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ARTICLE INFO ABSTRACT

Keywords: Background: Community participation in health responses in humanitarian crises is increasingly promoted by
Participation humanitarian actors to support adoption of measures that are relevant and effective to local needs. Our aim
Community was to understand the role of community participation in humanitarian health responses for conflict-affected
R‘a_f“gefes populations (including forcibly displaced populations) in low- and middle-income countries and the barriers and
‘I\I/Iv;grratlon facilitators to community participation in healthcare responses.

Health Methods: Using a systematic review methodology, following the PRISMA protocol, we searched four bibliographic

databases for publications reporting peer-reviewed primary research. Studies were selected if they reported how
conflict-affected populations were involved in healthcare responses in low- and middle-income settings, and
associated changes in healthcare responses or health outcomes. We applied descriptive thematic synthesis and
assessed study quality using study design-specific appraisal tools.

Results: Of 18,247 records identified through the database searching, 18 studies met our inclusion criteria. Various
types of community participation were observed, with participation mostly involved in implementing interven-
tions rather than framing problems or designing solutions. Most studies on community participation focused on
changes in health services (access, utilisation, quality), community acceptability and awareness, and ownership
and sustainability. Key barriers and facilitators to community participation included political will at national
and local level, ongoing armed conflict, financial and economic factors, socio-cultural dynamics of communi-
ties, design of humanitarian responses, health system factors, and health knowledge and beliefs. Included studies
were of mixed quality and the overall strength of evidence was weak. More generally there was limited critical
engagement with concepts of participation.

Conclusion: This review highlights the need for more research on more meaningful community participation in
healthcare responses in conflict-affected communities, particularly in framing problems and creating solutions.
More robust research is also required linking community participation with longer-term individual and health
system outcomes, and that critically engages in constructs of community participation.

Health systems

1. Background

The number of people affected by humanitarian crises continues to
increase, with the United Nations projecting that an estimated 235 mil-
lion people will require humanitarian assistance and protection in 2021
(OCHA 2019). Those crises caused by armed conflicts are becoming
more complex and protracted (Spiegel et al., 2010) and have given rise
to 46 million internally displaced persons (IDPs) and 26 million refugees
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displaced into other countries (UNHCR 2020). Tens of millions more
people (exact figure unknown) live within conflict-affected areas. The
vast majority of conflict-affected and forcibly displaced populations are
in low- and middle-income countries (LMICs).

Conflict-affected people must be supported with timely, appropriate,
and effective health responses. It is increasingly understood that these
are more likely to succeed if there is meaningful participation by the
communities affected (see Box 1 for definition of participation). A group
of 18 UN and non-UN organisations involved in humanitarian relief has
committed to “include the people affected by humanitarian crises and
their communities in our decisions to be certain that the humanitarian
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response is relevant, timely, effective and efficient” (IASC 2017). Inter-
national norms, such as the Sphere Standards and the Core Humanitar-
ian Standard, also emphasise the importance of community participa-
tion (Sphere 2020; CHS 2020).

Box 1: Defining Community Participation
There is not a standard definition of community participation in
healthcare. Rather, it is an umbrella term that incorporates a wide
range of concepts and activities, such as consultation, involve-
ment, mobilisation or empowerment (WHO 2002; Preston et al.,
2010; Rifkin, 2014; George et al., 2015; Rifkin 2009). For this
review, we used the following combination of WHO definitions
(WHO 2002):

¢ ‘Community’ can be defined as “a group of people who share an
interest, a neighbourhood, or a common set of circumstances.
They may, or may not, acknowledge membership of a partic-
ular community.”
‘Participation’ can be defined as “a process by which people are
enabled to become actively and genuinely involved in defining
the issues of concern to them, in making decisions about fac-
tors that affect their lives, in formulating and implementing
policies, in planning, developing and delivering services and
in taking action to achieve change.”

Many commentators have argued, on the basis of normative con-
siderations and reviews of the evidence, for community participation in
planning, organising, operation and control of healthcare (George et al.,
2015; Rifkin 2009; 2014; Haldane et al., 2019; Herrera et al., 2017;
Preston et al., 2010; WHO 2008a, 2008b, 2002). The evidence from
stable settings points to effective participation offering three key ben-
efits: (i) ownership of services, which in turn may reduce the risk of
poor implementation; (ii) just policies and programmes, including di-
verse perspectives; and (iii) improved effectiveness of policies and pro-
grammes by providing information relevant to local needs (Fung 2006;

Table 1
Inclusion and exclusion criteria*.
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George et al., 2015; Herrera et al., 2017; Rifkin 2009; Cyril et al., 2015;
Prost and al 2013).

However, findings from studies in stable settings cannot necessarily
be transferred to conflict-affected settings and populations given their
distinct contextual factors, which may impact the design, implementa-
tion and effectiveness of community participation. These distinct con-
textual factors include ongoing or likely risk of violence and insecurity,
forced displacement, language barriers, amplified individual and com-
munity suffering, damaged infrastructure and logistical challenges, lim-
ited resources, weakened health care systems and disrupted and often
unpredictable provision of health care that is often delivered by human-
itarian agencies operating on short-term planning and funding cycles.

