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Abstract

Background: Advance care planning is the process of communicating and documenting a
person’s future health care preferences. Despite its importance, knowledge of advance care
planning is limited, especially among the Islamic community. In addition, little is known about
how the Islamic community views advance care planning in the context of their religious and
cultural beliefs.

Objectives: We aimed to increase knowledge of the importance of advance care planning, to
improve health care provider and public knowledge, and to encourage dialogue between the
community and health care providers.

Methods: We organized a community event and assembled a multi-disciplinary panel. Through
a moderated discussion, the panel members offered their perspectives of advance care
planning within a Muslim context.
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Background
ACP is a process

that supports adults at any age or stage of health in
understanding and sharing their personal values, life
goals, and preferences regarding future medical
care. The goal of ACP is to help ensure that people
receive medical care that is consistent with their
values, goals and preferences during serious and
chronic illness.*

ACP helps to ensure person’s values are known if
they lose capacity for communicating these them-
selves. A loss of capacity occurs commonly toward
the end-of -life (EOL) when people are seriously
unwell®> and because of this ACP is often associ-
ated in people’s minds with end-of-life (EOL)
care. ACP and how people are cared for during
serious illness are important aspects of quality
medical care and have social, ethical, and eco-
nomic implications.%8

The international framework for ACP acknowl-
edges the significance of integrating the aspects of
spirituality and religious values and beliefs into
planning practice.%1!

Therefore, it is important for health care provid-
ers to understand the views of different religious
and cultural groups on ACP and EOL care.

The Islamic faith consists of two major schools of
thought: the Shia and the Sunni.!2 Within these
branches, there are similarities and differences in
the approach to ACP and EOL care. Furthermore,
ethnic and cultural factors can also influence how
one views the topic of ACP.13 For some Muslims,
ACP is a foreign concept that is rarely dis-
cussed.!* As a result, there may be a gap in
understanding between a Muslim patient and
their health care team when it comes to discuss-
ing ACP or EOL care.

Several studies have explored the views of the
Islamic community with respect to ACP. In 2016,
the WOOLPF institute in the United Kingdom
conducted a focus group of Muslim individuals
greater than 50 years old and found that many
families will put off uncomfortable conversations
about care planning until a time when they
become sick or are suddenly unable to communi-
cate their wishes.1> However, further research has
also shown that individuals from the Muslim
community were keen to learn about and were
receptive to the concept of ACP.!1?> Conclusions

from these and other studies have recommended
community-based initiatives to raise awareness of
ACP and how these concepts can be adapted and
facilitated within their faith teachings.31%15

Objectives

The overall aim of our project was to understand
the current Islamic views on ACP and EOL care,
in an urban, multi-ethnic, Canadian context and
to encourage dialogue between health care pro-
fessionals and the Islamic community. We sought
to engage the Sunni and Shia communities
including members from the Persian, Arabic,
East-Asian communities among others.

The specific objectives of this project were:

1. To improve knowledge of clinically relevant
Islamic teachings regarding end-of-life care.

2. To encourage dialogue between the Islamic
community and health care providers regard-
ing important aspects of ACP and EOL care.

3. To explore the perceptions and ideas of the
Muslim community to successfully initiate
ACP conversations within their families as
well as with health care providers.

Methods

Design of the event

Content and format. The concept of this project
was initiated by a group of interested physicians,
residents, post-doctoral, and undergraduate medi-
cal students from the Cumming School of Medi-
cine at the University of Calgary, most of whom
identified as Muslim. We were motivated by our
personal and professional experiences of ACP and
a desire to improve Islamic community members’
and health care providers’ dialogue on the synergies
and tensions inherent in ACP. Initial planning
begun in October 2018 and monthly meetings were
subsequently held. After several meetings, we deter-
mined that the best format for this event would be
to present a personal patient and family-centered
story of ACP followed by a moderated panel dis-
cussion. We selected a panel that consisted of:

. A patient-family member.
. Two Islamic scholars (one from the Sunni
faith and one from the Shia faith)
3. A health care professional (a Medical
Oncologist).
4. A clinical ethicist.

