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EXECUTIVE SUMMARY

Community engagement is an ethical imperative for health research and response in
humanitarian settings. Increasingly, guidance and resources are being produced to
support researchers in planning and implementation of ethical and effective
community participation in research. However, while communities can be engaged at
any stage from collecting data, designing programmes and introducing services,
their specific role in contributing to uptake of new evidence produced through
research is rarely described. “Research uptake” is the process through which specific
research users engage with the research findings, leading eventually to research
impact, including changes to policy and practice. In response to needs articulated by
stakeholders of Elrha’s Research for Health in Humanitarian Crisis (R2HC)
programme, the author was commissioned to develop a training course on
‘Community Engagement for Research Uptake in Humanitarian Settings’. As a first
step, a rapid literature review was undertaken to inform the content of this course.

KEY FINDINGS

e While community engagement in research is universally recognised as
important, it is not always clearly defined or operationalised. Multiple terms
are used to describe or replace “community engagement” including

“participation”, “involvement”, and “mobilisation”, but these do not always
mean the same thing across contexts.

e The dual aims of community engagement in research uptake are both to
empower people and to harness their existing power over intervention
success.

e There is a ‘continuum of community engagement’: from one-off ad hoc
interactions, through active collaboration, to more sustained partnerships and,
occasionally, true co-creation of research. Researchers can strive to move
along the continuum to improve quality and impact of community
engagement. This engagement should be considered at each stage of the
‘Cycle of Research’ to maximise uptake of research.

e Five key components of community engagement are: (1) Building on existing
relationships and networks (2) Offering external resources and direction (3)
Strengthening leadership and capacity (4) Sharing power and learning and (5)
Giving voice and agency to minoritised groups. Supporting researchers in
these five components should be a focus of guidance and training.

e Relevant literature on monitoring and evaluation falls into two categories: (1)
descriptions of using participatory approaches to engage communities in
evaluating and improving programmes as they are implemented, and (2)
measuring the extent and depth of community engagement as a process
indicator. Measuring engagement, as an indicator of progress toward greater




equity and participation, is a category of activity less frequently addressed in
the literature, but some frameworks and tools are available.

Researchers and health practitioners often lack confidence and experience in
how best to initiate and maintain equitable and functional partnerships with
affected communities. A range of training programmes are available for
researchers, although practical guidance is often limited.

Outlined in the conclusion are skills, learning and training priorities, based on
the literature review, that were identified to inform the Elrha course.

TABLESAND FIGURES

Figure 1: Continuum of Community Engagement - page 8
Figure 2: Cycle of Research into Implementation - page 10

Table 1: Routes to Research Uptake Across the Community Engagement
Continuum - page 18




PREFACE

Elrha’s R2ZHC programme aims to improve health outcomes for people affected by
humanitarian crises by strengthening the evidence base for public health
interventions through research, and maximising the potential to bring about positive
change in humanitarian response.

This literature review addressing community engagement for evidence uptake in
humanitarian settings, and our broader objective of developing online training on
this topic, has been commissioned in response to two drivers. Firstly, we recognised
that our existing research impact support and training materials contain limited
content on community engagement for research uptake, with the primary focus
being on engagement with policy and practice stakeholders. Secondly, researchers
funded through the programme articulated a need for practical guidance and
support on community engagement in general.

In response, our intention was to develop resources and guidance to fill a specific
gap, hamely, to define ‘best possible’ practice guidance for engagement of
communities from a research impact perspective, ie, within the broader context of a
stakeholder engagement strategy focused on delivering uptake of research. Our
hope was that the training materials would draw on literature that regards
community stakeholders as actors with agency and power, rather than passive
beneficiaries of research impact.

We recognised that tools and literature from humanitarian settings and complex
emergency contexts responding to this specific area of focus would be limited. For
this reason, the review has focused on a wider body of work on best practices for
engaging communities across the research continuum and literature from
comparable development settings has been included. Efforts have been made to
draw out the most relevant content from such literature, and all the case examples
identified for use in the training materials are drawn from humanitarian crisis
settings.

Over time, as the body of evidence grows, and our training course is rolled out and
generates feedback, we will revise and update the frameworks, concepts, and
practical guidance to ensure it responds to the specific needs and priorities of
researchers working in complex and acute humanitarian crises.

This literature review is intended to be a resource to supplement the training course
content. We hope you find it useful.

Anne Harmer
Head of R2HC Programme




INTRODUCTION

Community engagement in health research and practice has a long and extensive
history. Its conceptual roots lie in the participatory development and Primary Health
Care movements, best exemplified by the writings of Paolo Freire in the 1960s and
the World Health Organization (WHO) Alma Ata Declaration of 1978. The premise
that people should take decisions to shape the determinants of their health and well-
being is universally accepted and has both ethical and instrumental dimensions.! The
former position (community engagement as an ethical imperative) reflects a rights-
based ideological position, namely that active participation in the design and delivery
of health interventions and services has the potential to be an empowering and
transformative experience that increases autonomy, agency and control by people
directly affected.? The latter position (that community engagement is instrumental,
ie, useful at a practical level) is based on empirical observations that active
involvement of community members increases the feasibility, acceptability and
contextual fit’ of health programmes, which in turn improves likely effectiveness.?3

Community engagement is widely accepted as an ethical imperative for health
research and response in humanitarian settings. Effective community engagement is
also considered necessary to ensure new clinical services and health promotion
messages are appropriate, acceptable and feasible in any given context. Yet
community engagement remains inconsistently defined, without indicators for
determining how meaningfully it has been conducted. Numerous terms are used for
community engagement including participation, involvement, and mobilisation, and
these do not always mean the same thing across settings.

