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Abstract 

Background Skin Neglected Tropical Diseases (NTD) can impact physical and mental well-being for persons affected 
due to discrimination and stigmatisation, often leading to feelings of disempowerment. Community engagement 
is important for NTD work to foster advocacy and empowerment; however, there is limited literature surrounding 
best practices for community engagement within research focused on skin NTDs. REDRESS is a participatory action 
research study, aimed at reducing the burden of skin NTDs through a person-centred approach that emphasises 
community engagement. This study explores the value of community engagement within REDRESS for individuals 
and the impact on the health system’s ability to care for person’s affected by skin NTDs.

Methods Through a naturalistic paradigm, eleven purposively selected in-depth interviews and 21 in-depth inter-
views with reflective diary participants were conducted in Liberia. Participants included peer-researchers, co-research-
ers, and dual role participants (Ministry of Health implementers and REDRESS researchers). Taking an inductive episte-
mological position, data was thematically analysed around a value creation framework that considers different cycles 
of value creation for communities such as potential, immediate and transformative value.

Results This study revealed that REDRESS community engagement aligned with core UNICEF community engage-
ment standards and identified seven themes relating to value creation cycles, participant position and enabling 
environments. Community engagement led to capacity building and collaboration, provided communities tools 
to make changes and share knowledge, and had transformative effects in trust and health seeking behaviours. The 
primary research revealed community engagement activities not seen elsewhere such as the involvement of persons 
affected as peer-researchers and communities taking part in project monitoring through keeping reflective diaries. 
Researchers’ local involvement facilitated processes that would not otherwise occur, such as speaking local dialects 
and policy discussions. Importantly, power dynamics are carefully considered in the process. Few challenges have 
been discussed directly related to REDRESS, but individual challenges related to dual role time management, external 
factors, and differences in agendas.

Open Access

© The Author(s) 2025. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which 
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the 
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or 
other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line 
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory 
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this 
licence, visit http://creativecommons.org/licenses/by/4.0/.

Research Involvement
and Engagement

*Correspondence:
Maisy Lopez Piggott
maisy.lopez@hotmail.fr
Full list of author information is available at the end of the article

http://creativecommons.org/licenses/by/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s40900-025-00695-2&domain=pdf


Page 2 of 17Lopez Piggott et al. Research Involvement and Engagement           (2025) 11:27 

Background
Skin neglected tropical diseases (NTDs) are a type of 
NTD that presents with visible characteristics on a per-
son’s skin. Some NTDs can be classified within a wider 
group of skin conditions due lesions appearing on the 
skin or manifesting themselves through skin changes long 
before any evident impact on internal organs [1, 2]. Skin 
NTDs are estimated to affect more than 900 million peo-
ple worldwide [3]. This disease burden is mostly located 
in tropical and subtropical areas, affecting vulnerable and 
disadvantaged populations who often experience signifi-
cant socioeconomic inequalities [4, 5]. Skin NTDs can 
negatively impact the psychosocial well-being and quality 
of life of persons affected, resulting from internalised and 
experienced stigma, as well as the physical impact of the 
conditions such as long-term disfigurement and disability 
[6–9].

There are at least 9 skin NTDs identified by the World 
Health Organisation (WHO) [10], listed below:

1. Yaws
2. Leprosy (Hansen disease)
3. Onchocerciasis
4. Lymphatic filariasis (lymphoedema and hydrocele)
5. Buruli ulcers

6. Cutaneous leishmaniasis
7. Mycetoma, chromoblastomycosis, and other deep 

mycoses (including sporotrichosis)
8. Post kala-azar dermal leishmaniasis
9. Scabies and other ectoparasitoses (including tungia-

sis)

The World Health Organisation (WHO) 2030 NTD 
Road Map [5] emphasises that community-based 
research is “essential for a building solid foundation” for 
effective NTD interventions and group empowerment. 
However, despite the increasing emphasis on commu-
nity-based research, there is limited evidence on the 
value of community engagement approaches among per-
sons affected by skin NTDs, and others involved in skin 
NTD care.

Although no standard definition of “community” exists, 
it is understood to be a shared common identity, such 
as geography, faith, culture or health [11]. Community 
engagement in research is “the meaningful, respectful, 
and fit-for-purpose involvement of community members 
in one or more aspects of research projects” [12]. Com-
munity engagement aims to involve communities/groups 
of people in addressing issues that affect them, thus pro-
moting empowerment, stronger networks and building 

Conclusion Community engagement activities led to meaningful empowerment, ownership, sustainability, 
and partnership formation leading to broader health outcomes. Five areas of opportunity were identified, and recom-
mendations to strengthen community engagement include capacity building, clearer communication and address-
ing power imbalances.

Keywords Community engagement, Skin neglected tropical disease, Participatory research, Value creation, Dual role 
researchers

Plain English summary 

Skin neglected tropical diseases (NTDs) significantly impact physical and mental health, contributing to stigmatisa-
tion and social exclusion. REDRESS, a multidisciplinary participatory action research study focuses on strengthening 
care for people affected by skin NTDs in Liberia, through collaboration with persons affected and communities. To 
date, research on the role of community engagement in participatory action research studies seeking to improve care 
for persons affected by skin NTDs remains limited. In response, we consider the value of involvement within REDRESS 
for different communities, including people affected by skin NTDs. Interviews were conducted with eleven partici-
pants within REDRESS, including those with a dual role (ministry of health implementers and REDRESS researchers) 
alongside 21 in-depth interviews with participants who kept diaries reflecting their involvement within the study 
(affected individuals, formal and informal health providers). A framework looking at value creation from engagements 
was used to underpin this. We find that direct engagement with beneficiaries from REDRESS added positive value 
to the work. Communities learned new skills and collaborated with researchers, improving their trust in the health 
system and health seeking behaviours. The involvement of person’s affected by skin NTDs and local health workers 
as researchers was positive. However, challenges such as time management, unmet expectations, and external factors 
such as poor road conditions were noted. Working alongside communities empowered participants, regained control, 
and achieved broader health outcomes. Managing power dynamics in participatory studies is crucial, and to fur-
ther strengthen engagement a focus on skill development, clear communication, and reducing power imbalances 
is essential.
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capacity [13]. Community engagement exists along a 
continuum, ranging from tokenism to shared leadership.

Traditionally, researchers collect data from partici-
pants who have minimal input [14]. Recently, guided 
by the WHO NTD roadmap, there has been a shift 
towards more active community involvement throughout 
research cycles of NTD research programs [5]. However, 
high levels of stigma and discrimination associated with 
skin NTDs can hinder community engagement efforts, 
creating barriers for persons affected to seek healthcare 
services and participate within the community [15].

Power dynamics, or the ability to influence or control 
outcomes, plays an important role in research processes 
and findings [16]. Dimensions of power are seen through 
spaces (closed, invited or claimed), forms (visible, hid-
den or invisible) and levels (global, national or local) [17]. 
Thus, considering preexisting power hierarchies within 
society is central to effective community engagement, 
ensuring that affected communities are meaningfully 
involved as decision-makers throughout the research 
process [18].

