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Preface
This is report contains the ideas and feedback generated by the Community Health
Advisory Councils over the course of 2 meetings held from January to April 2013.
In September 2012, the Board of the Winnipeg Regional Health Authority (WRHA) asked
the Community Health Advisory Councils (CHAC’s) to provide community perspectives
on promoting advance care planning. Advance Care Planning refers to the overall
process of dialogue, knowledge sharing, and informed decision‐making that needs to
occur at any time when future or potential life threatening illness treatment options and
goals of care are being considered or revisited.
The Report includes:
• An overview of the methodology and context for the exploration of this topic,
Council perspectives on the benefits of advance care planning, ideas to address the
barriers to end of life decision‐making, approaches to promoting advance care
planning in broader/diverse populations, feedback on the Advance Care Workbook,
ideas to help families discuss organ/tissue donation, and approaches to promoting
organ/tissue donation in broader/diverse populations.
Appendix A ‐ Background document for the exploration of this topic
Appendix B – Health Care Directive
Appendix C ‐ Map of the Community Areas in the Winnipeg Health Region
Appendix D ‐ Acknowledgements
It is hoped that this report will be useful to the WRHA Board and Senior Management as
the region works to further the development and improvement of advance care
planning resources and approaches that health care providers can use to discussing this
with patients and family members.
End of life decision‐making is a difficult subject for people to talk about and different
approaches and resources might be more or less appropriate to different cultural and
faith groups. Having perspectives from Council members can be valuable for staff as
they work to ensure that these resources are accessible to many more people.
This report was presented to the Board and Senior Management of the WRHA on May 8,
2013 by the Co‐Chairs of the six Community Health Advisory Councils.
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Executive Summary
The Community Health Advisory Councils (CHAC’s) have been providing advice and their
unique community perspectives on significant health issues to the WRHA Board for
more than ten years. There are six Councils that represent geographic community areas
across the Winnipeg health region. Each Council is comprised of up to 15 individuals
from diverse backgrounds, all with the desire to ensure that the health system and
health services continue to meet the needs of people in the Winnipeg health region.
The Community Health Advisory Councils were asked by the Board of the Winnipeg
Regional Health Authority in September 2012 to provide community perspectives on
promoting advance care planning. Advance Care Planning refers to the overall process
of dialogue, knowledge sharing, and informed decision‐making that needs to occur at
any time when future or potential life threatening illness treatment options and goals of
care are being considered or revisited.
It shows that you care about those that are left behind. It will be tough enough
for family without having to try to figure out what you wanted.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Process of exploring the topic
Prior to the first set of meetings, Council members received a brief background paper on
advance care planning that provided information and context for their exploration of
this topic and links to advance care planning resources available to the public. Council
members were asked for their feedback on the following questions:
 What are the challenges in discussing end of life issues with family members,
friends?
 What would make it easier to discuss end of life issues with family members,
friends?
 Are there cultural and faith considerations that the WRHA needs to be aware of
that relate to advance care planning?
Council members were also invited to work through the development of a health care
directive (on their own or with family/friends) with the Advance Care Planning
Workbook to see how user friendly it is and offers ideas for how to improve it.
At the second set of meetings, Council members provided feedback on these questions:
 Are there some approaches you feel that the WRHA should explore to share
information with the public and promote advance care planning?
 Are there cultural and faith considerations that the WRHA needs to be aware of
when promoting advance care planning to a range of communities?
 What does the WRHA need to consider in terms of communicating with a range
of communities about advance care planning?
 Do you have ideas for how the WRHA can help families discuss organ and tissue
donation with their loved ones, considering faith and culture?
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Getting feedback from the Councils is important in furthering the development and
improvement of advance care planning resources and approaches that health care
providers can use to discussing this with patients and family members. End of life
decision‐making is a difficult subject for people to talk about and different approaches
and resources might be more or less appropriate to different cultural and faith groups.
Having perspectives from Council members is extremely valuable for staff as they work
to ensure that these resources are accessible to many more people.
The input from the Councils provides invaluable insight and feeds into a regional review
and evaluation of advanced care planning processes in hospital settings. This will inform
next steps in the development of processes and in the promotion of advance care
planning within the region.
Benefits of advance care planning and having a health care directive in place
Although Council members were not directly asked to consider what they felt were the
benefits of advance care planning and completing a health care directive, they were
very definitive about the benefits of this process and shared what they saw as the main
reasons for considering and writing down the care that they want to receive when they
cannot speak on their own behalf. The most important reason they identified was to
take pressure off family members who would be experiencing a lot of stress on top of
having to make incredibly difficult decisions on their behalf.

We don’t know how we’re going to feel until we’re in that situation. I’m
grateful that my spouse made decisions about end of life prior to this. He made
decisions that I might not have been able to.
(Member, Seven Oaks/Inkster CHAC)
Challenges identified and experienced when discussing end of life issues with family
members and friends
Council members identified a number of key challenges – discomfort in discussing issues
related to death, it is seen as a “senior” issue, feeling overwhelmed by the scenarios
that one needs to consider, lack of clarity and trust regarding the process, cultural and
faith issues, and the sense that this is not a priority if you live in poverty.
Council members indicated that there is a range in comfort levels for families about
discussing end of life issues, especially with older relatives where there can be a lot of
sensitivity. For some families, there may be too much dysfunction and outstanding
issues for this conversation to happen at all.
Getting the conversation going is the hard part. It depends on the kind of
relationship you have with your family.
(Member, River East/Transcona CHAC)
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One of the biggest challenges to discussing end of life decision‐making is age. For
younger and middle‐aged family members it just doesn’t seem relevant to them.
For younger people, it’s not on their radar. They can’t see why they would need
to do it.
(Member, Downtown/Point Douglas CHAC)
A number of Council members felt that the process of attempting to consider all of the
different scenarios and how they would want to be cared for was overwhelming and a
barrier to completing a health care directive. Identifying who you want to advocate for
you – your proxy – was also seen by many as a difficult undertaking. The lack of clarity of
the process of how or even if your wishes will be acted upon, was identified as a
challenge in advance care planning and encouraging family members and/or friends to
complete a health care directive.
What if a family member doesn’t agree with plan? What if they don’t share it
with health care providers when needed?
(Member, River Heights/Fort Garry)
Some Council members felt that there may be barriers and resistance to talking about
advance care planning because of their culture or faith.
I can’t talk about this with other relatives. I can only discuss where I want to
be buried, and if I want a traditional ceremony or not. My band interferes with
wills and some issues with advance care planning/health care directives.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
For people with financial and other life challenges, advance care planning and writing a
health care directive might not be a priority.
Where’s the step that gets to the people who wouldn’t know about advance
care planning or how to fill out a health care directive – going beyond the
challenges of getting food on the table, etc.
(Member, Downtown/Point Douglas CHAC)
The attitude for many is – I don’t have anything to leave, and after I die, I really
don’t care.
(Member, Downtown/Point Douglas CHAC)
Ideas for making it easier to discuss end of life issues with family members and friends
They came up with a multi‐pronged approach that included providing resources to help
make the conservation easier (or just get it going). For those families where additional
support and resources wouldn’t be of assistance, Councils felt that support outside the
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family – like processes within the health care system or presentations to community
groups ‐‐ could promote advance care planning and encourage and support individuals
to complete health care directives.
The best approach is to sit down with family and let them know what you want
and then to have this discussion with your proxy.
(Member, Downtown/Point Douglas CHAC)
lectronic Medical Chart and E‐Chart
All of the Councils recommended that Electronic Medical Record and E‐Chart include a
health care directive. The inclusion in E‐Chart would ensure that the ‘system’s is aware.
The WRHA should push that electronic medical record will include the health
care directive. It would then be accessible to paramedics, etc. We should have
it as part of our e‐chart with our immunization, diagnostics, and
pharmaceutical information. This is more readily accessed across the health
care system.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Accessible Resources
Councils felt that having accessible resources could help get start discussions about
advance care planning in many families where there is a relationship that was open and
where family members are not too uncomfortable to share their perspectives.
Have the tools to create the conversations and get the resources out into the
community.
(Member, River East/Transcona CHAC)
Many of the Councils were aware of the ERIK kits (Emergency Response Information
Kits) and felt that they were an excellent resource to support and promote advance care
planning as a health care directive is included in the kit.
Processes in the health care system
Creating processes within the health care system can support much broader advance
care planning. It also provides another venue for where this conversation can happen,
especially where people feel uncomfortable discussing this with family or friends.
Councils recommend that primary care providers routinely discuss this and at the very
least, ask if a patient has completed a health care directive and encourage them to
complete one. If health care providers, especially primary care providers are going to
encourage and support patients in advance care planning, it is important that they will
have the skills and processes to follow. Providers throughout the health care system
could be part of this.
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For some family members, this is something you just don’t talk about. If their
doctor gave them the information, they would get further with it.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
We should be able to talk to any health care provider about this. The WRHA
needs to do more to prepare staff and develop processes for staff to follow,
otherwise each health care provider’s values will impact how and when
information is shared.
(Member, River East/Transcona CHAC)
Start with younger people
All of the Councils believed in the importance of targeting younger people to get
comfortable talking about end of life issues and eventually completing health care
directives for themselves.
Get exposed to this at an early age, so that it is normal to talk about. A younger
person (talking about advance care planning) to an older person – this is what I
want for myself, what do you want? We should promote talking about end of life
issues at schools.
(Members, River East/Transcona CHAC)

