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Executive Summary 

Recent debates on application of ethical principles in international research have emphasized 

the importance of collaborative partnership with communities from which participants are 

recruited. However, there is little evidence or documented experience on ways of achieving 

it. KEMRI-Kilifi has facilitated setting up of a network of 140 volunteer community 

representatives (KEMRI-Community Representatives – KCRs) in 14 geographic area 

involved in research activities in order to strengthen mutual understanding. Every quarter 

meetings are held between KCR members and KEMRI staff.  

The objectives of this study are therefore to conduct a preliminary evaluation of this publicly 

endorsed community network and to begin to understand how they are functioning, 

perceptions of their roles, challenges and benefits of undertaking these roles.  

Methods used included analysis of action report including meeting minutes and self-

administered questionnaires (n=64) in-depth interviews (n=3) and focus group discussions 

(n=3) with selected KCR members.  

Findings show KCR members elected by community provide gender representation, but are 

slightly older and better educated, with fewer following traditional beliefs, than typical 

community members. The network has been well sustained over 18 months, with high 

meeting attendance and low turnover rates. KCR members reported good understanding of 

their roles, but face practical challenges of unmet health needs and balancing autonomy and 

independence in negotiation for resources. 

Major recommendations that emerge emphasize the important role of community engagement 

in international research. Genuine community representation is difficult to achieve in our 

setting. There are practical challenges of unmet health needs and power differences in 
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ensuring community participation, shifting goalposts in negotiating for support to community 

volunteers and that, in biomedical research in developing countries; it is more realistic to aim 

for community participation rather than partnership with shared decision-making and control 

of resources. This work furthers supports rationale for relationship paradigm in applications 

of ethical principles.  
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1. Background: 

There is wide acknowledgement of the need and importance to actively engage communities 

in biomedical research as a requirement in meeting ethical guidelines, with specific goals of 

protection, demonstrating respect, empowering communities and strengthening relationships 

between researchers and communities[1-6]. In research, this is particularly important in 

situations of low literacy levels and understanding of research and research procedures[6, 7]. 

In recognition of this important step, CIOMS International Guidelines for Biomedical 

research includes a requirement to respect customs including consulting with a “designated 

authority” at the community level for example “a community leader, a council of elders”[8]. 

1.1. Defining community: 

There is no single description that encapsulates different dimensions of community in 

different settings. The word community is a simplification, an attempt to describe individuals 

in a society and put them under one or a few elements of commonness, for example 

residence, language, kinship, an activity and so on. An internet dictionary defines human 

communities as those that have “intent, belief, resources, preferences, need, risks and a 

number of other conditions [that] may be present and common, affecting the identity of the 

participants and their degree of adhesion”. In different settings, the term community has been 

defined to reflect spatial distribution, social interactions, shared needs and concerns [3, 9, 10] 

and in biomedical research, to refer to socially identified groups, study populations, research 

participants, cohort populations [11-13] depending on the intent and the objectives of the 

research.  
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In this research setting, community embodies residents within a geographically defined area, 

15 administrative locations 
1
 with a population of 240,000, and from which 80% of pediatric 

admissions to the District Hospital come. This population is within a research-based 

demographic surveillance system (DSS) established since 2000, are censused three times a 

year and forms the community in which a community engagement program has been rolled 

out in the last 3 years.  

1.2. Why community engagement 

Recognizing that communities may be comprised of many individuals and that not all 

individuals can be engaged with at the same time, a key challenge in many research settings 

has been defining whom to engage with in the community, as perceptions of benefits and risk 

may differ between individuals and communities [3, 14]
 
and objectives of engagement vary 

in different set-ups and studies. A key element has been the need to interact with 

representatives of communities, usually taken as gatekeepers [6]. However, there is little 

evidence of how these community representatives are identified and how representative they 

are of the community. It is also recognized that community engagement may not be 

appropriate for all types of research [15] and not for all types of communities, however it is 

increasingly seen as relevant for international research [6]where there are differences in 

cultural norms, resources, technology, terminologies of the researchers and the research 

participants. 