Our study aims to understand the role of community participation
in humanitarian health responses for conflict-affected populations (in-
cluding forcibly displaced populations) in LMICs and the barriers and
facilitators to community participation in healthcare responses. The spe-
cific objectives are to: (i) describe the types of community participation
that occur in humanitarian healthcare responses; (ii) examine whether
and how community participation has helped to improve humanitarian
healthcare responses; (iii) identify barriers and facilitators when foster-
ing community participation in humanitarian healthcare responses; and
(iv) assess the quality of the published evidence.

2. Methods

We conducted a systematic review following the Preferred Report-
ing Items for Systematic Review and Meta-Analysis Protocols (PRISMA)
(Moher et al., 2010), with the completed checklist provided in Online
Annex 1.

The eligibility criteria included the following four categories: (1) pro-
cess of community participation; AND (2) influence on healthcare re-
sponses or individual or population health; AND (3) forcibly displaced
and other conflict-affected populations; AND (4) LMICs. The full inclu-
sion and exclusion criteria are listed in Table 1 and definitions of key
terms elaborated in Online Annex 2.

The following bibliographic databases were searched: MEDLINE,
EMBASE, Global Health and PsycINFO. Both subject heading terms and

Category Included

Excluded

Population of interest

to those in high-income countries.

Conflict-affected populations include those remaining in
areas affected by conflict, and those forcibly displaced from

them as refugees and IDPs.

Humanitarian crises included were events stemming from

Individuals, groups and communities affected by armed
conflict in LMICs (as defined by the World Bank (World

Bank 2019)). LMICs were the focuses as the majority of
crisis-affected populations reside in LMICs, and the contexts
and resources for healthcare responses in LMICs are different

Studies that take place in humanitarian contexts created by
natural disasters. These were excluded as the responses are
typically very different to those to armed conflict, most
notably involving a generally much shorter time-period.
Studies that included current or former military populations.
Studies in high-income settings.

For studies that include both conflict- and non-conflict
affected populations, only included studies that provide
disaggregated data for crisis-affected populations were
included.

armed conflicts and wars that threaten the health and safety

of a community.

The time periods of humanitarian crises included acute,

chronic, and recovery time periods.
Intervention
or Online Annex 2 for definitions).

Comparison N/A
Outcome measures

Study design
Publication type

All quantitative and qualitative study designs.

academic journals, books or book chapters.
Language English language only.
Date Papers published prior to mid-July 2020.

Community participation in healthcare responses (see Box 1

Changes in health services, health care, health systems or
changes in individual or population-level health outcomes.

Peer-reviewed empirical, primary research papers in

Studies only mentioning involvement of individuals from
affected communities providing routine services/activities
(e.g., clinicians, community health workers, peer educators
etc.) and which do not describe, explore and present findings
on the actual role of community-level participation.

Studies only on nutrition.

Studies only on water, sanitation and hygiene.

Studies that do not describe changes in health services, care
or individual or community-level outcomes.

Editorials, commentaries, letters, reviews.

Grey literature.

Languages other than English.
Papers published after mid-July 2020.

*See also Online Annex 2 for definitions.
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Fig. 1. PRISMA-P flow chart showing the selection process for studies.

free-text search terms were used, and the search terms and syntax are
provided in Online Annex 3. References cited in the included peer-
reviewed studies were examined for potentially relevant additional arti-
cles. Grey literature (e.g., from NGO reports) was excluded due to con-
cerns over the quality (Blanchet et al., 2017).

Citations were imported from the bibliographic databases into End-
Note for eligibility screening. Duplicates were removed, and remain-
ing citations assessed by title and then by abstract by two independent
screeners. A full text review of remaining studies was then conducted.
Extracted variables included: author and date of publication, study de-
sign, geographic setting, study population characteristics, study objec-
tives, types of participation, health outcomes of interest, influence of
community participation on health care and outcomes, identified barri-
ers and facilitators to participation, and study quality criteria.

A narrative synthesis was conducted given the heterogeneity of: con-
texts, study designs, interventions and outcomes measured, the expected
qualitative nature of most of the data, and the exploratory nature of the
review. Thematic synthesis was used within the framework of the re-
search objectives.

For the quality appraisal, qualitative studies (not including case stud-
ies) and randomised control trials (RCTs) were appraised using the
relevant Critical Appraisal Skills Programme checklists (CASP 2018a,
2018b). Case studies and surveys were appraised using relevant center

for Evidence-Based Management checklists (CEBMa 2020a, 2020b). See
Online Annex 4 for the individual checklists.

3. Results

The database searches returned 18,247 citations (12,978 after du-
plicates were removed), which were reduced to 18 eligible studies
(Adams et al., 2020; Custodio Espinoza et al. 2015; Erismann et al.,
2019; Ghebreyesus et al., 1996; Habib et al., 2017; Ho et al., 2015;
Kloos 1997; Kohli et al., 2012; Martini et al., 2019; Masumbuko Claude
and Hawkes 2020; McMahon et al., 2017; Roddy et al., 2007; Sethi et al.,
2017; Stepakoff et al., 2006; Steven et al., 2019; Tanaka et al., 2004;
Teela et al., 2009; von Roenne et al. 2010). The screening results are
shown in Fig. 1. An overview of the included studies is provided in
Table 2.