Processes outside of the health care system
Council members recommend that advance care planning should be promoted in a
number of systems – not just health care. They also suggested that it be included as
part of the driver’s licensing process. This would fit because of the organ/tissue
donation card that is already included with renewals.
(Advance care planning) should come through one system or another – through
health care system, driver’s license, school, community, faith group, etc.
(Member, River Heights/Fort Garry)
Approaches to sharing information and promoting advance care planning with the
public
When considering the approaches to recommend in promoting advance care planning,
Council members felt that it was important to start with normalizing the discussion
about death and dying in order to make people feel more comfortable discussing this
with family and friends.
Normalize discussions about death and dying – can’t get away from it, don’t
make it a taboo.
(Member, Downtown/Point Douglas CHAC)
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Confusion about the term “Advance Care Planning”
Nearly all of the Councils raised a concern about the term, “advance care planning”. It is
not completed clear what this means. A number of Councils felt that the term and its
vagueness furthers the stigma and discomfort about talking about death and dying. It can
also act as a barrier to people accessing the materials and filling out a health care
directive.
Advance care planning – term might cause confusion, might not know what it
means.
(Member, Seven Oaks/Inkster CHAC)
Public relations campaign
Council members provided their ideas for how the WRHA can promote advance care
planning with the public through the media and by taking the information into
communities. Councils provided different approaches in terms of messaging – one, the
impact of how having a plan provides relief (weight off your shoulders) and the second
using humour to increase peoples’ comfort with the topic, to break the ice.
The more it gets it out to the public’s consciousness the better. You will have a
huge weight off your shoulders when you complete this. Sell peace of mind and
use testimonials about this in advertising.
(Member, Downtown/Point Douglas CHAC)
Use a comedic approach on radio, television, etc. so as a couple or family you
can start the conversation. Something like, “I’m more upbeat than my wife. I
don’t like to talk about my death, my wife talks about my death all the time.”
(Member, River Heights/Fort Garry)
Ideas for media campaigns
Council members suggested that advance care planning be promoted throughout all
forms of media. It is important to consider literacy levels and targeting different age
groups with the most appropriate approach, like YouTube and social media for younger
populations.
To target younger people, have something on‐line, on YouTube – an
explanation of what this is – quick way to get to the crux of the matter – what
you need, who to talk to.
(Member, St Boniface/St Vital CHAC)
Ideas to take the message to communities
All of the Councils felt that it is very important to take the message about advance care
planning into communities, utilizing the connections that the WRHA already has with
community groups and the region’s community‐based sites.
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Partner with organizations and businesses that would have platforms to share this
information
Council members recommend that the WRHA partner with organizations and businesses
where advance care planning would tie into their mandates.
Are there resources available for groups to have sessions to do this? Local
seniors’ resource councils could do this, Age and Opportunity, the Seniors
Secretariat, etc. The Winnipeg Foundation, the Manitoba Bar Association, and
Public Trustee sponsor “will week” which focuses on the importance of writing
wills. The WRHA should partner with them to promote advance care planning
during “Will Week” ‐‐ the last week of April.
(Member, Downtown/Point Douglas CHAC)
Hold sessions and workshops
Holding workshops with community organizations, government departments, and
schools to promote advance care planning was highly recommended by all of the
Councils.
Many people can’t afford to have their wills done. It would be a good service to
provide this at no cost through sessions that also promote health care
directives.
(Member, Downtown/Point Douglas CHAC)

Cultural and faith and other issues that the WRHA needs to consider when promoting
advance care planning to a range of communities
The Councils were asked if cultural and faith issues need to be considered when
promoting advance care planning and working with patients and families through end of
life decision making processes. Council members were able to identify potential
sensitivities and strategies for working with diverse populations.
I can’t think of a religion where it wouldn’t be okay to discuss end of life, it
depends on the comfort level of the individual.
(Member, Seven Oaks/Inkster CHAC)
What are the different faith perspectives regarding end of life and medical
interventions? It would be helpful to work with different faith organizations,
including spiritual care in health, to try and build interfaith knowledge, skills,
and increase awareness. The WRHA should look back at the cultural
competency report for relevant themes, etc. and connect how to promote this
to the work of the cultural competency specialist.
(Members, St James‐Assiniboia/Assiniboine South CHAC)
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Partnering with cultural and faith groups
All of the Councils highly recommend that the WRHA partner with cultural and faith
groups to build understanding and to support the discussion about end of life decision
making in those communities.
It would be good to engage different communities. Different cultures and faiths
view death and dying differently. We should go to the leaders in those
communities and learn more. Ask them what would work in their community to
promote these discussions. Use spiritual care program’s connection to faith
networks and organizations to work on this.
(Member, Downtown/Point Douglas CHAC)
The Councils also recommended partnering to hold workshops and/or distribute to
share information and promote advance care planning.
Hold seminars for different faith leaders and cultural leaders in the community
so that they can be proponents of this.
(Member, River Heights/Fort Garry)
Considerations when promoting advance care planning with diverse populations
Council members offered advice about how to promote advance care planning with
diverse communities – from the need to consider language and literacy levels to the
complex ethical and religious context that advance care planning fits within.
The WRHA will need to consider wording (in advance care planning materials).
There are many people who have literacy issues, for whom English isn’t their first
language. Using medical terminology that they’re not familiar with is a barrier.
Having examples of health care directives that are completed would be helpful.
They need to consider a different approach – much more visual with plain
language.
(Member, St James‐Assiniboia/Assiniboine South CHAC)

Feedback on the Advance Care Planning Workbook
All of the Councils felt that having a workbook to use as a resource for advance care
planning is important and very useful and effective for getting difficult conversations
started and assisting people in completing health care directives.
If you take the time to read it, good information that is straight forward – the
descriptions of different treatments helped me figure out what I would want
and would not want. This booklet is good to get you thinking and working
through this.
(Member, St Boniface/St Vital CHAC)
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My in‐laws liked the workbook, it opened up the discussion, and they wanted
more copies to share with friends. I shared this with my mom. I gave it to her to
read through. She is now in the process of working through this with her
doctor.
(Members, River East/Transcona CHAC)
I used the workbook and took it to a doctor’s appointment. We worked
through it together– discussed narrowing of the treatments. His opinion is
important to me. I chose a proxy and discussed this with my wife and son.
(Member, St Boniface/St Vital CHAC)
Council members had some constructive feedback to offer about the workbook – in
order to improve its accessibility to a broad range of people and provided feedback on
parts of the workbook that were perhaps difficult to understand. They viewed the goal
of the workbook as assisting people in completing their health care directive.
A number of Council members felt that the workbook shied away from the real issue at
hand – death and dying. The language was overly vague at times.
The materials are evasive. The workbook is not clear about that we’re looking
at – death and dying.
(Member, Downtown/Point Douglas CHAC)
There were also numerous concerns about what population the workbook was being
targeted to and that it wasn’t necessarily appropriate or relevant to diverse populations.
The demographics that this is targeted towards probably have the highest
incidence of having completed a health care directive.
(Member, River Heights/Fort Garry)
It seems very middle class. What audience are we targeting? It doesn’t seem
relevant to people living in poorer neighbourhoods. They would probably
disregard this because it is not multicultural enough.
(Member, Downtown/Point Douglas CHAC)
Council members shared a range of ideas and suggestions to improve the workbook so
that it can be a resource for a broader population. They also provided feedback on how
to make the workbook more user‐friendly as a resource to completing a health care
directive.
The WRHA should make the workbook available in different languages and as
an electronic document. They should add something in the workbook about
getting interpretation assistance to use it.
(Member, Seven Oaks/Inkster CHAC)
12

It would be helpful to have examples with different cultural contexts of end of
life care options told in stories. This would help people from different cultures
understand and make decisions. Here are the options within your community,
which would be acceptable?
(Member, St James‐Assiniboia/Assiniboine South CHAC)

Most of the Councils suggested that the workbook more closely relate to the Health
Care Directive to walk people through the process of completing the HCD.
For each section, have questions at the end to fill out. Then you’re working on
filling in parts of the health care directive. They could be torn out after and
used to fill in the health care directive.
(Member, Downtown/Point Douglas CHAC)

