and
most of them will have some degree of anoxic brain damage.
If you’re young and you’ve got a healthy heart and it happens someplace close to a defibrillator, we can do way better than
that. But if you’re old and your heart is tired and wants to stop, by the time it stops, my chances of getting it started again?
Zero. And to do CPR and defibrillation on an 80 year old? That’s not the way I would want my mother or anybody else’s
mother to die. My mother died like that. We’ll tell you that story later maybe. I can’t think of any 70 plus year old that I’ve ever
actually saved. If you’re more than 70. I’ve heard stories of people defibrillated who go on to have a good outcome but I

personally have never, ever successfully defibrillated and resuscitated somebody who’s more than 70 whose heart stopped
by itself because it was too tired.
My worst fear – one of my worst fears – as an emerg doc is when a patient comes in the door, they come all the way out from
the Slocan Valley, they’ve been down a long time – at least thirty, forty minutes, that they’ve been down at least thirty minutes
to CPR – and they roll in the door. Their pupils are fixed and dilated, they’ve got anoxic brain injury. If I’m clear that they’ve
been down long enough, I can just pronounce death. If it’s unclear how long they’ve been down, I’m obliged to give them that
chance and I charge up the paddles and put them on. I’m praying that this is not going to work because I know how this movie
is going to end. If their heart starts again, this is the story of my father.
72, diabetes, smoker, renal failure, dialysis for a couple of years. Train wreck. Central obesity. That’s my Dad. He had been on
dialysis for a couple of years, and he would have been ready to go except he had remarried and started a second family and,
vasectomy notwithstanding, he ended up fathering another child. He had this teenage daughter and this young wife who
really, really loved him and really, really wanted him to stick around for longer.
He was putting up the Christmas lights. He was trying to get the heavy extension ladder off the wall in the garage. Way too
heavy, wouldn’t ask for help. That’s my father. Heart attack right there in the driveway. Dropped. Amazingly, Red Deer Health
Services – there in three minutes, started CPR, defibrillated within four – got his heart started again so that he could spend
three days in the ICU lying there in the bed while his first family – the five of us kids – and his second family – his lovely wife
and his very unprepared daughter – unprepared in the sense that he had only been on dialysis for two years and only had
three heart attacks before that and he was only 72. So they were quite unprepared for this, and they had to let go. As soon as
we turned off the ventilator, he stopped. His heart stopped right away. He was gone. He had been dead since the moment he
hit the driveway. But we just weren’t quite ready to do that.
Just because we can do something doesn’t mean that it’s the right thing to do. Sometimes when I think about medical
interventions for people who are dying, I think they’re more for the people that we’re leaving behind than the dying person.
Sometimes patients fear that a “Do Not Resuscitate” and “no CPR” order and by the way, can I change the words? “DNR, No
CPR.” Can we call this from now on, “Allow natural death”? [applause] There’s a movement among emerg physicians that’s
gradually gaining momentum that says, “Let’s talk about allowing natural death. Let’s not talk about ‘No CPR’. I’m not going
to save your life when I easily could just by [blows]. Well no, let’s allow natural death.” Patients might think that in allowing a
natural death order, means planning for euthanasia, or that if they sign that, the doctors or the family would be stuck with
that and if they change their mind they couldn’t get out of it and they’d be obliged to die when they didn’t want to. We’ll talk
about changing your mind in a minute.
A big one is, a big obstacle is fear of abandonment. “If I sign this, a DNR means that the doctors will give up on me. There’s
nothing more we can do. Bye.” Anytime we have these conversations with people, we have to make it absolutely clear that no
matter what you choose, “We’re always going to do everything that we can to make you as comfortable as we can. I will
always be with you. We’re going to be with you right to the end.” They need to hear that.
For doctors, there are significant internal obstacles around this as you might have guessed. There are several factors at work.
Our entire medical culture is about survival as success. It’s about preserving life. It’s about “I saved him.” In that paradigm,
death means failure. Often we as physicians take that as personal failure. “I couldn’t save him.” For some physicians, I think
we’re actually fighting off our own death. That’s what we’re running from in some cases.

Another thing for sure is that we are very afraid of the patient’s emotional needs. The truth is that we’re barely holding our
own emotional needs in a lot of cases. We’re on the edge of not coping with our emotional needs, so to hear about the
patient’s emotional needs might be too much for many of us. Doctors are people. Many of us, most of us, have unresolved
grief issues of our own. So we just don’t want to go there. We’re avoiding this just as much as you are.
Advance care planning is a conversation. It’s about goals, it’s about values. We’ve talked about the benefits. We’ve talked
about the obstacles. Advance care planning is also a document. A piece of paper. You can call it an advance care directive, a
living will, a “My Voice”, a DNR, no CPR, allow natural death, Medical Orders for Scope of Treatment [MOST]. Those of you
from Fraser [Health Region] will have heard that. Alberta – it’s a better no CPR order that allows you to express your wishes
around end-of-life care, appoint a temporary substitute decision maker. That kind of stuff.
We just passed the Health Care Consent Act last September. We used to have these but they weren’t law, and a temporary
substitute decision maker at the last minute could overrule them. They are now law, as of last September. If I’ve got a DNR, it
doesn’t matter what the family is telling me to do. There at a moment of crisis in the emergency room, if I know it’s there, I can
say, “Your loved one did not want this, and they are my patient and I listen to what they tell me to do, not you.”
Lorraine [Gerard, BCHPCA Executive Director] and Meg [Milner, BCHPCA President] wanted to make it clear that advance
care planning is for everyone. It’s great for old people. We’ll talk about old people some more, but this is for everybody. I’ll tell
you a story.
Busy Saturday afternoon in the emergency department. The provincial hockey finals were being held in Nelson and all the star
hockey teams from across the province were here, were in Nelson, the city. An ambulance rolled in coming up from the
Rec[reation] Centre. Full Code 3, lights, sirens. Woman convulsing in a coma on the stretcher. What the hell happened?
The story was her son had been playing in one of the playoff games and had been hit from behind by somebody. She was
screaming at the top of her lungs at the referee, calling for a penalty because her son had been hit. She dropped to the
ground. Sudden loss of consciousness. She woke up. She had the worst headache of her life. She was nauseated, and her
neck was stiff. People are nodding [the audience]. They know the diagnosis. This is a catastrophic inter-cerebral hemorrhage.
This is a sub-arachnoid hemorrhage.
Two or three of us in this room have aneurysms in the blood vessels in the base of our brain. As the blood vessels are forming
throughout our body, there are spots where the muscle’s got a little gap in it and the lining isn’t strong enough. If our blood
pressure is up, the lining starts to bulge outwards and makes a little pea-shaped aneurysm in the blood vessels. It happens in
lots of places but those blood vessels right at the base of your brain and right in tiger country.
The breathing centres, the whole brain stem sits right on top of them, and if in a moment of blood pressure surge – you’re
making love to your wife or you’re lifting your end of the piano or you’re screaming at the referee – and your blood pressure
peaks? Pop. That can rupture. If it ruptures slowly you develop a terrible headache and we get you to a hospital and we get
you to a neurosurgeon and they put a clip on it, and you’re saved. If it happens quickly, like in this woman, she’s going to start
to dip into a coma and the prognosis is terrible when you bleed suddenly like that.
I’m looking at this woman and I know – I haven’t even got a CT scan yet –but I’m pretty sure I know what the trouble is and it’s
not looking good. The husband is a deer in the headlights. He is completely unprepared for this. He has no idea. “No we’ve

never had a conversation. No I have no idea what her express …” He could barely talk. No, he had no idea. So we got the
ambulance going and tried to stabilize her. Twenty minutes later came back to him. He said, “We did have a conversation. It
was about twenty years ago. Our neighbour had been in a car accident and was in the ICU in a coma. We heard about it from
his wife. And as we came back to the house, she said to me ‘I would never want to live like that. If that ever happened to me,
just let me go.’”
He had taken a while to remember it but by the time he got to Kelowna to the neurosurgeon – husband went in the
ambulance. By the time they got to Kelowna – she was doing badly – he was able to look that neurosurgeon in the eye and
say, “Just let her go. I know that’s what she would have wanted.” And she died.
It’s never too soon to start talking about advance care planning.
Advance care planning is really crucial for people who already have a significant disease. If you’ve got congestive heart
failure or COPD – that’s lung failure – or you’re on dialysis – that’s kidney failure – if you’ve got dementia – that’s brain
failure – if you’ve got diabetes and are going to get complications, now is the time to talk to your physician. Now is the time to
talk to your family about what you want.
There are a bunch of questions: “How might my condition progress?”; “What does the future look like for me?”; “How will my
disease affect my memory, or my ability to express myself?”; “What would it look like if it became life threatening?”; “What
would I want in terms of life support or life prolonging therapy?”; “Who do I want to talk for me? Who do I want to make these
decisions for me?”
Those are really useful conversations.
I thought I’d make this practical for you. How do I approach advance care planning and practice?
In the emergency room – there are elective discussions you guys have out in the community – in my world in emergency, I’ve
got a 64 second conversation because I’m a big guy and there’s lots [of patients] so it’s “chop, chop, chop”. I’m happy to
have this. Every patient that’s admitted to the hospital we’re now legally obliged to have that conversation in Interior Health
anyway, as they come in the door. It’s a good thing because it normalizes the conversation and by the time you’ve been asked
this same thing six times, you start to expect it and you get more comfortable with it.
May I borrow you? [selects person from audience] You don’t even have to get out of your chair. You don’t even have to say
anything.
[Role playing] “Sandi? What’s your last name? Armitage. Sandi, I’m … yeah, you’ve got a bad pneumonia and we’re going to
need to bring you into the hospital and I think you’re going to need some antibiotics. Is that okay with you? Yeah?”
“Now I have this conversation with everybody but I need to ask you some questions about what your choices might be. And
I’m really glad that your husband and your sister are here with you to hear about this because they may be actually required to
help speak for you if you’re not able to speak for yourself. So I think it’s really important that they’re here so that they can
hear from the horse’s mouth what it is that you would want.”

“Now you’re doing really well with your pneumonia and I think you’re going to do fine. But I need to talk to you about some
possibilities just in case things go badly. If you were to ever have a big fat heart attack or a stroke or something like that and
your heart stopped and your breathing stopped and you’re dying essentially, there are some people who would want us to do
CPR and try and restart their heart again – that’s defibrillation – or put a tube down their throat – that’s intubation – or
connect them to a life support machine – a ventilator – to breathe for them to try and keep them, to try and get their life
started again. And there are other people who would never want that, say ‘Don’t you ever do that to me. I’d never want to be
kept alive on machines.’”
“What would you say Sandi? [Sandi answers] Do it all. There you go.” See the right answer for Sandi is “Do it all.”
There might be a more focused conversation.
Say Sandi had had her first stroke and she’s being admitted. “Sandi, you’ve had a first stroke and what we know about
strokes is they sometimes come in clumps. I need to ask you a question about feeding tubes, because different people feel
quite differently about it. If you were to have a much more serious stroke, a very devastating stroke where you were
completely paralyzed on your right hand side, and you’d completely lost your ability to speak, and you couldn’t walk and you
couldn’t talk. For many people that involves losing your ability to eat and to swallow. If you weren’t able to eat or swallow,
you’d die unless we fed you. And there are some people who would want us to put a feeding tube in through their nose and
down into their stomach to keep them alive. And there are other people who would say, ‘If I can’t walk and I can’t talk, and I
can’t eat, and I may not understand what’s going on around me, I don’t think I’d sign up for. No thank you.’”
“How would you feel about that? [Sandi answers] Don’t want that? How is that for you husband and daughter? How would
that be for you guys? [Sandi comments] They’d agree.” [laughter]
There. That’s been two minutes. That’s all it takes. And we’re engaged. We understand what the choices are. They’ve heard
from the horse’s mouth what this person would or would not want and the reasons for wanting that. Sometimes the
conversation goes on longer because there are lots of ins and outs. In dementia care, this conversation often takes quite a bit
longer because there’s a whole bunch of education for the family around what’s going on and what the future might look like.
But this is the two minute corridor conversation.
I think I’d have this conversation in an emergency with a temporary substitute decision maker. If it was your wife that was
rolled in on the stretcher and you were the husband and I’m now asking you “What would your wife want?” that’s a different
conversation. When I’m speaking to the temporary substitute decision maker, one of the things that I often need to remind
them is “By the way, I’m not asking you what you want. I’m asking you what my patient would want. What they would say. And
what they want and what you want may be the same but they might not be. And I’m not asking what you want. I’m asking what
he would want if he were able to speak for himself.” That reminder is a crucial one.
I think that’s probably all I’ve got to say about … Oh, we’re running out of time. I’ve got seven minutes left to talk about the
important stuff. The gifts of dying. The gifts that death brings.
Over the last twenty or thirty years, I’ve seen a lot of people die in a lot of different ways and some of them go beautifully,
gracefully, quietly. It’s lovely. The family’s all connected, surrounded by love. Very integrated, very healing experience. I’ve
seen people die kicking and screaming. Fighting to the last breath. You guys have seen this. I’m sure you’ve seen deaths like
that.

When I’m dying, I’d like to do this gracefully. Wouldn’t it be nice? When I’m dying, I’d like to be old and wise and kind. I’d like
to be enormously pleased with everybody who’s around me. I’d like to be very grateful for all that I’ve been given. Not “It
wasn’t enough” but “Thank you so much for all I’ve received.” I’d like to be faintly amused and a little bit joking around about
it. I’d like to be open and curious. I’d like to be trusting. I’d like to be loving and simple.
You don’t get there without doing some practice. Some of the practices that I’ve got, one of them is called “the Death Bed
Test”. If I’m offered a new job or somebody wants me to do something and I’m not sure, I put myself on my death bed. Okay, if
I was on my deathbed and I was actively dying and I looked back at my life and said “Did I, how would I feel about this thing?”
Would I be glad that I had invested my life energy and spent months, years of my life doing that? Or not. Would I, if I was
doing something and wasn’t really sure about it, would I be proud on my deathbed that I had done this? Would I be
embarrassed?”
Almost every time I do the Death Bed Test, the answer comes out “I wish I could have done this more gently, more patiently,
more kindly.” But it just gives me the perspective. I think we don’t do this very well because we’re unprepared. We haven’t
done our homework. We’re actively avoiding doing our homework.
In Nelson there are yoga studios. There’s a yoga practice called Shavasana. How many of you do yoga? Anybody does yoga?
Yeah, sure. So there are a few of you who do yoga. In Nelson, there are more yoga studios than coffee shops [laughter] and
there are more coffee shops than people, so everybody knows Shavasana. So Shavasana is the corpse pose. You’re lying, laid
out on the floor as a corpse. After you’ve done your yoga practice, the instructor will say “Okay. Let’s do Shavasana.” It’s the
practice of preparing for death.
You lie down on the floor, sometimes you’re covered with a blanket, and you spend ten minutes saying goodbye to everything
you’ve ever known. You say goodbye to everybody that you’ve loved, one by one if you like. You let go of all your possessions –
all the stuff. You let go of the house, the car, the mortgage, the savings plan, the retirement savings. You let go of all the
projects: the garden, the kids, the work, all the attachments. You let go of all the stories, all the dramas: “I’m not thin
enough”; I’m not pretty enough”; “I’m not rich enough”; “I don’t get lucky often enough” – that’s a guy joke, sorry [laughter] –
“I’m not respected enough”; “I’m not valued enough”; “My partner doesn’t love me or cherish me or tender me the way that I
need to be loved”. We let go of all those stories.
We have to let go of everything because it’s time to go. It’s too late to change anything. It’s too late to make amends or take
back all the stuff that’s been said and done. It’s time to go. All of this will be gone. And we get to that place and we sit in it.
Then “ding” – the bell goes – and we get up very slowly and we roll our yoga mat and we go back out into the world, and go
back out into that world that we just said “goodbye” to. It’s not too late to make amends. It’s not too late to take back all
that’s been said and done. We see our life from a very slightly different perspective. Our attachment to all the stuff, our
attachment to all those stories that we’ve been telling ourselves for years is just this much looser than it was before. We’re
able to value more rightly the people that we love.
Many people who are dying tell me that they really only woke up when they found out that they were going to die. They did
more living in the last three or four months of their life than they had the whole time before. It was like they were asleep
before and they’ve only just woken up. The last few months of their life were more painful but also far richer than anything
they had had before.

When we stop avoiding and denying our death, we wake up ... to gratitude for what we’re given in each moment, the
preciousness of our relationships with the people we love. We wake up to the fullness of our life, the gift of the present
moment. When we finally feel our frailty, our transitory nature, we also feel our joy, our aliveness, our freedom to create
beauty in each moment.
In order for us as hospice palliative care workers to give that gift, we’re able to give that only to the degree that we’ve
embraced the gifts that dying has brought us. The people that we said goodbye to, as we feel our way into that, as we really
live into that experience of death, we approach the place where we can become a real support for the people that we’re with.
The support that we bring is our presence.
I’d like to give you an image. I’m going to finish up here – I’ve run out of time – but, I’d like to offer you a picture.
I would like us to see ourselves as midwives. Birth midwives are guides, helpers in one of life’s great transitions. Birth is scary
and dangerous and enormously painful and it can go terribly wrong. But the midwife has done all this hundreds of times. She
knows this dangerous territory inside out and she is not scared at all. The midwife’s job is to ease the tight spots, to steer
around the dangerous places, to keep things moving when they try to get stuck, to hold that mother safe. Even in the middle
of this scary and dangerous process, to let her relax into the beauty and wonder of what’s going on despite all the pain.
You can be – you are – midwives in the dying process. The midwife’s job? Ease the tight spots, steer around the dangerous
places, keep things moving when they try to get stuck, hold this family safe, let them relax into the beauty and wonder of
what’s going on despite all the pain.
As midwives in the dying process, the gift that we bring is our presence, our willingness to be right here in the present
moment. Our willingness to be here with death, without any denying, without any avoiding. The gift that we bring is our wide
open heart, our familiarity with this unknown dangerous territory. Our comfort, our acceptance, our trust in the goodness and
the rightness of this process. The gift that we bring is our gentleness, our loving kindness, our humility, our common
humanity, our being with each other as human beings.
These are the gifts that death brings. The gifts that you bring in doing this work. This is wonderful work. I thank you for doing
it. [applause]
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying and planning for care and the paths to opening these
conversations
 the current and potential role family practice professionals have in engaging and educating the public about death and
dying, and advance care planning
 the potential for family practice organizations to partner with hospice palliative care organizations to promote public and
personal conversations on death, dying and advance care planning
 the potential for family practice organizations to partner with hospice palliative care organizations to advocate for hospice
palliative care in British Columbia
MEG MILNER: So if it’s alright with everyone as you come in and help yourself to a chair, I think that we’ll start, just because
we’re … So having such fulsome conversations today, we’re running late on time a bit. This session and dialogue is with the
physicians, the planning conversation with family physicians and from the family physicians’ perspective. The planning
conversations are literally, we went from starting the conversations to now we’re planning the conversation, so we’re
progressing through the day to move forward.
I’m Meg Milner, BCHPCA President. Well you know that from the other conversations we’ve had. And I’m very pleased to
welcome Dr. Garey Mazowita and Dr. Mazowita is President-Elect and Chair of the Board for the College of Family Physicians
of Canada. He’s Chair, Community and Family Medicine, Providence Health Care and a Clinical Professor of Family Practice
at UBC Medicine. Dr. Cathy Clelland. Cathy is representing General Practice Services Committee member, Advance Care
Planning Project Group, Council on Health Economics and Policy, Doctors of BC; former President and Executive Director of
the Society of General Practitioners of BC. Welcome Cathy.
GAREY MAZOWITA: And an all-round good person.

CATHY CLELLAND: And a midwife.
MEG MILNER: Welcome Cathy. And Dr. Trevor Janz is a family …. yes of course, you don’t want me to say it again. [Dr. Janz
was a keynote speaker in the previous session]. So we’re going to have conversations about planning conversations. And
these are with the focus of informing and educating people about person advance care planning and to encourage the
documentation of those plans. So I have a few questions – same format as the other conversations. And we’ll start with
hearing from the physicians around the table and then what I find works best is when someone has something they’d like to
ask and/or say or share, that we kind of don’t wait until the end, we just kind of have a conversation across the whole room.
TREVOR JANZ: Meg, could you read us the three questions right at the start just so I know the shape of the conversations, so
we’ll know where things belong? Just to give me an idea of what we’re going to do.
MEG MILNER: I will do that. So BCHPCA invites you to share your perspective on the following questions. We want to hear
about personal experiences in this discussion. The first question is: What is the current nature of death, dying and [planning]
for care and the paths for opening these conversations? The second question is: What is the current and potential role of
family practice professionals in engaging and educating the public about death and dying, and advance care planning? The
third question: The potential for family practice organizations to partner with hospice palliative care organizations to promote
public and personal conversations on death, dying and advance care planning. And the final question is: The potential for
family practice organizations – I would say family practice physicians – to partner with hospice palliative care organizations
to advocate for hospice palliative care in BC? That’s more the political picture. Okay?
So to start with, in your opinion, what is the current nature of public conversations on death, dying and planning for care and
the paths to opening these conversations?
CATHY CLELLAND: Who wants to start?
MEG MILNER: Whoever just opened their mouth has started. [laughter]
CATHY CLELLAND: Garey knows me. My name growing up was “Chatty Cathy”. I had a Chatty Cathy doll; I had a Chatty Katie
daughter so, and I have a Chatty Roger husband so we’re a really good family. There’s a lot of things that are changing right
now. As you mentioned in the talk earlier, physicians are trained to treat, to cure. That’s always been our goal. And we’re,
things are … the shift, there’s a big shift in our understanding and our comfort level that has to occur for us to start to talk
about dying well. Because I think we’ve not … we’ve avoided that conversation for a number of reasons.
And we’re starting to do some of that work in BC in particular. So I’m going to put a bit of a shameless plug in here for the
Practice Support End-of-Life Program. And I wasn’t sure who all was at this session so I thought I’d bring some information.
The Practice Support Program is developed through/by GP [General Practice] Services Committee, which is a joint committee
of the [BC] Ministry of Health and the Doctors of BC. And we develop a number of programs. And we developed, I was the
Chair of the working group that developed the End-of-Life Program whereby we were trying to encourage family doctors to a)
utilize the “My Voice” as a tool for having conversations with their patients. But also looking at their practice in a broader
sense going, “How should I start having this conversation? Who should I start having the conversation with?” And part of the
module was to develop an initial registry.

Some of the physicians who participated decided they’d look at everyone over a certain age. Others looked at people with
multiple co-morbidity. So that means more than one medical condition. So everybody had a little bit different way that they
decided they would look at their own practice. But then they’d start to have conversations with their patients. As of the end of
April [2014], we have had 1,000 family doctors either who have graduated from the Practice Support Program or who are
currently taking it. Pretty good numbers eh?
GAREY MAZOWITA: That’s wonderful numbers.
CATHY CLELLAND: So a 1,000 family doctors. So that’s out of, we figure there’s probably about 4,200 family doctors in BC
who are actually practicing longitudinal care. So your traditional cradle to grave type of family practice. Only about 15% of us
do deliveries but that’s another issue. And so that’s not bad. We’re roughly 20-25% of the family doctors have either
completed or are currently undertaking the End-of-Life module and I think it’s about “What are you doing in your own
practice?”
But the other bigger piece that we’ve brought about this is “How are you going to influence change in your community? How
will you help to set up, and what are the needs within your communities, how can you help to set up the supportive team
around supporting your patients and their families, particularly if they’re wanting to die at home?” Because there’s a lot more
supports for us available when they are in hospitals. It’s not as nice a place to die because it’s very clinical and it’s very cold.
Hospices are lovely.
When it comes to trying to organize it in the home, you need to have a lot more pieces in place. So part of it was also
developing that team by community so that, for example, maybe a community like Salmon Arm might decide to take on the
End-of-Life module and maybe there’s five of the family docs there and they’ll connect with their local organizations. So it’s
both looking at your own practice and your own patient population, but also looking outward to your actual community. And
so that’s sort of, I guess, touches a little bit on a few of the different pieces that you’ve got within some of your questions.
GAREY MAZOWITA: Sure. I’ll perhaps add a few things to that from the perspective of the College of Family Physicians which
is the training and accrediting body of family practice. So the standards, if you will, for family practice, the competencies are
set by the College of Family Physicians which is an organization, which now is over 30,000 family physicians [in Canada]. So
in Canada, any new family physician who is trained in Canada must go through that training program. And that training
program certainly emphasizes all the principles that we heard Trevor talk about in the earlier session and many of the things
that Cathy referred to.
The … it’s interesting … I think like so many things in our health care system which is changing so rapidly, the answers to the
questions that are posed are complex and they involve more than one partner. And the dialogue that’s going on between
family practice and communities and community groups and NGOs [non-governmental organizations] now through the
Divisions of Family Practice is an important piece of the puzzle. The administrators are an important piece of the puzzle. The
public is an important piece of the puzzle. The politicians and policy makers are important pieces of the puzzle.
I can remember, in fact I kind of look back with some amusement … about 20-25 years ago, I was practicing in Winnipeg at
that time and I suggested to our community hospital that we should try to normalize advance care planning. And that when
the patient comes in to register with the registration clerk, that’s where the questions should start. And when the patient gets
transferred to the ward, there should be another conversation: “Do you have an advance care plan? If not, would you like to
talk to somebody about it?” On discharge, again.

And it was interesting to me. The resistance wasn’t with the physicians. And the patients at that time of course weren’t even
asked, but it was with the administrators who thought, “This is territory that might have some liabilities and we shouldn’t be
treading there. And I think even to some extent, not so much recently, I think even for the politicians, I think there’s a worry
that advance care planning for some citizens of the province will be code for cost cutting. “Let’s talk about what we’re not
going to do because we can’t afford it.”
The reality is we all have a stake to play in this, whether it’s a training body, whether you’re in administration, whether you’re a
policy maker, and certainly, the dialogue with the public, particularly I think in the light of what a sustainable health care
system means. And what role we all … what personal responsibility and what family responsibility we all ought to consider
taking.
I’ve been on call all this week. I work on a geriatrics ward, so we see a lot of death on our ward. And our average age now on
our ward is actually now 85. And we’re a rehab ward, so we don’t admit somebody unless we think they’re well enough that
they can go back into the community. So these are relatively well elderly people. But bad things happen to them, just by
virtue of the age and the co-morbidities.
And yesterday I spent over three hours talking to two families about dying issues. It was just one of those days. I/we had
someone who had an acute subdural bleed after a fall. The family completely unprepared about death dialogue. And another
family, of course with a relative from California who’d flown up. A 93 year old lady who hadn’t been eating for almost a month
had been otherwise healthy and had come in to try and uncover why is she not eating. And we had ended up, as it turned out,
doing some, doing a CT scan and it showed that she had enlarged lymph nodes in her chest, in her abdomen, in her pelvis. So
it was some sort of malignancy at play there.
And this was one of the most difficult conversations we’d had. And at the end of the day, the family … the wishes of the family
were “We have to do everything”. And I’m not saying this to say it was the right or the wrong decision. It was their decision.
Unfortunately the woman was profoundly deaf. She could articulate her views; she could not hear. She could not read. Even
with amplifiers, she couldn’t hear us. So she could tell us when she was in pain. We didn’t, we weren’t able to communicate
with her to the point where we could ask her wishes. And it had never been discussed with the family. So this 93 year old is
going to go through on Monday, a bone marrow biopsy, a gastroscopy, and I think with very little hope of a positive outcome
here. And as much as we had a conversation with the family about really trying to separate the family’s needs from their
mother’s needs, that was where it was left.
And I completely agree with Trevor’s comment. In fact, it was interesting, you framed it as “The difficult conversations are
often when there’s family dysfunction.” And I had always framed it, because when I had my family practice in Winnipeg, there
were a lot of middle aged people and it was around death of a spouse and I would see the partner. And for me it was a flag of
a dysfunctional relationship if the surviving partner was still grieving after six months. And psychiatrists like to tell us there’s
nothing so difficult than to separate from an ambivalent relationship. And that’s often what we’re dealing with.
There are these ambivalent relationships where the communication has never been quite robust enough. The feelings have
never been discussed. The conversations have never been comfortable. And often there is a cultural or an ethnic overlay to
this as well. And so these are incredibly … I guess what I’m trying to say is sometimes it’s not just the doctor that doesn’t want

to have these conversations. [laughter] But it’s also a whole lot of other factors that are coming to bear that, as Trevor said, so
often have to do with unresolved issues, whether it’s in a couple or in the family or with the individual.
It’s interesting, before I came … its’ about ten year ago, before I came to Vancouver here, I actually co-authored the advance
care planning strategy for the Winnipeg Regional Health Authority. And so this is not a new conversation. This is absolutely
not a new conversation. We’ve been doing this … certainly I started practice about thirty-five years ago and in a sense we’re
kind of coming full circle. Because at that time, there was enough freedom for family doctors, enough ability, and in fact it
was actually a task to actually build a practice. You’d leave university and you had to build a practice. So I can remember
having a lot of one hour appointments with new patients where you could get to know them and you could talk to them and
really understand the family, the values, and it made things so much better when death came along. The trust, the continuity
of care, the comfort levels.
Now we’re in a system where those things are far more difficult. The challenge of continuities are difficult. And we’re trying to
fix those things. Cathy alluded to that. We really are trying I think to move in a direction where we are enabling physicians to
carve out more time for those kinds of discussions. But we’ve got this big wave of frail elderly that are coming through with
some manpower challenges that I think are confounding this whole issue. So perhaps I’ll stop there.
MEG MILNER: So what I’ve heard so far is that physicians are making sure that physicians have the background information
and resources to be able to start these conversations with their patients. And we’re looking at a quarter of the physicians who
are the family physicians approximately so far already having this support, this resource support.
And also I’ve heard, which I absolutely … it has been my experience too, coming from a nursing background but I’ve heard,
and also long-term care, I work in long-term care with a couple of other people and consistently it is the dysfunctional
families where we end up really in trouble. Even if we have it – an advance care plan – for someone who has been able to
express while they’re still cognitively clear, their wishes, here comes that other family member who is embedded in guilt,
grief, confused, and ending up with a very expensive plan. And I’m not meaning just money and resources. Emotionally
expensive, pain expensive for the elder who’s having to go through this. And so, in two words, it’s complicated. Yeah. And I
don’t think that’s a surprise for anybody.
COMMENTOR 1 [Dr. Lyne Filiatrault, Vancouver General Hospital]: In emerg we call it the “seagull effect”. The distant relative
who flies in and shits over the entire plan. [laughter]
GAREY MAZOWITA: And it’s fascinating because it’s almost as if they bring with them the sort of guilt of being away. And they
suddenly have to make up for perhaps ten years of absence or of only calling by phone or I … who knows? But it’s amazing
what a common pattern that is.
COMMENTOR 1 [Dr. Lyne Filiatrault]: But I think we’re also guilty of not involving them. So the conversation, it’s always the
person that always comes to the appointment and you don’t ask, “Well, how many other siblings is there that we should be
involving?” Because you’ve got this volunteer who’s coming with the elderly parent, who’s always there. So I think making an
effort to say, “Is everybody on board here?”
COMMENTOR 2: I have to say that within thirty years, I think I can deal with it. And I’ve been working for many doctors in those
thirty years in family practice plus being involved in hospice, I’ve noticed amazing changes. And I’m really pleased to see that
residents that come now are trained in palliative care and they’re really good with palliative care as well. And when this

advance care directive came on Vancouver Island, the Federation [Vancouver Island Federation of Hospices] and VIHA
[Vancouver Island Health Authority] has said the hospices are the ones responsible for educating and doing the conversation,
I went to the medical rounds of the doctors on the Island – I’m on Salt Spring [Island] which happens to be the highest
percentage of over 50s and going on – it’s a bit scary – but I went to the doctors in medical rounds. And we worked out a
system because what I see, the doctors don’t have time to have a really quality conversation with the family and deal with all
the nitty gritties.
So we evolved and said, “Okay. If you refer the patient to hospice, volunteers can sit down and help facilitate the
conversation with the family, get everything sorted out so they’ve got it in their mind. They’ve got what they want written
down.” They can then go to the physician and say, “This is what I want. Is this viable? What do you think?” and sign on the
dotted line. And the doctors actually felt very responsive to that. It’s now just educating the patient to come to the hospice
and talk to us.
CATHY CLELLAND: I think one of the challenges we’ve had though is we talk a lot about advance care planning as though it’s
only at end of life and only about end of life. And Trevor had raised an issue in his presentation that it isn’t just about the end
of life regardless of your age or your underlying conditions. It’s something that we need to normalize much earlier on.
And so one of the things when we we’re doing the train the trainer part, so we’ve trained family doctors and we’ve trained
specialists to be the facilitators for our practice support module. And when we did the train the trainer process, I remember
sitting … I got to be in a room with about thirty specialists. I’m a family doctor. I’ve been in BC since 1986, so I’ve got a fair
number of years under my belt. Most of the specialists in that room know my personality and know that I tend to call a spade
a shovel when I need to. And we were talking about one of the tools that we’re teaching family doctors to use, to figure out
who to initially start the conversation with, because it is to a degree, it’s easier when someone is sort of more towards that,
facing that end of life, because there’s a much more urgently looming possibility.
We’re using the surprise question: “Would you be surprised if this patient were to be, to die within the next six to twelve
months?” And that’s what we’re trying to teach the family doctors, to go “You know what? With all the things going on, they
may not. But I wouldn’t be surprised if they did. Therefore I need to start having that conversation.” They may not be acutely
ill. But when they’ve got COPD and heart failure and diabetes and hypertension and all of these other pieces going on, you
know that it doesn’t take much for something to happen that’s going to trigger them from being stable to being unstable.
So I’m in this room about this size with all of these specialists and I said, “Specialty medicine can also apply the surprise
question within your practice. Many of these patients you’re seeing over a course of time. Not doing the same continuity that
the family doc is. But you’re still seeing them over and over and over again. So when you first of all see your patient” and I
said, “I’m going to pick on cardiologists because some of my best friends are cardiologists. So if as a cardiologist you’re
seeing this patient who you’ve built a relationship over time. Maybe you saw them at the hospital for their heart attack five
years ago and they’ve recovered from that, first of all ask that surprise question from the focus of their cardiac problems.
Would you be surprised if they were to die from their cardiac conditions in the next six to twelve months? And if you said ‘Oh
they’re really stable. I’d be shocked if they died.’ No problem. If you say ‘It wouldn’t surprise me’ then use that knowledge in
the recommendations that you send back to the family doctor.”
“But if you would be surprised that they would be to die, take a step back. Be the general internist that you were all actually
trained to be first and looking at all the comorbidities, all of those medical conditions that the patient has, not just their heart
but at all of the other pieces. And would you be surprised if they were to die in the next six to twelve months of some

combination or complication of any of those? And if your answer to yourself was ‘Nah. I wouldn’t be surprised if they were to
die in the next six to twelve months, their heart’s stable but the rest of them isn’t as stable’ then again, turn that around and
use it in your recommendations back to the family doctor.”
Because as a family doctor there’s nothing worse than sitting down with your patient and their family, having maybe talked to
the respiratory doctor about their COPD that “You know what, they are … we need to look at taking a palliative approach.”
Because they’re starting that slippery slope down. And the patient and their family are on board with maybe not doing quite
as aggressive treatment. And then having the cardiologist turn around and send you the most aggressive recommendations
back and the patient’s going “But the cardiologist said …” And that makes it really tough for us as the family medicine
generalist who’s looking after the patient and all of their complications and their families and everything else that’s going on
in their life to find that balance and to redirect that conversation again.
A personal story … my grandmother. My father was an only child and when my grandfather passed away at age 78, he’d been
out in Edmonton helping my dad shovel snow on a November day. Got a bit of chest pain. So my dad said “Get out of here.”
So they went in the house because they lived side by side, and he passed away in his sleep that night. And my grandma
phoned my dad the next morning and said “I think your dad might be dead.” Because they’d slept in separate bedrooms
forever. But my grandfather would every morning get up and turn the furnace up and would start the coffee. The house was
cold and there was no coffee. My grandma was afraid to go and check. So she got my dad to come over. And my dad checked
and sure enough, he had passed away.
Now interestingly that summer, like three, four months before, we had this really interesting conversation. I lived in BC. My
family is there and I’d been going back maybe every six months or so, and my grandpa said, “Bob. When I die I want to be
cremated.” Now they’d had a plot at the local family cemetery for a long time. They were going to be buried in caskets, just
the two of them. And there’s my grandfather saying, “You can fit six of us in there if we’re cremated.” [laughter] But that
opened his conversation to what he did and didn’t want if something were to happen to him. So he passed away.
Well my grandmother didn’t pass away until she was almost, until she was actually just past her 91st birthday. But my father
being an only child didn’t want to talk to my grandma about what her wishes would be. I being the oldest grandchild, and
being the doctor of the family got to be the one who facilitated all this. I knew what my grandmother wanted because she and
I had some really good conversations.
Two weeks before she died, I get the phone call from my parents “Grandma wants all the grandkids home. She’s in hospital at
the University Hospital with some GI bleeding. Her time is coming.” So I go back and I’m in there talking to my grandmother.
My sister is there, my brother is there. The doctor of the week, which is kind of like a hospitalist type of setting, comes in and
says to my grandmother, “Your hemoglobin is 58. We’re going to give you blood.” Now my grandmother’s hard of hearing and
her bureaus heard really well because that’s where her hearing aids always were, and he’s standing at the end of the bed. I’m
sitting on the bed, three feet from her, and she looks at me – “What did he say?” I said, “This is what he said. Your
hemoglobin is 58, which is very low grandma. Here’s what normal is but you know you’ve been bleeding and this has been
something going on for a couple of years now. And he says he wants to give you blood.”
And she looks at me and she goes, “Well if he thinks …” And I said “Grandma, it’s not what he thinks. What do you want?
We’ve had this conversation. What do you want? If you want the blood, it may make you feel less short of breath, but you’re in
bed.” And Grandma looked at me, she looked at the doctor and she said, “Give the blood to someone where it will make a
difference.”

It wasn’t a pleasant situation because he really felt I was blocking his barrier and the fellow who came on the following week
was much better and understood that we’d had these conversations. It wasn’t in writing but we had these conversations. And
he took the time to sit on the bed three feet from my grandmother so she could partially read his lips instead of standing at
the end of the bed with a clip board and all the nurses behind him, and actually had that conversation with her and confirmed
she didn’t want any of the aggressive treatment.
She knew she was going to die. Her birthday was the following week and she was going to be 91. Her goal at that time was to
see her 91st birthday. And my daughter and I came back to visit that weekend, celebrated her birthday. My daughter did her
hair, did Grandma’s hair. And then her goal was not to die on Christmas Day. [laughter] Because my grandma’s birthday was
the fifteenth of December and she didn’t want to die on Christmas Day. And that was coming too close. She didn’t want to die
before Christmas. So her next goal was to make it until after Christmas.
So she’d seen my daughter – her only great grand-daughter. She’d seen my brother’s, my sister’s boys – two of her greatgrandsons. My brother had not yet brought his great-grandsons, his three boys up, and they were the oldest of all the great
grandkids. He brought them up on Christmas Eve day finally. He was really – my brother I have to say was the one who was the
most resistant even though his kids were the oldest of them all. She saw the great-grandsons there. She’d seen all of her
great-grandchildren, she’d seen all of her grandchildren, and my father’s the only child. They spent Christmas Day with her,
they went and spend Boxing Day with her and she died on the 27th. She went to sleep and went peacefully. But her goals, like
I said, were to reach her 91st birthday and then not to die on Christmas Day or before Christmas because she just didn’t want
us as a family to have to deal with her death around Christmas.
GAREY MAZOWITA: It was for her kids.
COMMENTOR 3 [Jo-Ann Turner-Crean, BC Bereavement Helpline]: How long ago was this Cathy?
CATHY CLELLAND: Let’s see. Well it would have been nine years ago.
COMMENTOR 3 [Jo-Ann Turner-Crean]: So you’re still telling a beautiful story. What a loss. And I’m sure each time you tell it,
it really makes you feel good. You’re sharing. We appreciate hearing those wonderful stories about you. And I don’t … I think
that when we are in grief, six months is not a lot for grieving. Up to two to five years is more than normal. As long as you’re
telling your story. Tears should turn to laughter eventually and smiles which were on your face. Stories of grief and loss are
beautiful to share with others and we find healing and sharing so thank you for sharing that story with us all.
CATHY CLELLAND: And the tears, quite frankly, the tears were because I was so angry with the doctor that first doctor. For
completely ignoring my grandmother’s wishes. And for treating me like I was a leper because I was advocating for my
grandmother. As professionals, as physicians, we have got to stop that. This paternalistic “I know best because I’m the
doctor. And your hemoglobin’s 53 therefore I must give you blood.” No, that’s not what the conversation needs to be.
GAREY MAZOWITA: And you know, Cathy, I like to think that where you do have a longitudinal relationship, that you don’t get
that. In fact, as a family doctor, I’m sort of taken aback now because I’m working in a much more episodic setting. And I had
a situation about a year ago that I haven’t encountered in so long. And we had a 95 year old. A woman who’d actually
emigrated to Canada, she didn’t speak English and I was communicating through an interpreter. And we had uncovered just
in the course of some routine investigations, she had come in because she had a bit of a functional decline at home. And we

weren’t sure what the cause was. And she’d been doing quite well living independently prior to that. And we had uncovered a
new cancer diagnosis.
And so I had gone with the interpreter and asked the interpreter to say to her, we have some new results that I’d like to
discuss with her so we could understand what her wishes would be. And what came back to me through the interpreter was,
and I quote verbatim, “I am an uneducated peasant woman. The doctor should decide.” And I haven’t heard that in years and
years and years. And what was sort of fascinating was this sort of realization that I had, how much this complicated my life in
terms of treating her. Because I had no idea what her values were, what the wishes were, how the family felt. And so I … so
suddenly I had all this work I had to do to uncover something that really should be part of a normalized conversation. I, for me
that’s the key. It’s the normalization of this I think that we haven’t accomplished.
And about a week ago I heard on the news that one of the Maritime provinces was about to vote on legislation to make the
default position for organ donation, if you didn’t sign that you didn’t want it, it would happen. On your driver’s license. And
you know what, so this is kind of a related issue right?
CATHY CLELLAND: Negative option billing.
GAREY MAZOWITA: Yeah, this is kind of a related issue that gets people thinking, about gee whiz, how can you not think of
death with something like this? And I think we don’t take enough advantage of those kinds of opportunities to almost bring in
sideways the normalization of these kinds of conversations. I think, I really applauded what they were doing because you
know what? I betcha it’s got people talking in … I think it was Nova Scotia or New Brunswick that they were going to be doing
this.
MEG MILNER: You were going to speak?
COMMENTER 4 [Dr. Parin Dossa, Simon Fraser University]: I do not underestimate the complexity involved in advance
planning. But BC is a multicultural society and my, I have two intertwined questions: first, do you address cultural diversity in
your practice and second, do you not think that when we do want to have a conversation, should not we change the language
through which this conversation occurs? And what I mean by language is the biomedical language. How can one have a
conversation with a patient who may not be familiar with the kind of language, vocabulary that is used in your field? And so I
think that it is important that this fundamental issue is addressed. Because what happens is that the patients are often
rendered very passive in front of a physician because they think the physicians have the knowledge and we do not.
GAREY MAZOWITA: Excellent points. And I don’t want to pretend that we’re skilled at this but I think we’re getting better at it. I
think we’re extremely sensitive to it. In fact, Providence Health where I work puts out a wonderful manual on diversity that
speaks to the language that’s acceptable, the distance you are from the patient that’s acceptable, boundary issues, cultural
taboos and norms. And I do like to think particularly, the hospital where I work, we have interpreters around almost all the
time because we have so many patients who come from different countries and different cultures. And I really do think we try
to keep the language as non-medical and as simple as possible and to make sure the conversation is with the individual.
It’s not always easy. We still I think have lots of learning to do about this. It’s imperative for a province like BC where there’s
such a diversity of population. And I think both parties learn. I’ve learned an awful lot about cultural expectations around
death that quite frankly when I first came here were foreign to me. And we absolutely have to respect them. And often it’s a
mutual learning kind of dance that we have to do. And so your point is very well taken.

CATHY CLELLAND: I think the original “My Voice” that was developed by Fraser Health was available in Punjabi and
Cantonese as well as in English. I’m not sure if when they adapted it to be the provincial document, whether the Ministry of
Health has it all languages yet or not. But I know it was originally. So at least that’s a tool to help.
And I think the other important thing around that – that’s why it’s so important to have families there. Because you really
can’t as an outsider, just … you can try to do all the reading you want and take all the classes you want to try and help you
understand what might be some of the sensitivities. But if the family aren’t there to help be that cultural interpreter for you, it
makes it even tougher. So that’s one of the reasons why with the module, we’re trying so much to involve families within
communities as well.
So the modules aren’t just about family doctors, their MOAs [medical office assistants] and specialists. It’s also about your
community organizations, it’s about the patients within your community. And I look at some of the communities in particular
where they’ve gone. They have really reached out to their communities to bring in that family and cultural sensitivity and to
how they’ve worked out the program within their community, how they’ve approached the module within their own
communities. So absolutely we’re trying. Personally I’m not in practice any more other than doing obstetrics so I’m at the
other end of life. But at times even there, when you have a patient that comes in and in fully active labour and is fully dilated
at twenty-one weeks gestation, that baby is not going to survive. And you have to have that same conversation at the
beginning of the end of that life.
COMMENTOR 4 [Dr. Parin Dossa]: So a question I have is, I know in the plenary Dr. Janz brought this up a little bit but what is
your thirty second opener to start having this conversation with your patients? And I’m thinking much more before it comes to
a point where you’re talking palliative. But when you ask yourself the question, “Would I be surprised?, how do you start that
conversation so that perhaps I could take components of that to have conversations with the people in my life who are afraid
of talking about it even with me?
GAREY MAZOWITA: I must admit, I do … almost verbatim what Dr. Janz did. And it’s easy because I can say to people, “You’re
new to me. You’re new to our hospital. This is something we discuss with every new patient who’s admitted to our ward. And
it’s not because we’re necessarily expecting something bad to happen. But you’re at a stage of life where we just don’t
know.” So and then I launch into the same kind of questioning. In fact what’s fascinating is there’s never any, rarely are there
concerns or issues expressed by patients when I do it that way. But I can tell you, if I come in after three day that they’ve been
on the ward and try to have that conversation, it’s “What are you not telling me? What have you uncovered that you’re not
telling me.” [laughter]
CATHY CLELLAND: So some of things we’re starting, we’re trying to do and I think it’s … we’re starting to change some of the
culture back in medical school and the hard part there is you have to change the approach of the people who are teaching in
medical school to include the fact that illness doesn’t just, isn’t just about the active management phase. And I’m just going
to show you a little picture, it’s hard to see here, but in our module, we use this, it’s really tiny and I’ll leave it up here for you
to look at, but this is called an algorithm, this is our end-of-life algorithm. And part of our, in our program, what this does is, it
looks through the different transitions in life.
So we start with transition 1 which is really when a diagnosis is first made. You could be 32 years old with diabetes. We
already need to start talking about the fact that “At this point in time, here are the things we’re going to recommend you do –
diet, exercise, medication – to hopefully delay or prevent complications x, y and z. But the reality is that things are going to

happen in your life that wouldn’t happen in someone that doesn’t have diabetes. So we need to just start talking about what
those might be.”
We’ve also, the Doctors of BC when it was still called the BCMA, I think it was just in the fall, we had an article – no, the
actual, the CHEP [Council on Health Economics and Policy] program, the CHEP paper that we just released – it starts off with
a conversation about a couple that are in their 30s and they’d been out hiking and one of them had fallen and had a bad
injury. So it was that – absolutely no chronic conditions – but what are the conditions, what have you thought to talk about?
And it’s really about how you open that conversation depends on the person at the time and this is taking a lot of us, our own
mindset’s having to change.
So the 20 year old who’s a mountain biker and likes to go and do these really crazy things off of really steep hills and stuff,
well, “What would you want if your landing didn’t go well and you broke your neck? Skiing. You fall, you go into a ski well and
end up upside down in a ski well and nobody finds you for a while. And you’ve had very little oxygen. That could potentially
cause damage. What kinds of things would you be considering? You like doing high risk stuff. There are potentials. You need
to think about it. Have you talked with your parents about it? Have you talked with your partner about it? Have you talked with
your siblings about it? Have you even …” Even if all it is is “Have you talked with someone to be your voice if you’re in a
situation to not answer for yourself? That may be the first thing, is identifying that, who’s going to speak for you when no one
else can?” And that’s something that a 20 year old needs to talk about.
Advance care planning isn’t just about end of life. From the time you’re 18 and an adult, or 19 in this province, whatever the
Health Care Consent Act says you’re old enough to speak for yourself, you need to start thinking about who might be your
voice, if you aren’t in a, if you’re not able to do that because you’ve had a car accident.
I was in a very bad car accident when I was in my second year [of] medical school, or in my second year [of] family practice
training. I was on my way home from a C-section and I don’t remember the three minutes prior to the accident happening and
I don’t remember anything until eight days later. My car, it was a blizzard outside of Edmonton. I lost control. I was
broadsided by another vehicle. Thank heavens the Maytag repair man, Mr. Don, was driving by and didn’t have any washers to
fix because he and his buddy stopped and pulled me out of my burning car. It exploded five minutes later.
I was taken back to the hospital I trained as Miss X. I was unconscious. They didn’t know who I was or anything. They cleaned
me up. Somebody recognized me because one of my colleagues was there. And these were people I’d been to medical school
with. So they at least, then they could phone my parents. Well, 23 years of age, 24 years of age, my parents are going to say
“Pull out all the stops.” You do everything you can obviously in that situation. Did I see that coming? Not a chance.
Now I’m in my mid-50s. I have a 14-15, well she’s almost 15, a 15 year old. My husband is nine years older than I. We have
had these conversations. We both know what each other does and doesn’t want. Have we put it in writing? No we haven’t yet.
That’s our own lapse and that’s something we need to deal with. But at each stage of life, the start of the conversation is
different. So I don’t really have any quick and easy ways to do it.
But look at something about that person’s life that might be an entry point into that. Whether it’s “You’ve just had a diagnosis
of this condition. We’re not talking that you’re going to die right now. But there are things, bumps along the way. How would
you want them handled? Who’s going to talk for you if you can’t.” So those are, you find those little, something about that
individual’s circumstances, their history, their life history, that might open that door a bit.

