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Abstract
Background: Area-Based Compassionate Communities are community public health interventions which focus on the role of the 
community in palliative care provision. They apply a set of actions based on the Ottawa Charter for Health Promotion which aims to 
increase people’s control over their health.
Aim: To review and compare Area-Based Compassionate Communities with respect to their contextual characteristics, development 
processes and evaluations.
Design: A systematic integrative review with narrative synthesis. Registered in Prospero: CRD42020173406.
Data sources: Five databases (Pubmed, Web of Science, PsycInfo, Embase and Scopus) were consulted, consisting of publications 
from 1999 onwards. This was supplemented with grey literature and author-provided documentation.
Results: Twenty articles were drawn from the peer reviewed search, three from grey literature and two from author-provided 
documentation. Notwithstanding the substantial variation in what is reported, all Area-Based Compassionate Community initiatives 
focus on multiple action areas of the Ottawa Charter for Health Promotion. Variability in their contextual and developmental 
characteristics is high. Only a minority of initiatives have been evaluated and although conclusions are generally positive, what is 
evaluated often does not match their aims. Attaining support from policy makers can help in obtaining funding early in the project. 
Strengthening people’s social networks was a recurring community engagement strategy.
Conclusions: While the concept of Area-Based Compassionate Communities is gaining momentum as a new paradigm for the creation 
of palliative care capacity across society, only a handful of initiatives have been described. The lack of formal evaluations of their 
envisaged health benefits indicates a pressing need for rigorous research about ongoing and future initiatives.
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What is already known about the topic?

–	 Compassionate communities and cities are one example of the application of a public health perspective to palliative 
care. Papers describing individual compassionate communities or cities show that they are being developed in different 
parts of the world.

–	 Only one systematic review has previously been performed on compassionate communities or cities and concluded that 
there is very little evidence about their development and that assessment models are lacking.
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What this paper adds?

–	 This review provides a clear overview of similarities and differences between Area-Based Compassionate Communities 
with regard to their contextual characteristics, development process, whether they have been evaluated and what the 
reported results of any evaluation are.

–	 Only a handful of Area-Based Compassionate Communities have been described in the last decade, only a minority 
underwent some form of evaluation and reported results of these evaluations are generally very limited.

–	 Because of the scarce description of existing initiatives in the literature, it remains unclear which elements are essential 
for success and which, if any, model yields the best results.

Implications for practice, theory or policy

–	 The lack of formal evaluations of the envisaged health benefits of Area-Based Compassionate Communities indicates a 
pressing need for rigorous research about ongoing and future initiatives to assess whether these benefits are realised.

–	 Every city or region has its individual priorities and needs related to the end of life and could therefore benefit from the 
expansion or initiation of their palliative care delivery together with an active participation of the community.

–	 Training healthcare workers in the adequate provision of palliative care together with a stimulated community that 
acknowledges its own potential could unburden local healthcare systems.

–	 Educating and informing the public on its own potential in palliative care can have far-reaching impacts that are not yet 
well known, such as decreased carer burden and decreased emergency hospital admissions.

Background
There is increasing recognition that the challenges of 
health and wellbeing around serious illness, dying and 
bereavement go substantially beyond the scope of profes-
sional healthcare services.1–3 The more protracted part of 
care in serious illness at the end of life and subsequent 
bereavement involves periods of time spent not with pro-
fessionals but with family, friends, co-workers and other 
social connections. Therefore it has been suggested that 
promoting the health and wellbeing of people with seri-
ous illnesses, their carers, relatives, friends and neigh-
bours, entails a civic response in co-existence with health 
service responses. These efforts, organised by society to 
optimise the circumstances of the dying and all those 
involved through collective or social actions, have by 
some been coined a ‘public health approach to palliative 
care’.1,3–5

Kellehear, a sociologist, published Health Promoting 
Palliative Care in 1999 which adapted the Ottawa Charter 
principles to palliative care and which laid the foundations 
for the concepts of compassionate communities and cit-
ies.3,6 Put forward as one possible model of a civic response 
to palliative care, compassionate communities and cities 
are social ecology approaches, based on principles of par-
ticipation, empowerment, inclusion, respect and dignity, 
which consider serious illness, dying, caregiving and grief 
as everyone’s business.6 Our focus is on compassionate 
communities around serious illness, death, dying and loss 
that target geographic areas delineated by physical or 
administrative boundaries at the scale of municipalities or 
larger and are multi-sectoral, inclusive and participatory in 
nature. Their development is often characterised by the 
involvement of various stakeholders, including the local 