Liberian context and role of community engagement 
within REDRESS
Liberia, a low-income country on the West Coast of 
Africa, is home to more than 5.18 million people, half 
of whom lived below the national poverty line in 2016 
[19]. Liberia’s complex sociopolitical history, including 
14  years of civil conflict and a devastating Ebola epi-
demic, severely weakened its fragile health system [20]. 
Liberia is endemic for a range of skin NTDs, includ-
ing leprosy, Buruli ulcer, yaws, lymphatic filariasis and 
onchocerciasis. The Liberia  Ministry of Health (MOH) 
established the NTD program in 2011, and Liberia was 
among the first countries to introduce integrated case 
management of NTDs in 2016 through the “Strategic 
Plan for Integrated Case Management of Neglected Tropi-
cal Diseases 2016–2020” [21].

REDRESS [22], an implementation research consor-
tium, involves the Liberia MOH, research institutes in 
the United Kingdom and Liberia and nongovernmental 
organisations (NGOs) experienced in NTD care.1 This 
multidisciplinary project aims to reduce the burden of 
skin NTDs via a “person-centred approach to evalu-
ate, develop and adapt health systems interventions for 
the management of severe stigmatising skin diseases 
(SSSDs) in sub-Saharan Africa” [23], by using Liberia 

as an intervention site for transferable knowledge [24]. 
The skin NTDs endemic to Liberia and studied within 
REDRESS include leprosy, Buruli ulcer, yaws, lymphatic 
filariasis and onchocerciasis [25].

The REDRESS project encompasses five research cycle 
phases described below [23], of which the first two were 
completed at the time of this study:

1. Formative research: assessment of current integrated 
approaches for the early identification, referral, and 
treatment of SSSDs aligning with key focus areas.

2. Planning: collaboration with health system actors and 
individuals affected to develop new interventions and 
refine existing interventions.

3. Action: delivery of codeveloped interventions within 
existing health systems and community frameworks.

4. Observation & reflection: multidisciplinary assess-
ment of the integrated interventions, providing rec-
ommendations for quality enhancement and the 
expansion of these interventions.

5. Knowledge translation & policy change: work-
ing alongside the MoH throughout the duration of 
REDRESS to expand and integrate effective interven-
tions, and provide recommendations on these across 
the West African region.

The REDRESS [18] community engagement strategy 
has identified a range of communities, including patients, 
health workers, decision makers, the general popula-
tion and other National Institute for Health and Care 
Research (NIHR) funded groups, as central to engage-
ment activities. These communities have been engaged 
through roles such as peer-researchers, co-researchers 
and through community advisory boards (Table 1). Par-
ticipatory methods (such as Photovoice, Stepping Stones 
and the use of Vignettes) have been used to ensure the 
inclusion of typically unheard voices [15, 26].

Comprehensive community engagement is important 
for fostering advocacy, empowerment, and positive self-
perception, which are deemed beneficial outcomes in 
facilitating marginalised persons or populations to rejoin 
society. Consequently, UNICEF [13], the WHO [27] and 
the Centers for Disease Control and Prevention (CDC) 
[14] have produced guiding principles for community 
engagement, which are similar and overlapping. While 
no standardised model for community engagement 
exists, the NIHR (principle donor of REDRESS) supports 
the UNICEF standards as a guide [26, 28]. The UNICEF 
[13] community engagement core standards are funda-
mental and cross-cut.

A literature review of 55 English-language studies 
examined the practical application of UNICEF’s core 
standards in community engagement within neglected 

1 List of collaborating partners: Liverpool School of Tropical Medicine, 
University of Liberia Pacific Institute for Research & Evaluation, Ministry 
of Health Liberia, Actions Transforming Lives, American Leprosy Mis-
sion—AIM Initiative, Queen Margaret University, Effect Hope and funded 
by National Institute for Health Research and ANESVAD.
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tropical disease (NTD) research in low- and middle-
income countries (Additional files 1, 2), with examples 
shown in Table 2.

Participation was the most frequently applied princi-
ple, enabling communities to assess needs and contrib-
ute to research. Adaptability and localisation followed 
as the most applied standard, ensuring flexibility and 

Table 1 Description of roles within REDRESS related to community engagement

Role Description of role

Peer-researchers Peer-researchers in REDRESS, included people affected by skin NTDs, community health care workers (community 
health: assistants, volunteers, or service supervisors), faith and traditional healers, and health systems NTD actors
During the intervention phase, 48 peer researchers kept reflective diaries to document changes in communities. At 
other study phases (formative and evaluation) peer-researchers were involved with photovoice research

Co- researchers A total of 8 co-researchers across the three intervention counties, including community health workers (community 
health assistants and community health service supervisor assuming a dual role) and a person affected by skin NTD. 
As part of the core research team, they played a role in research data collection, analysis and dissemination follow-
ing REDRESS training. Travel expenses during the research period were reimbursed

Community advisory board (CAB) The community advisory board was composed of representatives within community structures, these included 
persons affected by skin NTDs, people with disabilities, community health assistants, traditional healers, faith 
healers, women’s groups, youth groups, agriculture groups and people with mental health conditions, as well 
as health workers and local health decision makers. In meetings, board members contributed insights and guidance 
to REDRESS ensuring the project objectives aligned with local and national priorities

Dual role This refers to Ministry of Health (MOH) actors involved with implementing NTD programme activities at county 
and national levels, as well as playing role within REDRESS. For some at national level, this was alongside their 
current MOH jobs. These roles included supporting research design and leading research development planning 
and implementation
Additionally, some MOH formed part of the MOH technical advisory board and took part in various technical work-
ing groups, established to progress development of the REDRESS intervention

Person affected Persons affected by a skin NTD such as Leprosy, Buruli Ulcer, Yaws, Lymphatic Filariasis and Onchocerciasis

Traditional and faith healers Informal health providers caring for people affected within communities through country medicine (herbs 
and leaves) and faith

Reflective diary Participatory method which involves recording a person’s experiences and why these are important, as well as feel-
ings and challenges

Table 2 UNICEF [13] core standards and their application in NTD research

Core standard Example in NTD research

Community participation Qualitative studies provided deeper insights into community needs, enabling recommendations based on empirical 
findings. Informed design can be achieved through needs assessments and survey observations [29–31]. Stakeholder 
involvement in co-developing and implementing activities helps address concerns [32–35]

Empowerment and ownership Studies highlight the inclusion of people affected by NTD [36, 37] and leader (religious or political) input in participant 
selection [36, 38, 39]. National-level engagement utilise existing structures and collaboration with MOH and local 
governance [29, 32, 40–42]. Projects operate at both national and community levels through advisory groups (ECLIPSE) 
[34], consortium workshops (ENDPOINT) [37], and participatory action research (COUNTDOWN) [33]. Community-level 
approaches include dialogue [43], and co-design workshops with social science expertise (ZEST) [31]