Ideas for how the WRHA can help families discuss organ and tissue donation?
Council members were asked for their suggestions about how the WRHA can help
families discuss organ and tissue donation. They also shared concerns that family
members have the power to make the final decision about organ/tissue donation even if
you have filled out a form or registered to be a donor on‐line. There are natural linkages
between organ/tissue donation and advance care planning as these are both difficult
and challenging conversations that involve making decisions about end of life.
It is just as difficult for families to make decisions at critical times about
organ/tissue donation as it is to make treatment decisions. It is much better for
people to decide ahead of time and take this pressure off families.
(Member, River East/Transcona CHAC)
Council members felt that there was a lack of information about the processes of organ
and tissue donation in the broader public and that this impacted peoples’ desire to be a
donor.
Do we need more education about organ donation to help make people more
comfortable with it so that they can learn more about the process and
understand what happens when you donate an organ?
(Member, Seven Oaks/Inkster CHAC)
There was concern (and surprise) from members of all of the Councils that family
members have the right to make the final decision about organ donation, even if you
have filled out a donor card or registered to be a donor on‐line.
If your family doesn’t support your wishes to donate, it will not happen. That’s
why it is so important to discuss your wishes with your family.
(Member, Downtown/Point Douglas CHAC)
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Council members provided a few suggestions for how to address this issue.
How about having the family sign the donor card as well?
(Member, River Heights/Fort Garry)
Have an additional form for family to fill out that identifies that they support
their family member donating organ and/or tissue. This should be included on
their health care directive and discussed with their health care proxy.
(Member, River Heights/Fort Garry)

Connecting organ/tissue donation to advance care planning
Council members felt that there was a strong connection between advance care
planning and organ/tissue donation. All of the Councils suggested that organ/tissue
donation be part of the advance care planning process and included on the health care
directive. They suggested that they jointly promote these important decision‐making
processes in media campaigns, through website links, and by including organ donation
registration on e‐charts like health care directives (recommendation).
Very similar issues to promote both advance care planning and organ/tissue
donation. This is part of advance care plan/health care plan – another piece of
the puzzle.
(Member, River East/Transcona CHAC)
There should be an additional page in the advance care planning workbook
about organ/tissue donation.
(Member, River Heights/Fort Garry)
Have the info about organ/tissue donation on the e‐chart as well.
(Member, River Heights/Fort Garry)
It would be easier to fill out both health care directive and organ donation
forms at the same time.
(Member, Seven Oaks/Inkster CHAC)
Put links on the advance care planning web page to organ donation.
(Member, Seven Oaks/Inkster CHAC)

Promoting Organ/Tissue donation
Council members provided suggestions for how to promote organ/tissue donation.
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Need to promote organ/tissue donation more, need to bring more people to
the Transplant Manitoba website to learn more about this. Testimonials from
families about organ donation are very powerful.
(Members, St Boniface/St Vital CHAC)
The more you hear this from different angles, consistent messages, the more
comfortable you will be.
(Member, St James‐Assiniboia/Assiniboine South CHAC)

Cultural and faith considerations that the WRHA needs to be aware of regarding organ
and tissue donation
Council members were asked to provide insight into possible cultural and faith
considerations regarding organ/tissue donation. Their feedback on this question was
very similar to the question regarding cultural/faith considerations in advance care
planning.
Health care providers need to understand different faith rituals/beliefs that
would be relevant to organ/tissue donation.
(Member, Downtown/Point Douglas CHAC)
There was very interesting discussion as to whether or not some faith groups do not
allow the practice of organ/tissue donation. Some Council members thought that this
was the case, while others identified a range of acceptance of organ/tissue donation
within their faith.
There are some faiths that would not allow organ/tissue donation.
(Member, River East/Transcona CHAC)
We debated organ donation in Jewish school. It was framed as doing good for
others versus importance of being buried whole. It’s a personal choice. Younger
teachers are getting the students to talk about this, parents have not
complained about this being discussed, debated.
(Member, River Heights/Fort Garry)
It is important to talk with religious leaders about organ donation. If their faith
supports this, they can encourage their faith community to fill out card. There
may be moral issues to consider.
(Member, Seven Oaks/Inkster CHAC)
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Key Recommendations on Promoting Advance Care Planning and
Organ/Tissue Donation
1. Recommendations to create processes within the health care system that will
promote and support much broader advance care planning and the completion and
easy access to health care directives:
 Include the Health Care Directive on electronic medical record or e‐chart
 Encourage family physicians/primary care provides ask patients if they have a
health care directive – if not, discuss advance care planning with them and
provide support and/or link them up with appropriate resources
 Prompt patients to regularly review and make revisions (if they need to) to their
Health Care Directive (reminder every 3‐5 years in their electronic medical
record/e‐chart, etc.)
 Develop processes for how/when health care providers share information about
advance care planning with patients, families
 Provide training to health care providers about how to support advance care
planning with patients/families

2. Recommendations to encourage that advance care planning be included in
processes outside of health care system
 Driver’s license renewal process – include information about advance care
planning and Health Care Directives (like organ/tissue donation card is included)
 Driver’s education classes

3. Recommendations to promote advance care planning with the broader public and
across diverse populations
 Provide a range of accessible resources on advance care planning for the public
(language, electronic, hard copies, links to video/YouTube, etc.)
 Utilize ERIK kits (Emergency Response Information Kits) to promote advance care
planning and continue to include both Health Care Directive and organ/tissue
donation registration with it.
 Promote ERIK more broadly than seniors population
 Target the younger populations (currently, most of the resources appear to be
targeted to seniors)
 Consider approach and messaging of advance care planning – messaging should
be about how having a health care directive provides relief and use using
humour to make people feel more comfortable about this topic – to break the
ice
 Promote advance care planning throughout all forms of media, considering
literacy levels and targeting different age groups with the most appropriate
approach (i.e. use social media, YouTube, twitter, etc. to target young people)
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Partner with organizations and businesses where advance care planning would
tie into their mandates
Hold workshops with community organizations, government departments, and
schools to promote advance care planning.

4. Recommendations to partner with promote advance care planning in diverse
communities
 Partner with cultural and faith groups to build understanding and to support the
discussion about end of life decision making in those communities
 Utilize the relationships that many spiritual care providers within the region have
with faith groups
 Take the message about advance care planning into communities, utilizing the
connections that the WRHA already has with community groups and the region’s
community‐based sites (share resources, offer workshops, use community
leaders to lead in first language)

5. Recommendations to review and consider feedback on the Advance Care Planning
Workbook
 Provide workbook in more than English and French in order to make it accessible
to diverse populations (electronic documents on website)
 Make revisions to workbook so that it relates more closely to the Health Care
Directive – so that you work through the workbook, you are completely sections
of the health care directive
 Refer to the Report’s further feedback and suggestions

6. Recommendations related to organ/tissue donation (share these recommendations
with Transplant Manitoba)
 Have the family sign the donor card and/or have an additional form for family to
fill out that identifies that they support their family member donating organ
and/or tissue – this addresses the issue that family members have the right to
make the final decision about organ donation
 Include the organ/tissue donation card/registration Health Care Directives
 Include organ donation registration on e‐charts and/or electronic medical
records
 Jointly promote organ/tissue donation and advance care planning in media
campaigns, through website links, etc.
 Include process of deciding whether or not to be an organ/tissue donor as part
of the advance care planning process and workbook
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Section I
Report Summary
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Introduction and Methodology
The Community Health Advisory Councils were asked by the Board of the Winnipeg
Regional Health Authority to provide community perspectives on promoting advance
care planning. This topic comes out of the WRHA Board’s strategic direction of
Enhancing patient experience and outcomes which is achieved by listening more
carefully to patients and considering their needs when designing and delivering services.
It fits under the priority of “increasing the involvement of patients and family in the care
process.”
The Community Health Advisory Councils are comprised of 80‐90 residents of the
geographic community areas that each Council represents along with some
representation from the Boards of health organizations also located in the community
areas. The Councils are diverse in terms of culture, socio‐economic status, professional
backgrounds and work experience, age, and gender. Members of the six CHAC’s
participate in an orientation session prior to beginning their exploration of strategic
priorities of the health region.

Population Health Framework and Perspectives from their community
The Community Health Advisory Councils use a population health framework when
exploring health issues – taking into consideration the social, environmental, economic,
and other factors that impact the health of a population. A population health approach
helps identify factors that influence health, to analyze them, and to weigh their overall
impact on our health.