Publication years ranged from 1996 to 2020, with most published
between 2015 and 2020. Fourteen were in Sub-Saharan Africa, and the
rest from the Middle East, Asia, or South America. Almost all study set-
tings were either in chronic or protracted crises (nine studies) or post-
crisis/early recovery (eight studies). One study spanned multiple time
periods before, during and after a crisis. Four studies were with refugees.
There were no studies looking at participation by refugees and host com-
munities together. The remaining 14 studies were amongst general pop-
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Table 2

Overview of included studies.
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Author, year

Country

Crisis type

Study population

Study design

Health focus

Main types of
participation

(Adams et al., 2020)

(Custodio Espinoza
et al. 2015)
(Erismann et al., 2019)

Sierra Leone

Peru

South Sudan

Post-crisis/
early recovery
Post-crisis/
early recovery
Chronic crisis

General population
General population

General population

(Ghebreyesus et al., 1996) Ethiopia Post-crisis/ General population
early recovery
(Habib et al., 2017) Pakistan Chronic crisis General population,
incl. aged <5 years
(Ho et al., 2015) Democratic Chronic crisis General population
Republic of
Congo
(Kloos 1997) Ethiopia Multiple time General population
periods
(Kohli et al., 2012) Democratic Chronic crisis General population,
Republic of with focus of
Congo outcomes on women
(Martini et al., 2019) Mali Chronic crisis General population
(Masumbuko Claude and Democratic Chronic crisis General population
Hawkes 2020) Republic of
Congo

(McMahon et al., 2017)

Sierra Leone

Post-crisis/
early recovery

General population

(Roddy et al., 2007) Angola Post-crisis/ General population
early recovery
(Sethi et al., 2017) Lebanon Chronic crisis Syrian refugees
(Stepakoff et al., 2006) Guinea Post-crisis/ Refugees from Sierra
early recovery Leone and Liberia
(Steven et al., 2019) Democratic Chronic crisis General population,
Republic of with focus on women
Congo
(Tanaka et al., 2004) Tanzania Post-crisis/ Refugees from
early recovery Democratic Republic of
Congo
(Teela et al., 2009) Myanmar Chronic crisis General population
(von Roenne et al. 2010) Guinea Post-crisis/ Refugees from Sierra

early recovery

Leone and Liberia,
with focus on women

Qualitative
Case study

Qualitative

Case study

RCT

Case study

Case study

Case study

Qualitative

Cross-sectional
survey

Qualitative

Case study
Case study
Case study

Qualitative

Mixed methods

Qualitative

Case study

Mental health
Mental health

Primary healthcare
services

Malaria control

Vaccinations (polio
and others)
General local
health system

Primary healthcare
services

Sexual and
gender-based
violence

Chronic diseases -
diabetes and
HIV/AIDS

Ebola virus

Ebola virus

Marburg virus

NCDs - diabetes
and hypertension
Mental health

Sexual and
reproductive
health

General health
services

Maternal
healthcare
Reproductive
health

Community forums
Community forums

Community health
committees; health
services

Community health
committees; health
services; community
financing and
infrastructure support
Health promotion

Community forums;
community health
committees

Health services;
community health
committees;
community financing
support

Health services; health
promotion; health
forums.

Health committees

Health promotion

Community health
committee; health
service delivery;
community financing
and infrastructure
support

Health services

Health services

Health services; health
promotion

Forums; health
services; health
promotion

Health services; health
promotion

Health services;
community forums
Health services; health
promotion; community
financing support

ulations affected by conflict. No studies were identified specifically on
IDPs, although a number of studies included IDPs within their popula-
tions.

Four main types of health issues were addressed. The first were
specific communicable and non-communicable diseases including viral
haemorrhagic fever outbreaks, malaria control, polio vaccination, dia-
betes and hypertension (N = 7). The second related to sexual, repro-
ductive or maternal healthcare and gender-based violence (N = 4). The
third involved access to, and quality of, primary health care and general
health services (N = 4). The fourth related to mental health conditions
(N = 3). Studies focused on healthcare service delivery generally, rather
than other health system components.

Fifteen studies used qualitative methods, two used quantitative
methods, and one used mixed-methods. Of the 15 qualitative studies, six
were focus group discussions (FGDs) and/or key informant interviews
(KIIs) with some document analysis, and nine were case studies looking

in-depth at specific contexts. Of the two quantitative studies, one was a
cluster RCT and one a cross-sectional survey. The mixed-methods study
used FGDs, KlIs and a cross-sectional survey.

Fig. 2 summarises the key themes related to types of participation,
outcomes from participation, and barriers and facilitators to participa-
tion. These are described in turn.

3.1. Types of participation reported

The types of participation and how they were implemented is de-
scribed below.