Inclusion Inclusion was found in the involvement of snake bite victims as local champions [44] and data collection in areas 
of with high illiteracy and gender inequity [39]
Purposive sampling was used to include vulnerable groups in data collections and within the research process such 
as persons affected [7, 30, 36, 37, 45–47], children and youths [31, 32, 48] or marginalised people [34]

Two way communication Studies included time for feedback allocated in workshops [31, 37], feedback meetings for information sharing 
with questions and answers [41] and regular feedback from ministries and consortium partners (ASCEND) [29]. Mobile 
phones was used as communication pathway [42, 43]

Adaptability and localisation Studies adapted data collection tools from findings of previous studies [7, 36, 49], situation analysis [37, 43] or pilot 
testing [30, 31]. The ECLIPSE decolonial approach is tailored to local countries, cultures, resources, and capacities [34]. 
Contextual adaptations [34], including linguistic appropriateness (e.g. Swahili, Igbo, Tshiluba, Macau, Portuguese) [30, 
41, 43, 50], enhanced engagement

Building local capacity Training communities as part of research process including training of trainers [37, 51], health workers [42, 52] or teach-
ers [31] and community education [32]
Peer researcher training on data collection with diverse actors, such as NTD staff, healthcare workers [30, 50], local staff 
[53], field assistants [41, 51], teachers [52], and community volunteers [43]
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contextual responsiveness. Empowerment emerged as 
both a process and an outcome, fostering community 
decision-making and ownership through leader involve-
ment and project co-creation. Building local capacity 
leverages existing skills to promote self-sufficiency, often 
through training community members or peer research-
ers. Inclusion and two-way communication were the 
least commonly applied. The inclusion focused on engag-
ing marginalised groups, although barriers persisted, par-
ticularly in the context of stigmatised diseases. Two-way 
communication, a key enabler of engagement, relies on 
mechanisms for clear instructions, feedback, data access, 
and information dissemination.

It was found in the review that research projects engag-
ing communities generally did not incorporate all the 
UNICEF core standards, for example the project built 
on local capacity but did not include under-represented 
groups. This demonstrates a gap between idealistic com-
munity engagement principles and the reality of their 
application in research processes. This emphasises the 
need to include vulnerable groups through community 
engagement activities (such as participatory methods) 
within research cycles for their needs and voices to be 
heard as part of the decision-making process to ensure 
meaningful participation. Additionally, it highlights the 
significance of engaging with established social struc-
tures, such as religious or political leaders to foster col-
laboration. As a result, special attention was given to the 
value created from these engagements to improve health 
systems.

The REDRESS community engagement strategy 
closely aligns with the UNICEF core standards [13]. 
Some examples of their practical application include 

the participatory activities involving national MOH, 
county MOH, faith and traditional healers, as well as the 
inclusion of persons affected. Adaptability and localisa-
tion were ensured through formative baseline research 
informing programme modification. Capacity was built 
in research and NTDs at the national, county and com-
munity levels, with feedback processes in place for two-
way communication. Participatory methods and the 
stakeholder involvement in decision making further pro-
moted empowerment and ownership.

This study explores the value of community engage-
ment within REDRESS for individuals aimed to improve 
care for people affected by skin NTDs in Liberia. Addi-
tionally, this research identifies challenges and areas 
of opportunity for strengthening community engage-
ment and research within REDRESS, focusing on the 
involvement of MOH Liberia, co-researchers and peer-
researchers. This is the first known study to explore 
community engagement activities related to skin NTD 
research within Liberia.

Theoretical framework underpinning the study: value 
creation
Value creation is a process that turns resources and inter-
actions into meaningful outcomes for communities and 
society [54]. Wenger et  al. [55] identify key aspects of 
social fabric of learning, distinguishing between commu-
nities and networks, the latter referring to relationships 
and interactions.

The value creation framework distinguishes interlinked 
cycles of value creation for communities and networks 
(Fig.  1) [55]. Framing narratives provide context for 
assessing value creation by clarifying the audience (value 

Fig. 1 Schematic diagram of value creation cycles in communities, adapted from Wenger et al. (2011)
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for whom) and perspective (short- or long-term impact). 
While personal narratives recount past events, they also 
reflect future aspirations and community-defined suc-
cess. Although perceived future value is not a distinct 
cycle in the value creation framework, it offers insight 
into who it benefits and their perspectives. Immedi-
ate value emerges from the intrinsic worth of activities 
and interactions, whereas knowledge capital represents 
potential value that can be realised in the future. More 
broadly, knowledge capital encompasses human, social, 
tangible, reputational, and learning capital. Social capital 
value lies in relationships and reputations. When knowl-
edge capital is adapted and applied in different contexts, 
it signifies a shift in practice and reflects applied value. 
However, changes in practice should not be assumed 
to lead to improvements; realised value assesses how 
applying knowledge capital impacts outcomes valued by 
stakeholders, including those adopting new practices. 
Reframing value is found when there is a reconsideration 
of what matters to stakeholders and how they define suc-
cess, either for the individual or at the community level. 
Throughout this the strategic value refers to the engage-
ments with relevant stakeholders.

The relationship between the cycles is complex and 
non-linear, there is no order or hierarchy to the cycles 
nor does one necessarily lead to another. Instead, they 
form a dynamic framework, offering a perspective on 
social learning that links activities to a spectrum of out-
comes, which was drawn upon in this study.

Methods
Study aim and design
This study aims to explore the value of community 
engagement activities within a participatory action 
research study (REDRESS) to improve care for people 
affected by skin NTDs in Liberia. Specifically, it examines 
the engagement of co-researchers, peer-researchers, and 
Ministry of Health actors who play a dual role through 
their involvement in REDRESS.

A naturalistic paradigm shaped the study, exploring 
participants’ views and perspectives [56]. Qualitative 
methods were used because of the sensitive and deeply 
rooted nature of the topics discussed [57]. Primary data 
were gathered through semi-structured in-depth inter-
views (IDIs), which were triangulated with the analysis of 
21 in-depth interviews with reflective diary participants.

Data collection
In‑depth interviews (data collected by MLP)
Eleven participants were interviewed in June 2022 across 
3 locations: Monrovia (for national-level MOH), Lofa 
County and Margibi County (REDRESS intervention 
sites). Grand Gedeh County was the only intervention 

site excluded due to funding, time and challenging road 
conditions as the research was conducted during the 
rainy season.

The study focused on three communities engaged with 
REDRESS: peer-researchers (engaged in photovoice and 
reflective diaries), co-researchers and MOH Liberia dual 
roles (at the national and county levels). There was a 
range of participants involved with REDRESS through-
out the study with varying extent of involvement, thus 
the interviewees most closely involved were purpo-
sively selected, with support for identification provided 
by the REDRESS research team, district health officers 
and NTD focal persons (Table 3). The representation of 
different types of participants meant that the small and 
information rich sample captured enough variations in 
perspective [58].

Topic guides were shaped by concepts of the Wenger 
et  al. [55] value creation framework and then further 
adjusted as part of the iterative qualitative research pro-
cess (Additional file  3). The interviews explored roles 
and responsibilities, hopes and expectations, past expe-
riences, different influences, ethical considerations of a 
dual role, challenges, and recommendations. The inter-
views were audio recorded for 20 min to 1.5 h.

