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Introduction

The Palliative Care Public Awareness
Project was launched in 2020 to increase
awareness and understanding of palliative
care in Alberta. An important first step of
this project was to identify, understand and
engage with community organizations with
an interest in and capacity for working
together to realize this objective.

Non-profit hospice and palliative care
societies are positioned as key palliative
care stakeholders in numerous
communities across the province. They
offer a range of programs and services
within their communities to support people
living with serious, life-limiting illnesses.
These include volunteer support services
for patients and families, public education,
grief support programs, and in some cases,
residential hospice facilities for end-of-life
care.

Hospice and palliative care societies
represent a Compassionate Communities
approach to palliative care. Compassionate
Communities is a global movement
premised on the belief that “death, dying,
loss and care is everyone’s responsibility”
(Public Health Palliative Care
International). Its purpose is to expand
community capacity to care for people who
are seriously ill, caregiving, dying and
grieving, broadening the networks of
support that exist outside of professional
health services.

In 2016 Alberta Health Services developed
A Resource Guide for Community
Development of Palliative and End-of-Life
Care within Alberta to assist communities in
building capacity and addressing local
needs, and was developed with input from
existing hospice and palliative care
societies. Since that time, the type and
extent of programs and services provided
by these organizations has not been
reviewed on a province-wide scale.

A survey of hospice and palliative care
societies was undertaken in 2021 to fulfill
three objectives:

v to identify and understand the
programs and resources offered by
Alberta hospice and palliative care
societies;

v to learn about successful public
engagement and public education
initiatives; and

v to identify resource needs and
opportunities for engagement of
hospice and palliative care societies
in Alberta.

This report outlines key survey findings and
implications for implementing and
sustaining public palliative care education
initiatives.
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What We Did

Thirty-six active non-profit hospice and palliative care societies in Alberta were identified
through the website of the Alberta Hospice Palliative Care Association and the government of
Alberta’s Non-Profit Listing. In June 2021, 35 organizations for which contact information could
be identified were invited via email to participate in an online survey.

The survey consisted of 16 questions pertaining to organizational characteristics, programs and
resources offered, successful public engagement initiatives, organizational challenges, and local
needs and opportunities (see Appendix 1). Twenty-five respondents representing 23 different
hospice and palliative care societies completed the survey (66% organizational response rate).

Twenty-two survey respondents indicated interest in follow-up engagement and provided their
contact information at the end of the survey. These respondents and other interested members
of their organizations were invited to attend a virtual “What We Heard” session in October 2021
to hear and discuss survey results. Fourteen individuals representing eight hospice and
palliative care societies attended the meeting; their insights are reflected in this report.
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What We Heard

Part 1. Hospice and palliative care societies & their communities

Participating Organizations

v Rural and urban Alberta were well
represented, with participating organizations
located in 10 cities and 13 towns across the
province.

v Four of the participating hospice societies
offer residential hospice care.

Survey Respondents
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# of respondents (n=25)

v Survey respondents held a range of roles within their organizations,
some volunteer and others paid.
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Organizational Characteristics

Number of full-time employees

None 0 (0%) 11 (48%)
<1 0 (0%) 3 (13%)
1-15 0 (0%) 3 (13%)
2-3 1 (4%) 2 (9%)
18 1 (4%) 0 (0%)
30+ 2 (9%) 0 (0%)
Number of Volunteers
1-25 0 (0%) 14 (61%)
26 - 50 0 (0%) 2 (9%)
51-75 0 (0%) 2 (9%)
76 - 100 1 (4%) 1 (4%)
101 - 125 1 (4%) 0 (0%)
250 2 (9%) 0 (0%)
Community Partnerships
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v Alberta hospice
and palliative
care societies
vary significantly
in size.

v Roughly half are
powered
entirely by
volunteers.

v Hospice and

palliative care
societies have
cultivated broad
partnerships in
their local
communities.
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Community Awareness

How aware are people in your community of:

% of respondents (n=24)
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Most Successful Public Engagement Initiatives

Marketing & communications Social media 4 13
Newspaper, radio & TV 2
Brochures/newsletters 2
Website & online resources 2
Word of mouth 2
Hospice tour 1
Fundraising Walk/Hike for Hospice, Tree of Hope 10
Public education Presentations, workshops & speaker series 9
Volunteer training & services Training for volunteers, grief companion training, 6
bedside respite, pen pal program
Grief support Online & in-person bereavement programs and 3
workshops
Memorial events Rem_embrance Tree, butterfly release, memorial 3
service
Partnerships Collaborations with other organizations 3
Residential care Hospice care & palliative care suite 2
Supplies Comfort kits/supplies 2
None No programs yet 2
Respite Hospice day program 1

“We have seen that the topics of death
and dying are of interest and concern to
our community and that holding free
public events for information sharing has
made a safe space to begin... Raising
awareness about palliative [and] end of
life care, and a palliative approach to
care, can give the person and their family
hope for a more comfortable journey,
where they want to be.”
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Programs Offered in the Past Five Years
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v Alberta hospice and palliative care
societies offer varied programs,
many of which are facilitated by
volunteers.

v Several programs are offered in
partnership with other organizations
e.g. Volunteer training (AHS), Nav-
CARE (UBC/U of A) and COMPASS
for Caregivers (Caregivers Alberta).