Input to further the development and improvement of advance care planning
promotion
Getting feedback from the Councils is important in furthering the development and
improvement of advance care planning resources and approaches that health care
providers can use to discussing this with patients and family members. End of life
decision‐making is a difficult subject for people to talk about and different approaches
and resources might be more or less appropriate to different cultural and faith groups.
Having perspectives from Council members is extremely valuable for staff as they work
to ensure that these resources are accessible to many more people.
The input from the Councils provides invaluable insight and feeds into a regional review
and evaluation of advanced care planning processes in hospital settings. This will inform
next steps in the development of processes and in the promotion of advance care
planning within the region.
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Process of exploring the topic
Prior to the first set of meetings, Council members received a brief background paper on
advance care planning that provided information and context for their exploration of
this topic and links to advance care planning resources available to the public. At the
first set of meetings, staff reviewed the terms “advance care planning” and “health care
directive” with Council members. Council members were asked for their feedback on
the following questions:
 What are the challenges in discussing end of life issues with family members,
friends?
 What would make it easier to discuss end of life issues with family members,
friends?
 Are there cultural and faith considerations that the WRHA needs to be aware of
that relate to advance care planning?
The River East/Transcona Council recommended that Council members review the
Advance Care Planning Workbook, which is the key resource that the WRHA offers on
advance care planning. They suggested that Council members attempt to work through
the development of a health care directive (on their own or with family/friends) to see
how user friendly it is and offers ideas for how to improve it. Staff distributed hard
copies of the workbook to Council members prior to their second meeting.
At the second set of meetings, Council members began with sharing feedback on the
Advance Care Planning Workbook. They were invited to share what they liked about the
resource, if there were parts of the workbook that were difficult to follow, and ideas
that they had for improving this resource.
They were also asked for their feedback on the following questions:
 Are there some approaches you feel that the WRHA should explore to share
information with the public and promote advance care planning?
 Are there cultural and faith considerations that the WRHA needs to be aware of
when promoting advance care planning to a range of communities?
 What does the WRHA need to consider in terms of communicating with a range
of communities about advance care planning?
 Do you have ideas for how the WRHA can help families discuss organ and tissue
donation with their loved ones, considering faith and culture?

Presentation to the Board of the Winnipeg Regional Health Authority
Staff developed a draft report which was then shared with members of all of the
Community Health Advisory Councils for their input and feedback. This report was
presented to the Board and Senior Management of the WRHA on May 8, 2013 by the
Co‐Chairs of the six Community Health Advisory Councils.
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Terminology
Prior to providing feedback about how to promote advance care planning, Council
members spent some time with the relevant terms to make sure that everyone
understood the difference between advance care planning and a health care directive.
Advance Care Planning (ACP)
Advance care planning is a term used to describe the process of thinking about what is
important to each one of us in our care and treatment in the event that we cannot
speak for ourselves. Most people have close family and friends that they can confide in
and trust to advocate for them if we are unable to do so due to injury or illness. Advance
care planning requires serious thought about how we would want to be treated under
different situations if we were not able to advocate for ourselves.
Advance Care Planning refers to the overall process of dialogue, knowledge sharing, and
informed decision‐making that needs to occur at any time when future or potential life
threatening illness treatment options and goals of care are being considered or
revisited.
Health Care Directive (HCD)
A Health Care Directive is a self‐initiated form used in Advance Care Planning that
complies with the provisions of the Health Care Directives Act. In Manitoba, a Health
Care Directive may indicate the type and degree of health care interventions the
individual would consent or refuse to consent to and/or may indicate the name(s) of an
individual(s) who has been delegated to make decisions (i.e. a ‘Proxy’).
The Health Care Directives Act recognizes that mentally capable individuals have the
right to consent or refuse to consent to health care treatment. Further, the Act indicates
that this right should also be respected after individuals are no longer able to participate
in decisions respecting their health care treatment. (See Appendix B)
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Benefits of advance care planning and having a health care directive in
place
Although Council members were not directly asked to consider what they felt were the
benefits of advance care planning and completing a health care directive, they were
very definitive about the benefits of this process and shared what they saw as the main
reasons for considering and writing down the care that they want to receive when they
cannot speak on their own behalf. The most important reason they identified was to
take pressure off family members who would be experiencing a lot of stress on top of
having to make incredibly difficult decisions on their behalf.
It shows that you care about those that are left behind. It will be tough enough
for family without having to try to figure out what you wanted.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
We don’t know how we’re going to feel until we’re in that situation. I’m
grateful that my spouse made decisions about end of life prior to this. He made
decisions that I might not have been able to.
(Member, Seven Oaks/Inkster CHAC)
Having a plan in place, according to Council members, prevents potential conflict and
division amongst family.
It relieves the pressure for our family to make decisions for us and prevents
division among family members ‐‐ that this is their wish and how they choose
their life to end. It gives them dignity in the time of death.
(Member, Seven Oaks/Inkster CHAC)
There is the potential for dividing family or siblings when deciding who can
speak for the person in the event on an emergency.
(Member, St Boniface/St Vital CHAC)
Council members also identified the importance of being proactive; of planning ahead of
time and ensuring it is written down and informing family so they will know and can act
on their behalf.
It is important not just to have a verbal plan, but to write it down so that it can
be firm and acted upon.
(Member, River Heights/Fort Garry)
At the heart of the discussion about the reason for discussing end of life decision‐
making and having a health care directive was the importance of having quality at all
phases of your life.
(Member, Downtown/Point Douglas CHAC)
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Challenges identified and experienced when discussing end of life issues
with family members and friends
To begin the exploration of advance care planning and how to encourage and support it,
Council members were asked to share what they felt were the challenges in discussing
end of life issues with family members and friends. They identified a number of key
reasons – discomfort in discussing issues related to death, it is seen as a “senior” issue,
feeling overwhelmed by the scenarios that one needs to consider, lack of clarity and
trust regarding the process, cultural and faith issues, and the sense that this is not a
priority if you live in poverty.
Council members indicated that there is a range in comfort levels for families about
discussing end of life issues, especially with older relatives where there can be a lot of
sensitivity. For some families, there may be too much dysfunction and outstanding
issues for this conversation to happen at all.
Getting the conversation going is the hard part. It depends on the kind of
relationship you have with your family.
(Member, River East/Transcona CHAC)
Most families – depends on how open they are with one another, don’t want to
admit that they will die at some point, may be resistant to sharing private
information.
(Member, Downtown/Point Douglas CHAC)
Bringing this subject up when your family is not expecting it can cause anxiety,
fear, and they may wonder if you’re hiding something.
(Member, Seven Oaks/Inkster CHAC)
Many of the Councils shared that there will be some situations where there is so much
resistance from a family member to discussing advance care planning that it is no longer
productive or healthy.
Some people are just not going to talk about this and bringing it up over and
over again could hurt the relationship. As family, we need to respect this.
(Member, River East/Transcona CHAC)
One of the biggest challenges to discussing end of life decision‐making is age. For
younger and middle‐aged family members it just doesn’t seem relevant to them.
For younger people, it’s not on their radar. They can’t see why they would need
to do it.
(Member, Downtown/Point Douglas CHAC)
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A number of Council members felt that the process of attempting to consider all of the
different scenarios and how they would want to be cared for was overwhelming and a
barrier to completing a health care directive. Identifying who you want to advocate for
you – your proxy – was also seen by many as a difficult undertaking.
End of life scenarios are highly varied as are potential care scenarios. It would
be beneficial to have someone who can provide the medical side of the
discussion available during the process.
(Member, St Boniface/St Vital CHAC)

If you don’t have a health care background, you might get caught up in all the
medical interventions.
(Member, Downtown/Point Douglas CHAC)
The lack of clarity of the process of how or even if your wishes will be acted upon, was
identified as a challenge in advance care planning and encouraging family members
and/or friends to complete a health care directive.
What if a family member doesn’t agree with plan? What if they don’t share it
with health care providers when needed?
(Member, River Heights/Fort Garry)
Health care providers could interpret your wishes differently.
(Member, River East/Transcona CHAC)
Many people might feel that they will go through this process of making
decisions regarding end of life care and then it will not be carried out. What is
the point of doing this then?
(Member, Downtown/Point Douglas CHAC)

