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Abstract

Community-based organizations are important health system stakeholders as they provide numerous, often highly
valued programs and services to the members of their community. However, community-based organizations are
described using diverse terminology and concepts from across a range of disciplines. To better understand the
literature related to community-based organizations in the health sector (i.e., those working in health systems or
more broadly to address population or public health issues), we conducted a scoping review by using an iterative
process to identify existing literature, conceptually map it, and identify gaps and areas for future inquiry.
We searched 18 databases and conducted citation searches using 15 articles to identify relevant literature. All
search results were reviewed in duplicate and were included if they addressed the key characteristics of
community-based organizations or networks of community-based organizations. We then coded all included
articles based on the country focus, type of literature, source of literature, academic discipline, disease sector,
terminology used to describe organizations and topics discussed.
We identified 186 articles addressing topics related to the key characteristics of community-based organizations
and/or networks of community-based organizations. The literature is largely focused on high-income countries and
on mental health and addictions, HIV/AIDS or general/unspecified populations. A large number of different terms
have been used in the literature to describe community-based organizations and the literature addresses a range of
topics about them (mandate, structure, revenue sources and type and skills or skill mix of staff), the involvement of
community members in organizations, how organizations contribute to community organizing and development
and how they function in networks with each other and with government (e.g., in policy networks).
Given the range of terms used to describe community-based organizations, this scoping review can be used to
further map their meanings/definitions to develop a more comprehensive typology and understanding of
community-based organizations. This information can be used in further investigations about the ways in which
community-based organizations can be engaged in health system decision-making and the mechanisms available
for facilitating or supporting their engagement.
Background
Community-based organizations are important health
system stakeholders as they provide numerous, often
highly valued programs and services to the members of
their (typically urban) community. In addition, network-
ing and/or developing partnerships between organiza-
tions is often particularly important in urban contexts
where organizations may need to build coalitions,
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reproduction in any medium, provided the or
exchange/share resources, partner, and avoid service du-
plication [1,2]. Furthermore, community-based organiza-
tions often provide services and support to the most
marginalized, disadvantaged and stigmatized sections of
society [3-11]. For example, community-based organiza-
tions in the HIV/AIDS sector often directly provide ser-
vices, care and resources to many marginalized and/or
stigmatized populations including sex workers, drug
users, gay men and the homeless [3,6,10]. As Chillag
et al. (2002) point out, community-based organizations
are well positioned to deliver such services “because they
understand their local communities and are connected
to the groups they serve” [6]. Similarly, in response to
limited access to health services, community-based
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organizations also often provide essential primary
healthcare (especially for the very poor, women and
children) in low- and middle-income countries [7,12].
In addition to providing important health services

and programs, community-based organizations often
play important advocacy roles with the aim of strength-
ening the health systems in which they work [4,5,12-14].
They are often called upon to collaborate with health
system decision-makers and stakeholders in the deve-
lopment of policy, programs and services [15-19], and
are increasingly involved in the development and pro-
duction of research to inform the development of
policy, programs and services [20,21]. Such activities
help to facilitate the involvement of communities and
the public in the planning and implementation of their
healthcare, which was a key principle of The Declar-
ation of Alma Ata [22]. Furthermore, successful in-
volvement of community-based organizations (and the
public) in decision-making has been shown to increase
the likelihood that policies will be appropriate, accept-
able and effective [4,23].
While the importance of community-based organiza-

tions in health systems has been relatively well articu-
lated, their characteristics are described using diverse
terminology and concepts from across a range of disci-
plines. There appears to be little or no consensus about
their nomenclature, core functions, and structure. For
instance, in the course of conducting this review, we
identified a number of terms that are commonly used to
refer to the same, or similar, type of organization, such
as those outlined by Bhan et al. (civil society organiza-
tions, non-governmental organizations, community-
based organizations, faith-based organizations and
voluntary organizations) [20]. The descriptors used for
community-based organizations may also vary based on
the sector or ‘community’ they serve such as specific
populations (e.g., AIDS service organizations or commu-
nity mental health centres). In addition, we also noted
during the course of this review that community-based
organizations have also been described as a ‘third sector’
or the ‘third way, which refers to the gap filled by these
voluntary organizations between what is provided by the
state and by the private sector [9,24].
In addition to the varied terms used to describe