MEG MILNER: We’ve talked about physicians becoming more prepared, about a whole shift in the medical profession
focusing on end of life and the advance care planning. We’ve had some samples of starting the conversation. A question that
we’re asked to look at is, is there potential of having physicians work with hospice societies and volunteers and organizations
in the community that are focusing on this work right now, and starting to take it on. Because there’s such a gap, it needs to
come from all sorts of providers.
CATHY CLELLAND: Absolutely. And I can give you a real life example. In Salmon Arm, they underwent our End-of-Life module.
They did a community survey. They took on the Division of Family Practice. So the Divisions of Family Practice were developed
by the GPSC. As you probably know, a lot of family doctors, particularly in urban centres, have left the hospitals. And they end
up in these little isolated pockets. And they don’t even talk to each other, let alone the health authority and the hospital. So
we developed these Divisions of Family Practice to reconnect family doctors with each other with a goal of looking at the
health and needs of the community. And so within a lot of these Divisions of Family Practice, they are identifying that as a
gap.
So Salmon Arm, Similkameen-North Okanagan covers Vernon, Salmon Arm and a number of other … But in Salmon Arm, this
was one of the areas that they wanted to tackle as a group of family doctors. And they reached out to the community and their
health authority and they developed a program. And now they brought in a bit of hospice in the home. They’re doing some
outreach so that the palliative docs that are not there, because it’s a smaller community, they have the Telehealth ability,
they have ability to conference with them. And absolutely, I think that the Divisions of Family Practice and we now have some
rural ones that are more of an umbrella group to look, to help those communities that maybe only have five to ten doctors but
they have some of the, they have the same supports and access. I think absolutely. This is going to be a huge way to help
identify gaps in communities and really be at the forefront to advocate for closing those gaps and being directly personally
involved in closing those gaps.
GAREY MAZOWITA: And I absolutely agree with Cathy. And I can say from the perspective of the College of Family Physicians
of Canada, they now have a series of programs, one of which is palliative care. And they would be delighted to engage with
agencies such as yours to also look at opportunities to move this forward.
COMMENTOR 5 [Leslie Rogers, Fraser Northwest Division of Family Practice]: I can hardly stand it. I’m so excited to say
something. I’m from the Fraser Northwest Division of Family Practice. Hello. We’re going to be having dinner soon. And like
the North Okanagan-Similkameen Division, the family practitioners in our area which is New West[minster] and the Tri-Cities
[Coquitlam, Port Coquitlam, Port Moody] have identified advance care planning as a chief priority. So we’re really attacking it
from a very strategic sense.
We began by bringing together multiple specialists, hospitalists and family practitioners to develop a vision for advance care
planning. That’s, it’s way out there. It’s managed, a utopia – what would it look like fifty years from now if everyone had an
advance care plan? So it’s a very forward looking, well it’s actually an image – a four foot by twelve foot image that’s been
drawn by an artist and we roll that out at all of our discussions to lift up the vision so it’s not a “Gee, where are we stuck now?
And what happened in the past?” This is what we’re going toward. And so what do we need to put in place to plug the, to
bridge from where we are now to where we want to be?
So certainly, since we’re approaching this from a community-based level, we’re looking to achieve very concrete things. So
this isn’t policy development. That’s being done very well at other levels. But how can we pull together in partnerships with
Doctors of BC, BC Hospice Palliative Care [Association]… How can we work together to do something that may be easier to

accomplish because it’s at a smaller level. But by pulling together all of the existing resources and partnerships and all the
smarts and the can do that is out there, we can use this as a bit of a crucible, a micro-model in the community, that we hope
after a couple of years of working through our priorities, that we can have something that we can provide as a basis for
models for other communities. So that is advance care planning and hospice and palliative care are not the sole
responsibility of anyone. It’s not something that’s just got to be directed at the federal or the provincial level or health care
systems or individuals or societies or Divisions of Family Practice. We all have a part to play. We’re all a piece of the puzzle.
So a chance to try this out and try and put a lasso, cast a net around what we can do at a community level is quite exciting
because it’s more tangible. I think it’s more something we can get a grip on. So, thank you
MEG MILNER: Thank you.
GAREY MAZOWITA: Well said.
MEG MILNER: Maybe one more because we’re overtime. Sorry. We are. How time flies.
COMMENTOR 6 [Ruth Edwards, BCHPCA Regional Director – Interior, Incoming; North Okanagan Hospice Society]: I’m
wondering if the College of Registered Nurses has been included in some of these discussions going forward about advance
care planning and whether the curriculum in the registered nursing program has been altered or adjusted to accommodate
advance care planning.
GAREY MAZOWITA: That’s a great question and I can tell you that we did get some push back from the nurses when we tried to
build it into part of the nursing intake. Because we thought when we did some of the design at least in Vancouver Coastal
[Health], the more opportunities there were to raise it, to talk about it, the better it was. And there was a bit of push back from
the nurses about adding that to their plate. And I think some of the reasons that were given were hard for some of us to wrap
our minds around. I think we’ve made some progress in that regard. And so now, at least in Vancouver Coastal, any licensed
provider can have the discussion. But it’s not quite as normalized in the nursing process as I think we would have like to have
seen it.
CATHY CLELLAND: It will take time. Just like it’s taken time to … are we there yet in medicine? Not a chance. But we’re … at
least we’ve taken a couple of steps on the way. And I know that there has been outreach to try and include the other
organizations as well. Because we all need to be … it’s like the yellow brick road. Going down this together holding hands.
MEG MILNER: So I can see from the number of participants and the eagerness to have the conversation today that this has
been, this is just the beginning of a conversation. But I hugely appreciate … thank you very much the three of you for being a
part of this and …
CATHY CLELLAND: Sorry we monopolized the conversation there, Trevor.
MEG MILNER: I think that he’s …
TREVOR JANZ: I did lots of talking. I spoke for an hour non-stop. I think I’m done.
GAREY MAZOWITA: And we have to stay tuned for Cathy Clelland, the Movie. [laughter]

MEG MILNER: So thanks everyone.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying, and planning for care and the paths to opening these
conversations
 the current and potential role health care professionals have in engaging and educating the public about death and dying,
and advance care planning
 the potential for your professional organizations to partner with hospice palliative care organizations to promote
conversations on death, dying and advance care planning
 the potential for your professional organizations to partner with hospice palliative care organizations to advocate for
hospice palliative care in British Columbia
SANDI ARMITAGE: Okay, so I think we will get started because we are running just a little wee bit late. So most of you I’ve
actually seen in other conversations today. So we all know that today and tomorrow is about conversations, having
conversations, starting conversations, planning conversations. So we’ll continue the conversation here. So the perspective
from, for this group is Nursing and Allied Health Professionals. And we’re going to ask a series of questions with our experts
that are sitting here at our table.
So I’d like to start with some introductions. So Julie on my far right here is the current President of the Association of
Registered Nurses of BC and on the Canadian Nurses Association [board] as well. And a Clinical Nurse Specialist, Home
Nursing Care and Home Plan for Fraser Health. Next to me is Kathy who is a former President of the BC Society of
Occupational Therapists. So the allied health [professionals] are occupational therapists, pharmacists, respiratory techs, all
those kinds of people. So Kathy is here representing occupational therapists. Miguel beside me here is representing
pharmacists. So Miguel is a Vice-President and Director, British Columbia and the Yukon, Canadian Pharmacists
Association. And do you do the Yukon?
MIGUEL LOPEZ-DEE: Yes, I’ve been there once. Yes we do represent, we have a few pharmacist members in the Yukon.

SANDI ARMITAGE: Okay. And Terry at the far end there is a clinical nurse specialist with Fraser Health working in Langley,
White Rock, Ladner in the palliative care. Also nursing. So as with the other conversations that you may have attended, it is
being recorded here. So all of the conversations are being recorded so that they can be summarized and compiled at the end
of all our sessions. The intent of this Forum is to help BC Hospice … Oh I should tell you I’m Sandi Armitage and I’m one of the
directors with BC Hospice Palliative Care Association. I represent the North, so Prince George and North and the Yukon,
That’s my territory. And I actually live in Dawson Creek.
So the Association [BCHPCA] is looking at their strategic plans and what direction they want to go. So part of our plan is to
find out what other people are thinking and how they are working towards improving palliative care in British Columbia. And
the first step towards this is just starting to talk about palliative care and to open the communications. So we’ve asked a
variety of people how they’ve been involved in palliative care and opening up their discussions. So we’re going to start today
and ask that question of our experts. And so we would like their perspective on what they think the culture out there is and
how the public is actually talking about palliative care from their professional perspective. So Julie, we’ll start with you.
JULIE FRASER: Alright. Great. So I would say actually there’s been a nice shift that I’ve seen in my career, which has been
about sixteen years where there is some more openness actually to talk about end-of-life conversations. And I think a lot of
that has got to do with the great work that various associations have done. And to open it up and not to label it for certain
population groups or diagnoses, is that it’s just part of our societal responsibilities. It’s not something that is a selfish thing
to do actually. It’s something, it’s a gift that we can give our families and the communities that might be supporting us by
letting people know what we want at end of life.
SANDI ARMITAGE: We are open for questions. If anyone in the audience would like to ask a question, I’m going to ask you to
pick up the mic. The mic is not for volume; it’s [also] to record your questions. So maybe Kathy, you could speak about it from
your perspective.
KATHY SCALZO: Sure. I’ve spent a lot of my career in cancer care and working with survivors and people at the end of life. And
one of the things that I’ve found too is that more and more people have friends have embraced the role of what is it like to be
a friend of someone who is living with a life-threatening illness and that’s I think changed the social perspective too. It’s the
stigma of a lot of things people used to not talk about, they do talk about.
And I think the other thing that I’m finding that’s changed in terms of my professional background is that as more and more
the professions have embraced this is a specialty area for us to train our students in and do research in, that’s also, I think,
put more ambassadors out there into the world that people find out “Oh my neighbour, Sarah, is an OT [occupational
therapist], PT [physiotherapist], social worker, pharmacist working in end-of-life care” and they’re like “Oh really? There’s a
role for rehab in end of life?” So that conversation has gotten bigger just by our own students and clinicians being in that
work. So I’m just throwing that out too.
SANDI ARMITAGE: I think that it has. It’s become a specialty that been more widely accepted as something that health care
professionals deal with, not just on the side of a desk.
KATHY SCALZO: No. It’s a choice.
SANDI ARMITAGE: Okay. Miguel?

MIGUEL LOPEZ-DEE: Thank you. I’m at a bit of a loss for words here to be called an expert on the subject at hand. But
certainly speaking from my personal experience, I’m a community pharmacist primarily. So I’ll do in a local community.
Meeting patients who express certain needs, obviously we in the pharmacy setting, the primary goal or intention when they
come to visit with us would be for any medication related issues. But also there are some practices that I’ve been in where
they, either there’s a – I’m not sure what they call it, the palliative care box that’s assembled for patients for end-of-life care –
and there’s interaction there with the nursing and that is provided for the patients, as well as relatives and family.
Pharmacists are perhaps one of the most accessible health care providers in the community. And I think what I hear from the
discussions here and just looking at the materials, the key word is ‘opportunity’. I think there’s certainly an opportunity to
explore with each of the health professions, their skills, their talents, their abilities – what we would be able to do in a more
consistent and coherent manner. Speaking from my other hat as a member of the Canadian Pharmacists Association, our
Association actually has supported and endorsed your national organization for the Canadian Hospice [Palliative Care]
Association. And endorsed “The Way Forward” plan. And certainly we actually have a blog on the CHPCA website that points
to “The Way Forward” and certainly the other good things that are being done to initiate that discussion.
SANDI ARMITAGE: Excellent. So if any of you are not familiar with the Canadian Hospice Palliative Care Association, their
website and this resource “The Way Forward”. It is something that you should take a moment and look up because it is the
advancement of palliative care not just as strictly end-of-life care but through the lifetime over many diseases basically.
Thank you. And Terry?
TERRY WEBBER: And first of all, Miguel, I don’t feel like an expert too. I’m looking at the faces out here that I learn from so I
think I got the tag because I agreed so that’s why I’m here today. [laughter] Though but I do have to agree with Julie. I think
it’s really important to look on the broader spectrum about, we can be so critical of other things going on now and what the
needs are but if we look on a broader spectrum, yes, things have improved. And one thing is we were, as I was listening to
you, was I’m hearing more acceptance and actually a looking forward to going to hospice. And I hear that more from families
and patients that have had loved ones going into hospice because they better understand what palliative care is all about.
That is really isn’t no care. It really is a different shift of care and it’s wonderful care that they get because they all come away
saying they’re really cared about as human beings.
My perspective though is coming from a clinician and part of my role is I am doing end-of-life conversations all, every day, all
day long. Whether it’s for patients that are in the hospital – they get referrals – or going out to the community. It’s about
reaffirming what the goals of care are and what’s important to people. That’s really what it’s all about. And from a medical
perspective, where are they in that slippery slope, in their slide looking at where they are in their disease? So for me it’s kind
of putting two and two together. And helping them to go from here and get them through to here knowing that we can take
them to that next place and it’s going to be safe, that regardless of whether or not there are the kinds of interventions they are
used to – active treatment that actually a shift of focus that is one, that they’re still getting excellent care.
But of course I couldn’t help think, because I’m doing this all day long, of some of the barriers. And I hope you don’t mind me
sharing what some of those are. And they still continue to be and that is no. 1, an individual belief. So often they’re just not
sure what the word “palliative” means. And so for them, again, the word “palliative” means no care at all. I can think of one
example within the last week of a family bringing their loved one into the emergency department always knowing that in the
past that they’ve had intervention. No matter how small or large, they’d receive it. But to come to the emergency department
and then finding the doctor to say, “I’m sorry but we can’t do anything for you. It’s time to go home.” I think that is probably, if
there was a need identified right there, it’s actually that we all need to learn that it may be a different kind of care but it’s still

a form of care. Perhaps not for the emergency physician, they’re not used to … they’re used to intubating and resuscitating
and giving all kinds of medications. So, no, it’s about learning that, it’s about the language again, about helping people go
from one level of treatment into the other.
And the other thing is around, I think there is an acceptance that their age has a great deal to do with it. I find that the
younger population – it is harder for them and rightfully so. It’s not normal for a 40 year old who’s got a brand new baby that’s
just been born to be saying “I’m going to stop any chemo.” And so we see people dying, they’re actually still fighting in their
dying days. Its, not … I worked at Surrey Memorial [Hospital] and going to the oncology ward and looking at someone who is
quite cachectic or very thin, jaundiced or yellow – completely yellow – and to be barely able to breathe. But no he was
determined that he was going to still fight. I think there’s some, that is part of their developmental task, is they’re going to in
that fighting mode. And if we get that, if we understand that, then we know how we need to support the family. So end-of-life
discussions sometimes isn’t, it’s not right, it’s just what can we do for the person in the moment, it’s working with the families
at that time.
The other thing is about lack of knowledge about what effects of treatment are. And I hope I’m not offending anybody. But I
find that often and I’ll speak as an independent rather than speaking, claiming I’m from any health authority or whatever, but
I do have to wonder about, I know that there are wonderful chemotherapy drugs and treatments but you have to wonder at
some point, when is it time to stop? We are not fully informing, giving informed decisions for family members about what the
outcomes [are] for a certain medication. And statistics have found that we’re not actually adding quality. We might be adding
a little bit more time but we’re not adding quality of time with the kinds of treatments that we’re giving. Those were just some
of the thoughts for me about barriers during end-of-life conversations.
SANDI ARMITAGE: So it’s very interesting from a professional perspective here on how people in our societies are actually
talking about death with Julie saying that over sixteen years, she feels that people are talking more about death and are more
easily talking about death; Miguel said he works in a position where there is now an opportunity, so people are coming for
drug boxes that are related to death, so you have an opportunity. And then Terry says we’re maybe not necessarily taking
about the right things about death at the right time. So the topic of conversations around death, dying and advance care
planning is huge and it’s so varied where everyone is in there. And as Kathy says, there’s people who don’t realize all the
services you can get and that someone like an occupational therapist could help.
So the second part of the first question is: As a professional, how could you open that path to promote this communication in
there? So we’ll start the other way.
TERRY WEBBER: So no. 1 is trust because oftentimes trust has been really broken along the way. Mixed, you get different
care providers who are saying one thing “You need to go to hospice”; another one is saying “You need to go for more
chemotherapy or another treatment.” So I think establishing trust and actually letting the person know that you’re here for
them. You’re not representing a system that’s trying to save dollars. They have to know that you really care about what it is
that they’re going through. So trust is the big one.
That’s my … and listen to the story. That’s the other piece – not coming with an agenda but listening to the story. And seeing
what other goals and how can you help to move along with end-of-life discussions and end-of-life discussions is really about
what’s important to them and whatever concerns them the most. We may think it’s about symptom management. Maybe it’s
an itch on their foot that day that’s really bothering them or a sore, an ache or a pain that just doesn’t allow them to get out of
bed that day. So we really have to look at what are their symptoms of concern, not ours.

SANDI ARMITAGE: So building trust. Miguel, what would you say would open the path to … you mentioned opportunity.
MIGUEL LOPEZ-DEE: Yeah definitely. And I think as what Terry has mentioned, trust is a big component of that – opening the
door for conversation. As pharmacists, as a pharmacist, I’ve seen or I’ve heard many interesting stories. People inherently
when they come to the pharmacy have this trust. There have been surveys that have said that pharmacists are one of the most
trusted health professions. And so they tell us funny, strange, interesting things all the time. And even before you feel you’ve
known them that well as an individual. But certainly I guess that’s one of the benefits of the profession.
But I go back to something that Kathy mentioned earlier about doing this early on in education, when we’re training our
health professionals. And training them in communication skills. Being able to pick up on certain cues, whether its body
language, tone, things that they’re saying to you when they’re interacting with you. To be able to move forward from those
little clues and then take the conversation to where the patient is being provided information. And so as a resource, it’s our
responsibility as pharmacists to be aware of what community resources are available to patients and perhaps point them in
the right direction if it’s something beyond our scope. And it all begins with that. Just those conversations and being able to
communicate effectively and listening to our patients effectively.
SANDI ARMITAGE: I’m sure all of you notice how drugstores now have private little places to speak. So I can see why people
go in to see the pharmacist.
MIGUEL LOPEZ-DEE: Absolutely.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: In response, you were saying we can all … locally where I work,
pharmacists have asked us to provide some psychosocial training for their group because they’re faced with very often
people at their counter apply, coming for drugs, but then there’s a breakdown or an emotional moment and they don’t feel
equipped to deal with the emotional piece of it. So they actually come to hospice to get some training in how to deal with that
prognosis or whatever the issue might be, and then connect people to the services. I don’t know if that’s been your
experience. Not everybody that’s a pharmacist for instance might feel comfortable dealing with the psychosocial piece of it.
MIGUEL LOPEZ-DEE: There’s certainly, when you look at the various practice settings and even the demographic of where a
pharmacist might practice, you will find a great, there’s a fair bit of variation. And as you say, there may be some pharmacists
that don’t get that type of an encounter on a regular basis, where you might find another pharmacy might. And so, when it
comes to training as well, I was trained pre-2000 and I kind of feel old saying that [laughter] but a lot of the students, but
we’re all certainly when I look at the training that was done at pharmacy school at the time, it’s very different from some of the
things that they are teaching in the curriculum today. There’s certainly been a greater focus on certain things, with
interpersonal skills and coping mechanisms and even change management – behavioural skill sets. Many different things
that have changed over the years. And I think that is an important component of education. So certainly pharmacists that
have, didn’t get that in their formal training, there’s an opportunity for other health professions who are more skilled in that
area to assist us.
SANDI ARMITAGE: That’s a great partnership then that you have.
COMMENTOR 1 [Lynn Wood]: Yes actually it worked out. It was sort of fortuitous. We gave a tour of the hospice for all the
local pharmacists and then they said, “Gee, we didn’t know you did all that.” And then, “Gee, I’ve had some really upsetting

circumstances right at the front counter and I feel ill-equipped to deal with that. So could we get some training from you.”
And of course we were happy to provide it. And it really increased the connection also between the two services.
SANDI ARMITAGE: I forgot to give you the mic – sorry. Okay, so Kathy.
KATHY SCALZO: Well I would like to pick up on Terry’s point about lack of knowledge because certainly in the allied health
profession, many people refer or call an OT or PT because they see the need for physical mobility or independence in a more
traditional zone, like activities of daily living. But where we need to do more education is on the whole idea of fostering
participation in the activities that made people who they were. That creative expression, the idea of combatting boredom,
what symptoms are controlled. All of those are equally as important to people who are living while dying. And we need to as
professionals educate our colleagues as well as clients and their families about “It’s not just ADL [activities of daily living]
and safety and comfort in people’s beds”. It’s also about helping them engage in life as long as they want to. So I’m kind of
blaming my profession in that we still need to do more education and build on the lack of knowledge about how to use us.
And that said I think some of the forms would be a good commercial, when you’re out in the community, do good work. And I
think there’s nothing like that, that helps spread …
SANDI ARMITAGE: Yeah. So one of the things you mentioned is it’s more than ADLs. It’s getting them to live and they’re
comfortable and they’re mobile to the best of their abilities, that makes them more likely to have a conversation, isn’t it? And
if they’re still, if their symptoms are not managed, it’s hard. So that’s a good way to open up ….
KATHY SCALZO: Yes. It’s hard work. Well just an example. One client that I had, she was, you mentioned, she was 48 [years of
age] and dying with melanoma and it was very important to her to make her high school son’s lunches. But energy
management, most people make lunch for the next day at the end of the day or in the morning. Those were the two times of
the day that didn’t work for her. So we had to set it up like it was a simple task but it would take her an hour to make the kid’s
lunches. And she needed to learn how to do that at 3:00 in the afternoon after she’d had a rest, before they even came home.
So it’s that kind of simple stuff. Someone identifies, “That’s a role I want to hold onto – being Mom until the very end.” And
that was a tangible way she could still do it, as to make those sandwiches. So it’s a small but important milestone.
SANDI ARMITAGE: Julie?
JULIE FRASER: I think what I’ll add to what my colleagues have said is building on that piece about trust. So your question is
about opening paths and I think that nurses have a privilege where they really do bear witness to clients when they’re, when
they have a life-limiting illness. And that bearing of witness, you do establish trust and you have the opportunity to take time
for that conversation. So just like any of us in our normal day, sometimes we get rushed and we get in our pace, so we have
getting through our assessments and our interventions and it can speed up. And so it’s that importance when you see that
timing, that you have that opportunity for that conversation, that you create that space. So building on your comment about
the therapeutic communication techniques, the importance of silence and pausing. The allowing of the digestion of the
information that they’ve just received. Bearing witness to that moment and just sitting in that, and that creating the time to
then, sucking up that courage from their baby toe to actually act the question. Say “I really would like to begin to have the
conversation with you about advance care planning.”
SANDI ARMITAGE: We live in a world where it’s hard to stop. Just stop. Stop, sit and listen.

So the second question is about the role of health care professionals in advancing conversations. So we’ve kind of covered it
in here. So I’m just going to skip down to the third question which is how professionals or allied health care providers can
partner with hospice societies to encourage people to have these conversations. So how could you in your role work with
someone from a hospice society to encourage people to plan and work through their death and dying. So I’m going to start
with you. I’m going to mix it up here.
MIGUEL LOPEZ-DEE: Sure. To me it really all begins with again, we mentioned this word a lot, “conversation”. When you look
at that, there was that Harris-Decima survey done recently where they had talked about the awareness of planning for end of
life. And while a lot of people may have thought about it – I’m trying to think of the statistic here, if I remember this correctly –
but only about 13% of people have actually done tangible end-of-life planning. The awareness is still there. It’s gone up from
something like two-thirds to about 75% of people that have discussed it or thought about it.
But to me, at least from maybe a personal experience, when, it’s only when someone needs to use something in a system,
use, avail of what resources are out they, you actually start to do the background work and the research and go into it. And so
working together with hospice, when I look at pharmacists and pharmacies in general, it’s really about beginning those
conversations and trying to find out how do people access, how do they get to you: is it through referral, is it through friends,
is it through the Internet, is it through a health authority? What are the touch points and how would, based on what we would
say would be our part of the conversation would be, “Well, pharmacists offer these services. Pharmacists are able to do these
things.”
Certainly I was speaking earlier with Kathy before our session began and how exciting a time it is for pharmacy because our
scope of practice is expanding. There’s certain things that pharmacists weren’t able to do five years ago that now they’re able
to do. And it’s a bit of a patchwork if you look across Canada. There are certain things that can occur, that are occurring and
pharmacists are able to do in one province but maybe not in another province. But trying to harmonize everything so that
regardless of which part of the country you’re in, you’d be able to receive those services. It’s really being able to let the health
care world, if that is such a term, know that we’re able to offer these services and support other health care professions. But
we also need to know how patients access the services, that how they access hospice, how do they fit in.
SANDI ARMITAGE: So it’s a little bit of navigation …
MIGUEL LOPEZ-DEE: So I think there’s a lot to be done there in terms of, before we can create tangible plans, is to get a
better understanding of where everyone is at and what everyone is able to offer.
SANDI ARMITAGE: And Julie. Do you have any ideas on partnering with hospice societies?
JULIE FRASER: Yeah. I think that the idea of coalitions are really important, particularly when we’re talking about professional
perspectives. To me that’s just a portion of the picture. So my learning, because I do feel like I’m learning in my leadership
role in the Nursing Associations, is that it’s not just a primary nursing perspective. In some aspects we are going to be
partnering with our colleagues in allied health and having an inter-professional perspective. But there’s also that coalition
with patient advocacy groups that’s really important. And what strikes me when I talk about those two sides to the coin is that
we ourselves are patients as well as health professionals.
So there’s two parts of it. There’s partnership around promoting the hospice palliative care week through our social media
that we can do. We have a blog on our website where nurses actually share their personal stories and they can share actually

their successes and their real challenges from a mentorship perspective to other nurses. And that can be done again in
partnership.
But the other piece is that when our nurses ourselves are needing support. And they, those roles switch. Whether it’s
themselves or that term you may have heard of “the double duty caregiver” whereas us as nurses or health professionals,
indeed we have family members that we’re caring for that there’s a role for us to work together to support those individuals as
well too.
KATHY SCALZO: I was just thinking. Education forums like these are wonderful but right now, certainly in Vancouver, real
estate is the hot topic. You read about it all the time and I’ve notice more and more because it is a hot topic, the community
centres are offering free lectures on “Do you really want to sell your house?” or whatever. And I thought “Ah-ha! What a
wonderful forum for hospice!” We could partner and do “Have you thought about dying?” like in a forum that’s public. Like
people go for, all ages – painting, daycare, whatever … fitness. Why don’t we do that more often in a place where it’s
normalized?
SANDI ARMITAGE: I think that’s a very good question. Why don’t we do that? Question?
COMMENTOR 2 [Joyce Kuhn, Comox Valley Hospice Society]: Yes. Hi there. I’m a hospice volunteer in the Comox Valley. And
I’m a registered nurse and I come from a critical care background. And after many years from that perspective, then shifting
to a hospice perspective, is such gratifying work. It’s very motivating for me. And I’m one of the facilitators for workshops on
advance care planning through hospice. So when we’re talking about how do the health professionals link up with hospice
and what not, there’s, we do need to find out about each other.
In our community, our little advance care planning committee is always trying to figure out how we can target other groups
besides old people and sick people. We want to get to young people and mothers of young families and all kinds of different
target groups. And we’re there and we’re offering workshops. The “My Voice” booklet – that yellow booklet that’s fifty three
pages and everybody look at and goes “Uhhh!” We have a two part workshop and the first part is about having the
conversation and the second part is really going through that book page by page and making it not so intimidating. So just for
people knowing that there’s those kinds, that we’re each – knowing about each other. And I think we’re certainly not the only
hospice organization carrying the ball forward with advance care planning and offering workshops. So we’re just trying to ….
SANDI ARMITAGE: Actually, the Island [Vancouver Island] is very much further advanced. The societies on the Island for doing
that very thing. You guys are … it’s very organized.
ROUNDTABLE EXPERTS: That’s great. It’s really great to hear.
COMMENTOR 2 [Joyce Kuhn]: It’s snowballing and we’re very excited about it but also just, it’s amazing how many health care
professionals have no idea that these workshops are available, including doctors’ office nurses and doctors. Just hand
people this booklet [“My Voice”] and say “You need to do this” and people go “Huh?” So then we’re there to help guide
people through exactly that process.
SANDI ARMITAGE: Perfect.

COMMENTOR 3 [Geri Arkell, Campbell River Hospice Society]: So I’ll just take a second. I’m Geri. I’m from Campbell River.
I’m doing the exact same thing she is in Campbell River. We’re doing a session every month. We go through the nuts and
bolts of it at one time and then we go invite people back if they have questions and answers before they fill in their
paperwork. It’s interesting though … the docs do all this. They get stuff through the BCMA [BC Medical Association]. There is
all kinds of education out there. So we just need to all get together to do this. I’m not sure how we’re going to partner with
pharmacy. I can go to my local pharmacies and say “Look I’m doing these classes.” But really honestly I’m not sure how much
time he’s going to have in his day to say “Look, you need to do your advance care plan.”
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: We had to do them after work. So we had an invitation to hospice.
They came and we provided food. It was very pleasant and it was a good sociable interaction as well. And most of them in
Parksville|Qualicum came to the meeting.
COMMENTOR 3 [Geri Arkell]: The pharmacists?
COMMENTOR 1 [Lynn Wood]: The pharmacists. I think it was really worthwhile. And we have a speakers bureau of volunteers
who disseminate the advance care planning. But this is the Island again. We’re kind of united in our approach.
SANDI ARMITAGE: And advanced.
COMMENTOR 4: If I may. My name is Stephen Roberts. I’m from Salt Spring Hospice and from Vancouver Hospice Society
where on April 1st, we opened a new six bed stand-alone hospice on Granville Street. And my question is really for you
professionals is, your perspective as professionals, I heard in an earlier session today that in some quarters, nursing used to
think of palliative as the end of the road. It was going to the dark side as a professional. How do we attract nurses and how do
we interest them in what we are doing? How do we attract pharmacists to be interested in the specific type of drug
treatments that we’re going to need in a hospice home sort of environment? And also the therapists? How do we interest
them in and what’s the perspective actually from your various fields on the hospice as a home, as the last place. We also have
the operational services hospice, the outreach, but then we have the in-house, the home-based hospice systems or like we
have just built. You’ve got a new dimension to that as well. And we’re very eager of course to partner with professionals in the
field with the specific needs of the people that are going to be spending their final days in our home.
SANDI ARMITAGE: So who would like to answer Stephen?
TERRY WEBBER: Well thanks Stephen. A couple of things come to mind. How do we attract nurses who want that kind of
nursing? And I do think it takes a special kind of nurse. We actually have to find more ways to empower nurses to be the kind
of caring people I think that often times go into their professions. So empowering them around their voice, around being able
to have those conversations with their patients’ families.
And I have to say that I’ve been a nurse for, I don’t know, forty odd years and it only came to me maybe within the last decade,
that caring is actually a component of nursing, that is, it is a gold standard. And I just thought it was something that I just did
because it felt good for me and I knew it felt good for the patient. But it actually is one of the basic foundations. And if we can
just empower nurses that it is, like the physician [Dr. Trevor Janz] spoke in the last session, it is one of the greatest gifts that
we can offer people, that connectedness.

And I think if we focus in on that part, they say “Yes. That’s what we want” in the kind of nursing, then that will pave the way
for not just end of the road kind of nursing but also what I’m seeing is, there’s more chronic illness. And there’s a better
understanding about chronic illness in that palliative care is not just for people at the end, the end days. Because actually,
and I know Judy [Lett, BCHPCA Regional Director – Fraser, Incoming] has done extensive work with the iPanel. It’s a research
panel that did work on what we call the “palliative approach”. And it is around educating people that sometimes there is no
cure, but where there may be lots of time left, more than just a few weeks or months. So a palliative approach meaning
comfort measures is the right thing. So actually it isn’t for people just at the end but we are seeing that in the acute care
setting even now. Although they may come in for a pneumonia that can be treated, their underlying disease is a non-curable
one. So we actually need to teach more to that to nurses about what the palliative approach means.
COMMENTOR 4 [Stephen Roberts]: Because often we have a task oriented society and our jobs are very task oriented, we can
lose the care element of that in this rush to accomplish specific things.
TERRY WEBBER: Absolutely. Sorry Stephen, I don’t know if I answered. Were there other pieces of that question?
COMMENTOR 4 [Stephen Roberts]: No, I think from your perspective that’s correct and how do we engender that kind of
sensitive care in nurses? Do we see that as a growing sense of care? Is there more interest from your profession, I guess Julie,
in working specifically in this field?
JULIE FRASER: Yeah. I get the privilege of working with students and new graduates and talking to them and so they just
bubble over with care. They’re fresh and new and it’s absolutely wonderful. And I think one way from a professional
perspective that we can, we don’t usually use [the word] engender, but socialize or make normal is the idea of specific
competencies and recognize end-of-life care as one of those specialties, just like critical care or renal care. I know that there
is CMA [Canadian Medical Association] certification for that.
But as a professional association, we can give opportunity for nurses to tell their story about satisfaction of that. And nurses
in from all sorts of generations and to not necessarily talk about the tasks. So I remember one of the mentors came back
when I was in an educator role. I overheard him talking to another nurse and he said “Success with clients at end of care may
be that you go into the home and you do not do anything except just presence and be there.” And this was a nurse who was
transitioning from the hospital setting into the homecare setting. And just really understanding it isn’t just about the task. So
I think it happens at a mentorship level but we can as an association provide some leadership there too.
SANDI ARMITAGE: So I would ask a question of the group. Do you think there is a partnership between professionals and
hospice societies?
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: I would go farther than a partnership. On the Island we have a
team and so that doesn’t have a separate group of professionals and non-professionals, but rather the team members have
specific functions in that group. And I think the team approach is working because it balances off all of one’s needs.
SANDI ARMITAGE: And I think that’s really encouraging to hear because then it’s not like the feeling you expressed Stephen
that palliative care is down at the end where you go and you can’t do anything else. It’s actually a functioning team that it’s a
priority for, that they’re doing.

COMMENTOR 5 [Judy Lett, BCHPCA Regional Director – Fraser, Incoming]: I just have a couple of comments I’d like to make
too. I have a soft voice so ….
SANDI ARMITAGE: It doesn’t make it louder. It just records it.
COMMENTOR 5 [Judy Lett]: Oh does it? Maybe I should put it back on the table. [laughter] Anyways, my name is Judy Lett. I’m
a clinical nurse specialist with Fraser Health and I work with Terry and I work in collaboration with Julie. I have a couple of
comments I’d like to make and one has to do with the discussion we were having just a little bit earlier. I think we have a real
strong professional responsibility. When you see that the miracles of modern medicine where we’ve helped people to live
beyond all expectations, we all have a professional responsibility not to abandon our patients where they get to that point
where quote|unquote “There’s nothing more we can do.” There’s so much more we can do. We can help to transition people
from the focus on cure to the focus of quality of life. And that is so, so important.
The other thing I wanted to mentioned is that we already, in terms of how we collaborate together, we do already. We, the
hospice palliative care teams throughout Fraser Health have hospice society people on all of the clinical teams. And so we
work as integral partners and we’re constantly collaborating and we depend on them quite heavily actually in terms of
supporting patients and families in those conversations and helping us as well around the grief and bereavement and they’re
so excellent on that.
TERRY WEBBER: Judy, if I can add to that. While great work has been done again, and we sit in it all the time of course. One
thing that came to mind is the great need. There is so much research that’s been done out there. We have some wonderful
tools out there. But we have not been able to take it from that piece of paper and sometimes move it into action. So I’m
thinking for example … I was involved in a caregiver coping study with Dr. [Doris] Barwich [Executive Director, BC Centre for
Palliative Care; Former Program Medical Director, End-of-Life Care, Fraser Health Authority] a few years ago. And it looked at
family caregivers who are caring for their loved ones in the home. What was it that they needed? And one of the outcomes of
the research project was that they wanted to feel prepared. It comes a time – family caregivers say at the beginning of the
illness say “We’re going to do this. I’m going to get through this. We might even be this but we’re going to get through this.” At
one point when the care needs are escalating out of control, the family caregiver has a hard time to keep up. But what they
still want is that they want to feel prepared along the way.
So if we know that this is one of the outcomes, what about, what are we doing with it? It’s sitting on a piece of paper.
We need to be taking it to disease specific organizations: congestive heart failure, Heart and Stroke Foundation, caregiver
hospice societies … where a lot of work is, where you are doing support groups already. And to say if that’s what caregivers
need from a specific standpoint, and again we cannot standardize the kind of teaching. We have to make it specific to the
disease. So to say you know what? We know that caregivers need to be prepared and say “Julie, your husband had congestive
heart failure, what is it you’re going through now and what is it that you need to be prepared?” Ah, in my nursing light it tells
me that this is what I need to do for you next.
So these are very, very specific things again. It’s, and we call this knowledge, is it called translation? It’s a transferring of
knowledge that we already have and that research says, I can’t remember how many, for the health professional to stay on
top of her competency she’d have to read five to twenty articles a day. It’s just not possible. But let’s use that information and
somehow transfer it to the disease specific organizations.

COMMENTOR 5 [Judy Lett]: And so in some ways, it’s really important that we have these partnerships. We need the people in
the hospice society to be engaged and to support conversations. But it’s more than just conversations about preferences and
values. We also need to have those bodies involved where there is that very specific knowledge around those diseases in
terms of well, what kinds of decisions do I actually have to make? So that is so important. So we really all need to work
together.
COMMENTOR 6 [Mary Ann Deacon, Cowichan Valley Hospice Society]: And I’m just wondering – Mary Ann Deacon, Cowichan
– a former nurse as well. I’m wondering now that nurses have more of a supervisory role than hands on, how much time they
will have with patients to do the patient teaching that we used to do while we were rubbing a back or doing afternoon
nourishments or whatever we fit in to all the other things – the treatments and the medications and all that. I’m wondering
how that’s going to happen in today’s efficient way of doing things.
TERRY WEBBER: Well it just speaks to me that we’ve really shifted our priorities. Like you say Stephen, it’s become very task
focused. And when you talk about end-of-life discussions, it may be wonderful to think the potential’s there but the mandate
is not given to us. I think of the times when even going down, we get a referral for example to go down to the day care because
there’s a lady who’s thinking about stopping her transfusions. And so you have a spare moment but actually it’s really not.
You’re just going from A to B and the clerk stops you and says, “We’ve got a call. Do you think you can go down?”
And you know what? This gives me a lot of joy. So I go down and I talk to a lady who is in her 80s and nobody’s had end-of-life
discussions with her. So somewhere along the line, and where she’s learning about what palliative care really means, about
the shift of care … Transfusions? We might be able to keep going with them because she knows that living alone, she can’t
live by herself at home. So going into hospice – yes, maybe one or two transfusions. But again it’s not really about the
transfusions. It’s about how your body’s going to be. And it’s about what’s important to you in that moment. You may not want
to go thinking about spending time getting on and off stretchers to go down for your transfusions. Maybe it’s just about being
and sitting with your granddaughter and so forth. So, ahh. So she gets it.
So what I’m saying is, there’s no time. It’s become so task orientated. And because the capacity. We are kind of, and we
talked about this, we are over our capacity. We’ve reached our capacity unfortunately. So it should not sit within the
professionals’ level. It has to sit at a different level. But the mandate unfortunately isn’t there. And somehow I wonder if we
changed our priorities from a health system level to make measurements feel a little bit different. That it’s not about who
goes in and out of hospital but it’s about the work that gets done. That’s how we would measure success, of there being good
end-of-life discussion because maybe they wouldn’t come back the next time. Do you know what I mean? It’s about what the
kind of work that we actually do to help people when they’re in the setting, when they’re within our reach and we can be with
them.
COMMENTOR 5 [Judy Lett]: And is it really our job to do the conversations or is it our job to prompt the conversation?
SANDI ARMITAGE: The heart yeah. And actually and that goes to your opportunity. It may not be your job to do the
conversation, but if the opportunity is there, if you do it.
COMMENTOR 5 [Judy Lett]: Yeah, because Dr. Janz said when we was having his little … anyways, he had an end-of-life
planning conversation with you that took two or three minutes. And I’ve had the same kind of experiences when you walk into
somebody’s room and upset “What’s going on? What’s the matter?” And they’ll tell you. And you have this very short,
satisfying conversation where that person is given permission to do, “Well what do you want to do? What do you want?” Not

“What does your family want you to do.” And so giving people permission to let others know what is that they want is so
important. And it doesn’t take a lot of time. I think a lot of us are so afraid because “Oh my God, we have to be somewhere
else in five minutes.” But it doesn’t always take very much time.
SANDI ARMITAGE: That leads me to exactly where we need to be in five minutes. But I will …
COMMENTOR 7 [Louisa Sanchez, Prince Rupert and District Hospice Society]: I just going to mention in terms of the time that
we’re talking about. The information that we need and especially it’s wonderful to hear everything that’s happening on the
Island. But when we look at where we live, up in the boondocks, in Prince Rupert, it’s very difficult. And we do have dedicated
people who really want this work to be done. We’re trying our best to get the volunteers.
But you know something, you mentioned about having all that information that’s there and it’s sitting on those shelves and
they’re gathering dust. And the information is not distributed. I’ll tell you how I picked up “Our Voice” – is it “Our Voice”? “My
Voice”? Okay, because there’s another one with Peter Topping that I’m involved with. However, the thing of it, I picked it up
one day. I was at the hospital. I went to see a specialist. I don’t remember for what. Anyway, and that’s how I picked up that
information. See, we get the information but it’s not distributed. And the people who work, we’re volunteers, we’re not paid.
And what’s happening is when you question the other people, they said “It’s there.” But we need to have those things in other
places than at the hospital sitting on the table.
How can we get that into our libraries? How can we get that into our schools? How can we get that information? And I think
that’s one of things that we’re having a hard time with. And I think that’s something that should really be addressed. Because
it’s not, I don’t know, like you said, the time limit that people have. It’s a nine to five and then you’re overwhelmed with
everything else. But there’s got to be a way. And I know there’s funding. It’s always, the funding, the money is the money. I’ve
heard about that. But surely we can do something to help along, to get that information to the whole community. And I’m
finding that very frustrating. Thank you.
SANDI ARMITAGE: I can hear, and it is frustrating when you come to forums like this and you hear people who are doing so
well and then groups that aren’t doing so well. And communication that isn’t happening and conversations that aren’t
happening in there. So it is hard.
COMMENTOR 2 [Joyce Kuhn, Comox Valley Hospice Society]: But those booklets. There was, it was my understanding there
were only 60,000 printed in the province. They’re about to run out and that’s all that the tax dollars can support. And so the
communities, it’s up to us to have people order them. They’re not around. How do you get one?
COMMENT: The Queen’s Printer.
COMMENTOR 1 [Lynn Wood]: So one the reasons Vancouver Island is kind of organized in this is that we set up a Federation
of Hospices. And the Federation has a website on advance care planning. And not everybody is web-friendly. I understand
that. But the documents are all linked on the website. And does anybody have one of the little advance care planning cards
with you, that you could share? Yeah. The lady in the back with the blue, maybe you could share that with this lady.
COMMENTOR 2 [Joyce Kuhn]: Well not that one. I’ve only got one.

COMMENTOR 1 [Lynn Wood]: No. Just the little card. I can get you one later today if you like. But we worked very long and
hard to get it sort of consolidated as an information base and we all contributed to the cost of it.
SANDI ARMITAGE: And so this is really good information because this is what the BC provincial one [BC Hospice Palliative
Care Association] is looking to help with and to do. So that we don’t have pockets of excellence and pockets of less
excellence.
COMMENTOR 4 [Stephen Roberts]: If I could just add to what you were saying. Also with the Vancouver Island Federation of
Hospices, we were given a grant by Island Health as it’s now called or Vancouver Island Health Authority, to specifically
disseminate the information on advance care planning. They gave I think each hospice $15,000 to undertake that task for
them. So basically they’re offloading it off to us as volunteers but it gives us an opportunity to have these conversations that
we’re talking about. And to put these brochures in offices, at doctors’ offices and of course in pharmacies and things like
that. So the hospice takes it on but we get the grant to be able to do that.
SANDI ARMITAGE: And does your education program extend to professionals? You said that you put them in pharmacies. But
do you go to nursing group or physio or occupational [therapists]?
COMMENTOR 4 [Stephen Roberts]: Yes, and it’s kind of up to each hospice to decide how they want to work on the
dissemination of the information and how they want to get the advance care plan out. You can send some of your team to get
the training to give the seminars and the workshops themselves. You can pay, we use the money to pay for people to go and
have the training – whatever it is you want to do with it. It’s very flexible. They just gave us the grant and said, “Please do this
advance care planning for us” and it was pretty [much] without conditions.
COMMENTOR 7 [Louisa Sanchez]: So we apply for a grant?
COMMENTOR: You can apply for a grant and I would certainly approach your health authority for your region and tell them
that this is what Island Health has done because there’s a precedent there and it’s effective for them because it offloads
costs that they would otherwise have to …
SANDI ARMITAGE: Thank you. I’m just going to move you on because that’s just a little bit off topic and we’re actually done
with our time. But good information. And I think if you do talk to these, it will help in the North. The North is a very poor health
authority. But I would like to thank you all for coming. I would like to thank our experts in particular for coming to the table
and taking an hour out of their day and to share the perspective of a professional. So thank you.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current nature of public conversations on death, dying and planning for care and the paths to opening these
conversations
 the current and potential role spiritual care professionals have in engaging and educating the public about death and
dying, and advance care planning
 the potential for your professional community to partner with hospice palliative care organizations to promote public
conversations on death, dying and advance care planning
 the potential for your professional community to partner with hospice palliative care organizations to advocate for hospice
palliative care in British Columbia
SHELLEY STICKEL-MILES: So Welcome. Welcome everyone and especially welcome to Chris Bernard and Rev. Doug
Longstaffe and Rev. Viktor Gundel. So Viktor is from the Royal Inland Hospital, Interior Health Authority and Chair of the BC
Chapter of the Canadian Association for Spiritual Care. And Doug Longstaffe is Profession Leader – Spiritual Care and
Multifaith Services, Vancouver Acute Care, Vancouver Coastal Health. And Chris Bernard, Practice Lead, Spiritual Health in
Providence Health. And I’m Shelley Stickel-Miles. So I’m incoming [BCHPCA] President-Elect so gently being warmed to this
group.
And so this is a conversation which will begin with these folks talking about how they/their work inter-relates with hospice.
It’s to inform and educate people about personal advance care planning and how to encourage them in documenting their
plans.
We’re going to, we have a recording device going and it works from the table here fine. But when we get to questions, we’re
going to use this mic which is just a recording mic. And it’s not so that we can put you on the radio but simply to type up
what’s … the information that’s said and it can go on the website after this so it will be available for everyone.

So welcome all and how about we start with a little five minutes or so on the current nature of public conversations on death
and dying and planning care and what might be paths that your organization takes to get that conversation going. And Chris,
are you okay to start?
CHRIS BERNARD: Sure. I could just say a few things. In Providence Health Care, and if we’re talking about advance care
planning and end of life, I do know that we’ve been entrusted to implement that in acute care in St. Paul’s Hospital with our
renal program, so those who are on dialysis. Pastoral care is actually, the spiritual health practitioner is the point person. He
has been appointed part of the interdisciplinary team to have, to start these conversations going about discontinuing dialysis
for example, and starting that conversation.
I personally work in residential care, extended care facility in south Vancouver – St. Vincent’s Langara. And we’re at a point
now where a lot of our residents who come in you would say are actually palliative, if they’re coming from home or coming
through acute care. And we’re starting to have this conversation … our disciplinary team with other professionals, especially
those who work in the palliative field, around how we can actually start that conversation right from the word “go”, right from
admission with families and with residents, see what their care is. A lot of our residents within the first week we might assess
them as being, yes, they are palliative. And yet, everything is set up for long-term stay so very often we do not have the
resources to deal with that. I think we’re at a bit of a crisis right now.
Roughly about a half of our residents – we have 205 residents in our facility – half of them die every year, and within the first
three months. So we are turning into, this facility and a number of our other long-term care facilities – we are turning into
large hospices. I’m not sure if, maybe this is something you talked about today – the changing nature of extended care.
The other, I think the other conversation we’re having as an interdisciplinary team and amongst our nurses and care aids is
around how we can companion with our dying residents, and what are some of the issues around companioning for the dying.
So … In long-term care we, you’re familiar with the “options for care” that are presented to the residents or the family
members that represent them? I guess you might call that our advance directives if you like. So/but we usually go over that
within the first two weeks with the resident or their families. But we really want to start those conversations right at
admission. I think that’s our goal right now: end-of-life planning, end-of-life care. And right now we’re not doing that
satisfactorily so that’s sort of the state where we’re at. So pastoral care, spiritual health is part of that interdisciplinary team
who has those conversations in residential care.
SHELLEY STICKEL-MILES: [inaudible]
DOUG LONGSTAFFE: Sure. Well we’re certainly having lots of ongoing conversations in Vancouver Coastal Health and
Vancouver General Hospital regarding advance care planning and as you probably know it’s becoming a large priority for the
government so the health care authorities are having to embrace it. It’s a personal passion of mine, so I’m very happy to be
here today because I think there’s a lot of suffering that every chaplain or spiritual care practitioner across the country has
seen with families experiencing not knowing what to do. And you’ve already got mom on life supports or dad on life supports
or some other person on life supports, and we are there literally holding the hand, trying to help the person make the decision
with regard to removing life support. So this is a long history for me in terms of my involvement and how it grew into a passion
for me in terms of advocacy and advocating for a more intentional approach, intelligent approach to advance care planning
both in the community as well as in the residential care and also in acute care.