3.1.1. Health service delivery
Eleven studies documented how community members were involved
in delivering healthcare services to their own communities, in paid and
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Community participation in humanitarian healthcare responses

Types of participation

—— Health service delivery

Health promotion

Community financing and
infrastructure support

Community health
committees and forums

Outcomes of participation

Individual health
outcomes

Service access and
utilisation

| Community acceptability
and awareness

——  Quality of services

| Local ownership and
sustainability of services

Barriers and facilitators to
participation

Political factors

Economic and
financial factors

Socio-cultural
factors

Humanitarian
—— healthcare delivery
modalities

Health system
factors

Perceptions,
knowledge or
beliefs around

health

Fig. 2. Coding tree showing key themes of results.

unpaid roles. Their activities included involving and training commu-
nity members to provide: psychosocial support and basic mental health
care (Roddy et al., 2007; Sethi et al., 2017; Stepakoff et al., 2006);
identification and management of those with risk factors for hyper-
tension and diabetes (Sethi et al., 2017); supporting maternal, repro-
ductive health and GBV awareness services (von Roenne et al. 2010;
Kohli et al., 2012; Teela et al., 2009); and active disease finding for
diarrhoea (Tanaka et al., 2004). Others described how communities
elected village members for training and support to primary care ser-
vices (Erismann et al., 2019; Ghebreyesus et al., 1996; Kloos 1997).
One documented how community members were involved in a range
of activities related to Ebola prevention and control in Sierra Leone
(McMabhon et al., 2017).

3.1.2. Health promotion

Nine studies documented how community members (including
community leaders as facilitators and advocates) conducted health
promotion activities. The four studies with refugee populations de-
scribe how local volunteers led community awareness campaigns
(Stepakoff et al., 2006) or household-level tailored health promotion ac-
tivities (Sethi et al., 2017; Tanaka et al., 2004; von Roenne et al. 2010).
Community health promotion was the focus of four studies on control
of specific diseases, including malaria, polio, Ebola, and Marburg Dis-
ease (Ghebreyesus et al., 1996; Habib et al., 2017; Masumbuko Claude
and Hawkes 2020; Roddy et al., 2007). Community members were de-
scribed as ‘social mobilisers’ within their own communities, galvanising
change, facilitated by their understanding of beliefs and customs and
to act as ‘bridges’ between foreign response teams and local communi-
ties (Habib et al., 2017; Masumbuko Claude and Hawkes 2020). Partic-
ipatory and collaborative interactions to target health promotion were
documented, such as sessions with parents (Habib et al., 2017), specific

genders (Habib et al., 2017) and affected families (Masumbuko Claude
and Hawkes 2020), and SGBV survivors (Kohli et al., 2012).

3.1.3. Community financing and infrastructure support

Four studies discussed the contributions that communities them-
selves made towards financing healthcare responses (Ghebreyesus et al.,
1996; Kloos 1997; McMahon et al., 2017; von Roenne et al. 2010).
Community ‘revolving funds’, providing a means to fund purchases of
drug and equipment costs, were established in Ethiopia with the aim
of sustainability of programmes (Ghebreyesus et al., 1996; Kloos 1997).
Many communities contributed time and resources during the Ebola re-
sponse in Sierra Leone (McMahon et al., 2017). One study described
how a self-run refugee reproductive health programme required its qual-
ified nurses and midwives to contribute monthly membership fees, en-
abling similar programmes to be established once refugees could re-
turn home (von Roenne et al. 2010). Two studies demonstrated how
communities participated in building health-related infrastructure, in-
volving construction of animal corrals for vector control in Ethiopia
(Ghebreyesus et al., 1996), and re-designing of existing health infras-
tructure in the Ebola response in Sierra Leone (McMahon et al., 2017).

3.1.4. Community health committees and forums

Six studies documented how communities were involved in plan-
ning, implementing, and evaluating health services in collaboration with
the formal health system, through community health committees. Var-
ious terms were used to describe the committees, including ‘councils’
(Kloos 1997), ‘health management committees’ (McMahon et al., 2017),
‘health facility committees’ (Erismann et al., 2019; Ghebreyesus et al.,
1996; Ho et al., 2015), or ‘patient associations’ (Martini et al., 2019).
They could be a sub-committee of a general village development com-
mittee (Ho et al., 2015), or a more informal ‘go between’ the formal
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health workers and communities (McMahon et al., 2017), providing
training on health prevention activities (Erismann et al., 2019), or in-
volved more directly in aspects of project management including bud-
geting and evaluation (Ghebreyesus et al., 1996; Kloos 1997), or patient-
led associations contributing to policy formulation (Martini et al., 2019).

Community forums, or open invitation groups where residents (in-
cluding patients) met to discuss matters, were documented in six studies.
Forums encouraged open dialogue and mutual learning (Adams et al.,
2020), discussion, and facilitated acceptance of health interventions
(Erismann et al., 2019; Teela et al., 2009) or exchanges of ideas on
programme design and strategy (Kohli et al., 2012). Examples of out-
comes included ‘scorecards’ for health services to increase accountabil-
ity and responsiveness to users (Ho et al., 2015), and development of a
community mental health social transformation plan (Custodio Espinoza
et al. 2015).