community-based organizations, there are also several
conceptions of what constitute essential organizational
features. For instance, in describing the voluntary sector
(i.e., the community or non-profit sector), Milligan &
Conradson (2006) state that organizations working
within this sector “. . .can be viewed as comprising orga-
nizations that are formal, non-profit distributing, consti-
tutionally independent of the state and self-governing”.
They further indicate that “While such organizations
may employ paid staff and receive funding from the state
their remit is to act for public rather than shareholder
benefit” [24]. Similarly, Chavis & Florin (1990) assert
that voluntary community organizations are geographic-
ally based, represent residents of a particular area, vol-
unteer driven, locally initiated and are multi-purpose
and flexible allowing them to address a broad array of
issues [25] but organizations could also serve communi-
ties that are defined beyond geographical terms to in-
clude virtual communities or social groups. Others have
identified five key characteristics of community-based
organizations, indicating they must be: 1) organized (i.e.,
institutionalized to some degree); 2) separate from gov-
ernment (i.e., private organizations in the sense that they
are not run or overseen by a government agency and
therefore not part of the public sector); 3) non-profit
distributing; 4) self-governing; and 5) voluntary (i.e.,
some meaningful degree of voluntary participation in
the organization’s affairs) [9,26,27]. Therefore, while the
terminology may differ (e.g., community-based sector,
voluntary sector and third sector), organizations dis-
cussed in these sectors have many shared characteristics
and perform the same or similar types of activities.
Given the diverse terminology and concepts related to

community-based organizations, there is a clear need to
assess the extent of the literature related to their key
characteristics before undertaking more in-depth ana-
lyses of the sector. However, to our knowledge no sys-
tematic efforts to identify and outline the existing
literature about the characteristics of community-based
organizations have been undertaken.

Objectives
Building on this gap in the literature, our objectives for
this scoping review were to:

1. identify existing literature related to the
characteristics of community-based organizations
and networks of community-based organizations in
the health sector (i.e., those working in health
systems or more broadly to address population or
public health issues);

2. conceptually map the literature according to country
focus, sector, discipline, type of literature and topics
addressed;

3. identify gaps in the literature and areas for future
inquiry that would contribute to a better
understanding of the role of community-based
organizations in the health sector

Methods
We used a scoping review to identify, conceptually map
and identify gaps in the literature related to the charac-
teristics of community-based organizations and net-
works of community-based organizations in the health
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sector. In general, the aims of scoping reviews are to
“map rapidly the key concepts underpinning a research
area and the main sources and types of evidence avail-
able, and [they] can be undertaken as stand-alone pro-
jects in their own right, especially where an area is
complex or has not been reviewed comprehensively be-
fore” ([28], emphasis in original). Scoping reviews are
often conducted to examine previous research activity,
disseminate findings, identify gaps in the research and/
or determine the value of conducting a full systematic
review [29]. Given the lack of existing comprehensive
reviews of this topic and that the literature is likely
spread across multiple disciplines and sectors, scoping
review methods were ideal for taking the first step to-
wards developing a better understanding of the nature
and scope of the literature.
We conducted the scoping review using an iterative