Furthermore, while communities can be engaged at any stage from collecting data,
designing programmes and introducing services, their specific role in contributing to
uptake of new evidence produced through research is rarely described. “"Research
uptake” is defined as the process through which specific research users engage with
the research findings, leading eventually to research impact, including changes to
policy and practice. It is the step before “research use” (changes in awareness,
knowledge and skills), and is an important precursor to “research impact”, ie, the
routine application of new evidence-based behaviours and practices.

Uptake activities are those that help communities understand why and how research
was conducted, what the findings mean, and how these might affect health services,
behaviours and outcomes. These activities often include events, workshops and
distribution of materials to make research results meaningful to non-academic
audiences.

This document reviews the ways in which community engagement has been
conceptualised and applied to both health research and implementation, with a focus
on how these overlap in “research uptake” and with particular reference to
programming in humanitarian settings. It brings together literature and examples




synthesised from over 75 articles and documents identified through a rapid review
(and provided in the Reference list).

RAPID REVIEW: METHODS AND APPROACH

A rapid review was conducted to assess the extent and scope of peer reviewed
literature on community engagement for evidence uptake, with a focus on
humanitarian settings. The overall purpose of this review was to inform development
of an Elrha training course to support grantees in integrating community
engagement into their stakeholder engagement strategies, which they are required
to produce as grantees of R2HC.

The aim of the review was to bring together knowledge on effective strategies and
approaches for engaging communities affected by humanitarian emergencies in
applying new knowledge for improving their health. Specific objectives included (1)
identifying examples of how community members or their representatives contribute
to uptake of research findings in humanitarian settings, (2) highlighting gaps in
information on how humanitarian actors should engage community members, and
(3) locating training materials addressing these gaps (or determining their lack of
availability).

Using PubMed and Google Scholar, searches combining terms related to community,
research uptake, application of evidence, and humanitarian contexts were
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conducted. These included “community engagement”, “research uptake”,
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“participatory research” and “crisis”, “emergency”, “humanitarian”, “outbreak”,
"7\

“conflict”, “war”, “epidemic”, “disaster”. Reference lists of identified articles were
checked for further relevant citations.

The review was not designed to be either systematic nor comprehensive but
narrative; papers identified through the searches were scanned to map key
conceptual and operational issues and determine the existence of guidelines,
methods, and training resources.

NOTE ON HUMANITARIAN FOCUS OF THE LITERATURE REVIEW

The training is targeted in the first instance at research teams supported by Elrha’s
R2HC programme. Grantees are typically undertaking research in complex
emergencies or protracted humanitarian crisis settings, engaging with people
affected by humanitarian crises, such as refugees, internally displaced persons, and
associated host communities. The review first sought to identify literature describing
community engagement for research uptake in humanitarian contexts as defined
above. Where available, studies tended to focus on longer-term protracted
humanitarian contexts rather than acute emergencies or conflict, with the exception
of disease outbreaks over the past decade, such as Ebola, Zika and COVID-19.
Additionally, literature related to community engagement in humanitarian settings
was not often linked to the specific issue of research uptake and use, but was found




One-off, ad hoc engagement Active Collaboration Sustained Partnership Co-creating Impact

instead to focus more broadly on community engagement in research production. A
larger body of work on best practices for engaging communities across the research
continuum was therefore included where strategies and approaches were considered
relevant to and adaptable for health research in crises. Specific studies provided as
illustrative examples, however, all highlight community engagement initiatives
implemented in humanitarian settings.

FINDINGS
COMMUNITY ENGAGEMENT ALONG A CONTINUUM

Community engagement is not always clearly defined and there are no standardised
indicators for measuring how meaningfully it has been conducted. Multiple terms are
used to describe or replace community engagement including “participation”,
“involvement”, and “mobilisation”, and these are also not always used to mean the
same thing across contexts. Using a continuum to depict different levels of
community engagement makes clear that it is an ongoing process that should
consistently strive toward increasing ownership by communities over all aspects of
design and delivery of health programmes, including in the production of evidence
and identification of best practices.%*®

Figure 1 below illustrates the continuum of community engagement as defined in a
literature review of community engagement for disadvantaged populations (top row)’
and as articulated by Elrha for use with its partners in humanitarian research and
response (bottom row). While the specific terms that are used in such a continuum
may vary, they align with the idea that community engagement is a dynamic process
that can change over time, and ideally efforts should be made to move from left to
right across the continuum regardless of starting position. Taking an incremental
approach is especially relevant to conducting research in challenging humanitarian
situations (eg, conflict settings), where it will be extremely difficult or impossible to
expect to achieve higher levels of collaboration, partnership and co-creation.