But let me just say in terms of the topic here that it quite correctly frames the larger discussion as being questions of death
and dying in society and I think this is where spiritual care can play a role to try to help people understand that we can talk
about death, we can talk about dying. Somebody from Vancouver actually was saying – Chris on the way over here – that
wrote a Pulitzer prize winning book, The Denial of Death [by] Ernest Becker. Some of you may have read the book some years
ago. And it’s on that level of conversation that I think we really need to go to some extent.
There’s all the practical issues about advance care planning that I’m very dedicated to but I really agree with starting it with
that bigger picture because society has a big problem talking about death. Various different subcultures have an even larger
problem talking about death. I teach something called Clinical Pastoral Education and I have students from literally all over
the world at times and it’s very interesting to see the cultural differences that exist.
And then within health care we have a lot of health care workers, including physicians too, who have a hard time talking
about death, some of them. And so I think this is a very big issue. It’s one of the largest issues facing society right now. I know
Dr. Edmunds from the North Shore gives some very interesting talks on the statistics related to some of this in terms of who
wants the care, who is getting the appropriate care, what should the goals of care be, etcetera. And I think it’s really just
starting. And I’m pleased to see that the Canadian Medical Association teamed up with McLean’s magazine not long ago.
Some of you may have been at that public hearing I was at downtown. That was a great example of getting the discussion
started, some of the discussion started. I think that hopefully we can be part of moving this forward because we spend so
much time in end-of-life issues.
We also spend a lot of time in other parts of the hospital where people are not dying. The number one reason we’re called is
actually anxiety. But there’s a lot around death and dying issues. And it’s, from my own tradition, I come from the United
Church of Canada, the Christian tradition broadly, if you’re from the Christian church, Jesus talked more about financial
issues, economics, than any other single thing. If you check it out, you’ll find it to be true. There’s an economic side to this.
If we’re providing care to people who do not want the care – we’re not talking about euthanasia – we’re talking about giving
care to people who do not want it and torturing them in some ways, in some respects, we need to stop. It’s a moral issue and
it involves squandering resources that could be used to give somebody who wants that care, that care, regardless of their
age. But could be given to somebody else if we weren’t wasting it on somebody who does not want it and torturing them and
putting the families through kind of a living hell, really to use spiritual language, of having to decide what to do with mom
because we never asked mom before. So I guess that’s just how I’d just open it up that way.
SHELLEY STICKEL-MILES: Let’s bring in … And Viktor.
VIKTOR GUNDEL: I’m Viktor Gundel and I originally come from Prague and I was raised in my 20s and early 30s in California
where I did my training in spiritual health and worked in a UCLA cancer hospital there. And literally every hospital patient who
went through emergency had advance directives. And those conversations just took place right at the door. And this is about
seventeen years ago. When I moved to BC and Canada, I remember bringing into Royal Inland Hospital and I remember the
chief of medical staff back then which I highly respect say “It’s going to take about fifteen years before we can even start
touching those issues here in Canada.” And I said, “I just don’t understand.” And I can resonate with my colleagues. My
perspective will be again unique from where I work which is a trauma centre. And most of my work is spent around MVA
[motor vehicle accidents] and trauma, oncology, palliative care within the acute system and ICU, so death around children
and lots of times spent in ICU.

The nature of palliation and those conversations I see … the, when I started at the hospital fifteen years ago, we had an acute
palliative care team within the hospital. With a shift of the culture and I see going through the different names and titles here,
what I have seen: the palliative aspect of care has been taken out of the acute system and has moved into the community. So
for instance, we have phenomenal hospice in Kamloops which is free-standing. What happened in the process is that it
fragmented the continuity of care. And so we have this acute critical culture within the acute system. And we have the
palliative culture in the community or in the hospice. And I don’t see often the bridge being made.
So in a full circle after all these years, we’re coming back to realize people will die because of dialysis, people will die
because of MVA, because people will die in ICU because there’s nothing else the medicine can do for people. People die
from cancer in the hospital before they transfer. And then the health care plan in those courageous conversations, advance
planning needs to take place in the acute system because this is often where the moral and the ethical, the courageous
conversations have to begin before we can even start moving and making and building the bridges with the community and
the palliative care. And so what I’ve seen often is that our conversations which may take place are often reactive or
sometimes they won’t take place. They happen in a sort of a critical, linear way of communication. And often it doesn’t start
early enough.
And I think what Doug was saying – what I think is now coming through – and infiltrating the system, that it’s the families and
it’s the – I would say visible minorities, it’s the Aboriginal culture, it’s the Sikh culture, it’s the people are coming with a very
clear set of beliefs and culture who are very clear saying about what we want and what we need and what we would like to do.
And they’re challenging the medical system in terms of bringing this to the front of their planning. And so it’s the Anglo-Saxon
white culture sometimes that’s been very shy around conversing on the subject matter. It’s actually making the professionals
to think. And I think in my region it’s the Aboriginal culture and the families are very cohesive and very holistic in their way of
understanding. And they want to have those conversations and say “Where are you going with this? How far are we going to
take our Mom with ventilation?” Can we discuss about what is their plan? What is the purpose and meaning? What is the
outcome? What is the quality of life?” Because they see the quality of life not in terms of how far we can go with that person
but what is their whole life before and after?
SHELLEY STICKEL-MILES: Alright. So now it might be that you work from suggestions that you have for hospice but also as
spiritual care professionals, your ideas about engaging and educating the public about both death and dying but also
advance care. Where do you see that possibility? And Chris, we’ll start with you.
CHRIS BERNARD: Educating the public? Well I work within a health care system so I’m very intent on educating even my
colleagues in the interdisciplinary team, definitely with families. We have a wonderful booklet – I use this even now in
pastoral care. You’ve probably seen this, “Preparing for the Death of a Loved One” put out by [Vancouver] Coastal [Health
Authority]. But this is very, very helpful I find around the time of death or end of life to explain to families exactly what’s
happening. It sort of normalizes and describes the dying process. The pastoral care is with the families, with the resident who
is dying – supporting but also informing. Nursing does this also. I think anyone on the interdisciplinary team can do this. I
think our ministry, at least in spiritual care, is one of presence and also maybe, “Where do I see this going?” Teaching our
colleagues we are working with, even nursing, how to be present with the dying.
There’s a lot of doing, there’s a lot of busyness, there’s a lot of care going on. But how do you feel comfortable in your own
skin being with somebody who is dying? And very often that comes back to our own inner process about how do we deal with
death? How do we deal with our own dying, our own fragility, our own mortality? And I know I’ve been talking with a lot of staff
around that, about their own perceptions of death. I’ve had a nurse come to me and say “I just can’t take another death. It’s

just too much.” So I mean their own sense of burnout and not processing dying. So I think we can educate in that way:
supporting the staff but also leading them to be better presences for the dying. Sometimes family members come into
residential care with expectations of their loved one getting better or having a vibrant active life in extended care and that is
actually not the projection. That is not the prognosis. So we often have to educate the family members. We say, “Well, the
diagnosis is not good. Your loved one is dying.”
SHELLEY STICKEL-MILES: Thanks. And Doug?
DOUG LONGSTAFFE: Sure. Well I agree with everything that Chris has said. A different level of that would be education with
respect to the community in a more direct way. And not that we have any time to spend on this but it would be useful to have
folks like ourselves interfacing with the faith communities more on this matter. So there could be a real role for conferences
or for educational workshops of some kind with clergy in particular or the leaders often in the various different faith
communities of all stripes. Because the clergy are the people who know the folks in their congregations the best. Much better
than we do. And we know the hospital. And so we can be a bridge I think to the faith communities to have discussions about
how a person coming in from faith tradition “x”, what they can expect in interfacing with the hospital system in terms of
advance care planning, advance care directives, how that works in terms of a complex medical system and what their
particular needs are in relationship to that.
Often, even when there’s an advance care plan or directive, there’s a lot of interpretation required – especially if they’re not
written very well. And as you know, you can overwrite them or underwrite them. No puns intended. [laughter] And if that
interpretation is not done correctly, there can be a lot of problems. So I think just educating people about that and helping
them to understand a little bit about how the hospital will look at this and some of the concerns the hospital has will be very
useful and vice-versa. You know one of the concerns in the faith community, we’re often bringing that to the hospital and
helping them to understand. And the better those linkages are, the smoother things go.
We have excellent representation at Vancouver General, for example, from the Jehovah’s Witnesses. And as probably all of
you are aware, there’s some pretty particular unique interests of the Jehovah’s Witnesses have regarding blood transfusions
etcetera. So it’s very important that we have them there, that they can network with the physicians when necessary with the
patients and understand one another so that we don’t have an abrasive moment, shall we say, or misunderstandings that
cause lots of problems. And it’s true for every tradition. Even in the mainline Protestant denominations which you often think
might not have a lot of difficulties, there are unique things that come up from every denominational perspective.
I mentioned economics. I mean my own faith tradition, the United Church, is very mindful of social justice. And so questions
of resource usage actually are pretty prominent for some of our United Church folk who come into the hospital and they want
to know about whether or not they will be utilizing their fair share or whether there really should be looking at things from a
more economic perspective. And you’ve got to look at that and say, “Look, when you’re looking at this, it’s wonderful that you
look at it in that way. But you also have to let the physicians be the physicians and make decisions in conjunction with you
based upon what they think is appropriate rather than you becoming overly concerned about whether you’re having your
share or not.” Which is kind of the opposite situation from some others folks who come in with a very different position. So
that’s one angle that we can be helpful with too.
SHELLEY STICKEL-MILES: Great. And Viktor, your thoughts?
VIKTOR GUNDEL: My gosh. It’s always a disadvantage to go third because you’re …. [laughter]

DOUG LONGSTAFFE: You’re the brilliant one. That’s why you’re third. [laughter]
VIKTOR GUNDEL: “This is what I was going to say.” It’s all gone now. My gosh, it’s hard to add to my colleagues comments. I
think, as I started out the conversation, I think there has to be more continuity between the acute, community, palliative care,
hospice.
What Chris was saying about, I see a big theme in the culture of death where providers and practitioners in whichever practice
they do – medicine, nursing, physiotherapy, speech pathology, name it – it’s hard to have conversations around end of life or
even having the [lenses?] where people don’t even begin to touch their own mortality or their vulnerability. Or people go into
all the different misdirected outlets because they have the burn out, because of fear of touching something which is very
painful. There has to be systemic education where people know that it’s okay to feel pain, that there is a dimension, there is a
room and space beyond our pain. That it doesn’t have to go into doing more and providing more or testing more or over
medicating more.
I think that, as Doug said, that the connection with good religion and bad religion and whether people in a crisis time, in a
crisis mode, they tap into their spirituality or religiousness as a way of trying to figure out and find some kind of a purpose
and meaning, with/as an existential. They often have religious beliefs which may be elementary because that’s where they
did, let’s say, Sunday school training or whatever they may be, it becomes really a collapse of the belief system because it
makes no sense in the realm of what they are dealing with. So there has to be interpretation of a positive spirituality which is
not going into some sort of either denial or nihilism or escapism, whatever it may be transcendentally.
I’ve seen lots of people in my experience using their religious expressions as a way of being antagonistic or distrustful when it
comes to interaction with the medical system. And I think that’s a major piece of, we need to have a collective from the
perspective of spiritual health, a collective knowledge of some sort on a certain level, to know, to create or even establish a
therapeutic relationship. To understand the client-based, patient-centered care, and understand where people are coming
from and know how to tap into interdisciplinary resources. Bring people in.
And lastly, there is I think, the role of the leadership and the government to create and shape a culture that dying is just part
of living. And I think that we have some ways to go. Those are just a few comments off the top of my head.
SHELLEY STICKEL-MILES: Yes. So the next two questions, I’m going to kind of put them together and just aim where you like.
So what potential within your professional community is there to partner with hospice to promote these conversations or also
to advocate for hospice palliative care, whichever way you feel is where your organization can help.
CHRIS BERNARD: When you talk about a professional organization, you’re talking about our profession of spiritual health or
the places where we work, the larger team?
SHELLEY STICKEL-MILES: I think probably that larger team.
DOUG LONGSTAFFE: Go with both.
SHELLEY STICKEL-MILES: Yeah.

CHRIS BERNARD: Okay. From my point of view,
DOUG LONGSTAFFE: No, no. Let Viktor go first. You were always complaining! [laughter; multiple comments]
CHRIS BERNARD: Oh, I’m sorry. You’re not happy one way; you’re not happy the other way. [laughter]
VIKTOR GUNDEL: One the one hand or the other hand. I’m half Jewish so it’s the way it is. You go …
DOUG LONGSTAFFE: You see where I’m put.
CHRIS BERNARD: Okay. I’m going to go first.
DOUG LONGSTAFFE: Okay. Well I have to say something because I have chaired the Advocacy Committee for my professional
association [Canadian Association for Spiritual Care] for the last three years, so I think in terms of advocacy, as contrasted
with education, although I think there are opportunities for both, there’s a real need for all of the groups to talk to one
another and present a united voice wherever we can. Because one of the things I’ve learned about advocating for various
different causes over the years in more than one province is that the government does not want to be involved in backing
anything that has any, even the slight association with “splinter, splintering.” So if you’re coming to the government and you
can say “All of these groups are in agreement and there’s nobody really that we see who’s not on the same page with us” that
speaks very loudly to them because they’re trying to protect themselves from getting slammed from the side. Nobody likes to
get whacked from the side when you’re not expecting it, or from the back. So I think the more we can talk with one another,
first of all, it may seem fundamental but it’s a very important point, the more we can talk and get on the same page and even
form coalitions, that this would be very important in advocating for faster change with the government.
Now the government as Viktor will probably mention has already actually, is on side, is on board with this. When I moved from
Manitoba, actually from Ontario to here, I was very impressed with the fact the British Columbia government had bit the
bullet and tried to do something with this, with the “My Voice” program etcetera. They’re actually interested in moving ahead.
This is great because years ago I had a conversation with the health minister in Manitoba. He was a great guy – Dave
Chomiak, a long standing health minister in Canada at the time – and he said “This is wonderful. I’m very interested in doing
something with Manitoba Interfaith Council to do something with advance health care directives. But do you know what
you’re asking me to do?” What he meant was “I’m scared of this, because how is it going to be perceived by the public?”
Now the faith communities are with you. I don’t think you need to be so frightened. But here, the BC government has gone out
on a limb really and started to do something already on their own. So I guess my message would be the time is ripe right
now. The government is open to this. They’re pushing this. It’s one of their three pillars as I understand it right now. So if we
can partner, we’re going to make their job a lot easier. They’re not the enemy on this. Nobody’s really the enemy here. But we
need to get together and see what is the problem? So the problem is really the enemy, no person, no group. The problem I
would suggest is that we don’t know how to talk about this for one thing. So let’s get together and see what we can do as a
group en masse. The government will likely say “That’s wonderful. You’re on board with us. Let’s push this.” I think there’s
actually money for this right now. I think they will go for it for a number of different reasons. So that’s what I’ve got to say.
CHRIS BERNARD: I come at this from a little bit of a different perspective. In Providence Health Care [Vancouver] we have a
palliative care outreach team. And they’ve asked us basically to travel around to all our different facilities, residential
facilities, through referrals. And I think it’s one approach by which all the disciplines can actually work with this team to

provide the best care in situations which are less than ideal. So as I said before, I think our residential care programs are
becoming more and more palliative. And as the need for palliative care becomes more and more pronounced within
residential care itself, I think what we’re heading towards is a fuller continuum of care, right from admission right up until to
the point of death. And I don’t think we have that now. We have these disjunctures like acute care, and then a hospice way
over there.
I think what we’re talking about is continuum of care in future. I’m not sure if any of you have been talking about that. It’s so
crucial. And in our facilities I think we’re just waking up to the fact now that our extended care facilities, extended care itself
is becoming, it’s becoming a palliative approach basically. That’s what we’re calling it. We’re calling our type of care now the
palliative approach. We’re transitioning but we don’t have the resources. So now we’re starting to advocate for the resources
in our … I think that’s going to go a long way to get the money, the resources we need from the Ministry of Health – more
resources and appropriate resources for end of life. That’s just sort of a little bit different bit of a perspective. But I’m really
advocating, at least in our organization, for a continuum of care in complex care.
SHELLEY STICKEL-MILES: It’s interesting.
COMMENTOR 1 [Gretchen Hartley, BCHPCA Regional Director – Vancouver Island, Incoming; Cowichan Valley Hospice
Society]: As you’re talking about … may I ask a question?
VIKTOR GUNDEL: Yeah, absolutely.
COMMENTOR 1 [Gretchen Hartley]: As you’re talking about barriers, I’m hearing that fear is there on both personal and
institutional levels. And I’m just interested in what you’d have to say about that from a spiritual care perspective. How do you
respond to that? How do you push back fear, engage with fear?
CHRIS BERNARD: Are we talking about denial?
COMMENTOR 1 [Gretchen Hartley]: We’re talking about fear which can cause various things that can result in denial or …
CHRIS BERNARD: Denial and fear.
DOUG LONGSTAFFE: Fear of … you say fear of what?
COMMENTOR 1 [Gretchen Hartley]: Fear of death. You’re talking about death. I mean both on an institutional level and one a
personal level.
DOUG LONGSTAFFE: Yeah, okay. I think there is a fear of talking about death with patients lots of times. I also there’s fear
inside health care providers of their own death so they have a hard time talking to patients about it because of that. I also
think what, I think Viktor brought it up, is what’s really important too is this culture that we have in acute care of wanting to,
which is understandable, wanting to save everyone. But none of us lives forever.
And you’re correct about continuum of care. Its goals of care is a similar kind of way of talking about it. What is the goal of
care here? What is appropriate for this person at this particular time because there are physicians who would say that we are
treating about 50% of the population in acute care – and I’m not a physician so I’m just quoting what I’ve heard. They’re, they

would say we are treating 50% and with the wrong goals of care. That based upon their diagnosis, we are attempting
interventions that make no sense. So that’s got to do with fear, I think in a sense, that “If I’m not saving them then what am I?
Who am I? I’m a doctor. I’ve got a scalpel. That means I’m supposed to cut.”
The whole system is predicated upon taking certain actions that we’ve been doing for so long in a certain way. There’s also
financial interest connected to this – large drug companies etcetera. Everybody is this room is probably very aware of that. So
I mean when you talk about fear, I think it’s at many different levels. Sometimes it’s just sort of an unknown anxiety that’s sort
of floating around there that we really don’t know what this will look like. There’s fears to establishing new patterns of doing
this, to being more intentional, being more focused in our approach, being more assertive in our approach. There’s all sorts
of fears about that too. So it’s a big question that you’re raising. It’s just my little piece to respond to you.
SHELLEY STICKEL-MILES: Did you have a comment on that Viktor?
VIKTOR GUNDEL: I remember in Kamloops. I’m an Anglican priest by background and I remember Bishop Snowden who
happened to be an Anglican priest, a bishop in Kamloops, and his wife. They had this big dream to establish hospice in
Kamloops and it took a number of years. But it started out of the Church of England and the Anglican movement for hospice
to, that drove the spirit of that. So nowadays, Mrs. Snowden’s hospice, which is free standing in Kamloops and does a
phenomenal job, is bearing the name of the bishop and his wife.
So/and everyone who lands there and who dies there – and I go there three or four times a week – not just part of my job but
because I feel that I fail people morally if I don’t follow up because they have been discharged. Or they get, they just
disappear. Because I’m trying to get to an experience, is this: we created beautiful places for people to die with respect and
humanity and dignity and honour. But at the same time, we create a void in the acute system. And I’m just witnessing the
same thing over and over again. And not just physical because there’s a desire to push and bring people from procedures and
for surgeries and for ICU beds. It’s a competition for acute beds, all over the province.
But in the culture of that, we’ve created a void. And not just the void in an attempt to bring and appropriate acute beds
etcetera etcetera and all the different pressures that come with it. We also generated a new culture of professionals who are
not present to understand and detect where people are saying “No” to things. And it perpetuates this whole problem of
denial, if you want to call it so, delayed conversations, and perpetuates the problem itself.
And so back to your question about what to do, I think it’s just we need to start from the education. We need to go back and
have conversations with all the professionals and the front line staff and nurses so there’s no “The people are the wonderful
palliative care nurses, they’re the wonderful spiritual health professionals and the wonderful palliative care doctors.” And yet
you go to a different building and people are just so preoccupied on fixing people [while] missing the bigger picture.
And I’ve seen the same with what Doug was talking about, our participation and piece of how we can help is we … for
instance, liaison with forty different faith groups in the community. About 170 people who somehow have comings and
goings through the hospital and hospice at any given time. And I’ve seen where there’s a dialogue and proper conversations
with the faith groups and leadership, how that translates when we talked about the nursing staff, how that culture translates
into all these different faith communities.
This, it’s quite naïve of many people in the larger society that every clergy and every faith leader is an expert in death and
dying and people are theologically trained and they can do this sort of a intercultural and interfaith communications with

people etcetera etcetera. And I first experienced, people are as scared as any other profession. They are not trained in death
and dying. Often people are hiding behind rituals and sacraments and putting things on God etcetera etcetera.
So our participation is being the culture broker, being the mediator, being the communicator. So we don’t have people
coming and ready to either say to their people “Don’t trust the medical staff” or “Trust too much” or “Let’s make the hospital
liable because they didn’t give the blood transfusion.” So there’s a number of levels of conversations we all can do
professionally to improve.
SHELLEY STICKEL-MILES: Are there some other questions?
COMMENTOR 2: Maria Kliavhoff. I’m from the Hospice Society of the Columbia Valley. So I’m Interior [Health Region] in the
East Kootenays. Annd I’m just curious. So this looks like a fabulous document from [Vancouver] Coastal Health [Authority].
Does Interior Health have the matching document? Is there shared between the different areas of health, the
documentation? Because it seems to me that’s part of the conversation.
VIKTOR GUNDEL: I’ve seen … no, in simple terms, no. I have seen pilot projects around dialysis for instance or we do that as a
part of the planning in ICU. But I haven’t seen anything that has a purposeful vision of this nature. Thank you for the
comment.
COMMENTOR 2 [Maria Kliavhoff]: I just want to follow up with that by saying I think that may be a starting place, is that we
have it in the province but we don’t have equality across the province. In Interior, we know that our numbers are going to be
higher whereas provincially it’s going to be one in three or one in four, in Invermere, it’s going to be one in three by 2034 that
is 65 [years of age] and older. So we already have it in the province, right?
CHRIS BERNARD: But if you’re talking about the stock, you can get it from [Vancouver] Coastal [Health Authority. Providence
Health Care – we get this from Coastal.
DOUG LONGSTAFFE: We’re very evangelistic about it. [laughter]
CHRIS BERNARD: We do have the information. The health authorities do speak to each other.
VIKTOR GUNDEL: But it’s the ownership right? You don’t have ownership of that.
COMMENTOR 3: I’m Don Morris from Victoria. I started the Death Café movement in Canada just by being the first one. But I
was looking and waiting and looking for something and it came along. But what I’d like to know and first of all, the three of
you are top-notch guys. We’re so privileged, fortunate to have you in your positions. I’m just wondering if any one of you would
care to imagine what the future could be like as far as end-of-life care and your positions. What’s the best scenario? What
would you like to see?
DOUG LONGSTAFFE: Sure. I love questions like that. I get to imagine. Well, I mean first of all, my mind gravitates immediately
first of all to advance care planning and advance health care directives. Simply to first of all to end at least a significant
amount of suffering that’s unnecessary. And what that would look like from my vantage point would be for the hospitals and
acute care hospitals across Canada, BC – whatever we’re talking about – to address the issues as to who has the information
and the competencies needed to address certain aspects of care related to that.

So for example, if we’re looking at a representation agreement, it may be that the social workers have a particular expertise in
working with that because they work with a lot of legal related type things and so maybe we should be involving them in an
intentional way with that. If we look at the medical side of the equation, I think the physicians need to become increasingly
involved with this because they have medical expertise. Nobody else has it quite like a physician does and it gets complex
sometimes.
With respect to the initial conversations, I think we also need to identify who has the skills to be able to work with the values
and those kinds of questions that come up of a more intimate nature. And I would see a big role for my profession in that, our
profession in that, with respect to – we have a dialogical practice that is not based in a mental health model like the
diagnostic and statistical manual that the psychologists have. We’re used to having conversations with people on a very
intense, very deep level that is not pathology based. And so I’d like to see the system take a look at how they can utilize our
profession in that process. I have some very specific suggestions on that that I have itemized. And I think the same thing with
social workers and with nurses and with physicians. How can we work together in a way that assigns responsibilities.
Because one of the things I’ve seen in many different centres across the different provinces is, goes back to something my
Dad said when I was younger, “Everybody’s business is nobody’s business son.” So in health care I think we’re very good
usually at assigning tasks: “You will prep the patient. You will do this and then we’ll have follow up” etcetera etcetera.
When it comes to advance care planning, it’s like everybody’s got a piece of it so nobody has a piece of it. And I’m just not
competent to discuss medical realities with a patient. I’m very good at initiating conversations and discussing how their
values relate to what they should be talking about with their physician and networking with the families to help them come to
a common agreement. That’s my training. So my wish would be around that first of all and I’ll let my colleagues jump in now.
But that would be the beginning of my wish list, would be that we would be intentionally focused in doing some things that
make sense rather than sort of going around in circles which I think we’re doing that in many places, many, many different
places.
COMMENTOR 3 [Don Morris]: Might there be an office of advance care planning?
DOUG LONGSTAFFE: I think that’s actually a good idea. Look, Gunderson Lutheran Hospital in Wisconsin has a 99% success
rate with establishing advance health care directives with their patients. Looks like you’re already aware of that. They have a
98% follow through rate too. These statistics I’ve never heard of anything in health care ever in my life. So that to me says we
should be doing what Gunderson is doing. Gunderson is doing exactly what I just mentioned but they use similar principles
and established allocations for different things. So I think that this is doable. We should be able to do this. We shouldn’t take
forever to do it.
VIKTOR GUNDEL: When we were, it was eight or more like ten years ago now, in addition to what Doug said, we actually
created this virtual reality for the future which never happened. But we had a pain management of course on board and
physiotherapy and a respiratory therapist. And really I think it covered all of the aspects of people living and dying with
dignity. And we basically worked like a team. It was phenomenal how we interfaced, how we interacted, how we were
integrative together. Because we had a very similar vision.
I would just like to formalize or actualize and formalize what I think each of us do every day. I do know what I do. I mean I can
conceptualize it. I can go down the points. But I know what happens when internal medicine or a brain surgeon or internal

surgeon comes and says, “Viktor, I don’t know whatever you’ve done in the conference with the family in ICU, but all of a
sudden they’re so at peace. They’re not angry. They’re not ready to sue the hospital. They are cooperative and they know that
what I could not explain they just get it and they feel at peace with it. Whatever white magic you’ve done (it’s nothing black
magic) – but white magic you’ve done, it happened.”
And I said, “Yeah. Because somebody talked the language of humanism. Somebody talked the language of existentialism
with them and helped them to find whatever that it was within themselves and give them their own language to it.” And that’s
the magic and the art that happens in those conversations. And unless we engage the proper people in the mix, we’re just
going to just keep beating around the bushes.
SHELLEY STICKEL-MILES: A tiny last word – Chris.
CHRIS BERNARD: Okay. My wish list, I think in the area I work in extended care is definitely the conversations right from
admission. And pastoral care will be part of a team that will actually maybe with the medical coordinator, could be with the
RNs or even one of the palliative care nurses who rove around our facilities, have that conversation right from the word “go”.
Right now it’s probably within the first weeks to a month. It just stops a lot of expectations from family members which causes
[inaudible] sometimes. They have expectations of something else [inaudible] threat. But they maybe on the palliative route
already when they come in and that’s what we’re having more …
The second thing I would like to see is more education of the staff around death and dying. And I think palliative care,
pastoral care, spiritual health is very well placed to be part of that type of education. And to teach staff – not so much to
teach but to model that dying is not a failure of the medical profession, of the caregivers. It is a normal part of life. Can we
accept that? Can we deal with the dying in a very natural way? Can we journey with them? And I’d say all the health care
professionals from dietician to social worker, pastoral care, we can accompany them on it in our own capacities. And it’s with
the families. So we go from that model of death as a huge failure – “We’ve all failed. It’s terrible.” – to “This is a nomral part
of living.” And as [Elizabeth] Kubler-Ross used to say, “It’s the final stage of growth” for the dying and for those who
accompany them.
That’s, and as I said before, I want to see the continuum of care. And from where I work, that may, I think the day is coming
when we will have one of our wings, one of our neighbourhoods, will become a palliative wing. We already have – it’s been
like pulling teeth to actually just get palliative rooms. We only have two palliative rooms for 205 residents. But we are going
to have whole wings that are palliative. That is what I wished to say.
COMMENTOR 4 [Sandra Castle, Langley Hospice Society]: Just a small comment. I’m Sandra with the Langley Hospice
Society. So I see hospice societies playing a huge role in advance care planning. We’re in the community already. We have
the relationships formed with seniors centres, extended care facilities. We do a lot of education and I really see, I’m pretty
excited about going back into my community and being able to advocate for this. And I did, through Fraser Health [Authority],
I did take training in advance care planning. They brought in people from – it was probably from the States I know for sure,
there were experts and I think the place that you quoted [Gunderson Health Systems, LaCrosse WI]. I think they did training.
Yes. And Fraser Health brought them in and trained a lot of the executive directors and educators and hospice care facilities
and … but it didn’t go anywhere. Sort of everybody was trained and then it was just left. And it was actually quite a simple
version compared to with what the provincial government put out. And anyways, I’m excited to go back into my community
and to really, really grab a hold of this and from all aspects in the community with relationships that we already have.

VIKTOR GUNDEL: Sandra, Fraser Health was actually for a number of years has been a model on this initiative, right? And it
would be so wonderful to see it continue because you’ve been role models to other authorities. And so thank you. I want to
commend you to continue in that because …
COMMENTOR 4 [Sandra Castle]: Yes. We have an excellent relationship with Fraser Health. All the hospice socities in the
Fraser [Health] Region.
DOUG LONGSTAFFE: I think as Sandra was also saying they did a great job in the education and it didn’t really go anywhere.
COMMENTOR 4 [Sandra Castle]: No it didn’t.
VIKTOR GUNDEL: But I didn’t want to pick up on that piece. [laughter]
COMMENTOR 4 [Sandra Castle]: I didn’t want to admit it because I was one of the ones that took the training.
DOUG LONGSTAFFE: That’s the thing. You have to then assign the roles or it’s not going to happen. You have to
accountability.
SHELLEY STICKEL-MILES: So I would invite you to have conversations with these people. They’re motivated, they’re inspired
and available at the moment. So thank you very much Chris Bernard and Doug Longstaffe and Viktor Gundel. [applause]
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current challenges health care professionals have in opening conversations about death, dying and planning for care
with patients in chronic care and/or with a new palliative diagnosis
 the current challenges health care professionals have in opening conversations about death and dying, and planning for
care with loved ones of patients in chronic care and/or with a new palliative diagnosis
 the potential for general and specialty practice organizations to partner with hospice palliative care organizations to
promote public conversations on death, dying and advance care planning
 the potential for general and specialty practice organizations to partner with hospice palliative care organizations to
advocate for hospice palliative care in British Columbia
WENDY WAINWRIGHT: Okay everybody. Can we get started please? So here we are, the last session of the day. You survived
it. We’ve had multiple conversations I think about advance care planning and having conversations. And so this is one more
conversation that we’re having before we bring the day to a close. And it’s called Chronic Illness | New Palliative Diagnosis,
just so you know whether or not you’re in the right place. So my name is Wendy Wainwright. I’m here as the Past President of
BCHPCA. I was just saying to somebody this is my second last duty on the BCHPCA Board, for about the third time.
PAUL SUGAR: What’s your last?
WENDY WAINWRIGHT: The AGM tomorrow.
ROMAYNE GALLAGHER: Your funeral.
WENDY WAINWRIGHT: The AGM is my last. A new Board.

ROMAYNE GALLAGHER: She has to manage her own funeral.
WENDY WAINWRIGHT: So that’s what I’m here for. In my work life, I work for Victoria Hospice [Society] and I’m Director of
Clinical Services there which means everything except medical services. And we have three guests here with us today at the
end of the day. And so first we have Mary Jane, and I’m forgetting your last name Mary Jane … O’Leary. That’s a good Irish
name. I should be able to remember that. And Mary Jane is here – she’s an Irish trained physician and currently here in
Vancouver, she’s working with Fraser Health doing non-clinical projects; about to go home to see her family in Ireland next
week which is pretty exciting. So we have Mary Jane. And then Paul Sugar. If you were at lunch you will know all about Paul
because we heard all about him in the presentation of his [BCHPCA] Award of Excellence. So congratulations on that. And Dr.
Romayne Gallagher. And Romayne has been a palliative care doc for just about as long as I can remember. She looks like
she’s only about 30 but really and truly she’s a little older than that.
ROMAYNE GALLAGHER: That’s kind of you.
WENDY WAINWRIGHT: You’re welcome. And Romayne, her involvement with palliative care, she works as a palliative care doc
with Providence Health and she’s also involved with the Division of Palliative Care at UBC in UBC Medicine. And she’s also
involved with the newly titled Doctors of BC. Is that right?
ROMAYNE GALLAGHER: Yeah. It wasn’t my idea [the title].
WENDY WAINWRIGHT: No, it’s kind of an odd title but there we go. So we thought we’d like to, because we’ve had so many
conversations already, and so we thought we’d like to start with a bit of a case presentation, talking about someone who has
been living with ongoing co-morbid diseases – chronic illnesses – and the challenges that perhaps we face as they move into
a palliative phase of their illness. So we thought that would be a good way to kick off the conversation. I would invite you if
you need to make comments, please do so and you know by now that you have to speak into this [the microphone] because
everything is being recorded. And so I’ll run around. And let’s get started. Does that seem okay with everyone? So Romayne
do you want to start?
ROMAYNE GALLAGHER: Sure and before we start, I recognize some of you but do we have a mixture, do we have health care
providers here as well as …? Okay. But volunteers and various things? Okay. So I was going to present a case, a story of a
person who I think represents our greatest challenge in health care these days and that’s the person with more diseases than
you can count and who is the typical person that we get called to see. And this is ... she was a lovely lady … well is still a lovely
lady when I saw her, I was noticing that she still dyed her hair that flaming red colour. [laughter; the moderator has red hair]
WENDY WAINWRIGHT: That would be me.
ROMAYNE GALLAGHER: No, no. This is the impossible color if you know what I mean. And you could tell that she, how long
she’d been in hospital from the grey that was showing. Sort of an indicator of, a bad indicator. And so her major problem was
dementia. She had been actually known to have dementia since 2006 and had, was living in a facility downtown. And she
had been in and out of hospital numerous times for the last little while and she had atrial fibrillation, which is an arrhythmia
of the heart which can lead to clotting. So she was on clotting medications. She had heart failure. She had started having
some vaginal bleeding and they thought she probably also had a cancer of the uterus. But they were wondering whether they
should do anything about that. She also had high blood pressure, depression, anaemia.

She had fallen multiple times because part of her dementia actually came from alcohol and it tends to affect the whole brain
including the cerebellum so she, which is the balance centre, so she was falling a lot. And had fallen and fractured her leg
and then they had to do, they had to put in a plate. And lo and behold, the plate had got infected.
And here she was. She was at her facility and she was found to be, to have low blood pressure and be kind of drowsy. And
they decided that they should send her to hospital. And so we were called to see her because her family doctor was a bit
frantic that they were going a bit crazy. And she had a cardiologist involved, she had infectious diseases involved, she had
orthopaedics involved because of course she had infected hardware. Who else did she have involved? Everybody else.
And her major co-morbidity, which I’m sort of thinking we need to highly mark it, was no family. So she had no one to get after
the health care people and say “What’s going on here?” And so these are the kind of people that we’re seeing increasingly.
And I’m wondering if this rings a bell to anyone of you … yeah, as to the kind of people … And I feel like what I’m seeing as a
health care professional is that we’ve got lots of attention to individual organs, but nobody’s looking after the whole person.
WENDY WAINWRIGHT: And so where are those conversations happening?
ROMAYNE GALLAGHER: Where are the conversations? Well I find the conversations just aren’t happening.
PAUL SUGAR: Well I think that’s a major fall, a major problem with our health care system right now. I think that so few
people have somebody at the helm. GPs [general practitioners] that take a real interest in patients, see them in hospital. It’s
so divisive the way things are here now. Twenty-five years ago, I don’t think we saw nearly as many people like that. And I
think in the future we won’t see as many either because I think that the BCMA or what are they, Doctors of BC, in their wisdom
are trying to get, make general practice look more attractive. And I think there are more GPs coming through that are
generally interested in medicine, at least that’s my impression with students.
ROMAYNE GALLAGHER: Do you think though, because I’ve run across a number of GPs who’ve said “Oh my God. Look at how
complicated this lady is. I don’t know if I can manage this.”
PAUL SUGAR: Well if you need to get an internal medicine consult for, maybe you’re not, the patient’s not responding to a
congestive heart failure or her AF [atrial fibrillation] is rapid and you can’t get it slowing down, you can ask people that. But
I’m talking about somebody who knows the whole patient, somebody who either looks after them in their facility, someone
who looks after them in the community and visits the facility. There’s no substitute for that and we know how many times
people like this land up in the emergency department. They see person after person after person. They get drugs for, because
they get a little bit confused. Maybe they’ve got some early dementia. Then they end up on Seroquel or some other drug
because they’re not sleeping. And before you know it, even if they’ve come from home, they’re a long term care patient. And I
think it’s because of the lack of continuity of care. And I think that’s one of the biggest problems that’s going to exist for the
majority of us as we get older. Not you [pointing]. [Laughter]
WENDY WAINWRIGHT: We’ll have it all sorted out by the time you need it. [laughter]
PAUL SUGAR: No, and I think it’s a real problem. I’m old fashioned that way and I’ve always been that kind of a GP before
palliative care. And I knew my patients when they went into emerg and so did a lot of other people at Lion’s Gate Hospital.
They knew their patients, they looked after them, they took them through whatever was happening, they knew what their

baseline was. And they also had a perspective on just whether or not to treat them, whether they should be someone who’s
transferable to an acute care facility or not. And there was that continuity. And that, I think, is a big problem.
MARY JANE O’LEARY: I’d have to agree with Romayne. And a lot of the time I think the GPs kind of take a little bit of a step
back and say, “They’ve been in and out of the hospital a couple of times. I haven’t seen them in this many months. I don’t
know what’s going on with their care and lots of things have happened and I’m probably not the best person to decide for
them or to help them in that decision.” I think a lot of the time it ends up falling on the palliative care team because they’re
the only people that step back and say, “Hang on a second. What is going on? How are we going to coordinate all the services
within the hospital and in the community?” They look at the bigger picture of the whole person. There is a great degree of
satisfaction out of that when you are the palliative care team involved and you are thinking, “What would they do only for us?”
Should it be the palliative care team coordinating all the services? Probably not. But I think a lot of the time it does fall on the
palliative care team.
PAUL SUGAR: I agree. I agree that it does fall …
ROMAYNE GALLAGHER: If you’ve got a palliative care team.
PAUL SUGAR: … onto a palliative care team. I agree that it does but I think that the palliative care team is also new to the
situation and most palliative care docs that I know do step back and look at the whole picture. But it’s a shame that there
aren’t GPs around to do the same. And GPs aren’t encouraged to do the same either.
ROMAYNE GALLAGHER: But I guess I think there aren’t going to be many old dogs like us anymore. Really I don’t think so.
PAUL SUGAR: No? That’s a shame.
ROMAYNE GALLAGHER: I think people want to practice differently. And I think it’s a bit … I don’t think we’re going to have the
same kind of people doing primary care that go to the hospital first in the day and then go their office. I just don’t … we teach
lots of people and they sort of say, “That’s not for me.” I don’t know. So I think we have to find some way to build it into the
teaching. Because I can’t understand, even though you’re seeing someone for atrial fibrillation, why you can’t … And I raise
this because one doctor, the gynecologist actually, was the one who said, “Now, typically this is what I would do. But hold on
a second here. This person has a, b, c, d, e, f, g, and I’m not sure it’s in their best interest for me to do this.” And I thought,
“Well somebody has done that.”
So how do we get that built into people’s training so that no matter which nanoparticle of the human body they’re looking
after, they can step back and look at it. Because I think … I’m afraid a lot of doctors would look at this poor lady’s list of
problems and say “Oh, dear.” And the problem is this poor lady was incapable of voicing … I was saying to her “I think you
might be coming near the end of your life. Are you worried about that?” And she said ‘Oh no. Not at all.” But then she
couldn’t, she did later say to her GP, “Oh, I wish I could just die.” That kind of came out of her mouth.
But this is after, I’m thinking, we’ve had multiple interventions, tons of blood work, a one on one care provider to stop her
climbing out of the bed. And I’m thinking that she’s been trying to die numerous times and nobody has let her. And I’m not
sure how to build that aspect into the care. Because I think we’re trained to also look ahead and think about quality of the
dying too. And often times I think people are just built to keep treating until it’s obvious you have to stop. I don’t know. What
about other people?

WENDY WAINWRIGHT: Marylene, I saw you wanted to say … okay, can I do Marylene and then?
COMMENTOR 1 [Dr. Marylene Kyriazis, BCHPCA Regional Director – Vancouver Coastal]: So I think when we are looking at
chronic illness and new palliative diagnosis, I think the key here is continuity because for, at least from a pharmacist’s
perspective, we see a lot of multi-doctoring because there’s no one in charge of the patient which leads to polypharmacy. So
at the end of the day, what we are really treating is iatrogenic illnesses. And then with a palliative diagnosis, it’s just
compounded and we are doing a disservice to the patients.
COMMENTOR 2: No, I’ve heard this story so many times having worked in an extended care facility. But being a nurse and
watching this happen to a patient, not just once but twice, many times. And wherever I’ve worked, we’ve never had physicians
who do rounds. Your patients are there. If they get to see a doctor once in a year, they’re lucky. That’s changed now
fortunately, recently with a new manager in our facility. But one of the things as Marylene indicated, it’s polypharmacy. They
kept just piling on more meds without looking at the interactions. And we did discover in a couple of incidences that there
was problems with interaction. And so we’d fix it, right? Or even giving an antidepressant when really she didn’t need the
antidepressant. She just needed some company or a … But no, it’s a huge problem. It is.
We’re all concerned about what is happening to these patients if they don’t have family. And one of the things, I don’t know,
I’m sure all of you are advised, but there is the health representative role now. I’ve been called in that capacity twice now.
Because it helps. The person who’s left completely alone can have a health representative appointed so that they have that
contact with someone.
COMMENTOR 3: Thank you. MaryAnn Deacon from Cowichan [Cowichan Valley Hospice Society]. I’m wondering, had there
been an advance care directive, would that have helped? Could it somehow be legislated at the beginning of a dementia that
they be asked these questions so that there’s some help for everyone.
ROMAYNE GALLAGHER: Well I think there’s two issues to that: one is that the way people arrive at their dementia differs. In
this lady’s case, it was probably diagnosed when she was really grossly incapable of decision-making. And because she was
living in a downtown hotel. And so a decision would have had to be made on her behalf because she was then incapable.
But I also think it must be incredibly hard to know what you’re going to want down the line. And I’ve had, because I’m all for
advance care planning, but I have seen a number of cases, and I’ll never forget a fellow who had said to his family, “If I have a
second stroke, whatever you do, don’t feed me, don’t let them put a feeding tube in. Just let me go.” And he had his second
stroke and it was a lot worse. He couldn’t speak and the family was abiding by his wishes. But then when I said to him, I
thought well, the man can still hear me and understand me. I should raise this issue with him. So I explained everything and
he very difficultly wrote out, “Different now.”
And so I find myself now thinking, it’s difficult isn’t it. It’s not as simple as “Tell us what you want and we’ll carry it out five
years later.” So it’s really challenging. I think the best thing really is a health representative who has some knowledge of you
and what makes you tick and what you like to do. But then has some leeway in deciding at the time under the given
circumstances, what seems to be the right thing to do.
PAUL SUGAR: When I get a call from a long term care facility and they say “We’ve got Mrs. So and So here and she’s got this
happening and this happening.” And I ask them, do they, are they an aware person and “Well, she’s palliative, she’s this,

she’s that.” And people are from the point of view of someone who’s coming on the scene, who’s parachuting into somebody
totally new, and I’m going back to this same sort of thing, this continuity thing, it’s a knee jerk response when someone hears
palliative is “Well, just do this.”
But there’s so many people on a palliative program who are really … they’re elderly, they’ve got some early dementia. Maybe
they’ve got some congestive heart failure. They’re on a palliative program. But those people get treated differently. Because
someone’s on call who doesn’t know them and I think they get the short end of a stick. And unless you’re willing to take the
time to question the nurse who knows the patient well, then you’re going to get, you’re going to … you’re not going to perform
a good function there. And someone’s going to get sold short. And that happens quite often.
And I guess again I’m coming back to there needs to be somebody who knows the patient, who has a history of the patient
and what their baseline is like. And that’s the key person that you need to speak to. And it’s true. People change their minds
all the time. They do. And just because someone is demented, doesn’t mean … “someone here’s dementia and someone
here’s palliative or someone here’s …” and that brands them in a way that’s, in my mind, ethically not appropriate. And
because they’re treated by people who don’t know them, that’s a problem.
WENDY WAINWRIGHT: Oh that Marylene wants to talk again.
COMMENTOR 1 [Marylene Kyriazis]: So well I was just going to say what Dr. Sugar said. When it comes to treatment, it’s really
important to have the baseline and the perspective and to avoid a knee-jerk response, you need that perspective. So
someone who knows the patient really well or a physician that’s been the patient’s primary physician for many years will know
whether or not it’s important to take the next step.
WENDY WAINWRIGHT: I guess it just kind of strikes me though, because I’m hearing, the family physician filled that role for
people very, very often. I’m also hearing that’s likely not the wave of the future in terms of family physicians. So it makes me
think, so who are people having those conversations with so that’s somebody knows them well?
PAUL SUGAR: Yeah, well and I think, like I say, it can be a nurse. It can be a nurse practitioner. It can be a social worker.
Someone who knows the patient, knows what their baseline is. Was this person living at home, marginally, then they found
themselves in the emergency department being overdosed on Seroquil? Someone’s got to know who that person is and I
think that’s really important and it’s a real problem in the system we have.
WENDY WAINWRIGHT: Well two pieces for you: comment that you’re going to make, but I’m also interested to hear, with your
perspective as an Irish trained physician who comes with fresh eyes to this, I would be interested in your reflections or
comments as well. So you do what you’re doing first and then …
MARY JANE O’LEARY: Okay. Well the first bit is just a comment that Romayne mentioned earlier. The educational piece. And I
think there is a huge, and it’s universal from what I’ve seen in Ireland, the UK and here, is the piece that’s missing in the
education of the specialists. So the Journal of the American Heart Association recently, very recently published a qualitative
piece with eighteen cardiologists. And they asked them a structured interview. One of the first questions was would they
endorse palliative care involvement in the patient’s care for patients with heart failure. And they all endorsed it. Universally,
globally, they all said yes, absolutely, it’s a great idea, we should get palliative care involved.

And then they went on and they couldn’t distinguish the difference between end-of-life care, hospice end-of-life care and
palliative care. They couldn’t tell them or they didn’t realize that there could be concurrent care – palliative care plus life
modifying treatments couldn’t go side by side. The majority of them couldn’t tell you how to refer to the palliative care team.
So I think there’s a huge gap in educating our colleagues. And I think certainly us as palliative care do have a certain role in
that. And obviously it’s better in some centres with well-established palliative care teams than it is in others. But certainly I
think we have a huge educational piece to do with specialties. Maybe with the recognition of palliative care becoming a
subspecialty of internal medicine within the Royal College, that might help things and improve things. Who knows?
Again I think this is the type of person who falls between the cracks in every health care system. And unfortunately from what I
see is either the primary care physician or the palliative care team picking up the pieces. How do you prevent this from
happening? Part of it I suppose should be that the care centres and the residences that these patients, people are staying in,
there should be … they have social workers and people looking out for them and the people in charge of the facilities
certainly should be made more aware and maybe have contact information for primary health care workers to contact in
these situations. But I think that certainly it’s a global thing and I don’t think it’s unique to here.
WENDY WAINWRIGHT: So you don’t have an answer for us then? [laughter]
COMMENTOR 4: I do have a question and that’s what’s the role of medical charts, especially in 2014 with electronic charts?
Can you not get access to a chart that’s got all that information in it?
ROMAYNE GALLAGHER: Oh yes, you’ve got access to more information than you’d ever want. [laughter] But you don’t have
access to the key information like how did this person function, what did they like to do, how was their day to day life. That
kind of stuff doesn’t really come in. It does to some extent in what’s called the MDS [Residential Assessment Instruments Minimum Data Sets] in residential care. I think gives you some idea of their cognitive function and some idea of, are they
independent and whatever. But whether they value independence or not, that’s not going to be in the MDS.
What I wanted to say though was one thing that I think would help in residential care, because I think just about everybody
does a yearly review don’t they? Or a yearly case conference? And I often have seen that the case conferences seem to be
everybody reporting in about how the patient is now. But I really think they should be reporting in about what’s going to
happen down the road and how we need to prepare for this and the kind of decisions that might have to be made.
I see them as conferences that should be looking to the future rather than just … If you’re a family member that visits every
day, you kind of know how things are going. And I wonder if they couldn’t be better used to try and prepare families for what’s
coming down the line. I don’t know. Are there many people from residential care here? What do you think? It’s a small part of
the health care system. But these are people with … I hate the way people refer to them as jamming up the emergencies and
everything like this because I think a) it’s not true and b) why shouldn’t they deserve some health care too. But I’ll throw that
open.
COMMENTOR 2: Yeah, it’s Gayle. I, like I said, my experience and this is, I’ve taken this out of my, I’ve retired as an LPN,
taken it into my retirement. But the advocacy piece for residential care residents is really, really important. That you don’t …
nurses need to take a better role in that I believe. Just because you’re a nurse, you’ve got your duties to do. But it doesn’t, it
can’t stop at the clinical side. If you see your patient in need, I think part of our roles as nurses is advocacy.
PAUL SUGAR: Absolutely.

