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Abstract

Background The integral model of Palliative Care recognizes the community as essential element in improving qual-
ity of life of patients and families. It is necessary to find a formula that allows the community to have a voice. The aim
of this scoping review is to identify barriers and facilitators to engage community in PC.

Methods Systematic search was conducted in NICE, Cochrane Library, Health Evidence, CINAHL and PubMed data-
base. Keywords: Palliative care, End of life care, community networks, community engagement, public engagement,
community participation, social participation, barriers and facilitators.

Results Nine hundred seventy-one results were obtained. Search strategy and inclusion criteria yielded 13 studies
that were read in detail to identify factors influencing community engagement in palliative care, categorized into:
Public health and public engagement; Community attitudes towards palliative care, death and preferences at the end
of life; Importance of volunteers in public engagement programs; Compassionate communities.

Conclusion Societal awareness must be a facilitated process to catalyse public engagement efforts. National
policy initiatives and regional system support provide legitimacy and focus is essential for funding. The first step

is to get a sense of what is important to society, bearing in mind cultural differences and to channel those aspects
through health care professionals; connecting the most assistential part with community resources. The process
and long-term results need to be systematically evaluated.

Keywords Barriers and Facilitators/drivers, Community engagement, Palliative Care, Public engagement

Background

Society, professionals and healthcare systems are heav-
ily focused on treating illnesses, and sometimes can lose
focus on the inevitability of death [1]. Current models
of end-of-life care are being questioned because of their
excessive professionalization, the overload and saturation
of palliative care (PC) resources in the face of growing
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demand. Hence the importance of seeking formulas that
provide innovative and integrated responses for the need
to ensure continuity of care at home, and the complexity
of responding to the emotional, socio-familial and spir-
itual needs inherent to the dying process [1].

Caring for people at the end of life has traditionally
been normal and routine for families and communities,
as has the care and support of people in the bereave-
ment process. Moreover, they have the experience and
knowledge of how to provide this help, a value that is
little recognized and integrated into our health care sys-
tems [2]. Over the last 100 years in Western Europe, we
have witnessed a growing disconnection between the
basic family unit and the more distant family and wider
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community networks. Palliative care programmes over
the last 50 years have developed, as communities have
become increasingly disconnected from the dying pro-
cess [3]. The aging of the population is making caregivers
older and frail with a significant degree of social isolation,
while younger caregivers, even neighbours themselves,
have busy lives, unable to engage in caregiving thus mak-
ing caregiving a burden. This has encouraged the profes-
sionalization of caregiving [3].

The integral model of palliative care recognizes the
community as an essential element in improving the
quality of life of patients and their families, and it is nec-
essary to find a formula that truly allows the community
to have a voice in the design and implementation of pal-
liative care policies and initiatives. In this way, the Health
Promoting Palliative Care model [HPPC] [4] advocates
for movement towards a sustainable social model of end-
of-life care, where death and dying are considered within
the community context of everyday life and where each
social actor is empowered to contribute. A key principle
of building community capacity includes normalizing
death and preparing communities for end of life [5, 6].

The well-known universal strategy of “Healthy cities",
a holistic concept that depends on the physical, social,
political, economic and spiritual environment and not
only on the quality of health care [2], must take into
account that, despite their best efforts, they will have to
face a certain burden of death and loss. In the last few
years, the links among palliative care, social justice, and
human rights have been strengthened, with international
recognition right up to the level of the World Health
Organization. It is recognized that the right to health-
care includes the right to accessing good quality palliative
care. [7].

The current reality of loneliness and individualism in
our society must make us revise the ideas and practices
of "Healthy Cities" by also making them compassionate,
this refers to people reconnecting with the most "human"
care, getting involved and creating supportive networks
in care. This concept is what is called "Third Wave Public
Health" because it incorporates the experiences of death
and loss in our health formulations and includes the idea
of compassion in our health policies [2]. To achieve this,
the key objective is to sensitize the community to re-
engage in end-of-life care.

A public health approach to PC is a health promotion
approach to end-of-life care, one that sees the commu-
nity as an equal partner in the long and complex task of
providing quality end-of-life care. Just as health, accord-
ing to WHO (World Health Organization), is "everyone’s
responsibility,” so too is death, loss, and care. A great
example of this is The Compassionate Cities movement
and their Compassionate Cities "Charter for Action”
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promoted by the PHPCI Organization [8], where they
define the Compassionate cities are “those that publicly
recognize people at the end of life and their needs, and
are conscious of seeking and involving all major sectors
of the city to help through care and accompaniment to
reduce the social, psychological and health impact of
difficult life processes and situations, especially those
related to disability, ageing, dependency, end of life, car-
egiver burden, grief and bereavement” It is the real com-
mitment of the people and organizations working in the
community who possess the skills and experiences neces-
sary to bring about change.

However, a significant proportion of UK adults report
not being comfortable discussing death and dying with
family and friends. And international research shows that
members of the public are rarely familiar with the mean-
ing and availability of palliative care and that the majority
have not taken steps to anticipate their own future care
through the use of advance care planning [4, 6, 7].

One of the basic keys sensitizing and public engage-
ment is to know what society is like and what it can offer,
identifying and bringing together the values, resources
and experience it already has, ’it’s assets’[9]. This strat-
egy is in line with the public health approach to palliative
care and catalyses community participation through four
fundamental steps [10]:

1. Identification and participation of all social agents,
associations and public entities. The community
that wants to get involved in end-of-life care identi-
fies its strengths and assets; but generally does not
know how to get started. In these first steps health,
social systems and public entities must identify their
resources for the community in question, to lead and
facilitate the process.

2. Meeting: To make people and organizations involved
feel heard. It helps them recognize opportunities to
work together in building and learning from each
other’s strengths

3. Action plan: It requires acknowledgement and part-
nerships to be established; all actors involved in end-
of-life care must develop a well-structured action
program that reflects the needs of the target commu-
nity with clear objectives.