Reflective diary (data collected by the REDRESS research 
team)
Reflective diaries were kept by peer-researchers (formal 
health providers, informal health providers and persons 
affected (Table 4)) as part of monitoring and evaluation 
during the implementation phases to document short 
observations of the community and their work related 
to skin NTDs. The participants were chosen to reflect 
the diversity of persons involved in the study, because of 
their role. Twenty-five interviews and four focus groups 

Table 3 Summary table of participants’ demographics for 
in-depth interviews

Monrovia Lofa Margibi

Total 3 5 3

Gender

 Male 2 3 2

 Female 1 2 1

Role

 Peer researcher 0 2 1

 Co-researcher 0 3 1

 Dual role (MOH) 3 3 2

Research experience

 Had been involved in research 
before REDRESS

3 0 0

 First time involved in research 0 5 3
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were carried out with reflective diary participants during 
April 2022. Transcripts were purposively chosen on the 
basis of relevance, including content related to the value 
of participation, and captured a variation in demograph-
ics in roles and locations.

Data transcription and analysis
Audio recordings were transcribed and quality checked, 
with sections throughout all transcripts checked for 
accuracy and meaning. Taking an inductive epistemolog-
ical position, information was built from the bottom up 
[59] via thematic framework analyses [60].

The lead researcher (MLP) familiarised with the data 
before presenting preliminary findings to REDRESS 
researchers in Liberia for their reflections, informing 
analysis and adding credibility. Iterative open coding 
developed a coding framework supported by NVIVO 12 
which was then charted and themes emerged with narra-
tives drafted.

Reflective diary transcript analysis followed a similar 
process using a coding framework developed in a par-
ticipatory inductive process by Liberian researchers and 
co-researchers. These generated matrices were exported 
and interpreted following a grounded theory approach to 
generate social action theories [61].

Findings from the IDIs and reflective diaries were then 
compared to identify similarities and differences between 
methods and types of participants. The Wenger et al. [55] 
value creation framework introduced earlier was used to 
shape the overarching results analysis.

Results
When exploring the value of community engagement 
activities within REDRESS, we identified five main cat-
egories structured around the value creation framework: 
perceived future value, immediate value, potential value, 
applied value, realised value and reframing value. Two 
overarching concepts are embedded within these themes: 
(1) participant position in research and; (2) creating an 
enabling environment.

Perceived future value
The most described perceived future values related to 
involvement with REDRESS include capacity building, 
building networks and rapport with others, being able 
to help others and receiving resources.

All the participants wanted to achieve personal gain 
from participation, with capacity building being the 
most mentioned, including an impact on knowledge 
and research skills. The reflective diary participants 
expressed wanting NTD training: “So that at least I will 
serve as a channel through which they can get treatment 
at the various facilities.” (Faith healer, Lofa).

Learning how to engage and build rapport with dif-
ferent people was voiced by both persons affected and 
community health workers. A few participants (both 
the National MOH and persons affected) mentioned 
career development and improvement: “Yes, so I feel 
that being part of the solution is going to help my career 
one [first] and I’ll be doing a great help to my commu-
nity and my country” (National dual role, Monrovia).

Personal gain was always described in addition to 
helping others: “Perhaps my own will finish but other 
people, because there are plenty people that got this 
problem. We plenty.” (Person affected 02). The IDI par-
ticipants described this as being fulfilled by produc-
ing meaningful data and making recommendations to 
the MOH, and reflective diary participants through 
better treatment, awareness, referrals and knowledge 
dissemination.

Receiving resources was more frequently discussed 
by persons affected, such as a participant expecting to 
receive treatment and saying others had felt the same. 
Another person affected peer-researcher hoped that the 
study would make the county health team aware of their 
financial constraints. Finance was also mentioned by a 
co-researcher as appreciated, although it was not their 
primary expectation. There were also perceived future 
concerns, including time management and work effi-
cacy for national level participants (who undertook their 
REDRESS role alongside their MOH duties). A health 
worker expressed worries about using a digital tablet for 
the first time.

Table 4 Overview of reflective diary transcript participants

OIC, Officer in charge; CHSS/V/A, Community health service supervisor/volunteer/assistant; T/FH, Traditional/faith healer

Formal health provider Person affected Informal 
health 
provider

Lofa (IDI) 2 OIC, 1 CHSS, 2 CHV 2 2 TH, 2 FH

Margibi (FGD) 1 OIC, 2 CHA 1 1 TH, 1 FH

Grand Gedeh (IDI) 2 CHSS, 1 OIC, 1 CHV, 1 CHA 1 1 FH, 1 TH

Total number of participants 13 4 8
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Immediate value: activities and interactions
The immediate value included revelation and under-
standing about NTDs, improved collaboration with a 
range of actors, increased knowledge and improved 
social capital and connections. Linked to the immediate 
value are the enabling processes that facilitate activities, 
such as training and resources.

Activities leading to revelation
The co-researchers received training before and after the 
activities. All the participants reported learning about 
the burden of skin NTD, particularly their understanding 
of what persons affected go through as impactful for their 
roles as health workers. One co-researcher found “the 
way in which the clients (persons affected) are being han-
dled (treated) by the relatives or their community mem-
ber” (Dual role, Lofa) as the least enjoyable part of their 
involvement with the research. A person affected was 
shocked and frustrated that other persons affected with 
similar conditions were still hesitant to seek healthcare.

The majority of county-level IDI participants reported 
that travelling for data collection to different places and 
seeing other counties was a positive experience, allowing 
them to see rural areas and facilitating access to care for 
persons affected. Some female participants learned about 
their own cultures, particularly the roles of faith and tra-
ditional healers, with opportunities to actively engage 
with them. Participants from all levels felt that they had 
increased understanding of the health system and were 
surprised that the facility ledgers had gaps in record 
keeping (records kept for NTD surveillance and reviewed 
in the REDRESS baseline survey). Other health system 
surprises described by dual role participants were to do 
with actual administrative coverages and health worker 
salaries.

To collaborate with researchers and others
Collaboration with others was expressed by all IDI par-
ticipants through learning and sharing of ideas. Persons 
affected felt proud to be regularly interacting with health 
workers, which was further elaborated by an interviewee 
who described having experienced isolation from society 
following their condition and how working with people 
and interacting with them made them feel “very fine” 
(person affected 03).

Engagement at the institutional level was described 
by all participant groups. The national dual role partici-
pants explained how partnerships and department coor-
dination facilitated through REDRESS had strengthened 
the interventions developed. County co-researchers 
sought support from colleagues to take on their work 
responsibility during research windows. Informal health 

providers from the reflective diaries also expressed their 
support and their desire to collaborate with the formal 
health system.

All the researchers described teamwork. Data collec-
tion was performed as a team that included co-research-
ers together with a more experienced research fellow. 
Roles included informed consent and a debriefing pro-
cess afterwards, which demonstrated respect between 
different types of researchers. “Yes, we used to discuss it 
… REDRESS people they actually know how to take care of 
somebody, they won’t act big like ‘I’m the boss’, no they will 
work together, and they will act like people doing the same 
thing.” (Co-researcher, Lofa).