COMMENTOR 2: It’s huge. And I don’t, and I’m not criticizing, but I think a lot of the politics in medicine and in the hospitals
doesn’t support that.
PAUL SUGAR: Agreed completely.
COMMENTOR 2: And we need to stop it. We need to say and encourage our nurses to do more of that advocacy. I’ve taken it
on because I saw a patient suffering. I saw her meds being, because I’m still a nurse, I don’t stop just because I walk out the
door and say “I’m not working here anymore.” And I saw things going on because I was a friend. And so I went to the family
and said, “You know, I’m available. Why don’t you hire me as the health representative because I advocate for seniors?”
And so it changed. Her health changed. She got better because I was able to intervene and make some suggestions to the
nurses to change her care. But everybody needs to do that. I really think it’s so important. We can’t, we’ve got to carry that
advocacy role. She doesn’t have to be palliative or not in a special slot, but if a patient’s a patient and they’re elderly and they
need that care because they’re aging and they lose a lot of capacity, let’s support that and let’s come up behind that patient
and support it and help them through that.
COMMENTOR 5: Barb Warren from the Comox Valley [Hospice Society]. I just wanted to suggest that some nurses in facilities
are taking on that role. I live with my mother in law who has severe dementia and she goes into respite three times a year. And
the nurses there are very serious about their role. And they have been wonderful advocates for her. They help us to
understand because sometimes we’ve got her messed up by the time we take her back into respite again. Because we’ve
missed something or we haven’t responded. And the nurses on admission have been absolutely fabulous in my eyes in
helping us to clear some things up. She comes home always better from respite than when she went in, and we’re thrilled
with that. So I think that nurses in facilities, at least some facilities, are taking that seriously. And so I just want to support
that they are doing it in some places.
COMMENTOR 6 [Ruth Edwards, BCHPCA Regional Director – Interior, Incoming; North Okanagan Hospice Society]: I’m from
Vernon. We have a twelve bed residential hospice in Vernon where we also do respite care. We have weekly rounds. And as
I’m listening through here, I realize now how absolutely fortunate our clients are. We have a psychiatrist, we have a
pharmacist, we have a family doctor, a social worker, a nurse and a nurse manager all in those rounds. And the care that they
receive is exceptional, absolutely exceptional. But we fundraise for that. It’s not government money that pays for that. It’s all
fundraised dollars. And/but those clients, as you see them progressing from respite admissions through to final admissions
in hospice and you see the transition with the families and how the nurses interact with those families, it’s just exceptional
care. And it’s unfortunate that isn’t available throughout the province.
ROMAYNE GALLAGHER: I often think why, we certainly, I would certainly support that. For example, we’ve found in our
hospice people, bereaved relatives rated the care there the highest in the whole organization. But I often wonder if that isn’t
because the philosophy of the patients and philosophy of the staff line up perfectly. And that’s why it works so well, whereas
in, that’s not the case if someone comes to ICU after a trauma or whatever or families are just not inclined to think that way. I
think we’re lucky in hospice to be able to do that and it results in wonderful care. But I’m not sure how to integrate that into a
system that has never been very good at dealing with chronic illness.
MARY JANE O’LEARY: It’s all about bridging the gap between expectation and reality. The closer they are the better perceived
are the quality of care and the quality of life for patients as well.

COMMENTOR 1 [Marylene Kyriazis]: So and unfortunately, so the system is moving further away from chronic patients with
chronic illnesses.
ROMAYNE GALLAGHER: In what way?
COMMENTOR 1 [Marylene Kyriazis]: In terms of I guess encouraging more walk-in clinics as opposed to family physicians
looking after patients with chronic illnesses.
PAUL SUGAR: That’s been true for about twenty years though. And I think the BCMA is now realizing that they practically
decimated family practice by some of their, the way they’ve done things. I think they’re making some big changes.
COMMENTOR 1 [Marylene Kyriazis]: Well they’re adding some incentives to try and, for family physicians to take on chronic
pain patients. But we often hear “This patient is too complex for me. I cannot take them on.”
MARY JANE O’LEARY: And sometimes I think that’s the importance of a joint approach. So for example, St. Paul’s [Hospital]
with the chronic heart failure clinics, the conjoint clinics with the palliative care. I’m currently working with the newly
established BC Centre for Excellence [BC Centre for Palliative Care]. And one of the new projects that we’re initiating is
developing a COPD [chronic obstructive pulmonary disorder] framework. Again, trying to improve the care for patients with
chronic illness. And realizing that it can’t be just one person that provides this care, it can’t be just the GP or the cardiologist
but it has to be combined care and multi-disciplinary. And there have been strides I think recently in heart failure and in renal
and hopefully now in COPD as well to try and improve the care for those people.
WENDY WAINWRIGHT: I heard of a study a number of years ago and I’m sorry, I don’t remember the details precisely. But the
researchers spoke to, interviewed a very large number of seniors. So potentially folks living with chronic diseases and
multiple illnesses. And their interest was, if you had a choice, would you want these interventions. And at the end of the day, a
huge number of these people said “No, I don’t want all of that stuff.” And yet it was happening. So I think that’s part of the
challenge of how do we stay current with people’s thinking, because people’s minds will change of course. But how do we
really find out what people value and what’s important to them as they think of their own health care.
And then when you’re working with populations who aren’t able to articulate that for themselves, or they haven’t had the
conversations with their families or their friends to be able to articulate, or their physicians. I don’t care who really, it … I
think it must be incredibly hard in fact to be a physician trying to care for someone at this point in their lives and trying to …
“What’s the best decision here? What’s the direction that we should be going in? How do we make those kinds of
decisions?” I think we’re in fact somewhat abrogating our responsibility as people and members of our society that we’re
perhaps leaving it to a small group of people to be making decisions on our behalf. And is that okay?
PAUL SUGAR: I think sometimes there’s no choice. But it’s really preferable that it’s someone who knows you, knows what
you’re about, knows what you might want. At least you can get closer to the mark. Maybe you’re not going to get a bullseye
but you can get closer.
COMMENTOR 7 [Lois Brummet, Desert Valley Hospice Society, Oliver]: From my years in complex care, I found that we often
had residents who were mentally very astute. They knew exactly what they wanted. They could articulate that. And if
something came along, “Do you want to go to hospital?” “No.” We had one situation where a man didn’t want to go to

hospital but his family arrived and so off to hospital he went. Which is where he died, very suddenly. And if he’d stayed where
he was, he may still have died but I think he may have been more comfortable. But the whole point is we get seniors to
articulate what we [they] want and lay out how we [they] want it done and leave that wriggle room for people. And then others
come along and say “Oh well, the family has last say.” “Well then why the hell am I filling out all these papers” if some
hysterical kid can take … Or they turn to the physician and put the load on the physician and if it happens to be somebody
who’s a little fearful of death or failure or whatever they want to see it, “What am I going to be subjected to?” So when people
see those kinds of things happen, they’re going to be reluctant.
But I still … listen … but I still maintain that what we see in palliative care, come end-of-life care, is that it’s very personcentered. It’s person-family centered. And if we could take acute medicine and say, “You know, you’re looking at a person
and a family who are being affected by this sudden onset of whatever it is which makes it acute.” So if that mentality of
keeping the person-centered, so that when as life goes on and they end up in complex care and I’m standing up and saying to
new staff, “Now, the resident and their family are at the centre of our care, as we say in palliative care, and when there’s
problems, who’s in the centre of your care? And if it’s not the resident family, if it’s you, that’s why there’s problems.” But I
don’t know why that philosophy … it works well. We know it works well with the elderly, with infirm, with palliative care, why
can’t it work in acute care? Now I know on occasion it does because I have worked in acute care as well. And I’ve seen nurses
who have demonstrated that. And I’ve seen physicians who have demonstrated that. But it needs that support. It needs that
advocacy to carry it on, to carry it over.
PAUL SUGAR: Exactly. Sure. Well I’m stumped. [laughter]
WENDY WAINWRIGHT: Anything else? It kind of feels like that was a really nice wrap up.
ROMAYNE GALLAGHER: But Lois, who would do the advocacy? Do you, because I’ve been thinking a lot about this. And
thinking about how we’ve set up the system to almost work against itself. Because we choose people to be physicians who
have a higher death anxiety than the general public. And then we expect these people to talk about death and dying when
actually they’re more frightened of it than the average person. And so I’ve been thinking a lot about that. And what are your
thoughts? And the family is vulnerable. They just want to see their loved one get better.
COMMENTOR 7 [Lois Brummet]: It takes a team. It takes … what did Steven Garrett say … it takes a village to raise a child. It
takes a community to have someone die comfortably and peacefully with celebration. So I think it needs to be a team. And I
think that often nurses will find themselves quite isolated in their practice because they’re in the boonies. Or you can be in
the boonies and be in the South Okanagan too. I’m sure physicians find themselves very isolated and singular. And when it’s
only your own thoughts that are going around, it gets scary.
So the team. I made headway or I should say, we may headway with advance care planning and those kind of things in our
facility because the social worker at the time and I worked very well together. And so, and we worked off one another. And we
could support one another if we had to fight with administration to get something that was needed. So it was that team thing.
And we have the rudiments of a palliative care team in South Okanagan. There’s a lot of things missing on it. But over the last
year and a half, I’ve seen things change and happen because people are realizing that they don’t have to carry it all
themselves. That there’s somebody else on that team that will share the load with them.
COMMENTOR 5 [Barb Warren]: I think we have to back it up too. What we’ve done in the Comox Valley is that we’ve backed it
up into the community. So we are meeting with people who don’t have chronic illnesses, who know that their neighbour does.

And so the people that we’re talking to go and bring their neighbour to the next session. We’re talking with people who have
nobody, absolutely nobody that they can rely on. And what those people are doing then, is if they have … we’ve had a couple
of people who have absolutely nobody who’ve written their advance directive. “This is my consent now” recognizing that they
don’t have somebody.
We’ve met with people … I had one woman come recently to one of our advance care planning sessions that wanted to talk to
me about who she could identify as her [care] representative. She was going travelling. So we chatted about who was
important in her life, who would make decisions for her. And she identified it was her brother in Toronto. So she’s putting that
in her passport. It’s her brother, this is his number and he’s chatted, he knows what to do. So the lady that you’ve described
could be this woman. But she knows that her brother even though she hasn’t, they’re not seeing each other, they’re not in
their back pockets, but she knows that he will make the decisions that she’s identified are important to her. So I think that, I
honestly think if we don’t back this conversation up and start is early when we haven’t got illnesses.
So it’s happened in my family and my 21 year old grandson has already started thinking about advance care planning.
Because, as I said to him, “Who knows? You might be the one that they reach when I’m in trouble.” So he had to be part of
the conversation. He’s over 19, he could make the decisions. If you look at the temporary substitute decision maker list, he’s
third on the list. So he had to be included. So his friends have started thinking about it because I forced him to think about it.
And he goes and says, “You know what my grandma made me talk about?” They’re talking about it at the bar. We’ve got to
back it up guys. We can’t be waiting until people are palliative.
WENDY WAINWRIGHT: So it’s the bar.
COMMENTOR 4: What happened to the concept of case managers? For example, I’ve been involved in training people to be
patient navigators at the BC Cancer Agency. It’s well developed now in Nova Scotia and Quebec; not as well here. But those
concepts are around and they sound like at least partial solutions. Have they all disappeared because they’ve turned out to
be [inaudible] …
PAUL SUGAR: Is this patient navigators? These are like patient advocates right?
COMMENTOR 4: Well, there are different definitions depending on what label you use and how you define … there’s a lot of
debate about that one.
PAUL SUGAR: But what do you do?
COMMENTOR 4: But the basic idea is to have one person who the patient goes to for help, who knows the system and makes
the connections. That you could rely on for physicians to say, “You seem to know what services this patient has seen and can
help along.” Have these things all disappeared or …?
PAUL SUGAR: Well I think social work … it falls to social workers. There’s a social worker in the chemotherapy unit and there’s
a social worker on every, on the palliative care unit. And I think it falls to them to do some of that, some of what you’re saying
at least.
WENDY WAINWRIGHT: Certainly the [BC] Cancer Centre in Victoria has patient navigators – volunteers that they train to fill
that role.

PAUL SUGAR: So is that different than social workers?
ROMAYNE GALLAGHER: No it’s meant well, our social workers would ….
WENDY WAINWRIGHT: It’s helping people understand the system and how to make their way through it.
PAUL SUGAR: So it’s not nearly as specialized, it’s more to navigate …
WENDY WAINWRIGHT: No, but it’s just a piece of it.
ROMAYNE GALLAGHER: But don’t social workers get a terrible lot of paper work to do and I feel like saying what they’d like to
do is help people navigate but …
COMMENTOR 8 [Gretchen Hartley, BCHPCA Regional Director – Vancouver Island, Incoming; Cowichan Valley Hospice
Society]: It’s something we’re starting to talk about in Cowichan. I think part of the difference between someone like a social
worker is they’re not site specific, that they can travel. They’re available to the patient whether they’re at home, whether their
travelling in our case over the mountains to the [BC] Cancer Agency. There’s someone there along the whole journey. But
yeah, it maybe doesn’t entirely answer that question of being that person’s who’s known you, who you are since before you
were ill. But at least it’s somebody that can pull together some pieces. But we’re not sure …
PAUL SUGAR: Yeah, I had a patient this morning who was in the chemotherapy unit: 39 year old lady with breast cancer and
she’s got bone pain. And she missed her CT scan and she needs some radiation badly. And she’s not going to get referred to
the [BC] Cancer Agency without a CT scan because that doesn’t make much sense. And she had missed it because her
telephone doesn’t work because she doesn’t have much money. So the bottom line for her was, if I didn’t, if we just put in a
requisition and sent it down to x-ray, well she’d get that x-ray, that CT in three weeks. So unless you take that thing in your
hand, go downstairs, talk to either the radiologist or somebody, you’re not going to get that done. And maybe that’s what a
navigator does or I don’t know? But I do it for my patients because sometimes people, you need somebody to navigate the
system. When something’s urgent, you need somebody to push it.
COMMENTOR 8 [Gretchen Hartley]: And I think that’s what we’re acknowledging in Cowichan is that some of the really good
palliative docs are navigators that … the palliative nursing coordinator has been in many cases the navigator so maybe you
don’t need that distinct role. And yet there’s, there are so many stories of people that just for whatever reason don’t get one
piece or another of the story. You don’t hear about home care nursing until very late, they don’t know about the hospice
services or they get told that “We can’t help you anymore at the Cancer Agency” and they don’t know where to go.
WENDY WAINWRIGHT: Health care is very complex. And so if, as someone who understands to some degree the health care
system, I still find it complex. And I cannot imagine how someone who has had no previous experience with the health care
system even knows where to begin, never mind dealing with some kind of crisis that makes it hard to know what to ask and
hear information and all that kind of stuff, so it’s very complex for people.
COMMENTOR 8 [Gretchen Hartley]: People do speak highly of the breast cancer navigators I have to say that for those very
simple reasons. They’re there at a critical time and they do know the system.

PAUL SUGAR: Well maybe we need just a few people on a phone line all over BC. One line that says, “What do you do if?”
You’ve got bone pain from your breast cancer and you’re trying to get a CT scan. And someone will sit there and say, “Okay.
Who’s your doctor, who’s your this, who’s your that?” And they’ll kind of go through it for them and tell them “This is what you
do.”
ROMAYNE GALLAGHER: We have a Nurse Line. They have all kinds of … well has anybody here worked for the Nurses Line? I
think they have a remarkable number of protocols that they have to go through.
COMMENTOR 9: I haven’t worked for it but I’ve used it and it’s absolutely amazing I have to say. The responsiveness of the
team is unbelievable. Our adult son came home to visit and his face blew up and it swole in a matter of two hours.
WENDY WAINWRIGHT: Such an image. [laughter]
COMMENTOR 9: It did that but it didn’t explode. It wasn’t like the whale. It didn’t explode. Anyhow he really, he was here to
go to a conference and he didn’t really want to do anything about it. So I thought “I think I’ll phone the Nurse Line” because
the mother has to do something. She won’t be happy. So I phoned and they said, “No, no. He needs to go to emerg.” So I said
to him, “You know what, you need to go to emerg, so I’ll take you there.” They actually phoned the next morning to make sure
that we had followed through.
So I actually did suggest that they have a phone line in Richmond because I’m with Richmond Hospice in there and we were
meeting with the palliative team and I was saying “Well, why don’t we have a phone line, and even, why don’t we have a face
time? Why can’t people see them face to face?” It’s like a face time meeting over Skype, whatever protocol they want to use.
Because there’s more comfort for people when they see a face. Because there is actually a startup medical unit in New York
that’s using that now for seeing patients and saving companies time because patients don’t have to leave work. They can
have this face meeting with their doctor.
PAUL SUGAR: I think there’s a lot of people like me who don’t know how to use it though.
COMMENTOR 9: We could teach you really quickly. Just get a teenager to come in.
MARY JANE O’LEARY: Taking an idealistic point of view, but I think that’s very sad that a person of 39 years old with known
breast cancer who has bone metastases and who is now in pain has to go and call a complete stranger on a line to see what
they do next. Surely there should be a port of contact at the [BC] Cancer Agency, with their GP, with somebody they know to
say “I’m in pain. Can you sort this out for me?”
COMMENTOR 9: But I think, if it’s after hours, then what? You’re still, it’s still a stranger. Maybe the person who’s taken over
your case. But it’s still a stranger. So I agree with you. It is sad but …
Wendy Wainwright: Okay. We have time for a couple more comments and then it’s a wrap.
COMMENTOR 6 [Ruth Edwards]: I just wanted to say that there is a palliative line. It has just started. So it is after hours. It has
started. BC wide.
WENDY WAINWRIGHT: It’s part of the Nurse Line so the nurses have trained to be palliative responders.

COMMENTOR 10 [Terry Webber, Fraser Health]: I can speak to that Wendy. Because as a palliative care clinician, I am one of
the palliative response nurses. And so what happens, just for general information. People with a palliative, that are known to
the palliative care team and home health care team, if they have a problem in the middle of the night, and the whole purpose
of the line is to support patients and families in the middle of the night to avoid crises so they don’t have to go to the hospital
if they don’t need to. But to provide that support because often, problems don’t happen just in the daytime.
So when they call the BC Nurses Line, it’s the first point. And of course BC Nurses Line has an algorithm that they follow. And
if at any time in their algorithm, the algorithm says “Go to emergency” it triggers them that they must call a palliative
response nurse. So there’s a group of us with Fraser Health that are on call. We take turns two nights a week and we’ll get a
call first from the BC Nurses Line. And at that point we take the information and we get back to the family caregiver usually, or
sometimes the patient who calls in the middle of the night. And it can anywhere in BC. And wonderful connections.
I envision … you know it’s amazing how quickly you can make connections with people over the phone and zero in right on the
problem. And you can provide educational support around the pain management. Because in the middle of the night, pain is
such a huge issue and people get muddled up: “What did they take?” So we go through medications, we go through
sometimes is just to let somebody in the world know that their loved one is passed away. They need to tell somebody and
that’s what we do as well.
So it’s about helping them to say, “What have you been taught? If you have an expected death at home, you can go ahead
and call a funeral home or you can wait for the home care nurse.” And just provide general support. Because in the middle of
the, it feels very lonely when you’re tackling issues in the home. So I’m very happy to be … I actually take call, I ask to take
call at Christmas time because to me it is so rewarding to be able to connect with patients and families. It’s just a really, it’s a
wonderful feeling to know that you’ve helped someone across invisible lines. It’s wonderful. Thank you.
PAUL SUGAR: So the way people to get to you is the BC Nurses Line and then someone asks for …
COMMENTOR 10 [Terry Webber]: The BC Nurses Line connects with me and then the BC Nurses Line say to the patient or
family, “The palliative response nurse will connect with you in … so just hold on and she’ll call you back.”
ROMAYNE GALLAGHER: But do they have to be registered in their program?
COMMENTOR 10 [Terry Webber]: They have to be registered with the palliative care program, home health program. There’s a
key to that is, because I need to identify something and I need to let the nurse know there are issues and the home care nurse
has to call back as soon as she gets in the office so that the family can expect a response and that’s what it is, is a telephone
call to follow it up. So if I don’t have somebody to pass it over to, it’s a problem to follow up.
PAUL SUGAR: So what’s that number?
COMMENTOR 10 [Terry Webber]: It’s only given to the palliative care families.
WENDY WAINWRIGHT: It’s a secret.

COMMENTOR 10 [Terry Webber]: What happens is there’s a BC Nurses Line and then there’s a special line for just people who
are on the palliative care program. Those patients and families are given that number and the only, the reason to do that is to
protect, because it could be anyone that phones in and perhaps it’s a different level of intervention. Maybe there’s someone
that’s actually receiving oncology type of support and really they need to phone the cancer line instead. So the palliative care
after-hours program is for people that are registered with the palliative care program.
Of course BC Nurses Line for people that have say palliative type issues that may be more chronic, for those people that have
palliative problems of six months or less should be put on the palliative care program. But other patients and families may
have more of a longer trajectory or a longer prognosis. So of course if they have problems, they would call BC Nurses Line and
BC Nurses Line would give them the support that they’re needing and direct them. So they’re not without services.
PAUL SUGAR: So they have to be known to home care.
COMMENTOR 10 [Terry Webber]: For people with palliative – six months or less and on the palliative care program.
WENDY WAINWRIGHT: I know what happens in our area is the home care, it’s the home care nurse who gives the patient or
family that number to call after hours. That’s how it happens
PAUL SUGAR: But why am I not, why don’t doctors give it to their patients?
WENDY WAINWRIGHT: I don’t know.
ROMAYNE GALLAGHER: Because you have to be registered in the program through the home care …
COMMENTOR 10 [Terry Webber]: Because the doctor has to be with the home care program to follow-up happens the next
day with the home care nurses. And it may be a nursing issue … if there was a medication issue, of course, the nurse, the
home care nurse would be connecting with the family physician or palliative care physician.
PAUL SUGAR: So should you register everybody that’s on, at least wise palliative. I have palliative patients who are getting
chemotherapy and they’re looking at possibly a year of survival. Should those people then be known to home care?
COMMENTOR 10 [Terry Webber]: There are two, there are different programs. And I’m not sure there’s equal kinds of services
across BC. But we have what’s called supportive care programs so the same kind of, the same nurse comes to visit you but
where the prognosis is longer than six months, whereas the palliative benefits form is meant to be a program for people with,
we’re looking at months, we’re not talking years.
PAUL SUGAR: Alright. So this is available to people who are less than 50% PPS [Palliative Performance Scale]? Is that what
we’re saying?
COMMENTOR 10 [Terry Webber]: Exactly. That’s with a prognosis of, we’re looking at four months and again, the general
public, we don’t want to give stats on how long but certainly not months in years of life. But more, it’s typically months. And
where the goals are [wanted?] as well. We don’t want to be putting people on the program where they’re saying “No we don’t
want this. This is not what we’re signing up for.” So again, the goals of care have to be over a palliative approach is what
people are looking for.

WENDY WAINWRIGHT: Okay. I’m going to have to stop the conversation there because we’ve gone past 5:00 [p.m.]. And I
know some of us have babysitters to get home to. So I would really like to thank Mary Jane and Paul and Romayne for taking
the time to come and spend this late part of the day with us so thank you very much [applause]. And thank you all for being so
animated and engaged at 4:00 [p.m.] in the afternoon. I’m impressed. So thank you all very much for coming and for all your
comments and the discussion.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current challenges emergency and critical care specialists have in opening conversations about death and dying, and
planning for care with patients in critical care and/or with a sudden palliative diagnosis
 the current challenges emergency and critical care specialists have in opening conversations about death and dying, and
planning for care with loved ones of patients in chronic care and/or with a sudden palliative diagnosis
 the potential for emergency and critical care specialty practice organizations to partner with hospice palliative care
organizations to promote public conversations on death, dying and advance care planning
 the potential for emergency and critical care specialty practice organizations to partner with hospice palliative care
organizations to advocate for hospice palliative care in British Columbia
JUDY LETT: My name is Judy Lett. I’m a clinical nurse specialist for hospice palliative care and I’m the facilitator/moderator
for this table today. And basically this session is on Critical Illness and Sudden Palliative Diagnosis. And our expert panel
includes Dr. Trevor Janz, Family and Emergency Physician and Regional Medical Director from the Interior in Nelson BC. Did
you want to add anything to that? No? Okay. Dr. Jill McEwen, President-Elect, Canadian Association of Emergency Physicians
and Assistant Dean, Undergraduate Education for UBC Medicine. Anything else that you want to add?
JILL MCEWEN: Emergency Physician at Vancouver General [Hospital]
JUDY LETT: And Vancouver General. Okay. And we also have Dr. Lyne Filiatrault, en Française, and she is an Emergency
Physician, Vancouver General Hospital and Vancouver Costal Health [Authority]; also a Clinical Assistant Professor in
Emergency Medicine at UBC. Do you have anything else that you would like to …
LYNE FILIATRAULT: I do patient quality and safety and that’s where, for the Emergency Department, that’s where my interest
lies. That’s why I’m here – from a quality of care point of view.

JUDY LETT: Alright. We have one additional panel member who apparently is stuck in traffic and so she will join us when she
gets here. Her name is Sherry Stackhouse and she is the President of the Emergency Nurses Association of BC, and she’s an
Emergency Clinician at Lion’s Gate Hospital.
So the first question that we want to consider here is – this is all about planning conversations and how open those
conversations and how we help to inform people and educate them about personal advance care planning and to encourage
them to document their plans. So there’s four different questions that I’m going to bring to you to comment on individually.
And I would like to encourage the other participants around the table, after the speaker has made a comment, to just chip in
if you have any additional comments. And so that’s kind of breaking the rules a little bit but I think that a little bit more
informal.
So the first question that I want to put out to you is, from your perspective as emergency physicians, the current challenges in
emergency/critical care specialists have in opening conversations about death and dying and planning for care with patients
in critical care and/or with sudden palliative diagnosis. So what are your experiences with that and what kind of
recommendations around would you make around that in terms of supporting advance care planning.
[Sherry Stackhouse arrives]
JUDY LETT: Welcome. I’m Judy Lett the moderator and … So this is Sherry Stackhouse, I’m hoping?
SHERRY STACKHOUSE: I just came from Squamish [BC]. Yes, it is.
JUDY LETT: I have the right person. She’s the President of the Emergency Nurses Association of BC and works as an
Emergency Clinician in Lion’s Gate Hospital.
SHERRY STACKHOUSE: That’s correct.
JUDY LETT: Just getting started. We have a small group so we’ve invited our guests to join us around the table. And we’re just
starting the conversation around current challenges in emergency medicine in terms of initiating those conversations and
what your experiences have been. And so maybe I’ll start with Lyne, you …
LYNE FILIATRAULT: I think somebody, I guess Leslie [Rodgers, Fraser North Division of Family Practice] and I were in the same
session in the morning and somebody really hit it on the nail and said that these conversations should not occur in the
emergency. To meet it’s a failure if you come to the emergency and the conversation hasn’t happened. Somebody’s dropped
the ball and I’m not saying the family physician, I’m saying it could be the family itself with the ostrich effect, put your head in
the sand. So we need to look at this as a failure, just as I look at an asthmatic coming into the emergency for care as a failure.
It’s a failure of chronic disease management. If your asthma is managed well, if you’re educated about your asthma, you’ve
got an action plan, you don’t come to the emergency. So if you come to the emergency with an acute sudden illness and you
haven’t had the conversation, we’ve dropped the ball as a society. We talked about public health this morning, and I think we
need to look at it that way.
And part of the issue, and I brought it up again this morning, is we’re trained as doctors that if you lose a patient, it’s a failure.
And we need to reverse this and talk about the natural death, allowing natural death. And we’re not there, both as physicians

but also as the public, of seeing death as a normal occurrence. My Mom says “Every day you’re getting closer to your death.”
It’s pretty morbid but it’s true. And I think we need to as a society, re-look at the whole thing. But the difficulty … you talked
about when things are getting off the rails. And those are the family that are not prepared, that haven’t talked about what was
important for their loved one. And I talked in the other session about the “seagull” effect which is the relative that flies in,
often from California, and shits over the entire plan. [laughter]
COMMENTOR 1: Such an apt description.
LYNE FILIATRAULT: So that’s my two cents. And that’s why I feel as an emerg doc, and traumatized by the lack of conversation
that people have, and I include specialists. I include my fellow oncologists particularly, if I’m going to point fingers, for not
being honest about prognosis and not, and being paternalistic and not wanting to let the patient know for fear if they’ll lose
hope or whatever. I think we need to be honest. I think we’re all grown up and we’re all going to die. And when you don’t have
these conversations, then you put me, Jill, Trevor and Sherry in a very difficult position. We’re the people that are just meeting
you guys and all of a sudden we’re saying “What do you mean you didn’t know? He [the patient] is getting palliative chemo,
he’s got metastases here and there and this hasn’t happened?” I feel it’s unfair for me. It’s very traumatic. And it’s unfair for
the family.
COMMENTOR 2: Has it happened to you in your life?
LYNE FILIATRAULT: Oh, a lot.
COMMENTOR 1: So how did you handle that? How did you manage that?
LYNE FILIATRAULT: Well often you have to backpedal. I’ve done a few things where, first of all I make sure that I’ve reviewed
the documentation from the BC Cancer Agency to make sure that the conversation hasn’t happened and it’s just they’re in
denial and I can refer back, “Well you met with so and so and you were talking about this and …” So I try to revisit where
they’re at. But I’m often saying, “This …” whatever it is that just happened, “This is un-survivable.” Whether it’s a bleed. We
often see inter-cranial bleeds or people deterring because of their cancer and I say, “This is not going to be survivable.” We’ll
do everything to make people comfortable. And I try to move it [the conversation] to palliative care but it makes it awkward
for me and often families find it difficult as well.
TREVOR JANZ: May again I make an apology for family doctors.
LYNE FILIATRAULT: Oh, I’m not blaming family doctors.
TREVOR JANZ: And bring another perspective that sometimes we can have forty-six conversations with the family and they
come to emerg and are asking us, “We’ve never talked about that.” In fact we’ve approached it in a number of ways and they
still, because of their own emotional unfinished business are not ready to face that. So there are times with patients when I
with my colleagues have said “How could you have not done that?” and the answer is “What do you mean we haven’t done
that? I’ve been talking to this guy about this for three years.” And we get to emerg and we still hear …
JILL MCEWEN: You know I think in emergency there’s two completely different situations with the end of life and one of them
is what Lyne is talking about is the patient, the palliative care patient. But the other one is the sudden catastrophic event.

JUDY LETT: And we’re actually talking about critical illness and the sudden palliative event.
JILL MCEWEN: Yeah, so yes, there’s a lot of, a whole set of problems with the patients that have palliative care. Do they have
an advance care directive? Where is it? Often they’ll come in without it. Or people don’t know if they have one and we’re
faced with the patient and we have limited information. So you’re almost forced to carry on now with what you have but try
and gather information as you go. And family members may have different opinions and family members override their ...
They panic at the last minute and they …
COMMENTOR 3 [ ]: “I’m not ready.”
JILL MCEWEN: Well, yeah, or if the patient bleeds or vomits blood, they bail and they bring the patient in there. So they need
to be taught it’s okay to not do that. And nursing homes bail, so we’ll get the level of care – we’ll get level 2 and level 1
patients that are still brought in, and that’s … But in terms of the acute event, yes it would be really nice if every human being
had an advance care directive from when they’re 10 [years of age]. So that when they have a subarachnoid hemorrhage when
they’re 17 [years of age] or they drive along in a motorcycle on a beautiful day like this and hit a car, but they don’t [have an
advance care plan], then we have to have those difficult conversations with their loved ones. And yet the problems are, we
don’t have any relationship with that family. But that’s okay. We learn how to deliver bad news. We have to find a quiet place
in an overcrowded department where patients are down the hall away and there is no [un]crowded place. We have time
pressure of the next patient coming down the line that we have to go and treat.
So one of the things that I would advise is to learn how to deliver bad news. And we do teach that in the medical school
curriculum and in residencies, and to do the interdisciplinary team approach. We rely on our social workers and they come in
with us while we deliver. And we all sit with the family for a bit. But then we kind of have to extricate ourselves. And then we
have the spiritual care person from the hospital that comes to be with the person. So we really have to rely on that team and
then go back. Advice would be to take the responsibility off the loved ones.
So I guess another problem is, it’s not always clear cut if something is not survivable or not and we always have to err on the
side of the benefit of the doubt unless we know for sure. And so even if I have a large inter-cranial bleed that on CT scan I
don’t feel is survivable, I’ll always ask a neurosurgeon to come for a second opinion. And then I think it makes the family feel
better too. They don’t know me. And I’ll show them sometimes the CT scan and get the neurosurgeon so that you’re saying,
“This … the right thing to do is to not continue with care.” So I’ve heard people say, “What do you, do you want us to
extubate?” or something like that. And I think that’s really unfair to the family who wants to do everything.
Other problems are the cultural barriers that I know it looks like you’ve already talked about. Because it’s a very strong Asian
culture to not, to do everything. So/and to keep someone alive. And waiting for relatives to come. And you just kind of have to
have a way of saying nicely, “That’s not really the right thing to do” for anybody involved, so …
SHERRY STACKHOUSE: I think having your team … at Lion’s Gate we have a palliative care on-call physician. So I look back
over my thirty years and we’re much further ahead now. So when you have that difficult sudden illness, we can call the
palliative [care team] – we call them the “peacocks” [laughter] – and they can be in the department within ten minutes
sometimes. And I’ve seen them come in and they’ve had to have that, over the patient, very difficult conversation. But the
emergency physician and the team have identified “This is a palliative patient” and immediately we bring our team in and
then they take over that very difficult conversation. And it’s distressing, but it has the better outcome than …

JUDY LETT: So they have more of the time and they have developed skill …
SHERRY STACKHOUSE: And then know, they generally know the group of patients. The other really difficult situation is our
systems don’t talk to one another. The electronic records, so if you need timely information in that critical moment, it can be
really difficult.
TREVOR JANZ: So timely information is an information technology piece that needs to be part of this.
SHERRY STACKHOUSE: But we have come miles from when we started where every palliative patient would come in and we
would have no referral process. And so they’re identified earlier. We have the palliative care on-call physician who can come
in and … Because like you were saying, you don’t often know the outcome. We get a lot of sepsis in our palliative patients and
some of these patients turn around and they have quality of life after. They can look really sick in the moment and …
LYNE FILIATRAULT: A lot of that work was done by [Dr.] Peter Edmonds in his job … amazing job … way ahead of where VGH
[Vancouver General Hospital] is.
SHERRY STACKHOUSE: Dr. Peter Edmonds has done amazing work … They even have a community bed so they often can get
the patient right to the community bed and they don’t languish in our ED [Emergency Department] anymore. They used to
spend several days.
TREVOR JANZ: Which is not a great place for a palliative patient.
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: No. It’s just one of the worst in my opinion.
SHERRY STACKHOUSE: Absolutely. So if you can bypass that, the only thing we haven’t got past is if you end up in the emerg,
and the community bed is open, we can’t use it. So we’re working to get past that last …
TREVOR JANZ: Catch 22. You need it so you can’t have it.
SHERRY STACKHOUSE: Yeah.
LYNE FILIATRAULT: It’s also supported the residential care so that dying at home – what is home nowadays in the residential
care versus we see residential care where there’s no support for this and a patient’s level of intervention is changed and at
the end when family are uncomfortable or a lot of care aides now run long-term care, so they get transferred into the
emergency because there’s no support unfortunately.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: That’s the problem I think right now is that if you, a
lot of families that I know – I came through [it] with my family and I’m just heading back into it again with my Mother but
we’re lucky. We have a support team at home – my sister. So we know. We have a plan. We’re going to keep her home. We’re
going to look after her just like we did with my Dad. In some cases people go into the residential homes. But we know in
Nanaimo that in one of our big homes, there’s three people on at night. And we know there’s palliative people. And there’s
over 150 patients, residents. That’s unacceptable. So it’s just as bad as emergency in some cases because they’re going to
be, at least in emergency, there’s people there. But some of these people are left to sleep with maybe one or two aides on

and one RN [Registered Nurses] on call. And so that’s the part that’s so disheartening, is there’s so many people falling
through the cracks.
SHERRY STACKHOUSE: There was a great program in parts of Calgary where hospitalists take call for whole facilities because
the GPs [General Practitioners] are incredibly stressed. So they’re covering for all their other colleagues. So if you get a call
from residential and you’re getting maybe not a good story and you don’t know anything about this patient. But I’m very
impressed with the Calgary system where a hospitalist covers one or two facilities and is preventing admission to ED [the
Emergency Department] and providing better quality of care. That’s what we need is care to go where the patient is if it’s
possible.
TREVOR JANZ: Upstream care. So I would love people with chronic diseases to have this conversation with their specialist
physicians. For somebody with congestive failure, end stage COPD [Chronic Obstructive Pulmonary Disorder] or liver failure
from the Hep C [Hepatitis C] to not have had these discussions and then arrive at emergency is a clear failure of the system.
And we have chronic disease management programs and this has to be a part of the upstream care that says, once you’re
labelled as having a chronic disease – congestive failure, renal failure, COPD, end stage diabetes – that that has to be a
conversation that happens and there has to be a robust communication system around that.
SHERRY STACKHOUSE: How many programs or hospitals do it like Dr. Edmonds where they’re identifying from the chronic
disease population. So we have a huge number of CHFers [Congestive Heart Failure] who are already identified and moved
into the palliative program pre-emptively. And we didn’t do this a few years ago. And that’s making a huge difference. If you
have “X” number of visits, then you are referred and the conversation happens. And we have set criteria.
LYNE FILIATRAULT: So free admissions for CHF; free admission for COPD. As soon as you’re diagnosed with ALS?
SHERRY STACKHOUSE: Yeah.
LYNE FILIATRAULT: He’s trying to bring that to Vancouver Coastal [Health Authority] – VGH [Vancouver General Hospital] –
and it’s go to be, it’s going to take a while.
TREVOR JANZ: There’s significant systemic obstacles to that. It takes a while to put that together. But when we’re doing that
well, it really does help because oftentimes if they’ve had those conversations, them coming to emerg is not necessarily the
default answer for every crisis. We start thinking a little more selectively about “These are the situations where we need
emergency. These are the situations where in fact we can access other resources, and not do that.”
JUDY LETT: And can I just ask people to identify who they are for our recording so that’s part and parcel of …
TREVOR JANZ: I have another point but keep this is as a comment on that. No issues if you’re commenting on that idea.
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: You’re talking about having the conversation with your doctor or
the specialists, whatever. I’m Joyce Kuhn and I’m a volunteer with Comox Valley Hospice [Society]. And I’m a retired critical
care nurse.
TREVOR JANZ: You know this territory very well.

COMMENTOR 4 [Joyce Kuhn]: Yes I do. And I‘m very motivated. I’m providing workshops on advance care planning for people
in the community. One of a team actually in the Valley. And I think quite a few hospices have advance care planning groups
that are providing workshops and what not. And so what we see happening is the doctor will identify that the patient certainly
does need to – well everybody does need to do advance care planning. So how do we get the word out to everybody.
TREVOR JANZ: But especially these ones because they’re going to need it this year.
COMMENTOR 4 [Joyce Kuhn]: But especially they’ll identify one. So given the time constraints and all the rest, and they’re
handing them the “My Voice” booklet and saying “Here, you need to do this.” Well, here’s this person facing this 53 page
document and going “Oh, oh.” It’s very intimidating even for myself.
So we’ve taken it, what we’re really providing is a two-part workshop. The first part is really about identifying beliefs and
values and this sort of thing – what gives your life meaning, around having the conversation, and then the second part is
going through this booklet and making some sense of that. So it’s like, my main question is, been what we’ve been telling
people is, once you’ve figured out, you’ve got it ready, you have to include your family doctor in this. When you’re having the
conversation with your loved ones, you must also have this conversation with your doctor. Well they say, “Well, my doctor
never has time.” Or “He doesn’t want to hear it.” So can if they, can if we advise them, “Make an appointment to see your
doctor just for the purposes of advance care planning” is that acceptable? Can physicians bill for that?
TREVOR JANZ: That’s an ideal. Yes. Absolutely.
COMMENTOR: So that is an appropriate use of a physician’s time.
TREVOR JANZ: If I don’t have a shopping list of six things to do and this is the one thing that we were to accomplish, I would
love the time, a block of time that says, “Let’s do this.”
LYNE FILIATRAULT: I didn’t think the GP [General Practitioner] had the billing code if the conversation was outside the last six
months. So there’s a billing code for the GP for the end of life but I didn’t think you had it for the advanced care plan. The
specialists do and when we talk to the Doctors of BC [BC Medical Association], they’re not billing. We know that. They’re not
using that code. But the GP, my understanding is one of the barriers, and I should have asked [Dr.] Cathy Clelland [an expert
in the Family Physicians Roundtable] what they were and where they were with this. Yes, they have the end of life part – the
last six months they can support and bill for that, to see …
TREVOR JANZ: But outside of six months you can’t do that?
LYNE FILIATRAULT: But if you’ve got someone who is healthy or not in the last six months, they may not be … at least that was
my understanding.
JUDY LETT: So how does that work for a patient who has a chronic disease and they’ve had, say CHF, COPD for years and they
have a constant catastrophe and recovery, catastrophe and recovery and that’s sort of their pattern. So they could die at any
one of those points, so …
TREVOR JANZ: So we should have had the conversation last year if they’re at that stage thank you very much.

JUDY LETT: Yeah. Exactly. So why can’t there, and I did read a couple of articles a few years ago about something that’s
happening in the United States called a simultaneous model where palliative care and curative care are paralleled. And that
you apply the principles of palliative care all the time at the same time. And a lot of that is focused around discussions,
advance care planning and also disease management. So impeccable disease management but paired with all those other
things as well.
COMMENTOR 4 [Joyce Kuhn]: But how are people going to have the conversations with their doctors if their doctors can’t
even bill for it? Perfectly healthy people need to be able to do that.
JUDY LETT: I could be wrong. As far as I know, they can bill for that.
LYNE FILIATRAULT: They can? So maybe I’m wrong. Maybe it’s changed.
COMMENTOR 4 [Joyce Kuhn]: This is something I really need to find out isn’t it?
JUDY LETT: I know that it’s in the works but it’s not there right now.
COMMENTOR 5: But you know, one of the things … My name’s Jeanne Fahlman. I’m with the Nanaimo Community Hospice
[Society] and we belong to the Federation of Hospices on Vancouver Island we formed for advocacy and for a larger voice.
And it’s really worked because what we’re doing and what Island Health [Authority] asked us to do is take on as one group of
people … We’re the natural – our volunteers are the natural people. We’re in the palliative care unit, we’re in the community,
we’re in their homes. We have trained our volunteers. It’s a natural conversation for us to have. I don’t know, and I don’t want
to speak out of turn, but I don’t know that it’s the doctor’s job to do that when there are so many other people that are, that
can do that as well. Not that you shouldn’t do it but …
TREVOR JANZ: It’s all of our jobs.
COMMENTOR 5 [Jeanne Fahlman]: It’s all of our jobs. That’s right.
TREVOR JANZ: If all of us are doing this and they’re getting it from the nurses and the community health nurse and the family
doctor and the emerg doc and the guy on the radio. We’re hearing about this …
COMMENTOR 5 [Jeanne Fahlman]: Everybody so that they promote it.
LYNE FILIATRAULT: But the IHI took it out of the doctors’ … their model when the Institute of [for] Healthcare Improvement in
the [United] States. It was Ellen Goodman that started this after she went through it with her mother dying of Alzheimer’s. And
she called it the “Kitchen Conversation” [The Conversation Project]. And I think that’s a good model. And in the States, they
really promote it around Thanksgiving. I’m repeating myself – I’m sorry Leslie. But Thanksgiving is when the Americans – it’s a
day, a big deal. It’s the one holiday where the whole family gets together and they talk about it around the turkey basically.
And that’s where she started it, on the Kitchen Conversation …
TREVOR JANZ: Everybody sits down for dinner. Let’s talk turkey.

LYNE FILIATRAULT: And the second part now is “Are you conversation ready?” And that’s when she’s bringing it back to the
healthcare: “Are you guys conversation ready because these people are going to come to you with this. Where do we store it?
How do we transfer it?”
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: That’s why we’re saying have the conversation with your doctor
because at least when the person presents in the emergency department, then there’s an effort to get a hold of the GP.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: Wouldn’t it be wonderful if we could have it on a
chip? On a card on our health card eventually. Wouldn’t that be something to aim for, so when you go in you have to show
your health care wherever you go at whatever health institute. If you had that document chipped in somehow …
TREVOR JANZ: I like it in the computer database so that your family doctor has that conversation and anybody who accesses
it anywhere anytime has access to that.
COMMENTOR: That’s our goal.
TREVOR JANZ: But that’s the Holy Grail and it’s still a long ways away.
JUDY LETT: Sherry has a comment.
SHERRY STACKHOUSE: I just wanted to ask the group whether ethics plays a part in everyone’s organization because we’ve
had a couple of instances recently where you talked about the “seagull”. We had a very tragic situation of a GP with end stage
ALS coming in and multiple family members wanting to provide advanced care when the spouse was expressing his wishes.
And he had an advance directive but they couldn’t find it. So the emergency physician was very torn because they had to put a
breathing tube in. And/so it had a happy ending in the end but we ended up taking our case to Ethics because who supports
the emergency physician and team when you do things that are against what the patient wants? And so we were discussing
one of our recommendations from the Ethics was: “Who supports within your organizations?” So this occurred at 3:00 in the
morning of course when no one with the knowledge is at work. And so are you familiar with being able to consult people in
these difficult times when you’re having to sort out these kinds of situations?
LYNE FILIATRAULT: Risk Management Team. Darren Kopinksy …
SHERRY STACKHOUSE: Well Darren said he would answer but of course not at 3:00 in the morning.
JILL MCEWEN: Well no, but we would consult one of our colleagues so …
SHERRY STACKHOUSE: Which we did …
JILL MCEWEN: Yeah. And ALS, intubation? It’s just like …that must have been a junior physician.
SHERRY STACKHOUSE: No it actually wasn’t and the difficulty was there were two family members saying “You will put this
tube in. Dad didn’t understand what that meant.” And then the wife said “I will let the children say because I can’t live with
them being angry with me.” [Audience: Oh!] So we had these very intense conversations. So we took it to our Ethics. And what
ended up happening was he woke up. He said “Take this tube out. I love you all. Let me go.” In the end the family felt that

they got an additional goodbye. And I just wondered what other people were using, who the support was because Darren was
not available when they needed him.
LYNE FILIATRAULT: Yeah. Okay. But by the law, the substitute decision maker is the spouse. It’s best of all if you can find the
advance directive, which is typical of ALS …
SHERRY STACKHOUSE: Which we couldn’t, at 3:00 in the morning.
LYNE FILIATRAULT: And ALS, sometimes the person who is faced with ALS will write it as an advance directive because the
spouse may not be able to let them go. So that’s one of the cases where it’s worth having a written advance directive because
you know at some point your brain’s going to stop. But by the rule, you’re just making it harder when she’s deferring to the
kids. But by the rule if she says “He told me this is what he said: he didn’t want to be intubated.” And she’s the first one on
the list of substitute decision makers.
SHERRY STACKHOUSE: So they went through all of that and it was a very rich discussion with the Ethics team. And the
physician was very clear what the right thing to do from a legal perspective [was]. They were trying to do the right thing for
everybody, for the family.
JILL MCEWEN: It’s very rare that you get a case like that. Maybe once every … I might have had three or four in my whole
career. And so I think in those one offs, I think it’s okay to just take some time and if you have to, if the physician’s not
comfortable with it and you can see the family is going to be blaming themselves and there’s some kind of conflict, I think it’s
okay to just take some more time, like what happened here.
LYNE FILIATRAULT: I would go see Jill and say “Can you do a consult?” [laughter]
SHERRY STACKHOUSE: And get a second opinion and I need it in writing.
JILL MCEWEN: And another person coming and talking to the family and saying “I realize that you want to do everything. But
this is just not the right thing to do.”
SHERRY STACKHOUSE: So if it had been 9:00 in the morning, or 3:00 in the afternoon, there would have been lots of people
to consult with. He was the only physician on.
JILL MCEWEN: Well then there’s always a VP Medicine you can call. You can get other, for the situation it’s not so much
palliative. But I’ve had patients who want their loved one admitted and they don’t need to be admitted. And they’re just
saying, “Well I’m not taking him home.” So in a case like that, you can get the VP Medicine to come and talk to them. In the
end, every single time they’ve ended up getting admitted because nobody wants to take that on.
MULTIPLE COMMENTORS: The conflict. Take on a family member.
COMMENTOR: Did they not have a care plan for this ... ?
SHERRY STACKHOUSE: They called 911. So he had pneumonia. And he got really quickly sick over six hours, so they called
911.

JILL MCEWEN: And there was no MOST [Medical Order to Stop Treatment] because you don’t do MOST.
MULTIPLE COMMENTORS: That’s just Fraser Health [Authority].
LYNE FILIATRAULT: But regardless, my experience with people that have families that know, they’ve been, they’ve sat through
the conversation that is “Do Not Resuscitate”, something happens at home, they call 911.
MULTIPLE COMMENTORS: They do. They panic.
LYNE FILIATRAULT: You cannot give them the responsibility of calling or not calling. So what you need is you need the green
sleeve or something on the fridge for the paramedics to say “Okay let’s load him up but this is what we’re doing.”
JILL MCEWEN: Did the paramedics bring him in?
SHERRY STACKHOUSE: Yes.
JILL MCEWEN: And where was the green sleeve?
SHERRY STACKHOUSE: They couldn’t find it.
JILL MCEWEN: It wasn’t on the fridge?
SHERRY STACKHOUSE: No, the wife couldn’t find it.
JILL MCEWEN: Because that’s the first thing that a paramedic looks for. That’s where they look.
JUDY LETT: And you know, that’s the thing that scare me about advance care directives actually. Once you have a written
document, they get lost. Who’s got the right copy? In some ways I think it’s more about the conversation than it is about the
piece of paper.
TREVOR JANZ: It is. It’s about the conversation.
JUDY LETT: Because how could you account for every single situation that could come about? You just can’t.
LYNE FILIATRAULT: And if you look at the Bentley case, [Margot Bentley] who didn’t want to be force fed and it’s written there
[in the advance directive], while they’re not considering spoon feeding if you’ve got a reflex where you’re going to, where you
can open your mouth, that’s not force feeding because she’s opening her mouth. So she would have been better not to have it
as an advance directive because the family would have said, “These were her wishes”. And this would fall there. But now
that it’s in writing …
[BCHPCA NOTE: Margot Bentley wrote and signed a “living will” before the Legislature of British Columbia amendments to
the Health Care (Consent) and Care Facility (Admission) Act, [RSBC 1996] Chapter 181 came into effect on September 1,
2011. The living will was not recognized under this amended legislation.]