4. Implementation: implementation of the initiative and
evaluation of the program’s effectiveness.

Although these four steps seem easy and clear, their
development has allowed us to detect some barriers:
there is a resistance to asking for and accepting help, as
well as thinking about the end of life and death as a natu-
ral part of life. Cultural differences are increasing and
becoming very evident due to the rise of immigration.
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People lack knowledge about palliative care; their main
source is based on personal experience and unfortunately,
most available educational material on palliative care for
the general public on Google does not meet the standard,
helping common misconceptions prevail [11-13].

Public engagement is an activity that requires a focus of
more than one organization and community-wide aware-
ness requires several organizations to be involved from
the beginning [10]. Making the need for health and social
networks for chronically ill patients with social needs
apparent is a challenge, and the identification of patients
and health, social and community services involved in
palliative care is often complicated [10].

The aim of this scoping review is to identify barriers
and facilitators to engage community in palliative care.

Methods

A scoping review was identified as the most appropriate
method to identify barriers and facilitators to engage the
community in palliative in the literature and to identify
any existing gaps in knowledge, aligned with suggestions
that this method of evidence synthesis is especially useful
for gaining insight into programs [14, 15].

This scoping review was conducted in accordance with
the Preferred Reporting of Items for Systematic Reviews
and Meta-Analyses—extension for scoping reviews
(PRISMASCR, see Supplementary Document S2) [16].

Eligibility criteria

Studies were eligible for inclusion if they were peer-
reviewed journal articles published between 2016 and
December 2022, with no language limitation, and had
to address community participation in palliative care as
a main topic, as well as the difficulties and strengths for
their development. The search included empirical studies
(qualitative and quantitative) and systematic reviews. The
methodological quality of the studies was not assessed
due to the scarcity of relevant literature and the heteroge-
neity of the studies.

Information sources

To identify relevant studies, a systematic search was
conducted in NICE (National Institute for Health and
Care Excellence), Cochrane Library, Health Evidence,
CINAHL (Cumulative Index of Nursing and Allied Lit-
erature Complete) and PubMed databases.

Search strategy

Search terms were developed, reviewed, and refined by
the full research team. The following search strategies
were used to elicit a broad coverage of the extant litera-
ture. This strategy was used for all data base.
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— DPalliative care OR end of life care AND community
engagement OR public engagement OR community
participation AND barriers and facilitators

— “Palliative care” [MESH] AND “Community Net-
works” [MESH]

— “Palliative care” [MESH] AND “Community net-
works” [MESH] AND Barriers and facilitators.

— DPalliative care OR end of life care AND community
engagement OR public engagement OR community
participation

— DPalliative care OR end of life care AND community
engagement OR public engagement OR community
participation AND barriers and facilitators

— Barriers and facilitators AND social implications
AND palliative care

— Social implications AND palliative care

Selection of sources of evidence

Using the above search terms and strategies, and after
eliminating duplicates, the two lead authors assessed
titles, keywords and abstracts. Full texts of studies that
met the inclusion criteria, including those whose rel-
evance was unclear, were obtained and reviewed. Two
authors reviewed each of the full texts against the inclu-
sion criteria. This independent review resulted in 96%
agreement among the reviewers. A third reviewer
resolved disagreements, so that all three reviewers agreed
on the final criteria for article selection.

Data charting & data items

Data recording and extraction was conducted by the
principal investigator using an iterative process, in con-
sultation with the research team. Data from eligible stud-
ies were recorded using a standardised data extraction
model designed for this study, relevant information on
key study characteristics and detailed information was
extracted. The following characteristics were extracted:
article characteristics (author, year of publication, coun-
try); focus (community impact, survey and community
intervention); target population (health professionals,
patients, carers, volunteers); key findings related to barri-
ers and facilitators of public participation.

Two reviewers independently recorded data for each
eligible article. Disagreements were resolved by discus-
sion between the two reviewers or by assigning a third
reviewer.

Synthesis of results

The studies were grouped according to factors influenc-
ing public engagement in palliative care where we ana-
lysed the study one by one in a narrative way. Finally, a
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table was executed to summarize the barriers and facili-
tators of public engagement in PC.

Results

A total of 971 articles were identified by databases
searching. A total of 916 were excluded because they
were duplicated or were excluded by title and abstract
because they were considered not related with barriers
and facilitators for public engagement. Fifty-five articles
were taken to full-text screening but 6 were excluded
because they did not match eligibility criteria and 49 were
selected and two main authors reviewed in deep each of
the full texts in relation to the inclusion criteria. Review-
ers excluded 36 articles in a discussion session because
they did not offer relevant information. We obtained 13
articles for the final analysis. Fig. 1 represents the selec-
tion process.

The characteristic of the selected articles is summa-
rized in the Table 1. After analysis of the studies, they
were broadly categorized into four categories to facilitate
the description of the selected studies: 1. Public health
and public engagement; 2. Community attitudes towards
palliative care, death and preferences at the end of life;

Fig. 1 Flow-chart of study retrieval and selection process

4
8 Records identificated fron
§ databases (n=971)
—
-
b Duplicated excluded / Record
a —— excluded by tittle or abstract
(n=916)
Full text screening (n=55)
g Full text articles excluded after
S [———————————1 . . . L
z revised inclusion criteria (n=6)
wl
oc
a Full text articles eligible using
original inclusion criteria (n= 49)
Full text articles excluded after in
[—————1 .
deep review (n=36)

a
[EX)
a
2 Studies included in final review
O
2 (after revised criteria) (n= 13)
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3. Importance of volunteers in public engagement pro-
grams; 4. Compassionate communities. Finally, the fac-
tors that influenced public engagement in palliative care
as barriers and facilitators for this engagement were iden-
tified and summarized in Table 2.