 

The rationale and levels of community engagement in KEMRI-Kilifi have been discussed 

elsewhere [16]. In summary, the main rationale for strengthening community engagement 

                                                 
1
 A location is the fourth level of a central government, and second from lowest sub-locational level, headed by 

a government appointed official, the chief.  
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activities at the centre was as a response to many questions and issues that have been raised 

by community members about the research centre and its activities over a long period of time, 

and that could not be directly addressed in simple information-giving processes [17]. In 

addition, previously existing channels of communication, e.g. administrative officers and 

political leaders, cover a large area and population leading to minimal levels of interactivity 

with typical community members. This is supported by findings of studies done in 2001 [7, 

18], and 2004, and the challenges of engaging with large heterogeneous community [16]. The 

mechanism for achieving this was to develop a forum where community views on the 

research centre activities could be discussed. A network of community members, drawn from 

across the DSS, would theoretically provide such a forum. Increased interaction and building 

mutual understanding would make this network different from opinion polls and focus group 

discussions. 

1.3. Institutional setting: 

Kenya Medical research Institute –Centre for Geographic Medical Research Coast (KEMRI-

CGMRC), a long-term biomedical research centre, is a parastatal organization established in 

1989 and operating under the Ministry of Health. It is one of 10 research centers mandated by 

Kenyan Government to carry out medical research in the country, and has diverse sources of 

funds to support its research activities, the major financier being UK-based charitable 

organization, the Wellcome Trust. Kilifi district has a population with high poverty levels[19] 

and low literacy rates.  

 

The method of nominating and endorsing community representatives (later called KEMRI 

Community representatives, or KCRs) in each of the 14 administrative locations in the DSS 

has been described elsewhere [16].  The steps are summarized in table 1.1 below. Since May 
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2006, five meetings have been held between KCRs and KEMRI staff in each location, roles 

have been clarified and renegotiated; issues raised by the community through this network 

have begun to be responded to. 

 

Table 1.1: Main steps in elections and endorsement of KEMRI-Community 

Representatives 

Step Period 

1. Study on Community-Unit
2
 Interaction 2001 

2. Formative research/community consultation on communication 

channels 

2004 

3. Survey of community based organization (n=10 location) 2004 

4. Consultative meetings with Community leaders, Scientists, 

External Advisory Board. 

2004 to 2005 

5. Nomination of KCR members 2003 to 2005 

6. Training and discussion of roles and support KCRs August 2005 

7. Community endorsement outreaches (n=14) January to July 2005 

8. Quarterly meetings in each location  May 2006 to date 

 

1.4. Other Community engagement activities: 

Alongside the KCR network, a series of other community engagement activities are 

implemented. These include open days at the research centre, large scale public outreach 

meetings, meetings with community leaders (administrative, religious and opinion leaders) 

and distribution of leaflets.  

 

                                                 
2
 Refers to KEMRI-Kilifi centre 
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1.5. Process of KEMRI-Community Representative (KCR) elections: 

Two main methods were used in nominating community representatives. In one method, area 

administrative leaders (chief) nominated prospective representatives (3 locations). In the 

remaining 11 locations, local Community Based Organizations (CBO) nominated their own 

members as representatives. The CBO system was used as members are local residents, meet 

regularly, and are a recognised existing community communication channel. A survey of 

CBOs showed that one in eleven community members are in an active CBO [16].  

 

KCRs were endorsed at large scale public meetings in each location (n=14) where over 6,000 

community members attended. All KCRs nominated through CBOs were endorsed. Two of 3 

KCRs nominated by Chiefs were rejected, on the basis of non residency or lack of 

transparency. In the areas where nominees were rejected, community members later directly 

elected their representatives in one location while chief nominated and community endorsed 

in the other location. In Total 140 KCR members were endorsed. Chiefs and assistant chiefs 

(n=50) are co-opted members in the locational KCR groups. 

 

1.6. Roles of KCRs: 

Three main roles of KCRs were identified by KEMRI in consultation with researchers within 

and in other research centers and informed by findings of formative research done in 2004. 

These roles are: 

1. To increase community understanding of research through responding to questions about 

KEMRI. 
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2. Distributing Information Education and Communication (IEC) materials  

3. To represent community views on research center’s activities through regular feedbacks.  

These roles are voluntary and undertaken as part of KCR’s normal daily life. They were 

discussed in various forums with KCRs and community members.  