The community advisory board was described by co-
researchers who were also board members. The board 
elected members to fulfil key positions within it (such 
as a person affected being elected as vice-president). “I 
won the election overwhelmingly because I am a patient 
affected person and I am worth to work with them.” (Per-
son affected 03). The board worked together to discuss 
REDRESS and provide advice on actions.

Most participants talked highly about international col-
laboration with researchers and Master’s students from 
the United Kingdom. This included supporting research 
activities for students and mentoring their academic 
writing and research skills.

Potential value: knowledge capital
Potential value was found when participants reported 
that they gained knowledge in research and NTDs and 
how to share that knowledge. All the IDIs with persons 
affected mentioned learning more about their own con-
ditions and feeling that they could share this knowl-
edge with others. Although one person affected still 
felt that their condition was a traditional sickness, they 
had learned that their condition could be cured. They 
expressed finding engagements with REDRESS very 
encouraging not to lose hope and that treatment would 
come.

Communication skills were seen as the primary skills 
learned by co-researchers, especially those holding a 
community health worker role in their routine work. 
They emphasised the importance of talking “not harsh” 
and asking patients about their conditions “in a spe-
cial way” (Co-researcher, Lofa). Additionally, one co-
researcher gained confidence in talking to more senior 
colleagues, and a person affected said that they learned to 
engage with the community.

The national dual role participants reported learning 
academic skills guided by mentors with feedback oppor-
tunities, which would be transferable and applicable to 
future jobs and projects. A few mentioned opportuni-
ties to contribute as co-author in published papers and a 
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small number from Lofa County learned about new tech-
nology (phones and tablets).

Social capital
The interactions with faith and traditional healers were 
felt to be necessary because of the health-seeking path-
way of the persons affected, who often sought care from 
these informal providers. Following the involvement of 
faith and traditional healers through participatory meth-
ods (photovoice and reflective diaries), a new friendli-
ness with healers was described comparing it to a barrier 
being broken:

“The faith healers were meaningful to me in the sense 
that, after they came up to tell us what they can do, and 
they promised us that if they happen to come across any 
case like that they will be able to communicate with the 
OIC (officer in charge) or the Nurse to the health facility 
to be able to receive them. It was really, really meaning-
ful to me.” (Co-researcher, Margibi). This engagement 
seemed to be supported by reflective diary discussions 
with faith and traditional healers who expressed positive 
feelings and expectations of future referrals.

“And we also taught them [healers] the idea of relat-
ing with the health workers. And we also make the health 
workers to understand that these people, these traditional 
healers, they are part of us, they work in the health sys-
tem” (Co-researcher, Lofa).

Applied and realised value: changes in practice
The participants described new friendships and 
improved relationships with persons affected by NTDs, 
as well as acting as potential change agents, by encourag-
ing colleagues to improve the care they provide for per-
sons affected.

Improving relationships with persons affected
The participants felt that they had made new friends 
from this process. Several IDI participants had improved 
relationships with persons affected and regularly checked 
up on them on the phone, one health worker added, “they 
become family” (Co-researcher, Lofa).

The co-researchers felt that the interactions with per-
sons affected led them to feel happier and to hope. This 
was critical because to the stigmatisation and discrimi-
nation they face can lead them to "feel unwanted in soci-
ety” (National dual role, Monrovia). Many participants 
voiced this and iterated the positive impact the activities 
were having on persons affected in the community and 
their health-seeking behaviour. This was mirrored by the 
persons affected, who proudly felt that they were leading 
others to be healed through their role. However, at this 
stage in the study (prior to roll out of the intervention) 

persons affected still experienced rejection within their 
community.

When asked about changes in trust, the majority of 
interviewees believed it had improved, with persons 
affected hiding less and traditional healers referring 
more. This was illustrated by the eagerness of persons 
affected to participate in research during the second data 
collection. The persons affected emphasised that the lack 
of free treatment (prior to intervention) hindered trust in 
the health system.

Changes in personal activities
Some participants expressed changes in the way they 
worked and counselled others. For example, three county 
dual role participants encouraged other health workers 
“to get on their feet” and refer cases (Co-researcher, Lofa). 
Three participants mentioned a change in their lifestyle 
activities: cleaning their home and encouraging others 
(person affected), using new technology capacity skills to 
download and save documents on mobile devices (health 
workers) and travelling to rural communities regularly to 
spread awareness (person affected).

Reframing value: redefining success
The participants described a sense of having increased 
opportunity to influence change in care for persons 
affected, as well as the chance to grow professionally 
through academic opportunities.

The activities led to a change in attitude and the devel-
opment of new academic interest from co-researchers 
and dual role participants. A few IDI participants aspired 
to develop publications and pursue health education: 
“REDRESS have motivated me to take that path.” (co-
researcher, Lofa).

Research has been said to “help broaden the mind” 
(National dual role), and almost all county dual role par-
ticipants expressed a change in their understanding of 
community needs (Table 5).

The participants generally thought their voice and abil-
ity to influence care for people affected by skin NTDs 
had changed, alongside a greater understanding and 
appreciation of the challenges experienced by persons 
affected by skin NTDs. A health worker was very insist-
ent and quick to answer “Yes, yes, yes. Yes. It got the power 
to change…the way in which we talk to them, encourage 
them, put yourself in that same position.” (Co-researcher, 
Margibi), several health workers also agreed.

The persons affected saw change as a gradual process: 
“it (voice and ability to influence care for people) has 
not changed, but it is changing” (Person affected 01). The 
change in their voice and ability to influence was due to 
them feeling they were living proof that NTD treatment 
works and that drugs are effective.
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Participant position in research
The participant position in research forms part of what 
makes these processes possible (enabling value) as well 
as orienting value within the broader landscape. Dimen-
sions of orienting value from the participants’ roles in 
research can be seen when their positions shaped their 
roles in REDRESS and their levels of influence.

How their position shaped their role in REDRESS
MOH participants explained that skills and knowledge 
helped them interact with patients in the field, and some 
county dual role participants stressed that their medical 
knowledge allowed them to easily identify cases: “I play 
with medicine on daily basis” (Co-researcher, Lofa), with 
similarities in activities between REDRESS and the MOH 
in collecting data and planning.

Some interviewees felt their input was crucial for ena-
bling activity progress. For example, national MOH 
involvement in project implementation or co-researchers 
being able to speak the local dialect in data collection.

“And in our absence (…) we will think how would that 
change be made? If there was nobody in between a project 
in the ministry?” “It’s (recommendations from research 
findings) happening simultaneously as we go along.” 
(National MOH, Monrovia).

The influence participants felt on structures
There was a range of influence according to participants’ 
backgrounds and wider power structures, but across all 
participant types, participants expressed having the abil-
ity to influence others (including REDRESS decisions, 
MOH actors, and community members). The influence 
on REDRESS varied across counties and national MOH 
level participants felt they provide suggestions and play 
a part in the research process, with one participant men-
tioning the influence of the materials and questionnaires.