3.2. Outcomes of participation

3.2.1. Individual health outcomes

Five studies sought to describe how community participation had
influenced health outcomes. Two qualitative case studies noted posi-
tive changes in mental health from a community mental health project
in Peru (Custodio Espinoza et al. 2015) and group therapy co-designed
and run by local refugee counsellors in Guinea (Stepakoff et al., 2006).
Another study reported positive effects on community health knowledge
through the use of a refugee designed outreach programme in Tanzania
(Tanaka et al., 2004). Two studies argued that involving patients with
NCDs and chronic conditions in services formulation of national-level
health policies led to better services (Sethi et al., 2017) and health out-
comes (Martini et al., 2019). However, none of these studies were able
to quantitively attribute changes in health outcomes to community par-
ticipation.

3.2.2. Service access and utilisation

Three studies suggested that community participation increased ac-
cess by communities to health services. This included community par-
ticipation supporting: increased coverage in basic healthcare services in
Ethiopia (Kloos 1997); improved access to emergency obstetric care in
Myanmar by improving referral routes and co-operation between tiers
of service providers (leading to an anecdotal reports of a reduction in
maternal deaths) (Teela et al., 2009); and improved scope and avail-
ability of reproductive health services increased in a refugee setting
(von Roenne et al. 2010).

Community participation was linked to an increased utilisation of
healthcare services in five studies. Three studies reported how changes
in programme strategies (Habib et al., 2017; Kohli et al., 2012) and
increased transparency and accountability (Ho et al., 2015) led to in-
creased patient satisfaction resulting in increased service utilisation or
uptake. One study reported improved home monitoring of diabetes
and hypertension through the use of refugee community volunteers
(Sethi et al., 2017). A qualitative study reported how a community-run
programme in South Sudan on health rights led to increased demand for
and utilisation of healthcare (Erismann et al., 2019). However, only one
study quantified changes in uptake of health services (an RCT showing
improved vaccination services in Pakistan) (Habib et al., 2017).

One study in Ethiopia noted how malaria treatment services were
under-utilised by women and young children, partly attributed to a large
gender imbalance of the participating community health workers (98%
male) (Ghebreyesus et al., 1996).

3.2.3. Community acceptability and awareness

Four studies described how some community participation improved
acceptability of health care interventions (all were self-reported).
Three studies reported how participation helped build community
trust, awareness and support for both Ebola prevention and treat-
ment activities, including acceptability of hospitalisation, better care-
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seeking behaviour, easier case finding, and reduced stigma and rumours
(McMahon et al., 2017; Roddy et al., 2007; Masumbuko Claude and
Hawkes 2020). In the Democratic Republic of Congo, support by com-
munity leaders encouraged uptake of contraception and post-abortion
care (Steven et al., 2019). However, the authors also noted how many
community leaders held negative beliefs about women who had induced
abortion and thus likely increased stigmatisation of them (Steven et al.,
2019).

3.2.4. Quality of services

Seven qualitative studies discussed how community participation
led to perceived improvements in quality of healthcare services. This
was reported as being achieved through community participation sup-
porting: better training and increased confidence of healthcare work-
ers (Kloos 1997; Kohli et al., 2012); better management of health fa-
cilities and improved health workers performance (Ho et al., 2015);
and better understanding by health workers of community members’
needs and improved patient-provider relationships (Adams et al., 2020;
Ho et al., 2015; McMahon et al., 2017; Tanaka et al., 2004; von Roenne
et al. 2010). No studies quantitatively measured how quality changed.

3.2.5. Local ownership and sustainability of services

Four studies suggested evidence of increased sustainability of health-
care services, mainly attributed to increased local ownership and man-
agement of services, and improved healthcare knowledge of commu-
nity members (Erismann et al., 2019; Sethi et al., 2017; Stepakoff et al.,
2006; von Roenne et al. 2010). In two refugee settings, ownership and
capacity building activities resulted in the initiation of similar health-
care programs in places of origin when refugees were able to return
(Stepakoff et al., 2006; von Roenne et al. 2010).

3.3. Barriers and facilitators to participation

3.3.1. Political factors

Eight studies identified political factors as both barriers and facil-
itators to community participation. A lack of political will was noted,
with community participation in healthcare not viewed as a priority
either at the national or local levels of government (Adams et al.,
2020; Erismann et al., 2019; Kloos 1997). Furthermore, ongoing armed
conflict and associated insecurity hindered community participation,
particularly as populations were then dispersed (Habib et al., 2017;
Kloos 1997; Teela et al., 2009; von Roenne et al. 2010). Political factors
that facilitated community participation included socialist-orientated
governments being more likely to give greater priority to rural health
services and self-reliance, and incorporate community participation into
strategic health plans such as in Ethiopia (Kloos 1997). In Mali, commit-
ment by public authorities (encouraged by international donors) led to
the involvement of patients with diabetes in formulating draft health
policies (Martini et al., 2019). Two studies from the Democratic Repub-
lic of Congo and Ethiopia suggested that weak government influence in
some conflict-affected areas may leave space for expanded community
participation (Ho et al., 2015; Kloos 1997).