process that allowed for flexibility in the search, review-
ing and conceptual mapping phases. A flexible approach
was important to follow as this area of inquiry is not
well-defined and, as a result, important literature may
have been omitted if a rigid a priori design was followed.
As a result, we developed search terms and inclusion/
coding criteria at the initial stages of the review but
revised them as the study progressed.
Literature searches – Phase 1
We first searched 16 databases (see Additional file 1:
Appendix 1 for a listing of the databases searched) in
Scholars Portal in March 2009 using combination of
search terms ([Communit* OR “civil society”] AND
[Organiz* OR service OR develop*] AND Health),
which yielded 4560 hits. We collectively identified the
search terms as relevant descriptors based on our fa-
miliarity with the literature at the time. In addition, we
conducted a citation search through the Citation Index
provided by ISI Web of Knowledge using 22 key arti-
cles (see Additional file 1: Appendix 2 for a listing of
the articles) that we identified both from our own
records and from experts and colleagues. Next, two of
us (MGW and AG) initially reviewed a random sample
of 200 references from the search results to refine our
inclusion criteria and the coding framework (see below
for more detailed descriptions of inclusion and coding
criteria). Based on our review of the 200 references, we
realized that the search was too broad and our selec-
tion criteria needed to be narrowed from keeping
anything about how communities organize around
health-related issues to only articles about the character-
istics of community-based organizations or networks of
organizations in the health sector (i.e., those working in
health systems or more broadly to address population or
public health issues).
Literature searches – Phase 2
During the initial phase of searching and reviewing, we
observed that most relevant articles used truncated
terms of organi* or mobili* and we therefore included
these terms in the following set of revised search terms
used in our search of the 16 databases in Scholar’s
Portal: (communit* OR “civil society” AND (organi* OR
mobili*) AND health (the same databases were searched
as in phase 1 – see Additional file 1: Appendix 3). For
the citation searches, we eliminated 14 of the 22 refer-
ences from the original list, which we deemed to be out-
side the scope of the review (based on our revised
inclusion criteria that focused only the characteristics of
community-based organizations) and then supplemented
the list with 7 citations that we located from the initial
review of 200 references (see Additional file 1: Appendix
4 for the results of the revised citation search). These
revised searches were conducted in April 2009 with no
limits for publication date or language (but the search
terms were in English).
We also developed a search strategy for Medline and

Embase (bringing our total number of databases
searched to 18) after reviewing the results from the
Scholars Portal and citation search. The terms from our
search of Scholars Portal provided an unmanageable set
of results in Medline and Embase (n=46,457) and we
therefore developed a revised strategy based on our
increased familiarity with the literature. Specifically, we
searched Medline and Embase in April 2010 using the
following search strategy: community-based organi* OR
community organi* OR civil society (again no limits
were placed on publication date or language but the
search terms were in English).

Study selection
Two of us (MGW and AG) independently reviewed and
applied the selection criteria to all titles and abstracts.
Our initial selection criteria were very broad and
included any literature related to how communities
organize. After reviewing the random sample of 200
titles and abstracts from the original search strategy, we
narrowed the criteria to only include literature related to
the key characteristics of community-based organiza-
tions or networks of community-based organizations
which we applied to all search results. During the
reviewing process, we marked references as either ‘in-
clude’, ‘unclear’ or ‘exclude’ and retrieved the full-text
(where possible) for any classified as the former two
categories.

Full-text coding
We iteratively developed a coding framework to concep-
tually map the included references. One of us (MGW)
developed an initial coding framework, which we
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collectively revised through discussion and after pilot
testing it with ten articles. The coding framework
included domains related to the country focus, type of
literature, source of literature, academic discipline, dis-
ease, terminology used to describe organizations and
topics discussed (see Additional file 1: Appendix 5 for
the full coding framework). For the domain related to
the terminology used to describe organizations, we
used an outline of five common terms used to de-
scribe civil society organizations provided by Bhan
et al. (2007) (community-based organizations, non-
governmental organizations, civil society organizations,
voluntary organizations and faith-based organizations).
[20] We then supplemented this list with ‘community
mental health centre/organization’ given the large
number of articles related to mental health that we
noted during title and abstract reviewing.
One of us (MGW) applied the coding framework to

the full-text of all included articles, which was then inde-
pendently checked for consistency and accuracy by an-
other reviewer (AG), with any changes discussed by both
reviewers and a final decision arrived at through
Studies identified through 
searches (n=5213): 

Scholars Portal: n= 1587 
Citation searches: n= 303 
Medline&Embase:n =3323

Titles and abstracts reviewed:  
n=3904 

Full-text articles retrieved* 
(n=291):
Include: n= 170 
Unclear: n= 121 

Final references included for full-
text coding: 
n= 186 

Figure 1 Flow of study selection. *We were unable to obtain access to 3
Toronto Libraries. For six of these articles, the title and abstract provided su
to apply the coding framework. As a result, we were unable to complete th
consensus. The number of articles in each category was
then calculated using the reconciled assessments from
both reviewers. If no full-text article was available
through our respective libraries (McMaster University
and the University of Toronto), we coded the article
using the title and abstract if they provided sufficient in-
formation and documented the articles for which we
could not apply the coding framework.