N =
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We chose the patient representative to be a
Muslim woman who had personal experience
with the benefits of ACP. She shared her experi-
ence with her mother who was diagnosed with
metastatic breast cancer, and how having ACP
discussions over time helped her and her family to
better understand her mother’s wishes and to
communicate these to their health care team.

We chose a moderator for the event who had
experience with public events (local TEDX
organizer) but limited knowledge of ACP and
therefore approached the topic with curiosity and
with a similar approach as would a Muslim com-
munity member. The moderator was provided
with the following four questions to ask the pan-
elists, with the ability to add follow-up questions
based on the responses:

1. What is ACP?

2. Why is ACP important?

3. Why do we find ACP so difficult to talk
about and are there any teachings from
Islam to guide us on how to approach ACP?

4. How can we start thinking/talking about
ACP?

Description of the event

Venue. This symposium was held at the Genesis
Center, a large recreational, community center in
Northeast Calgary with a large immigrant popu-
lation. The center often holds community pro-
grams and is a familiar location for members of
the Islamic community. We held the event on a
Sunday afternoon from 2 to 4 pm in early Novem-
ber 2019. We ensured that the event did not con-
flict with any religious holidays or events.

Marketing and advertising. Our target audience
for the event was members of the Muslim com-
munity as well as health care professionals who
would benefit from understanding views toward
ACP within a Muslim context. Two posters were
designed that included a brief description of the
event, panel members, date and time, and venue.
These were widely distributed to various health
care providers, hospitals, Islamic community
groups, and mosques through the use of print
advertising, email, and social media. An Event-
brite page was created with a link for free registra-
tion for the event. Press releases were sent to
various television and radio news channels. On
the morning of the event, a local news channel

interviewed Dr. Safiya Karim, one of the organiz-
ers as well as the health care provider panelist.

Cost of the event. The event was sponsored by
one-time donations from the Departments of
Oncology and Critical Care Medicine at the Uni-
versity of Calgary, Calgary Zone Advance Care
Planning Goals of Care Designation Program and
the O’Brien Institute for Public Health at the
University of Calgary. The total cost was approxi-
mately dollars $1400 for food, venue, and
materials.

Results

The event took place on November 03, 2019.
There were approximately 100 individuals in
attendance. Before the program started, samosas
and chai were served. Attendees were sat at tables
set up for about 6 to 8 people, one facilitator
(medical student or organizing committee) at
each table and encouraged discussions using
“Conversation Starters” (Box 1). Cards and pens
for writing their questions about ACP and feed-
back forms were also on each table. A children’s
activity table was set-up in the room but only one
child attended and sat with her family. No ethics
board review was requested for this community
event.

The program began with the recitation of a few
Quranic verses followed by Indigenous land
acknowledgment. This was followed by the story
from the patient representative and the moder-
ated panel discussion. The last 20 minutes of the
event was dedicated to a brief question/answer
period from the audience. In addition, a booth
was set up at the back of the room by the local
health region ACP team to provide and offer
attendees handouts on ACP, personal directives,
and goals of care.

Box 1. Conversation starters.

e What activities do you do that give you joy? (eg. Hobbies, being with

family, eating, etc.)
What does it mean to “live well and die well”?

If you were diagnosed with a terminal disease, who would you like to

be there for you?

e Do you know what your family or close friends would want in a

medical emergency?

o What abilities would you be willing to give up to spend more time with

your family?
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Important insights from the panel included that
ACP is in keeping with the teachings of Islam, in
that our physical life on this earth is limited, and
it is important to consider and plan for our death,
just as we would plan in others domains of our
life, for example, our finances. The Imam shared
how he asks people to reflect when they say they
are “leaving it to God” whether they also left it to
God when they chose what work to do or for pur-
chasing car insurance. The health care provider
anecdotally told stories of various patients who
did and did not have an ACP and how this could
affect family dynamics at the EOL. The clinical
ethicist provided guidance on the dilemmas fami-
lies face when they are making decisions uncer-
tain of what their loved one would want. He also
drew on his personal experiences with the death
of a family member and how this prompted him
to have conversations with his sisters about their
own values and wishes for their health care.