Some Council members felt that there may be barriers and resistance to talking about
advance care planning because of their culture or faith.
I can’t talk about this with other relatives. I can only discuss where I want to
be buried, and if I want a traditional ceremony or not. My band interferes with
wills and some issues with advance care planning/health care directives.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Many cultures are not comfortable talking about death. The most challenging
culture I think is the Anglo‐Saxon Christian culture. Youth and youthfulness is
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what it’s all about and the focus is on maintaining this. They are not prepared
to deal with death.
(Member, Downtown/Point Douglas CHAC)
One Council also indicated that the inability to access resources and support for advance
care planning is a barrier.
(There are) few resources in remote communities that would support families
to do advance care planning.
(Member, Downtown/Point Douglas CHAC)
For people with financial and other life challenges, advance care planning and writing a
health care directive might not be a priority.
Where’s the step that gets to the people who wouldn’t know about advance
care planning or how to fill out a health care directive – going beyond the
challenges of getting food on the table, etc.
(Member, Downtown/Point Douglas CHAC)
The attitude for many is – I don’t have anything to leave, and after I die, I really
don’t care.
(Member, Downtown/Point Douglas CHAC)
A number of Council members also raised the issue of supporting family members who
have cognitive or mental health challenges with the process of advance care planning.
Issue of some people who may be communicating but they are not rational?
For example, if they have a mental health issue or a cognitive disorder or
developmental disability.
(Member, River Heights/Fort Garry)
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Ideas for making it easier to discuss end of life issues with family
members and friends
After exploring the challenges and barriers that people face in discussing advance care
planning with family and friends, Council members were asked to come up with ideas to
make the process easier.
The best approach is to sit down with family and let them know what you want
and then to have this discussion with your proxy.
(Member, Downtown/Point Douglas CHAC)
They came up with a multi‐pronged approach that included providing resources to help
make the conservation easier (or just get it going). For those families where additional
support and resources wouldn’t be of assistance, Councils felt that support outside the
family – like processes within the health care system or presentations to community
groups ‐‐ could promote advance care planning and encourage and support individuals
to complete health care directives.
All of the Councils indicated the need to start these discussions with younger people, in
part to normalize the discussion about death and the processes to make decisions
related to how you want to be cared for when you cannot advocate for yourself.
All of the Councils recommended that Electronic Medical Record and E‐Chart include a
health care directive. The inclusion in E‐Chart would ensure that the ‘system’s is aware.
The WRHA should push that electronic medical record will include the health
care directive. It would then be accessible to paramedics, etc. We should have
it as part of our e‐chart with our immunization, diagnostics, and
pharmaceutical information. This is more readily accessed across the health
care system.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Having resources to look at together to prompt discussion
Councils felt that having accessible resources could help get start discussions about
advance care planning in many families where there is a relationship that was open and
where family members are not too uncomfortable to share their perspectives.
Have the tools to create the conversations and get the resources out into the
community.
(Member, River East/Transcona CHAC)
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Many of the Councils were aware of the ERIK kits (Emergency Response Information
Kits) and felt that they were an excellent resource to support and promote advance care
planning as a health care directive is included in the kit.

Processes in the health care system
Creating processes within the health care system can support much broader advance
care planning. It also provides another venue for where this conversation can happen,
especially where people feel uncomfortable discussing this with family or friends.
Councils recommend that primary care providers routinely discuss this and at the very
least, ask if a patient has completed a health care directive and encourage them to
complete one.
For some family members, this is something you just don’t talk about. If their
doctor gave them the information, they would get further with it.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
The conversation leads to more education about what happens in different life
threatening situations. The more you know; the more control you have over
what happens to you.
(Member, Seven Oaks/Inkster CHAC)
Advance planning should be initiated early and with whoever is the primary
care practitioner. This conversation should ideally start when you join a
practice or sign up with a particular practitioner. What we decide when we are
fit and well may well be different when than what we decide when we are old
and ailing, so regular review should be part of planning.
(Members, St Boniface/St Vital CHAC)

Have family doctors start the discussion with older adults. Set an age for when
the discussion happens at the doctor’s office – or at any time.
(Member, River East/Transcona CHAC)

Health care providers get the discussion and process going
If health care providers, especially primary care providers are going to encourage and
support patients in advance care planning, it is important that they will have the skills
and processes to follow. Providers throughout the health care system could be part of
this.
We should be able to talk to any health care provider about this. The WRHA
needs to do more to prepare staff and develop processes for staff to follow,
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otherwise each health care provider’s values will impact how and when
information is shared.
(Member, River East/Transcona CHAC)

Start with younger people
All of the Councils believed in the importance of targeting younger people to get
comfortable talking about end of life issues and eventually completing health care
directives for themselves.
Get exposed to this at an early age, so that it is normal to talk about. A younger
person (talking about advance care planning) to an older person – this is what I
want for myself, what do you want? We should promote talking about end of life
issues at schools.
(Members, River East/Transcona CHAC)
Get teachers talking about this in schools and build awareness. They are more
open to this. It would be a good exercise for young people – to figure out what
their wishes are.
(Member, Downtown/Point Douglas CHAC)
Have young people help out with advertising campaign – engage target audience
to help.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Processes outside of the health care system
To ensure that people learn about advance care planning and are supported in
completing a health care directive, Council members recommend that advance care
planning should be promoted in a number of systems – not just health care. They also
suggested that it be included as part of the driver’s licensing process. This would fit
because of the organ/tissue donation card that is already included with renewals.
(Advance care planning) should come through one system or another – through
health care system, driver’s license, school, community, faith group, etc.
(Member, River Heights/Fort Garry)
Driver’s license would be good – because everyone carries a driver’s license.
(Member, River Heights/Fort Garry)
Add on questions about end of life care on your driver’s license. Or, ask do you
have a health care directive?
(Member, River East/Transcona CHAC)

28

Approaches to sharing information and promoting advance care planning
with the public
When considering the approaches to recommend in promoting advance care planning,
Council members felt that it was important to start with normalizing the discussion about
death and dying in order to make people feel more comfortable discussing this with
family and friends.
Normalize discussions about death and dying – can’t get away from it, don’t
make it a taboo.
(Member, Downtown/Point Douglas CHAC)
Needs to be normalized, like talking about insurance, RRSP’s, planning for the
future; things we should be discussing and talking about openly.
(Member, River East/Transcona CHAC)
They also felt that it was important to not forget to target the younger population.
Council members felt that most of the resources appear to be targeted to seniors.
It’s not an age thing, it’s a life thing.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Teaching the public the importance of having a plan at any age is crucial to
maintaining control of their decisions.
(Member, St Boniface/St Vital CHAC)

Confusion about the term “Advance Care Planning”
Nearly all of the Councils raised a concern about the term, “advance care planning”. It is
not completed clear what this means. A number of Councils felt that the term and its
vagueness furthers the stigma and discomfort about talking about death and dying. It can
also act as a barrier to people accessing the materials and filling out a health care
directive.
“Advance care planning” – not clear what this really. Can’t we use the term
“living will”?
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Advance care planning – term might cause confusion, might not know what it
means.
(Member, Seven Oaks/Inkster CHAC)
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Public relations campaign
Council members provided their ideas for how the WRHA can promote advance care
planning with the public through the media and by taking the information into
communities. Councils provided different approaches in terms of messaging – one, the
impact of how having a plan provides relief (weight off your shoulders) and the second
using humour to increase peoples’ comfort with the topic, to break the ice.
The more it gets it out to the public’s consciousness the better. You will have a
huge weight off your shoulders when you complete this. Sell peace of mind and
use testimonials about this in advertising.
(Member, Downtown/Point Douglas CHAC)

Use “zombies” to promote it. The zombies have unfinished business, they didn’t
have a health care directive – use humour to promote.
(Member, Downtown/Point Douglas CHAC)
Use a comedic approach on radio, television, etc. so as a couple or family you
can start the conversation. Something like, “I’m more upbeat than my wife. I
don’t like to talk about my death, my wife talks about my death all the time.”
(Member, River Heights/Fort Garry)
Use funny advertisements to get people talking about this.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Use Twitter account to share info over 40 days with information about advance
care planning – like “#Dr Grim Reaper” This would get public and media
attention and get the issue out in the open and discussed.
(Member, St Boniface/St Vital CHAC)

Ideas for media campaigns
Council members suggested that advance care planning be promoted throughout all
forms of media. It is important to consider literacy levels and targeting different age
groups with the most appropriate approach, like YouTube and social media for younger
populations.
Council ideas included:
 Public service announcements – “have you discussed this with your family,
health care provider? Take control and don’t leave it to chance”
 Buses, bus shelters, etc. Seeing the advertisements could trigger a discussion
 Television commercials
 Advertise in newspapers, Winnipeg Free Press, community papers
 Twitter
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Set up Facebook page on advance care planning
Wave Magazine
How do we get this into peoples’ homes? Could this be a home flyer/insert in
the paper?
Feature article in Free Press – Saturday paper – goes out broader
Website – where you go for more information ‐‐ workbook, health care
directive, links to YouTube videos, etc.