Results
Our searches yielded a total of 5213 references, which
was reduced to 3904 after removal of duplicates (see
Figure 1 for a summary of the reviewing process).
After reviewing the titles and abstracts from the search
results, we included 170 and marked 121 as unclear, which
we then assessed during full-text coding. Our level of
agreement was relatively low with a Kappa of 0.319
(p<0.001), 95% CI (0.264, 0.374). However, all assessments
were compared with discrepancies resolved by discussion
to ensure consistent application of the inclusion criteria.
Upon reviewing the full-text articles (n=291) we

excluded 79 and included and coded 186. The remaining
Excluded: 
Duplicates: n= 1309 

Excluded: 
Not related to key 
characteristics of CBOs or 
networks of CBOs: n= 3613 

Excluded: 
Not related to key 
characteristics of CBOs or 
networks of CBOs: n= 79 

Unclear: 
References for which we 
could not complete a final 
inclusion assessment for 
(lack of availability of full-
text)*: n= 26 

2 articles due to lack of availability at McMaster or University of
fficient information to determine whether it should be included and
e coding for 26 articles.
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26 articles were not coded as we were unable to retrieve
the full-text and the abstracts did not provide enough
information to conduct reliable assessments for inclu-
sion and coding. Lists of included articles, excluded arti-
cles (after full-text review) and articles that we were
unable to code are provided in Additional file 1: Appen-
dices 6,7 and 8 respectively.
We found that just under half of the 186 articles were

related to mental health and addictions (n=50, 26.9%)
and/or HIV/AIDS (n=37, 19.9%) and we present the
coding results in Table 1 separately for each of these dis-
ease sectors in addition to the overall results. Almost all
of the remaining articles addressed a general or unspeci-
fied disease sector (e.g. articles discussing organizational
structure or the development of networks but not in the
context of any specific disease) (n=75, 40.3%) with only
three (1.6%) addressing cancer, five (2.7%) cardiovascular
disease and two (1.1%) diabetes.
Almost all articles focused on high-income countries

(n=162, 87.1%) and were published in journals (n=172,
92.5%). However, 24.3% of articles related to HIV/AIDS
(n=9) discuss organizations in low- and middle-income
countries as compared to 15.6% of all the included
articles (n=29). The approach/methods of the articles
were varied with most common being discussion or
theory-based content (n=51, 27.4%) or empirical find-
ings based on case studies (n=51, 27.4%), qualitative
methods (n=48, 25.8%) and quantitative surveys (n=48,
25.8%). Similarly, included articles were from a mix of
disciplines with most based in health systems, services
and policy literature (n=59, 31.7%), population and
public health (n=57, 30.6%), organization and adminis-
tration (n=37, 19.9%), clinical or epidemiology (n=20,
10.8%).
The included articles presented a wide spectrum of

terms to describe community-based organizations. The
most common term used from the outline provided by
Bhan et al. (2007) was community-based organization
(n=66, 34.9%), which was the term used in 75.7%
(n=28) of the HIV/AIDS literature. The terms volun-
tary organization (n=18, 9.7%), non-governmental
organization (n=18, 9.7%), civil society organization
(n=16, 8.6%) and faith-based organization (n=3, 1.6%)
were used less frequently. Community mental health
centre/organization was used by 16.1% (n=30) of the
articles, which is driven mostly by the fact that a large
proportion of the literature was based in mental health
and addictions.
More than a third (n=72, 38.7%) of the articles used a

term other than one in our coding framework. We docu-
mented each additional term (or terms where more than
one was presented) used in the included articles and
grouped them thematically (see Table 2 for the group-
ings of terms and Additional file 1: Appendix 9 for a list
of all the terms contributing to each grouping). Specific-
ally, we identified eight terms (or very slight variations
of terms) that were used in more than one article and an
additional eight terms that were used only once. The
most popular terms we extracted were related to com-
munity coalitions, networks or partnerships (n=20,
10.8%), community health agencies, organizations or
centres (n=17, 9.1%), neighborhood associations, congre-
gations, health centers or organizations (n=9, 4.8%),
non-profit organizations, agencies, consortium or sector
(n=10, 5.4%) or community agencies (n=5, 2.7%).
The topics discussed in the included articles were