government, health and wellbeing organisations, work-
places, schools, churches and neighbourhoods who col-
laborate to work out actions aimed at prevention, harm 
reduction and early intervention around serious illness, 
death, dying, loss and caregiving.7 The actions can include 
awareness-raising, education, policy development and 
creation of new or strengthening of existing social net-
works in co-creation. These initiatives have sometimes 
been referred to as compassionate cities but the concept 
of compassionate communities is equally used and a 
clear conceptual demarcation between both is lacking. To 
avoid the existing conceptual confusion, we choose to 
use the descriptive term ‘Area-Based Compassionate 
Communities’. The set of actions or activities are based 
on the five action areas of the Ottawa Charter for Health 
Promotion: (1) building healthy public policy around seri-
ous illness, death, dying, loss and caregiving, (2) creating 
supportive environments, (3) strengthening community 
action, (4) developing personal skills through education 
and information and (5) re-orienting of healthcare ser-
vices towards these changes.8

While the concepts of compassionate communities 
and cities seem to be gaining momentum as a new para-
digm for the creation of palliative care capacity across 
society in various countries, there is little systematic 
knowledge about their characteristics, how they were 
developed, whether the process and impact of the exist-
ing initiatives have been formally evaluated and what the 
results are of these evaluations.4,9 Studying these topics is 
important since it provides future developers with invalu-
able information on what characteristics are important, 
what development processes lead to success and what 
results can be expected when developing a compassion-
ate community or city. We argue that that knowledge is 
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important to add an evidence base to the growing enthu-
siasm for compassionate communities and cities by, for 
instance, indicating what can be learned from previous 
initiatives or where more evidence is needed.

A review by Sallnow et al.4 included different examples 
of new public health approaches to palliative care and 
concluded that involving communities can result in 
decreased fatigue and social isolation for those caring for 
people at the end of life and an increase in the size of car-
ing networks, and that it can influence place of death and 
the involvement of palliative care services. A recent litera-
ture review by Librada-Flores et al.10 on compassionate 
communities and cities concluded that there is very little 
evidence about their development and that assessment 
models are lacking because no models have been thor-
oughly evaluated. The authors chose not to apply specific 
definitions for compassionate communities or cities and 
thereby included initiatives with a less specific focus. The 
published review provides hardly any insight into contex-
tual characteristics, the different elements of the process 
development, the main domains of activity in terms of the 
action areas of the Ottawa Charter or on results from the 
evaluations of the programmes. Nevertheless, insight into 
these aspects seems essential if a review is to motivate 
and inform further development and evaluation of com-
passionate community and city programmes. In order to 
encompass all compassionate community and city initia-
tives that cover a demarcated area we will use the term 
‘Area-Based Compassionate Communities’. We aimed to 
conduct a systematic integrative review to address the fol-
lowing research questions:

1. What are the contextual characteristics (i.e. geo-
graphical demarcation, number of inhabitants, fund-
ing) of Area-Based Compassionate Communities?

2. What is reported regarding the development pro-
cesses of Area-Based Compassionate Communities?

3. How have Area-Based Compassionate Communities 
been evaluated and what are the reported results 
of this evaluation?

Methods

Protocol registration, review design, 
reporting guidelines
We performed a systematic integrative review which per-
mits the processing of diverse types of data sources, in 
this case peer reviewed articles and grey literature (i.e. 
websites of included initiatives, documents and books) to 
build a holistic understanding of a specific phenomenon: 
Area-Based Compassionate Communities. Furthermore, 
this type of review allows for the inclusion of theoretical 
literature (i.e. framework presenting or opinion articles).11 
We followed the six steps of the integrative review pro-
cess as proposed by de Souza et al.12: (1) formulate 

purpose and/or review question(s), (2) systematically 
search and select literature, (4) analysis and synthesis, (5) 
discussion and conclusion, (6) dissemination of findings. 
We explain further why we did not perform step (3) qual-
ity appraisal. Due to the complexity of combining diverse 
study designs in a review, we decided to apply a rigorous 
methodology typical of systematic reviews to a heteroge-
neity of studies. This review can be regarded as a system-
atic integrative review because we make use of different 
data sources and apply a synthesis which is drawn up in a 
table and narratively described.11 This review has been 
registered in Prospero (CRD42020173406). We used 
Prisma guidelines for reporting of results as advised by 
Toronto and Remington.11

Search methodology
We produced a list of synonyms for the most commonly 
used terms for Area-Based Compassionate Communities. 
We did this to make sure no articles would be missed. 
‘Kellehear’ was added as a search term because many, 
though not all, articles on compassionate communities 
and cities are based upon the compassionate city model 
as described by Kellehear and thereby refer to the author 
in their text. The applied search string was consulted on 
with a librarian, tested in Pubmed and translated to the 
other databases. A search in all databases was performed 
October 6, 2021. We made an overview of findings per 
database in tables in Microsoft Excel.