Figure 1: Continuum of Community Engagement




RESEARCH VS PROGRAMME IMPLEMENTATION

Community engagement is cited as central to both research activities and programme
implementation. Research requires identifying a problem or question(s), planning a
study using methods appropriate to answering the question(s), collecting data, and
then analysing and interpreting the data. Applied research uses the results of the study
to help inform new or improved practices, procedures or services, which is then
integrated into routine programme implementation (or delivery). Thus, “research
uptake”, as defined on page 5, lies at the intersection of research and implementation.

In some cases, research evidence will have emerged from a study conducted in the
same setting and with the same people, in which case “uptake” should be part of the
research process.® In other cases, new evidence comes from research that has been
conducted elsewhere, and “uptake” becomes a precursor to programme
implementation, namely ensuring that the new knowledge is meaningfully
understood in a way that is suited to the local context, culture, and immediate
situation. “Implementation research” is often conducted at this stage, and refers to
the study of how best to introduce evidence into routine practice to improve health
services and outcomes.®

Figure 2 illustrates the research cycle, demonstrating how production of new
knowledge feeds into programme implementation by introducing evidence-based
recommendations into routine practices and procedures; community engagement is
relevant at each stage.!? Within this model, “research uptake” spans “analysis and
interpretation” (supporting communities to understand the evidence and its
implications for them) and “dissemination and knowledge translation” (ensuring
findings are packaged and presented in ways and through modalities suited to
different community members and contexts).




Figure 2: Cycle of Research into Implementation??
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EXPLORING KEY CONCEPTS
WHAT ISA COMMUNITY?

The US Centers for Disease Control defines community engagement as “a process of
working collaboratively with groups of people who are affiliated by geographic
proximity, special interests, or similar situations with respect to issues affecting their
well-being.”” This definition suggests that members of a community are likely to
have something in common with one another that has direct bearing on their health.

Drawing on health promotion principles,!! the types of shared attributes considered
to be markers of different kinds of “communities” can be specific health conditions
(diabetes, pregnancy) or the proximate behavioural and biological determinants of
health conditions (smoking, living with a disability). Broader social categories and
material conditions also create communities of people who have common
vulnerabilities that will affect their well-being, for example marginalised ethnic or
religious groups that experience discrimination or persecution, or poorer households
who live in substandard housing or polluter neighbourhoods.!? Individuals may make
up parts of several types of communities simultaneously and may or may not self-
identify as being part of them (for example, a pregnant woman living in a rural area
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may consider herself to be part of her village and an active member of a particular
religious group, but not necessarily think she has much in common with other
women who happen to be pregnant). In times of conflict, whole ethnic or national
groups may self-identify together in ways they previously did not, which can both
increase community affiliations (feelings of shared priorities across a whole country)
or break down previously existing ones (ethnic tensions causing loss of trust within
diverse societies).

When planning community engagement, relevant communities need to be
determined and defined based on the specific setting, the health issues(s) of interest
and, in humanitarian contexts, the nature of the situation (and whether it is acute or
protracted). The following are potential communities who might be engaged.!3

e People with a specific illness (eg, living with HIV)

e Groups with similar patterns of vulnerability (eg, children, refugees)

e Participants in a research study

e People with shared identity or affiliation (eg, religious or ethnic groups)

e Health providers, both formal and informal

e Whole populations in a geographical area affected by the same event (eg,
flooded neighbourhood)

Engaging each of these types of communities may require one or more different
approaches, particularly in the first instance where it is important to reach into the
community, establish links, and build trust. This is easier to do with self-identified
communities such as religious or ethnic groups, where there are likely to be
traditional hierarchies of influence and authority, or when people with shared
interests have already created local community based organisations (CBOs) or
networks (eg, women'’s associations, youth leagues).!* 1> While there may already
be close contact between humanitarian (operational) actors and these different
communities, the participation of academic researchers may require new
partnerships and collaborative relationships to be introduced.

WHAT IS RESEARCH EVIDENCE AND HOW IS IT TAKEN UP BY COMMUNITIES?

Leresche and Hossain'® define evidence as the recommendations produced through
research for improving effectiveness of health services and practices.
Recommendations can refer to specific policies, health systems, clinical procedures,
and health behaviours. As mentioned previously, Elrha defines evidence “uptake” as
the process through which specific research users engage with research findings.
This then leads to its “use” (changes in knowledge, awareness and skills), which in
turn can contribute to research impact (behavioural change and implementation of
recommendations from research findings). Therefore, activities that facilitate
community members’ understanding, adoption and use of evidence and/or
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encourages them to advocate for this among decision-makers (in policy and
humanitarian programming) constitute engagement for research uptake.