Topics of ‘Education/speaker session(s)':

v

Education about palliative care
was most frequently offered (75%
of respondents).

Grief and advance care planning
(ACP) tied as the second-most
frequently highlighted topics.

Education for caregivers and
disease-specific sessions were
also offered by several societies.
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Use of Advance Care Planning (ACP) Materials

14
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15)
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AHS Green AHS Alberta OPGT CHPCA Speak Dying with  CVH Coming The Plan Well Other
Sleeve Conversations Personal Up Workbook Dignity Canada Full Circle Conversation Guide
Matter Guide Directive ACP Kit Workbook  Starter Guide

v Hospice and palliative care societies are utilizing a wide range of advance care
planning materials, with Alberta resources (green bars) having highest uptake.

v Survey respondents also indicated high usage of various interactive ACP materials
such as fillable workbooks and online tools (grey bars), though currently none of
these contain Alberta-specific content.
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Locally Developed Tools/Resources

More than eighty percent of organizations reported creating their own tools or resources. Most
frequently cited were websites, resources for volunteers, and library collections or
recommended reading/film lists. Information for patients and families and directories of local
resources have also been developed by several organizations. A smaller number offer
brochures, activity books, a mobile app, and comfort supplies.

Most Utilized Programs or Resources

# of respondents (n=21)

Programs

Grief support & counselling I
Volunteer support services GGG
Educational workshops I
Financial assistance program I
Memorial events I
Day program NN
Residential hospice care [INIIIEGE
||

Death Café

0 2 4 6 8 10 12

ACP resources [N
Library books/reading lists || NN
A caregiver's Guide*  [[IININGIGIGINININININNGE
comfort supplies [ HNEGTNNGEGNEEE
Local resource directory [ NREB
I

Life's Last Chapter*

** Canadian Hospice Palliative Care Association & the Order of St. Lazarus

* Hospice Calgary
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Unmet Needs for Public Education

Seventy-eight percent of respondents identified Educational sessions and collaboration
unmet needs for public education within their with other organizations were identified
community. Among those respondents, general as the top means of addressing these
knowledge of palliative care emerged as the public educational needs. Other plans
most commonly cited need. Knowing how to included offering additional professional
access palliative care, grief support training, support to patients and families, and
and advance care planning were also more volunteer training and support.
commonly identified as unmet educational

needs.

“People are still very wary of palliative care
and accessing supports earlier in their journey.”

Programs Offered & Interested in Offering
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Key Findings

v Hospice and palliative care societies provide invaluable support to their

communities.

Hospice and palliative care societies often function with very limited resources, and
yet they manage to meet a significant need within their communities, particularly in
providing volunteer and grief support to patients and families, as well as public
education sessions on a variety of topics.

There is a need for continued education to improve public understanding of
palliative care and dispel misperceptions.

Hospice and palliative care societies have undertaken a wide range of community
engagement initiatives, which have contributed to relatively high public awareness
of their organizations. However, this awareness does not necessarily translate into
optimal community awareness of what palliative care entails, or of palliative care
resources and services. Misperceptions of palliative care and low public awareness
were identified by hospice and palliative care societies as top barriers to expanding
their work. Most survey respondents identified ongoing needs for public education.

Hospice and palliative care societies are keen to participate in additional
public education.

Although many hospice and palliative care societies offer public education, there
remains significant interest in additional programming in this area. Survey
respondents described a range of strategies planned to address public educational
needs.

Community partnerships should be leveraged to expand the impact of
hospice and palliative care societies.

Hospice and palliative care societies have cultivated partnerships with many
different community groups, and these are an important foundation for building
Compassionate Communities. Prioritizing collaboration amongst hospice and
palliative care societies and with other community organizations will help limit
duplication of efforts, optimize the quality of programs and resources offered, and
ensure all Albertans understand what palliative care has to offer.

has greater capacity to serve people where they access help.”
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Conclusion

This report reinforces the important role that hospice and palliative care societies play in raising
awareness of palliative care in Alberta. It draws attention to the scope of the programs and
resources these organizations provide, and the vital support they offer in communities across
the province. These findings also highlight palliative care-related public educational needs and
point to opportunities to work together to address the challenges that remain. We believe this
information will be of value to hospice and palliative care societies and other likeminded
community organizations, and encourage even greater collaboration in caring for those who are
seriously ill, dying, caregiving and grieving, as well as strengthen community support for
palliative care in Alberta.