Public health and public engagement

Sallnow et al. [5] published in 2016 a Systematic Review
on the impact of a new Public Health approach to end-
of-life care. Three main themes emerged: making a dif-
ference to practice which describes the impact that
public engagement can have on end-of-life experiences;
individual learning and growth which describes the per-
sonal reflection, development and confidence that those
involved embark on; and community capacity building,
which refers to the impact of the work beyond the indi-
viduals involved, to the wider community where sustain-
able change can occur. The quantitative results were in
line with the meta-ethnography and demonstrated that
the involvement of communities can lead to improved
outcomes for caregivers, such as decreased fatigue or
isolation, increased size of caregiving networks, and that
broader social networks can influence factors such as
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place of death and involvement of palliative care services.
They argue that there is evidence of the impact of public
engagement in end-of-life care, with important implica-
tions for policy makers, practitioners and researchers.

Kumar refers in his study to there being no gen-
eral consensus on what is meant by community-based
approaches to palliative care, yet public engagement is
the only realistic model for achieving palliative care cov-
erage for two-thirds of the world’s terminally ill, espe-
cially as there is too much focus on the medical treatment
of these patients [17]. Public engagement is described as
a social process in which groups with shared needs living
in a "defined geographical area" actively identify needs,
make decisions and establish mechanisms to achieve
solutions. For most communities at the local level, the
level of involvement in palliative care programs will be
at level 5 or lower in Pretty’s typology [18, 19]. These
projects usually have some form of community advisory
board or committee, although they have limited decision-
making capacity as these are dictated by the funding
agencies. This makes it difficult to sustain the programs,
as doing so, beyond funding, without the community
having a real sense of involvement in decision-making is
very difficult.

For the palliative care programs with higher levels of
community participation, Suresh Kumar [17] detects
some barrier focus on proactively building support net-
works within communities:

- Inadequate preparation: there are social and politi-
cal challenges in setting up a community participation
programme, including the diversity and inequalities in
communities, knowing the social and political dynam-
ics of the community, understanding and defining how
communication between the facilitating team and the
community will take place, knowing the values, beliefs
and policies of external stakeholders (the facilitating
organisation/institution/group, including funders and
the global palliative care community, as well as the
neighbourhood). This requires acquiring competen-
cies through training programs.

- Different stages of the community development
process: Different challenges within and outside the
program structure that require different skill sets and
approaches from facilitators.

- Organic nature of the community: It is difficult to
decide who represents the community as it is not
homogenous and is made up of different and some-
times conflicting interests. The main obstacles to
developing and sustaining community partnerships
are the voluntary nature of community participa-
tion, the enormity of the task and the natural conflict
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between community groups with different agendas
and priorities. Community interventions are related
to the social dynamics of the community, including
power relations, economic conditions and vulnerabil-
ities. Ongoing dialogue, learning and review mecha-
nisms are necessary as communities evolve, adapting
to changing interventions and contextual realities.

- Time constraints: Time constraints linked to grants
often mean that there is insufficient time to ade-
quately understand the community, engage multiple
stakeholder groups with competing priorities and
maintain project dynamism.

- Political issues and conflicts of interest: Differences
in priorities and values between external experts/
facilitators and the local community can lead to
struggles for power and control of programs.

- Community participation policy: Empowerment of
the local community is necessary. Empowerment is a
multi-level concept that describes a process of social
action to put people in control of their lives, their
organisations and the lives of their communities.
Through organisation and mobilisation, communities
can achieve the social and political changes necessary
to address their difficulties.

- Evaluation: It is not easy to track, document and
monitor the process of community mobilisation.
It is often not possible to do this using a standard
research methodology (cause-effect) but rather a cas-
cade methodology to measure impact.

Sirianni et al. [20] explored the possible difficulties in
adopting a comprehensive approach in the community.
They found "fragmented care" and difficult access result-
ing in instability and point to the need for policy involve-
ment at all levels, state, provincial and local, along with
the involvement of quasi-governmental agencies and non-
profit organizations. They state that there is a need for the
integration of a comprehensive, multi-level, multi-system
approach to pallative care with well-resourced, palliative
care-trained health care staff, public investment in pallia-
tive care services, financial support for patients/families,
significant public literacy about the role of palliative care,
and the implementation of a Compassionate Communi-
ties model at the national level. This approach involves
a health promotion perspective on palliative care, harm
reduction and early care for the patient and caregivers,
with the involvement of health care providers, non-profit
groups, faith-based groups, community organizations and
public health providers to address both holistic patient
care and public education about dying. They suggest that
this comprehensive public health approach to palliative
care can help with access, equity and cost.
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Community attitudes towards palliative care, death

and preferences at the end of life

Collins et al. [21] described community understand-
ing and attitudes towards palliative care and explore
the characteristics significantly associated with favour-
able attitudes towards palliative care, understanding it
as an enabler for public engagement. They found firstly,
that public education programs can change attitudes
towards, and thus community participation in, pallia-
tive care, and secondly, that there are knowledge gaps
about palliative care in the community, which may limit
access.

Abba et al. [22] conducted a follow-up study of a com-
munity intervention aimed at improving communica-
tion of end-of-life preferences and normalising death
as a topic of conversation. Their intervention consisted
of presentations and workshops aimed at community
groups and people working in health and social care. Par-
ticipants completed a survey in three phases: at baseline,
after and three months after the intervention. There was
a statistically significant association between increasing
age group and having talked about end-of-life wishes.
Most participants were already comfortable talking about
the end of life.

Tieman et al. [23] state that ageing population, pro-
gressive diseases and end-of-life needs in hospitals and
healthcare systems have a major impact on society. This
has led to calls for public engagement with death and
dying to encourage active participation in decision-mak-
ing, community care and acceptance of death as a natu-
ral part of the life cycle. They carried out an intervention
with the aim of allowing participants to discuss and
learn in an open and supportive way about death-related
issues, explore societal views and determine the effect
that the online learning and discussions offered through
the mediation had on participants’ feelings and attitudes
towards death and dying. The results showed that the
mediation provided an opportunity to capture the views
and perceptions of the community around death and
dying, which they consider indispensable for the develop-
ment of community resources and engagement.

