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ABSTRACT

Death is a universal experience that has often been underrepresented in discussion between loved ones and the healthcare system.
Given the need for support throughout all aspects of end-of-life care, an emerging paradigm shift shows Compassionate Communities
as a new standard for placing responsibility back in the community and promoting respectful and compassionate care. Development
of Compassionate Communities promotes quality end-of-life care designed to meet the individualized needs of the dying as well as
their caregivers.

RESUME

La mort est une expérience universelle qui a souvent été sous-représentée lors de discussions entre les proches d’une personne
mourante et le systéme de soins de santé. Etant donné le besoin de soutien au niveau des diverses facettes des soins de fin de vie,
un changement émergent de paradigme démontre que les Communautés bienveillantes sont dorénavant la norme pour confier a
nouveau la responsabilité aux communautés, et pour promouvoir des soins respectueux et compatissants. Le développement des
Communautés Bienveillantes promeut des soins de fin de vie de qualité, congus pour répondre aux besoins particuliers des personnes

mourantes ainsi que de leurs aides.

The topics of dying and bereavement are ones that are difficult to
discuss, yet are universally experienced [1,2]. A growing need can
be seen to address concerns regarding the disconnect between
end-of-life wishes, and what happens in reality [1,3]. A huge
barrier in existence to those who are dying is the taboo of dis-
cussing death, and the subsequent lack of communication with
friends, family, and healthcare providers [1,3]. Responsibility can
be found in all stakeholders with regard to the lack of end-of-life
discussions: patients, who may be fearful or shy to discuss end-
of-life issues; family or significant others, who may be unwilling
to accept or discuss patient preferences; and healthcare provid-
ers, who may feel they lack knowledge on advanced directives or
how to deliver bad news [4]. Furthermore, a lack of ability to dis-
cuss death and loss can be detrimental to bereavement after the
loss of a loved one [1]. These issues are highly personalized and
experienced in a unique way by each person. Pallium Canada, an
organization focused on interprofessional education in palliative
and end-of-life care, sees issues surrounding death, dying, loss,
and bereavement as a public health concern [1,2]. This concept
highlights the importance of addressing key topics in end-of-life
care and begs the question: How can such personalized needs be
addressed?

Perhaps the most promising answer to this question is a social
transformation towards Compassionate Communities [2,5]. A
global movement, the Charter for Compassion International, has
led the development of a “Charter of Compassion,” which states
that beneath any inequities or indifference, there is a deep com-
passion within everyone, which compels us to care for one an-
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other [6,7]. “In a Compassionate Community,” it reads, “people
are motivated by compassion to take responsibility for, and care
for each other.” [7] This paradigm shift calls on the community,
not just the healthcare system, to support end-of-life care and
bereavement [2,5]. Focusing on the need to mobilize a commu-
nity, and placing accountability on the people to support one
another, Compassionate Communities concentrate on creating
partnerships within the community [2,5]. Their goal is to address
gaps in any aspect of end-of-life care through collaboration [2,5].

With Compassionate Communities using partnerships to mobi-
lize a community to address concerns and take responsibility for
its neighbours, it is clear that this model could be used to address
a wide variety of social issues. In the context of end-of-life care,
one must next examine how this model can tie into the themes
that Pallium Canada identified, namely death, dying, loss, and
bereavement.

One common disconnect seen in those who are dying is the de-
sired location to die. The Dying Matters Coalition in the United
Kingdom found that approximately 70% of people express a de-
sire to die in the comfort of their home, yet around 60% die in
hospital [1]. While a multitude of factors might influence this,
one common narrative seen is caregiver burnout that leads to
an emergency hospital admission in the final days of life [3]. This
may stem from the perception that healthcare providers play the
primary role in providing care while caregivers provide support,
as opposed to viewing the healthcare field as a support for the
caregiver’s team [3]. This shift towards a caregiver-centered ap-
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proach to end-of-life care represents a change from the classic
service delivery approach to palliative care, and opens doors for
the needs of this model to be filled by a Compassionate Com-
munity [3]. The community can take on several roles, such as
supporting caregivers in daily activities to avoid burnout, provid-
ing companionship to the dying while giving caregivers respite,
promoting conversations on death and end-of-life planning, and
helping to identify resources for the dying and their loved ones
[3]. This process would involve mobilizing the community to
create volunteers who reach out and initiate conversations on
wishes and integrate healthcare, family, the person, and their
community, in order to help them view the process of death ho-
listically [3]. This entire process might allow for support networks
to be better formed, prevent burnout in primary caregivers and
improve their mental health, and allow for wishes such as dying
at home to become a more common reality.