Pubmed applied search string:
(((‘compassionate communities’[Title/Abstract] OR 

‘compassionate community’[Title/Abstract] OR ‘compas-
sionate cities’[Title/Abstract] OR ‘caring communities’[Title/
Abstract] OR ‘caring community’[Title/Abstract] OR ‘new 
public health approach’[Title/Abstract] OR ‘public health 
palliative care’[Title/Abstract] OR ‘community participation’ 
[Title/Abstract] OR ‘community engagement’[Title/Abstract] 
OR ‘health promoting palliative care’[Title/Abstract]) AND 
(palliative* OR hospice* OR terminal* OR ‘end-of-life’ OR 
bereave*)) OR Kellehear) AND (‘1999/01/01’[PDat] : ‘3000/ 
12/31’[PDat])

Information sources
The information sources consulted are described by refer-
ring to the search methods used to obtain the used arti-
cles. We first performed a search of the peer reviewed 
literature by consulting the following databases until 
October 6th 2021: Pubmed, Web of Science, PsycInfo, 
Embase and Scopus. To find more information in peer 
reviewed literature we then used a snowball method by 
hand searching the reference lists of the publications 
found.13 Finally, we performed a grey literature search to 
find more information on the Area-Based Compassionate 
Communities covered by screening their websites and by 
emailing the corresponding author of every included 
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article and asking them to provide additional information 
on the compassionate community or city described in the 
article. If after 2 weeks no response was obtained, they 
were contacted again together with the second author. If 
this did not result in a response, no further steps were 
taken.

Eligibility criteria
We included the article if the described initiative:

(A) related to a geographically defined community 
and comprised a city/municipality or a group of 
cities/municipalities, and

(B) was constructed in or after 1999, the date of pub-
lication of the book Health Promoting Palliative 
Care by Kellehear that introduced the principles, 
and

(C) applied at least one of the five action areas of the 
Ottawa Charter for Health Promotion,3,8 and

(D) focussed on themes related to serious illnesses, 
dying, death and/or bereavement, and

(E) was covered in an article published in English.

We excluded articles that described an Area-Based 
Compassionate Community that was (A) limited to the 
functioning of a single service-led initiative or (B) aimed at 
specific subgroups as opposed to the whole population 
and (C) if it could not be established, based on the pub-
lished information, whether the described project was in 
fact an Area-Based Compassionate Community.

Study selection process
All obtained articles were downloaded from each respec-
tive database and then uploaded into Rayyan QCRI, a sys-
tematic review application tool which allows for the 
automatic removal of duplicates.14 The included articles 
were imported into Zotero reference manager, together 
with all other references used in this review. The process 
of study selection is visualised in a Prisma flow chart 
(Figure 1). Once the articles were imported into Rayyan 
QCRI, all duplicate articles were removed. Then they were 
screened on title and abstract using the in- and exclusion 
criteria first, after which a full text analysis was performed 
on all included articles. This process was performed inde-
pendently for all articles by two authors (BQ and LDEE). If 
disagreements about the inclusion of an article arose, we 
attempted to reach an agreement. If no agreement was 
reached, a third researcher (TS) made the final decision. 
Reasons for the exclusion of articles were documented.

Data collection process
A data extraction form in the format of the tables in this 
review was developed prior to data collection and its 

applicability was tested on one study. The first author 
extracted data from the articles to answer the research 
questions on:

(1) contextual characteristics: country, geographical 
demarcation, number of inhabitants, initiator, 
funding, reason for initiation, start date and con-
tinuation of the Area-Based Compassionate 
Communities;

(2) characteristics of the development process: aim of 
the Area-Based Compassionate Communities, 
development process mentioned, building public 
policies, creating supportive environments, devel-
oping of personal skills, strengthening community 
action and reorienting healthcare services;

(3) characteristics of the evaluation of the Area-Based 
Compassionate Communities: whether the initia-
tive was evaluated or not, what was evaluated and 
reported results.