Graham-Wisener et al. [6] consider that the main issue
to involve the community in palliative care is the conver-
sation about death and dying, which is aligned with the
‘new public health approach’ within palliative care. A key
aspect is the normalisation of dying and the preparation
of communities for the end of life. However, a significant
proportion of adults report not feeling comfortable dis-
cussing death and dying with family and friends. This
normalisation involves becoming ‘death literate, which is
defined as a set of knowledge and skills that enable end-
of-life and death care options to be accessed, understood
and acted upon.
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Importance of volunteers in public engagement programs
Three of the selected studies specifically discuss the
importance of volunteers from the perspective of a
public engagement approach to palliative care.

Pesut et al. [24] stated that volunteers providing sup-
portive navigational services during the early phase of
palliative are a feasible way to foster a compassionate
community approach to caring for an ageing population.
They piloted a compassionate community approach to
early palliative care in several communities in Canada.
They tested a capacity-building model in which volun-
teers and a nurse partnered to provide navigation sup-
port from the early palliative phase for adults living in the
community, with the goal of improving quality of life by
developing independence, engagement and community
connections. Seven volunteers partnered with 18 clients.
Throughout the trial year, volunteer navigators made
home or phone visits every two to three weeks. Volun-
teers felt well prepared and found the role fulfilling and
meaningful. Clients and their families felt that the service
was very important to their care because the volunteer
helped them to make the difficult experiences of ageing
and advanced chronic illness more bearable. The most
important benefits cited by clients were making good
decisions for both the present and the future, having a
substitute social safety net, supporting engagement with
life, and ultimately transforming the experience of living
with the disease.

Grace Warner et al. [25] conducted a qualitative study
with the aim of using the Consolidated Framework for
Implementation Research (CFIR) to explore barriers
and facilitators to the implementation of a community-
based volunteer program called Nav-CARE (Naviga-
tion-Connecting, Accessing, Resourcing, Engaging) for
older adults with a serious health condition. They con-
ducted qualitative individual and group interviews to
examine the implementation of Nav-CARE in a Cana-
dian community. Participants were individuals who
conducted or managed NAv-CARE research, and stake-
holders who provided services in the community. The
results were organized into five themes that reflect par-
ticipants’ perceptions of Nav-CARE implementation:

1. Intra-organisational perceptions. Volunteers felt
that they could provide information, new knowledge
and a decrease in social isolation. Staff felt that the
incorporation of volunteers could redistribute some
of the workload, improve access to psychosocial sup-
port for the patient and their family. They expressed
concern about boundary issues between the roles of
volunteers and health professionals.

2.Public and health professionals’ perceptions of
palliative care. Stereotypical perceptions of pal-
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liative, misunderstandings in the community and
health sector about who can access palliative,
when and what palliative care involves. The public
understands palliative care as synonymous with
near death. Consequently, the programme associ-
ated with palliative care may be misinterpreted
as appropriate only for people who will die in the
near future. They see a need to "reframe” the per-
ception of palliative care through community edu-
cation and training. In addition, health profession-
als seemed to believe that palliative care should
only be considered in the last months of life. Pro-
fessionals recognised that it was their responsibil-
ity to educate the community about the need for
early palliative care and the role of hospices. They
emphasised that they should take a leadership role
in promoting connections between hospices and
community organisations to reduce fragmentation
of care.

3. Partnerships and relationships between organi-
sations. Participants expressed the need to educate
and build relationships with community partners
(e.g. pharmacists) with programmes (e.g. recreation
centres) and with community groups that provide
related services, such as a local caregiver support
group. Building stronger partnerships between pri-
mary care and advanced palliative care teams with
the idea of a ‘shared care’ model that is part of a
palliative approach to care. Also, increased aware-
ness in primary care practices of the need for end-
of-life discussions. Engagement declined over time
and health professionals did not fully understand
the role of volunteers in patient care and that they
lacked professional qualifications.

4.Factors at EU and national level. Development of
resources, guidelines and training to help implement
a palliative care approach in primary care. Crea-
tion of national legislation on medical assistance in
dying (AMD). Lack of services made it difficult for
primary care providers to consider referring patients
to the programme.

5.Suggested changes to the programme. Several par-
ticipants suggested several modifications to increase
participation, such as facilitating paperwork,
increasing training and internships, and increasing
accessibility through Health Centres and churches.
Loth et al. [26] published an exploratory study of
palliative volunteers across Africa. They invited
palliative care experts from 30 African countries to
participate in an online survey consisting of 58 ques-
tions on: socio-demographics, activities, motivation
and coordination of volunteers, and an assessment
of recent developments in volunteering. Twenty-five
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respondents from 21 countries participated and
the results showed a wide range of volunteering in
palliative care. They identified volunteers as peo-
ple between 30 and 50 years old, mainly non-pro-
fessional women, motivated by altruism, a sense of
civic engagement and personal benefit. They state
that palliative care benefits from volunteers who
take on a heavy workload and are close to patients
and point to the main challenges of volunteer pro-
grams, problems of funding and motivation in the
long term.

Compassionate communities

The key elements for Compassionate Communities or
Cities development models shared by several authors are
social awareness and education programs on compassion
and networks of care [27, 28], programs for training car-
egivers, neighbourhood network in palliative care [29] to
provide home-based palliative care involving volunteers
and the community and networks of care round people
at the end-of-life initiatives with the implication of inner
and outer networks, communities and service delivery
organizations [2].

Silvia Librada-Flores et al. [30] evaluated models of
Compassionate Communities and Cities (CCC) develop-
ment at the end of life and their methods, processes and
measures to enable evaluation of the intervention. They
conducted a systematic review (from 2000 to 2018) in
which they selected 31 articles, 17 descriptive studies, 4
intervention studies, 4 reviews and 6 qualitative studies.
A total of 11 studies were on models of BCC (Behaviour
change communication) development at the end of life,
15 studies were on the evaluation of BCC programs and
5 studies were on protocols for the development of BCC
programs. This review reflects the growing development
of CCC that has been launched. The model described by
Kellehear A [1, 31] has helped to orient these initiatives
towards the elements that characterise the development
of a Compassionate City. Published recommendations
and coalitions on BCC development also reflect the
empowerment of this movement from public health and
palliative care policy in an integrative health-social-com-
munity care model.