COMMENTORS: I just can’t get over … everything is crazy. That’s a very difficult case.
JILL MCEWEN: I think some of the public is worried about having an advance directive with too much detail because they’re
worried, given the inverted [population] pyramid, the Baby Boomers, that the sparse health care dollar, that they might be
written off prematurely. And I’ve heard that before. So it’s not … there’s the other side of the coin because I know not
everybody wants to put everything down. There’s somethings everybody can agree on: nobody wants to suffer, nobody wants
to be a burden on their family, no one wants pain – that type of thing. But it’s not always so clear cut. So it gets into the grey
zone and we want to be really careful that we don’t have the thin edge of the wedge or something that can be open to
interpretation and being misused in cases when, oh the hospital, not that anybody would do it consciously, but there’s this
pressure of the system. And that people might be not resuscitated that otherwise would.
JUDY LETT: And people might want antibiotics at a certain point in their trajectory. But maybe later on they don’t, so …
LYNE FILIATRAULT: It changes. And you have to have the ability to change what you wrote.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: Well and that’s part of why conversations –
everybody has to be able to have those conversations. And building capacity around that. And your family physician and
whoever the palliative physician might not be around at that time. So whomever is standing in front of them has to be able to
talk to them.
SHERRY STACKHOUSE: I heard a thread earlier about the conversation. And as an emergency nurse, if someone needs to
come into our department to die because they can’t die at home, I also think we have to be prepared to do that. Because
when my step-father passed away in Fraser Health [Region], and I went to visit my Mom and I though “Oh Mom, you have no
idea that he’s going to die and he’s going to die in the next couple of days.” And so we had to get him admitted because my
Mom just wasn’t prepared to … And for many patients and families, they want to care for them up until the end, but they don’t
want their loved one to die in the home. And we have to be okay with that.
JILL MCEWEN: Well it’s a matter of educating people. We know 100% of people want to die at home and only 70% of people
die at home.
SHERRY STACKHOUSE: Because it’s frightening. And if you haven’t seen it …
JILL MCEWEN: So yeah, and so the loved ones need to be told that’s what they want.
SHERRY STACKHOUSE: It’s okay.
JUDY LETT: And so we can support them in the community as much as possible as long as possible. But often people want to
stay at home for as long as possible. But for that very end, “I want to go to hospital.”
TREVOR JANZ: Yep. It exceeds the family’s capacity.

COMMENTOR 6 [Leslie Rodgers, Fraser Northwest Division of Family Practice]: But we try to help them make plans so that
hospital doesn’t become one of those options. It’s either hospice, tertiary unit. It’s “Do you want to die in hospital?” No, not
really. It’s not the best place to die.
LYNE FILIATRAULT: But there’s no capacity it seems. It’s the capacity that’s the problem.
SHERRY STACKHOUSE: That’s why our community bed is so helpful because they don’t have to come through the emergency
doors. There’s a unit waiting upstairs for them that understands that whole process.
JILL MCEWEN: Except it’s not, it’s always full. It’s not available.
SHERRY STACKHOUSE: For you guys [emergency department referrals] it’s not. But we at least have this rule where you can’t
use it unless that patient is coming from the community and then they bring them in and they endeavour to either move them
to hospice … There’s a real push to looking after your patient population in the right space and we’re a little bit smaller so
sometimes that’s a bit easier.
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: And some of the smaller units yet, like in Comox we have no
hospice buildings or beds and often times the hospital is [at] capacity. Even though the plan was for the person, or they would
like for the plan to be for the patient to not die at home, they don’t have any other choice because they don’t get to admit
them to the hospital because there’s no beds and there’s no hospice.
JUDY LETT: There’s no beds and sometimes the family don’t have the capacity to manage at home. You have one caregiver at
home. They’re completely maxed out.
COMMENTOR: This is what’s happening in areas like ours.
JILL MCEWEN: I think before we can mandate the people need to stay in either home or a nursing home, they have to have the
right tools to handle the issues. We see all the time nursing homes that should have kept their patient at home, at the nursing
home. But they don’t really know how to manage things. And they’re not getting managed properly. Like you were mentioning
the only three people who, that are on overnight.
COMMENTOR: And they’re care aids. There’s only one RN.
JILL MCEWEN: So how can you, yeah. They aren’t getting the right analgesics, they’re no getting treatment for shortness of
breath. I/we can’t … we have to fix that first. You’re next.
TREVOR JANZ: I’m the Regional Medical Director for long term care. This is my job is to create capacity in the system and
creating a system in the long-term care home where the nurses in long-term care are supported by a physician who is
dedicated, who is on the end of the phone, who is available in real time and coming and seeing the patients on a regular
basis, who has built a relationship with the family, who knows what’s going on. I can’t remember the last time a patient of
mine ever went to the hospital to die.
LYNE FILIATRAULT: I think it’s the same system on the North Shore that Peter Edmunds did. So we’re hoping that it will come
to our institution, to all our institutions.

TREVOR JANZ: When you’ve got the nurse and the doctor and the family working well together in residential care, we certainly
don’t need your world and don’t want to use it because we can do way better.
LYNE FILIATRAULT: Well that’s why I say, to me it’s a failure. We need to look at it as a failure – something, why is this
happening? And I don’t blame the nursing homes for sending the patients in.
TREVOR JANZ: I think it’s a disengagement of the family doctors with the nursing home. They’re not talking to each other and
you need them working hand in glove to do this in a good way.
JUDY LETT: So I would assume that those conversations are happening when people are admitted to long term care facilities.
Is that correct?
TREVOR JANZ: In an ideal world, someday the Holy Grail. In my world as a house physician where I’m there every week and it’s
happening beautifully, that’s great. There are lots of long–term care homes that can’t get a physician to darken the door for
weeks and months at a time, and then there’s problems.
LYNE FILIATRAULT: That’s what you hear on call, is that you can’t get a hold [of the family physician], so they send the patients
to emerg.
TREVOR JANZ: So there’s an initiative through the BCMA coming, for new incentives for GPs to come into residential care and
giving them incentives for that. “But I don’t want to give you the money unless you sign up to a contract that says ‘I will come
and see my patients. I will admit orphan patients. I will be available on call. I will follow patients into the hospital as their
MRP [Most Responsible Physician].’” So I’d love a list of deliverables that says “I as a GP am willing to sign up and step
forward.” And GPs are busy, busy, busy and they’re going to have to push aside or get rid of something else in their life to
make space for this. So we have to provide some incentives for them to do that. But absolutely, residential care is kind of
broke at the moment, kind of broke. So we’ve got lots of work to do around that. And when that works better, I think this
problem will much better.
LYNE FILIATRAULT: We did have funding a couple of years ago, we had funding two years ago on the “My Voice” booklet. So
we did dinner conversations with GPs. It was myself, Wallace Robinson – a social worker from St. Paul’s [Hospital] – and a
retired palliative care nurse. And loud and clear, the GPs were saying “We can’t take on more.” So, which goes to having the
conversation outside – spending the time and then bring it back.
TREVOR JANZ: I love the idea of having workshops which people can do as a group. The group learning situation where your
are with fifteen other people. It makes it a whole bunch safer just to sit in a room with other people.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: Yeah, and it’s really popular. The first three that we
put on, we filled thirty people each time and there was wait lists. So there is …
TREVOR JANZ: An appetite.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: There is an appetite for it and people really want to
do it. So we just don’t want to drop the ball. We want to make sure that we keep doing it and keep providing that, so...

TREVOR JANZ: And if it exists and it’s stable, then GPs will learn that it’s there and start using it as a tool. But it has to be
available on a consistent basis because if they can’t find the number and “Oh it worked last year and now the coordinator’s
gone. And oh, we haven’t … I phoned the number. There was nobody there and the program got shut down” blah, blah, blah.
It has to be a stable service.
JUDY LETT: So it seems to me that this group medical appointment approach might be very, very effective for all the different
chronic disease management groups and for the GPs and you can probably think of a lot of different scenarios in which that
would work. Maybe even in a long-term care facility. Or maybe not … looking at the …
TREVOR JANZ: I talk to, actually I speak to resident family councils and that’s actually a great way to access that is to get the
engaged families together and have these conversations with them at that point.
JUDY LETT: Okay. I need to transform this conversation to a slightly different topic now or I’ll be in trouble. [laughter] So we
need to think about as emergency care providers and critical care specialty, how do you think your organization can partner
with hospice palliative care organizations to promote public conversations on death, dying and advance care planning?
TREVOR JANZ: I think we just answered that.
JUDY LETT: You just answered that, okay. And I guess this is all really, we’ve been talking about this as well in terms of
advocating for hospice palliative care and working together with the hospice palliative care organizations, so I think we’re all
on track with that.
LYNE FILIATRAULT: I have a question. So if you’re doing – well for both of you actually – if you’re doing this conversation, is it
under the title “hospice”? Because we find patients that don’t like hearing “hospice”, they don’t want to hear “palliative”. So
using a different title …
TREVOR JANZ: It’s almost as bad as the “d” word.
LYNE FILIATRAULT: Yeah. It’s just on par with the “d” word.
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: Advance care planning.
LYNE FILIATRAULT: So just call it advance care planning?
COMMENTOR 4 [Joyce Kuhn]: Yeah, and it makes a great link to hospice.
LYNE FILIATRAULT: And you do utilize the hospice font.
COMMENTOR 4 [Joyce Kuhn]: Right. Then we do talk about that we are part of hospice and under the umbrella of hospice.
But when we advertise it, it’s advance care planning and it all goes with that and really we have no mention of hospice except
that the phone number to sign up for workshops is the Comox Valley Hospice Society number.

COMMENTOR 4 [Jeanne Fahlman, Nanaimo Community Hospice Society]: Yeah, and we introduce it as an Island Health
initiative that “Consider the Conversation.”
TREVOR JANZ: Island Health. It’s about health – good health.
COMMENTOR 5 [Jeanne Fahlman]: Yeah. Well we just do that, that’s how we do it because we’re on the Island so it’s a …
COMMENTOR 4 [Joyce Kuhn]: But we do also link it with, we do talk about that we are involved with hospice as well. And
certainly some, without fail some questions will come up about, not necessarily advance care planning but also about other
aspects of hospice. And it’s a … I know Terry Odeneal, our Executive Director, says she just really likes it as an entry point, a
way in, to get people aware of hospice because it doesn’t say “hospice”.
LYNE FILIATRAULT: Just to take on a point that you made. And I think it’s something certainly as a physician and not very
good, you think about therapeutic care and you think about comfort care and you’re totally right. You’re sometimes both
should happen along the same axis together and at some point, palliative takes over because there’s nothing else to offer.
And where we see the tragedies is people that have not been referred early on to palliative care. And the family has been
coping the best they can. They’re out in the dark. They don’t know how much time is left and all. And I think it’s a failure of
physicians and health care in general, of seeing one or the other as opposed to together. And yes, at some point you will
become “no intervention” in terms of acute resuscitation. But palliative care was involved from the beginning so that less
patients are dropped.
JUDY LETT: And one thing we’re working on right now in Fraser Health is to build capacity for basic palliative care among all
front line professionals. And so we have these classes that happen seven times a year. There’s two full day education
sessions and we, our focus is primarily on educating the nursing staff. But we feel that if at least we can help to support the
basic approaches of symptom management, yes …
LYNE FILIATRAULT: [?]: Yes. It’s that one. There’s a line there.
TREVOR JANZ: It’s all about cure and gradually it becomes more and more about comfort. We’re all about comfort. So that’s
the model. Thank you.
JUDY LETT: Yes, that’s right. And actually you guys in emergency are doing a lot of palliative care. Where do patients come
when they’re having symptom crises?
TREVOR JANZ: In a crisis, we’re the default.
JUDY LETT: Yeah, that’s right. Anyways …
LYNE FILIATRAULT: I think we’re the canary in the coal mine. Like I said, it has to be that we … it shouldn’t have to be there.
We’re not the best environment, particularly the way that we are.
TREVOR JANZ: Yes, we’re the best locators of cracks in the system.

LYNE FILIATRAULT: So if we get this done better outside, before you need us, things are so much smoother and better for
everybody. Because we’re strangers. Family meets us for the first time and yet they’ve seen their family doctor or their
chronic disease specialist for a long, long time.
JUDY LETT: And people are in crisis. Yeah.
TREVOR JANZ: There is also a benefit to being the stranger. So the family doctor or the specialist can talk to [the
patient/family] and it doesn’t sink and it doesn’t sink in. And I as the emerg doc who hasn’t seen you and don’t know you
from Adam and listen to this story and five minutes say “Holy Smokes. I don’t know you from Adam but did you know you’re
most of the way home? You’re about this far from the finish line?” When I listen to all this stuff and that voice from the
outside, somebody who doesn’t know them at all listens to the story and says and reflects back to them their reality, that’s
one of the ways that we actually finally break through some of the resistance. This guy doesn’t know me and within five
minutes he understands my situation completely can tell me exactly where I’m at and he says “Okay, so maybe I need to hear
what he’s got to say. Maybe I can hear this.”
COMMENTOR: Yeah. It’s that obvious to a stranger.
TREVOR JANZ: The last [minute?]. Yeah. It’s that obvious that yeah. Boom. A stranger can … and so that occasionally there
are advantages to that conversation. And I’ve got the luxury of working in a small rural emergency department where at night,
I recently spent time with a fellow between 2:00 and 4:00 in the morning with a palliative diagnosis that we was in absolute
total denial of. And we spent two hours together just talking about that, just sitting there in the dark having that conversation.
And he wound up dying three days later. He was absolutely convinced – he was a business venture thing that he was all
setting up and he was talking all about what he was going to do next week and what he was planning for next month and this
big event he was going to collaborate [on]. It was a prize fight. And his wife was shaking her head and trying to catch my eye.
And luckily we had time to just talk about that together and it woke him up.
JILL MCEWEN: So was he grateful for that in the end, that conversation?
TREVOR JANZ: He was enormously grateful and things moved from that point. And [his] wife was so grateful that that had
happened. But how often would you guys have two hours at night to talk?
MULTIPLE COMMENTS
COMMENTOR 6 [Leslie Rogers, Fraser Northwest Division of Family Practice]: I just wanted to note in our advance care
planning initiative in the Fraser Northwest Division of Family Practice, we’re working on the principle that you need, there
needs to be seven asks. So that patients need to be asked seven times, seven different people that you’re a physician – the
specialist, the family doctor – nurses, family. But it’s kind of a seven ask thing. So it speaks to, the principle speaks to the
notion that we all have a responsibility: the patient – myself as a health care consumer, as a human being, the family, your
family physician, your banker, the baker – everybody. There needs to be seven asks because then it makes it real. It makes it
part of the conversation and it shows that it is that old adage “It takes a community to raise a child.” Well, it takes a
community to send somebody on his or her way.
COMMENTOR 4 [Joyce Kuhn, Comox Valley Hospice Society]: When you say seven asks, you referring …?

COMMENTOR: What do you mean by the asks?
LYNE FILIATRAULT: Judy meant advance care plan.
MULTIPLE COMMENTS
COMMENTOR [Leslie Rodgers]: Are you really going to understand what is going to happen to you?
COMMENTOR: That you’re going to die.
COMMENTOR 6 [Leslie Rodgers]: Because often they don’t hear what you’re saying.
TREVOR JANZ: They would willfully not hear what you’re saying.
COMMENTOR 6 [Leslie Rodgers]: I’m also wondering about that term “advance care plan”. Does that resonate for most
people? Do people understand what that means?
COMMENTOR 2 [Joyce Kuhn]: Not really.
TREVOR JANZ: But as soon as you start explaining it …
LYNE FILIATRAULT: When you explain it, they get it.
TREVOR JANZ: That’s the door …
COMMENTOR [Leslie Rodgers]: I think they do more and more.
COMMENTOR 4 [Joyce Kuhn]: It gives it an option of being just a conversation or also [a] representation agreement with
expressed wishes or advance directive. It doesn’t have to be all those. It can be any one of those, so it’s just kind of the catch
all term.
TREVOR JANZ: It’s a conversation. It’s a document. It’s a …
JILL MCEWEN: And again, that’s not that applicable in the acute care or the emergency setting because we don’t have the
facts. So we don’t know where they are in their [BCHPCA added: journey] unless … So that’s more a conversation for the
physician who really knows where they’re at. I don’t even know if other members of the health care team, unless they’re aware
of the details, can have that detailed conversation. Because you want to give people hope but at the same time you want to
be realistic with them. So percent survival at “x” years is a really good way of telling people – giving them some hope but at
the same time they know 75% of people are going to be dead a year from now. So/but I like that seven things [asks].
LYNE FILIATRAULT: We need to get to the point where “a” is not [for] allergy only, it’s [for] advance care plan. And I was
reflecting in the other sessions, in the [19]80s, it was hard to teach us to ask a sexual history. I remember going “Oh. I have
to ask about their sexual orientation and stuff.” Now you wouldn’t think twice about it. So now we’re at the point where we

need to be, get comfortable asking about their plans for end of life. And we need to, ourself, be comfortable with that
question.
TREVOR JANZ: We need to normalize that conversation.
COMMENTOR 6 [Leslie Rodgers]: Dr. Joelle Bradley who is the hospitalist leading the charge on advance care planning in our
Division [North Fraser] had initiated a pilot project where she was, she parked herself in Royal Columbian Hospital [New
Westminster BC] – a pretty busy tertiary care hospital – on Advance Care Planning Day with a booth. She had buttons
“Advance Care Planning Matters”. I’ll wear mine tomorrow. And she approached a physician and health care provider
colleagues. And just had the button, had a card asking them a couple of simple questions: “Have you thought about your
advance care plan, your desires? Have you talked with your loved ones about it? And are you, will you go forward and have a
conversation?” And if people could answer those two questions, they got the button.
So she actually talked to 117 [inaudible] of care providers and that was mostly physicians, specialists – like she was funny.
You could just see docs walking down the hall, they just got sucked in. [laughter] They come out with hundreds of buttons. But
we did some follow up questionnaire to ascertain how effective this approach might be and we found that a significant
percentage – about 47% of the people that she talked to did go home and think about it and communicate their wishes to
their loved one. And another significant percentage encouraged others to do so. So it’s again the seven asks. You have to
have, there’s so many conversations that need to occur but her hypothesis was that it’s very important, as you’ve been saying,
as all the physicians today have been saying, you’ve got to have your own sense of comfort with your own advance care
planning desires before you can talk comfortably with patients. And if you’re not comfortable, then you’re probably not going
to raise it.
JUDY LETT: Yeah and I think that’s sort of at the crux of the problem for what’s going on with a lot of our specialists. And some
of them are older docs really, really struggle with that, so …
TREVOR JANZ: Denial and avoidance.
COMMENTOR 6 [Leslie Rodgers]: You don’t want to ask a patient the question if it’s not going to be something that you’re not
comfortable with. “No, that’s somebody else’s [responsibility]. GPs should be doing that or social workers.” So …
SHERRY STACKHOUSE: I like how Dr. Edmunds has taken the lead. And there are actually some physicians who are
uncomfortable that he wants more patients to be palliative. So there’s some GPs that are not ready in their thinking to use
that terminology with their patients. But he’s gradually over the last couple of years really turning the tide with his advocacy.
JILL MCEWEN: Well, I think it goes back to your graph, is that it’s curative and palliative are part, two parts, so it doesn’t have
to be one only. So that’s probably an education thing as well. Just labelling someone as palliative means yes, they’re going to
eventually die from that disease but it doesn’t mean you can’t offer treatment all the way along.
SHERRY STACKHOUSE: I do think even health care providers today have not always a clear understanding that you can be
palliative and we still can be treating you for something. Because I’ll have triage nurses say “Oh they’re a DNR. They’re
palliative.” And I’ll say, “Uh-huh. And why are they here?” Because there’s lots of things we can do for people that are
palliative. So it’s interesting that I find health care providers also don’t have the same understanding of what we do for
people when they come in.

TREVOR JANZ: That’s one of the major drawbacks to DNR is that health care providers will very often refuse to treat or fail to
treat eminently treatable conditions because you have a “No CPR” order. And we’re not doing basic comfort care because
you have a “No CPR” order. And this exists as we as health care providers have this problem and how do we approach that
because my goodness, it’s totally inappropriate for people to not receive comfort care because they’re “No CPR.” We’re truly
abandoning these patients.
SHERRY STACKHOUSE: We need to do more of that imaging that they’re parallel processes.
JILL MCEWEN: I think it’s just a matter of educating the patients and health care workers and …
TREVOR JANZ: Educating the staff – physicians and nurses.
COMMENTOR 5 [Jeanne Fahlman, Nanaimo Community Hospice Society]: And the public and family.
COMMENTOR: Everybody.
COMMENTOR 5 [Jeanne Fahlman]: Yeah. With our model of palliative care in Nanaimo, it is acute palliative care really. So it
is, people come in to have their symptoms managed as well. So we as the hospice – our volunteers, our staff go out and say
“Just because you’re, you have to put your mother or father in palliative care doesn’t mean that’s the end. It’s, they can come
in and they can still come home.” So especially someone who is terminally ill, as soon as you say “Well, maybe you should
look at palliative care. Maybe we can …” they get that fear that “Well, this is the end. My time is coming and I can’t …”
TREVOR JANZ: “Palliative care means I’m dying.”
COMMENTOR 5 [Jeanne Fahlman]: Yeah. And so we’re trying to get that message across too that “Palliative care is still caring
for you.”
TREVOR JANZ: So call it comfort care? Take the palliative word out?
COMMENTOR 5 [Jeanne Fahlman]: Yeah. Sometimes …
COMMENTOR 6 [Leslie Rodgers, Fraser Northwest Division of Family Practice]: How about “tweaking”? They’re sending them
in to get “tweaked”. [laughter] And then they can come back out.
MULTIPLE COMMENTS: I like that. They need a “tune up”.
COMMENTOR 6 [Leslie Rodgers]. That’s what we call the tertiary unit in Burnaby.“We’re going to send you to Surrey or
Burnaby to get tweaked. And then you can come back.”
MULTIPLE COMMENTS: I kind of like that. Nobody ever refuses comfort.
LYNE FILIATRAULT: I kind of like to say “peacocks” [the Palliative Care Team] Comment: Get tweaked by the peacock.

JUDY LETT: “What else do we want? We want to focus on improving your comfort.” Yes. But “You want to be palliative what?”
No.
MULTIPLE COMMENTS: Exactly. It’s a loaded word isn’t it?
JUDY LETT: It very much is. And I know people in palliative care have talked about this word for ten, fifteen years – as long as
I’ve been involved in it and it always come down [to], it doesn’t matter what you call it because it will have that same
connotation.
COMMENTOR [Joyce Kuhn, Comox Valley Hospice Society]: Yeah. That’s probably true isn’t it.
JUDY LETT: So, yeah. I think we need to shift our attitudes around how we look at that instead. Anyways, I think out time is up
and I would like to thank all of our speakers for your wisdom, your insight, for sharing your ideas and impressions with us. I
have a gift for you, each one of you.
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Facility (Admission) Act, [RSBC 1996] Chapter 181. Victoria BC: Government of British Columbia.
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current challenges pediatric and geriatric specialists have in opening conversations about death and dying, and
planning for care with patients and their loved ones - families of children and youth or seniors and their loved ones
 the current and potential role pediatric and geriatric specialists have in engaging and educating families of healthy or
children and youth, or healthy seniors and their loved ones about death, dying and advance care planning
 the potential for pediatric and geriatric specialty practice organizations to partner with hospice palliative care
organizations to promote public conversations on death, dying and advance care planning
 the potential for pediatric and geriatric specialty practice organizations to partner with hospice palliative care
organizations to advocate for hospice palliative care in British Columbia
JAN MOREAU: I think we’ll get started. It’s five [minutes] after 4:00 [p.m.] and we are expecting a couple of more speakers.
But we’ve … I think we should get going for the interests of time. So in continuing planning conversations around advance
care planning, this session is Conversations Across the Life Span. So we have a group here from pediatrics and a group here
from gerontology. And so on my right, I would like to introduce Dr. Gloria Gutman, and she is the founder and professor
emerita for Gerontology at SFU [Simon Fraser University]. And then Camara Van Breeman who is a nurse practitioner at
Canuck Place Children’s Hospice. And Kerry Keats who is a social worker and counsellor at Canuck Place Children’s Hospice
and also runs the bereavement program. And Lilian Hung who is a clinical nurse specialist in gerontology for, I’m sorry I can’t
read the writing on. You’re with which group?
LILIAN HUNG: Oh with Vancouver Coastal … I’m with Gerontological Nursing in BC, GNABC [Gerontological Nurses
Association of BC].
JAN MOREAU: So what we’re going to do is, we’ve got a … and I guess I should introduce myself. My name is Jan and I’m the
PHSA [Provincial Health Services Authority] Regional Director for BC Hospice Palliative Care Association. This is my second

term. And I have also been a neonatal and pediatric nurse for about thirty years. So the part on gerontology will be quite
interesting for me and I have a personal interest as well. So from your specialties, from pediatrics and geriatrics, what are
your current challenges and ways of being in opening the conversation with patients and families around death and dying
and advance care planning?
LILIAN HUNG: I’ll start in gerontology. It’s a big taboo. And still there’s anxiety on talking about death and choosing … often
nurses are not sure if patients are ready to have that conversation, patients and the family, and oh, I’m sorry. [request to
speak louder] Is this better? I often, it depends on the setting. I work in gerontology so the hospital often people come in … I
face a lot of patients and families that they have dementia or they came in not aware that even people with very advanced
states of dementia, that conversation doesn’t happen about “This is end of life.” People would be very surprised that their
loved one are dying. So you are not aware of where they are at. That’s one of the challenge[s]. And conditions are often,
nurses are not, there’s still a lot of discomfort about the topic and I think that’s probably the biggest challenge.
GLORIA GUTMAN: Well, I’m a researcher so I don’t do direct work with clients in the same way that Lilian does. But I hear a lot
about the issues and about advance directives and the need for people to get involved in doing, making wishes known so that
when the time comes, there isn’t a huge amount of stress and additional stress put on for the person and their family. But
what I was just telling Ross [Waddell, BCHPCA advisor] is that I’m as a researcher getting involved with a number of different
topics.
And very recently the one that we’ve just been funded to do is with advance care planning in the LGBT community. Because as
it’s turned out, people are living with AIDS, HIV/AIDS longer than they ever did before. Half of the men – the gay men – are
HIV positive. But the fact that people are now living means that when they get to the point they they need palliative care or
they need just long-term care, some of them have had to go back into the closet because either the other residents and/or
the staff really do not accept them or do not understand what their special needs are.
So this is the group that has all of the things that any of us who are growing older would experience. So could have dementia,
could have various chronic illnesses. Plus on top of that, the experiences that they’ve lived through and the stigma. So I was
asking Ross if your organization has done anything in the area of working with the gay community and if not, then this is a
time to raise awareness and that’s part of our project is that we will be going across the country doing focus groups with
clients and service providers doing public affairs.
COMMENT: You don’t mean affairs. [laughter]
GLORIA GUTMAN: Town hall meetings. That’s the correct word. Town hall meetings. And then with the objective of trying to
find what are the right documents that will apply and so that, and also, to bring people together. Because what they, my co-PI
[Primary Investigator] on this project has found is that when people start talking to each other, communities get built and
people start to help each other. The questions that he asked are “Who drives you to the doctor?” or “Who helps you in your
later age?” And amongst this particular community group, they have fewer children to rely on. So the good news is you won’t
be fighting with your kids. [laughter] The bad news is you don’t have your kids to help you as you require assistance.
JAN MOREAU: I just actually wanted to pick up on your piece about partnership. And this past year, BC Hospice Palliative
Care Association worked very hard on our strategic planning. And one of our next steps and goals for next year is forging
partnerships. And so that’s timely. And Dr. Janet …

JANET KUSHNER-KOW: Kushner-Kow. Hi.
JAN MOREAU: Has just come into the room and she is the Program Director in sub-specialty training in Geriatric Medicine at
UBC [The University of British Columbia]. And so the question I actually asked is in your given specialty in geriatrics, what
challenges do you face or how do you go about opening up the conversation with your patients and families around death
and dying and advance care planning? So we may as well stay on the geriatrics stream and move over to the [pediatrics] …
COMMENTOR: Can we ask you to just speak up a little bit? I’m having a hard time hearing with the HVAC system there. It’s
very difficult to hear your voices.
JANET KUSHNER-KOW: I’m Janet Kushner-Kow. I’m a geriatrician in Vancouver. I work at Vancouver General, Mount St.
Joseph’s and St. Paul’s [Hospitals] doing in patients, out patients. I also work in the community to a different extent. Do
home visits, work with Evergreen Health Unit. The two, I was thinking the two biggest themes of concern I have on top of those
questions is firstly, we deal with a lot of non-cancer people who are struggling with chronic disease and they’re end-stage
dementia, COPD [chronic obstructive pulmonary disorder], CHF [congestive heart failure]. And that is a really … I find that
very, very challenging because there’s not the understanding that these diseases are likely the way that you will pass away.
And so having that discussion about “Well, now you’ve got stage IV heart failure. We’re going to have to talk about your last
few years, maybe months of your life.” And it’s challenging because you’ve got this whole system that says, “Okay. Now let’s
change your beta blocker.” It’s “Add this and that. And let’s take you to the clinic and let’s do another test. And maybe you
can get a valve replacement.” And it goes on and on. And there’s this sort of “Well I’m not going to talk about advance care
because I’ve got a valve replacement coming up next week so why would I talk about that?” So it’s very challenging with the
non-cancer. There’s an understanding [with cancer] even there’s still treatment but “Oh this cancer’s bad.” That’s hard
enough for some patients to realize this is metastatic cancer and “This is going to take my life.” It’s even harder with the noncancer diagnoses. So that’s the one thing.
And then the transition from hospital to community, back again from the [BC] Cancer Agency to the acute care to the health
unit. Part of it’s information management and part of it’s just lack of coordination and the patients and families feeling
completely at a loss to figure out what’s going on. Especially even if they’re quite ready to say “Palliative care is definitely …
I’m very interested in that.” But there’s a feeling that they don’t really know how it fits into everything. So those are the
challenges we see every day where I work.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: I’m wondering if the three geriatric experts could address
dementia in some way because in hospice, when we get a palliative diagnosed client coming to us, it’s usually because of a
physical ailment or a chronic ailment, but dementia is not part of it. So if the person has Alzheimer’s [disease], the doctor
doesn’t diagnose them, very seldom diagnoses them as being palliative. And yet that person is likely going to die. It’s just a
longer trajectory of the illness. So I’d like to hear from you on that if that’s possible.
COMMENTOR 2 [Donald Carson, BCHPCA President, Incoming; Prince George Hospice Society]: Can I just add something to
what she said? I work in a ten bed hospice house, free standing. And we’ve had a heck of a time over the years to get between
ourselves and physicians, figure out who is suitable to come with dementia and who isn’t. Because we’ve often got people
referred to us, they become long-term care. We spend a full year trying to find them another bed somewhere. And our hospice
staff cannot cope with what, they can’t provide the care that the dementia person requires in changing the environment and
making it comfortable and safe for them to be functioning in that environment, especially if they’re ambulatory.

LILIAN HUNG: I’d like to speak to that. Well I think there’s a lot of complexity. People with advanced dementia, it doesn’t
mean that they won’t have CHF or COPD. And often they have a lot of co-morbidities as well. And it also depends on the
setting: if they’re in an acute hospital or they’re in care facilities. A lot of people die in care, residential care facilities with
dementia. It’s actually I think a large percentage of the residents in long-term care do, they have dementia and they die there.
And the length of stay for about a year.
GLORIA GUTMAN: About 90%.
LILIAN HUNG: Yeah. Residential care is hospice. It’s palliative. And there’s, I think, it adds to the complexity is if a person who
is cognitively intact likely, if they’re that sick in that stage, do they know that they have CHF, they’ve been sick for a while, they
realize the symptoms that they have and they’re probably thinking about they’re dying. Even if family and friends, they’re not
talking about it. But the patient, the person themselves will think they’re dying. They won’t … it might be easier to have that
conversation. But if the person with dementia, they don’t have that capacity to initiate the conversation to talk about that
kind of things so/and family often have their limited understanding about how, dementia care it’s palliative care. It’s a
progressive disease. A person is going to die with the dementia.
But when we see in acute hospital, when we see people with dementia, they could be in a moderate, in the middle stage and
with acute illness that then they die from or in advance stage and they die from complications from dementia, patients and
family often they have no idea that they are dying. Even if there are very obvious symptoms that tell you that the person is
dying, actively dying. Often the person themselves, family, or even the conditions around, no one is having any conversation
about the person’s dying. And when the person actively dies, often it’s within the last few hours or a day or two, then people
start thinking about “Oh, we need to do terminal care” and stuff like that. So there’s very little preparation. The window it’s
very, very narrow. If you have family around, then they come and maybe they can do a little bit of work around their end-of-life,
terminal care. If the family’s away, then they have to travel.
GLORIA GUTMAN: But the huge issue is that case that came to light recently of the woman who was a nurse [Margot Bentley]
and who had what she thought written down, an advance directive and then there was not agreement with the care facility
and they kept her alive. And her kids were begging for her to be allowed to die with dignity. So there are a lot of issues. And
I’ve asked the question a number of times about whether or not, and how people with dementia are cared for in palliative
care units. So what I’m saying is what I’ve been hearing that in fact it’s very difficult. And you have staff who are not trained
for that kind of care.
[BCHPCA NOTE: Margot Bentley wrote and signed a “living will” before the Legislature of British Columbia amendments to
the Health Care (Consent) and Care Facility (Admission) Act, [RSBC 1996] Chapter 181 came into effect on September 1,
2011. The living will was not recognized under this amended legislation.]
COMMENTOR 2 [Donalda Carson]: It’s just if they’re mobile. If they’re mobile, it creates all sorts of problems because they
can be wandering into other rooms where you have families sitting in the last hours or even moments with someone. Plus we
don’t have the systems they have in long-term care to alert staff that someone’s gone out the door or this type of thing, so …
But we do take people with dementia provided they’re at that stage where they’re not able to be up and around on their own.
Because we want to take them.
GLORIA GUTMAN: But it’s safety and security.

JAN MOREAU: So I think we’ll move to the pediatric perspective and then you can talk about how you begin to engage
families in the conversation.
CAMARA VAN BREEMAN: Well actually there’s a lot of similarities in what we’re talking about in terms of engaging families in
… “Children don’t die” is sort of our society’s perspective. But that isn’t true. And I think when we have children that actually
have a diagnosis like cancer, there’s again, there’s a division of saying “There’s no more treatment.” And as palliative care
people, we know we can enter into those conversations. It’s difficult but we can sort of offer something in terms of pain and
symptom management.
Most of the pediatric population that we see in palliative care however have progressive illness over years and years and
years. And so actually very similar to some of the population concerns that you guys deal with in geriatrics. And what I think
is, I think from what we’ve learned in pediatric care that’s been really helpful is how do you build relationship and provide
something to these families that makes sense for them so you can enter into those conversations. Because it isn’t about just
decline all the time [for the patient]. It’s sometimes decline and then a little bit of wellness and then some more decline.
Pediatrics has some very complex differences in that they’re not, they’re developing, they have different age ranges. We see
kids that are progressing and they’re having delay but they’re growing up and they need different equipment because they’ve
grown two feet and need a different chair. So there’s some things like that.
But one of the terms we use a lot in pediatric care is “Hoping for the best; planning for the worst.” And so entering into those
conversations with families to say “You know last year you were in hospital six times in ICU [intensive care unit] with your
child. And I know you’re hoping to get to this next thing but what is it, how’s your quality of life? How’s this like? And how do
we help plan for the next thing? Do we do IV [intravenous] antibiotics the next time or do we not? Do we add in morphine
because we see that they’re struggling breathing and their lungs aren’t as good or do we wait? What are the other things we
can add in?” And so how do you build that relationship so that you can come and talk about those planning opportunities?
KERRY KEATS: We’re very fortunate I think. Often it’s a bit of a holistic approach that in entering into the conversation just
doesn’t start with advance directive discussions. And we use what is called the PEST model which is an acronym for we talk
about the physical [P], emotional [E], spiritual, social [S] and trajectory [T]. And when you couch it in a holistic way, it takes
some of the burden away in that our practice is that when we meet with families, we always suggest that we’ll bring up
trajectory as part of the discussion, just as we would talk about anything else. Even if it just means to see “Where are you?
How do you feel about that? Have you noticed any changes?”
And part of it is introducing the topic so the parents, if they end up in emerg, someone has already talked about something
with them, even if it’s a bit … They don’t have to have the answer, but we’re willing to ask a question that they can think about.
And I think that helps to educate even it’s … It can be uncomfortable for the most part if it’s put in the context of a holistic
approach, they can then know that. And if they have any questions if they end up in emerg, they know they can call so it won’t
be such a frightening … those words are scary and what does that mean. So we’ve been very lucky in being able to talk to
families about that.
JAN MOREAU: In your current roles, in the current and potential roles of pediatric and geriatric specialists, how do you see the
role of engaging and educating families of healthy children and healthy adults and their loved ones about death and dying? I
know we have a lot of challenges with people who are ill.

JANET KUSHNER-KOW: I think our feeling is that the family physician is key to starting that conversation. We’ve, there’s been
some efforts to talk to people like for instance, the nephrologists in the kidney clinic or the COPD clinic in getting the social
workers and clinicians there to talk about advance care planning. That’s certainly part of it. But if we don’t get the GP’s
[general practitioners] who know these people the best engaged and give them the skills to talk about this, I don’t think we’re
going to get too far. It needs to happen fairly early. By the time they show up in the hospital with their delirium and the
dementia’s progressed so far, it’s really hard. You feel like you’re just pushing that huge rock up the hill, trying to get everyone
on the same page. That’s my impression.
LILIAN HUNG: I agree. And I see there’s a huge gap. In Providence [Health Care], the palliative team does a lot of education
work. And there’s an app that they developed. And they do lots of different type education to help physicians, clinicians in our
discipline to help families. They have little cards or an app that helps people how to have those conversations with a family
member to do advance care planning.
But I see a huge gap in residential care. Because in residential care, there’s … they don’t have the same kind of resources.
There’s no clinical nurse educator there to help. They don’t even know there’s the website, the VirtualHospice. And they
wouldn’t know there’s an app. There’s no connection to those educations and there’s no resources to support. We have a
large number of people that they die in residential care. But these are the people that they, the nurses … we have a lot of
LPNs [licenced practical nurses] and the training that they have working in residential care, it’s limited in hospice palliative
care, end-of-life care. So I see that’s a really big need for support, in having tools and resources to help.
JANET KUSHNER-KOW: We do have that really good book. That “My Voice” talks about agreements and that sort of thing. It’s
not getting out to enough people, I think. And there’s online versions. We just need to keep spreading the word.
KERRY KEATS: I’ve often thought that the campaign for organ donation is such an opportunity. Because essentially, if
someone makes a decision to donate their organs, they’re talking about their end of life. And that campaign has been so
successful in opening a discussion that I think in some ways if there can be something shouldering that. Because that’s with
the healthy population. It’s something people can relate to. It’s what they put on their driver’s licence. It’s what they say. And I
think there’s missed opportunities in partnering with other ways of framing what that means, thinking about what your end of
life is. And looking at it from a healthy person, how can we engage people in a way that hits a population. And I thing organ
donation has been successful, so what model did they use and how can you put forth things like that? Anyways, that’s …
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: I think that’s a really good idea. I just wanted to let this group
know, because we just discussed it in the last group, that on Vancouver Island, the Federation of Vancouver Island Hospices
have taken on a contract with the health authority to disseminate information around advance care planning. And how we do
that is different for/from each hospice to hospice. But we have a website – advancecareplanning.vi I think it is. And it’s out of
the Comox Hospice. Each of the websites for each of the hospices has links to that.
And we also, many of us have speakers bureaus or volunteers who go out and talk to groups such as chambers of commerce,
school boards, younger groups so that we can get them before they actually have the health need. And talk to them about the
need at that point. And it’s an introduction to hospice so it serves two purposes for us.
And I’d just like to ask Gloria again about the LGBT piece of it because I work in a very senior community in Parksville|
Qualicum. And I know that there’s probably a lot of gay people in the community who would like to come out to an

information forum. And how do you engage them if they’re uncomfortable about making it known in small communities. I’d
like to learn more about that.
GLORIA GUTMAN: Well that’s our view that there are some who will come out. And CBC [Vancouver] just did the “Gay and
Grey” thing.
COMMENTOR 1 [Lynn Wood]: Gay and Gray?” That’s cool.
GLORIA GUTMAN: “Gay and Grey” And they had it at the Fountainhead Pub on [Davie Street] downtown [in Vancouver]. And it
was a huge turnout. And I was amazed at how many people actually stood up and talked about their concerns about late life
issues. So obviously it’s penetrating the psyche of that community. And I think that there are others who are not wishing to be
quite a public but that’s the whole purpose. Our project will end up with a secure website where people can chat with each
other and form community.
And so the question we were asked by people who don’t know that community, sort of said, well most old, when you’re talking
about old people, you’re talking about a group that are the fastest-growing users of the Internet but still there’s lots of them
that don’t. Well as my friend Brian said to me [Brian DeVries, Co-Primary Investigator], he says “Well one of the things the gay
community are good at is using the Internet.” But he says “Gay men.” We don’t know about lesbians or trans, whether they
have the same skills in accessing. So when you talk about opening conversations and about websites and our government is
in the Ministry of Health in the Seniors Division putting a lot of money and effort into websites. But you have to remember that
not everybody is computer literate. And so your point is well taken. How do we reach those who aren’t and/or how do you
reach the ethnic community?
COMMENTOR 1 [Lynn Wood]: So would your project come out to a small community such as where I live and do a forum or
something? Is that within the scope of what you’re doing?
GLORIA GUTMAN: Well, what we can do is invite your people to come. Because the forum will probably be in downtown
Vancouver. But we are, we have been alerted – several people have said to us “What about those who are on the Gulf Islands
or on the Islands?” So that would probably be stage two of the project. But let’s keep in touch on that.
COMMENTOR 1 [Lynn Wood]: Okay. That sounds good.
JANET KUSHNER-KOW: I think the demographic shift is really going to be very interesting. The first Baby Boomers are hitting
70 [years of age]. It’s a huge bulge of people we’re going to have. And they’re a totally different generation than the
generation that are 70 to 90 [years of age] at the present time. And another point is that dementias and cognitive impairment
hit older people almost very markedly. So you’ve got this whole bulge of people who we’ve never dealt with, these types of
folks. Their skills, their attitudes are different. How their family structures are different. Their children, their whatever. And
then they are going to have cognitive impairment and all these chronic diseases and end-of-life issues. And there’s a lot of
them. And we don’t, we’re not very well prepared. Canada’s not very forward thinking in this sort of thing. I think we’re a bit
behind other Western countries unfortunately.
So I think we’re all learning how we’re going to adapt to this Baby Boom – the Grey Tsunami if that’s not too offensive.
COMMENTOR 3 [Don Morris, Death Café Victoria]: Not prepared in what way?

JANET KUSHNER-KOW: We, because what we do right now in seniors care is, I see a lot of gaps. And we often end up with
Cadillac services for certain people and not addressing some of the fundamental determinants of health in older people.
Because we sort of take, oh there’s a family, there’s an older person. Let’s address their needs. We’ll put a whole bunch of
services in. Maybe this, maybe that. That’s paid for, that’s not paid for. The family can take care of the rest. That works okay
on a small scale. But then when you’ve got millions and millions of people with the same issues, then things start to fall apart
very quickly. And what are we going to pay for? We can’t pay for Cadillac service for everyone. Not everyone can die in a
hospice. And how about palliative care at home? How are we actually going to make that fiscally practical for most people?
LILIAN HUNG: And I think engagement is another big piece. And compared to the UK, the UK they do a lot of work in engaging
people with dementia to try to understand their needs. And they will have different projects. And here, it’s not so much, in
here in Canada and BC. Maybe in Toronto they’re starting to do a little bit, but we certainly are behind.
COMMENTOR: Manpower for one.
JAN MOREAU: Well segue a little bit into the next topic. And it’s, I think I’ll combine the last two questions so we can open it
up a bit more for discussion. But to share your perspective on the potential for both geriatric interest groups and pediatric
specialties to partner with hospice palliative care organizations to promote advocacy and to promote public conversations
around death, dying and advance care planning. Do you want to start?
CAMARA VAN BREEMAN: I was just going to say that I think one of the frustrations we have within our system is how we define
palliative care and who fits in it and when do you get services and when you don’t. And I know with the fact that we actually
are helping children with chronic difficult diseases last longer, live longer with more and more technology and then they
graduate from our system at 19 [years of age] and go into the adult system. What families talk about is there’s just absolutely
this dropping off point where there’s no service. And we’ve had, depending on which health authority they’re in, even a child
who has muscular dystrophy that has a very poor prognosis – trach[eotomy] and vented – will not fit our services, will not
receive palliative care.
And so this message to families around, this is what you get if you have this condition and this is what you don’t get if you
have this, is really, really difficult. And I think the conversation and the partnering has to open up. And I know it’s a resource
issue. But how do we actually provide care – better care – across the spectrum of illness, a progressive illness, and help
families find their way in making decisions that make the best sense for their quality of life where they’re living and ... They’re
difficult choices but journeying with them.
And one of the things we often will say is well the family needs to self-identify almost when they need service. But we know
that families don’t want to think about their child’s dying or their own dying. And so how do you actually, how does that work
then? If we don’t have health providers journeying with them, to then say this is, these are some choices and here are some
services that might help, families can’t necessarily do that on their own. So those partnerships I think are really, really
important. And it’s not just about “I know a kid and can you see them?” It’s a system. We need to build a system that makes
sense for, as we said, this increasing need in all age groups.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: And that’s where hospice can come in. Do a sales pitch but you’re
talking about how expensive the system is, we can be part of the team. We bring volunteers and value-added to the health

care system, so we don’t do all of the piece. We don’t do the clinical piece or the medical piece of it. But we can do the
psycho-social piece of it. [I was finished.] That’s where hospice can come in. The psychosocial piece in support of the team.
COMMENTOR 4 [Louisa Sanchez, Prince Rupert and District Hospice Society: I’m just wondering. In terms of, and this is a
question, do you meet with the people that are giving, the [government] ministries? Do you meet with them quite often? Or
especially the MLAs [Members of the Legislative Assembly] or something like that to talk about the deficiencies that are here
in BC? Do you at any time?
CAMARA VAN BREEMAN: Well for pediatrics, it’s difficult, especially in that transition phase. Because they go from Ministry
of Children and Families to Ministry of Health. And I find those two ministries don’t talk to each other at all. And so it is …
COMMENTOR 4 [Louisa Sanchez]: A problem.
CAMARA VAN BREEMAN: Yeah. And I don’t know how to answer that. I think clinicians are typically fairly separated from the
political decision makers. And that is a, that’s not a skill clinicians usually come with. We’re not trained to do that work. And
it’s not – we probably should be. And where we get to the table, I don’t know the answer to that.
KERRY KEATS: I think part of my observation in pediatrics, and like Camara was saying, is the idea that we actually have a lot
in common with the adult community is that in the future is that shared common language. The idea that the adult model of
what hospice is and the pediatric model of being different, really ultimately at the end of the day should be the same.
Because whether you’re switching health authority or the Ministry of Health or the Ministry of Children, part of the disservice
we’re doing to families is not having the same definition. And you can’t then fundamentally create an infrastructure if it’s not
the same. And so I think, in the future my hope would be is that collectively, as community organizations come together, that
one unified definition would then help drive some of the funding differently. That’s …
COMMENTOR 4 [Louisa Sanchez]: The thing that’s a problem – we’re working in silos.
KERRY KEATS: Yeah.
COMMENTOR 4 [Louisa Sanchez]: The same thing I education. I think that … I’m in education. So I understand when … but
what’s happening not only in education and obviously in health, there are siloes. The right hand doesn’t know what the left
hand is doing. And until we come to have a system that’s working and working together as a team, it’s not going to happen.
I’m so frustrated when it comes to things like this because … I know you all mean well. But sometimes I don’t think the
people at the top understand what’s going on. The system sucks.
COMMENTOR: They’re here tomorrow morning [politicians] if you look at your schedule. [laughter]
COMMENTOR 5 [Christy Linder, Comox Valley Hospice Society]: So just what was being said right now in terms of the
splintering, what happens using pediatrics as an example but we certainly see it in terms of what’s going on with seniors as
well as switching ministries and the ministries that don’t talk to each other. There was something created many years ago
when it was dealing with injuries and injury prevention. And it was all siloed in all the various different ministries for many,
many years.

And probably about fifteen years ago or now, or so now, they, what was developed was something called the Office of Injury
Prevention. And it allowed for groups and organizations and ministries and what not to be talking laterally and working
together in that way. And it was the way in which they were able to start looking at addressing injury prevention from all the
different aspects.
And I’m, knowing what was said a little bit earlier about the provincial government and coming together as a group rather
than being splintered and what not, if we were to take a look at the idea of creating something like that as well, asking for
something like that that allowed for the speaking across ministries and with the different organizations that there might be a
way. And all of us are all part of organizations that do cross the spectrum. And so is there a way that we could actually
advocate for something like that and then have something that did cross ministries and certainly did address the issues on
the continuum of the life span?
JANET KUSHNER-KOW: I think if we don’t collaborate we’re not going to get anywhere. We work for a group – although there’s
going to be a lot of seniors, the ones that are frail are really struggling. They don’t, they can’t advocate for themselves very
effectively. They’re struggling with their day to day lives. Their families are struggling with supporting them. We don’t see that
same political push from them because they’re so caught up in their issues.
So, and then there’s not a lot of us out there working on, and we’re all in this sort of long-term care, community services, end
of life, hospice palliative care, geriatrics. So we’ve, and there’s not many of us. There’s twenty-five geriatricians in the whole
province, which everyone’s shocked about. These sort of things. And we’re busy with our clinical practice.
But if we don’t get all of these people that are basically talking about different parts of the elephant, if we don’t get them in
the same room and talking to the government, no one else is going to be able to advocate for these people. Because by the
time they get to that, where the system sucks, they’re just, they’re just struggling to keep their heads above water and we
have to be saying, “These people are struggling, struggling, struggling.” So yes, we need to find some way of talking across
our siloes, we really do.
JAN MOREAU: Now I, recently on the news there was something on a national strategy for patients with Alzheimer’s. They’re
actually – I pricked up when I heard it – and it makes me think we could look at a similar approach. And it’s a shared issue.
So if they’re looking at a national strategy for Alzheimer’s, we could look at dovetailing or combining or collaborating in
regards to advance care planning.
JANET KUSHNER-KOW: And maybe shifting their focus because a lot of what came out of that was, “Well, we’re going to cure
Alzheimer's disease” which I thought was the, was really the wrong way to go about it.
JAN MOREAU: And maybe not picking one disease but looking at the person more holistically.
JANET KUSHNER-KOW: Yeah. It’s a lot more complex than just curing Alzheimer’s disease.
COMMENTOR 1 [Lynn Turner, Oceanside Hospice Society]: It’s the fight again. It’s the fight against the disease. The medical
model.