The data was directly entered into the data extraction 
form in order to give a clear overview of the answers for 
each research question. We were as elaborate as possible 
in order not to miss any information and with the idea of 
retaining what is most important later in the process. The 
tables shown in this review are therefore a collection of 
the most relevant findings from the data extraction. The 
data extraction was repeated by a second researcher 
(LDEE) for 20% of the included articles. Discrepancies were 
discussed and if no agreement was obtained, they were 
discussed with a third researcher (TS) to make the final 
decision. Once this was done, all extracted data in the 
tables were imported into NVIVO, a qualitative data analy-
sis programme which allows performance of a thematic 
analysis on the data. We started by reading through all the 
data and constructing initial codes inductively. Next, simi-
larities and differences between the initial codes were 
sought and grouped together and common codes were 
formed where possible and inserted into the tables.

Results

Study selection
The peer reviewed search resulted in 1464 articles. Out 
of these, 556 duplicates were removed. This resulted in 
908 articles of which 113 met the eligibility criteria and 
were included for full text screening. Ninety-two articles 
were excluded and 21 were included. There was an ini-
tial disagreement about 24 articles between BQ and 
LDEE; after discussion 20 disagreements were resolved. 
The four remaining disagreements were discussed with a 
third reviewer (TS) to reach a final decision (all were 
excluded). The most common reasons for exclusion were 
that the article focused on a single service initiative, was 
a conference abstract or the Area-Based Compassionate 
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Figure 1. Prisma flow chart of article selection.
*For example, persons with dementia, people in the LGBT community.

Communities aimed at subgroups (e.g. people with 
dementia, people in the LGBT community). The 21 
included articles discuss a total of 22 individual Area-
Based Compassionate Communities. By screening the 
references of the included articles, we included two 

additional articles on already-included Area-Based 
Compassionate Communities. The grey literature search 
resulted in an additional three articles, all on already-
included initiatives. Fourteen authors were contacted 
for additional documentation of whom eight replied. For 
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Table 1. List of included articles.

Initiative Articles

Vic 1.  Compassionate communities: design and preliminary results of the experience of Vic 
(Barcelona, Spain) caring city.16

TC Sevilla 2.  All with You: a new method for developing compassionate communities – experiences in 
Spain and Latin-America.17

3.  Development and Management of Networks of Care at the End of Life (the REDCUIDA 
Intervention): Protocol for a Nonrandomized Controlled Trial.18

TC Badajoz 2.  All with You: a new method for developing compassionate communities – experiences in 
Spain and Latin-America.17

TC Getxo

TC Pamplona

Landeck 4.  Caring communities as collective learning process: findings and lessons learned from a 
participatory research project in Austria.19

5.  ‘Ingredients’ of a supportive web of caring relationships at the end of life: findings from a 
community research project in Austria.20

Döbra 6.  Going public: reflections on developing the DöBra research programme for health-promoting 
palliative care in Sweden.21

7.  Navigating power dynamics in engaging communities in end-of-life issues – Lessons learned 
from developing community-based intergenerational arts initiatives about death and loss.22

8.  Developing and using a structured, conversation-based intervention for clarifying values 
and preferences for end-of-life in the advance care planning-naïve Swedish context: Action 
research within the DöBra research programme.23

9.  Death, loss and community – Perspectives from children, their parents and older adults on 
intergenerational community-based arts initiatives in Sweden.24

Frome 10.  Reducing emergency hospital admissions: a population health complex intervention of an 
enhanced model of primary care and compassionate communities.25

Merseyside and Cheshire 11.  End-of-life conversations and care: an asset-based model for community engagement.26

GLGDGG 12.  Health-promoting palliative care: a Scottish perspective.27

13.  Scotland’s public health palliative care alliance.28

14.  To Absent Friends, a people’s festival of storytelling and remembrance.29

Inverclyde 15.  Compassionate communities and collective memory: a conceptual framework to address the 
epidemic of loneliness.30

Hume 16.  From concept to care: Enabling community care through a health promoting palliative care 
approach.31

17.  Bereavement care for the non-bereaved: A health promotion challenge.32

The Hills 18.  Healthy End of Life Project (HELP): a progress report on implementing community guidance 
on public health palliative care initiatives in Australia.33

19.  Choice depends on options: A public health framework incorporating the social 
determinants of dying to create options at end of life.34

NNPC 20.  Home-based palliative care in Kerala, India: the Neighbourhood Network in Palliative Care.35

21.  Kerala, India: A Regional Community-Based Palliative Care Model.36

22.  Neighbourhood network in palliative care.37

TC Medellin 2.  All with You: a new method for developing compassionate communities – experiences in 
Spain and Latin-America.17

TC Cali

TC Fusagasuga

TC Bogota

TC Buenos Aires

Estar ao Seu Lado 23.  Palliative care for all? How can Brazil develop a palliative care service founded on principles 
of equity and access for all?38