While many types of stakeholders determine the likelihood of research findings being
translated into policy or practice, community members themselves usually need to
change their behaviour in some way for the recommendations to be realised. Either
they need to change behaviours that directly affect health (reducing risk or increasing
preventive measures) or by changing their use of services (preventive and/or
curative). Without their agreement, most health interventions would fail, as
demonstrated in numerous contexts during Ebola outbreaks, where distrust of health
services led to people avoiding clinics for both Ebola care and other health problems
and there was tremendous resistance to changing traditional burial practices.” Only
once traditional authorities, or survivors’ groups, or peers from diverse populations
were involved in adapting requirements for safely preparing and burying the dead and
building trust in clinical staff were health promotion messages translated into action.!®
19 Resistance to COVID-19 restrictions was also reduced through efforts by pre-
existing local organisations.2% 2! This reality informs a practical view of community
engagement, which has an instrumental role in leading to positive change.

Uptake is related to dissemination of research results, but implies a more active level
of involvement. It requires that the engagement process consists of more than
simple transfer of information about the findings but rather ‘packages’ these into
messages that will resonate with the local population, feel relevant to their needs
and concerns, and be realistically actionable. This more interactive approach to
communicating evidence is often referred to as knowledge translation. Community
engagement requires that community members or their representatives translate the
research findings not just literally (ie, into local languages) but into meaningful
implications for their health-enhancing and healthcare-seeking behaviour.
Participatory dissemination has been described as a two-way dialogue where
findings are explained in forums where there can be questions, discussion, and
group-based interactions.? 23

In acute crises, such as conflicts, the challenge is to identify ways of engaging with
populations who might be displaced or in transit/refugee situations. Both risk
behaviours and their determinants may be in flux at this time, necessitating rapid
research to understand emerging needs. This research will also need to be
accompanied by identification of trusted sources of information and advice within the
affected community to be able to communicate health promotion and risk reduction
messages relevant to the situation. In the recent Ukrainian conflict, for example,
researchers used focus group discussions and interviews to explore the health of
Ukrainian refugees in different host countries to develop context-specific
interventions, including using different channels of communication based on local
preferences.?*
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KEY COMPONENTS OF COMMUNITY ENGAGEMENT FOR RESEARCH UPTAKE

If the principles of community engagement are both to empower people and to harness
their existing power over intervention success, the mechanisms through which these
dual aims can be achieved can be summarised as follows: (1) Building on existing
relationships and networks (2) Offering external resources and direction (3)
Strengthening leadership and capacity (4) Sharing power and learning and (5) Giving
voice and agency to minoritised groups.’: 21 23

Building on existing relationships and networks is about taking advantage of
collaborations that already exist between researchers (or service providers) and the
communities with which they work, or reaching out toCBOs, leaders or social networks.
Most community-based research that has included a participatory component will
already have established partnerships with local academics, traditional leaders,
representatives of specific groups either through collaborative research or through
oversight roles eg, Community Advisory Boards (CABs).18 26 27 These organisations or
representatives are in a good position to translate findings for the local setting and
communicate these through channels that are trusted by community members who
might be wary of outsiders’ attempts to influence their behaviour.

Example: During the COVID-19 outbreak in Sierra Leone, communities that had been
affected by Ebola were distrustful of new infection prevention and control measures.
Shui-yi Ho et al (2021) conducted rapid participatory research on perceptions of COVID-
19 and control measures among health care workers and local health management
committees (elected community representatives). Because the researchers had already
worked with district level health networks, they relied on them to help design and
conduct the study and then shared the findings through these same networks as quickly
as possible, including making physical improvements to facilities that had been
requested by research participants. This timely and responsive approach alongside pre-
existing trust between the academics and humanitarian actors appeared to increase
sustained use of IPC measures introduced into facilities.?

Offering new resources and direction refers to the opportunity presented by new
evidence for introduction of tools or activities that did not previously exist. These can
increase motivation or focus on the behaviours or practices that need to be put into
place to improve health. Biomedical tools, staff training, membership of committees that
design and execute action plans are all tangible benefits that can help galvanise and
provide direction to communities. People are motivated to participate for both /ntrinsic
reasons (desire to contribute to society, pride in protecting society or affinity groups)
and extrinsic reasons (compensation, public recognition).28-31

Example: The same research team in Sierra Leone as in the example above had
previously addressed the 2014-15 Ebola outbreak. Community members took on a
range of roles during the national response, including physical labour (erecting clinic
boundary walls and screening booths, spraying chlorine, digging graves) and
administrative tasks (contact tracing, home visits, screening patients at facilities).
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Provision of training workshops, personal protection equipment, and having a ‘dual role’
of being part of the community as well as affiliated to the health system provided focus
and direction to community engagement activities.?

Strengthening leadership and capacity demonstrates commitment to longer term
community empowerment. Working to build skills for research and knowledge
translation at community level moves beyond one-off engagement. Facilitated group-
based discussions and exchange of ideas are often used to bring people together to
prioritise problems, diagnose their root causes, and work together to identify and test
solutions. External facilitators can help structure discussions or introduce information
and resources, but groups themselves devise strategies and put them into action.
Group-based problem-solving cycles have been successfully used to improve maternal
and neonatal health in both Asia and Africa 323* This approach is one way to engage
communities in applying evidence from specific health issues to their context and
involve them proactively in developing realistic ways of integrating knowledge into
practice. Once the structures and skills are in place, they can be used as a platform for
other health priorities as they emerge.