A 2021 SURVEY OF HOSPICE AND PALLIATIVE CARE SOCIETIES | 14




Acknowledgements

The Covenant Health Palliative Institute would like to thank the hospice and palliative care
society representatives from across Alberta who participated in our survey.

We are grateful to Alberta Hospice Palliative Care Association Chief Executive Officer Kristi
Puchbauer as well as Bill Harder, Jillian Lawton and Cheryl Nekolaichuk for their input on
survey design. Thank you also to the Palliative Institute team who contributed to this work,
especially Keltie Watson for her assistance in contacting hospice and palliative care societies,
Tyler Hamil for co-facilitating the follow-up “What We Heard” session, Daina Sparling and
Patricia Biondo for their work compiling this report, and Benjamin Freeland for editing.

© Covenant Health Palliative Institute (2022).
Publication date: January 2022

This publication may be reproduced without permission for personal or internal use only,
provided the source is fully acknowledged and cited.

Cite as follows: Covenant Health Palliative Institute (2022). Raising Public Awareness of
Palliative Care: A 2021 Survey of Alberta Hospice and Palliative Care Societies.

Disclaimer: Funding for this project was provided, in whole or in part, by the Government of
Alberta. The views and opinions expressed in this document are those of the authors and do not
necessarily reflect the official policy or position of the Alberta government.

Authors: Mary-Ann Shantz, PhD; Abisola Omoniyi, MPH; and Konrad Fassbender, PhD.

Contact: Covenant Health Palliative Institute
Grey Nuns Community Hospital
Rm 416, St. Marguerite Health Services Centre
1090 Youville Drive West
Edmonton, AB T6L 0A3

Phone: 780-735-9637

E-mail: palliative.institute@covenanthealth.ca

Website: https://www.covenanthealth.ca/the-palliative-institute/
Social Media: Twitter: @CHPalliative LinkedIn: @Palliative Institute

Facebook: Covenant Health Palliative Institute

A 2021 SURVEY OF HOSPICE AND PALLIATIVE CARE SOCIETIES | 15



mailto:palliative.institute@covenanthealth.ca
https://www.covenanthealth.ca/the-palliative-institute/
https://www.linkedin.com/company/palliative-institute/
https://m.facebook.com/CHPalliativeInstitute/
https://m.facebook.com/CHPalliativeInstitute/

Appendix 1. Survey >

Name of organization:
Your role within the organization:

Section 1: The following section asks about programs and resources that your
organization has provided over the past five years.

1. Which of the following programs or services has your organization provided over the past five
years? Select all that apply.

A. Advance care planning session(s)

B. Caregiver training (to provide care for others)
You selected B: Caregiver training. Please specify resources used for caregiver training:

C. COMPASS for Caregivers (self-care)

D. Individual counselling services
E. Death Café

F. Education/speaker series
You selected F: Education/speaker series. Please specify topics or themes of
education/speaker series offered:

G. Group grief support programs
You selected G: Grief support programs. Please specify grief support program(s)
offered:

H. Nav-CARE
I. Volunteer support for patients and/or families

J. Volunteer training
You selected J: Volunteer training. Please specify resources used for volunteer training:

K. Other
You selected K: Other. Please specify other programs or services offered:

2. What have been your organization’s most successful initiatives to engage the public?

3. Has your organization created any tools or resources? Yes/No

If yes: What tools or resources has your organization created?
4. Has your organization provided materials, in person or online, to encourage advance care
planning? Yes/No

If yes: Which materials have you used? Select all that apply.

A. Alberta Health Services Conversations Matter Guide

B. Alberta Health Services Green Sleeve
C. Alberta Office of the Public Guardian and Trustee Personal Directive

A 2021 SURVEY OF HOSPICE AND PALLIATIVE CARE SOCIETIES | 16



http://www.caregiversalberta.ca/for-caregivers/programs-and-services/compass/
https://deathcafe.com/
https://nav-care.ca/
https://myhealth.alberta.ca/Alberta/AlbertaDocuments/conversations-matter-guide-english.pdf
https://myhealth.alberta.ca/HealthTopics/Advance-Care-Planning/Pages/Keep-important-info-in-a-Green-Sleeve.aspx
https://www.alberta.ca/personal-directive.aspx

D. Canadian Virtual Hospice Coming Full Circle Workbook
E. CHPCA Speak Up Workbook I
F. Dying with Dignity Canada Advance Care Planning Kit

G. Plan Well Guide

H. The Conversation Project Your Conversation Starter Guide

I. Other If I: Please specify:
5. What have been the most in-demand programs or materials that your organization offers?

6. Does your organization have paid employees? Yes/No
If Yes: How many full-time equivalent employees does your organization have?
If Yes: What are the role(s) of the paid employee(s) with your organization?