3.3.2. Economic and financial factors

Seven studies discussed the impact that financial and economic
factors had on community participation. Individual financial or in-
kind compensation was a motivation for community participation in
the Democratic Republic of Congo and Sierra Leone (Ho et al., 2015;
Masumbuko Claude and Hawkes 2020; McMahon et al., 2017). Simi-
larly, inadequate supplies and lack of payments, for example for con-
tact tracing in Ebola responses, was a demotivating factor for commu-
nity participation in Sierra Leone (McMahon et al., 2017). However,
one study amongst refugees in Tanzania found the majority of health
outreach staff would continue working if their allowances were re-
duced as their motivation was primarily altruistic rather than financial
(Tanaka et al., 2004). Financial constraints, including short-term donor
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funding, were identified as barriers for sustaining community participa-
tion programmes for NCDs in Mali (Martini et al., 2019), primary health
care delivery in Ethiopia (Kloos 1997), and reproductive health services
for refugee communities in Guinea (von Roenne et al. 2010).

3.3.3. Socio-cultural factors

Nine studies identified socio-cultural factors as having an impact on
community participation. Awareness of cultural norms, practices, and
perspectives by ‘outsiders’ encouraged communities to participate in
humanitarian health responses (Roddy et al., 2007; Teela et al., 2009;
von Roenne et al. 2010; Custodio Espinoza et al. 2015), while failure
to recognise the cultural dynamics of a community was a major obsta-
cle to community participation(Kloos 1997), and this was documented
with some foreign-led responses to Ebola outbreaks (Masumbuko Claude
and Hawkes 2020; McMahon et al., 2017). Appropriate gender bal-
ance amongst participants was seen as important (Custodio Espinoza
et al. 2015; Ghebreyesus et al., 1996). Five studies mentioned the
importance of understanding community members’ individual circum-
stances, noting how they had to prioritise day-to-day survival, eco-
nomic hardship, workloads, and coping with grief, over long-term
planning and participation in health care responses (Erismann et al.,
2019; Ghebreyesus et al., 1996; Kloos 1997; McMahon et al., 2017;
Stepakoff et al., 2006).

3.3.4. Humanitarian healthcare delivery modalities

Nine studies raised the influence of humanitarian health care deliv-
ery modalities. It was noted that a rapid response (to a Marburg haem-
orrhagic fever epidemic) could exclude community participation in ini-
tial design and implementation (Roddy et al., 2007). In contrast, NGOs
running community workshops to involve communities in the Ebola re-
sponse in Sierra Leone helped to strengthen community participation
(McMahon et al., 2017). One study also claimed that community partic-
ipation, under the banner of governmental or United Nations agencies
increased its credibility and so facilitated continued motivation for it by
community members in the Ebola response in the Democratic Republic
of Congo (Masumbuko Claude and Hawkes 2020).

Three studies discussed the effect of poorly coordinated humanitar-
ian service delivery responses on community participation, with frag-
mentation of services, funding, organisations and staff turnover all im-
pacting on community participation (Erismann et al., 2019; Kloos 1997;
Sethi et al., 2017). In addition, disease-specific NGO programmes led to
duplication of services and un-coordinated approaches, creating confu-
sion and mistrust by communities (Erismann et al., 2019; Kloos 1997).
Two studies speculated how privatised healthcare was not conducive to
community participation (Kloos 1997; Sethi et al., 2017).

One study suggested that long term dependency on international
humanitarian aid was a barrier to community participation, arguing
it reduced communities or authorities taking ownership and initia-
tive (Erismann et al., 2019). Two other studies found that communi-
ties affected by humanitarian crises recognised the importance of self-
reliance which facilitated community participation (McMahon et al.,
2017; Ghebreyesus et al., 1996).

The influence of refugee camp settings was also discussed. One study
in Guinea reported that the uncertainty from living in refugee camps lim-
ited refugees’ desire to participate in health responses (Stepakoff et al.,
2006). However, in another study in a refugee camp in Guinea, organis-
ing community responses was logistically easier than in dispersed rural
areas (von Roenne et al. 2010). A similar finding that organising commu-
nity responses may have been easier in a camp setting than in dispersed
urban or rural populations was observed amongst Syrian refugees in
Lebanon (Sethi et al., 2017).

3.3.5. Health system factors

Six studies considered how functionalities and perceptions of the
health system were barriers and facilitators to community participa-
tion. Poor local health services or gaps in services, leading to unmet

Journal of Migration and Health 1-2 (2020) 100026

needs within the community, both encouraged and impeded participa-
tion. This galvanised action, with people wanting to participate in or-
der to change the status quo (Habib et al., 2017; Tanaka et al., 2004;
von Roenne et al. 2010). During the Ebola outbreak in Sierra Leone,
recognition that the health system was damaged motivated people to
participate because they could see an immediate and profound need,
including the recognition of the government’s limited human resource
capacity (McMahon et al., 2017). Conversely in the same study, it was
reported that people felt overwhelmed and frustrated at their coun-
try’s broken health system, and thus discouraged from participating
(McMahon et al., 2017). Furthermore, one study reported that the non-
existent or poor service quality of mental health services acted as a bar-
rier to community engagement (Adams et al., 2020).