varied with six of the 13 different topic areas being
discussed by at least a quarter of the included articles.
Approximately half of the included articles addressed
topics related to the mandate or activities of community-
based organizations (n=95, 51.1%) or networks/coalitions
of organizations (n=87, 46.8%). The other most popular
topics addressed were the structure of organizations
(n=67, 36.0%), the type or skills of organizational staff
(n=56, 30.1%), involvement of community members in
the organization (n=52, 28.0%) and sources of revenue
(n=53, 28.5%). The topics addressed appear consistent
across the HIV/AIDS and mental health and addic-
tions articles except that the former appears to have
comparatively more emphasis on revenue sources and
the latter tend to focus more on organizational struc-
ture and less on networks and coalitions.
Discussion
Principal findings
We identified a relatively large number of articles
(n=186) addressing topics related to the key characteris-
tics of community-based organizations and/or networks
of community-based organizations. The literature that
we identified is largely focused on high-income countries
and on mental health and addictions, HIV/AIDS or
general/unspecified populations of interest. The articles
are spread across multiple disciplines with most in
health systems, services and policy, population and
public health and psychology. A large number of dif-
ferent terms have been used in the literature to de-
scribe community-based organizations, which makes it
difficult to develop a well-defined outline of organiza-
tions and their roles in health systems. Lastly, we
found literature related to a range of topics about
community-based organizations (mandate, structure,
revenue sources and type and skill of staff ), the in-
volvement of community members in organizations,
how organizations contribute to community organizing
and development and how they function in networks
with each other and with government (e.g., in policy
networks).



Table 1 Results of conceptual mapping of included references

Coding categories All (n=186) Articles addressing mental
health and addictions (n=50)

Articles addressing
HIV/AIDS (n=37)

Country focus

i. High-income countries 162 (87.1%) 49 (98.0%) 30 (81.1%)

ii. Low- and middle-income countries 29 (15.6%) 0 (0.0%) 9 (24.3%)

iii. Not clearly stated 3 (1.6%) 1 (2.0%) 0 (0.0%)

Source of literature

i. Journal 172 (92.5%) 39 (78.0%) 36 (97.3%)

ii. Book (whole or chapter) 4 (2.2%) 2 (4.0%) 1 (2.7%)

iii. Report/grey literature 0 (0.0%) 0 (0.0%) 0 (0.0%)

iv. Dissertation 11 (5.9%) 9 (18.0%) 0 (0.0%)

Type of literature

i. Systematic review 1 (0.5%) 0 (0.0%) 0 (0.0%)

ii. Review (not systematic) 8 (4.3%) 3 (6.0%) 3 (8.1%)

iii. Quantitative survey 48 (25.8%) 20 (40.0%) 5 (13.5%)

iv. Qualitative study 48 (25.8%) 15 (30.0%) 8 (21.6%)

iv. Case study 51 (27.4%) 9 (18.0%) 13 (35.1%)

vi. Theory/discussion paper 51 (27.4%) 13 (26.0%) 9 (24.3%)

vii. Commentary/ editorial 12 (6.5%) 2 (4.0%) 2 (5.4%)

viii. Document analysis 4 (2.2%) 2 (4.0%) 2 (5.4%)

Academic discipline

i. Health systems, services and policy 59 (31.7%) 14 (28.0%) 13 (35.1%)

ii. Population and public health 58 (31.2%) 8 (16.0%) 19 (51.4%)

iii. Clinical and epidemiology 20 (10.8%) 6 (12.0%) 5 (13.5%)

iv. Social work 9 (4.8%) 1 (2.0%) 2 (5.4%)

v. Sociology 13 (7.0%) 2 (4.0%) 4 (10.8%)

vi. Political science 11 (5.9%) 2 (4.0%) 3 (8.1%)

vii. Anthropology 3 (1.6%) 2 (4.0%) 0 (0.0%)

viii. Psychology 8 (4.3%) 5 (10.0%) 0 (0.0%)

ix. Organizational/administration 37 (19.9%) 21 (42.0%) 2 (5.4%)