 

1.7. Functioning of KCRs: 

Each KCR meets with KEMRI staff (Community Liaison Group (CLG) 
3
once every 3 

months at the locational level. Alternative methods of communicating with KEMRI are 

through phone calls or text messages to a CLG hotline; letters by post; direct visits to CLG 

office; or messages sent via staff members. A KCR guideline was developed and harmonized 

in consultations with all KCRs and outlines ways in which KCRs function, with sections on 

who KCRs are, their roles, methods of replacement of inactive members, and making 

decisions in KCR meetings. Dates for each KCR meeting are discussed at beginning of year. 

Chairperson and secretary remind KCR members of meetings two weeks in advance through 

letters. KCR meetings are chaired by chairperson, minutes taken by secretary and meeting 

agenda negotiated and agreed before start of meeting. KEMRI provides support to KCRs for 

quarterly meetings in form of bus fare refunds (currently of $4.3
4
 per person per meeting), 

stationery to secretary, and any other support negotiated and agreed on. 

                                                 
3
 This is a team of facilitators within the Social Behavioural Research Department at KEMRI-CGMRC 

4
 As per current exchange rate of $1 = Ksh.70.  
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2. Objectives of the study 

2.1. Overall objective  

The main objective is to assess the degree to which elected representatives are typical of the 

community, the ways in which they are working, and the challenges and benefits they 

perceive in undertaking this role.  

 

2.2. Specific objectives 

1. To compare demographic characteristics of KCRs with those of population they 

represent, including age, gender, religion, level of education and geographic 

distribution. 

2. To document functioning of the KCRs over the first year of activities including: rate 

of turn-over, replacement of inactive members and meeting attendance.  

3. To find out KCRs perceptions of the KCR roles, type and range of community issues 

raised at meetings with KEMRI staff. 

4. To describe perceived challenges and benefits for KCRs in undertaking their roles. 
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3. Study methodology: 

3.1. . Sources of data 

i) Desk analysis of already collected data including DSS Population data which is 

collected and update every 4 months. 

ii) KCR member‟s Self-administered questionnaire for demographic data and residency 

(Appendix 1).  

iii) KCR meeting minutes and other reports summarized in Table 3.1 below. 

 

Table 3.1: Summary of routine data sources: 

Data source Number  Areas covered in the report Areas of interests to the project 

KCR quarterly 

meetings 

56 reports  1. Attendance list 

2. Matters arising  

3. Feedback of issues raised previously 

4. Issues from community 

5. Study specific information  

All 

KCR training 

reports 

7 1. Setting the scene 

2. KEMRI and medical research 

3. Medical research 

4. Ethics in research and informed consent 

form process 

5. Discussion of KCRs (including roles, 

guideline and support. 

Discussion of KCRs guidelines, 

roles and support 

Endorsement 

(outreach 

reports) 

14 1. KEMRI and medical research 

2. Endorsement of KCRs including 

discussion of KCR roles 

3. Election of officials 

Endorsement of KCRs, discussion 

of roles & election of officials 

CLG meeting 

minutes 

40 1. Feedback of any community 

engagement activities within the week 

Discussion of issues raised by 

KCRs in QMs. 
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2. Discussion on issues raised by KCRs in 

QMs, functioning of KCRs and 

challenges 

3. Study specific briefings by researchers. 

4. Check for comprehension of messages 

and materials  

KCR Feedback 

session report 

1 1. Feedback of preliminary quantitative 

analysis of KRC functioning and 

demographic comparison for total KCR 

and DSS population. 

All 

 

iv) Focus group discussions (FGDs) and In-depth interviews (IDI) 

Sampling of KCRs. 

KCR Meeting attendance was used as criteria to select KCRs for FGDs and in-depth 

interviews since a main role of KCR members is to attend quarterly meetings where issues 

from community are discussed. Percentage meeting attendance for each KCR group for 

meetings held since May 2006 was calculated. KCR groups were categorized into, high 

attendance (4KCRs), average (5KCRs) and low attendance (5KCRs). 6 KCR groups were 

selected from these categories, and 4 members from each KCR group, (chairperson, secretary 

and two members) selected for FGDs (n=3) and in-depth interviews (n=3) (See Appendix. 2 

for discussion guide).  