To target younger people, have something on‐line, on YouTube – an
explanation of what this is – quick way to get to the crux of the matter – what
you need, who to talk to.
(Member, St Boniface/St Vital CHAC)
They also suggested that the WRHA learn from and link up with similar campaigns that
relate to end of life decision‐making.
Heart and stroke commercials ‐‐ how would you like to spend the last 10 years
of your life? This is very effective – here’s an effective way to approach to
promote advance care planning.
(Member, St Boniface/St Vital CHAC)
Ideas to take the message to communities
All of the Councils felt that it is very important to take the message about advance care
planning into communities, utilizing the connections that the WRHA already has with
community groups and the region’s community‐based sites.
There are lots of opportunities (to promote advance care planning) – getting new
doctor, writing a will, going into seniors housing, the yearly physical with your
doctor – this would cover a range of ages. Where are we touching people, that we
could introduce this material? Clinics, public health nurses, schools, etc.
(Member, Downtown/Point Douglas CHAC)
(Share the information and resources on advance care planning at) flu shot
clinics, immunization clinics. Have the information/booklets at community area
offices, Quick Care clinics, access centres, community health centres, resource
centres, libraries, fitness/wellness centres, and hospital wards.
(Members, St Boniface/St Vital CHAC)
Opportunities to share information and get people engaged with advance care
planning
 Community health expos
 Posters about it to put up at hospitals, etc.
 Residents in seniors blocks – share information about advance care planning, health
care directives, etc.
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Utilize WRHA volunteers who have contacts in community
Use outreach settlement workers to share information
Take to homeless shelters, drop in’s, where individuals may not have families and
are in crisis
Promote at the Reh‐Fit, other wellness centres, fitness centres
Have information and resources available at pharmacies
Insurance agencies – advance care planning could be part of succession planning,
getting life insurance, etc.
Provide information at blood donor clinics

Partner with organizations and businesses that would have platforms to share this
information
Council members recommend that the WRHA partner with organizations and businesses
where advance care planning would tie into their mandates.
Are there resources available for groups to have sessions to do this? Local
seniors’ resource councils could do this, Age and Opportunity, the Seniors
Secretariat, etc. The Winnipeg Foundation, the Manitoba Bar Association, and
Public Trustee sponsor “will week” which focuses on the importance of writing
wills. The WRHA should partner with them to promote advance care planning
during “Will Week” ‐‐ the last week of April.
(Member, Downtown/Point Douglas CHAC)

Hold sessions and workshops
Holding workshops with community organizations, government departments, and
schools to promote advance care planning was highly recommended by all of the
Councils.











Presentations to community agencies that serve diverse populations
United Way – presentations to their member agencies
Information nights at schools – Nor’ West Community Health Centre has a booth
– could share information about advance care planning
Hold sessions in schools for parents to attend
Workshops – adult education classes, like retirement planning
Sessions to seniors groups
Hold sessions in the workplace – English at Work is a program for Newcomers to
improve their English – this could be included as part of classes
industries that have educational programs, incorporate into their class
Some organizations could organize workshops on this topic – tie in with other
health topics – like renal health
Libraries hold sessions – a few years ago there was one on living wills
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One of the Councils suggested that the WRHA can support people who can’t afford to
hire a lawyer to draw up a will and that advance care planning could be tied into this.
Many people can’t afford to have their wills done. It would be a good service to
provide this at no cost through sessions that also promote health care
directives.
(Member, Downtown/Point Douglas CHAC)
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Cultural and faith and other issues that the WRHA needs to consider
when promoting advance care planning to a range of communities
The Councils were asked if cultural and faith issues need to be considered when
promoting advance care planning and working with patients and families through end of
life decision making processes. Council members were able to identify potential
sensitivities and strategies for working with diverse populations.
I can’t think of a religion where it wouldn’t be okay to discuss end of life, it
depends on the comfort level of the individual.
(Member, Seven Oaks/Inkster CHAC)
What are the different faith perspectives regarding end of life and medical
interventions? It would be helpful to work with different faith organizations,
including spiritual care in health, to try and build interfaith knowledge, skills,
and increase awareness. The WRHA should look back at the cultural
competency report for relevant themes, etc. and connect how to promote this
to the work of the cultural competency specialist.
(Members, St James‐Assiniboia/Assiniboine South CHAC)

Context for exploring end of life, death and dying with a range of communities
Members of the Councils shared their insights regarding how the WRHA should
sensitively approach the topic of advance care planning with diverse populations. They
also highlighted the challenges that health care providers face in attempting to be
aware of a range of cultural and faith perspectives that patients and families will have
about end of life decision making.
We need to normalize the conversation throughout all ages, cultures, and
faiths.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
It can be difficult for health care providers without knowledge of the range of
perspectives.
(Member, Downtown/Point Douglas CHAC)
Council members brought up a number of cultural and faith issues that they felt
pertained to end of life decision‐making and need to be considered by health care
providers.
Issues of women’s rights in some cultures (may impact advance care planning
processes) – having the right to make their own choices.
(Member, Downtown/Point Douglas CHAC)
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Culturally the issues of reciprocity and responsibility of the child to the elderly
parent should be discussed in the proper settings or somehow built into the
promotional material if it can be done appropriately. Faith and culture play a
strong role in the advance care planning process. In my opinion, people tend to
respect religious authority over the medical opinion when it comes to death or
life issues.
(Member, St Boniface/St Vital CHAC)
Coming from a third world country, things are done very differently here.
(Newcomers) need to learn how things are done here regarding end of life care.
(Member, Seven Oaks/Inkster CHAC)
Every single person is different and the only way that you can understand
them, is to have that conversation with them.
(Member, St James‐Assiniboia/Assiniboine South CHAC)

Partnering with cultural and faith groups
All of the Councils highly recommend that the WRHA partner with cultural and faith
groups to build understanding and to support the discussion about end of life decision
making in those communities. They also suggest that the relationships that spiritual care
providers within the region have with faith groups be utilized.
WRHA should partner with different faith groups to better understand their
perspectives and then incorporate these into the development of resources. The
more knowledge we have, the better we can approach (diverse communities)
and be more sensitive in how we word things.
(Member, River East/Transcona CHAC)
It would be good to engage different communities. Different cultures and faiths
view death and dying differently. We should go to the leaders in those
communities and learn more. Ask them what would work in their community to
promote these discussions. Use spiritual care program’s connection to faith
networks and organizations to work on this.
(Member, Downtown/Point Douglas CHAC)
The Councils also recommended partnering to hold workshops and/or distribute to
share information and promote advance care planning.
Hold seminars for different faith leaders and cultural leaders in the community
so that they can be proponents of this.
(Member, River Heights/Fort Garry)
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The Manitoba Start Program (through the Department of Multiculturism and
Immigration) offers workshops. Perhaps they could include a workshop on
health that promotes advance care planning. Then newcomers would have this
in mind and would promote awareness of the topic. The WRHA should work
with different ethnic organizations to help plan and disseminate information
within their communities. It would be more meaningful to have cultural leaders
share with others, in their own language that can be easily understood.
(Member, Seven Oaks/Inkster CHAC)

Considerations when promoting advance care planning with diverse populations
Council members offered advice about how to promote advance care planning with
diverse communities – from the need to consider language and literacy levels to the
complex ethical and religious context that advance care planning fits within.
The WRHA will need to consider wording (in advance care planning materials).
There are many people who have literacy issues, for whom English isn’t their first
language. Using medical terminology that they’re not familiar with is a barrier.
Having examples of health care directives that are completed would be helpful.
They need to consider a different approach – much more visual with plain
language.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
The WRHA needs to recognize that different faiths and cultures, as well as varying
ethical or philosophical viewpoints not necessarily connected directly with religion,
offer many, varied and possibly conflicting perspectives on end of life issues. So,
they need to offer a variety of supports appropriate to persons of differing
cultures, as a matter of their choice. They also need to clarify to people what care
options are available.
(Member, St Boniface/St Vital CHAC)

Other ideas to promote within a range of communities
• Use outreach and settlement workers to share information
• Immigrant Centre and Welcome place are a good place to share information
• On‐line links to different faith perspectives on end of life issues
• Mini‐campaigns with different faith and cultural groups to promote this
• Need to consider marginalized populations – like inmates at correctional centres, by
partnering with the John Howard Society
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Feedback on the Advance Care Planning Workbook
The River East/Transcona Council recommended that Council members review the
Advance Care Planning Workbook, which is the key resource that the WRHA offers on
advance care planning. They suggested that Council members attempt to work through
the development of a health care directive (on their own or with family/friends) to see
how user friendly the workbook is and to offers ideas for how it could be improved.

What worked, what Council members liked about the workbook
All of the Councils felt that having a workbook to use as a resource for advance care
planning is important and very useful and effective for getting difficult conversations
started and assisting people in completing health care directives.
Having a workbook is good for sharing, especially when it is difficult to bring up
with someone.
(Member, Seven Oaks/Inkster CHAC)
If you take the time to read it, good information that is straight forward – the
descriptions of different treatments helped me figure out what I would want
and would not want. This booklet is good to get you thinking and working
through this.
(Member, St Boniface/St Vital CHAC)

This type of workbook is really useful. I could have used this with my partner
when he was dying to discuss his wishes. It would have been helpful as a
partner to have had these discussions.
(Member, Downtown/Point Douglas CHAC)
My in‐laws liked the workbook, it opened up the discussion, and they wanted
more copies to share with friends. I shared this with my mom. I gave it to her to
read through. She is now in the process of working through this with her
doctor.
(Members, River East/Transcona CHAC)
I used the workbook and took it to a doctor’s appointment. We worked
through it together– discussed narrowing of the treatments. His opinion is
important to me. I chose a proxy and discussed this with my wife and son.
(Member, St Boniface/St Vital CHAC)
What Council members liked about the workbook
• It was easy to follow
• The examples in the back
• The photography ‐ it captured young and old and diverse people
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•
•
•
•

Felt it was applicable to a range of ages, not just seniors
The colour draws you in
The Health Care Directive – makes it clear
The section – “think about your values and beliefs…” was very clear and specific,
makes suggestions about what you want to put in your health care directive – this
workbook approach/focus should be conveyed through out