Although this review provides interesting informa-
tion on recommendations and an approach to models,
methods and evaluation systems for BCC, the quality
of this evidence is low or very low. Most are descriptive
or proposals for future interventions based on literature
reviews. There are no studies with representative sam-
ples and/or randomised methodology to provide more
accurate information on the benefits of these interven-
tions. The evolution of some of these programs, whether
they are pilot programs or still ongoing, is unknown. No
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studies have been identified that demonstrate the oppor-
tunities or difficulties in implementing compassionate
cities and communities’ projects. Furthermore, a com-
parison between the different initiatives developed can-
not be made due to the method used and the absence of
quantitative results. Despite all these limitations, these
results serve to guide models on the benefits of these
programs and further research is needed to clarify and
improve our knowledge. As this is an emerging move-
ment, the described experiences should also go in this
direction to guide other cities and organisations [30].

The Spanish Society of palliative Care (SECPAL) pub-
lished in 2020 a Monograph on Compassionate Com-
munities at the End of Life, where more than 30 authors
contribute their knowledge and experiences to create
accompanying networks in schools, universities, neigh-
bourhoods and other social organizations in order to
provide support to patients with a life-limiting illness and
their families [32].

The substantial difference of a Compassionate Com-
munities Program from isolated public engagement ini-
tiatives is the articulation of an Integrated Health, Social
and Community Care Model for advanced illness and
end of life under an organizational system that manages,
coordinates and evaluates it and with a methodology for
implementation, monitoring and evaluation [33].

For the development of this Model, it is necessary to
have [34]: Promoter leadership in technical, professional
and economic terms; Definition of an area of coverage;
Annual work plan, with a program of actions and spe-
cific objectives; Institutional collaboration; Generation
of community intervention structures; Community inter-
vention protocols and design of tools; Arrangement and
activation of a network of promoting agents with mate-
rial and human resources; Design of an evaluation sys-
tem; Communication and dissemination of the program;
and Publication of tools and results.

The aim is to raise awareness, train and intervene in
the creation of networks (internal and external) and in
the action of these networks for people with advanced ill-
nesses and at the end of their lives; managing to evalu-
ate their impact and results in terms of patient and family
satisfaction, professional satisfaction, impact on health
(improvement of quality of life, reduction of carer over-
load, reduction of depression and anxiety and increase in
the average number of carers). Of this way avoiding dupli-
cation and inefficiencies in the use of available resources
in the specific geographical area in which they are devel-
oped, and generating new community structures (such
as community connectors, the community promoter, the
dynamic commission and the socio-health commission)
[34]. Several of the Compassionate Cities that are cur-
rently underway describe the barriers and facilitators to
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their development in the Compassionate Communities
at the End-of-Life monograph [30, 32, 35]. These barriers
and facilitators are collected in the Table 3.

Public Health Palliative Care International (PHPCI) [8]
recommend that for a public engagement and involve-
ment a Compassionate City should develop and support
13 key social changes and activities. PHPCI [43] recom-
mends that, to achieve public engagement and involve-
ment, a Compassionate City should develop and support
13 key social changes and activities. Both schools and
workplaces should have guidelines, reviewed annually,
on bereavement, death, bereavement and care. Churches
and houses of worship should have at least one group
dedicated to end-of-life care support. Hospices and nurs-
ing homes should have community development pro-
grammes that involve citizens in end-of-life care activities
and programs. They should also involve museums and
art galleries, hold memorial parades, promote compas-
sionate communities programmes to engage local neigh-
bourhoods or streets in direct care activities for their
local residents living with health, aging, caregiving and
bereavement crises. Create incentives to celebrate and
highlight the most creative and compassionate organi-
sations, events and individuals. Also publicly showcase
through media, social media, public events by policy
makers, compassionate initiatives undertaken or under-
way that help raise awareness about ageing, death, loss
or caregiving. Establish social and political alliances that
take into account the diversity of populations within the
same city, neighbourhood or street. Finally, to encourage
and invite evidence that institutions and organisations
are working together to promote and support the devel-
opment of a common understanding of ageing, death,
bereavement and caregiving.

Discussion

This scoping review has identified public health fac-
tors, with implications for policy makers, professionals,
researchers, organizations and the community in differ-
ent settings: caregiving institutions (hospitals, nursing
homes, health centres), capable of detecting people in
need of palliative care, volunteer organizations (asso-
ciations, NGOs and religious organizations) that offer
accompaniment and participation resources, and politi-
cal entities (state, provincial, local) that make it pos-
sible to optimize the resources already available to the
community.

The literature identifies a number of barriers, includ-
ing lack of knowledge of the death system, fear or distress
associated with thinking about death and dying, and dif-
ficulty in engaging in conversations about death with oth-
ers or fear of upsetting others. Several levels of barriers
can be identified, such as social perception and practice



Page 12 of 17

(2024) 23:117

Barnestein-Fonseca et al. BMC Palliative Care

pasn $32IN0sal Y3 JO
9DUBA3|J B $S3558 pUB BUOJUOUW MO][e JeY) SI0}edIpUl pue
SONIAIIDE UONeZI1BWSISAS dOJ2ASP O} PaaU Y3 JO SSaUIBMY »
1uasaudal Aayy

SUOIINIASUI 8Y) PUOASQ ‘UOIIBAIIOW [eU0SISd pUE JUSWIWIWIOY) »
anbolelp

Y213 1ey3 Bujulel) Jo sadA1 JUISKIP YIIM SISQUISW JO Yiomuwes) -
$9559201d JUSWIIWWOD PUB UOJIRA

-ow 1snJy dojaaap 01 pabeuew sey 1eyl S92IN0SaI Uewny ay -

S9NIUNWIWIOD 91euoIssedwod

12410 YlIM pue SUOIeD0sSse [edidiunu JaYlo Yum AUouwley pooo)
JUSWSAJOAUL [edIDIUN|A «

dnoib 1910Wwoid By UIYIM UOISYOD)