A sense of pride towards community health facilities or loyalty to-
wards admired health workers incentivised community participation
(McMahon et al., 2017), alongside good communication between com-
munities and healthcare workers (McMahon et al., 2017; Teela et al.,
2009). Low trust between health staff and community members were
identified as key barriers to community participation (McMahon et al.,
2017; Tanaka et al., 2004) These findings demonstrate the importance of
strong pre-existing relationships between communities and the health-
care providers to allow for better participation if future crises arise
(McMabhon et al., 2017).

3.3.6. Perceptions, knowledge or beliefs around health

The findings suggest that community members’ beliefs and aware-
ness on specific health conditions can inhibit or facilitate participation
in responses related to those health conditions. In Sierra Leone, lim-
ited knowledge and negative beliefs on mental health impeded com-
munities from participating in delivering mental health programming
(Adams et al., 2020). Studies on Ebola outbreaks in the Democratic Re-
public of Congo and Sierra Leone showed that a strong understanding
of Ebola facilitated community participation (McMahon et al., 2017;
Masumbuko Claude and Hawkes 2020). One study reported how the
framing of health topics may influence levels of community participa-
tion, with diabetes perceived by communities as being more clinical in
need which resulted in low levels of community participation, whereas
HIV/AIDS was seen a social issue which resulted in higher levels of com-
munity participation (Martini et al., 2019).

3.4. Quality and strength of the evidence

All 18 studies clearly stated their aims and 17 used appropriate de-
signs. Of the seven qualitative studies (excluding the case studies), only
five mentioned ethical issues. All used appropriate recruitment strate-
gies for qualitative research (purposive or snowball sampling). Four of
the studies considered the relationship between researcher and partic-
ipant and accounted for the researcher’s perspective. For the majority
of the case studies, it was difficult to tell whether the methods were
valid or reliable, although six seemed to have more than one researcher
analysing the data, which may have increased reliability. Of the quanti-
tative studies, the RCT was of ‘high’ quality overall in terms of randomi-
sation, allocation and follow-up, and precision. For the cross-sectional
surveys, in one of them it was difficult to discern the recruitment strat-
egy and selection bias could have been introduced. Neither survey men-
tioned sample size and power considerations or response rates. See On-
line Annex 4 for tables reporting the detailed results of the quality ap-
praisal.

An additional observation (not captured through the quality ap-
praisal checklists) was that the studies may have been affected by social
desirability bias, particularly if participants were dependant on services
offered as part of the project (e.g., by an NGO) and thus may have pro-
vided answers they believed would support and sustain services or the
NGO'’s presence. However, none of the studies in this review consid-
ered this. Thus, the critical issue of power relations between potentially
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dependant populations and NGOs or researchers was not adequately ad-
dressed in the studies.

It is also important to note that many studies gave limited detail on
the types and mechanism of participation, and only five of the eighteen
studies explicitly examining the complex nature and meaning of com-
munity participation (Custodio Espinoza et al. 2015; Ho et al., 2015;
Kloos 1997; Martini et al., 2019; Tanaka et al., 2004). In addition, de-
spite some studies claiming improvements in health outcomes from com-
munity participation activities, the study designs used did not support
measurement of attribution.

4. Discussion

To the best of our knowledge, this is the first systematic review
exploring community participation in health care responses amongst
forcibly displaced and other conflict-affected populations in LMICs.
The findings, while limited by the low volume and quality of the evi-
dence, suggest that community participation can strengthen humanitar-
ian health responses in the form of improved acceptability, awareness,
access, quality, and sustainability of health services. Common barriers
and facilitators to participation included political will, economic and
financial factors, understanding of socio-cultural dynamics in commu-
nities and between communities and implementing organisations, hu-
manitarian healthcare delivery modalities, health system factors, and
health perceptions, knowledge and beliefs.

There are a number of gaps with the evidence identified. In terms
of populations, there were only four studies involving refugees. There
were also no studies examining participation of both refugee and host
communities together, despite concerns about tensions and inequities in
health care delivery between refugee and host communities. There were
also no studies specifically with internally displaced persons.