Example: The armed conflict in northern Uganda simultaneously contributed to poor
mental health and weakened the health system’s capacity to address it. A Ugandan
NGO initiated a post-conflict mental health intervention based on identifying and
strengthening existing social support networks and traditional structures so they could
meet the psychosocial and mental health needs of families and communities. Volunteers
from Village Health Teams were trained to organise patient support groups and to make
referrals to health outreach workers and primary clinics, with additional training
provided for management of common mental health disorders. The project led to a
larger than expected increase in patients joining support groups and presenting at
outreach clinics for care; some support groups addressed broader social determinants
of mental health including poverty eg, through shared income generating activities. The
combination of medical and social activities suggests the model could address other
health issues with psychosocial determinants.3>

Sharing power and learning is a guiding principle for most of the participatory
traditions that underpin community engagement. “Community Based Participatory
Research” and “Participatory Action Research” are just two of many terms applied to
research that is fundamentally about empowering people to have better control over
their own lives and to take action to improve their health and broader well-being.36 3
Integral to participatory research is increasing knowledge and skills of both community
members and'their academic partners for equitable collaboration.384° Adequate training
and preparation of health researchers and implementors for working more
collaboratively with communities has been highlighted as a current gap in ensuring that
power and learning are genuinely shared.*

Example: A mixed methods study on the social and economic impacts of Zika was
conducted during the 2014-15 outbreak in Brazil, conducted jointly by Brazilian and UK
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research teams. The aim of the study was to explore experiences of diverse stakeholder
groups affected by Zika, such as mothers of children born with congenital zika
syndrome (CZS), pregnant women, and health professionals to identify unmet need for
services. Specific efforts were made to ‘decolonise’ the research collaboration by
maximising equitable decision making at each stage and to remain transparent and
accountable to research participants, particularly mothers of children born with CZS.
Despite these efforts, power disparities remained and tensions emerged between the
study teams, and between researchers and community participants. The mothers
sometimes felt over-burdened and exploited by the research. The data were used to
design and provide support groups and led to an advocacy alliance between mothers of
children with CZS and academic researchers, for instance, in supporting the mothers’
campaign for their children’s inclusion in schools.?’

Giving voice and agency to minoritised groups is an important consideration to
ensure that ‘the community’ is not assumed to be homogeneous and without
differences of opinion or authority. It cannot be assumed that the most visible CBOs or
vocal individuals represent the community as a whole.* > 4? Marginalised groups exist in
all societies, and the power to take decisions or influence behaviour is often determined
by categories including age, gender, ethnic or religious background, socio-economic
position, disability and sexual identity and/or sexuality.*® These can also overlap to
increase vulnerability, eg, poorer women may have less control over the determinants
of their health than both wealthier women and poor men; marginalised ethnic or
religious groups are often relegated to the least safe or financially rewarding
occupations, putting them in lower economic positions and exposing them to specific
occupational risks.* % Depending on the humanitarian context and health issues being
addressed, a range of disadvantaged groups may require special efforts to reach and
involve them,”- 2> eg, key populations for HIV prevention, adolescents for sexual and
reproductive health, people living with disabilities to ensure service accessibility.

Example: Elderly people (defined as over 65 by the UN) make up an increasing
proportion of most populations, including refugees. Humanitarian agencies often focus
their attention on other identified vulnerable groups, such as women and children. A
qualitative study was conducted in Lebanon among organisations serving Lebanese
refugee communities. Findings highlighted that older refugees often had longer-term
chronic conditions or disabilities that were not prioritised as highly as needs for other
services, and available clinics and WASH facilities were not always accessible to them.
Many older people were dependent on other family members for financial support and
communication with health providers. Lack of their inclusion in needs assessments and
programme planning resulted in unmet need for nutritional, medical and care support.4®
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COMMUNITY ENGAGEMENT IN PRACTICE
EXAMPLES OF ACTIVITIES AND MECHANISMS

Community engagement can be a difficult process as it takes time to identify
relevant constituent groups, develop relationships of trust, and apply the core
components described above. Most research projects are planned and funded for
relatively short time periods, without guarantee of longer-term commitments. Such
meaningful engagement is even more challenging in humanitarian settings because
research in complex humanitarian contexts often requires greater speed and
urgency, accompanied by the need for immediate service provision without much
time for tailoring these through formative work.4” Where conflict or natural disasters
have destroyed physical infrastructure, exacerbated social divisions, or created
situations of instability and potential danger to community members, humanitarian
practitioners and researchers,* it may not be possible to initiate new partnerships
and participatory processes until greater stability has been achieved.