24. Brazil: time for palliative care in the community!39

WECCC 25.  Unpacking ‘the cloud’: a framework for implementing public health approaches to palliative 
care.40

Soweto 26.  The Soweto care givers network: Facilitating community participation in palliative care in 
South Africa.15
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Figure 2. Location of Area-Based Compassionate Communities*.
*Figure made through a freely available online software tool.

one article, we could not identify the authors’ contact 
details.15 This process resulted in a total of 26 included 
articles on 22 Area-Based Compassionate Communities 
(Table 1). A short summary of results is shown in the 
Prisma flow chart (Figure 1). We did not perform a criti-
cal appraisal of the included articles for the following 
reasons: (A) only a minority of the included articles has 
some empirical evidence and since evidence was only a 
partial focus of this review, all were included and equally 
analysed, (B) we included articles based on their rele-
vance to the research questions, not their critical 
appraisal scores and (C) information was sometimes 
extracted from parts of the article such as the result or 
introduction section, a critical appraisal about the article 
as a whole was less relevant.

Context
Fourteen of the 22 included Area-Based Compassionate 
Communities were located in high income coun-
tries.16,17,19,21,25,26,28,30,31,34,40,41 The other eight were located 
in upper middle-income15,17,38 or lower middle-income 
countries.35 Of the included initiatives, 11 are in  

Europe,16,17,19,21,25,26,28,30 6 in South America,17,38 2 in Oceania 
(Australia),31,34 1 in Asia (India),35 1 in North America 
(Canada)40 and 1 in Africa (South Africa) (Figure 2).15  
Fifteen of the Area-Based Compassionate Communities 
can be regarded as an individual town or city,15–17,19,25,31,38 
six as a larger administrative demarcated area such as a 
country or state,21,26,28,30,35,40 one as a group of towns or 
cities.34 The number of citizens living in the Area-Based 
Compassionate Communities varied between 3000–
100,000,16,17,19,25,30,34,38,39 100,000–500,00017,31,40 and 
>500,000.15,17,21,26,28,35

Reasons mentioned for developing an Area-Based 
Compassionate Community programme were diverse but 
often fell under one or both of the following two major 
categories: (1) gaps in current healthcare system (e.g. the 
need for an integrated healthcare system,16,17,26,39,40 lim-
ited resources,17,31,40 general mentioning of gaps,17,40 peo-
ple’s complex care needs,16,25,31,40 having a limited 
populational palliative care coverage15,21,35,36,38,39 and to 
unburden the healthcare system31,34,40) or (2) societal 
challenges (e.g. to strengthen community action,7,17,19,28, 

29,34–36,40 having an ageing population,17,24,27,31,34,40 to nor-
malise palliative care in society7,21,28 and to address 
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loneliness).29,30 With the exception of three Area-Based 
Compassionate Communities,15,31,35 all were created in or 
after 2011 (Table 2).

Aims and ambitions
Most Area-Based Compassionate Communities had multi-
ple aims (Table 3). The overarching aims (explicated or 
inferred) were to improve public health in all the included 
initiatives, to achieve better end-of-life care at population 
level in most cities16,17,19,21,26,28,30,34,35,38,40,42 which was 
sometimes attempted by increasing access to palliative 
care,16,17,19,34,35,38–40 to change cultural attitudes,16,17,19, 

22,28,30,34 to build community capacity19,21,28,31,34,35,43 or to 
educate the population on the end of life (e.g. by inform-
ing people on legal, medical or financial issues associated 
with the end of life).22,26,28 Another aim was to promote 
community action by providing end-of-life care by the 
community16,17,21,26,30,34,35,43 and the development of a vol-
unteer programme.17,31,35–37 Other mentioned aims were 
to create an integrated healthcare system7,16,17,19,21,25,38 or 
to change policies.28,44

Development process
Inputs. For some of the Area-Based Compassionate Com-
munities, information was provided about their develop-
ment process7,16,17,19,25,26,30,31,42,45 albeit never extensively. 
The development of the Area-Based Compassionate Com-
munities was initiated by three main groups (Table 2): 
healthcare oriented governmental and/or non-govern-
mental organisations,7,15,17,19,25–31,35,36,39,40,42,45 academic 
researchers7,15,16,19,21,24,25,34,43,44 or policy makers.17,19,45 
Funding for Area-Based Compassionate Communities 
came from five major sources, where different sources 
for funding are sometimes combined: crowd,15–17,26,30,34–37 
non-profit organisation,17,19,28 government,16,25,27,28,31, 