Terminology used to describe organizations

i. Community-based organization 65 (34.9%) 5 (10.0%) 28 (75.7%)

ii. Non-governmental organization 18 (9.7%) 0 (0.0%) 6 (16.2%)

iii. Civil society organization 16 (8.6%) 0 (0.0%) 4 (10.8%)

iv. Voluntary organization 18 (9.7%) 0 (0.0%) 1 (2.7%)

v. Faith-based organization 3 (1.6%) 0 (0.0%) 0 (0.0%)

vi. Community mental health centre/organization 30 (16.1%) 30 (60.0%) 0 (2.6%)

vii. Other† 72 (38.7%) 16 (32.0%) 6 (16.2%)

Topics discussed

i. Organization structure 67 (36.0%) 26 (52.0%) 11 (29.7%)

ii. Organization mandate 95 (51.1%) 21 (42.0%) 21 (73.0%)

iii. Organization type 15 (8.1%) 6 (12.0%) 4 (10.8%)

iv. Community development 10 (5.4%) 3 (6.0%) 2 (5.4%)

v. Community organizing 32 (17.2%) 4 (8.0%) 5 (13.5%)

vi. Community involvement 52 (28.0%) 14 (28.0%) 12 (32.4%)

vii. Community infrastructure 6 (3.2%) 2 (4.0%) 1 (2.7%)
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Table 2 Terms used to describe organizations*

Term Number of
articles

using term

Community coalition(s)/networks/partnerships 20

Community health agencies/organizations/centres 17

Non-profit organization/agencies/consortium/sector 10

Neighborhood associations/congregations/health
centers/organizations

9

Community agencies 5

Health/social service organization 4

Community development corporation/organization 2

Cooperatives 2

Advocacy organization 1

AIDS service organizations 1

Community care access centers 1

Consumer/survivor initiatives 1

Community boards 1

Third sector organizations 1

Mental health organization 1

Rape crisis center 1

*See Additional file 1: Appendix 5 for a detailed outline of each of the terms
included in the groupings of terms outlined.

Table 1 Results of conceptual mapping of included references (Continued)

viii. Social movements 2 (1.1%) 1 (2.0%) 2 (5.4%)

ix. Revenue 53 (28.5%) 13 (26.0%) 15 (40.5%)

x. Type/skill of staff 56 (30.1%) 19 (38.0%) 14 (37.8%)

xi. Networks/coalitions 87 (46.8%) 16 (32.0%) 17 (45.9%)

xii. Relationship with government (policy networks) 31 (16.7%) 6 (12.0%) 8 (21.6%)

†See Table 2 for an outline of the terms used to describe organizations in each of the included articles.

Wilson et al. Health Research Policy and Systems 2012, 10:36 Page 7 of 9
http://www.health-policy-systems.com/content/10/1/36
Study meaning
To our knowledge, this is the first attempt to conduct a
systematic scoping of the literature related to
community-based organizations in the health sector.
The results of the review can be used to develop our
understandings of the key characteristics of community-
based organizations, how they function (individually and
in networks), and what roles they are and/or could be
playing in health systems. Given the numerous calls over
several decades to better engage them in decision-
making about health systems [22,30-32], developing a
shared understanding of their characteristics and func-
tions is an important and long overlooked step.
This review also complements the existing literature in

several ways. First, many of the articles identified in our
review discuss topics related to networks, coalitions and/
or organizational relationships with government (e.g.,
policy networks), which provide an important overlap
with political theory. The mandate of many community-
based organizations often includes advocacy, which fre-
quently takes shape through networks or coalitions of
organizations. Depending on how organized a network
is, the resources available and the relationship with gov-
ernment (or with other advocacy groups), networks and
coalitions of community-based organizations can be im-
portant policy actors and influence policy decision-
making in a number of ways (e.g., bringing issues onto a
government’s agenda and helping to determine whether
and how a decision is made). However, the role of advo-
cacy and coalitions needs to problematized because
organizations may not always fully represent their com-
munities’ views and, as a result, may advance particular
interests, detracting from the democratic and grassroots
nature of the organization. Second, involving patients,
their families or representatives of patients and their
families in the planning or development of healthcare is
often highlighted as important activity within health sys-
tems [33-36] and community-based organizations can
provide opportunities for public engagement in the plan-
ning and delivery of programs and services (e.g., through
formal governance mechanisms or informal consultative
mechanisms and through volunteerism).
The review also revealed two particularly important