As a result, integrating community engagement into emergency preparedness
measures can be a proactive way to set up systems for involving community
members or their representatives at the onset of a humanitarian event. There is a
fairly extensive literature addressing participation of communities in the planning
process.*->1 Of relevance to setting the foundations for subsequent research uptake
is that preparedness planning can help put several core components of community
engagement into place in advance, such as mapping community assets and
institutions for the development of collaborative relationships, building their capacity,
creating equitable partnerships, and identifying potentially vulnerable or
marginalised groups whose voices may need amplification.

Involving communities throughout the research cycle, whether conducted before or
during the humanitarian incident or emergency, also sets the groundwork for more
meaningful engagement at the time of translating research findings into action. One
initial way to increase trusting and effective partnerships is to ensure social science
methods (particularly qualitative and participatory approaches) are adequately
prioritised.>? Social science data collection prioritises understanding the experiences
and perceptions of people most affected by the phenomena under investigation;
tools such as interviews, focus group discussions, or more interactive group-based
activities help elevate “beneficiaries” into “experts” and draws out local knowledge
and solutions. Bringing social science to the fore of humanitarian research has been
shown to increase engagement and participation from the first needs assessment.>3
This helps establish cooperative dynamics between humanitarian actors and the
populations with which they work that can then carry forward into sustained
community engagement.?*

As previously mentioned, stakeholder engagement, including for community
stakeholders, occurs along a continuum. The specific setting, nature of affected
community or communities, and humanitarian context will all influence how
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effectively community engagement can occur to optimise translation of new
evidence into health behaviour and health system practice. The aim is for any given
study or programme to reflect on and maximise efforts to move from unidirectional
communication toward equitable co-creation. Elrha’s Research Impact Toolkit, an
unpublished resource which informs workshops and existing online courses provided
to funded research teams, is currently used to help develop skills related to planning
and achieving research uptake more broadly, engaging with a wide range of
stakeholders.

Table 1 presents activities that have been employed at each stage of the continuum
showing increasing community ownership (as defined by Elrha). These are further
separated by Research or Implementation, highlighting that there are slight
differences in how interactions with communities are envisioned depending on
whether the new knowledge that is to be translated into practice has emerged from
research conducted in the same setting or is being transferred from elsewhere (ie,
new standards or guidance based on identified “best practices”).

17




® ¢ 6 ®© ¢ © © ¢ © © © © © © © o © o o o o o 5 © o o o o

Table 1: Routes to Research Uptake Across the Community Engagement Continuum

Level of Community

Research Findings

meetings

Distribution of research
summaries

Posters/SMS/ radio
messages

leaders communicate
findings

Participatory group
discussions for different
audiences

Storytelling projects

Public Q&A sessions

Engagement One-off, ad hoc Active Sustained Co-Creation
Engagement Collaboration Partnership
Communication of Study dissemination Traditional and religious Study Community Advisory Peer researchers involved

Boards (CAB) help
interpret data and identify
relevant messages

Representatives of target
audiences identify
implications for specific
groups and appropriate
means of communication
with and about them

throughout research,
including data analysis,
interpretation and
packaging

Implications for
programming or further
research determined by
CBO or other local
representatives

Evidence-Based
Implementation

Health promotion meetings
Behaviour change leaflets
Information campaigns

New protocols/ guidelines
for providers

Traditional/religious
leaders encourage
behaviour change/service
use

Peer educators/
“mobilisers”

Community Health
Workers

House to house visits

Feedback systems

Local CBO adapt
intervention to their
specific context

Participatory monitoring
and evaluation integrated
into programme

Feedback loops normalised

Shared discussion of
evidence by outsiders and
CBO/ local organisations
but selection of
intervention components
and their delivery executed
by local organisations only

Systems of transparency
and accountability explicitly
integrated into provision of
interventions and services
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At the most basic level, communicating research findings is about dissemination
of results, which implies a wholly passive role on behalf of communities.
Dissemination can be through mass media, mobile phone and social media
platforms, or in-person meetings. Often results are provided separately to direct
research participants and the wider population. The corresponding activity within an
implementation project is unidirectional health promotion or top-down introduction
of new protocols or guidelines for service providers to follow. While messages can be
repeated, they may not change based on responses to them (unless there are
specific monitoring or feedback mechanisms to gauge how effectively they are
received). As a result, these approaches are considered to be isolated events (one-
off) or sporadic (ad hoc). A billboard poster encouraging people to get the newly
available COVID-19 vaccine is an example of ad hoc knowledge transfer.