What Council members didn’t like about the workbook
Council members had some constructive feedback to offer about the workbook – in
order to improve its accessibility to a broad range of people and provided feedback on
parts of the workbook that were perhaps difficult to understand. They viewed the goal
of the workbook as assisting people in completing their health care directive.
A number of Council members felt that the workbook shied away from the real issue at
hand – death and dying. The language was overly vague at times.
The materials are evasive. The workbook is not clear about that we’re looking
at – death and dying.
(Member, Downtown/Point Douglas CHAC)
There were also numerous concerns about what population the workbook was being
targeted to and that it wasn’t necessarily appropriate or relevant to diverse populations.
The demographics that this is targeted towards probably have the highest
incidence of having completed a health care directive.
(Member, River Heights/Fort Garry)
It seems very middle class. What audience are we targeting? It doesn’t seem
relevant to people living in poorer neighbourhoods. They would probably
disregard this because it is not multicultural enough.
(Member, Downtown/Point Douglas CHAC)
Other feedback
 The photographs focus on older people – not a range of ages
 It suggests you have doctor assist but many don’t have access to a doctor
 Need to be clear about terminology – what does “do not resuscitate mean”? etc.
 Descriptions of medical interventions were challenging
 Section on values and beliefs wasn’t completely helpful
 There could be more explanation about the power of attorney and proxy
 What about people who cannot make these kinds of decisions on their own behalf?
There should be an explanation about this.
 Concerned about peoples’ capacity to understand and read this
 Fear about filling out and then changing your mind
 The workbook is written at a pretty high literacy level
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The Health Care Directive tells you to look for information on the reverse side and
there’s no information there

Ideas for Improving
Council members shared a range of ideas and suggestions to improve the workbook so
that it can be a resource for a broader population. They also provided feedback on how
to make the workbook more user‐friendly as a resource to completing a health care
directive.

Ideas to make the workbook accessible to a broad range of communities
All of the Councils recommend that the WRHA consider offering this resource in more
than English and French in order to make it accessible to diverse populations.
It is important to offer the workbook in different languages.
(Member, River Heights/Fort Garry)
The WRHA should make the workbook available in different languages and as
an electronic document. They should add something in the workbook about
getting interpretation assistance to use it.
(Member, Seven Oaks/Inkster CHAC)
It would be helpful to have examples with different cultural contexts of end of
life care options told in stories. This would help people from different cultures
understand and make decisions. Here are the options within your community,
which would be acceptable?
(Member, St James‐Assiniboia/Assiniboine South CHAC)

Ideas to make the workbook more user friendly
Most of the Councils suggested that the workbook more closely relate to the Health
Care Directive to walk people through the process of completing the HCD.
Connect the parts of the workbook that you fill out to “goals of care”, etc.
Provide examples of what each level of care looks like, treatments included.
(Member, St Boniface/St Vital CHAC)
For each section, have questions at the end to fill out. Then you’re working on
filling in parts of the health care directive. They could be torn out after and
used to fill in the health care directive.
(Member, Downtown/Point Douglas CHAC)
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Should connect treatment options/choices to Comfort/Medical/ Resuscitate –
“goals of care” that health care providers would use in identifying what the
patient wants. People might be afraid that communication will not be at the
level it needs to be in the moments that these care decisions are being made.
(Member, St Boniface/St Vital CHAC)
Ensure that the workbook is adaptable to different scenarios ‐ age, medical
condition, care options and other choices.
(Member, St Boniface/St Vital CHAC)

Next steps and getting help working through the process
A number of Council members suggested that it would be helpful to have help line or
community groups, etc. identified that people can go to if they are having problems
completing their health care directive.
(It would be helpful to have) a help line for those who have questions to
complete workbook.
(Member, St Boniface/St Vital CHAC)
Give ideas of where you can go to get help filling this out, like seniors groups,
etc. Who else could help – doctors, others?
(Member, Downtown/Point Douglas CHAC)
Council members also felt that people needed more information about what to do after
you’ve completed a Health Care Directive.
Make sure that it spells out what to do once you’ve completed the health care
directive
(Member, River Heights/Fort Garry)
Be clear about what to do with it once it’s filled out.
(Member, Seven Oaks/Inkster CHAC)
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Ideas for how the WRHA can help families discuss organ and tissue
donation?
Council members were asked for their suggestions about how the WRHA can help
families discuss organ and tissue donation. They also shared concerns that family
members have the power to make the final decision about organ/tissue donation even if
you have filled out a form or registered to be a donor on‐line. There are natural linkages
between organ/tissue donation and advance care planning as these are both difficult
and challenging conversations that involve making decisions about end of life.
It is just as difficult for families to make decisions at critical times about
organ/tissue donation as it is to make treatment decisions. It is much better for
people to decide ahead of time and take this pressure off families.
(Member, River East/Transcona CHAC)

There’s a very personal aspect to organ/tissue donation – the connection that
the donor has to the recipient.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Council members felt that there was a lack of information about the processes of organ
and tissue donation in the broader public and that this impacted peoples’ desire to be a
donor.
We need more education about this in the public about what the processes are,
etc. so that people can better understand and have a better perception of what
happens.
(Member, River Heights/Fort Garry)
Do we need more education about organ donation to help make people more
comfortable with it so that they can learn more about the process and
understand what happens when you donate an organ?
(Member, Seven Oaks/Inkster CHAC)

Concerns that family have right to make final decision
There was concern (and surprise) from members of all of the Councils that family
members have the right to make the final decision about organ donation, even if you
have filled out a donor card or registered to be a donor on‐line.
If your family doesn’t support your wishes to donate, it will not happen. That’s
why it is so important to discuss your wishes with your family.
(Member, Downtown/Point Douglas CHAC)
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If you don’t make your wishes known to your family, your family will decide.
(Member, River Heights/Fort Garry)
The issue that your family can deny your wishes regarding organ and tissue
donation is very frustrating. It is hard to believe that the card/registration is
not legally binding.
(Member, St Boniface/St Vital CHAC)

Ideas to address this issue
Council members provided a few suggestions for how to address this issue.
How about having the family sign the donor card as well?
(Member, River Heights/Fort Garry)
Have an additional form for family to fill out that identifies that they support
their family member donating organ and/or tissue. This should be included on
their health care directive and discussed with their health care proxy.
(Member, River Heights/Fort Garry)

Connecting organ/tissue donation to advance care planning
Council members felt that there was a strong connection between advance care
planning and organ/tissue donation. All of the Councils suggested that organ/tissue
donation be part of the advance care planning process and included on the health care
directive. They suggested that they jointly promote these important decision‐making
processes in media campaigns, through website links, and by including organ donation
registration on e‐charts like health care directives (recommendation).
Both health care directive and organ donation go hand in hand – although
some donation – tissue, kidney, stem cell, bone marrow, part of liver, etc. – can
occur while you are alive.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
If we can start with getting families to discuss their wishes re: organ/tissue
donation it is a good way to approach the larger issue of end of life decisions.
(Member, Downtown/Point Douglas CHAC)
Very similar issues to promote both advance care planning and organ/tissue
donation. This is part of advance care plan/health care plan – another piece of
the puzzle.
(Member, River East/Transcona CHAC)
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There should be an additional page in the advance care planning workbook
about organ/tissue donation.
(Member, River Heights/Fort Garry)
Organ/tissue donation should be included in the advance care plan/health care
directive. Have it as one of the check boxes in the health care directive.
(Member, River East/Transcona CHAC)
Have the info about organ/tissue donation on the e‐chart as well.
(Member, River Heights/Fort Garry)
It would be easier to fill out both health care directive and organ donation
forms at the same time.
(Member, Seven Oaks/Inkster CHAC)
Put links on the advance care planning web page to organ donation.
(Member, Seven Oaks/Inkster CHAC)

Create a check off box on the health care directive about donating organs/
tissue and include both advance care planning and organ/tissue donation in
workshops.
(Member, St Boniface/St Vital CHAC)