The audience questions touched on concerns
about Islamic perspectives on medical treatment
decisions like “Is it ever appropriate to forgo
attempted Cardio-pulmonary resuscitation.”
There were 13 questions submitted but time for
only two to be answered by the panel.

At the end of the event, participants were invited
to chat informally with the panel members and
were asked to complete an anonymous survey that
evaluated their overall experience with the event;
its usefulness in their health care; and any improve-
ment suggestions for similar future events.

Forty four evaluation forms were completed.
Formal demographics were not collected; however,
attendees ranged in age from young adults to senior
citizens. More than 90% of the respondents rated
the event as very good or excellent and found the
information useful. More than 90% of respondents
stated that the session encouraged them to reflect
on ACP. Attendees appreciated the panel format,
sharing of personal experiences, and the multiple
perspectives on the panel. One community mem-
bers commented “I enjoyed learning about how
advanced care planning fits into my faith and
responsibility as a Muslim.” Feedback from a non-
Muslim physician included that he “learned practi-
cal language to use while having such type of
discussions with a Muslim family.” Community
members and health care professionals expressed
interest in continuing these discussions within a
smaller, focused audience. Networking connec-
tions were formed, for example, between the health

Box 2. Lessons learned.

Would do again:

1. Hold the event in the community with no cost
to participants.

2. Assemble a diverse panel of speakers.

3. Start with a patient story.

Would change for next time:

1. Providing more time for questions or
scheduling time for small group Q&A at the
tables after panel discussion might have
allowed more dialogue between attendees.

region ACP team and a local volunteer coordinator
for Islamic seniors programs. Attendee’s sugges-
tions for future events and lessons learned are sum-
marized in Box 2.

Discussion
We aimed to organize a community-based event
on ACP to better understand the Islamic views on
ACP and EOL care and to encourage dialogue
between health care professionals and the Islamic
community.

There have been several initiatives on engaging
and educating the public on ACP. The British
Columbia Center for Palliative Care (BCCPC)
conducted a project using peer-facilitated group
activities to improve public engagement in ACP.16
Rather than using health professionals, this study
investigated the role of the public in providing
support and education as peers. They concluded
that peer-facilitated workshops on ACP were
effective in increasing participants’ knowledge of
ACP and encouraging them to participate in ACP
activities. Other studies have also explored using
community volunteers as a method to introduce
ACP'17,18

Projects examining specific religious and cultural
groups’ views on ACP have also been conducted.
For example, the BCCPC is currently exploring
promoting ACP in the South Asian community.1¢
Trained volunteers will conduct educational ACP
sessions in Punjabi and address cultural and soci-
etal issues related to ACP. Other groups have also
explored views on ACP within the South Asian!419
and other major religious communities.20:21

To our knowledge, there have not been any pub-
lished engagement activities that have aimed to
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educate a cultural/religious group on ACP as
well as health care professionals on the views of
that community toward ACP. In this setting,
community and academic stakeholders were
able to foster meaningful engagement driven by
curiosity and a genuine desire to understand and
be understood. The symposium was organized
with community partners, and took a culturally
sensitive approach in creating a safe space for
conversation. It highlights the tremendous util-
ity of community engagement events, and the
role of inclusive, bi-directional dialogue in tran-
scending barriers. This type of community
engagement session also aligns with the recent
Canadian framework for ACP that encourages
health care providers be included in community
education sessions, so that they may also learn
from stories.??

Conclusion

This community engagement event was well
attended and achieved our aim to understand the
current Islamic views on ACP and EOL care and
to encourage dialogue between health care pro-
fessionals and the Islamic community. The posi-
tive feedback highlights the ability of this model
to serve as a means for better community and
health care provider engagement. This type of
model could be used to advance public participa-
tion and knowledge of ACP in different faith or
community groups. It may also be considered as a
model to share knowledge on other important
health care topics.
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