A more interactive approach is through active collaboration with existing
community structures or influential organisations/individuals. Working with trusted
traditional or religious leaders to build trust in new biomedical tools or preventive
behaviours serves two functions: first, it respects the community’s own institutions
and hierarchies, and second, it usually provides opportunities for the specific
messages and means of their transmission to be shaped by those who understand
the local community better than outsiders.> 2> Other creative means to convey new
information in ways that encourage community members to interpret it and consider
how it applies to their own realities are through facilitated discussions (sometimes
referred to as “community dialogues”) or “storytelling” and public theatre
performances, where emotive and cautionary tales are shared by community
members to illustrate complex messages (and make them more ‘real’ to different
types of people).23 >4 5>

As it is difficult to arrange meetings for large numbers of people, peer outreach,
home visits, or use of Community Health Workers (or District Management
Committees or similar paraprofessional cadres) can increase exposure to health
promotion messages.3! 3% 36 Messages can also be tailored for different groups,
ideally with the participation of those groups eg, vulnerable populations, those with
specific health conditions, residents of remote locations. “*Humanitarian radio” is
another example of active collaboration, where programmes are developed and
hosted by community members and distribution of radios, organisation of facilitated
“listening groups” and “call-ins” or offer opportunities for discussion and feedback.>7: 38

Sustained partnership implies closer links between community members and
researchers or health providers from the design of research or interventions through
to their completion. At this stage, local CBO or community representatives are most
likely to be involved and must remain accountable to their wider constituency.>?
When developing such partnerships, care must be given to ensure that the most
relevant types of people from different (potentially competing) social categories are
involved; purposive sampling (where people are selected for diverse perspectives
and experiences, including those with less influence or from minoritised groups) is
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more appropriate than representative sampling (where people are selected for
characteristics in the proportions found in the whole population, regardless of how
affected they may be by the health issue or humanitarian event).°

WHO and other guidelines recommend that public health research teams establish a
Community Advisory Board (CAB) to increase community oversight and
participation.t! Members of CABs can be drawn widely from the community or
selected from among already existing community leaders with recognised authority.
CAB members can work with researchers to interpret findings, consider implications
for different population groups, and identify messages or modes of communication
most likely to affect behaviour change; for example, in Ethiopia, one study set up
separate CABs to represent two different demographic groups (elders and young
people) who were considered to have diverging views and communication networks,
both of which were important for genuine community engagement.*®

Finally, co-creation occurs when equity has been achieved in relationships between
producers and users of knowledge. Social mobilisation, defined as when a
community coalesces around a specific issue and works together to assess its root
causes, identify priority goals, and work together to achieve these, can both
stimulate and result from co-creation. In the former case, researchers or public
health practitioners see a common cause with a social movement and contribute
their expertise to produce the evidence needed for advocacy or direct action. In the
latter, practitioners and communities participate in research or intervention
development and then identify wider transformational change to work toward in the
process of addressing the initial topic. There are few examples of what might be
considered genuine co-creation of knowledge and practice, although some (non-
humanitarian) examples from the literature include the global movement for access
to HIV treatment®? 63 and coalitions between sex workers and academics to remove
laws criminalising sex work.64-68

IMPLICATIONS FOR MONITORING & EVALUATION

The literature on community engagement and monitoring and evaluation falls into
two categories: (1) descriptions of using participatory approaches to engage
communities in evaluating and improving programmes as they are implemented, and
(2) measuring the extent and depth of community engagement as a process
indicator.

The first category consists primarily of examples of feedback mechanisms, where
opinions of different types of people (for example, programme planners, healthcare
providers, target beneficiaries and the wider community) are collected to track
ongoing feasibility and acceptability of a service, intervention, or behavioural
change. Satisfaction surveys, suggestion boxes, and focus group discussions or
interviews can be introduced on an occasional or routine basis; this remains an
extractive process where information is collected from community members but by

20




and for planners and providers. Community members can become frustrated if there
is no clear action or change taken in response to their feedback, as was documented
during the Ebola response in the Democratic Republic of Congo (DRC).%°

There have been increasing efforts to form stronger partnerships with communities
as part of gathering, analysing and responding to feedback. This is in keeping with
the Core Humanitarian Standards on Quality and Accountability, particularly
Commitment 4: “"Humanitarian response is based on communication, participation,
and feedback”.”® For example, the International Committee of the Red Cross (ICRC)
developed their feedback system from DRC for use in other countries during COVID-
19, introducing a mix of tools for collecting diverse perspectives on the response
through household visits, focus groups, WhatsApp and Facebook platforms, and
undertook extensive qualitative analysis of the results in order to tailor programming
at both country and regional levels.?’ The system of ongoing feedback loops meant
that programme components were regularly being “tweaked” to maintain a good fit
with the local context and thus maintain uptake of desired behaviours.

More broadly, the participatory research tradition includes tools and guidance on
engaging communities in long term monitoring and evaluation of programmes.”!-73
Approaches include repeat use of “plan-do-study-act” cycles, community monitoring
committees, and regular application of qualitative methods to capture evolving
experiences of different population groups (eg, photovoice or transect walks).”* 7>
The language of “human centred design” and “adaptive management” practices
overlap with participatory monitoring.”®

Measuring engagement, as an indicator of progress toward greater equity and
participation is a category of activity less frequently addressed in the literature.
There are a few frameworks and tools for assessing how effectively researchers and
service providers have involved local people at different stages. For example, Rifkin
and colleagues’’ have proposed five domains for which levels of participation should
be measured: needs assessment; leadership; organisation; resource mobilisation;
and management. A score, if provided for each domain, can be compared over time.
Khodyakov et al”® designed a scale specifically for community engagement in
research. They identify 12 stages for engagement within a joint research project as
follows: writing grant proposals, formative research, research design, selecting
sampling procedures, recruiting study participants, implementing the intervention,
designing data collection tools, collecting data, analysing data, interpreting results,
writing reports and journal articles, and presenting findings. Each of these is rated 1,
2 or 3 (from lowest to highest engagement), which can then be calculated into an
overall score and compared between projects and over time.
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SKILL GAPS FOR COMMUNITY ENGAGEMENT IN PRACTICE