A participant (part of the CAB themselves) felt that 
the CAB was listened to by REDRESS in raising their 
concerns and providing guidance. “We will be advising 
REDRESS; ‘o REDRESS this is what we want you people 
to do. This is the area we want you spend money. This is 

what we want you to pay attention to because this is the 
area that is falling. We want you to redress it’.” (Person 
affected 03).

Surrounding the MOH, advocacy was felt more 
strongly by national-level participants, who were able 
to push for changes in their specific division. County 
MOHs roles reported they could advocate for commu-
nity health during community meeting health talks. A 
person affected felt they held the ability to influence 
national MOH actors: “Even if I go right now to the Min-
istry of Health, especially to the NTD department and 
tell them that I am a survivor, I am a patient affected 
person and I want to talk to the Minister, they will wel-
come me, definitely. Yes, so it is very good for me and I 
have a lot of influence.” (Person affected 03).

Most of the interviewees felt that they could influence 
others, the term “encourage” was used several times by 
participants in counties, which was related to helping 
them participate in research and seeking healthcare. 
This was facilitated by NTD knowledge, good commu-
nication and effective drugs. A small number of county 
dual role participants felt able to give hope but unable 
to influence discussions.

Ethical considerations and their position
The concepts of “consent” and “confidentiality” were 
reflected on differently by the participants; for one 
participant, it was their first time learning more about 
this, whereas another participant felt that their posi-
tion might “push” others, and thus did not collect 
data because their positionality could influence their 
responses. Other interviewees did not feel that their 
role had an influence on the consent process at the 
community level but had mixed views on their influ-
ence at the facility level.

“…when you visit …. a community, as long as that 
thing has to do with health, majority of the people they 
are interested. So, despite your introduction, they are 
very keen… in their mind you brought solution and 

Table 5 Quotes illustrating a change in understanding of community needs

Quotes from participants holding a healthcare role at county level and taking part in research

“The most important, it made you to know things… It made you to know community, it made you to know people’s problems. Yes, problems that peo-
ple going through, it will make you to know that also. It helped me”. (Co-researcher, Margibi)

“The research has given me more reason and power to do more on the NTDs… and it also showed me that these people we need to pay more atten-
tion to them, so it helped me…” (Co-researcher, Lofa)

“…REDRESS have made me to know that they have so many people out there that need help, they actually need help. And also made to know that, 
yes, those people that are there, we do not need to abandon them, to neglect them no, the need for them to come closer to us, and they need to get 
the rightful treatment so that they can get back on their feet like us”. (co-researcher, Lofa)

“Because it was like myself going into the community… it brought a kind of knowledge to me, that I’m not going into, right? That research alone made 
me to know that people are in the community they need help”. (Co-researcher, Margibi)
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that solution, most of them, they think of medication, 
few of them think of food, and then few think of money.” 
(National dual role, Monrovia).

Two stories were shared where dual role researchers 
had a potential conflict of interest on the basis of their 
observation of something that required intervention as 
part of their MOH role during data collection activities. 
The participant had a clear approach to manage both 
aspects ethically: “So I’ll go ahead and do my findings, 
that is addressing the research questions, everything with 
that patient. After that, then I can encourage the patient 
along with the relative.” (National dual role, Monrovia).

An interviewee reflected on their influence on data 
and explained the importance of being open-minded and 
objective and limiting biases: "What I heard, what I saw, 
what I observed, was what I documented” (National dual 
role, Monrovia).

Creating an enabling environment
The enabling environment is due to processes with ena-
bling value, which were described extensively by partici-
pants and have been described throughout the results. 
There were also a much smaller number of challenges 
described, which will also be considered to provide 
opportunities for growth and improvement in commu-
nity engagement practices.

The main challenges described by participants related 
to the following:

1. Workload, particularly for national-level participants. 
These issues were mitigated through work plans and 
task sharing.

2. Challenges were encountered during data collection 
which made it less enjoyable. These included empty 
facility ledgers, difficulties in reaching facilities due 
to poor road conditions and long distances, language 
barriers, and participants being late for scheduled 
meetings.

3. Participant selection challenges were encountered 
during the first round of data collection when health 
representatives who support participant identifica-
tion allegedly selected participants on the basis of 
on personal connections. This led to cancelled and 
rescheduled focus groups.

4. Insufficient travel reimbursement was described 
during the initial stages of data collection when the 
amount of gasoline support for follow-up activities 
was still being determined.

5. Diversion from the original objective. One partici-
pant emphasised the importance of reminding the 
team to maintain the original project objective and 
avoid too many adjustments.

6. Pre-existing challenges, including difficult patient 
access to treatment, patient transport issues (distance 
and costs), community health beliefs, gaps in knowl-
edge about NTDs and supply chain gaps (which may 
lead patients to seek care from informal providers).

Proposed recommendation from participants
The IDI participants were asked for recommendations to 
ensure the best outcomes for researchers and the study. 
They emphasised the need for (1) more capacity build-
ing including mentorship, particularly in research and on 
NTDs; (2) knowledge dissemination and future research 
involvements; and (3) additional financial support.

For the REDRESS recommendations, participants 
wanted to improve patient care by (1) providing a con-
sistent supply of medicine; (2) training more health work-
ers; (3) raising constant and intensive awareness such as 
radio advertisements (which were included later within 
the intervention); (4) maintaining emphasis on sustain-
ability and government ownership; and (5) including of 
community people and health workers as part of finding 
the solution.

“I’ve seen programmes that came and people were doing 
very great. But as soon as that programme closes, or the 
project ends, everything goes back to zero.” (National dual 
role, Monrovia).

Discussion
Research has revealed that community engagement activ-
ities lead to value creation cycles by building capacity 
and improving relationships and providing communities 
tools to influence change. Value was found in community 
positionality by enabling processes that would not have 
otherwise taken place, but this came with ethical consid-
erations. Sub-themes aligned with those of Belone et al. 
[62] cross-cutting community partnership constructs of 
trust, capacity, co-learning and power. REDRESS com-
munity engagement activities were designed to align 
with all 6 UNICEF [13] core community engagement 
standards and strongly promote the inclusion of persons 
affected. Additionally, this study highlights the impor-
tance of traditional and faith healer interactions, who 
hold trusted positions within the community and play a 
vital role in caring for people with skin NTDs.