34,35,37,38,40 healthcare institution25,26,30 or research.16,21 All 
Area-Based Compassionate Communities involved other 
organisations in their development where sometimes 
these organisations were healthcare institutions.16,17,19,25, 

26,28,31,35,36,38,39,45 Other external partners were policy  
makers16,17,19,21,27,28,30,31,34–36,38,40 and all Area-Based Com-
passionate Communities, with the exception of two initia-
tives from Todos Contigo,17 explicitly mentioned the 
involvement of lay people. In some cases volunteers were 
involved in the project.15–17,25–28,30,31,34–37,40,45 At the time 
of data collection, four of the initiatives had terminated, 
all because they were initiated as part of a pilot project 
which had ended.19,25,26,31 For one initiative, we could not 
determine whether it was still ongoing or not.15

Outputs. The development activities could be classified 
according to the five action areas of the Ottawa Charter 
for Health Promotion (Table 3). In terms of the action area 

‘building healthy public policies’, Area-Based Compassion-
ate Communities mentioned the public endorsement of 
the project by policy makers (e.g. mayor presents the pro-
ject)16,17,19,28,31,33,35,38,45 and policy adaptations.17,28,31,33, 

35,38,40,45 For the action area creating supportive environ-
ments, some Area-Based Compassionate Communities 
organised activities to strengthen a person’s social net-
works (e.g. training family members in basic personal 
care),17–20,24,25,28,29,31,34,35,38,45 to create an integrated 
healthcare system (e.g. making an overview of existing 
healthcare providers and signposting patients to desig-
nated services),15,25,26,28,30,40 and to influence people’s 
social determinants of health (e.g. interventions to 
improve patients’ financial problems)25,28,35,40 and to focus 
on underserved groups (e.g. events with prison-
ers).21,23,24,26,28,44 The action area developing personal 
skills was realised by activities to engage the community 
around end-of-life related themes which was mentioned 
for all Area-Based Compassionate Communities (e.g. pal-
liative care information seminar or talking café where 
people could be signposted to designated services), or by 
centralising resources (i.e. by increasing access to 
resources and information people gain more control over 
the choices they make).19,25,28,30,31 The action area 
strengthening community action is achieved by giving 
ownership to the community (e.g. local initiatives organ-
ised by the community so that the Area-Based Compas-
sionate Community becomes self-sustainable).15,19,21,25,26, 

28,30,31,34–37,42 Other strategies mentioned were supporting 
the community to undertake action15,16,19,28–31,34–38,45,47  
or connecting organisations.17,21,22,25,27–29,31,32,34,37,40 The 
last action area, reorienting healthcare services,  
was sometimes accomplished by training healthcare 
workers17,19,21,26–28,30,31,35,36,39 or by applying preventive 
instead of reactive measures (e.g. healthcare workers 
stimulating people to make use of their social networks 
instead of fully relying on professional services).17,21,23,25,31,34 
For the Soweto and the WECCC initiatives, nothing was 
mentioned with regard to this action area.15,40

Evaluation and outcomes
For ten of the 22 Area-Based Compassionate Communities, 
some form of evaluation was mentioned (Table 4). 
Sometimes the initiative was evaluated using a combina-
tion of quantitative and qualitative methods (Vic, 
GLGDGG, Hume and The Hills),16,28,31,34 such as the realist 
evaluation of The Hills using mixed methods,33 or using 
quantitative methods only (TC Sevilla, Frome, NNPC and 
WECCC)18,25,35,40,46 such as the retrospective cohort study 
of unplanned hospital admission data used to evaluate 
Frome.25 Two Area-Based Compassionate Communities 
(Döbra and Inverclyde) were evaluated using qualitative 
methods only.24,30 For some cases, the project’s outcomes 
were evaluated.17,25,30,31,35,40 For seven Area-Based 
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Compassionate Communities, the generated outputs (i.e. 
activities) within the initiative16,24,25,28,30,31,36 and/or the 
process of development were evaluated.16,30,31 For only 
two (Inverclyde and Hume), the outcomes of the initiative 
as well as the process of development were evaluated.30,31 
For another two Area-Based Compassionate Communities, 
the studies reported on whether their aims were actually 
achieved.25,31 For The Hills and WECCC, no results from 
the evaluation were reported.34,40 Sometimes reported 
results were not specific or without adequate explana-
tion, such as ‘the initiative has many strengths in areas 
which will lead to a positive social return on invest-
ment’,47,52 or ‘some areas (media, schools) are not reached 
by the project’,16 or one case where an increase in social 
media activity was reported while at the same time argu-
ing for more social media activity.48 Examples of what has 
been evaluated can be seen in Table 5.