There is widespread recognition that while community engagement is universally
recognised as important, it is not always clearly defined or operationalised, and
researchers and health practitioners often lack confidence and experience in how
best to initiate and maintain equitable and functional partnerships with the
communities affected. Humanitarian settings complicate matters due to the
likelihood that the research and implementation context will be rapidly changing,
unstable, and potentially dangerous. Institutions and infrastructure may be
damaged, with previously existing systems disrupted and relationships strained.*’: 4
>2,79,80 Humanitarian actors are often struggling to provide life-saving services in a
timely and efficient manner, relying on approaches they have used previously at
other times and in other places, which may or may not be best suited to the current
situation. Awareness of inadequate engagement with local people and places
struggles to translate into practice.

Some of the specific skills related to community engagement for evidence uptake
that have been identified as lacking in general health research in low- and middle-
income countries are as follows.8

e Knowing how to identify representatives of ‘community’ constituents and/or
reach relevant community members in the first instance

e Tailoring messages on evidence and its implications for different groups

e Moving from “instrumental” motivations for engaging local people to more
“transformative” relationships that imply greater equity and ownership

e Integrating qualitative data into response systems that usually prioritise
quantitative data

EXISTING TRAINING PROGRAMMES/RESOURCES

A scoping review on how to build researchers’ capacity for knowledge translation
and exchange (KTE) suggested that training should focus on the following.*!

e Theory and justification for knowledge transfer activities

e Practical approaches to planning and implementing KTE

¢ Relationship building throughout the research cycle (including understanding
cultural differences, creating opportunities for dialogue, establishing trust, and
communicating information in bi-directional and tailored ways).

Following the above review, a one-day workshop for Australian researchers was
developed and implemented, covering the priority themes. Some of the tools and
training resources can be found here:
https://www.sickkids.ca/en/learning/continuing-professional-
development/knowledge-translation-training/#tools and
https://academyonline.sickkids.ca/courses/knowledge-translation/
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The ICRC has also developed a one-day workshop on Community Engagement and
Accountability (CEA) that covers the following topics:

e What is CEA and why is it important?

e Assessing CEA needs

e Engaging with the community/ How to involve communities in planning

¢ Integrating CEA into a humanitarian response

e Setting up feedback systems/ adjusting activities based on feedback received
¢ Involving the community in evaluations

The course materials can be downloaded here:
https://communityengagementhub.org/resource/cea-one-day-training-package-

english/

Other trainings include Training of Trainers on Community Engagement and
Participation, which was conducted in 2019 by Group URD and Action Contre la
Faim, see https://www.urd.org/en/event/training-of-trainers-on-community-
engagement-and-participation-for-acf/

The READY initiative has online learning resources (“micro-training”) available here:
https://www.ready-initiative.org/training-page/

The first module is ‘Risk Communication and Community Engagement’ and consists
of seven sessions, each lasting 15-20 minutes. The introductory sessions are
followed by seven ‘expert interviews’ to illustrate real life examples. These similarly
last 10-20 minutes each.

RedR periodically runs trainings on involving displaced communities in decision
making. These are available online, and are specific to humanitarian contexts, for
example the war in Ukraine, see https://www.redr.org.uk/Training-
Learning/Events/2023/February/Involving-displaced-communities-in-decision-ma-(1)

Finally, it is worth noting that Elrha already has a library of online training courses
and tools in stakeholder engagement and research communications, currently
accessible only to grantees of the R2HC programme. The online course due to be
developed based on this literature review will be integrated into this library.
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CONCLUSION: OUTSTANDING TRAINING PRIORITIES FOR ELRHA ONLINE COURSE

Based on this review of literature on community engagement for research uptake,
consultations with experts across the humanitarian response field, and assessment
of gaps in existing training opportunities, Elrha (in collaboration with the author) has
developed a one-day online training course to support grantees and partners.

The course aims to provide practical and applied guidance on engaging communities
at different stages of the ‘participation continuum’ given that researchers and health
practitioners often lack confidence and experience in how best to initiate and
maintain equitable partnerships with affected communities. Based on the literature
review, the focus of the course is:

e Theory and justification for community engagement in research uptake

e Research uptake activities as part of a holistic research cycle approach (and
the need to engage communities throughout)

e Practical approaches to planning and implementing community engagement

e Assessing quality and strength of community engagement and moving “up”
the continuum

The course will be rolled out (in ‘beta version’) to grantees in 2023. Based on
feedback, it will be revised and considered for wider promotion for the benefit of the
humanitarian health community. For further information please contact
r2hc@elrha.org.
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