In terms of value creation
Overall, this study’s results resonate with Wenger et al.’s 
[55] conceptual framework promoting value creation for 
social learning. Aspiration narratives are built from per-
ceived future value which defines what communities con-
sider success.
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The immediate value from engagement is the most 
basic cycle and emerges from activities and interac-
tions, such as exposure to new ideas and places. The 
CDC (2011) understood the point of view of “insiders” 
as a key aspect of effective community collaboration 
through recognition and exposure to one’s own culture 
and health beliefs [14]. This was seen at an individual 
level when participants described new revelations from 
working together with persons affected, working in dif-
ferent geographic areas and at a larger scale with engage-
ment activities informing project design. This ensures the 
relevance and identification of gaps and issues that need 
to be addressed for the project. The involvement of local 
stakeholders in informing and guiding research has also 
been successful in other NTD projects, such as ECLIPSE 
and ENDPOINT [34, 35]. The ENDPOINT (“Excellence 
in Disability Prevention Integrated across NTDs”) imple-
mentation research study took place in selected districts 
of the Awi Zone, North-West Ethiopia and assessed the 
integration and expansion of a holistic package of care 
into regular health services for individuals with lym-
phoedema due to podoconiosis, lymphatic filariasis, 
and leprosy [35]. The ECLIPSE research program uses a 
decolonial approach that involves different community 
engagement models in Brazil, Ethiopia and Sri Lanka 
to improve the physical and mental health outcomes of 
individuals with cutaneous leishmaniasis [34].

The potential value is demonstrated through the skills 
learned reflecting the various roles and processes in place 
for support and personal development. This allowed for 
two-way communication and information sharing, two of 
the UNICEF [13] core standards. Furthermore, sustained 
capacity building is seen in the training of co-researchers 
and peer researchers, as well as knowledge dissemina-
tion, fostering ownership and empowerment. Addition-
ally, providing communities with new skills and resources 
led to a transformed ability to learn.

The training of trainers in global health partnerships 
has great potential for sustainability because it involves 
developing skills quickly and cost effectively; however, 
the literature shows that this training is influenced by 
factors such as time and resources [63]. Although these 
factors were not considered limitations from participants 
in this study, improving the cascade training of research 
activities provides high-quality training, allowing those 
receiving the final instructions to be clear in terms of 
roles and expectations and ensuring maximal benefit and 
value.

Social capital development was seen through collabo-
ration and relationship building with persons affected, 
health providers and other researchers during research 
activities such as data collection. Tembo et  al. (2021) 
reported that mutual interactions in co-production of 

health research promote relationships and trust [64]. 
This is essential in the context of Liberia given the com-
plex health-seeking pathways of persons affected by skin 
NTDs, involving care-seeking from informal providers, 
as well as traditional beliefs and the stigma of skin NTDs 
[65]. Newly published research on collaboration with 
faith and traditional healers within REDRESS revealed 
that it contributed to earlier case detection and enhanced 
treatment outcomes [66]. The interactions between 
REDRESS, the MOH and traditional systems resulted in 
an observed change in the ability to influence care, which 
was found to be empowering.

Time management was the main anticipated and cur-
rent challenge for the national MOH, who balanced both 
role responsibilities. This was also found to be a challenge 
for dual role researchers in Cole et al. [67] participatory 
research study; however, this challenge was offset by the 
benefits of participation, including capacity building and 
new partnerships. It is essential to listen to researchers’ 
concerns and for senior management teams (projects and 
government) to seek to understand these concerns and 
address them together.

A few participants voiced expectations of medica-
tions or more financial aid from their engagements. 
Flicker et al. [68] discuss ethical issues surrounding peer-
researchers and find that projects should be cautious 
not to create false expectations beyond their capacity, 
as these expectations can strain partnerships and affect 
future engagements. This furthers the need for honest 
and transparent communication, with project objec-
tives and participation implications made apparent to all 
to ensure realistic expectations. This applies to research 
participants as well as those holding a dual role position. 
Some recommendations made by participants reflected 
Liberia’s limited human resources and medication sup-
ply chain healthcare challenges [20, 26, 69, 70]. Capacity 
and financial constraints were shown to limit commu-
nity engagement efforts related to a rabies programme 
in Tanzania, reinforcing the need for informed design of 
local resources [71].

Shifting to a long-term perspective, the applied value 
and realised value are related to changes in practice and 
performance improvement, respectively [55]. Through 
REDRESS community engagement, participants felt that 
their inputs and contributions—either through the CAB, 
as co-researchers, or as MOH staff—directly influenced 
and adapted the study on the basis of research findings. 
This exemplifies opportunities for change and flexibility, 
a key characteristic of action research such as REDRESS. 
This embedded change is in line with Ozano et  al. [33] 
guiding principles for participatory health research 
which include equitable engagements, flexible action 
planning, addressing power differentials and ongoing 
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learning. This participatory action has been reflected 
upon by REDRESS [72], who identified a 10-step jour-
ney for empowerment at the community level, covering 
health, society, mental wellbeing and livelihood, mapped 
by the WHO “Strategic Framework for integrated control 
and management of skin-related Neglected Tropical Dis-
ease (NTDs)” [3].

Behavioural changes from persons affected and infor-
mal health providers show how knowledge leads to reflec-
tions and actions, powered by self-determination. Martin 
et  al. [43] similarly found that community engagement 
through a community dialogue approach helped commu-
nities to understand and address NTDs, improved medi-
cation compliance and changed health behaviours related 
to schistosomiasis in Mozambique.

The results revealed that community engagement activ-
ities promoted trust and health seeking behaviour among 
persons affected which was enabled by communication, 
confidentiality, and positionality. REDRESS reflected 
on this as part of the final evaluation, with the impor-
tance of lived experience between co-researchers and 
other persons affected emphasised [73]. Han et  al. [74] 
explored community engagement experiences, and found 
that building trust is a crucial aspect of research ethics 
and effectiveness, but revealed problems in misaligned 
research priorities and poor communication of study 
results. Although not focused on skin NTDs, it supports 
recommendations for honest and transparent communi-
cation in projects seeking to engage communities. Nota-
bly, Wenger et  al. [55] find importance in not assuming 
that realised value improvement is solely attributed to the 
community engagement but rather from a combination 
of factors.

Reframing value is a reconsideration of what is impor-
tant to stakeholders [55]. The participants expressed 
learning about the disease burden and suffering faced by 
people affected by skin NTDs, which created a greater 
understanding of community needs and the need for help 
and encouragement of persons affected. This was evalu-
ated at endline with health workers and CAB members 
both of whom described how their attitudes towards 
persons affected had drastically changed as a result of 
their involvement within REDRESS [75]. In addition to 
other activities, e.g. stigma training for health workers 
and informal providers and the establishment of peer 
support groups, these community engagement activities 
have contributed to persons affected re-joining society 
and contributing to the life of their communities [75]. 
The literature focusing on non-communicable diseases in 
LMICs reinforces that increasing local research capacity 
strengthening is crucial to combat disease, as they are the 
most suited in understanding their culture and context 
[76].

Strategic value was found in community positionality, 
which was a strength of this study. Traditional and faith 
healers who kept reflective diaries have contact with 
persons affected by skin NTDs and thus have valuable 
insights, and their longstanding and respected role plays 
an important role in health-seeking [44, 65]. REDRESS 
developed an intervention to sensitise faith and tradi-
tional healers about skin NTDs, including dispelling 
myths, identifying and referring NTD cases, providing 
basic psychosocial support and reducing stigma. Respect 
and recognition of roles were prioritised and key to 
building relationships and collaboration between formal 
and informal providers [66].