The support of one’s community not only benefits those who are
dying, but also remains after loved ones have passed to support
those who have suffered a loss. There are two exemplary illustra-
tions of Compassionate Community initiatives here in Ontario:
the Windsor-Essex and Niagara West Compassionate Communi-
ties [8,9].

The Windsor-Essex Compassionate Community has developed
what they see as five key pillars to make meaningful change in
their community [8]. The first concentrates on mobilizing mem-
bers of the community to connect and organize support for
those who need it, focusing on the skills that individuals can of-
fer [8]. The second is the creation of a distress network, which
any member of the community can contact if they have concerns
that they themselves, or someone they know, are falling through
the cracks of the system [8]. The third pillar calls for the creation
of community volunteers to reach out to those who are suffer-
ing and their caregivers, helping to establish goals of care and
to identify available community resources and volunteer servic-
es [8]. The fourth pillar involves undertaking partnerships with
agencies in the community to explore how their resources can
be utilized and to collect data to determine feasibility and con-
tinue making improvements within this structure [8]. Finally, the
fifth pillar proposes partnerships within all levels of government,
from federal to municipal, to create a “Community Trust” that
tackles both short-term and long-term expansion and develop-
ment of their Compassionate Community principles [8]. Being a
member of one of these communities might improve negative
perceptions surrounding end-of-life care, creating a preventative
solution to reducing stress and improving mental health in both
the dying and their caregivers. It is clear how this focus on creat-
ing community support, ensuring all are able to access and utilize
services, and on continued improvement, would create an envi-
ronment in which the wishes of the dying and the needs of their
caregivers would be both heard and addressed, using not only

the healthcare system, but the compassion of fellow neighbours.

The Niagara West Compassionate Community initiative has also
identified the strength of compassion, and has focused on sup-
porting those who have lost a loved one [8]. While the desire to
help those who are suffering was found in full force within the
community, members felt as though they lacked confidence and
knowledge to truly be of benefit to those who are bereaving [9].
The presence of a Bereavement Support Clinician in this com-
munity has been essential in building the capacity of members
of the community to feel ready to support others [9]. Through
listening to community members’ needs and creating training
programs and resources to bridge gaps in knowledge or abilities,
the healthcare team is able to back away and allow members
of the community to begin caring for one another [9]. This sus-
tainable model has led to the creation of a wide variety of sup-
port networks and initiatives to address bereavement, including:
cooking classes for spouses or families where one can remember
their loved one through recipes; movie nights aimed at promot-
ing conversations around death and dying; and community-run
yoga events, meditation groups, and walking clubs, all facilitated
by members of the community trained in bereavement support
[9]. This model of Compassionate Communities highlights the
importance of identifying the need for certain programs within a
community, and the role of the healthcare system in supporting
their creation, while ensuring that they become self-sustaining.

Both of these models represent an evolution in the practice of
palliative care, moving away from seeing the dying as a patient
rather than a person, and building capacity within communities
to be large supporters of end-of-life care [3,8,9]. While this evo-
lution might seem natural to some, it can be difficult to create
an environment in which a Compassionate Community can be
formed and have enough support to flourish [3]. One approach
to this issue could be the formation of a Community of Practice.
A Community of Practice is formed by people who engage in a
process of collective learning, who share a concern or passion for
something they do, and who learn how to do it better as they in-
teract regularly [10,11]. By engaging stakeholders within a com-
munity, including healthcare, government, and volunteer organi-
zations, a common goal of creating a Compassionate Community
could be the driving force for a Community of Practice. Though
none may be experts at first, by examining the successes of Com-
passionate Communities within Ontario, adopting practices,
creating initiatives in their own communities, and constantly re-
evaluating their needs, successes, and future directions, a Com-
munity of Practice would be able to grow and become a leader
in end-of-life care.

One can see that in order to drastically change the landscape of
end-of-life care, participation in caregiving must move beyond
current stakeholders. Creating Communities of Practice focused
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on implementing the values of Compassionate Communities
would promote a fertile environment for community-based end-
of-life care that sees each person as unique and adapts to meet
the needs of both patients and caregivers, thereby reducing indi-
vidual burden and burnout, and improving the experience for all.
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