Discussion

Main findings
This systematic integrative review identified 22 Area-Based 
Compassionate Communities and found considerable varia-
bility in their contextual and developmental characteristics 
and a lack of information on their evaluations. Area-Based 
Compassionate Communities are located in all continents, 
but most are in Europe and South America. There were dif-
ferences, among others, in geographical demarcation, num-
ber of inhabitants targeted, sources of funding and in the 
specific social actions that they developed. However, all 
Area-Based Compassionate Communities were initiated to 
address similar gaps in the healthcare system or challenges 
in society and all aimed to improve public health. All Area-
Based Compassionate Communities focused on multiple 
action areas of the Ottawa Charter. Some form of evaluation 
was reported for only a few initiatives and studies rarely eval-
uated on whether the original aims were actually met.

Commonalities and differences
Our study shows that there is substantial variability in the 
contextual characteristics of Area-Based Compassionate 
Communities, but that they also share some important 
similarities. Although we found Area-Based Compassionate 
Communities existing all around the world, they were 
generally developed in the last decade, and are thus a 
very recent form of social innovation in healthcare and 
palliative care. The main reason for initiating an Area-
Based Compassionate Community was to address existing 
gaps in the healthcare system or societal challenges such 
as challenges related to an ageing population. They also 
all aimed to improve public health and more specifically 
to achieve better population end-of-life care. This is not 
surprising since healthcare systems around the world 

are facing similar challenges in the provision of palliative 
care to their populations.55–58 Literature and studies 
have demonstrated that health provision through com-
munity engagement together with professional health-
care services can be successful in alleviating stressed 
healthcare systems.1,2,4,59–61 The majority of Area-Based 
Compassionate Communities were initiated by health-
care oriented governmental or non-governmental organ-
isations (e.g. palliative care service, hospital, local health 
and wellbeing service), which is not surprising because 
of the movement’s focus on palliative care. All Area-
Based Compassionate Communities focused on multiple 
pillars of the Ottawa Charter and although similarities 
were found (e.g. involvement of schools, local organisa-
tions, the media, politicians), the specificities of local 
actions differed greatly between initiatives. Given the 
variability in the characteristics of Area-Based 
Compassionate Communities and the movement’s rela-
tively embryonic existence, it is unclear which specific 
characteristics pave the way to successful Area-Based 
Compassionate Communities.

For most, but not all, Area-Based Compassionate 
Communities, some information about the development 
process was provided, but never extensively. However, a 
commonality in the development process seems to be 
that the initiators seek support for the project from policy 
makers who publicly endorse the project and whose influ-
ence can be used to allocate funding. Furthermore, attain-
ing political support is likely to facilitate the creation of  
political, professional, social or cultural networks which 
would otherwise be more difficult to establish. This find-
ing does not come as a surprise as many of the aims for-
mulated by Area-Based Compassionate Communities 
(e.g. better end-of-life care for the population, the crea-
tion of an integrated healthcare system) imply the need 
for political support, something community development 
projects can hardly do without.62,63 The fact that most 
Area-Based Compassionate Communities have been initi-
ated only in the last decade may also explain why we 
found the involvement of policy makers to be a recurrent 
element: the first years of development are generally 
characterised by searching for support and funding, 
establishing a leading coalition for the project and defin-
ing its long-term aims.

We found strengthening social networks to be a recur-
ring community engagement strategy in multiple Area-
Based Compassionate Communities. Studies have shown 
that having adequate social networks is strongly related to 
an increase in quality of life, that the use of these networks 
may have more positive outcomes than the use of profes-
sional services,64 and that having adequate social networks 
may lead to a reduction in health service costs.65 Since 
Kellehear highlighted that the potential for improved health 
provision should be sought in the community, it is not sur-
prising to see Area-Based Compassionate Community 
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developers putting this into practice.6 The current COVID-
19 pandemic challenges activating and expanding such 
social networks due to many countries applying social 
restrictions. Finding a balance between adhering to local 
pandemic regulations, which often limit social contacts, 
while at the same time broadening these networks is a dif-
ficult task but examples in literature exist (e.g. remote 
befriending using technology).66–68