Promoting Organ/Tissue donation
Council members provided suggestions for how to promote organ/tissue donation.
Need to promote organ/tissue donation more, need to bring more people to
the Transplant Manitoba website to learn more about this. Testimonials from
families about organ donation are very powerful.
(Members, St Boniface/St Vital CHAC)
The more you hear this from different angles, consistent messages, the more
comfortable you will be.
(Member, St James‐Assiniboia/Assiniboine South CHAC)
Ideas to promote
• Partner with Transplant Manitoba to promote both – clear linkages, same target
populations
• Continue to provide organ/tissue donation card with driver’s license renewal –
provide info/link to advance care planning
• Need to promote among younger people to make the decision
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•
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•
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Doctors should encourage patients to think about organ donation
On‐line donation registry – not everyone has a computer or is comfortable filling out
something on‐line – need other options
Have a wallet sized organ donation card to carry with you
Encourage Autopac insurance brokers to promote organ donation cards so you can
pick up when you update/pay for your driver’s license
Promote in Driver’s Education classes
When you renew your home, life, car insurance – could be a prompt to fill out
organ/ tissue donation
Share information and promote with corporations – wellness groups, union
workshops
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Cultural and faith considerations that the WRHA needs to be aware of
regarding organ and tissue donation
Council members were asked to provide insight into possible cultural and faith
considerations regarding organ/tissue donation. Their feedback on this question was
very similar to the question regarding cultural/faith considerations in advance care
planning.
Health care providers need to understand different faith rituals/beliefs that
would be relevant to organ/tissue donation.
(Member, Downtown/Point Douglas CHAC)
There was very interesting discussion as to whether or not some faith groups do not
allow the practice of organ/tissue donation. Some Council members thought that this
was the case, while others identified a range of acceptance of organ/tissue donation
within their faith.
There are some faiths that would not allow organ/tissue donation.
(Member, River East/Transcona CHAC)
We debated organ donation in Jewish school. It was framed as doing good for
others versus importance of being buried whole. It’s a personal choice. Younger
teachers are getting the students to talk about this, parents have not
complained about this being discussed, debated.
(Member, River Heights/Fort Garry)
It is important to know if there are prohibitions with a faith/religion about
organ donation. Clergy/faith leaders need to inform their faith community.
(Member, Seven Oaks/Inkster CHAC)
It is important to talk with religious leaders about organ donation. If their faith
supports this, they can encourage their faith community to fill out card. There
may be moral issues to consider.
(Member, Seven Oaks/Inkster CHAC)
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Key Recommendations on Promoting Advance Care Planning and
Organ/Tissue Donation
7. Recommendations to create processes within the health care system that will
promote and support much broader advance care planning and the completion and
easy access to health care directives:
 Include the Health Care Directive on electronic medical record or e‐chart
 Encourage family physicians/primary care provides ask patients if they have a
health care directive – if not, discuss advance care planning with them and
provide support and/or link them up with appropriate resources
 Prompt patients to regularly review and make revisions (if they need to) to their
Health Care Directive (reminder every 3‐5 years in their electronic medical
record/e‐chart, etc.)
 Develop processes for how/when health care providers share information about
advance care planning with patients, families
 Provide training to health care providers about how to support advance care
planning with patients/families

8. Recommendations to encourage that advance care planning be included in
processes outside of health care system
 Driver’s license renewal process – include information about advance care
planning and Health Care Directives (like organ/tissue donation card is included)
 Driver’s education classes

9. Recommendations to promote advance care planning with the broader public and
across diverse populations
 Provide a range of accessible resources on advance care planning for the public
(language, electronic, hard copies, links to video/YouTube, etc.)
 Utilize ERIK kits (Emergency Response Information Kits) to promote advance care
planning and continue to include both Health Care Directive and organ/tissue
donation registration with it.
 Promote ERIK more broadly than seniors population
 Target the younger populations (currently, most of the resources appear to be
targeted to seniors)
 Consider approach and messaging of advance care planning – messaging should
be about how having a health care directive provides relief and use using
humour to make people feel more comfortable about this topic – to break the
ice
 Promote advance care planning throughout all forms of media, considering
literacy levels and targeting different age groups with the most appropriate
approach (i.e. use social media, YouTube, twitter, etc. to target young people)
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Partner with organizations and businesses where advance care planning would
tie into their mandates
Hold workshops with community organizations, government departments, and
schools to promote advance care planning.

10. Recommendations to partner with promote advance care planning in diverse
communities
 Partner with cultural and faith groups to build understanding and to support the
discussion about end of life decision making in those communities
 Utilize the relationships that many spiritual care providers within the region have
with faith groups
 Take the message about advance care planning into communities, utilizing the
connections that the WRHA already has with community groups and the region’s
community‐based sites (share resources, offer workshops, use community
leaders to lead in first language)

11. Recommendations to review and consider feedback on the Advance Care Planning
Workbook
 Provide workbook in more than English and French in order to make it accessible
to diverse populations (electronic documents on website)
 Make revisions to workbook so that it relates more closely to the Health Care
Directive – so that you work through the workbook, you are completely sections
of the health care directive
 Refer to the Report’s further feedback and suggestions

12. Recommendations related to organ/tissue donation (share these recommendations
with Transplant Manitoba)
 Have the family sign the donor card and/or have an additional form for family to
fill out that identifies that they support their family member donating organ
and/or tissue – this addresses the issue that family members have the right to
make the final decision about organ donation
 Include the organ/tissue donation card/registration Health Care Directives
 Include organ donation registration on e‐charts and/or electronic medical
records
 Jointly promote organ/tissue donation and advance care planning in media
campaigns, through website links, etc.
 Include process of deciding whether or not to be an organ/tissue donor as part
of the advance care planning process and workbook
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Backgrounder on “Promoting Advance Care Planning” Topic
What is Advance Care Planning?
Advance care planning is a term used to describe the process of thinking about what is
important to each one of us in our care and treatment in the event that we cannot
speak for ourselves.
Most of us have close family and friends that we can confide in and trust to advocate for
us if we are unable to do so due to injury or illness. Advance care planning requires
serious thought about how we would want to be treated under different situations if we
were not able to advocate for ourselves. It is important to express these wishes in
advance to close family, confidantes and health‐care providers so that we receive the
quality of care that we deserve and continue to enjoy a good quality of life consistent
with our future plans.
The Winnipeg health region has developed resources for staff and families to use in
order to learn more about advance care planning and to develop advance care plans.
Important Terms to Understand for this Topic:
Advance Care Planning (ACP)
The overall process of dialogue, knowledge sharing, and informed decision‐making that
needs to occur at any time when future or potential life threatening illness treatment
options and Goals of Care are being considered or revisited.
Health Care Directive (HCD)
The Health Care Directives Act recognizes that mentally capable individuals have the
right to consent or refuse to consent to health care treatment. Further, the Act indicates
that this right should also be respected after individuals are no longer able to participate
in decisions respecting their health care treatment. A Health Care Directive is a self‐
initiated form used in Advance Care Planning that complies with the provisions of the
Health Care Directives Act. In Manitoba, a Health Care Directive may indicate the type
and degree of health care interventions the individual would consent or refuse to
consent to and/or may indicate the name(s) of an individual(s) who has been delegated
to make decisions (i.e. a ‘Proxy’).
Why are the Community Health Advisory Councils exploring this topic?
The topic of advance care planning comes out of the WRHA Board’s strategic direction
of “enhancing patient experience and outcomes”. This is achieved by listening more
carefully to patients and considering their needs when designing and delivering services.
It fits under the priority of “increasing the involvement of Patients and Family in the care
process.”
It is important to get your feedback into the further development and improvement of
advance care planning resources and approaches that health care providers can use to
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discussing this with patients and family members. This is a difficult subject for people to
talk about and different approaches and resources might be more or less appropriate to
different cultural and/faith groups. Your input will be very valuable for staff as they
work to ensure that these resources are accessible to many more people.

How will your input be used?
Currently planning is underway to conduct an evaluation of advanced care planning
from within the hospital setting. The input from the advisory councils will provide
invaluable insight and together with the evaluation results will inform next steps in the
planning of advance care planning within the region.

Questions for your input
 Have a look at the Advance Care Planning workbook and Video using this link:
http://www.wrha.mb.ca/acp/index.php
First Meeting:
 Staff to review resources and run short video on “Advance Care Planning”
 Review and clarify terms “advance care planning” and ”health care directive”
 What are the challenges in discussing end of life issues with family members,
friends?
 What would make it easier to discuss end of life issues with family members,
friends?
 Based on your discussions, are there ways that the WRHA can encourage people
to think about advance care planning while considering faith and culture?
Second Meeting:
 Are there some approaches you feel that the WRHA should explore to share
information with the public and promote advanced care planning?
 What does the WRHA need to consider in terms of communicating with a range
of communities about advance care planning?
Organ and Tissue Donation:
In April 2012, Manitoba announced an organ and tissue donor registry. You can
donate your heart, liver, kidneys, pancreas, lungs, small bowel, stomach, corneas,
heart valves, pericardium, bone, cartilage, tendons, ligaments and skin. The first and
foremost concern for healthcare professionals caring for critically ill patients is to do
everything possible to save lives. The possibility of donation is only considered when
all lifesaving efforts have failed.
 Do you have ideas for how the WRHA can help families discuss organ and tissue
donation with their loved ones, considering faith and culture?

50

Appendix B

51

52

Appendix C

53

Map of the Community Areas in the
Winnipeg Health Region
1
2
3
4
5
6
7
8
9
10
11
12

St. James – Assiniboia
Assiniboine South
Fort Garry
St. Vital
St. Boniface
Transcona
River East
Seven Oaks
Inkster
Point Douglas
Downtown
River Heights
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