GLORIA GUTMAN: It’s interesting that I was just at a meeting of the Advisory Committee for the Institute on Aging. The CIHR
[Canadian Institutes of Health Research] Institute. And what we’re seeing more and more, the Institutes are starting to come
together and to partner. And so that’s a group that we want to be involved with and to get some words to.
There’s also what’s known as TVN which stands for Technology Evaluation of the Elderly but in fact is a group. It’s a National
Centre of Excellence that focuses on end-of-life issues. [Former Senator] Sharon Carstairs was the champion. She had just
stepped down as of yesterday morning. But that group is quite interested in end-of-life issues and that’s one, another one to
sort of watch and to partner with.
But more than anything, we’ve got umpteen organizations. We’ve got the Gerontological Society, we’ve got the geriatrics,
we’ve got various disease groups. And whether it’s arthritis or Alzheimer’s or whatever, the odds are the clients are going to
be older people. And so we need to get them together because at the moment we’re all competing against each other for
public attention and for public dollars.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: And public funds.
GLORIA GUTMAN: Yeah. And the thing is that numerically if you come together, you’re very powerful. But if you’re fighting
each other, we’re never going to get anywhere. And the Alzheimer’s Society were very clever because in fact with the “Rising
Tide” strategy and so on, they have managed to paint the blackest possible picture which does capture attention. And I spent
half my life talking about the fact that it is not a tsunami, that in actual fact we can afford to give quality care because not
everybody’s going to get sick at the same time. And they’re not all going to die at the same time. So the numbers are
manageable if we use our brains.
And in terms of projecting how many beds we’re going to need for hospice, you want to think about the fact that you’re going
to have “x” percent of people who will know that they’re going to die. There are others who are going to die suddenly. So
they’re not all going to end up in your beds. So you have to think about, sometimes you want to paint the picture that yes, they
are all going to end up, or you’d like them to all end up in your beds, but other times that’s not the reality.
JAN MOREAU: Any other comments or questions?
COMMENTOR 6 [Karen MacKay, Central Okanagan Hospice Society]: This is directed at the two representatives from Canuck
Place. One of the conversations that comes up in the Okanagan a fair bit is this desire for a children’s hospice and the need
for a children’s hospice and the heart that goes into it. And so the question that I have for you is how much of what you do is
with more, because you’ve been speaking a lot of the longer term degenerative illnesses that affect children that really are
quite similar to aging where you don’t know how long it’s going to be and so you need to provide care for quite some time.
And how much of it is more of what really we deem to be more the hospice side of it which is the “We know what’s going on
and we have a fairly good idea of how long it is.” I’d just like to know that for personal interest.
CAMARA VAN BREEMAN: So the philosophy which we follow has actually come from the UK and the idea of hospice palliative
care, the tenets around it are that it is end-of-life care. It is about providing respite to families and that families require short
breaks and breaks from the caregiving role. And that it is a holistic total approach to care around family. And so in building
Canuck Place, it very much is about having that opportunity to get to know families through respite, giving them a break.

When we actually looked at how we booked our respite, I think it was in 2010, although we said 50% of our beds were filled
with respite, when we actually looked back on it, there was, those, only 10% were pure respite meaning it was a break. The
other majority of the time was pain and symptom management. So I think we sometimes say, “Oh it’s hospice care and that’s
the end of life.” And these kids are living a long time and they have progressive and neurologically, neurological changes.
Pain syndromes. A whole bunch of things that actually require a clinical team that can do all of those things. So the
admissions to hospice are pain and symptom management, end-of-life care and respite.
I think the other thing that we’ve seen in the last ten years and Kerry can add to this is that we really do a lot of outpatient
support for families because we are such a small specialty and there isn’t a lot of kids on our program compared to adult
care, that being able to be available to providers anywhere they are – in the Okanagan, wherever. So providers – and to
families and provide that consultative service has really been such a growing need. We would like to keep people in their
communities. I don’t know if you need a hospice to do that. It’s very expensive care – hospice in terms of how pediatrics
defines it – it’s very expensive care. It’s … families do need respite. They do need respite. They do need breaks and they need
access to a consultative team. I would say that would be really the, for BC and for our population.
COMMENTOR 6: Okay. Thank you.
KERRY KEATS: I moved from California and I was working in pediatric hospice and palliative care. The definitions were slightly
different in that hospice there didn’t mean a free-standing building. We provided care in families’ homes as the model. We
were an umbrella under an adult hospice and we had a 150 mile radius. Provided consultation. And so I have to say coming
from both models now that it is possibly to certainly provide services within the realm of peoples’ communities. It’s just
finding the clinicians who would like to do that kind of work and be there. Because I think also the reality is that once you’re
exposed in the community from the hospitals and build relationships, we get referrals a bit earlier. Before children might
have come into the hospice and died rather quickly which is what some of you guys see with a later referral. But we do,
through the relationships over many, many years people have built, you do get referrals earlier than have been before we do
have the opportunity sometimes. So/but we do find that we do extubations and more acute care too, so …
CAMARA VAN BREEMAN: I think the idea of, like Kerry said, it’s not the building. It is the approach to care and we need to
really, I think, expand that idea of it isn’t a place. It is a perspective of care and we all as providers need to do that. The
cardiac, I think one of the things we’ve done is work with cardiology and oncology saying “You can still have a palliative
approach to care and offer a surgery. But we need to look at what is the quality of life for this child from this point to this
point. Are we still going to do that?” And so that’s our biggest challenge actually is to infuse that palliative approach across
settings so that families, we’re speaking the same language. We’re giving families opportunity to reflect on what are
important for them and their child.
KERRY KEATS: It’s a philosophy of care, not an option of care. So it is true, what she’s saying that.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: I’m really glad you said that because that’s what my next comment
was going to be that we have a hospice on the Island [Vancouver Island] that’s of an outreach nature. We don’t actually have
beds in our hospice so we encourage people not to think of hospice as a place where you go but rather, we’ll come out to you
in the community. And perhaps our first point of contact will be [an] equipment loan for activities of daily living to remain the
same, or a hospital bed or something. Perhaps it will be a contact with the family or the respite. But it’s certainly not about
the building or the place.

JAN MOREAU: Do people want to add anything else? Otherwise I want to thank everyone for participating and I’d like to thank
very much our panel of experts in sharing different ways and opening the conversation and being with families. And I think
there was some good information here about strengthening ourselves and “My Voice” through collaborating and maybe even
in integrating having partnerships with many different organizations. Thank you. [applause]

 Canadian Virtual Hospice
http://www.virtualhospice.ca
 Vancouver Island Federation of Hospices, Advance Care Planning
http://www.advancecareplanning.vi
 LGBT End-of-Life Conversations
Simon Fraser University, Gerontology Research Centre
http://www.sfu.ca/gerontology.html
http://www.sfu.ca/lgbteol
[Launched March 2005]
 Gay and Grey Series, CBC Radio Vancouver
http://www.cbc.ca/news/canada/british-columbia/on-the-coast-presents-its-gay-and-grey-series-1.2573455
 Institute of Aging
Canadian Institutes of Health Research
http://www.cihr-irsc.gc.ca/e/8671.html
 Technology Evaluation in the Elderly Network
http://www.tvn-nce.ca
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LORRAINE GERARD, BCHPCA Executive Director: We’re ready to move into content for today. Today we’re going to start with
Political Conversations. Those would be where we’re using “political” in a bit of a broad term to talk about public leaders,
people of influence, how to build relationships and partnerships to advance responsive quality care in BC. It amazes me that
how often I’m talking to someone and you can talk about the big picture of hospice palliative care across the province and
what happens is, the conversation ends up talking about somebody’s mother, somebody’s spouse, somebody’s child. I keep
reminding myself – I’m going to be speaking to a group of very influential people – the important piece for us is to talk about
the fact that it’s all so relevant to every one of us.
You probably know that I used to work with the Kidney Foundation before I came to the BCHPA and many of the times that I
would present, I would say, now in a group like this, “If you’re comfortable to let me know, does anybody here have
compromised kidney function?” You might get one or two people putting up their hand. When I first did that, one of my staff
said, “Well, what if nobody puts up their hand? You’ve got nothing to say?” I said, “No, no. That’s just question number one.”
I’d say, “How about if anyone has diabetes?” In a room this size, you’re going to get some people. “And how many of you
might have high bold pressure?” Now you’ve got a third of the room with their hands in the air. Now we’ve got something to
talk about. Kidney disease has a relatively small incident rate from the greater population. But if we go back to Sharon
Carstairs’ quote from yesterday “You’re all going to die … now we’re going to talk about how you want to do it”, it’s not the
same about dying. We’re all going to be in there, whether we’re people of influence or we’re people working in hospice
palliative care or you’re everybody else.
So to start our public conversations, our political conversations, I’d like to introduce Mary Collins. Mary is the Director of the
Secretariat for the Healthy Living Alliance of BC, the Chair of the Chronic Disease Prevention Alliance of Canada, former
Minister of Health with the Canadian Government and a member of the Sovereign Order of St. John. Mary … [applause]
MARY COLLINS: Thank you Lorraine. It’s really great to be back here. I’m looking around the room and I’m thinking over the
last few years, I was for a period of time the liaison between the [Sovereign] Order of St. John and the Association. I came to a
number of board meetings during those years –and they were some challenging years as some of you may recall – and to

some of the conferences and conventions. It’s really heartening to know how well the association is doing now and just to
look around the room and see how all of you are working so hard throughout the province to advance issues around hospice
and palliative care.
I was delighted just talking to Ross [Sharpe, Sovereign Order of St. John] this morning to hear about the presentation of our
award yesterday [at the BCHPCA Awards]. I was part of the review committee and we were just so impressed with the quality
of the submissions and the great work that you are doing. Can I just ask for a show of hands from those of you who are
recipients of our six awards? Great. Good. I’ve already been hearing some of the stories and particularly the story around
Camp Kerry. Who’s the Camp Kerry rep here? They’re not here today? Oh what a pity because they’re wonderful stories. I’m
going to come back to that because stories are so important in advancing your issues at a provincial wide basis.
Congratulations to all of you, and also for the report [BCHPCA Hospice and Palliative Care Services Study]. I just had a
chance to kind of briefly go look at some of the highlights when I arrived this morning. I think it’s going to be a very important
part of how you can advance your case, because there’s some wonderful information there about not only the quantity of the
work that is going on throughout the province in hospice and palliative care but the quality and contribution you’re making in
volunteer time and the financial implications of that. That’s really going to be helpful.
I also want to acknowledge and recognize Dr. Margaret MacDiarmid [former BC Minister of Health]. I know Margaret is going
to be speaking a little bit later but it’s so great to see you here because talking about influencing people of influence, quite
honestly Margaret, you were the big champion around hospice and palliative care when you were serving as Minister of
Health and you did so much to advance that case and I know we’re all so grateful to you. [applause]
In fact looking at who is coming to this meeting today, well you’ve got people of influence coming, After I [talk], you’ve got
Margaret and George Abbott [another former BC Minister of Health] and other folks. That’s a very important part of moving
your case ahead.
I was going to use a PowerPoint and I’ve decided not to because it’s supposed to be a conversation and I’d like to just sort of
engage, tell you a few of my thoughts about moving ahead in terms of influencing people of influence to advance your
advocacy case. But then also hear from you. Let me just start with a couple of thoughts.
First of all, the important things as you think about moving ahead on your advocacy agenda are to build your case. I think
you’ve got all the pieces of that around, whether the survey and at a local level, there’s the story of what you’re doing. But you
have to have a really good case for what it is that you’re trying to advance. As I look at the priorities of the Association, which
I’m assuming reflect the priorities of the individual organizations as well, it is to ensure equitable and access to quality
hospice and palliative care. Although it’s indicated in the survey, there’s a lot more activity around providing palliative care
support. There’s still a big gap in terms of providing the actual hospice spaces throughout this province. That’s obviously a
big area.
Then obviously to promote advance planning and I know another of your goals is to actually have a registry that’s a very
specific project which when I think about it doesn’t seem all that difficult to do. We have registries of, all kinds of registries
now and with the technology you think that would be something you really could do. But you need to build that case.
Then you need to tell the stories. If there’s anything has an impact, whether it’s on the general public or whether it’s
politicians, it’s the stories. The statistics are great – the bureaucrats like the statistics – but the politicians like the stories

because after all, they’re representing people. I’m sure you’ve got hundreds of stories because you know whether its stories
like from Camp Kerry – the impact that that’s had on young people – or in the hospice how you’ve been able to help families
and individuals through end of life in a dignified and supportive manner. Those are wonderful stories.
I always compare the impact that children have. When you look at Children’s Hospital, how amazing they are at being able to
fundraise and the wonderful stories that they are able to convey. Everybody kind of grabs on to stories around children. But
you’ve got stories about grandmas and grandpas and, but that next generation down, to help them be aware that they want to
be able to help their grandmas and grandpas, their mothers and fathers to have a dignified and supportive end of life. There’s
some wonderful stories that I know you can tell.
I just wanted to relay one story. When I was an elected Member of Parliament – it was before I was a Minister actually at the
federal level – I was thinking about the influence that one person can have. One day at my constituency office – and I
represented the North Shore and up the Whistler, Squamish, Pemberton area. This woman came to my office and she had
recently had a child and the child had been ill and had to stay in hospital for, it was well over six months. So she had gone
back to work in the interim. But the way that the then maternity benefits were organized under Employment Insurance did not
allow her to postpone getting the benefit. She had to take it and she couldn’t take it at the time that she had the child. She
was really losing out on a good six months and she felt that was unfair. I thought it was unfair too. It seemed like a pretty
logical thing that you should be able to get your maternity benefits at the time you have the child, and you have to care for the
child in your own home.
I was able to take that story back to my colleagues in Ottawa and with our BC caucus and the then Minister of Employment,
and actually put forward a private member’s bill. Before the private member’s bill even got debated, I was able to persuade
the then Minister to change the Act so that in fact you now can begin your maternity benefits at the time that you are with your
child. I always think of that. That was one person and the story that influenced … and I, around fairness and access. Never
underestimate that power of individuals to tell their stories and to be able to change policies and change practice as well.
Telling the stories is a really important part of any kind of advocacy campaign that you want to go on with.
I think the third thing is to really think hard about how you align your asks with the priorities of those to whom you are asking.
It may be in many cases you’re working at the local level and you’re talking to local governments or you’re talking to your
health authority. You have to be pretty knowledgeable about what their priorities are, what their views are and do your
homework and understand where they’re coming from when you go and talk to them. It maybe that you’re taking an issue that
they’re not familiar with or they haven’t supported in the past. You have to find some of those hot button sensitive points that
you can bring them around.
Then of course particularly when you’re dealing either at a provincial or a federal level with governments, it’s so important to
be able to show how your ask aligns with their broader agenda. This can be quite challenging because ordinarily in advocacy,
you not only talk to whatever party will be in power in government, but you also talk to the Opposition. Because you never
know, from time to time, who’s going to be in power and also Opposition parties can be very effective in bringing issues to the
table as well. You have to be careful you don’t have two different stories. But you can find ways of aligning with whichever
party, the Green Party or the NDP or the Liberals – whomever – the Conservatives. Find ways to speak to their priorities and
speak to their issues as well.
Then of course you need a really good implementation plan and most, if you get to the point where you’re actually asking for
money, you’re asking for legislative change, people want to know “Okay, what are you actually going to do? How are you

going to do it?” It’s all very well to come and say, “We want, we need $5 million for improving hospice care and building new
hospices.” But you have to be quite diligent about what you would actually do, how you would do it, and what that money
would be used for. Sometimes that can be challenging.
If you look at a provincial level organization, there will be lots of I’m sure competing demands among your own members if
you’re … what should your priorities be, where should there be new facilities or new support. Even among your priorities,
should more support be going to building infrastructure and actual hospice facilities or to services for those who need the
palliative care and hospice support? You have to come to agreement among yourselves either both at a local level and at a
provincial level about what those priorities would be. Make sure that you have the case.
In the old days, the way that you kind of did advocacy, and I’m sure many of us around this room have done that a lot and it
still is important, but it was direct contact. You tried to get a meeting with the decision maker. You know they’ve got a
gazillion meetings. Margaret [McDiarmid] certainly knows that. You go to their staff and you try to get someone that you know
that may know that person and could help you get the meeting. Then you finally get the meeting and you need – you’ve got 30
minutes to present your case – so you need to have a very solid case, a very solid message and make sure you maximize that
opportunity. That’s still an important part of influencing people, is that face to face opportunity.
Not only with the elected politicians but I always think it’s so important to think about the staff who work with elected
politicians. They are also very important. To make sure you develop the relationships and have good relationships with the
political staff, and of course with the public service in whatever departments that you’re dealing with, whether it’s Health or
Social Services. Because again, if you don’t have their support, that can be a big barrier. Having their support can really help
to facilitate the asks that you have. You need to think of all those different levels.
Then of course in your own communities across the province, the community leaders. Look at how you can as your local
association if you’re wanting to make an ask and working with the Province, have some influential community leaders who
may not be working with you all the time but are sympathetic to your goals who could help you in your meetings, whether it’s
with your mayor or whether it’s at your provincial MLA and can facilitate those as well.
Then of course many organizations, and I’m sure Lorraine was familiar with this in her previous roles as well, they do things
like MLA breakfasts or events in Victoria where they try to bring as many of the MLAs together and put forward the case. I
think the Association has done that. Those have to be very carefully done because you don’t want to go to all that work and
have nobody show up. Again you have to really work at getting people out to those events if you want to invest the time and
money in doing it. Personally, I don’t think it’s the major part of the advocacy work but it can be very helpful and supportive if
you have the time and resources for it.
You need to find your allies and your champions at all levels and not only in the public sector but increasingly I think at all
levels, we’re looking at improving our partnerships with the private sector as well. I know for some folks this is a bit of an
anathema. But it’s kind of the reality. Increasingly many private sector organizations are becoming much more involved,
whether it’s with NGOs or philanthropic organizations. Not only with just providing money but being more actively involved in
supporting activities. I’m sure at the local level, you kind of know that. But that is opportunities, not only to help you with your
fund-raising but also to help you with influencing the broader asks and that’s really important.
As you start to work at looking at the decision makers you want to influence, you really need to have a background of who’s
onside and who’s not. It’s better, in my experience, to start with those who you think are onside or are sympathetic. In the

moment with our Chronic Disease Prevention Alliance of Canada, we’re meeting with our federal MPs around some our
issues. You find a vast array of differences in terms of their response. If you just go to the ones where quite honestly, you know
they’re not interested, you get discouraged and you start to think, “Oh I will never get anywhere with these issues.”
I always think it’s better to start with, start from strength, start with the folks you think have an interest in what you’re doing.
Obviously you’ve have, like Margaret MacDiarmid, you have George Abbott [former BC Ministers of Heath] in your camp, and
also get their advice about who else you might be wanting to talk to at a provincial level and who could help you with your
mission. Ask for their help. Not only ask for whatever the legislative change or the policy change or the fundraising project you
have, but also their help in how to get your message across to their colleagues and get their sense of where the challenges
will be as well. Of course you need to have those clear messages and evidence of what the impact will be of your ask.
What is sort of new, and I think you’re going to be hearing more about this later today, is the whole use of social media and
how that can be used to garner public support which then indirectly can influence decision makers as well. I’m not sure what
the evidence is. It is still so new. But if you just look at the traffic, whether it’s Twitter or some of the other social media, it is
quite amazing.
I was looking at one yesterday my son sent me about Vancouver is naming “the bird”. In addition to this being National
Mental Health Week and National Hospice and Palliative Care Week, this was also National Bird Week. [laughter] Did you
know that? Vancouver was having an online vote about the bird to be picked to represent Vancouver. I went online and voted.
It was just amazing the number of people who have become engaged in this. There’s been thousands. Who would have
thought that birds were so interesting?
I was at an event last night with the mayor and, oh Trevor Linden last night too. That was impressive [laughter] and he’s great.
We’re going to get those Canucks going. But as I was saying you may never know what may capture the public’s imagination.
Sometimes if you can come up with some idea that you can then utilize social media to provide that kind of support. Be
creative and get some young people involved too. That’s really important because they’re the ones that know about all this.
Those are some of the new ways that are important. Indeed attracting the younger demographic because for many of our
organizations, we don’t want them only to be populated by those of us of a more mature standing. [laughter]
I know again there’s many challenges to that, when you think about the Camp Kerrys and the others, young people are
concerned about the future of their families and their parents and their grandparents. Think of ways of trying to attract them
and get them involved.
Then again with the traditional media, what they love – sometimes I find this really frustrating but it’s the reality – is that they
like stories that reek of unfairness. Some of them are unfair, the stories themselves are unfair, not only the situations they
report on. Whether it’s a husband and wife being separated and in long term care, that’s always a big one that seems to get
the attention. You have to be careful with that because that can be a two-edged sword. You may have a story about unfairness
but you have to be careful that doesn’t reverberate back and somehow misrepresent what it is that you really are doing and
trying to do.
Those are both the new and the old priorities and approaches that you can be using as you influence people.

You have a great opportunity through your provincial association and the strength that it brings with the representatives of all
your local organizations to put issues on the public agenda. The excellent reports that you – now the one today – are really
going to help to document those stories.
I also think the whole issue around hospice and palliative care is really gaining momentum. I know when we’re working in the
trenches that sometimes may be hard to see. As I look back twenty years ago when I was involved politically, you hardly ever
heard of the issue. If you document where the touch points were, the Senate report was probably an important one. But most
of your organizations probably … how long has the longest one been around? Do you know? [Audience: Thirty years.] Thirty
years? When you think about when you started it was probably well, probably tough going now but it was probably tougher
going then for those who started it. Something very new and we didn’t really think about it.
I think the issue around end of life care – you increasingly see it in op-eds, in newspapers, in people talking about it. I would
say it’s an issue that is still kind of on the cusp. It’s not totally in the public face, in the public domain. But that you have a
number of people, and people of influence, in the country who are concerned about it. I think this is an important time that
you can build on that and take advantage of that to move it ahead.
Just talking about op eds, those of you who work throughout the province in your own local newspapers, that is also a really
important way of getting messages out is to write op-eds and get something in your local newspapers on a regular basis
about what you’re doing. On your local media as well. It’s hard to do it at a provincial and national level, but again, try to
make sure you do get something in newspapers and on television on a regular basis.
I think while there is still some stigma from some groups who have difficulty dealing with end of life, that is changing. It’s also
one of the challenges probably that you have as organizations. Reaching out to broader ethnic groups who may not be part of
the organizations now and help them talk about the end of life issues and help them prepare for the end of life issues.
Then finally around the advance care [planning] registry, I think that’s … and I don’t know how much work you’ve been doing
on it to date and where you’re at with it but … I would think that’s something that you should be able to move ahead if you’ve
got a case for it, you’ve got some idea of what the costs are. You already have looked at what some of the challenges may be
around privacy issues which are really challenging, difficult ones these days. But I think that is one that is potentially really
ripe and opportune to move ahead as well.
That’s kind of where I want to start off and then turn it over to you to get your feedback and questions and start the
conversation. Who’s going to start?
COMMENTOR 1: This isn’t a question but I do want to thank you for everything you’ve said this morning because it’s very
supportive of the people in this room. Sometimes when you’re out there in the toolies, working alone and trying to get through
the maze and trying to get people on side who aren’t ready for that yet, it can be very discouraging and you can be just put it
on hold. I have found what you have said today very helpful and very inspiring and I appreciate that. Thank you.
MARY COLLINS: You’re all doing such good work and you need to feel good about it, what you’re doing yourselves and in your
communities.
Terri. Nice to see you.

COMMENTOR 2: Nice to see you too Mary. I’m thrilled you’re here with us today. I guess on of the things when we all are out in
smaller communities working and we’re focused in our local communities, I’d like to hear your thoughts on – I’m trying to
figure out how to frame this – but we have issues that are relevant at a local level then we have issues that are relevant
potentially at a regional level with our individual health authorities. Then we have issues obviously that are relevant obviously
provincially with provincial government and certainly with the federal government. I guess I’d like to hear your thoughts on
addressing those different components because I have the sense that we’re always stronger if we’re all on the same page and
moving in the same direction. If you might just comment on that a little.
MARY COLLINS: I know at an individual local level, I’m assuming that you work with your local councils and other folks in your
communities. The health authority one is always challenging because it’s, they’re much bigger, and to find a champion within
the health authority who can really support you is important. But also going to the boards of health authorities, I would
certainly recommend that. Whether you get together with the other hospice associations within your local health authority
area to ask for a joint meeting. You’d obviously have to agree on what it is you want to present to them. But I know, one of the
other things is, I’m Vice-Chair of the Vancouver Police Board and we have started meetings with the Vancouver Coastal
Health Board to focus on the mental health issue. Just because we brought our two boards together, it’s had a huge impact
and really moved the issue forward. I’m a great believer if you can do something like that.
The other thing you should be thinking about, and we’ve just in the BC Health Living Alliance [are] just finishing a report
looking at the relationships of health NGOs and local governments. We’ve documented what’s going on at the moment at the
local level and what the opportunities are. I can see some particular alignment with what you folks are doing too.
Working with the BC union of Municipalities, not only working with your own local council but taking advantage of both the
regional municipal associations and we’ve got a list of all their meetings, when they meet, but finding an opportunity to
perhaps present to them. Also at UBCM at their provincial conferences that they have every year. We in fact have been talking
about doing something like a health fair at one of their conferences trying to bring the health NGOs together to have some
kind of a joint focus with the local politicians. That would be another opportunity because they certainly are very influential
and another voice that can help you in the provincial government.
COMMENTOR 2: Thank you.
COMMENTOR 3: Good Morning. You’d mentioned just an increased focus on the private sector as well and corporate. What
do you suggest as some of the advocacy efforts and the influencing change department that would be in our interest even at
a local level to rally some of that private support and include that as we’re approaching local and provincial government, and
to have them onside prior to having those conversations? Are we more, does it increase our impact if we’re a united voice
from the start?
MARY COLLINS: I would. Ordinarily I imagine you look at private sector partners for fundraising. But why not also think of
them as supporting you in your advocacy work and making it clear to them you’re not expecting them to be a volunteer and all
the time because they probably can’t put the time in. But in some influential private sector person in your community that you
may have some linkages with, and ask for … make sure they’re briefed obviously well … but to go with you on some of the key
meetings that you may have with government stakeholders or other folks as well. That can be very helpful. The same thing at
the provincial level too.

I see that George [Abbott, former BC Minister of Health] has joined us too. Another great advocate and supporter of your
goals. It’s wonderful to have you here.
COMMENTOR 4: Thank you very much for all the information that you’re giving to us. I am sure this is really going to help when
we get back home. But I have this one question that, it’s really getting to me. It’s sort of a frustration level and I’m just
wondering: is there any way that we can do away with the silos that we have at the provincial level, the local level because one
shoe doesn’t fit all. I was at an AGM the other day and I mentioned to Mr. Fassbender (current BC Minister of Education) that
it doesn’t work and he agreed with me and I thought, “Oh nice. That’s a first step.” But really, I live out in the boondocks and I
find that it seems to me when I come here and I listen to all the wonderful things that people down here are doing and is there
a way to help us along that line? The competition that seems to be happening. This money’s fighting for this one and the
other one is fighting. Where can we come together, in what way so that we could all work as a team and share the wealth.
MARY COLLINS: Are you thinking particularly within the hospice and palliative care movement?
COMMENTOR 4: Yes.
MARY COLLINS: Okay; alright. Not necessarily with the broader health community or …..?
COMMENTOR 4: That too.
MARY COLLINS: Because I think it’s important.
COMMENTOR 4: The thing of it is, we seem … and I’m not sure if it’s the numbers or something like that, but it’s very difficult.
And I’ll give you an example of what I’m talking about. I found out about the “My Voice” booklet when I went to a specialist
[physician] to find out. Now that information is there. That’s the other thing. Why are we not getting that information? Why did
I have to pick it up from there and ready for myself and distribute it and say, “Did you know about this?” I think those are
some of the things that really concerns me and I’m sure it concerns the other people too. So help me. Is there a way that you
could think to help us along this line?
MARY COLLINS: I would hope your provincial Association could help you with certainly some of that. That’s the whole idea –
to bring you together and to ensure that you are able to share resources and information and dealing with issues that are
common issues across the province. I would think the Association is going to be the main mechanism probably to deal with
that.
But you just raised a point that I also wanted to comment on, talking about silos. Another very important set of organizations
that I think you should be continuing to work with would be Doctors of BC (formerly named BC Medical Association) and the
nurses as well because they are very important partners. To bring them, making sure they’re onside with the issues that you’re
dealing with and the advocacy that you’re proposing. I know that increasingly primary care is being looked to as an area
which can provide a broader range of information to folks both about health living and I would think also around end-of-life
care and the advance planning. Opportunities to speak to and educate physicians are going to be very important and Ross
[Sharpe, Sovereign Order of St. John’s], you may have some views about that as well, I realize. And of course nurses. Next
week is “Nurses Week” and I was at an event for nurses the other night. Every week is a week! They’re such an important part
of this whole process. If you have … something like the advance care planning … to bring those organizations on side with you

and have a joint voice going forward to whoever you think might be able to implement something like that, would be
important.
COMMENTOR 5: Good morning. One of the frustrations that we have as a stand-alone hospice in Vernon is that we have our
own individual contract with Interior Health [Authority]. Kamloops [Hospice Society] has their own individual contract with
Interior Health and to a degree, we compete for funding. One of the issues that’s brought forward by local politicians and
provincial politicians is our organizations are all structured and funded very differently. One hospice in Vernon is going to be
completely different from the hospice in Kelowna and different from the hospice in Kamloops. How do we go forward with a
common voice when amongst ourselves we’re not structured in the same way. It’s very difficult.
MARY COLLINS: Do you get together with the other hospice organizations in your own health authority area?
COMMENTOR 5: We will be. Yes, so …
MARY COLLINS: I would certainly recommend that.[laughter]
COMMENTOR 5: That is something that we’re starting to go through the contracts line by line: “Why are you getting more
funding for this when we’re not?” We’re now doing that cooperatively, however, getting that through to the Health Authority
contract manager’s attention is difficult for sure. We have had meetings with the Health Authority board members, we have
had meetings with our local representatives [MLAs]. But as Donalda [Carson, BCHPCA President Elect] said a little bit earlier,
it seems as though you’re banging your head against the wall and we’re not seeing much progress.
MARY COLLINS: I would certainly suggest to work together. I realize that if one of the hospices is getting a better deal than
the others, that is very challenging. But certainly you’re … you need to think more broadly and think about how you’re going to
help each other in the broader movement across your region, across the province. So you try to lift all ships and put forward
proposals that will enable that to happen. It takes time and if your health authority is not being receptive … the other thing is
through the Association just to find out in the other health authority regions, how are they are handling it and if it is as varied
as you’re indicating, then that would be a case for the provincial Association to be working with the Ministry of Health
suggesting that there be some common approach. The problem is you don’t want it to be levelling down; you want it to be
levelling up.
COMMENTOR 5: Exactly. You have to be careful what you ask for.
MARY COLLINS: I know. You do have to be careful what you ask for. But you’re not going to get, from my point of view, you’re
not going to get anywhere if you’re all just competing with one another. I think it’s really important that you find ways to come
together and have that common voice, both at the local health authority, regional health authority level and at the provincial
level.
COMMENTOR 5: Thank you.
COMMENTOR 6: Thank you. So I’m going to broaden that conversation with Interior Health, because Interior Health itself has
a bigger problem. The three [communities] that were just spoken about are in the West Kootenays [Correction: Okanagan,
west of the West Kootenays]. While I appreciate the concern of, are we all getting fair deals, there’s the East Kootenays where
Interior Health has said “We will not support hospice. Period. We will give you no monies.” It’s the same health authority.

[Exactly. That’s kind of my face to it.] I’m a firm believer in when the tide raises, all ships raise. I’m a very firm believer in that. I
don’t want to take anything away from Kamloops, Vernon, Kelowna, however we have stats that say that whereas in BC, one
in four people will be 65 [years of age] or over by 2034, in the East Kootenays and specifically Cranbrook to Kimberly, sorry
Cranbrook to Golden, we have numbers that say that will be one in three in our region, and we get no funding.
MARY COLLINS: And you don’t have any hospice?
COMMENTOR 6: We have three hospices: one in Golden, one in Invermere and one in Cranbook/Kimberely. And none of us
get any funding. Castlegar has also been told that “You will not get funding.” [Comment from audience] Oh I’m sorry. Then
Castelgar does get it. But we don’t. And Trail, sorry … and Trail and Creston.
MARY COLLINS: Have you ever been told why that is, what the rationale for that decision is by the Health Authority?
COMMENTOR 6: Personally, I have not. Don, have you been told? History.
MARY COLLINS: So you need to change history, moving ahead.
[Inaudible comment from audience]
COMMENTOR 6: Again, I think that’s a place where yes, BCHPCA, there’s a big role I think for BCHPCA in this very particular
health authority. Because Interior [Health Authority] deals with it very differently from the other health authorities. I think
that’s an issue. But those of us in the East Kootenay, at least from myself, we don’t know how to approach that because we’re
so small by comparison. Yet we have the numbers in a different calculation. Because we don’t have the population of Coastal
or North or Fraser [Health Regions].
MARY COLLINS: I realize that. But again, that, I think, would be a great issue for the provincial Association to take up with the
Ministry of Health which might be at the bureaucratic level, certainly to begin with to find out what is the rationale. Shouldn’t
there be a provincial plan? Maybe Margaret or George can speak to this more effectively but that there’s some equity across
the province in terms of providing hospice and palliative care and the funding of it. If there isn’t, then that becomes an issue
whether you want to take it, and I wouldn’t suggest you take it public at this point, but at some point, if you never do get any
satisfaction, it is something that you can go public with.
COMMENTOR 6: Thank you, because I think that is a concern.
COMMENTOR 7: Hi. My name is Joelle Bradley and I’m a hospital physician and work in our Advance Care Planning Group in
New Westminster with Leslie Rodgers. Just recently – maybe a month ago – the Canadian Diabetes Association came out
with this really innovative thing, this declaration and constitution of patient and health care providers rights and
responsibilities for diabetes. There were eighty points in there. I was so disappointed that it was nobody’s right or
responsibility to talk about advance care planning and planning for your last chapter. So I’m thinking I need to write them a
letter. I don’t know how to, because they’re probably influential people, how to influence them. Because sometimes it seems
with chronic disease, you always talk about healthy living and how you’ll beat this thing. But none of us will beat our final
chapter. Any tips for influencing the Canadian Diabetes Association, because wouldn’t it be great if they were to embrace
advance care planning.

MARY COLLINS: That’s a really good point because again from my own work, our alliance [BC Healthy Living Alliance]
represents the chronic disease: cancer, heart and stroke, diabetes, lung [disease]. Our emphasis is on keeping people
healthy obviously. But all of those organizations are in fact dealing with people suffering from those diseases and with end of
life. I know they have an interest in end of life issues. So let me think about that. It might be something that I can raise with
our members, whether there would be an opportunity for a briefing, or for your Association to come and meet with our group
at some point to talk about some common interests as well.
I’m a great believer in – someone mentioned about silos – breaking down silos and getting people to work together
collaboratively on these kinds of issues. And obviously there are some mutual interests. There may be some competition too,
but let’s at least talk about how we can potentially work together. I am familiar with the diabetes one because I was at the
launch of it in Ottawa and that’s an interesting point, that it didn’t really include end of life issues.
COMMENTOR 2: I just wanted to respond Mary if you would let me real quickly to the issue that was raised around Interior
Health. Terri Odeneal, I’m with Vancouver Island [Federation of Hospices]. One of the things that we’ve done on Vancouver
Island, and there are a lot of people here and someone from our health authority also, is all the hospices have come together
to work with the Health Authority and really try to find the common threads that we can do that. It’s been extremely helpful
and beneficial, I think, to do that. It’s not that we don’t have differences sometimes. We have local issues that we need to
work on but then we also have regional issues and we’ve been able to do a lot around advance care planning on a regional
basis. It is possible within your local area. When you start getting from Vancouver Island to all over the province, a lot of the
times, just geographic size is different, access issues are different so I don’t know that everybody can do it all the same. The
local area stuff does work. Maybe in Interior it doesn’t work because you have more boundaries and it’s bigger so there are
more areas, but it does work.
MARY COLLINS: That’s good to hear that you’ve done that. Were there, or are there now still inequities in funding?
COMMENTOR 2: There are inequities in funding but for the first time, we were actually able to negotiate ... we’ve been
getting, we came together and said, “We want all hospices, regardless of size, regardless of how many people they serve, to
get the same amount of money” and for several years now we’ve gotten money based on year-end slippage. The first time,
what happened this year for the first time, was that we’re actually part of a core funding agreement where each hospice gets
the same amount, again regardless of size. We see that is basically, “keep the door open” kind of money. It’s not a lot of
money but for the first time, it’s coming from our health authority and it is equitable amongst all the hospices, so …
MARY COLLINS: I think that would be a great example to share with the other, with folks from other regions around the
province, of how you’ve done that.
COMMENTOR 6: What I was going to say is, I think your point is really well made about unifying and your point is really well
made about the size of the region. As Don likes to say, we’re talking about a region the size of France, for Interior [Health
Region]. We do have three distinct [sub-regions:] East Kootenay, West Kootenay and what’s the third? I’m blanking out …
Okanagan, thank you, for the Interior. And there are lots of hospices. One of our big problems I think is that Interior Health
doesn’t speak to Coastal Health, doesn’t speak to … They don’t share the documents that would be so valuable that we’ve
just discovered. Is there a way for us to actually speak to the health authorities about sharing their information with each
other, finding out what each other does? I don’t know if there’s a way that we can influence that. [laughter]

MARY COLLINS: Have we got an answer here? Good! We’re getting the conversation going. I’ve got some thoughts but would
you like to respond?
COMMENTOR 8: I’m hoping my hospice friends will back me up here. I’m from Island Health Authority. [laughter]
MARY COLLINS: Oh good.
COMMENTOR 8: I’m speaking over here to Interior Health. I think there are opportunities, absolutely, for the health
authorities to come together. Champions as you speak of. We currently have an End of Life Working Group where there are
key members from the health authority that come together to discuss issues around end-of-life care and a key contact in
Interior Health has been connecting with us to find out how are we communicating with hospices, what are we doing. I think
there is an opportunity. I am happy to take that back to the larger table and see if we can create some more linkages. There
you go.
MARY COLLINS: I would just add to that. I know that there are other tables because we’re [BC Healthy Living Alliance]
involved with several where representatives from the health authorities are coming together around issues and my
understanding is that the Ministry of Health is really encouraging this. I think this, and I don’t know that you, there must be a
contact at the Ministry of Health that you deal with. Whomever that is would be someone that you also should be talking to
just to say, “Okay, can you organize an opportunity for the Association to speak to a meeting of the health authority reps too.”
COMMENTOR 9: Thank you very much for joining us and for all the information you’re sharing with us Mary. I just really want
to take the conversation to perhaps a national level rather than other than just the provincial or regional levels. I have had the
opportunity to work on a couple of national committees around end of life and primary care and the integration of the two.
What I discovered is that there is a tremendous amount of activity and initiative and innovation in some other provinces
around end of life, hospice, palliative care, bereavement etc. I was wondering if you have any salient points to make in that
regard and also perhaps you could point us in the best direction so that we in British Columbia and BCHPCA in particular can
benefit from all the work that is being done elsewhere in Canada so that we can come together perhaps more as a country
rather than just a region or as a local municipality. Thanks.
MARY COLLINS: You do have your Canadian Association still don’t you? I don’t know how active it is. It’s very active? Okay. So
that would be the first line I would think both in terms of sharing information and advocacy at the national level. I think we
have to be realistic in recognizing that at the federal level, there isn’t a lot of funding for health. They basically say the
provinces are responsible.
But there is the FP, the Federal Provincial/Territorial Minister’s Table where they deal with issues of common concern. I don’t
know if end of life or palliative care issues have been on that table or not but that would be another way to try to get both the
bureaucratic and the political level some, looking at what are some of the common needs across the country, common
issues, if it is a fact of trying to get a national advanced registry. Would that be something that would be feasible or would be
better than each jurisdiction doing it on their own? Or what are the other common issues that should be addressed at a
national level.
COMMENTOR 9: Yes. I’m quite interested in the issues as well. I’m familiar with the Canadian Hospice Palliative Care
Association and I think that they do very good work. But what I found to date is that it is quite focused on Central Canada,
Ontario in particular, so it’s very difficult for us to translate that information into our own local environments. What I’m really

thinking is that there should be or could be or hopefully will be a way that we can understand specifically what they’re doing
from the perspective of fund-raising, from the perspective of initiatives on the ground assistance and translate that into our
environments. I don’t see that coming out of the Canadian Association as yet because it is still so focused on what
accomplishments they have undertaken or been successful in their own province, so …
MARY COLLINS: I will really suggest it’s kind of up to you folks to try to change that. Get your people onto the board or the
executive as active participants in your national Association to make sure that it does in fact take into consideration issues
from the West and the Maritime provinces as well as central Canada. It is supposed to be your Association and nobody else is
going to mandate it I’m sure to do that; you have to do it yourselves.
COMMENTOR 10: Thank you. Actually most of what I was going to say has been said. I would want to go back to the question
of silos, particularly silos between elements of the health care system. It’s a big honking system. It’s worse than herding cats.
I worked in it for enough years to know. But one of the real advantages that we have as hospice societies in individual
communities is that when we assign a volunteer to somebody at the end of life, they stay with that person through whatever
happens to them, through wherever they go.
If there is one group that can work through this morass and give advice and give direction to people who are under a lot of
stress, it is us. I think that it behooves us to turn that into an advantage when we’re talking to people like health authorities.
That is a service that we can give and it’s a value added that is really tremendous not only to the individual that we’re serving
but to the organization that’s trying to serve them. Because the health authorities are actually trying to do the best they can to
make that person’s end of life as good as possible. I think we should look on that as a positive thing and not necessarily a
negative thing.
With respect to the question of the equity, there’s a lot of inequity in the world and the simple rule is that the further away you
get from Victoria, the more money falls off the train. [laughter] By the time you get to the east, the very east, and we’re so far
east that we’re in a different time zone, there’s not that much money left. That’s why there are inequities. They’re historical
and it’s not just us. If you go up to the northeast, you’ll find pretty much the same thing. That’s why every once in a while, the
peasants get restless and say “Well the hell with it. We’re going to join Alberta.” They’ve got the oil too, so maybe we should.
[laughter] Anyway, that is a problem.
But the other, one of the advantages we now have is that there’s new technology so that distance isn’t what it used to be. We
have video conferencing, we can get together electronically. We can get our own act together and I think it behooves us to do
that. It’s one thing to complain and say, “Geez Lorraine. Go and get this for us, got and get that for us.” But the first thing we
have to do is get ourselves together and figure out what do we really need and what do we really want. Because frankly, what
works in Kelowna, might not work that well in Cranbrook or … So I don’t think we want the result of this to be a cookie cutter
that we all have to be stuck into. We want to have some flexibility but we want to have some equity as well.
MARY COLLINS: I think those are really good points Donald. Yes, it is a lot easier to talk to each other now. You can use, well
Skype even came out last week with some way that you can put ten people together on a free Skype call and use those
technologies to keep your conversations going . You’d think with that then the money shouldn’t fall off the train as it goes
east.
COMMENTOR 11: I just had a real quick comment as somebody in Kelowna. Often you hear a lot of this and I think that one of
the first things they said today is really something we all need to remember is aligning the asks to the priorities of who you are

asking. If you go to a person who is in a health authority where money is something we obviously all care a lot about and you
go and say “I need more”, they’re going to protect what they have. But if you go saying “I would like this in order to provide
care and here’s what I’m already doing and imagine what I can do with more resources”. I think it’s really important to focus
on what we do well and align our asks appropriately. I really appreciate that was one of the first things you said today. I just
wanted to make that comment.
MARY COLLINS: I would think and I haven’t read that study [BCHPCA Hospice Palliative Care Services Study] in detail yet or
some of the other work you have. But my sense is that the care you provide in the hospice movement is much less costly than
keeping people in acute care. You’ve got a great argument. There obviously are start-up costs and things that you people
have to address, but I think you’ve got a great case and again coming back to Donald’s point, your involvement of volunteers
is just amazing. Again something that people of influence like to see because they represent real people on the ground. Real
voters on the ground.
LORRAINE GERARD: I think this has been an amazing presentation and before I formally say thank you, I’ll do an electronic
introduction between you and Joelle so that you can follow up on that diabetes initiative. Just as an, so that my Board doesn’t
think they have to rewrite my job description after this [laughter], BCHPCA has actually been invited to participate in the
steering committee to implement the End of Life Action Plan [Provincial End-of-Life Care Action Plan for British Columbia]
and so that’s in the works and so we will be able to bring the membership’s concerns to the table. I think that is the route to
go and I think we’re all on the same page. We all want services to be available when we’re going to need them. And we’re all
going to need them.
On that note, I’d like to thank Mary for coming and continuing our conversation and responding so well to all of our questions
and giving us good practical information and also information from the heart. As a token of our thanks ... [gift presented].
Thank you very much. [applause]