REDRESS includes vulnerable groups as peer research-
ers, with one person affected acting as co-researcher 
(collected data and ran research activities), which no 
studies from the literature review mentioned previously. 
This study’s results demonstrated inclusion of vulnerable 
groups, which is part of the UNICEF [13] core stand-
ard. This could have been further strengthened with the 
inclusion of more persons affected as co-researchers. 
However, the depth and quality of engagement with the 
sole person affected as co-researcher places it high on the 
participation ladder [77]. Over time, this participation 
has expanded to include the engagement and advocacy of 
persons affected within national and global forums [72].

Barriers to inclusion can be found when involving stig-
matised diseases or sociodemographic groups. Moos 
et  al. [44] scoping review highlights the importance of 
understanding the disease and social context essential for 
engagements, as well as ensuring that it is someone who 
is trusted and respected by the community carrying it 
out in an enabling area such as private locations.

Furthermore, a participatory study on lymphatic fila-
riasis in coastal Kenya revealed that institutional barriers 
that make environments inappropriate for some groups, 
such as holding participatory meetings in the commis-
sioner’s office, should be addressed [41]. However, in this 
study, the persons affected were passionate about engag-
ing in activities, viewing themselves as proof of possible 
change, without raising institutional limitations to their 
engagement.

The results revealed participants felt that the CAB 
provided meaningful guidance and accountability to 
REDRESS. The CAB can be a power sharing mecha-
nism ensuring localised and informed project design 
[64]. The ECLIPSE project established community- and 
policy-level advisory boards, including people affected 
by cutaneous leishmaniasis, and viewed the CAB as 
inwards-facing process focused on activity implementa-
tion [34]. A qualitative study exploring the meaningful 
engagement of advisory boards for women with breast 
cancer revealed gaps in patient knowledge and facilitation 
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style as participation barrier in advisory boards [78]. 
Conducting reflection during the collaboration was sug-
gested to alleviate barriers, promote relationship build-
ing, facilitate co-learning and improve researchers’ ability 
to meaningfully involve stakeholders [78].

Value creation cycles can be seen where problem rec-
ognition and the ability to change lead to a transforma-
tive effect. The value creation conceptual framework 
recommends the use of quantitative indicators to com-
plement stories to assess the meaningful connection 
between them, which was not done in this study [55]. 
Community engagement was included as part of the final 
study evaluation and will be reported elsewhere; pre-
liminary findings have been described in the REDRESS 
case study [72]. Preliminary findings from our study 
carried out around the time of baseline, before roll out 
of the REDRESS intervention, suggest that improved 
health outcomes can appear with increased community 
engagement, where activities lead to shared leadership 
and robust partnership structures [14]. This is essential 
for the sustainability of interventions introduced beyond 
REDRESS.

Ethical considerations
REDRESS involves communities throughout the project 
cycle, so ethical issues have been extensively considered 
by the study team on a regular basis [79]. IDI national-
level participants with high REDRESS involvement 
expressed more MOH advocacy suggesting decision-
making power through shared leadership on the engage-
ment continuum [14]. Some interviewees were unsure of 
the impact of their involvement in REDRESS which could 
explain why they felt they had less influence, although 
interpretations of the term “influence” varied.

Playing dual roles in research has been shown to create 
conflicts in other literature, such as roles not being fully 
disclosed or perceived obligations to participate [80, 81]. 
In this study regular safeguarding discussions included 
discussions about power dynamics, and the need to 
obtain informed consent was prioritised. The literature 
highlights that confusion surrounding confidentiality can 
be heightened if the participants know the researcher’s 
clinical background [80]. However, confidentiality was 
not raised as a concern, and the importance of trust with 
participants was emphasised.

A potential conflict of interest was illustrated when 
researchers acted as MOHs actors while researching, 
raising questions on how to navigate this scenario. Dean 
[7] described similar ethical dilemmas in which a partici-
pant with Buruli ulcer was not able to access treatment; 
thus following the interview, treatment was sought while 
working alongside the national NTD team. Brody and 
Miller [82] reported that tensions can be alleviated by 

the “difference position”, where clinicians’ and research-
ers’ activities are distinct enough to follow different 
ethical principles. Roles should be clearly defined to the 
participants, and reflexivity has been recommended in 
other studies to understand how dual roles influence 
consent [80, 81, 83]. The awareness of power dynamics 
can be achieved through practising reflexivity; thus, pro-
jects should seek to create spaces for this to take place. 
The relationship between NTDs and mental distress in 
Liberia has been studied elsewhere, which explores the 
impacts of power, privilege and identity experienced by 
person affected [84]. Further data collection regarding 
community engagement has taken place since this study, 
with the hope of building upon this work in the future 
and exploring further understanding of community 
engagement including power dynamics.

Study limitations
The positionality of the lead researcher (MLP) as a young 
white female may affect interviewees’ perception; how-
ever their position as an outsider allows for fewer per-
sonal biases. Additionally, the lead researcher discussed 
the findings and analysis with Liberian researchers to 
promote correct interpretation of the findings.

There may be a gender bias as the sample was male 
dominated but this was seen as unlikely as both gen-
ders had similar views. MOH roles are more often filled 
by men, and more than half of co-researchers within 
REDRESS are men.

One intervention site was excluded from the study 
(Grand Gedeh county) because of funding, time and chal-
lenging road conditions as the research was conducted 
during the rainy season, however, the results would likely 
align with other locations’ views because similar commu-
nity engagement activities were conducted.

Conclusion
Skin NTDs affect a person’s physical and mental well-
being, and the surrounding stigma and discrimina-
tion make community engagement critical to studies 
involving persons affected by skin NTDs. Furthermore, 
participatory action research and capacity building 
are central to REDRESS [18]; thus, recognising com-
munity engagement as meaningful and valuable is cru-
cial. Community engagement activities create value, 
leading to meaningful empowerment, ownership, sus-
tainability, and partnership, leading to broader health 
outcomes. The study identifies five areas of opportunity 
that would further facilitate community engagement 
activities within REDRESS and that are applicable to 
other research processes seeking to engage communi-
ties, particularly those with a dual role. These include 
the following: (1) improving the cascade training of 
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research activities; (2) clearly defining roles; (3) engag-
ing in honest and transparent communication; (4) 
acknowledge and address power; and (5) listening to 
researchers’ concerns.

The findings also reflected broader health system chal-
lenges, such as limited human resources and medica-
tion supply chains. Health system strengthening is part 
of the REDRESS [26] objectives, reinforcing the need for 
an enabling environment, as health system weakness can 
undermine the value of community engagement activi-
ties. The research findings were considered and incorpo-
rated within REDRESS, with further research conducted 
with CAB members, co-researchers and faith and tradi-
tional healers reflecting on their involvement and collab-
oration as part of REDRESS.

While findings are context specific, lessons learned 
on value creation apply to wider research seeking to 
engage communities, particularly those involving per-
sons affected by stigmatised conditions and diverse 
community health beliefs. To our knowledge, this is the 
first study exploring the value of community engage-
ment related to skin NTDs in Liberia.
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