Thorough evaluations are lacking
This review shows that there is a lack of scientific  
evaluation of Area-Based Compassionate Communities. 
Only a minority of existing Area-Based Compassionate 
Communities have been formally evaluated, possibly 
because initiators may not always have an interest in 
research but focus mainly on the process of development 
of the initiative. For those that have undergone some form 
of evaluation, the conclusions about their impacts have 
mainly been positive, but the domains and outcomes eval-
uated often did not match the original individual aims. 
Evaluators often seem to opt for an evaluation of the short-
term effects of specific social actions rather than the long-
term impacts of the Area-Based Compassionate 
Communities as a whole. It may also be that the aims of the 
initiative were not formulated specifically enough, which 
complicates the evaluation of whether desired outcomes 
have been achieved. Furthermore, the methodological 
background provided on how evaluations were performed 
is insufficient. The absence of rigorous evaluation methods 
for these types of new public health interventions further 
hampers evaluation studies and the assessment of the suc-
cess of the individual initiative. Our findings confirm the 
gaps that exist in proving the efficiency of specific commu-
nity engagement programmes in realising better health 
outcomes or behaviours.10,59,61

Regarding future evaluations, we argue that there is a 
strong need for transparent process and outcome evalua-
tions in order to better understand which elements are 
crucial in the development of Area-Based Compassionate 
Communities in order to realise better health outcomes 
or behaviours and to demonstrate whether they achieve 
the impacts to which they aspire. We would promote the 
use of mixed-method study designs in compassionate 
city/community evaluations in which a survey is used in 
combination with qualitative data collection techniques 
to capture societal and/or cultural changes over a period 
of time. Interviews, observations and focus groups may be 
useful for future process evaluations but researchers 
should consider non-traditional qualitative data collection 
techniques (e.g. photovoice or the Most Significant 
Change technique) which may provide rich and diverse 
data on such a complex intervention.69,70 The researchers 
of this review are currently working on a research 

protocol for the evaluation of an Area-Based 
Compassionate Community which they aim to publish in 
the future.

Implications of findings for policy and 
practice
Although progress in end-of-life care provision differs 
greatly between and within countries and regions, we 
have shown that every initiative stemmed from individ-
ual priorities and needs and could therefore benefit 
from the expansion or initiation of palliative care deliv-
ery. This conclusion, together with the finding that some 
actions in Area-Based Compassionate Communities 
were positively evaluated, can motivate policy makers to 
invest in Area-Based Compassionate Communities. 
Emphasis should be put on training healthcare workers 
in the adequate provision of palliative care who then 
operate together with an informed community which 
acknowledges its own potential to decrease the burden 
on local healthcare systems.

Strengths and limitations
This review was the first to compare Area-Based 
Compassionate Communities in terms of their character-
istics, development and evaluation. By applying a combi-
nation of peer reviewed studies, grey literature and the 
snowball method we were able to provide in-depth infor-
mation about the initiatives. However, this review also 
has some limitations. No projects and publications on 
Area-Based Compassionate Communities were found in 
low-income countries, where palliative and other health-
care services are often un- or under-developed and health 
inequality is high.71–73 This finding however may also be 
attributed to language and publication biases.74 This 
review was limited to publications in English while many 
more Area-Based Compassionate Communities may exist 
of which no information has ever been published in peer 
reviewed journals in English. Furthermore, several authors 
of included articles could not be contacted, making it 
likely that we missed some of the existing grey literature. 
Although we applied a systematic methodology, the pres-
ence of data collection bias as well as interpretation bias 
cannot be ignored.

A recently published review by Librada-Flores et al. also 
described a number of Area-Based Compassionate 
Communities but had a clear focus on their implementa-
tion models. Our review, through its use of an operational 
definition of an Area-Based Compassionate Community, is 
more complete and more specifically focused on Area-
Based Compassionate Communities and their characteris-
tics.10 Because we made use of grey literature we were 
able to add additional information which proved useful 
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especially in finding examples focusing on the pillars of the 
Ottawa Charter. Lastly, we provided in-depth information 
on the evaluations by looking at what is evaluated in spe-
cific Area-Based Compassionate Communities.

What this review adds/conclusion
While the concept of Area-Based Compassionate 
Communities is gaining momentum as a new paradigm 
for the creation of palliative care capacity across society, 
this review showed that only a handful of initiatives have 
been described in the last decade and only a minority 
underwent some form of evaluation. Because of the 
scarce description of existing initiatives in the literature, 
it remains unclear which elements are essential to suc-
cess and which, if any, model yields the best results. The 
lack of formal evaluations of the envisaged health bene-
fits of Area-Based Compassionate Communities indicates 
a pressing need for rigorous research about ongoing and 
future initiatives to assess whether these benefits  
are realised. These evaluations can be used to inform and 
convince various actors and organisations to  
support the development of Area-Based Compassionate 
Communities.
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