 BC Hospice Palliative Care Association, Hospice Palliative Care Services Survey
http://bchpca.org/wp-content/uploads/BCHPCA-HPC-Survey-2013.pdf
 Sovereign Order of St. John of Jerusalem, Knights Hospitaller Vancouver Commandery
http://sosjvancouver.org
 BC Ministry of Health, Advance Care Planning
My Voice: Expressing My Wishes for Future Health Care Treatment
http://www.health.gov.bc.ca/library/publications/year/2013/MyVoice-AdvanceCarePlanningGuide.pdf
 BC Healthy Living Alliance
http://www.bchealthyliving.ca
 Provincial End-of-Life Care Action Plan for British Columbia
http://www.health.gov.bc.ca/library/publications/year/2013/end-of-life-care-action-plan.pdf
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current state of public conversations on death and dying, and planning for care and the paths to opening these
conversations
 the current and potential role of hospice palliative care organizations in engaging and educating the public about death
and dying, and advance care planning
 the potential for a collaborative of hospice palliative care, other health care and community organizations to promote
public and personal conversations on death, dying and advance care planning
 the potential for BCHPCA to partner with government to plan for hospice palliative care in British Columbia
DONALDA CARSON: Well I’m really pleased to introduce our roundtable expert session this morning. And I'm very excited
about the three people we have here with us who will be sharing their wisdom with all of us. And so Dr. Margaret MacDiarmid.
She’s a director of Vancouver Coastal Health [Authority. She’s the former Minister of Health for the Government of BC and
former President of the BC Medical Association. And next up is Mark Reder. He’s General Manager of Fleishman Hillard, and
it [the program] says in brackets “Public Affairs”. And also I’m happy to introduce George Abbott. Georgie, it’s great to see
you again. [laughter] We went steady for a little while on behalf of the Prince George Hospice Society when he was [BC]
Minister of Health. And I have to tell you he has a great sense of humour. He’s a good sport. And he was very helpful with us in
our early stages. And he’s a partner in Circle Square Solutions.
We do have a list of questions to ask, but it’s been their choice to change that a bit and give you a short introduction or short
statement and then take questions and answers. So I’ll pass the mic to Margaret MacDiarmid.
MARGARET MACDIARMID: Now I’m in control. [laughter] It was actually my idea to … I went to several of the conversations
yesterday and I think everybody, most people here, will have done that as well. And I thought given what I know about Mark
and George and myself, what might be more helpful for all of you is to be a lot less formal and to give you more opportunities

to ask questions. Mary Collins’ remarks were really, I thought, fantastic. And I could see the kinds of things people wanted to
know and I think having that kind of discussion would be useful.
Now I thought it would help if we talked a little bit about ourselves but I’m going to talk about George first so. [laughter]
That’s why I said I’m in control now. So you know now George was Minister of Health. He says I think the longest four years of
his life. [laughter] He is a great guy and does have a really good sense of humour. And he sometimes behaves very, very badly.
I’m just going to tell you that right now. [laughter] So we’ll see what happens today. But he has a depth and breadth in
government that is astonishing – way, way, way more than my meager four years. And so if you’re thinking about how to have
influence at the local level and the kinds of things you could do as well as provincially, and probably George could even
comment about federally, he’s fantastic about a lot of things but those are the kinds of questions I think he would really shine
at.
Mark Reder is a bad guy as well – behaves very badly frequently [humour]. But to be serious, Mark does this thing called
government relations which you might also know as lobbying. And for some people that’s like “Ooh. Ick.” Sorry Mark.
[laughter] But he’s really, really good at it. And one thing you might not know is a lot of the government relations firms assist
not-for-profits and assist them really effectively. So if I’m thinking about myself as a cabinet minister and some people come
in to talk to me about something, if they gotten some advice from someone in government relations, they’re often just so
more focused. They have this almost laser focus of “I’ve got a short time with this Minister. This Minister looks like she might
be having a bad day. I just saw what was written about her in four papers this morning.” [laughter] But you come there, you
know that what you’re going to talk about is really important and you really care about it. But you’ve also got, you’re really
organized and your message is really clear. And you’re going to use that half hour really effectively. And that’s what Mark is ...
He doesn’t come with people, generally speaking. But he and his associates have really helped to get people prepared for
that kind of thing. So I think if you think about the kinds of questions you might want to ask Mark.
And one of the things I thought any of us could do is talk about what we’ve seen as really effective advocacy and maybe not so
effective. And that might be useful.
And then I’m just going to talk really briefly about myself. I was an MLA [Member of the Legislative Assembly] for four years.
And then I got the silver medal in the last election [laughter]. That’s where you lose. So, and I’m now on the Board of
Vancouver Coastal Health Authority. So I’m one of the Board members. But I’m deeply, deeply interested in palliative and
end-of-life care because of my own personal experience. So the reason I actually ended up elected in the first place is
because of the end-of-life care of my father in 2000. And there were a lot of gaps. And I’m not going to tell you this story
because just like Renu [Bakshi, Friday morning keynote speaker] yesterday, I will start to cry and weep and it’s been fourteen
years now. But remember, how many people were here for the first keynote speaker yesterday? So … powerful? So what I
took away from that is what I already knew is first of all, we’re all going to die. George doesn’t like it when I say that.
GEORGE ABBOTT: No, I’ve come to accept it Margaret. [laughter]
MARGARET MACDIARMID: I was … you know [former Senator] Sharon Carstairs made that … I made that comment at our
Cabinet table one time, when I, back when I had my job. And everybody was horrified. The Cabinet, they all hated me after I
said that we were all going to die. So it’s not a popular thing to say but in fact we are all going to die. And if you have people
in your life that you love then there will be some pain and suffering because you will have losses. But what I think everybody
here knows from all the work that you do and the valuable work that you do, is sometimes there’s really unnecessary pain and

suffering. There’s pain and suffering that could have been avoided if people had done advance care planning. If people had
access to … if they’d even known about services.
So what I really took from what Renu said and it just renewed my resolve is acknowledging that we will all die, how can we get
the best for the most. And it’s really pretty simple. But then it gets really complicated – a how you use resources and all those
kinds of things. But this is my big thing. This is the reason that I went into government. I’m not in the government anymore but
I’m still really interested in trying to see how could I work with people like you and with anybody else that wants to to move
this agenda forward, and have us go farther faster. There’s already a lot of excellence, and then there’s this frustration about
if this health authority is doing this and they have these documents then why aren’t we all sharing that. So it’s how we move
that all forward.
And just one little other thing I wanted to mention. There’s something new called the [BC] Centre for Palliative Care here in
BC. How many people have heard of it? So a few. So I’m hoping that when you have your conference next year, you’re going to
know about it, it’s going to be really valuable to you. And where this came from is last year in March, the provincial
[government], when I was Minister [of Health] we announced the funding for what we were then talking about as a Centre of
Excellence for Palliative Care. And the idea was a Centre where the Government [of BC] actually provided some funding.
There would be research but again very simple goals. And it’s come along now where there is an Executive Director, Dr. Doris
Barwich. And it’s beginning to take off. But it will help us again to move forward faster and better in this area. And to gather
that information, not only provincially but nationally and internationally. And see what the best practices are and then really
drive those so that all British Columbians can have access to that. So I think that’s really exciting.
And I do want to say, I was talking with Mark and George because they haven’t been here for the, for yesterday’s part [of
Forum 2014], is that everyone that I’ve spoken with here and everyone I’ve heard ask questions, it’s so clear to me how
dedicated you are, how much you care, and what great work you’re doing. And I really, really want to thank you for that. I
sense in some cases real frustration – even though you love what you do and you’re making a difference – that you’re
frustrated with some of the inequities and some of the issues that you’re dealing with, and how do we make this better. But
you’ve got all the raw material and you’re doing fantastic work. And I really hope you go away from this two days feeling
incredibly hopeful and energized about the future of palliative and end-of-life care in the province.
So would you like to ask us questions? Okay. And I’ll just pass it [the microphone] to Mark and then to George so they can say
a little bit as well. They’re not going to say anything about me though, no, not allowed.
GEORGE ABBOTT: [To Mark Reder] You’re passing on your opportunity?
MARGARET MACDIARMID: He’s going last.
GEORGE ABBOTT: Oh you’ll go last. Oh you just want to correct any of the misimpressions I may leave during my comments.
First of all, thank you for the opportunity to speak to you today. It’s remarkably dangerous putting a microphone in the hands
of a recovering politician [laughter] as we have difficulty putting it down. We’re always flattered when anyone’s interested in
anything we have to say as recovering politicians. [laughter] So thank you for that and thank you as Margaret said, thank you
for the work that you do. It’s hugely important and I appreciate that.
I was actually going to begin with what Margaret already stole from me which was fairly typical of her I must say and that’s the
observation that the one thing that we all have in common as human beings is that the price of having the opportunity to live

is eventually to die. We all have that in common. And I think one of the interesting points that arises from that is as we look at
the demographics of our society, the one thing that stands out is the generation that I’m a part of and a few of you – most of
you are younger than me – but a few of you are also part of that great generation of Baby Boomers, post-World War II Baby
Boomers. That’s the generation of course that began with the birth of Neil Young in 1945, officially ended with the birth of
Shania Twain in 1965. [laughter] So if you’re somewhere in that period, you are a Baby Boomer as I am. And we’re getting
smarter, we’re getting sexier, but we’re also getting older. And that has some implications for the health care system.
And I think it also has some implications – interesting implications – for your group and the opportunity you all have to work
with government over the next few years. And we could maybe talk about that demographic challenge, that demographic
opportunities. The linkage between health care costs and health and aging is not one to one. My mother is soon to be 92
years old. She lives in Kamloops. She has a 96 year old boyfriend. They dance twice a week. They are living La Vida Loca.
[laughter]. It is truly outstanding. So it’s not necessarily related but of course. [laughter]
What is related is the incidence of chronic disease is very much related to the cost of health care and in particular multiple
chronic diseases are associated with higher health care costs and as we get older the incidence of chronic disease also rises.
So there’s a challenge there and of course the last couple of years of our lives tend to be the most expensive ones from a
health care cost perspective. So you look at the trend, you look at the cost. And government’s got a big, big challenge on their
hands.
I thought being a health minister from 2005 to 2009 was tough. I can’t imagine ten years from now, twenty years from now
how tough it’s going to be because the business of government is always about the allocation of scarce resources. It’s always
about a crowded agenda. But this is going to be a big challenge and I think that you have a huge opportunity here in the world
of hospice and palliative care around partnering with government and not just provincial government but local government as
well as those governments try to meet the challenges of an aging and huge … we’re going to be 30% of the population here
over age 65 soon. It’s not going to be that long. So there’s a big, big challenge there for government. And I think your
Association can be a part of the answer to that.
A final point here. One of the things I’ve done – foolishly perhaps is I left politics – I was so desperate not to feel entirely
unengaged and unimportant, is that I started a doctoral program in political science at UVIC [University of Victoria]. And one
of the good things about doing that is I encountered an American political scientist called John Kingdon who has helped me
make sense of this absolutely crazy world of being in provincial politics for seventeen years. And that is, Kingdon looks very
carefully, and he looks at the American congressional system. But it’s all about why does the government do the things that
they do when they do them. Because sometimes people are absolutely puzzled at, they’ll get the cold shoulder from
government for ten or fifteen years, and suddenly what they’re offering in terms of a policy solution is embraced by
government. And Kingdon looks at this phenomenon and does an extraordinary research around it.
But there’s some remarkable elements of that I think from your perspective in dealing with government in the next few years. I
can tell you I just did a brilliant paper – I think it was brilliant anyway [laughter] – on why, and I’m sure as this was for me one
of Margaret’s favorite times in government, why in hell did the BC Liberal government engage, embrace the harmonized sales
tax after ignoring it for twenty years, the opportunity to harmonize the sales tax for twenty years. And there’s reasons for that.
But there’s reasons, I think there’s reasons why government will be embracing the opportunity for a more fulsome partnership
with hospice and the palliative care sector in the years ahead too. So with that you can correct everything I’ve said now, okay
Mark, if you wouldn’t mind. Thank you. [laughter]

MARK REDER: Thanks George. A little intimidating to be on a panel with two former health ministers. So I’m Mark Reder. I’m
a consultant. And particularly I’m an advocate. I work for a whole group of different organizations in the private sector, but
also not for profits and associations. I’ve been doing this for about seventeen years in British Columbia, largely focused on
government affairs, advocacy, public affairs, issues management and as Margaret mentions, lobbying. And have worked in
and with health care and with various different groups for quite a number of years as they engage government.
Actually I met Margaret when you [Margaret] were with the BCMA [BC Medical Association]. I don't think you remember this.
The first time you ever, I came to speak to a group of doctors and it was quite intimidating, particularly it wasn’t you. I think
you were part of the group. But the person who introduced me, introduced me and then just before I began – and I had
prepared remarks – he said “Oh, and one more thing. Just don’t tell us anything we already know.” [laughter] That’s true.
Which is a really great way to talk. So I hope I don’t tell, say anything you know.
So I was thinking, and maybe I can kick this off in terms of the Q&A but one of the things I was … I’m just looking at that
screen and that computer and which I guess is the title for this which says “Political Conversations”. And thinking about the
work that you do and how that relates to government and working with government and having relationship with government.
That would be something that I would unpack. Because that is an element of engagement with government. It’s a political
element. And I think that’s very important. But I think sometimes we, I would say there’s at least two other considerations to
think about and they would be a policy driven element as well as an operational one.
And one of the things I often see in my work is, there’s really strong alignment between political, with groups and the political
values of a government. But they fall down when they get into policy. So you get to a level with the civil service or certainly in a
minister’s office. And I think whether people are doing it overtly, everyone is thinking “Does this align with us politically? Is it
consistent with the direction we’re going from a policy point of view? And if those things are in place, is it going to actually
work on the ground operationally?”
So I would almost throw this discussion out, because that something I always look at in an effective engagement with
government. Does it have all of those elements in it? Because I’ve seen many things that look really good and make sense on
the ground, but it’s completely offside from where government’s going. And when I say policy, that things are fiscal policy as
well as matters of how things are currently being done or evolving. And so those are things to really look at very carefully,
those three components. So maybe that’s just something to put out there to stimulate this discussion and I can say other
things about effective engagement as well.
MARGARET MACDIARMID: I think we’ll go for questions. I think we need to give this microphone up, right Donalda? [we’re
going to use that one] Oh, okay.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society] [no microphone]: Thank you so much for giving us your comments.
The question that I have is, I guess I’m old enough to remember when health authorities were created and that the vision was
that we would be bringing health care closer to the community. And as a member of a non-profit organization we feel that we
do represent the community. And I guess what I’m going to ask you from your experience is how do we position ourselves as
hospices who are non-profits as representatives of the community and equal partners … [inaudible]
MARGARET MACDIARMID: That’s a very interesting question and comments. To, for any organization, to be an equal partner
with a health authority or the provincial government I would say is just not realistic. There, if you think about your health
authority, your health authority has a budget of either one or two or three billions dollars and multiple responsibilities and …

But you want to be respected and heard. And so I think getting out to your communities and enlisting support from service
clubs, from other groups is one way to do it so there’s a more powerful voice. And then also banding together with other
organizations which I think you’re really looking at doing. And I would be hopeful that the new [BC] Centre for Palliative Care
would be one way of doing that. So it is hard to all get on the same page but if your association and others were coming
forward to local but particularly provincial government and health authorities where the money really is and had two or three
priorities that were really critical to you and you wanted to bring them forward, I think that would be brilliant. And it takes time
to do that but I think it would make a really big difference. Now you want to clarify I think.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society] [no microphone]: I do because Lorraine just showed us some
statistics [inaudible] from the BC Hospice Palliative Care Association where it shows that we as community groups not only
have partnerships in the community but we have a value added. And I think that the public doesn’t necessarily understand
that and I don’t think the health authorities understand that [inaudible] very much. And so I guess I’m trying to understand
how to further our joint agenda and be seen as bringing value [inaudible]. We bring public and private builders to the table
[inaudible] as sponsors and a huge volunteer base [inaudible].
MARGARET MACDIARMID: So I really think you’re on a great track here with doing some research now and figuring out how to
better collect data from around the province because data is powerful. When you bring that survey to the attention of the
local MLA or the Ministry [of Health] or the health authorities and show the number of people – it’s kind of like McDonald’s –
the number of people that have been served. And the huge powering up on the volunteer side. Those things are terrific and
more of that kind of data I think is really useful.
But I also think you just can’t underestimate the power of coming forward with other partners, especially on – not only just the
value of hospice and how it should be supported but also things like your priority of advance care planning. Imagine if the
Alzheimer’s Society and the Diabetes Association and some of those other groups that for whom it’s obviously really, really
critical. It’s basically important for every British Columbian except for the ones that get run over by a truck today. But the
majority of people will really benefit from that.
So I also heard in the last session, the real frustration about the difference between the health authorities. And I already
know this that Fraser [Health Authority] as an example has much more funding and many more hospice beds than other
health authorities. If you’re an average British Columbia and you move from Fraser to Interior, how is that fair or right for you?
You don’t change that overnight, but you can work to change that. And then within a health authority, like Interior, I’m hearing
in some places some funding is flowing and in other places not at all and the health authority is saying “We’re not going to
fund it.”
But you have to remember something that George said about the reality of the budgets today. And I’ve got to say that as a
very recently, in the Ministry [of Health], the government has said, and they’re the government now for another three full
years, they’ve said “We’re going to balance our budgets and this is how much our health care budget is going to go up.” So in
a lot of cases I think, and I’m on a health authority board now, so I really know this, it’s not going to be a matter of you going
and somebody finding new funding. It is a matter of our society, our government, and our health authorities saying “We’re reprioritizing and we’re shifting resources.” And that’s often going to be what you’re advocating for. And I just, I want to put that
out there because I think that’s the reality of it. And I think it’s quite realistic to expect health authorities to re-allocate. I
really do, so …

MARK REDER: Yeah. Just to pick up on that. When George, when you were health minister and Margaret as well, you, that
overall budget was increasing by seven, almost eight percent a year. The current increase, the overall increases are projected
now until the end of the government’s mandate [in 2017], as you mentioned, is about two percent. So this is effectively a flat
lining spending on it. It’s increasing. It will increase by six or seven percent over a four year period. But, and those pressures
are being contained in the health regions themselves. So, because that’s where most of the funding of health care is
dedicated to, so/and it’s a very big … Back to that policy consideration. It’s a very powerful policy consideration that’s
moving through the Government of British Columbia in terms of restraint.
But I do think that that one of the things that I see particularly now is the absolutely – maybe Margaret you see this is in your
health authority – this laser focus on assessments of values and performance. And where there has been a lot of, call it
innovations, over the last number of years, looking at how that is performing now and whether that’s really providing the
dividends that people expected. So I would be, when I hear what you’re saying in terms of health authorities, I see actually
health regions, when Victoria [meaning the provincial government] and the regions get together operationally, they do make
changes very quickly. So they can respond pretty fast in my experience. I’ve seen some examples of that. But I’m not 100%
sure when you raise that question, exactly what you want from your health region.
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: What I want. Well how do we get them, how do we get all the health
authorities to view the community piece of it as an equal partner I guess is what I’m asking. And look at, when you have
budget problems or you have concerns around delivery of service, looking at the piece that the community can bring to add
value. There’s no direct planning being done that I’m aware of where that piece of it is looked at in the health authority.
GEORGE ABBOTT: So I’d say first of all there’s probably more planning going on than you’re aware of. I think a lot of times the
planning is masked by the scarce resources that are being allocated. So the planning may be going on but it may not be
reflected in the resources on the ground to you. I wanted to start though with where you started with your question which is
the change in the health authorities. When I was a lad and little Shep was a pup, every hospital in British Columbia had its
own health board, their own health thing. So there was over a hundred I think at the time. Under the NDP [New Democratic
Party government from 1991 to 2001] it was reduced to 52; under the BC Liberals [post-2001] it was reduced to six. That
was not something that happened just in BC. It happened across Canada. It’s really happened around the world where a lot
of consolidation of health authorities and health boards and so on. Alberta went to one which has proven to be pretty much a
disaster. But I think whether it’s six or twelve, whatever, this is the world that we’re going to be in for a while.
And I think the challenge that faces you, and it’s central I think to your question, [is] getting the attention, getting the
understanding of health authorities and the Provincial Ministry of Health. I can tell you as someone who was in that very
difficult seat of Minister of Health for four years, that you’re up against a few things. One, in [the] Health [Ministry], is an
extremely crowded agenda. One day it’s primary care, the next day it’s residential care or … There’s just a host of challenges
that face the Ministry and face its budget. So you’re up against a crowded agenda. You’re up against an extraordinary number
of demands. And as my colleagues have noted, I did this when budgets were six or seven [percent] and sometimes even
higher percent increases every year. At two percent, with the wage increases which dominate probably eighty percent of the
budgets, it’s going to be very difficult to just sustain services, I think. So I also think that two percent increases are not
sustainable in the long term. And I think as the economy improves, you’ll see probably more resources going back in that
direction.
So how do you get the attention of government? One of the observations that was made here by my colleagues around
partnerships, that’s hugely important. I can tell you that there’s, if there’s one thing that really impresses a minister or really

impresses a government, is when you come to the table not just with your own ideas and your own request for funds but the
fact that you have built a partnership with others in the community. And as you say, builders, the corporate sector, all these
people can be very powerful allies. And they speak very powerfully to government that this isn’t just an association that
they’re speaking to. They’re speaking to more broadly a large section of the community as reflected in the partnership that
you’ve put together. And it’s not always money. Money certainly helps. When you bring a partnership that brings, puts some
dollars on the table, the proposal that you’re bringing becomes that much more irresistible to government. So building
partnerships, building alliances.
And I think – and I’ll reiterate this point – being there at the right time. And I think, don’t be discouraged if your initiative
doesn’t make it today. Government is up against some things today. And I suppose in five years they’ll be up against it too.
But the demographic is shifting and the way that government has got to manage that has got to shift as well. So they’re going
to very keen, I think, to find policy pieces as Mark suggested, find policy pieces that will help them manage the extraordinary
demand that come with 30% or upwards of 30% of the population being over age 65. So build alliances, build partnerships. I
think those are the way to break through. And never get discouraged because your time will come.
COMMENTOR 2: Hi. Further to the partnership end of things, in a lot of our communities, I’m from Langley and there’s, a lot of
the language is around the healthy living. So Healthy Living Alliance, there’s healthy living committees, there’s healthy living
partnerships. And they’re being embraced by the city, the local officials, the city service providers and the health authority are
represented on these. But as you can well imagine, we’re not always naturally invited to the table at the Healthy Living
Alliance. And I think there’s a couple of things there. One in terms of advance care planning. We keep thinking of it as a tool
for, only for people who are approaching end of life. And that it really, if anything, is about health – that advance care
planning tool is. It’s about taking control of your own health at any and stage and having that conversation before you need it.
The second piece is that when you look at hospice, hospice societies, we talk a lot about, and even here about hospice and
about palliative care, but we don’t talk about the other component of the work that we do which is bereavement and grief
support. All of us are going to die, but all of us love and care about somebody. And we’re going to lose them, somebody, in
our life at some point. And we will be looking for resources and support, wanting to help them through that end-of-life journey
but to support us in supporting them. And in the aftermath. And that fits into the economics of health care and all those other
things in terms of what pieces of the pie do we already hold and are we helping support.
So I guess my question to you is that how do we not only at a community level, because it’s our job to go talk to those
communities to provide service providers and supporters and help them see that hospice is about living until the end of life,
but how do we talk to, even Mary Collins talked today and many speakers in the room throughout the weekend have been
talking again about advance care planning at the end of life, how do we shift the focus to that we are about healthy living and
how do we get that part of the conversation in terms of, so that we are invited to the table at the beginning instead of having
to battle our way there throughout.
GEORGE ABBOTT: So I’ll start off and at the risk of getting way more profound than I can hope to be, say this, that the public
policy of government often reflects the societal attitudes, the societal taboos and so on that persist, and which I think are
gradually diminishing but persist. And even in my time [as Minister of Health] – 2005 to 2009 – there were a couple that we
struggled with. One is mental illness. We love someone who comes, they’ve been in a football game and they’ve broken their
arm. We put a cast on them, they leave. We love that. We don’t like mental illness because it’s persistent. And so we were
really challenged as a society to get a handle on managing mental illness in the same way that we manage physical illness or
physical injury. Because it’s a different thing, it doesn’t …

The other challenging area in the room was always death. I think no one wanted me to do anything more as a health minister
than to solve the mortality problem that we had. [laughter] It was persistent. It was pervasive. People were dying everywhere
when I was health minister. And I couldn’t seem to get a handle on it. But, so, but I think there is a very powerful linkage
there. We’re still struggling with death issues. There’s a death issue that’s going to the Supreme Court of Canada very shortly.
We’ve just come to the point as a government where we’re able to embrace advance care directives where people can
actually say “No, don’t keep me alive for three years when there’s no quality left in my life.” So we’re just starting to get a
handle on that.
So I think part of the challenge that we’ve had around hospice and palliative care is that people don’t want to really admit
that it’s going to happen. We’d rather think “Let’s just get everybody healthy and then we don’t have to face this problem
anymore. It doesn’t matter.” So I think, and I’ll try to close my answer off here, I think that building the kind of Healthy Living
Alliance, healthy living is also about a healthy death. It’s all about being my mother at 91 [years of age] and dancing twice a
week and making the most of life. We all have different circumstances around our lives and different circumstances around
our death. But there’s nothing incompatible about death with healthy living. But government’s got some way and I think
society more importantly has some way to go before we really get there. So hopefully that’s a start of an answer here for you.
[inaudible – no microphone]
MARK REDER: This is not the forum to game out practical activities of an association or a group in terms of engagement but I
think those are some of the things that you might want to think about. I do think that sometime in, and George and Margaret
tell me, but I do think as you engage government, if it’s not exactly said, government will anticipate that eventually there will
be this very specific ask. That ask may be difficult, it may be costly. And sometimes it may be advantageous to build the
relationship absent of a very blunt kind of “We need these sort of resources.” And knowing that it’s going to be very difficult
for government to meet that at that time.
So then really carefully looking at “But what can we work on?” And I don’t know, in terms of your experience, but I’ve seen
groups being very frank about that with government and being very successful in that dialogue. So, “Here are the things that
are our priorities.” And we also understand the things that you’re talking about and George just mentioned, are also
government’s priorities. But which ones, or two, can we really agree today with all of our resources and all of our partnerships
in the community, that we can actually put some time and effort into?
That’s an exceptionally constructive way of having a working relationship with the government. And I’ve seen organization
who have come and have had to move away from their singularly most important priority because government’s been very
honest that that’s, they’re just not going to make a lot of progress in the short term on that. But on something else that they
probably can make some progress on.
And I’ve also seen circumstances where organizations have actually achieved a fair bit in partnership. That’s a somewhat
overused phrase but in partnership with government around matters of public awareness. Government is exceptionally good
at that when they’re partnered up with community groups and others. Exceptionally good at that. And it doesn’t really cost a
great deal of money. And you can actually start to measure some progress out of that. In terms of an ongoing effort of
government affairs, that’s also very valuable because you can start looking at those things that you’re doing with government
and say, “We did that very well. We still have these other issues, but we made progress on that. Where does that take us on
the next one?” And so that might be something that you take into your strategic planning as an organization.

MARGARET MACDIARMID: Thanks. I think that what Mark said goes a little bit back to your question about being an equal
partner and the way that I would think about that more is being a really respected, trusted and valued partner. And I believe
you actually already are a really respected and valued partner. So if you decided as an organization that you wanted to put
some resources into building those relationships, as Mark has suggested, and that’s a question because you can do anything
but you can’t do everything. So, you figure out how many hours there are in a day.
So I’m just going to throw a couple of things out there in how many hours there are in a day. I’ve brought some stuff with me
and one of them is just one page from the government, from the Ministry of Health’s Strategic Plan which came out a few
months ago. And I don’t know how many people ever could look at this but it’s easily available online. It’s about 60 or 70
pages. It’s really big print. It’s a pretty easy read. But it talks about … okay this is a government with a new mandate. It’s still
the BC Liberals but it’s a new Minister of Health [Hon. Terry Lake], a new Deputy Minister and it’s a new template for what’s
going to happen.
And on this, right at the very top “Coping with End of Life”. So it’s up there with Staying Healthy, Getting Better, Living with
Illness or Disability and Coping with End of Life. It’s about the government meeting population and patient health needs. It’s
in there. It’s really clear. And the other thing you probably all are aware of is that is in the platform of this government that got
elected was “double hospice spaces by 2020.”
So now, who knows. I don’t have a crystal ball. Who knows what will really happen. Maybe they will be tripled by then. I don’t
know. But what I do know is when a government says that, it means it actually, it means something. The platform is a pretty
big deal. So it gives you a place. And even if your value system isn’t necessarily that’s what we should do, it it still is the
government saying this is important. We understand it’s important. We value it. And so what I would say is if you have the
time or someone in your organization has the time, have a look at that document. It goes back to what Mary Collins was
saying about “What is it we really want to do and how does it align with what the government is planning on doing?” And I just
think, I don’t want to tell you how to manipulate the government. That would be very bad of me to do that. But sometimes
using the same kind of phrases, picking out some language that really fits for your organization and using some of those
same words. If we develop common language that’s super helpful as well. Granted sometimes the government really needs
educate too because sometimes the words actually, you know they didn’t quite get it right. But just the same, I think there’s
value and power doing that.
But I really want to emphasize this to you that although it may feel like nothing is really changed, and I think some people
have said to me at this meeting, things are getting worse, “I feel like things are getting worse.” This is big that these words on
this page in this document. And as to your extremely important point, and it was raised with Mary as well, because Mary is
part of chronic disease prevention and healthy alliance, it’s like we’re playing this gigantic game of “Let’s Pretend. Let’s
pretend that we’re not all going to die.” It’s crazy.
Even when you go into, and I’m a doctor so I can say this, when you go into hospital we say “We saved you. We prevented your
death.” No, you postponed the person’s death because every single one of us, just as we were born, we will die. And that’s
one of the things too is that it starts getting really serious right? You’re going “Oh who wants to talk about that? Let’s go back
to the BC Children’s Hospital. That’s way more fun. The little babies and they’re so cute and everything.”
But, and so, if we could get to the point, and it requires death to be rebranded where everyone understands it’s just a natural
part of life. It’s like we’re on this journey. I was at the First Nations conversation yesterday and they had … they’re way farther

advanced in terms of how death is, it’s natural. We all do it. It’s part of life. But it takes some time to get there. But reaching
out to the Healthy Living Alliance and the people who are really into prevention and saying “We should be part of that.” That
we should be part of developing a healthy attitude toward death and those kinds of things.
COMMENTOR 3 [Jo-Ann Turner-Crean, BC Bereavement Helpline]: Hi. I hope I’m not sticking my neck out here but my mind’s
just going a million miles an hour on, and I’m thinking of what Mark said, if I can call you Mark because I don’t know you
well, but you said “Don’t tell me something I already know.” So I’m probably going to say something that everybody knows in
the room but I feel like it’s an elephant.
In my mind it’s sort of an elephant, that the government takes our tax dollars so they’re our dollars to begin with. We vote on
our government to hopefully make selections that is [are] best for us all. But that remains, whatever. And then we have
hospice societies and non-profits who have to go after the public who’ve already given their money to the government. So
then they have to reach into their pockets again and we take that dollar and we stretch that dollar so amazingly far because
of the goodness of our hearts and the people that are dedicated and have been running organizations for, on a shoestring
budget and the goodness of their hearts. And I really liked what the woman [commentor] had to say over there, that I think
there’s more in line for partnerships.
And then Mr. Abbott mentioned “Bring your collaborations, bring money to the table – corporate money.” Well sometimes
corporations have agenda that aren’t necessarily in the best interest of the public. They have their own agendas so then that
gets questionable that “Why isn’t good hearted money that we have to tax anyway to take care of us well, and then all these
non-profits that are working their tushes off to stretch those dollars.” I don’t know. There just seems to be an unfairness.
Speaking of bereavement, I know myself, personally I’ve been involved with an organization for 26 years, a provincial
helpline. And we call ourselves the BC Bereavement Helpline. I know some of you have heard me say this a million times
before, especially Kay if she’s here. But we’ve asked the government – I remember writing a letter to Mr. George Abbott and I
have a great respect for you – but we got no attention whatsoever. And all we even wanted was some acknowledgment to say
that “Wow, you’re doing a great job. Well done. And yeah, we’ll tell the province about you, to call you because you’re doing
all this work” and we’re helping people find every single hospice that we have in this room to try and put them back in a
service. We could not be doing a better job of trying to communicate and help the bereaved and help get the word out on a
shoestring budget. And all we want is some acknowledgment and a pat on the back and say “Hey way to go and yeah, “Guess
what people? There’s this great organization.” That’s all we’re asking and we can’t even get that. So thank you for listening.
[some applause]
GEORGE ABBOTT: So thank you. I appreciate the point and I appreciate the feeling behind it as well. So I think one of the
things that one should do in attempting to understand why government does what it does when it does is to kind of take a
little bit of a historical perspective here. Hospices I’m sure have been around for a long, long time. But it’s a relatively recent
phenomenon that hospices have been funded. When I was Minister, it was very much the convention that folks died in
hospital in a wing of each hospital. And I think there was only a very few actually funded hospices in the province in 2005. So
it’s been growing and I think what you’ve heard from all of us at front here today is that it will continue to grow.
But I think everyone’s been very honest too about the challenges around the limitations of funding and the difficulty of
accessing that. Also the challenge of a very crowded agenda. There was a reason why, and I’m not sure what the numbers are
today, but when I was Minister of Health, there was one Deputy Minister and there were twelve Assistant Deputy Ministers.
And they all had their areas of responsibility. And the reason why there was twelve, and there probably would have been

thirteen except it would have been bad luck, but there’s mental health, there’s pharmaceuticals, there’s all these streams of
demand that are coming at the Ministry. And one of the funny things about being a Health Minister when it was 6 -7% annual
increases – even then I never heard one time in four [years] except at Treasury Board, I never heard one time over four years
that there were too many dollars in the system. Never heard that. There was always an intense competition for the dollars and
that will persist and maybe even become more intense with 2%, 3% increase versus the 6 or 7% increase.
So the challenges are ahead. And I think when we talk partnerships and it doesn’t matter to me whether you make
partnerships with the, one of the local clubs or whoever it is, I think anytime you make a partnership, it makes your voice just
a little bit more powerful. So I hope that’s helpful in terms of … I sense some discouragement in what you said and you
shouldn’t feel that way. This is, what you’re a part of, is something that will have increasing relevance to government because
government responds to societal pressures and societal changes. And this is a profound one that we’re just entering into. So I
hope these will be good years for you where your ministers will be really, really good and responsive.
MARGARET MACDIARMID: Just really briefly, I want to add to what George has said. I agree with you, the point you have made
about where does the money come from. Not all the government money comes from taxpayers. But I certainly tried while I
was in government to be very respectful of the fact, like I would go an announce, for example last year, government gave
back, decided to invest people’s money in $10 million toward end-of-life care, some hospice support, the end-of-life
excellence centre [BC Centre for Palliative Care]. That’s not my money. That’s not the government’s money. That is your
money. So I totally take your point.
And someone else here has raised this point about fairness. If we think about the geography and the challenges of this
province, it’s never going to be the same for everybody. When I remember as a very kind of jaded family doctor when this
whole “closer to home” thing came with the fifty-two health authorities, those of us who were practicing medicine knew a
neurosurgeon can’t go and make a house call in Ymir [West Kootenay geographic region] , which is what people thought it
meant. You can’t do it. So your job is to try to do the best for the most.
And while you can’t make it completely fair, if someone says to the government “Why is this really excellent document
available in the Fraser Health Authority or the Vancouver Coastal [Health Authority] and we’ve never heard of it?” that’s a
really good question. And you don’t want to be too mad about it but what you want to do is get to a place where the
excellence that is in each of your hospices and each of your health authorities, that there is a place where people can go
where that information is and they can have it. And it’s easily, it’s available for all British Columbians and that we’re thinking
about it in that way and we’re trying to be as fair as we can. So thank you very much for the hotline. And it is hard to be doing
such fantastic work and feel that you’re not even acknowledged. It’s not very good.
DONALD CARSON: Thanks very much. Now I’m sorry. I have to throw a wet blanket out there but we’re running late and we
really have to wrap this up. But it’s just awesome to see the excitement and the interest and questions coming your way and
the information you’ve shared with us. I think this has been a very valuable session and I really don’t want it to quit, but we
have a schedule to keep. So we’re asking participants if you’ll go out and get tour coffee break stuff and get right back in for
the next session. And I do want to thank Margaret, George and Mark for … I think it’s amazing that you came out on a
Saturday to do this for us. And you did it out of the goodness of your heart to benefit everyone in this room. So I really
appreciate that and we have a gift for you. [applause]
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BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
 the current state of public conversations on death, dying, planning for care, and wills and estate planning and the paths to
opening these conversations
 the current and potential role of philanthropic, legal and financial estate planning professionals in engaging and
educating the public about death and dying, advance care planning and estate planning
 the potential for philanthropic, legal and financial estate planning organizations to partner with hospice palliative care
organizations to promote public and personal conversations on death, dying, advance care planning and estate planning
 the potential for philanthropic, legal and financial estate planning organizations to partner with hospice palliative care
organizations to advocate for hospice palliative care in British Columbia
RUTH EDWARDS: Alright. We’re going to get started very quickly. So if anyone else would like to take their seats, please do
so. Okay, we’re going to get started. My name is Ruth Edwards. I’m the Executive Director at North Okanagan Hospice Society
in Vernon in the Okanagan. And I’m also the incoming representative for the Interior region on the Board of the BC Hospice
Palliative Care Association. Our guest speakers today: Nick Parnell on my left, excuse me, on my right. [laughter] Yes, the
other left. That’s right. Nick Parnell is the Director and Chair of the Communications Committee for Advocis Vancouver
[Financial Advisors Association of Canada] and also works with Freedom 55 Financial. In the Centre is Hugh McLellan,
Principal of McLellan Herbert Barristers and Solicitors and past Chair of the National Elder Law Section of the Canadian Bar
Association. And on my immediate right is Craig Hikida, Vice-President of Development and Donor Services with the
Vancouver Foundation.
So our topic today. I will ask each of the presenters to speak. Now the discussion today has been rather lively. If we stay to the
proscribed questions, that’s great. If the topics veer from that, I’ll leave it to the discretion of our speakers as to their comfort
level. We may bring it back to the proscribed questions. So the first comments that we would like each of our speakers to

address is the current state of public conversations on death, dying and planning for care in wills and estate planning and the
paths to opening these conversations. Okay? Would one of you like to start on that?
HUGH MCLELLAN: Sure I’ll start with that. Thanks Ruth. Everybody hear me okay? Alright. I’m a lawyer that practices in
Vancouver and my practice is solely in the area of wills and estates and elder law. And the question of getting people to think
about doing the wills is a very difficult matter that we’ve encountered in the whole thirty years that I’ve been doing this. I find
that most people will think about doing wills just before they’re about to go on vacation. [laughter] And if they have thought
about it before then, it’s usually when they just had a child. But other than that, a lot of people don’t really turns their minds
to the thought of doing a will, perhaps because you’re associating that with death and they don’t want to think about that.
But statistically, about half the people that die in British Columbia don’t have wills. Now obviously if they don’t have a will,
they don’t, they haven’t taken advantage of the opportunity that’s there to plan for dealing with all of their affairs. And of
course of interest to the people in this room, they’ve, they don’t then have the opportunity to make a gift in their will to some
association or some group or some charity that they’re interested in. So how we get people to do more wills, that’s something
that lawyers and notaries and other people have been thinking about for years. And certainly we don’t have an answer to that
other than continuing with education, continuing to promote that whenever we can. So that’s where I’ll start.
NICK PARNELL: Thanks Hugh. I’ll add to that. My experience as a planner too, much down the same path as Hugh is
explaining. Part of the planning that we do for our clients is the estate planning side of thing. So whether that’s making sure
that there’s a legacy to leave to a certain charitable organization or to the family, part of that is doing the wills and powers of
attorney that are important. And when I start talking to people about that and say “You’ve got to go see your lawyer. If you
don’t have one, I can introduce you.” Eyes glaze over. We don’t talk about it anymore.
So in terms of the current public conversations on it, I say they’re not really existant. It’s hard to. If we had a conversation or
an event with that title in it, I don’t think anybody would come. So I think we really need to work on constructive or creative
ways to word the titles of those events, have more of those conversations, and really maybe [it’s] up to the individuals to work
with their advisors, their different advisors such as their lawyers, accountants, planners to open these discussions and have
it. I talk about dying with my clients every day. So it’s something that I’m a little more comfortable with. We have to have
these conversations. So I think that’s maybe where it starts. And from there, hopefully leveraging our partnerships.
Partnerships has been a big word today. But working with different organizations to, like I said, creatively come up with a way
to share that with the public as well.
CRAIG HIKIDA: First of all, our experience at Vancouver Foundation is a little bit different but there are some similarities. It’s
funny because Hugh mentioned there seems to be this sort of upsurge in the conversation when people are about to get on
an airplane. And right about now is when people are starting to think about and putting together their summer plans and
booking airplane flights and those types of things. There’s a little bit of activity going on in our shop [at Vancouver
Foundation] right now because of that.
At Vancouver Foundation it’s a little bit different. We have the wonderful opportunity to work with hundreds of noted
philanthropists in the city and many who do so quite anonymously. And philanthropists who give money to a number of
charitable causes, and one of the conversations that we’re very comfortable in having, is that individuals support some
charities year after year very loyally and do so with fairly significant sums of money. And we want to make sure that those
organizations are supported in the future. That if you consider the charitable landscape, if you consider perhaps your own

organization and the annual struggle for dollars, should a $5,000 or $10,000 annual donor pass away, that’s hard to
replace. That’s a lot of $50 gifts that you’ve got to make on an annual basis.
So in having these conversations with our donors and asking them, “You’ve had this long standing loyalty and this great
support of charitable organizations, wouldn’t you want that to continue in the future? Because whether you like it or not,
these charitable organizations now are your dependents and you need to think about them in that manner just as you think
about supporting your family and friends. Because these are organizations that are counting on your support.” And so we
have the wonderful luxury and honor of having those conversations – very intimate conversations – with individuals around
that longer term support of organizations, long after we’re gone.
RUTH EDWARDS: Thank you. Any questions on that so far?
COMMENTOR 1 [Dr. Joelle Bradley, Fraser Health]: A question for the lawyer and the planner. I’m a hospital physician and
whenever I have a patient come into hospital in the emergency department, I say “Do you have any wishes you need me to
know about? Any kind of health care you would or wouldn’t want?” So I’m gently asking about their advance care planning.
And they all say to me “I’ve done my will.” And then they haven’t done their advance care planning. And I’m wondering, do
you guys ever – I know this is a little bit off topic – but do you guys plant the seed in their head as well about advance care
planning?
HUGH MCLELLAN: I can tell you that in my practice, I rarely have a client that’s come in to do a will that doesn’t also leave
with an enduring power of attorney and a representation agreement. It’s very rare that somebody would not do that or I can’t
convince them to do it. I would say that’s probably true for most people that are going to see lawyers as well, that they would
be having that discussion and saying “Okay, your will speaks from death. What happens if you leave my office and get hit by a
bus or you have a stroke or you get Alzheimer’s or whatever? Somebody’s going to need to manage your affairs and make
these decisions for you, so let’s do some of that planning.” And virtually everybody agrees. It is a rare case when somebody
doesn’t want those things. So that’s my experience.
NICK PARNELL: Sorry, go ahead. It sounds like ….
COMMENTOR 1 [Joelle Bradley]: And I just have to take this opportunity to share that pieces of paper of who is your – it might
be your health care representative – don’t hold any water. It’s about the conversations that they’ve had when your time is
running short or you can’t speak for yourself. What do you hope for? What do you fear? What’s going to be meaningful? And
that is way more important than the piece of paper. And it’s not necessarily that you need to do that but I’m wondering if
there would be a way of engaging with financial planners and lawyers, that you guys would have a way of connecting with
people who can help have those, that’s the really important conversation for advance care planning. Not the pieces of paper.
NICK PARNELL: Yeah and I think that’s a great point. The piece of paper is the legally binding. These are your wishes “This is
what I would like to have happen.” So I think that is, it’s very important to have done. The conversations that lead up to that
are the exact things that you’re asking about and when we’re working on planning with our clients and we’re looking at the
long term planning side of things, those questions are addressed. I think they have to be. It’s important to have those
conversations now. It’s advanced advance care planning is the best way to look at it because not only for the tools and
strategies that we use in the risk management side of things, but also when they’re working with their lawyers and want to put
together basically their plan for the future, which should follow their wishes and what they’ve wanted to have happen.

I also encourage them to have these discussions with their family because you can put the piece if paper together but I, so
many times you see things just fall apart because they never had these discussions. And there’s contestability and things like
that. But having these discussions, having things like the legal documents in place that support this and documentations
from your planners that say “No these are the wishes that they [the client] share with me and we’ve written down.” It is an
important step and I think it’s something that we definitely probably both work on in our practices. So … it’s a good question.
HUGH MCLELLAN: Can I add something to that as well? You raise a good point and I don’t completely agree with your
position. If I have clients that are 25 years old and have just had their first child, if I start talking to them about what happens
when they hit 80 years old or 90 years old, they’re not going to have any idea. And they’re not going to come to any rationale
conclusion very likely unless they happen to have gone through it in their own family. And of course in British Columbia, we
deliberately did not go to the “living will” situation that other, some other jursdictions [did]. We have representation
agreements where you pick somebody to make the right health care decision.
So I completely agree with your point that that discussion has to take place. But that discussion has to take place with the
person who has the legal authority to make the decision, that is the representative. Or if for some reason if they don’t choose
a representative, the other, the closest family members who might be the substitute decision makers or perhaps if they are
going to do an advance care directive and we can talk about that separately. But really, the whole idea of doing a
representation agreement is you are picking someone who is going to make a decision based on your current wishes.
So I’m doing representation agreements that may not come into play for twenty or thirty years. And there would be very little
point in me taking instructions and putting it in the document to say “These are my wishes” because those wishes may be
very different twenty years later. Same with saying “I don’t want this particular type of health care.”
A doctor had told me a story years ago where he was practicing in a jurisdiction where they did allow living wills and the living
will specified that this person did not want treatment for this particular type of health problem. It had to do with her heart and
at that time the treatment was that the person would end up in hospital for the rest of their days hooked up to a machine.
Now they treat it with a pill and this doctor, because of the living will, was not able to treat this person.
People don’t keep up with changing medical technology just like their attitudes towards death and dying and health care will
change over the years. So it’s fine to have that conversation but from my point of view, that conversation – I’m encouraging
that between the representative and that adult that’s doing the document.
RUTH EDWARDS: So this is going to move into our next set of questions which is around the role of philanthropic, legal and
financial planning professionals in engaging in public education about death, dying and advance care planning. Okay, I’ll
just carry on. I would like to share an experience that we have happening in Vernon right now. I’m a member of the Vernon
Estate Planning Council. So once a month, we get together at 7:00 in the morning for breakfast and we talk about all aspects
associated with death, dying and the planning thereof. So little did they know when they had a hospice professional as a
member of this group that we were actually going to talk about the processes of death and dying and grief and bereavement
and how to actually have those conversations.
And as the medical professional experts said yesterday, they’re people as well. They are also experiencing their own issues
with death. Financial and legal professionals are exactly the same as everybody else. They also have issues with talking about
death. And as you bring it to the breakfast table as we do once a month, it starts to normalize. It starts to become a little bit

more easy to talk about. You start to talk about it in some other social settings and next thing you know, those conversations
are becoming a little easier.
So the legal documents are absolutely essential. I agree with Hugh on that matter. The conversations need to be happening
in addition to that. They don’t replace. One does not replace the other. They both need to happen in my opinion. So if I could
have you speak again on these topics, that would be great. So it’s the public education about death and dying and the
advance care planning documents and estate planning documents.
CRAIG HIKIDA: I’ll start. So certainly there’s a role for the philanthropic sector to promote this and really it is – I’ll be very
straight up – it’s sort of self-serving, without question. We recognize that the Holy Grail of any fundraising shop, and you folks
who sort of do us part of the business as well in your shops, you’ll recognize that the sort of Holy Grail of any fundraising shop
is the planned gift. Generally they’re the largest. Generally the most valuable types of gifts that an organization can receive. I
say valuable in that most of the time there are very few strings attached to them. There’s just a very high level of trust that go
along with that. Organizations like the Estate Planning Council, Leave a Legacy, they do wonderful work in this type of
promotion.
Our shop I said is a little bit different. We have a very, very small number of donors who are extremely charitable. And we do it
in a very simple way and we do it in sort of a one by one storytelling type of fashion. And the way in which we’re trying to
change sort of the dialogue and get people to understand that it’s a conversation that’s worth having is, when I try and tell
stories or put people in a position where they then can see themselves in that situation.
So I can talk about a couple of donors that we’ve worked with in the past. A gentleman named Anton who was a paraplegic,
and this year at UBC [The University of British Columbia], a Commerce student will graduate because of a wonderful gift that
Anton made in terms of a scholarship. Or I could talk about a woman named Marion who was a violinist with the Vancouver
Symphony Orchestra. Marion made again a wonderful gift as well and because of her every day, well, excuse me, three days a
week after school, kids in the Downtown Eastside [a low income neighbourhood of Vancouver] who could otherwise not afford
music lessons are getting free music lessons. The wonderful parts of these stories is that Anton passed away five years ago
and Marion passed away eight years ago and these are their enduring legacies that they’re leaving in communities.
And so rather than talk about the death and dying piece which we will all experience, it’s really about the legacy that you want
to leave. What is your legacy here going to be? What’s your, what’s the importance that you want to place, what issue do you
want to place some importance on? What’s your passion? And so when we change the dialogue a little bit, it becomes much
more palatable for people in the community for sure. So we’re all going to die. So let’s figure out how we can support these
things that you’re most passionate about.
HUGH MCLELLAN: A couple of things that I’ve either experienced or been part of over the years in dealing with various
charitable associations is that they’ll often have an open house and invite a lawyer. And for your organizations that are
outside of the Lower Mainland [larger Vancouver region], I think this is something you might want to explore. Have the lawyer
come in and start talking about some of the estate planning and give them a free half an hour lecture on why you should do a
will. A lot of the community will react to that. It’s an opportunity for them to learn about something and obviously see your
organization as well. So that’s something to consider.
NICK PARNELL: I’d just add again to that point Hugh just made. I think some of the best ways to really engaging the public
viewpoint on educating again on estate planning and those difficult decisions, is just bringing everyone together in a room,

acknowledging that this is something that’s going to happen to everybody and you’re all going to have to deal with it. If you
have parents and grandparents, maybe you’re dealing with it two or three times. So it’s a reality.
Some things that I’ve found have been successful, just the way my practice operates is very much one on one. So working
with my clients as much as I can. But also trying to put on seminars. And things that I’ve found very successful are
organizations like UBC put on a Next Steps series, or a dialogue series where alumni can be invited out, come out and you’re
in a big group of people. You have a panel just like this and ask your questions and have those discussions and realize that
you’re not alone. Everybody’s going through it. And I think that’s the best way to really engage the public. It’s the easiest way
anyways.
COMMENTOR 2 [Maria Kliavkoff, Hospice Society of the Columbia Valley]: Hi. I really appreciate everything that all three of
you are saying. But I think that there’s another piece of the puzzle here. And that is, we’ve been talking about partnerships
and how can hospices partner with other organizations to have those difficult conversations. And I think when we mention
advance care planning that perhaps what we mean by advance care planning was not understood by the panel. And the onus
is on us to explain what that is.
I’m wondering if there’s a way to partner with the Canadian Legal [Bar] Association and the lawyers to explain to them what
advance care planning really means. Because it’s not about a 25 year old who’s making decisions that won’t come into play
until they’re 90. It’s actually very different from that. And the Ministries of Health are talking about we want every Canadian to
fill out the “My Voices” document and in part they’re tasking hospice with doing this. So the question is, is there a way for us
to partner with the legal association and educate the legal association because I think you’re right – you’ve got the clientele
and maybe there’s a way for us to work together.
HUGH MCLELLAN: My suggestion on that would be to contact the Canadian Bar Association, the local BC Branch and suggest
that you speak or have a representative speak to the Elder Law Section. The Branch has sections for wills and sections for
elder law and criminal law and family law and everything else. But it would seem to be the Elder Law Section would be the
appropriate one to do that. And they would, they’re always looking for speakers to come out and talk about related issues.
COMMENTOR 3 [Lynn Wood, Oceanside Hospice Society] [no microphone]: Sorry, all I’d like to clarify is it’s not just about
elders. I live in one of the oldest communities on Vancouver Island but many of the people who die are mid-life or younger.
[not using microphone; repeat] I’d just like to clarify is it’s not just about elders. That many of the people who are our clients
are at mid-life or younger. And so is the Elder Law Section of the Bar Association really the only group that we would want to
access?
HUGH MCLELLAN: Well you could also try the Wills and Estates Section. But frankly the lawyers that are most involved would
be the Elder Law Section. You’d get the biggest bang for your buck I think, dealing with the Elder Law Section. Because it’s, if
you’re doing Elder Law, that’s not the only thing you do. I don’t think there’s a single lawyer in British Columbia that just does
elder law. But they deal with those sorts of concepts.
NICK PARNELL: I would say branch out and talk to financial advisors as well. Part of our responsibility, and what I work on
with my clients is “What happens if you die too soon, live too long, or get sick or hurt along the way?” And all the risk
management tools and things that we put into people’s financial plans are exactly for that. They’re exactly to help with that
stage of life, help the families around them, make sure that the family is going to be taken care of which I think is probably
everybody’s wish. And having those discussions.