2Je353J pue s1adxa [PUONEUISIUL JO UONBIOGE[0D) *
Z1915PD-BLIOIDIA Ul SD1IAIDE ALUNWWIO-0130S Ul

uonedidilied ‘94eD) Yy1eaQ ‘dnoin) J931UN|OA 1NPY 'ZOA UMQO

11941 Yyum 91doad BUNOA ‘s121USD [eUOIIEINPS Ul 3)l| JO PU aY) pue
AlISpPJo 941 INOge UONBZIISUSS ‘ONBOeIp pUR U0 J0) 92edS)
SUONDe pue sweiboid AHUNWILWOD SNOLEA JO JusWdoPAd( «

129(oud ay3 ul syuabe A3y Jo uonedpdiied ay -

sjeuols

-59j01d AIP1IURS-01D0S 31 JO JUSWISA|OAUI PUB JUSUIHWILIOD 3Y]
eSS

3JII-JO-pus Jo/pue pasueape Dluoiyd yum sjdoad Joj buled ul
SIOM ALUNWWOD JO aduenodwl syl uo buda|al 1dsfoid ayy Jo
UOIIND9Xa 12341P 343 Ul J|953 ALUNWIWIOD 341 JO JUSUISA|OAU|
sjendsoy pue sia1uad

y1[eay ‘221135 Y1eaH UISN[EPUY 343 ‘SSDIAISS [BIDOS AJjunw
-Wod |IPUN0D) A1) 3|1A9S AU Se YdNS $a111IUS Asy woly 1oddng -
S9AID9(00 pauya(q «

S9N11US SNOLIPA JO UoledIdiLIed «

UONRUIPIOOD SANDRYT

diysiosssjoid pue uonedsiuiudpe [ed0] diysispes| paleys -

SIDIAIDS [2D0S PUBR Y}[eay JO }I0mIau d)gnd e aneH «
19419601 310M 01 P3IDRIUOD SANNUS Y3 JO SSaUBUI||IM POOD) «

ANUNWWOD 9y} Ul SPaau JUa1eT
pasn ABOJOPOYIIA -
Buluuibag sy woly Juswabebus dlgng «

SI9QUIBW 33 JO SPEOIOM AABIH «
129(0ud 2y UIO[ 01 SIS JUSWUISAOD JO SSBUBUL||IM MOT »
SINIUS 3y Jo

SP93u 31 01 BUIPIOIIE SIWIIBWOS ‘SIS JO UO[IRIOY uolsedwo) ej jod sopiun pay ‘eAlsedwo) pepnid ‘118D

VN lopepind 0[gand zinelez
VN e1doid ZOA UOD JIAIA :eAISEAWIOD) pepniD) ZI91SeD-BLIOIDIA
ewbns [e10s JO Jea -
Auu

-NWWIOD 341 JO SIaquisw Jaylo wiolf djsy bundadde Aynoyiq -
wiesboid umousun pue sAleA

-ouul ue woly bunysusq Ajjenusiod sjdoad syl Jo 1SNASIP [eRIU| +
QUI} UONUSAIDIUI PAUWIT »

SWIR1SAS Y1|eay-|e1d0S 91 JO SIepel 9yl UO 3[qISIA A[1234Ip 10U a1
A2y sdeyuad 1ng ‘ANUNWILIOD ay3 AQ pue sjeuolssajoid yieay
-[BID0S JO [eLIajau SU1 AQ Pa1RIPSW S| 3Jl| JO PUS JO/PUB 95BSIP

pasueApe yim ajdoad o3 Jarowoid AHUNUWUIOD JO SSIIDY eAlsedwod) pepniD "0bIUOY) B||IAS

S3|NSSJ JO UOIEN|PAS D11PUIRISAS »

suofez|uebio U SUOIID. [PUIIUI JO UOIIOWOI «

eIPSW 3U1 Ul UONRUIWLSSI( *

sainy N> pue sdnolb 1uaiayIp 01 ssauusdQ « eJopepPIND PepniD IA euwelbold
S9NIIUS SWOS YUM Bupiomisu ul A1noyjiq «
|2UUOSIad UMO JU3IDLYYNS JO 3P| O}

NP $211131Ud 9WOs Jo uoiredpiied sy bulkydads ur Aynoyiq - 0bnuo) euojdwied

AU bunowold ay3 JO YInoA «

A191205 InO Ul 21do1 0OgE] -

3R JI3Y) 10U SeM 11 1ey) puelsiapun

syuabe A3 apew SaWNaWOS 1eyl 10afoid syl Jo Alljigesiansuel] «
Buluuibag ey Ul diysuoiejas [eUOINIISUL 1T -

uIes] [eulaixy - ob1uo) ox399

siojeyjey

siauleg nwwo) sjeuoisedwor)

(D)D) seUNWWOD) a1euoissedwo)) 10j siolelljide pue sialieg € ajqel



Page 13 of 17

(2024) 23:117

Barnestein-Fonseca et al. BMC Palliative Care

saiunwwo) ajeuoisedwo) H) ‘sjqedijdde JoN YN

ALNUNWIWOD 9Y1 Ul S1I911eW 3| JO puUD JO AU|IGISIAUY »

3JI] JO PUS B3 1B 31D [RID0S [PULIOJUI 9A0IALUI O SSAIRIIUI PRUIU
-19pun Ja11ewW 91eALId e Se JUsWaARaIaq pue Y1eap ‘BulAp buiaas «
1oddns Jo pasu ul s1uspIsal [e20] bulAiuspl Jo SAep) «

papN|oXa A|jeuosiad |99 10 ‘Palinbal 10U S| 9dUeISISSEe SUNSSe
‘Buipniiul [99) 01 A|91| 3Je ‘sjesnjau paeadal YUM SIS0 pateaday
$}Iom1au Loddns BuIISIXS J19Y1 UIOI) SDUPRISISSE JOJ XSY »
sinogybiau pue spualiy ‘Ajiude;