findings to consider. First, much of the literature is
focused on HIV/AIDS and/or mental health and addic-
tions. This is important to note as most people living
with or at risk of HIV/AIDS are from marginalized,
stigmatized and/or hard-to-reach (and often urban)
communities [37-39], from low- and middle-income
countries with high rates of HIV incidence and preva-
lence [40], require complex care and social supports
[41] and are underserved with respect to prevention
and treatment (especially in low-middle income coun-
tries) [40]. Similarly, people with mental health and
addictions issues are often stigmatized within society
[38], require complex care and social supports [42] and
are often hard-to-reach and underserved [39]. As a re-
sult, the finding that much of the literature about
community-based organizations is focused on HIV/
AIDS and mental health and addictions is not entirely
surprising as many of these organizations (especially in
the HIV/AIDS sector) developed as a grass roots
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response to gaps in programs and services that govern-
ments were not filling and as an advocacy mechanism
for broader system level supports. The second notable
finding is the lack of literature addressing organizations
in the cancer, cardiovascular disease and diabetes sec-
tors as each typically have large networks of charitable
and community-based organizations. The minimal
amount of literature could be due to a lack of scholarly
activity examining the characteristics of community-
based organizations or because our search strategy did
not include the appropriate terms to identify this litera-
ture (see the limitations section below). The third
interesting finding to note is the relative lack of litera-
ture that is focused on low- and middle-income coun-
tries. Given the importance of community-based
organizations in the delivery of programs and services
and for advocacy in health systems in low- and middle-
income countries, the lack of literature is an important
gap to fill.

Strengths and limitations
In addition to the novel contribution of this review, the
primary strength is the breadth of the search (18 data-
bases and citation searches using 15 articles) and the
rigorous and transparent methods we used to review
and code the search results. There main limitation of
our review is the potentially limited scope of our search
strategy, which stems from the terminology used to de-
scribe community-based organizations being broad and
difficult to define. Our search strategy focused on the
community-based organizations and civil society and, as
a result, we may not have captured all relevant literature
on this topic. The influence of the scope of our search
strategy is reflected in the terminology used to describe
organizations that we documented. While the literature
we identified used several different terms, most used the
term community-based organization, which is likely an
indicator of our review not including literature using dif-
ferent terminology to describe the same or similar types
of organization. Another potential indicator or our
search scope not capturing all facets of the literature is
the lack of literature we found related cancer, cardiovas-
cular disease and diabetes despite each having large net-
works of charitable and community-based organizations.
Similarly, we found a lack of literature related to
community-based organizations involved in social move-
ments, which further indicates that our search strategy
may not have identified all relevant areas of the literature.

Future research
Given the range of terms used to describe community-
based organizations, one area for future research could
be to use the findings of this scoping review to further
map the meanings/definitions of each in order to
develop a more comprehensive typology and un-
derstanding of organizations that we describe as
community-based or civil society organizations This
could involve conducting searches using a revised set of
terminology to identify literature that may have been
missed in this review. Doing so will help to further de-
velop our understanding of these types of organizations
and inform the unique role(s) that community-based
organizations are and/or could be playing in the health
sector. Building on this, another area for future research
is to identify the ways in which community-based orga-
nizations should be included in health system decision-
making and the mechanisms available for facilitating
their engagement. Lastly, future research could focus on
examining the impact of different organizational charac-
teristics on the type of activities community-based orga-
nizations become involved in. For instance, what impact
does the type of funding (e.g., public versus private/com-
mercial), skills of organizational staff, the skill-mix and/
or the number of staff and volunteers in the organization
have on the types of services and programs provided and
the types of advocacy activities (if any) organizations
engage in?
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