Now is it more difficult with … [pause] equipment malfunction, now is it more difficult to have those conversations with
someone who is 25 [years of age] and are they going to listen? No, but I think just having that conversation initially saying
“This is why it’s important” and sharing with them exactly what your message is. Communicating with an advisor and then I
can directly talk to my clients about why it’s important I think just gives another reason to be looking at it. And then again, in
our regular reviews we can bring that up and make sure that we’re doing the appropriate things and making sure that’s taken
care of.
COMMENTOR 4 [Sandy Cullen, Paul Sugar Palliative Support Foundation]: I’m not sure, quite sure … any child over 19 years
is an adult. If you had a 23 year old son who was hurt in a terrible ski accident and he’s paralyzed, he has … and he can’t talk,
he’s totally paralyzed. He, if he had an advance care plan, it would all be written down on what he wanted his future, his
spokesperson to do for him. So it has nothing to do with waiting or whatever. It’s something that’s very important that we all
should do, however after, as soon as we’re past 19 [years of age] because we never know if you’re hit by a car or whatever.
NICK PARNELL: It’s a great point. I 100% agree. And that’s the message that I struggle every day to tell my clients. Because,
unless you’ve had it happen to someone very close to you or in your family, it’s intangible. It’s really hard to explain that. But,
so by giving me that message and sharing that with me, that’s what I’m trying to share with my clients on a daily basis too.
And that’s what we’re trying to create plans around, for sure. But I can’t just tell someone to do it and they’re going to do it.
We have to share that story.
COMMENTOR 4 [Sandy Cullen]: The government has gone to a lot of, lots of detail, problems over the, putting this all together
and I don’t have a copy here but maybe somebody can show you a copy of the whole book [My Voice] and I you can go online.
I know you can go online and find it as well. Yeah, it’s called “My Voice”.
NICK PARNELL: Right. And I’m agreeing with you. I share these stories with my clients every day. That’s what I do for a living
and I want to make sure if that happened to anybody that they’re fine. Their families would be taken care of as well. And
that’s our job.
RUTH EDWARDS: Before we get too offside here, I want to be fair to the panellists. The legal and financial aspects of estate
planning give us an opportunity to be opening conversations. One does not exclude the other. So these are professionals that
we have invited here today to be sharing our thoughts with, absolutely. However, they have a role in estate planning and endof-life planning that does not exclude our processes but is in addition to. And I think the intent of the panel here today is to
ask questions on how we can forward our philosophy on end of life through these professionals throughout the province.
Okay? So if we could move forward with some questions on that, I would appreciate it. Yes.
COMMENTOR 5: For some of us, for a number of us who are in smaller cities and smaller towns, there may not be a
community foundation available to us. So is there some way that we can piggyback with a larger foundation and
neighbouring, or the Vancouver Foundation for that matter?
CRAIG HIKIDA: The short answer is yes. There are I think last count was 27 community foundations across British Columbia.
We’re very fortunate to be the largest community foundation in the country. We have a provincial mandate. So half a step
back: community foundations are organizations that look after or support the charitable efforts of a specific geographic
region or community. Vancouver Foundation is the only one across Canada that has a provincial mandate. So while we
support charitable endeavours across British Columbia, we also support philanthropists across British Columbia as well. So

first and foremost, the question that we would ask any donor is, before they come to Vancouver Foundation, is “Have you
explored this opportunity with your local community foundation?” Because they may not know it exists. And then further to
that, if Vancouver Foundation is the option that they choose, “We would be absolutely happy to help.”
COMMENTOR 1 [Dr. Joelle Bradley, Fraser Health]: For the panellists up here, in terms of partnering and having you at the
table, this is so great. And I really want to thank Nick for what you said about “I tell these young people about advance care
planning and they’re not going to listen to me.” But in fact it’s so critical that you have done that because Leslie [Rogers,
Fraser Health] and I have this thing about it takes seven asks for someone to hear your message and buy your product, so the
fact that you’ve done it, then maybe next year the family doctor does it and a neighbour. So excellent work being one of
seven. And another comment for you guys. When you’re talking about this life-long giving and then giving after you die, to
leave a legacy, maybe a real cool group – following on Facebook. There’s these child free by choice people. And they don’t
have kids to give their money to. And what a neat way to leave a legacy.
COMMENTOR 6 [Luisa Sanchez, Prince Rupert and District Hospice Society]: I’m just learning about this community
foundation. I know we have a local one but is there a cost, let’s say for our local foundation, is there an extra cost if let’s say
something that we can’t do locally and we go to you, would that be a cost to our foundation?
CRAIG HIKIDA: Every community foundation across the country has a, their independent governance and structure. So there’s
one cost for everybody. It would be dependent on the type of service that you were looking for. We have somewhere around
1,600 separate and individual funds now being held at Vancouver Foundation. We treat them all the same. So a fund is a
charitable fund. Someone gifts an amount of money, it’s invested in a balanced growth fund and it’s not the capital that we
spend, it’s the investment income that’s spent on an annual basis. So it really provides that longer term support for
organizations across the country.
At Vancouver Foundation, the all-in cost is 1.15% of the market value of the fund. So we believe it’s one of the lowest in the
country. Half of that actually, half of that 1.15% is just simply cost recovery for what we pay, approximately fifteen different
investment managers. We have a significant number of investment managers who help to manage the $900 million plus
portfolio that we have. And then the other part of that, so about .65% is our admin. fee on top of that. So again, we’re happy
to tell you it’s one of the lowest in the country.
COMMENTOR 7: We spoke earlier about knowing who our audience is – oh sorry, it’s me over here. So when we’re
approaching potential donors around supporting this cause that we all care about so passionately, I’m wondering if you have
any advice on what typically will motivate donors? What is it that they care about? Because I certainly hear of things like
looking at low administration costs for example in your society. But is that important versus public recognition versus leaving
a legacy versus having a personal passion around a cause? How do you figure out how to align with someone?
NICK PARNELL: That’s a great question. And Craig’s probably going to be the best person at this table to answer that. But
from my view, and working with people when we’re doing the legacy side, the planning side of things is first of all, what are
the causes that are important to them? And then how does the organization help those causes? And I think that’s going to
really be the underlying basis for if someone’s either going to give a monthly gift or a legacy gift to an organization. And some
people do want recognition. That’s fine too. I think you just have understand that too and part of those conversations you
should be having with them.

Now the best maybe to recognize maybe who those people are, which I think is maybe your question is, do you guys use
anything like a charitable giving survey? Create that and then just in it “What organizations do you give to? What are some
causes that are important to you? Why are these causes important to you? Have you heard about this?” And different ideas in
there that gets them interested. And then have a conversation more around it instead of just “This is what we do. Would you
decide to give a monthly gift to us or leave a legacy to us?” And I think that’s the best way to approach it.
CRAIG HIKIDA: I can’t tell you the number of individuals that sort of walk in through the doors of the Vancouver Foundation
and have what they believe is their passion. And they say “I’m going to set up this charitable fund and I’m going to, I love
children and I’m going to support BC Children’s Hospital” let’s just say. Not downplaying the wonderful work of BC Children’s
Hospital but when we explore a little bit more and we dig a little bit deeper and we begin to poke a little bit and ask “Is it
really the .001% of a child’s life at BC Children’s Hospital that you want to support or is it children?” Because there’s much
more, obviously in supporting kids than the Children’s Hospital. There are mentorship programs and after-school
programming, food programming, all types of things that go into the health and well-being of supporting kids in our
community.
Once we begin to ask those questions and explore a little bit more, we really sort of are able to dig at the heart of it. Most of
what we do is just asking good questions and listening. And asking “Is this a vehicle that you want to set up because do you
really want to teach your kids about philanthropy? Or what are you values? What are you presently volunteer[ing] with? What
organizations do you presently support? What are your hobbies?” All of these things lead us to this place where people go
through his self-discovery.
Sometimes it takes five, ten years. We had a donor – luckily we keep pretty good records – and we had a donor who
established a fund. And this was ten years of dialogue that we had. And it took for him to sort of discover really what his
passion was.
But what we’re talking about here is not retail philanthropy. We’re not talking about annual donations. Gifts generally sort of
on the annual side, they come from income. They come from your disposable income. What we’re talking about is people
dealing with the assets that they’ve accumulated all their life: their investment portfolio, their home, their cottage. You would
expect that there’s a much deeper level of conversation that would happen, and it’s not just a decision they make because of
a TV ad or an ad they see in a business publication. These are very in-depth conversations with family, with spouses of course,
to really dig at the heart of what people’s passions are. So we try and get away from “What charities do you want to support?”
“What’s the issues that you want to support? And what’s the cause?” And that really starts to stimulate great conversations
and goes through this sort of self-discovery with people.
HUGH MCLELLAN: A couple of other points I want to make. You can advertise in various donor guides but frankly the only
benefit of that is that it’s a one stop place for a lawyer to look up the correct legal name of your charity. [laughter] So I really
don’t think you’re spending your money wisely if that’s what you’re doing. We can find all that information on the Internet so I
wouldn’t bother. Join, consider joining the Canadian Association of Gift Planners. And perhaps there are people in this room
through the head organization that are involved in that. There’s lots of good idea that they will have about fundraising and
philanthropy.
One thing that hasn’t been mentioned so far is insurance. That is a great way to fund your organization by having donors, staff
people, board members take out life insurance. In perhaps the next conversation that you have with a group like this, invite
an insurance person to come along and talk about the advantages of doing that. So that’s something else to think about.

COMMENTOR 8: So just an observation. We are very fortunate in that we have a community foundation in the Central
Okanagan. And because we have a pretty good relationship with them, when someone comes in to discuss leaving a legacy,
we often get a call from them asking what we have that we’d really like now. And so just last week, we were able to discuss
with one of their donors directly, who use to give flow through donations through the local [community] foundation, but is now
directly donating to us. And the last one was a $5,000 gift and it’s for the garden. If we bought mentions for everybody that
wanted to help the garden, we’d be, it would look like a church, it would look like the inside of a church. [laughter] But I’m
just saying that the local foundations, and a lot of us have them, can be a really good source to share what you do. And then
when they’re discussing it with the donor, they know exactly what you do. And we’ve been very fortunate.
RUTH EDWARDS: On a personal note, I would like to say how important it is for the tax accountants, lawyers, bankers and
wealth managers in your community to know who you are. They will get clients in their offices who are preparing their legal
documents for end of life and they will ask their legal or financial professionals for advice on where to leave their estates. And
if they know who you are and they know that you’re doing good work, and they know that your administrative cost are within,
well within the advised amounts through Revenue Canada, then perhaps yours will be at the top of the list. Who knows right?
But that’s definitely an area for partnerships for each of us.
And I would like to speak to Don’s [Commentor 5] comment earlier about small communities and small community
foundations. We in Vernon have a community foundation. We have some of our endowed funds there. We also have endowed
funds through the Vancouver Foundation because of some of the flexibility that the Vancouver Foundation allows us. So you
want to make very wise decisions in how those endowments are set up. And I would encourage people to not limit yourselves
to your local foundation because there are other options.
So going forward with the next set of questions then, I’m going to ask the panel if there is an opportunity for your professions
to be partnering with hospice palliative care organizations to advocate for hospice palliative care within the province of BC?
CRAIG HIKIDA: This becomes a bit of a difficult conversation. Community foundations, typically, we become neutral parties
and our role is really helping fulfill the philanthropic interests of donors, donors being corporations, wealthy families,
individuals. And so very difficult for us to enhance one issue or cause versus another. It’s just a very slippery slope, that if we
start to have this very specific promotion of one issue in a community, then of course every organization comes to us and asks
for the same and that becomes very difficult for us to do. We recognize that we can’t be the community’s fundraiser. What we
are is very much focused on fulfilling the needs of individual donors should a donor of course be interested in supporting
hospice and palliative care of course that’s the road we will head down with them and explore. But as neutral parties in the
community, that becomes very difficult for us.
HUGH MCLELLAN: Lawyers like taking sides. [laughter] They like being advocates. Get a lawyer of your board. That’s my
recommendation. [laughter]
NICK PARNELL: I’m going to look at it from two perspectives. Obviously as a financial planner, at least the way my practice
operates, I am me. I am self-employed. So I think it’s worth reaching out to planners in your community. Find someone who
believes in your organization that your represent and is on board and I’m sure they’d be 100% happy to partner with you and
help you out. Personally, I’m always happy to come out to organizations and talk on a topic that they think might be of
interest to their community and to their donors. I think more information is good, education is good.

Coming back to my position on Advocis as a Board [member] and the Communications Chair, we’re here to help the
community. That’s part of what we do, that’s part of our mandate. So if you guys are stuck and you’re wondering who advisors
are in your local communities or you have certain questions, get in touch with us. We’re happy to help. We’re here for that.
We’re not here to try and sell you something. We’re an advocacy board. And lean on us if you need that extra help.
RUTH EDWARDS: Okay. Are there any other questions or any final comments?
COMMENTOR 9 [Shelley Stickel-Miles, BCHPCA President-Elect, Incoming] Hi. My name is Shelley and I’m incoming
[BCHPCA] President-Elect. And so I want Meg [Milner, outgoing BCHPCA President] to tell me if I’m off topic here when I ask
… So one of the reasons to interface with you is so that we’re an option in terms of donations and connections that way.
And I believe another reason to interface with not just you as professionals but we’ve been talking to doctors and nurses and
nursing associations because I think the government has primarily been hoping that hospice will guide people through this
booklet called “My Voice”. And so it requires not just a hospice worker to sit with someone but a person to go to their lawyer,
to their financial people and to their doctor and talk about how they’re going to live their life best supported. And hospice is
simply guiding people to do that work. And so I guess partly what I’m suggesting is that when we talk to professionals, it’s
about that financial support piece but also this, “Can we be part of your bag of tricks?” in which you support people by saying
“There’s these people who will help you, help guide you through a conversation that needs your doctor, your lawyer, your
finance. And hospice has that booklet and you can get it from them.
Is that a useful piece?
COMMENTOR 10 [Meg Milner, BCHPCA President, Outgoing]: Even further, to be able to, along with the documentation, to be
able to just hand them a “My Voice”, hand them the document or refer them to the Ministry of Health website where it lives so
that they then … It’s again that one of several different questions before it comes to fruition for people. So it’s that question
of yes, do you see any way in your roles of linking that to advance care plans beyond the legal, which is absolutely critical in
my opinion, to also the legal of the advance care plan at that moment. And to not even have to do it with them, but refer them
to the document, give them the document and/or refer them to resources in their community.
NICK PARNELL: Yes. [laughter] I work with a number of people in my practice. Just to give you a bit of background of mine, I’ve
been about five years now, I have about 150 people that I work with on an ongoing basis and the reality is my practice is
going to get much bigger. And these things happen to people. And it’s part of our discussion. So absolutely, it’s very
important for me to be aware of this and that this is an option and to be able to share that with people. Because they’re going
to go through it. And I’m someone that they’ve built trust with. We’ve built trust with each other. And they’re going to ask me
these questions. So whether I’m the right person to answer the questions or not doesn’t matter. But I need to know where to
send them. So absolutely …
HUGH MCLELLAN: I would agree also. The problem of course is organizing lawyers to adopt something is like herding cats. It’s
… they all have their own ideas about how things should be done so again, probably pushing through the Canadian Bar
Association would be the best way to deal with that.
CRAIG HIKIDA: Certainly at the community foundation level, we’d have to ramp up our knowledge on that front. We are having
the dialogue with donors around death and dying or part of it happens to be around the charities that they want to support
over the long term. But while the dialogue is open, there could be a very real opportunity to have this conversation with the

donors. It would be more of a referral piece so I don’t think that we’d be certainly able to house that expertise in house but
that’s the way communities are built. It’s all of us pitching in and doing our part so I do think that there is a role that we could
play here.
COMMENTOR 10 [Meg Milner, BCHPCA President, Outgoing]: So I just want to say out loud that my thoughts as the outgoing
President of BCHPCA is to flag for Lorraine [Gerard, BCHPCA Executive Director] your interest in having BCHPCA do a
presentation to the organizations to start to develop relationships and partnerships specific to this. So thank you. [applause]
RUTH EDWARDS: Okay. I think the questions are finished then. So thank you to our panel: to Nick, Hugh and Craig for your
time today on a Saturday morning. Much appreciated. [applause] And we do have a small token of appreciation as well for
each of you.

 Canadian Association of Gift Planners
http://www.cagp-acpdp.org
 Leave a Legacy
http://www.leavealegacy.ca
 Estate Planning Council of Vancouver
http://www.epcv.com
 Canadian Bar Association, National Elder Law Section
http://www.cba.org/cba/sections_Elder/main/
 Canadian Bar Association, National Wills, Estates and Trusts Section
http://www.cba.org/cba/sections_wills/main/
 Advocis (Financial Advisors Association of Canada)
http://www.advocis.ca
 Vancouver Foundation
https://www.vancouverfoundation.ca
 Community Foundations of Canada
http://www.cfc-fcc.ca/about-cfs/find-a-community.cfm?id=2

to create social change
around death and dying and to engage the public as
advocates for responsive quality care in BC.
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Support Foundation



TERRY THEODORE, Vancouver News Editor, The
Canadian Press
JONATHAN CHRISTIAN, Social Media Expert, We Make
Stuff Happen; Director, Pain BC

BCHPCA invites you to share your perspectives on the following questions. BCHPCA welcomes your personal experience in
this discussion.
• the current state of media in British Columbia and Canada and trends in how stories are developed and communicated
• some examples of stories developed and communicated through media that are influencing social change, particularly in
the health sector
• the current state of public discourse on death and dying as communicated through media and the paths to opening these
conversations through media to influence social change
• the current and potential role of media professionals and organizations in developing and communicating stories about
death and dying and advance care planning
MARYLENE KYRIAZIS: Okay. Good afternoon everybody. So this is our last session for today, just before the [BCHPCA]
Regional Meetings. And my name again is Marylene [Kyriazis]. I’m the [BCHPCA] Vancouver Coastal Health Regional Director.
And I would like to introduce our two roundtable experts here this afternoon. We have Terry Theodore from, Vancouver News
Editor with the Canadian Press, and we have Jonathan Christian, a social media expert from the company We Make Stuff
Happen. He’s a director on the Pain BC Board. And thank you for coming.
I’d just like to remind everybody that the roundtable session is being recorded and the recording will be transcribed and
summarized. And the content for this afternoon is Media and Marketing Conversations – Media Conversations to create
social change around death and dying and to engage the public as advocates for responsive quality care in BC. So let’s
begin.
So Terry and Jonathan, the BCHPCA invites you to share your perspectives on the following questions: What is the current
state of media in British Columbia and Canada and the trends in how stories are developed and communicated?
TERRY THEODORE: I could start I guess. It’s troubled to say the least. There are fewer people to do more things, more Twitter.
The universe is expanding and the job market is shrinking. I know that there was a job open for the Province [daily newspaper

published in Vancouver] a couple of, well a month ago, and 432 people applied. So there are all kinds of people wanting
journalism jobs but there are no journalism jobs.
So your job if you want to get our ear is to engage us. The industry is shrinking. I work for the Canadian Press which is the wire
service. We’re connected to Associated Press. We’re the Canadian wire service. If you don’t know, we go into Canadian radio
stations – I think there are 550 across the country; broadcasters – CTV, Global; and most of the major newspapers across the
country get our service. The smaller papers – the Kamloops Daily News which just folded actually so I shouldn’t even say that
but - Kamloops This Week is now there; but Kelowna Courier, Prince George – all of those smaller papers in some way get our
service.
But even that, they’re cutting back on that. Broadcasters are cutting back on our service if they … they don’t want the
Internet. So everybody, it’s tight everywhere and there are fewer people to do the job and it’s distressing. So if you want to get
our ear, it has to be done in the right way and I guess we can talk about that later.
And I do have a Twitter account. I never use it. [laughter] I’m terrible. I’m too busy.
JONATHAN CHRISTIAN: You haven’t yet.
TERRY THEODORE: Well yes. I think I Tweeted once.
JONATHAN CHRISTIAN: Well hello everybody. Thank you so much for having me at the table. I just want to preface by not
calling myself a social media expert because it’s an evolving industry that never stops. And I think to become an expert, you
really have to have a handle on it and I don’t know if I ever will. So I call myself an enthusiast, an evangelist, anything you like,
but I don’t know I dare l myself an expert in social. But what I do know is this is probably the most powerful media tool that
we’ve ever had, not just in this generation but in the world. And for us now as brand advocates and as ambassadors for
certain causes, we can reach people like never before.
What we’re also doing by reaching people is we’re actually leaving a footprint that is there for perpetuity because whereas
before we would write a letter, send an e-mail, take a photograph, it would be in a place. But now it’s in every place. So that
when you Tweet, when you Facebook a message, when you Instagram a picture, when you’re on LinkedIn or wherever you’re at
and you write it down, it doesn’t disappear. We actually have kind of a crude phrase in our workshops: we say it’s like “peeing
in a swimming pool. Once it’s there it’s never going to come out.” [laughter} So make sure that what you do say – I said it was
kind of crude – so once you’ve written it, it’s there. So make sure what you write is quality. Make sure it’s not all fluffy kittens
and what the foam looks like on the top of your coffee. And make it count.
And you can reach people now like never before. So for as much as I get phone calls very often from the National Post and the
Globe and Mail and the Vancouver Sun offering me great deals for newspapers, even just weekends, I just say “No”. And it’s
not that I don’t love reading newspapers. In fact, one of my favorite things to do on a Saturday. But this is my newspaper
[pointing to mobile phone], this is my TV, this is my radio and I’m probably better educated and more connected from one
little five inch screen than I am at double-leaf newspaper now, unfortunately. [laughter]
TERRY THEODORE: He’s the problem. [laughter] I think you better …

JONATHAN CHRISTIAN: But that’s the state of affairs. Fourteen, fifteen year olds are way more savvy with these than we ever
were in our age. I learned computer studies on paper tape and punch cards. I had to send it away. And I’m not that old. But
now it’s a touch of a button and you can pick up anything about anywhere at anytime. My daughter was here with me
yesterday and today she’s in Auckland. It’s bang! She’s already in Sunday morning. And the Internet and social media is
giving us that kind of reach and that kind of touch. So make it count.
MARYLENE KYRIAZIS: So Terry and Jonathan, can you give us some examples of stories that have been developed and
communicated through the media that are influencing social change, particularly in the health sector?
TERRY THEODORE: That a toughy. We didn’t get these [questions] in advance so I … I can think of a few. I can think of
mistakes. Of course everybody wants to hear about mistakes, about data, their data being leaked – health data usually.
Mostly scandals. But the stories that stick, that resonate I know are the stories of the person, something personal. Whether
that’s, something has happened to them, something’s happened to their mother, something’s happened to their family
member.
And you know what? The thing about health stories and especially as we get older is people are starting to think about how
they’re going to live, how they’re going to die. And these stories are interesting. People are interested in them but you have to
make it personal. Of course everybody was watching the court case. They all called it “the right to die”. As a matter of fact I
think that’s what our slug was called, was “right to die”. [Ed: A slug is a short name given to an article that is in production.]
Not that anybody else sees it but that’s what we call it. And that was, it was an interesting conversation. It was the start of the
conversation and obviously it’s not over. It’s … the government has to do its thing and Quebec is doing its own thing.
And so those are stories that kind of resonate with me. But I know when someone contacts me – I get about a 100 emails a
day and I glance at them on my iPhone and I keep going. And if I don’t get a phone call after that or if it doesn’t grab me the
first time, then I’m not going to pay attention to it. So/but personal stories, stories that resonate with everyone – if you can
connect if this is your mother, if this is your … it feels like this is the same person that you know, this is your neighbour, then
those are stories that resonate I think with people.
JONATHAN CHRISTIAN: I don’t know if you know a lady called Grandma Betty. She is an 80-something cancer sufferer in
Jefferson, Indiana. And right now on Instagram, she has 679,000 followers. She’s been syndicated on news TV stories right
around the world for her words of wisdom. She’s an 80-something deep South grandma. Lovely voice. Lovely little one liners.
And her grandson decided in her terminal days to try and help that wisdom of Grandma get out to the masses. So through a
platform called Instagram which is part of Facebook, she starts posting. And every time she posts, one average – yesterday’s
post got 56,108 likes.
TERRY THEODORE: Wow.
COMMENTOR: What was the post?
JONATHAN CHRISTIAN: It was simply “Good morning from your favorite Grandma Betty.” And it’s just a picture of her sitting
on her bed with her dog. And she’s looking pretty sick right now. And that’s as simple as that. So done well, done right, you
can reach an amazing amount of people.

Marylene mentioned that I was on the Board of Pain BC. I’m on the Board because one of our children has chronic regional
pain in her knee which was diagnosed in 2009. And at that time, if you Googled “complex regional pain” or “reflex
sympathetic dystrophy” as some people are calling it, we were scared out of our wits. Whereas now because of social media,
we’ve been able to connect with a lot of people who are practically living it and working through it, so much so that a story
came round and CBC were in our home last week and they interviewed our daughter for an hour all about how she’s going
through it and how she’s an advocate for Children’s Hospital working with some other children. And we Facebooked it, we
Tweeted it, we put in on Google Plus. The buzz around the world that suddenly we’re picking up just because of key words is
quite amazing.
So the biggest word for marketing and communication is #hashtag. If you’ve come across these, they’re pan-sign knots and
crosses, you put that in front of any single word and then you go Google and search it, you will find a collective of information
that will just blow you away with knowledge.
So just a couple of quick examples that #complexregionalpain or #childsuffering, you’d be astonished what kind of material
you can pick up and can really make a difference. So you are your own, if I dare say, you are your own Jimmy Pattison Group.
Write on one of these [mobile device] and you can reach the masses in many, many different ways. So make it count.
Remember too that this is recorded for history now. Everything you say is out there forever so make it count.
MARYLENE KYRIAZIS: Can you comment on the current state of public discourse on death and dying as communicated
through media and the paths to opening these conversations through media to influence social change?
TERRY THEODORE: Well I know it’s not enough. It’s difficult to do. Out stories are getting shorter and in some ways, I think
we’re better off with social media. He’s, Jonathan’s absolutely right. If you want your own story to get out, selling it to us is far
more difficult than creating your own blog. “Thirty second voicers” is what they call them in radio. So you’ve got thirty seconds
to tell your story and you hope the reporter does the right thing. Or 400 words. Or in the case of a tabloid, it’s 250 words. So
getting your message out is difficult. And I think there are so many things that pull people in so many different directions that
you’re almost better off doing your own thing. It’s great if you can sell something to us. We’re happy to have it and we’re
always happy to have a good story. But I think that people have to start making their own – grabbing the bull by the horns and
making their own stories known. Like Grandma Betty.
JONATHAN CHRISTIAN: Absolutely. So let me get personal. My Mom died in 2008 in a hospice in the Isle of Man. And it was
her third primary cancer and third time around. And she was just too sick and too tired to fight it again. And the reason that I
got into social media in 2008 was that we created a Facebook page so that our family here in Canada could communicate
with my family back in the UK. And I have amazing discourses between my children and myself and my Mom through
Facebook that we wouldn’t have had by e-mail or telephone really. And since then I’ve been very much, and whenever I talk,
that’s always how I, part of my story, how I got into social [media].
And now when I’m hearing stories of people who are terminally ill, and there was a fellow at our church just recently – Andy
Bloom. Andy died two months ago. He was seventeen days younger than me. And when you’re sitting in a church and you see
his family, you just think, he’s my age. He’s 48 [years of age] and he’s gone. The community that social media creates for
support and awareness is unparalleled. His wife and his kids were very strong during the funeral and I was just amazed how
they were because they had a hope and a faith that it wasn’t the end for him.

But I didn’t even really know him that well as a dad at our church but I knew his journey and I’ve been following it for three
years since he went through all these different stages of liver cancer. And without a shadow of a doubt that social media
journey got me way more connected to that family and as a church, we felt that we could really make a difference because we
were well communicated to what they needed, what the kids needed help for, how we could help fund a trip to New Mexico for
this healing modality that he was trying to get involved in.
So it really helped us be involved, be connected [and] most of all, care. Because when you’re in a private Facebook group or
you’re in a message stream and you’re reading and hearing these stories firsthand, you almost feel like you’re there with
people without being so invasive as the phone’s ringing all the time and someone’s turning up at the door. So it’s, for
community and for engagement and compassion, I think social media has been great. I can’t really honestly speak to the
media in general. I can just give you real stories that I’ve come across myself. But I kind of love this stuff. [laughter] You might
have got that already.
MARYLENE KYRIAZIS: And what about the current and potential role of media professionals and organizations in developing
and communicating stories about death and dying and advance care planning.
TERRY THEODORE: I’m going to have to read that again. The current and potential roles of media professionals. I think that
it’s not necessarily our role. It’s your role to interest me in what it is that you do. And do it in the right way. When you’re
communicating with me, first of all, the first thing you need to do before you come to me or before you go to the Internet is, or
social media or anything else, have a plan, write it out, do a good job, have somebody else read it. There’s nothing worse than
spelling mistakes. When the Prime Minister’s Office sends out an e-mail – they send out about three or four e-mails every day
and they must have 21 year olds or something writing them because they’re terrible. They … Ottawa is not capped. These are
things that you read and you think “Holy Cow! Who are these people? Wait a minute, they’re running our country.” [laughter]
So if you send something out, have somebody proofread it. Is it a good idea? Is your name down at the bottom? What about a
phone number. How do I connect with you? And if you’re sending me something and you’re talking about a study, or you’re
selling something else, have your expert available. I cannot tell you how many times we have phoned and tried to make, have
just a telephone interview, and the doctor is away all day. Well then, why did you send out this news release to us? So have all
your ducks in a row, do it right, and then once the story is done, make sure that you’ve read the story. Because if it’s wrong, I
want to know because it’s like “pee in a swimming pool”. It goes out there and it never comes back.
If there’s a mistake, we have no end of problems correcting. We used to be able to correct. No problem. Our data bank was
fixed. We’d go back, we’d correct it. Nowadays the courts are imposing bans two days later and there’s no way you can stop
that name from coming back. There is no way. So mistakes – don’t send out a mistake. Make sure that the reporter hasn’t
made a mistake or that you haven’t made a mistake on a blog or ...
And then once you do that and then everything, then your story is getting out. It’s the story you want and whatever that story
is, it just has to be … just do it right before you send it out. And if you do send me an e-mail, call me and say “Did you get this
e-mail and what do you think about it?” I’m pretty truthful about those types of things, so …
JONATHAN CHRISTIAN: Perfect. So I like to think of media now as a game of ping pong between old media and new media
and both go hand in hand. So everything starts at a website and that’s the hub of information that really you should be
sharing. So when you do write that blog or you create a PDF, you’re absolutely right. Create it grammatically correct and put

the proper detail. Because a Tweet at 140 characters or Instagram with a couple of #hashtags underneath is just a bridge
towards somewhere. So make sure that your hub of content is absolutely correct.
And then the main thing too is to stay regular. We all know how valuable that is. But when you post on a Facebook page once
a year, it’s not really working. But if you’re posting every day, seven days a week or multiple times seven days a week across
different platforms with adjusting your message, then you start to be a very credible noise and a credible force. And I’ve seen
that, certainly when we see it with Pain BC and the work that they’re doing on social media, and they’re nearly 5,000 likes on
Facebook now. And quality of engagement and the podcasts that go out and the radio messaging that goes with that, the
following is absolutely stupendous because people really feel that not only do they have a voice but they have a listening ear.
And as I say, keeping regular and keeping that dynamic focus consistent will make a huge, huge difference.
But make sure that when people do click on whatever link it is and they do get back to home base that it’s there so that …
This Society [BCHPCA] has a wonderful website. It’s responsive so it’s mobile friendly, it works beautifully on a tablet or an
iPhone. Absolutely fantastic.
When we get to the society of social media, there’s an opportunity there shall we say. So you have a great message and it’s
something that everybody can identify with, so it’s all about storytelling. More than anything else in this day and age, it’s
about telling stories. It’s not about selling anything. It’s about telling a story. And when you see real life situations and real
people and the effect and the camaraderie and the difference that one person’s life can make, especially in the twilight days
and the passing on that wisdom and the sharing the final wishes. Share them, because that’s what makes a true difference
and those stories will always engage and will always endear and are there for the longest time.
So make sure … what is it they say, “The only two certainties are death and taxes.” So it’s a given. It’s going to happen to us
whenever we want it or not. We don’t know how long it’s going to be and here am I. I’m just thinking I’m just starting my
second half of my life. But I could be in a road accident this afternoon. What am I leaving behind?
When I was at Andy’s funeral a few weeks ago, there was his guitar and his artwork and his woodworking and everything. And I
thought “What would be on my table?” And I think “It will be my laptop and my iPhone.” [laughter] But that’s the footprint
that I’m leaving. And you can leave that great footprint through one of these or one of these [mobile devices]. Whatever it
takes. Leave that footprint and do it well.
MARYLENE KYRIAZIS: Okay, so what we hear is that we need a personal story, a good story and constant communication, well
written. No spelling errors. So we’ll open it up to the floor now, if anybody has any questions?
COMMENTOR 1 [Lynn Wood, Oceanside Hospice Society]: Yes my question is for Terry. You mentioned make sure that you,
that the article is right before it goes out. And I wondered if you had any tips around that because I’ve been very trusting with
my local media in my small community that I live in and given them a lot of good information that I’m inspired about. And
when it comes out, it’s not exactly the way I had hoped for. And so I’m wondering, do you feel that it’s reasonable to say “I’d
like to see that article before it goes out?” What’s the dynamic around that?
TERRY THEODORE: You could ask. Every once in a while that happens. But no, you’re not going to get it. In journalism school
they teach you never to give the subject the story before it goes out. If you need to correct it, then after you’ve seen it and
nowadays you can see it on the Internet. Our stories, the minute they go, they’re out there. The minute … it’s not just in the

newspaper the next day. So you can make corrections. The problem is it’s going to be how they take it. And that’s the issue.
So you can only control what you do.
So you need to sell the story in this way: “This is what I think is going to happen.” You can ask a reporter before they either
interview you “What’s going to happen? Are you/Is this going to be on camera? Are you going to record? What kind of
questions are you going to ask?” Most don’t lay out their exact questions but they will say “Here’s the angle I’m taking
because of this. There’s a link to this or this.” Often what happens is one story leads to another leads to another type thing.
So you may be part of that string. So/and you’re welcome to ask then that. “What angle are you taking?”
COMMENTOR 1 [Lynn Wood] Well I’m glad you use the word “angle” because I think sometimes I feel that there’s a hidden
agenda and they may be focused say on residential beds and I may be focused on promoting the other services that we
provide. But it doesn’t matter what you say, it comes back to the residential beds. And so I guess my choices are to make a
press release and see if they issue it, which I do, or just not use that stream. Maybe try the social media.
TERRY THEODORE: Exactly. You’re allowed to say “No.” If somebody phones and wants to do an interview with you about
whatever, “No thank you”. Leave it at that. Or “Sure. I’ll tell you this. But you have to, in order to be fair, you must say this.”
We don’t do stories, or we try not to with one side. Our … and you often see and it’s usually “Stephen Harper’s government
was unavailable for comment.” But at least we made the attempt. So the thought is “Yes, okay it’s about residential beds.
But it’s also about this.” And you have to say that. You can’t say, you have to say to the reporter “Okay. You can’t say this
without this proviso, and that has to be in the story.” And you’re welcome to say that to them.
And then again it’s all about editors. I’m an editor and I know. When somebody hands me a 900 word story and I have to chop
it to 5[00], things have to go. So it might not be the reporter. It may be me. I might be the problem. But you’re welcome to
phone the reporter. And almost always you should be able to see things like that online. And then phone him and say “Hey
look. This was a miscommunication” or whatever. And we change things all the time. What are called “write throughs” – we’ll
change something if … and the last thing we want to do is correct it the next day. We want to correct it right now and
everybody does. Very seldom do you want something wrong or inaccurate or unfair – all of those things.
COMMENTOR 2 [Dr. Joelle Bradley, Fraser Health]: Hi. I have a question over here. With social media, I’m not convinced that
it’s going to reach the people I want it to reach. And just putting a story out there, if I wanted to meet my community of New
West[minster], I just can’t imagine that working. And then the second thing. I’ve often thought of, it’s just a comment, I’ve
often thought of setting up a Facebook page for this advance care planning in New West[minster]. But like you say, you need
to keep it updated and interesting and live all the time.
And I also worry about when people post comments to you the other way, if you don’t respond it’s alienating. It just seems
totally overwhelming to be thinking about social media. And I’m also trying to disconnect myself from my phone more and
more and more. And connect with people and not social media.
JONATHAN CHRISTIAN: Okay. So three points to that. First of all, you can localize your social media a lot more now. So there’s
tools like, you may have heard of a company called Hootsuite? So if you use a Hootsuite dashboard, you can make your
social media listening audience 25 kilometers, 40, 50 kilometers of a certain city. So you can drop in a Geocode and you can
actually then start to monitor the social just for let’s just say a 20 kilometer radius around you for certain key words. So if you
had a particular word that you were trying to study or reach out to, you can make it very, very local.

The other thing you can do with social media too is as I said using those #hashtags will actually create quite a good local
search. But the next thing is, we all know that when we’ve been to a cocktail party there’s lots of people in the room we’d love
to get to meet. And occasionally you might get that one or two minutes next to somebody before they move on to the next
person. That’s really what social media quite often is. It’s a cocktail party online. So find the people that you want to connect
to and remember, be polite but just come alongside people instead of just putting your hands around their neck saying “Why
didn’t you talk to me?” Just say “Hi.” And make some comments around some of their previous posts. Follow them for a short
while and build up some rapport. And you’ll be astonished.
I’ve messaged with Premier Christy Clark and prior to that Gordon Campbell. And I couldn’t just pick up the phone and say
“Can I speak to the Premier?” But I’ve been able to talk to them through social media. I’ve spoken to Richard Branson, I’ve
spoken to many people I would never think would be possible to get in touch with. But with the right eloquence and the right
manners, you can on social.
The other thing you said about was keeping things regular and trying to get off the phone and getting face to face. I
completely agree. I always say that “The beauty of an online relationship is to take it on land.” And again, it opens doors like
never before for actually getting to know people so that when they do meet you and they’ve seen your face and they’ve read
your posts, that “cold call” concept is already gone because you’re already connected through a relationship. And it makes a
huge difference when you actually do connect to people because they already know what you look like, they know the sound
of your voice because you’ve been writing. And it can make a huge difference. So to me it’s a real door opener.
But when you’re tied to this, it’s not fun. When people reply, they do it … when people are looking for a reply, they expect a
reply almost instantly. And if you’ve waited twenty minutes and somebody hasn’t replied, you don’t care. That’s the
perception. Twenty minutes. That’s scary. We can’t live on our phone 24 hours a day. And when we [We Make Stuff Happen]
do conferences and stuff and we have teams of interns and we can work stuff really, really fast for questions. But this “Now”
generation really is that. So if you’re passionate, set your notifications on your phone for direct messaging. Set up the
security tabs so people can’t necessarily post without it being approved. But when that buzz goes, get to it soon and it will
make a massive difference for the respect that you gain for replying to people fast.
TERRY THEODORE: And what’s wrong with … You don’t necessarily have to be, it doesn’t have to be your own interesting post.
It could be links to something. It could be links to a study, links to a story, links to somebody else’s comments about
something. It doesn’t have to be you all the time. As long as it’s your community and about, or what’s going on with your life,
your industry etcetera.
COMMENTOR 3 [Terri Odeneal, BCHPCA Secretary-Treasurer, Outgoing; Comox Valley Hospice Society]: One of the things I
think we find difficult in some of the hospice work we do is, or at least I find – maybe I shouldn’t generalize – is that we have
so many stories and so many heartfelt stories. And yet when people are dying and their families have just lost someone, to
ask them to be a Grandma Betty sometimes feels invasive. And it feels ill-timed. And that’s certainly a clinical judgment that
we all make. And some people volunteer to do that. But what’s the reality of taking those stories? Is there interest? Is there
uptake? If you take those stories and don’t necessarily attribute names to them and specific people but situationally tell the
story.
TERRY THEODORE: Well that’s a problem. It’s about storytelling. It’s about someone who is … it’s a personal story. I often
think about my grandmother in this situation. She died ten years ago and she was 93 years old and she was still cranking
about Jean Chretien and how she’d like to kick him in the slats. [laughter] And she was wonderful right to the very end and

she would have been the type of person who would have … She didn’t know anything about the Internet but she would have …
And you have to find those voices. And those are the hardest parts. Those are the hardest things about doing a story is finding
that voice.
But I find that the older people get, the more they want to connect to the younger generation. Well we all know that, we all
know that. So maybe if you asked, they might surprise you. I don’t know. Some people are very private but/and some people
have this façade. And that was my grandmother to me. But she wasn’t that to a lot of other people. She was a shy retiring
person. So I don’t know if she would have done that either. But you have to find those voices and when you find those voices,
it’s almost like they make it okay for you to go through that journey. You go through that journey with them. And so it’s okay.
And when you see them at the very end …
You know who did this really well and we all loved him was Dr. Peter [Jepson-Young]. We followed Dr. Peter … I’ll never forget
it. I bawled when he died. And it’s the same thing. If you can make that story. Of course his was, he chose to do this and it was
prolonged and CBC chose to stick with him. But a minute of what Dr. Peter did in somebody else’s situation is just as lovely.
It’s a lovely story to read and a lovely story to hear and people still want to hear those stories. It all goes back to storytelling, I
think.
JONATHAN CHRISTIAN: Very much so. I find too that when you tell that story, the pictures and the video are way more powerful
than the written word. And I watched a video recently of a dad who was terminally ill whose daughter was I think seven years
old. And they enacted her wedding even though she was only seven. And they set up the garden and he walked her down the
aisle and they had the bridal dress on her. She was seven years old and obviously no husband. But he still wanted, he wanted
to do it. And it’s recorded. Very powerful. Very beautiful. And it’s something that they’re always going to keep. It’s so sad at
the same time though. So I think the more people see other people’s stories like that, the more likelihood that they may be
wanting to do it. But privacy is such a respectful term that you’ve got to honour.
But a lot of people just don’t realize the strength that they bring to other people because they’re just enduring it day to day.
They’re used to the pain and suffering. But there could be somebody else out there who is scared stiff of getting ill. And if they
could just see how other people endure, such an encouragement. So/but well done for doing what you do and thank you.
TERRY THEODORE: Well, and video is a big, is important. Everybody … I know we have a video person dedicated to Internet
video. And of course there’s YouTube and how many times have you watched YouTube and just 30 seconds – that’s all you
need. And whether that’s thirty seconds of wise advice from my grandma about Jean Chretien or [laughter] anybody else. So I
think video is important. And if you can … maybe, and I don’t know, these are all ideas, ask everybody who comes in one
question: “Is there something you, what’s your best advice?” Anything like that. If you’ve got a pattern and you can get ten
seconds of, ten people in ten seconds. I don’t know. Just thoughts.
COMMENTOR 4 [Louise Donald, Paul Sugar Palliative Support Foundation]: I just have a question on etiquette. I think you’ve
kind of touched on a bit of it in the last two little stories that you’ve said but I was just wondering if there’s anything that you
can tell us that will guide us in what is the right thing to say, it’s okay to say it or it’s not okay to say a particular thing.
TERRY THEODORE: I don’t know. I know we frown on swear words still, even though it’s very common when you’re on the train
or whatever. We don’t, people don’t like to read it, they don’t like to hear it. And beeping it out or blanking it out just doesn’t
work. And there are way better things to say than swear words. So that’s about the only thing that’s off limits. Etiquette in

what way? Things not to say. If I’m interviewing you and I’m asking you questions, you’re welcome to say whatever you want.
And that’s the idea.
COMMENTOR 4 [Louise Donald]: And as a reporter, would you publish that then?
TERRY THEODORE: Well not necessarily. We get back to the, okay I’ve got 350 words. That’s the problem. What I might do is I
might do a half hour interview with you and I use … and Canadian Press does broadcasts as well, so we broadcast video and
print. And I might use two clips – two fifteen second “actuals” is what we call them – and that’s it. And then I write three lines
in front and a “tag line” we call it, at the end. And then the radio stations use it.
COMMENTOR 4 [Louise Donald]: So do I not have any opportunity to edit your edit?
TERRY THEODORE: No sorry. So yes, so what you shouldn’t be telling me is things you don’t want to hear on the radio.
[laughter]
COMMENTOR 4 [Louise Donald]: Okay that makes sense.
TERRY THEODORE: You have to be careful about that, but if you can joke around with me and then you can say “I’m only
joking, Please don’t use that.” And I won’t. I don’t know that other reporters would do that. The other thing is, every time you
phone me and you’re a newsmaker, you should expect that you are being recorded. Do not make the assumption that I am
not recording you, because everybody in every newsroom has a way to press that button on their computer and they are
recording you. So whatever you say is being recorded.
Now whether I use that on the radio or not, I’m not allowed to use it on radio without saying “I was recording you for accuracy.
Would you mind if I use a clip or two on the radio?” And sometimes what I say is “I really like what you said on this and this,
would you mind if I used that small bit on the radio?” So …
COMMENTOR 4 [Louise Donald]: Okay. And with social media where I can send it out by myself, I can do anything.
TERRY THEODORE: Without an editor? [laughter]
COMMENTOR 4 [Louise Donald]: I’m just curious.
JONATHAN CHRISTIAN: Sorry, what was the final piece of that question with social media? Could you just repeat what you
said? Sorry, I didn’t quite catch what you finished saying.
COMMENTOR 4 [Louise Donald]: Oh what’s my question. My question is if I use social media, I send it out myself. I can put
anything out there that I want I suppose. There’s no restriction on whatever I want to say about anyone I suppose. Is that
right?
JONATHAN CHRISTIAN: Well you can be … the defamation of character is the same whether it’s on social media or anywhere
else. So be careful what you say about people for sure. And again, it still comes back to where that source of information is
coming from. So even though you might be leveraging Facebook or Twitter or Google Plus, that article still needs to come
from somewhere, and ideally a website and ideally a blog post where you’ve written it in detail.

I was just looking … there’s a movement in California and the first word begins in “F” and ends in “K” which I won’t say. But
the second word is “Cancer”. And it has over 110,000 people following this and a lot of people are using this as a #hashtag
now. But it’s actually a really, really good page. So it’s controversial in its title. It’s the “F” word. But the messaging is actually
really, really strong. And sometimes people do that for shock value. But it looks, when you look at you think “Oh this is a
bunch of Hell’s Angels bikers and I don’t want anything to do with this.” But when you start to read the stuff, it’s actually
really, really helpful. So sometimes people are provocative to catch people’s eyes and gain their attention. But I, you can tell
from my accent I’m British, and I have a rule of thumb that I would never write anything on social media that I didn’t want my
Mum to read. So as much as we want to vent and we want to rant, I always say “Think twice, type once.” Because it’s so easy
to just get it and send it and it’s not necessarily the right thing to do. And when it’s gone, it’s gone. So “Think twice, type
once” is my phrase.
TERRY THEODORE: That’s why I don’t go on Twitter. [laughter]
MARYLENE KYRIAZIS: And actually there’s a movement like that in Vancouver as well that caught my eye on the Internet. And
it was … and I thought “Oh. What’s this all about?” So I started reading it and it was a personal story about a resident of the
North Shore that had cancer. And her daughter started a movement called “F … CK Cancer”. And the daughters came up with
t-shirts that were printed. And it gave the Mom strength to fight cancer. And there was a whole movement and they’ve got a
lot of donations coming in and [it’s] quite popular.
But my question is, how do you engage the generation that’s not tech-savvy? That doesn’t necessarily have access to the
Internet, does not Tweet, does not Facebook, other than the papers.
TERRY THEODORE: Take out an ad in the newspaper. [laughter] Thank goodness they’re still alive. [laughter]
JONATHAN CHRISTIAN: But you know the biggest … funnily enough, the biggest growing segment on Twitter is seniors. One of
the largest population groups of growth on Facebook are women aged 55 and up.
MULTIPLE COMMENTS: [inaudible] [laughter]
JONATHAN CHRISTIAN: So it’s not … I don’t think it is just the Millennium generation and the Boomers. I think it’s way bigger
than that now and … My Dad passed away – we’re sorry about people passing away – in January. And he was only 73 years
old. But/and I swear he had sausages for fingers because his typing was terrible and spelling was terrible although he was a
very intelligent gentleman. But he learned to use social in the last couple of years. And he was way more connected sitting at
his kitchen table with his little iPad than he was with a newspaper for being able to write to people and message people and
it … I don’t think there is a generation …
If you’re on dial-up and it’s really hard and Internet … in the Interior some of the school districts that we’re trying to work with,
they’re still on dial-up. “Really? In this day and age?” But yes they are. Up in Salmon Arm some of the schools are still on
dial-up Internet. “Wow”. Hard to imagine that, this today. But it’s true. But newspapers have their place, no question. That
ping pong of old and new media is vital for getting it out and I would still use it to the best of its possibilities.
TERRY THEODORE: Usually we do the social media, the newspapers – we pick up on something after the social media is, after
it’s 100,000 hits or something. Then we will pick up on it. Not always, but normally it’s that way; not the other way around.

COMMENTOR 5: That actually fits in with my question. I was, when we, if you become active on social media, I think
sometimes there’s the intent when you have a story that that’s the first place you go. And I guess my question is with other
types of media are we precluding their participation by releasing it first on social media? So if it has hit Facebook and Twitter,
are we less likely to get picked up on other types of media? If we have a story, are we, does it … so in your media plan, if its
events or a story etcetera, is there a protocol in terms of who gets it first or how you release it or …?
TERRY THEODORE: Well, no. If the local newspaper picked, had a really great story, we’d pick it up and move it national. We’d
move it right across the country. What’s wrong with that? If you have a great story, and it’s still a good story no matter if it’s, if
you only hear it in Port Moody. I’m happy to pick it up and we can move it right across the country. Those are stories that
everybody wants to hear. And then … so, no, I don’t think so. And if it’s really big on social media then yeah, we’re going to
pick it up. Now if CBC picked it up and moved it across the country, we’re not going to pick it up. So/because people have
already heard the story. But if you’ve got a good story and everybody’s interested in it and you have Tweets and Re-Tweets,
then we would be interested in doing it.
JONATHAN CHRISTIAN: I find it interesting that CNN are now syndicating stories of penguins going across the Arctic. And I
think “Why is this on CNN?” And it’s almost as if they don’t have enough news to fill it and they have to keep interest by
buying Disney or BBC programs to fill the gaps. Because news is breaking without CNN. It used to be that that’s what stories
like that, it’s where you go to learn it first. And I would still tune into CNN if it’s something was trending and big. That’s where I
would probably want to go and watch to begin with.
But most of the feed I think comes through Twitter and that’s what they’re looking for and looking in those key words and
#hashtags to pick up the story. And stories that what happened in Egypt a couple of years ago when they literally blocked the
Internet, it was all coming through Facebook and Twitter until they blocked those too. And then they realized they forgot
about Hootsuite. So people could still Facebook and Twitter through Hootsuite for three more days even though every other
news channel had been blocked. YouTube can’t be played in Turkey right now. Twitter can’t be used in Turkey. But there’s still
messaging coming in and out. It’s quite amazing how people are trying to stop social because it’s so powerful. But there are
ways around it too.
COMMENTOR 6 [Ruth Edwards, BCHPCA Regional Director – Interior, Incoming; North Okanagan Hospice Society]: I have
three points. First of all, we have somebody dedicated in our office to be attending to social media. Every morning it’s her job
to make sure that the Facebook and Twitter accounts are properly maintained and that we’re sending out messages
appropriately. And our followers seem to be quite receptive of that. Secondly, we still pay for advertising for our fundraisers,
but the social media is used in conjunction with that and it has elevated the success of our fundraisers immensely.
And thirdly, we had a family member in our hospice who after her mother died, blogged about her experience in hospice.
Fortunately her experience with us was good. The other eleven families who were in hospice, however, she had some pretty
strong opinions on who they were and some of their activities were quite identifiably noted in her blog. So we were able to
have her remove that blog the same day, however, as you say, “Pee in the pool … It’s out there.” So you do have to be
monitoring what people are saying about you because had somebody not brought that to our attention, that could have been
out there for days and it could have been devastating to the other eleven families who were our clients.
MARYLENE KYRIAZIS: Thank you Terry and Jonathan for all your good advice. And thank you to the audience for some great
discussion. And I’ve got something to present to you. Thank you.
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