AQ pa1ayo sem 31 usym djay 1dadde 01 SI21ed JO dUrION|SI Y] »

uolssedwiod 01 UsAID

aN|eA Y1 pUe SIBY10 Jof Buled Ul 1sa1a1ul suonendod ay] -

(8dn) Ausianiun uelealjog |ed

-4I3UOd 241 JO UOIINGHIUOD [BIDUBUY PUE JIUJSPED. DYudIds 3y »
M

[eonjod aya pue siaaibaied 1oy Ad1jod d1ignd ay3 JO 9DUSIXD Ay -
A)2 Y1 Ul suoneziueblo 9SISAIP pue o|dn|Nu JO S1I0YS SY3
21e|Nd1e pue syJomiau 1oddns a1n1on.is 03 194 pasu ay] -

Buuueld 3y jo pus

Ayijeay |enpialpul Acidwl pue 1n3Nd AUNWWOD abueyd ‘siau
-1eq [INIDNIIS SUIODISA0 O} UIe 1BY) S95U0dsal [PIO] 91BUIPIOO)) »
S|ENPIAIPUI PUB SUOIIEZIUBHIO [BIDOS PUP U3[eay Alunw

-WOD U93MIS] SUOIIRIOE||0D 9AIBID YBNOIY) SUOIIN|OS [BD0T »
S)SaJ91Ul pue

SY1BUSI3S [BDO] UO Paseq SaAIRRIUI AHUNUILIOD SAI1BI)) »

pa3U [eD0] 199U O}

SBUINGSS pUP $2IN1DNIIS AUUNWILIOD pue [e1>0s bunsixa oul
voddns 3j1j-jo-pus a1eiodiodul saydeosdde paseq-ade|d «

o|doad |edo| 1oddns pue abebus ‘Aynusp| « (d73H) 193(04d 2417 3O pu3 Ay3jesH

10MIBU BY1 01 SUOIINGLIIUOD
93w 0} SUOIeZIURDIO JO SSSULIPIUN|OA 841 UO 9duspuada( -
$924N0S3J SUII} PUB [BIDURUY ‘UBWINY JO SUOIRIWIT -  OpepInD |9 eled [BID0S UQIDBULIOJSURI] ‘BAISedWoD) pay :ul

EJeEIN

siojeyjey

siaiueg saIMUNWwWo) ajeuoisedwod)

(penunuod) € ajqeL



Barnestein-Fonseca et al. BMC Palliative Care (2024) 23:117

(death as a social 'taboo’), lack of opportunities (perceived
lack of family and friends to talk about it with) and sup-
port and personal emotions and values (concern about
causing distress [6, 36, 37]. In relation to facilitators, we
can observe improved acceptance of death as part of life
or the use of a public health approach to engage people
(6, 37].

Social norms can place limits on opportunities to talk
about death, and it is believed that these conversations
should only take place within families and in particu-
lar circumstances. This is an important constraint when
people believe that their family members are unwilling to
talk about death. It is unclear whether this is related to
death as a psychological taboo or rather suggests shame
in talking about death. Another concern is the handling
of emotions during these conversations with family and
friends [6]. This suggests that there is value in raising
awareness and accessibility of safe spaces, such as Death
Cafes, to discuss death and dying with members of the
wider community. The aim of Death Cafes includes help-
ing people to express emotions they do not feel able to
express elsewhere. However, like all initiatives, they have
their limitations, for example, there are no formal evalu-
ations of these initiatives to compare and assess their real
impact. Furthermore, these initiatives, for now, seem to
have a very specific audience, middle-aged women work-
ing in the health sector, so it is necessary to consider
how these initiatives can be optimised to involve "hidden
audiences", such as young people and men [38, 39].

The perception that others are unwilling to talk about
death relates to a key facilitator of the importance of nor-
malising the discussion of death and dying. In this con-
text, educational settings are perceived as an opportunity
to engage children and young adults, with a life course
approach to talking about death and dying (respondents
equated this with ’sex education’). Although research on
children’s perceptions of death is scarce, a model of ‘death
ambivalence’ is offered in which children both avoid
death and cope with it [40]. The avoidance of death was
largely the result of the social domains of which the chil-
dren were a part (family and education), in addition to
broader cultural norms about what it means to be a child.
There is an openness and desire for information and dis-
cussion about death on the part of children, and recent
research in Spain indicates that parents favour the inclu-
sion of death education in their children’s education [41].
Recent research in Northern Ireland also suggests that
there is value in integrating death education into the uni-
versity education of young adults, where a high level of
awareness but lack of knowledge around palliative care is
reported [42].

Concern about the interpersonal communication skills
of both self and others in talking about death and dying.
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The need to foster individual responsibility for initiating
these conversations was identified, but the main focus
was on equipping those concerned with the ’tools’ to
do so. Particular attention has been given to the devel-
opment of evidence-based, peer-led advance care plan-
ning (ACP) facilitator training programmes. This has
facilitated discussions about ACP and the completion
of advance care directives, as well as the provision of
ACP education, training and support. Most of this train-
ing focuses on training volunteers to facilitate ACP dis-
cussions with older adults or clinical populations [43];
however, there is an evidence base that supports these
support programmes being done by people in the com-
munity who facilitate discussions with people close to
them [44].

Concern that talking about death offends or distresses
people with strong spiritual or religious beliefs. An
increasingly multicultural society and adults who iden-
tify as non-religious, resulting in communities that are
increasingly diverse in relation to spiritual or religious
beliefs. Weisener et al! showed that increasing awareness
of different belief systems made things easier, so it seems
an important component of interpersonal communica-
tion skills training for contemporary society [6].