7. Approximately how many volunteers are active with your organization?

Section 2: The following section asks about unmet needs and opportunities for new
initiatives in your community.

8. Has your organization identified any unmet needs for public education related to palliative
care in your community? Yes/No

If yes: What are the needs that your organization has identified?

If yes: How does your organization plan to address these needs?

9. Is your organization interested in initiating any of the following programs or services that have
not been previously offered? Select all that apply.

A. Advance care planning session(s)

. Caregiver training (to provide care for others)
. COMPASS for Caregivers (self-care)

. Counselling services

. Death Café

. Education/speaker series

O MmO

. Grief support programs

H. Nav-CARE

I. Volunteer support for patients and/or families
J. Volunteer training

K. Other
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https://livingmyculture.ca/media/3831/planning-for-your-care-large-print.pdf
https://www.advancecareplanning.ca/wp-content/uploads/2020/06/acp-workbook-_final-colour-print_20pages.pdf
https://d3n8a8pro7vhmx.cloudfront.net/dwdcanada/pages/3905/attachments/original/1628790455/DWDC__2021ACPkit.pdf?1628790455
https://planwellguide.com/
https://theconversationproject.org/wp-content/uploads/2020/12/ConversationStarterGuide.pdf
http://www.caregiversalberta.ca/for-caregivers/programs-and-services/compass/
https://deathcafe.com/
https://nav-care.ca/

10. How would you rate people’s awareness of your organization within your community?

A. 1 — Not at all aware
B. 2 — Not very aware
C. 3 — Somewhat aware

D. 4 — Very aware

11. How would you rate the awareness of people in your community of what palliative care
entails?

A. 1 — Not at all aware
B. 2 — Not very aware
C. 3 - Somewhat aware
D. 4 —Very aware

12. How would you rate the awareness of people in your community of the palliative care
resources and services available to them?

A. 1 - Not at all aware
B. 2 — Not very aware
C. 3 - Somewhat aware
D. 4 —Very aware

13. What are the biggest barriers to expanding the work of your organization? Select all that
apply.

. Lack of financial support

. Lack of paid employees

. Lack of volunteers

. Low public awareness of my organization

. Low public awareness of palliative care

. Misperceptions about palliative care

G mmoO W >

. Other If G: Please specify:
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14. Which of the following have partnered with your organization? Select all that apply.

A. Faith communities

B. Government agencies

. Health care providers

. Local businesses

. Non-profit organizations
. Public Libraries

O m m o0

. Schools
H. Other: Please specify:
I. None of the above

15. Is there anything else you would like to share with us?

16. Would you be willing to be contacted if we have further questions about your organization or
about palliative care in your community? Yes/No

If yes, Please provide your name for follow-up (First Last): Your email address:

Thank you for completing this survey. We appreciate your time and input.
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Appendix 2: Compassionate Communities
Resources

Alberta Health Services: A Resource Guide for Community Development of Palliative and End-
of-Life Care within Alberta (2016)

Alberta Hospice Palliative Care Association

BC Centre for Palliative Care: Compassionate Communities Toolkit

Canadian Hospice Palliative Care Association

Canadian Virtual Hospice

Compassionate Communities UK

Hospice Palliative Care Ontario: Compassionate Communities in Ontario (2020 Report)

My Health Alberta: Palliative and End-of-Life Care

Pallium Canada: Compassionate Communities

Public Health Palliative Care International
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https://www.albertahealthservices.ca/assets/info/peolc/if-peolc-resource-guide-community-development.pdf
https://www.albertahealthservices.ca/assets/info/peolc/if-peolc-resource-guide-community-development.pdf
https://ahpca.ca/
https://bc-cpc.ca/all-resources/community-organizations/compassionate-communities-toolkit/
https://bc-cpc.ca/all-resources/community-organizations/compassionate-communities-toolkit/
https://www.chpca.ca/
https://www.virtualhospice.ca/en_US/Main+Site+Navigation/Home.aspx
https://compassionate-communitiesuk.co.uk/
https://www.hpco.ca/wp-content/uploads/HPCO-Provincial-Environmental-Scan-Report-Oct-2020.pdf
https://myhealth.alberta.ca/palliative-care
https://www.pallium.ca/compassionate-communities/
https://www.phpci.org/