With regards to other gaps, for the evidence on the effects of com-
munity participation on health outcomes there were considerable limita-
tions with the study designs and methods employed to attribute changes
due to community participation. Only one study tested the effectiveness
of community participation using an experimental study design, and this
limited use of experimental study designs reflects systematic reviews on
community participation from stable settings (Crawford et al., 2002;
George et al., 2015; Preston et al., 2010). Of those other studies that
reported changes in health outcomes, the connection between commu-
nity participation and health outcome was not clearly elucidated. There
remains a clear need to scrutinise how community participation con-
tributes to health outcomes. While this may be achieved through the use
of experimental study designs, it should also be recognised that com-
munity participation is a social process (Rifkin 2009; 2014), and this
requires in-depth exploration of the diversity of experiences and percep-
tions of those involved in all aspects of humanitarian health response.
Many of the studies included in this review used short- to medium-
term timeframes which may reflect the short-term funding and imple-
mentation cycles common for humanitarian health activities. These lim-
ited timeframes impede both measuring health effects of interventions
but also the development of meaningful relationship-building between
communities and service providers and undermine the opportunity to
engage participatory approaches to both programming and research.
While the challenges in conducting research in conflict-affected contexts
should also be acknowledged, there are many examples of high-quality
studies on other health topics in humanitarian contexts (Blanchet et al.,
2017), and so it should absolutely be possible to conduct the rigorous
research required on community participation by conflict-affected com-
munities.

There was limited engagement in the studies on the concept of
community participation, with only a few studies examining the com-
plex nature and meaning of community participation (Custodio Es-
pinoza et al. 2015; Ho et al., 2015; Kloos 1997; Martini et al., 2019;
Tanaka et al., 2004). In-depth consideration, analysis, and theorisation
of the concept of community participation is required to avoid super-
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ficial approaches. This also requires engagement with the role of his-
torically anchored and colonial power relations which are pertinent in
shaping the structures, activities, and actor relationships within human-
itarian programming and research. In addition, while most of the studies
detailed community participation in delivering interventions, few stud-
ies engaged communities in identifying or framing problems, or design-
ing or evaluating health interventions themselves, which may involve
a deeper level of participation and ownership from the community. For
example, a number of studies documented health promotion and while
this does constitute a form of community participation, it is still often
applied without the co-design of key messages and approaches with tar-
get communities, and as such forms what Brown & Donini describe as
“information provision”: the least empowering process of engagement
in humanitarian praxis (Brown and Donini 2014).

There was also a failure across many of the studies to critically exam-
ine and situate their research findings. For example, on how power hi-
erarchies could have influenced the quality and means of participation,
exemplified by an over-reliance on community leaders as the means of
community participation rather than ensuring diverse representation of
other community members who do not hold leadership roles. This is
particularly important to consider in patriarchal cultures and gender
power imbalances. Community leaders in positions of power are most
likely men and may not appreciate or understand fully the needs of those
with less power, specifically women. Communities may also be frag-
mented religiously, ethnically, culturally, and linguistically, with cer-
tain groups having greater power over others and this issue was rarely
addressed in the studies identified in our review. Local socio-cultural
power differentials amongst various community members receiving hu-
manitarian aid and humanitarian actors should be more widely consid-
ered (Hilhorst and Jansen 2010).

Risks or unintended consequences of community participation
were touched upon by only two of the studies in this review
(Ghebreyesus et al., 1996; Steven et al., 2019). The most notable ex-
ample was how induced abortion stigma was reinforced through the en-
gagement of male community leaders who had pre-conceived negative
views of induced abortion (Steven et al., 2019). This potentially caused
further isolation and stigmatisation to affected women. This example
demonstrates that the quality of participation as well as the nature of ac-
tors who participate play a critical role in the outcomes of participation.
There is a clear need for awareness of programme implementers and re-
searchers to understand contextual nuances in order to do no harm and
be inclusive of a variety of community voices, particularly women. Un-
intended consequences of community participation have been noted in
elsewhere, particularly that of ‘consultation fatigue’ where communities
and individuals are repeatedly exposed to successive waves of requests
for participation (Cyril et al., 2015). This fatigue is likely to be magni-
fied in humanitarian crises and forced migration settings, particularly
with more superficial attempts at community participation.

There was also a common failure in the studies for researchers to
critically examine their findings. For example, there was limited engage-
ment in power hierarchies between researchers (including some who
worked for NGOs providing health services to the communities) and
their study respondents from affected communities. There was also lit-
tle reflexivity by researchers on how their own positions and biases may
have influenced their studies (as also noted in studies in stable settings
(Preston et al., 2010)). Such critical examination is key to supporting
efforts to decolonise global health research.

4.1. Review limitations

The exclusion of non-English papers and use of only four biblio-
graphic databases meant that potentially relevant studies could have
been missed, particularly in fields outside of health. However, other re-
views suggest there is a limited number of non-English language studies
in the humanitarian health literature (Blanchet et al., 2017). Grey lit-
erature is commonly produced by humanitarian NGO but it was not
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included, and this exclusion was due to quality concerns with grey lit-
erature in such settings (Blanchet et al., 2017).

5. Conclusions

This systematic review identified a limited quantity and quality of
evidence on community-level participation in humanitarian health re-
sponses, but findings suggest benefits from community-level participa-
tion for individual health outcomes and health service access, utilisa-
tion, quality, acceptability and sustainability. Key facilitators and bar-
riers were also described. However, most models of community partici-
pation were rather limited, and more comprehensive approaches should
be considered. In addition, the overall strength of evidence was low.
There is a need for higher quantity and quality of research and greater
critical engagement by researchers to help strengthen understanding,
implementation and effectiveness of participation by conflict-affected
communities in health care responses.
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