One of the facilitators to help to the community to
care is the diagnosis of how communities come together
to care, this is the death literacy [45, 46]. Death literacy
is defined as “a set of knowledge and skills that make it
possible to understand and act upon end-of-life and
death care options” [46]. Such skills strengthen indi-
vidual and community capacity to act and care for each
other through the experiences of dying, death, loss and
bereavement. The four facets of death literacy are knowl-
edge, skills, experiential learning and social action.
People involved in care networks report increased knowl-
edge of services, health policies, medical procedures and
end-of-life planning. Also important are acquiring skills
in self-care, in having conversations about death and the
dying process, in negotiating with health and other ser-
vice providers, and in caring for and disposing of the
body. Experiential learning showed how attitudes and
beliefs were transformed by the experience of caring,
leading to greater acceptance of death as part of life, the
normalisation of informal care and a deeper appreciation
of the privilege of caring and the importance of involv-
ing others. In addition, it was observed that those with
knowledge and skills derived from their caring experi-
ence shared these with their networks. They recognised
that they were better equipped for end of life care and felt
able to re-engage care networks when necessary [45].

One of the basic keys to raising awareness and public
engagement is to know what society is like and what it
can offer, identifying and bringing together the values,
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resources and experience it already has, its "assets" [9].
For this issue the diagnosis of death literacy would
be very helpful to know how the communities come
together to care. Death literacy is aligned with public
health approaches to palliative care [4, 27].

The community is already compassionate, but needs
to channel that potential. Compassionate public health
"Third wave public health" incorporates the experi-
ences of death and loss into our health formulations and
includes the idea of compassion in our health policies
and practices.

The challenge is to involve the community through
awareness-raising actions that provide citizens with tools
to know how to care for and accompany people in need
and to articulate the help of those who make up these
networks. This task can be channelled through health
professionals by connecting the important assistance
part (recognition of the person in need) with community
resources. In addition, there is a need to systematically
evaluate the process and the long-term results of these
initiatives [32].

This strategy is in line with the public health approach
in palliative care and allows catalysing community par-
ticipation through four fundamental steps: identification
and participation of social agents, associations and pub-
lic entities: meeting, so that the community and organi-
zations can work together; a clear action plan, which
reflects the needs of the community with well-defined
objectives; implementation and evaluation of the effec-
tiveness of the program [10].

In order for the community to be actively involved, the
key points are [10]:

1. Information, raising awareness of the importance
of an integrated community in palliative care to the
extent that the various agents of the community
become aware of this and of the repercussions it
will have in their context, making their participation
greater.

2. Dissemination, messages, campaigns, dissemination
events, facilities to join, programs put in place, essen-
tial elements to approach a living community model
in which everyone can find viability in the help they
can offer.

3. Education, training through educational programs.
Educational centres are a basic element in the gener-
ation of knowledge, but also in the involvement with
the community through training in values, such as
solidarity, respect and care for the most vulnerable,
especially at an early age.

4. Leadership: the existence of a coordinator, and the
identification and participation of all social agents,
associations and public entities, which have influence
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in the target community and allow the detection of
needs.

5. Viability and Sustainability: one of the most impor-
tant challenges is to raise awareness among the citi-
zens of the future so that they assume and under-
stand the social value of care, which is why it is
necessary to start raising awareness in schools. This
also has implications for politicians and managers,
who must be willing to participate, trust and finance
these initiatives, allowing communities to develop
and customize these initiatives within their context.
There is also a challenge at the research level as there
is a need for evaluation processes and the identi-
fication of outcome measures that can assist us in
assessing the effectiveness and improvement of these
initiatives. Finally, the identification of other aware-
ness-raising initiatives allows for broader networking
and learning from each other.

To diagnose and assess the progress of public engage-
ment, the Death Literacy Index (DLI) [45] is a meas-
ure that can provide policy makers with strategies to
improve wellbeing in the end of life through efficient
and effective use of resources. Furthermore, the DLI
underlines the idea that these resources can be both
formal and informal, and that the capacity of the com-
munity to provide care must be taken into account
in policy and practice at the end of life. The DLI has
shown sensitivity to measuring changes that occur as
a result of programmes that improve a community’s
capacity to provide end of life care [45].

In recent years, major sociodemographic changes
have taken place around the world, forcing us to rethink
the approach and organization of health services to
adapt to them. The ageing, dependency and loneliness
of the population, technological development, changes
in the role of the patient and the current socio-eco-
nomic situation, among others, are elements that mark
this new scenario. An example of movement about it
is the "Compassionate communities: for a global com-
munity united by the vocation of caring" led by PHPCI
arises [9].

Palliative care began with, and continues to emphasize,
tertiary level interventions that emphasize inpatient facil-
ities and specialized service providers. A primary health
care approach is evident in some parts of the world with
extensive use of general practitioners or community
nurses who provide initial assessment and share respon-
sibilities with specialists in providing appropriate inter-
ventions. A community-based health approach is the
least developed in palliative care services. However, it is
the approach that has the greatest potential to improve
quality of life and sense of well-being for the greatest
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number of people who are ill and in health, in death and
bereavement, and in all experiences of mutual care [5].

The major limitation of this review is that a standard-
ized critical evaluation of each article was not performed
due to the scarcity of the literature and variations in the
methodology and quality of the articles reviewed. Most
of the articles initially analysed the barriers and facilita-
tors of PCs for the community, the latter being an end
and not a resource in itself. Furthermore, here is little lit-
erature aimed at studying the factors that favour or hin-
der community participation in palliative care [47].

Conclusions

The current interpretation of palliatuve care as clinical
end-of-life care, have implicit that patient and family
care must preserve the dignity of all people involved,
although this does not mean that it encompasses pub-
lic engagement in end-of-life care. For that reason, soci-
etal awareness must be a facilitated process focused on
community assets to catalyse public engagement efforts
across sectors at the community level. National policy
initiatives and regional system support provide legiti-
macy and focus, and leadership from them is essential
for funding.

The challenge is to involve the community through
awareness-raising actions that provide citizens with
the tools to know how to care for and accompany peo-
ple in need and to articulate the help of those who make
up these networks. This task can be channelled through
health professionals by connecting the clinical assis-
tance part (recognition of the person in need) with the
resources of the community. In addition, there is a need
to systematically evaluate the process and the long-term
results of these initiatives.

It is the real commitment of the people and organiza-
tions working in the community who possess the skills
and experiences necessary to bring about change.
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