 

3.2. Ethical Approval 

All the data collected is part of a bigger communication strategy project, which was approved 

by local and national scientific and Ethical committees (letters attached separately). In 

addition, LSHTM ethical committee approved the in-depth interviews. Verbal consent was 

given for routine data (minutes, self-administered questionnaires). Group consent was given 
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for the FGDs; and individuals were consented for in-depth interviews (Appendices 3 and 4 

for Information sheets and consent forms for FGDs and IDI)  

 

3.3. Strengths and weaknesses of data sources methods. 

Strengths:  

 Existing Routine data is easily available at no cost, provided baseline information, am 

familiar with it and helped me develop discussion guide for FGDs and in-depth 

interviews. 

 It was easy to build rapport quickly in FGDs and in-depth interviews due to relationships 

we have build with KCR members over time.  

 A discussion guide was used in eliciting responses, which allowed flexibility to explore 

emerging themes. 

 

Weaknesses 

 Objectives of collecting routine data were different from those of this study. 

  In a few cases, some data was missing especially KCR demographic data.  

 Discussions with KCR are done in Kiswahili or local language. It is possible to miss out 

deeper meaning of a saying, word or phrase in translation to English.  

 Since CLG members and I conducted in-depth interviews and FGDs, it is likely that 

respondents responded in ways that they knew we expected them to.  

 Some of the questions referred to the past, it is possible there was recall bias. 
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3.4. Data Analysis 

 

Qualitative data analysis from various reports (n = 64), in-depth interviews (n = 3) and focus 

group discussions (n = 3) was done through immersion in the data and a combination of 

inductive and deductive processes to develop a thematic framework. Early versions of the 

thematic framework and codes were discussed with colleagues to strengthen validity of the 

themes chosen and codes applied. Analysis was supported by Nvivo 7 computer package, 

supplemented with MS word for write-up of themes.  

Quantitative data analysis of demographic characteristic of the KCR and the DSS population 

was done and compared for characteristics of interest which include gender, age, education, 

and religion using Microsoft Excel for proportions and graphs. Comparisons were made 

between locations and between “all KCRs” and whole DSS population. 
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4. Findings 

4.1. Who are KCRs and how typical are they of the community they 

represent? 

 

Table 4.1 summarises demographic characteristics of interest and contrasts these between 

DSS general population and total KCR members. 

 

Table 4.1: Summary of demographic characteristics 

Attribute Category 

Population  

(n=233,448)
1
 

(%) 

KCR  

(n=141) 

(%) 

Gender (%) Female (%) 53 44 

  Male (%) 47 56 

Education (%) Proportion gone to school  42 100 

 Nursery 12 1 

 Primary 78 36 

 Secondary 8 54 

 Post-secondary 2 5 

  Missing data   3 

Age  
Proportion below 15 yrs 49 0 

 15-19 23 1 

 20-29 28 7 

 30-39 19 34 

 40-49 13 20 

 50-59 9 22 

 60-69 6 9 

 70-79 3 1 

Religion Muslims 13 14 

 Christians 47 83 

 Traditional 24 0 

 Other
2
 12 0 

 Note reported 4 3 
1. Source: 2005 Kilifi-DSS Census data  

2. Include Hindus, Budhism, Ba’arians, 
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Overall, gender distribution and proportion of Muslims in KCRs is closely similar to that of 

DSS population. However KCR members are slightly older by a decade and more educated 

than the general population and do not have representatives of non-mainstream faiths. 

Spatial distribution: GPS data positioning of KCR residencies against population 

distribution in each location (Figure in Appendix 5) shows a mixed picture. In general, KCRs 

are well distributed across locations although some populated areas are not covered by a 

KCR. There is no particular election system that established uniform spatial distribution of 

KCR members in a location. 

Ratio of KCR to Population: Table 4.2 summarizes the ratio of KCR to DSS population per 

location. There is a wide range in this ratio; however, the data is not easy to interpret as areas 

with low KCR/population ratios are often those with low population density. In such areas it 

is physically difficult for KCRs to reach homes across the location.  

Table 4.2  Summary of ratio of KCR member to population and attendance to KCR 

meetings: 

KCR Code 

KCR members 

(n) 

Locational 

population
1
 

KCR: 

Population ratio 

Ave
2
. Meeting 

attendance (%) 

01 8 9,342 1: 1,038 67 

02 10 17,543 1: 1,754 84 

03 6 6,106 1: 1,018 90 

04 8 4,532 1: 566 61 

05 9 27,147 1: 3,016 62 

06 8 4,730 1: 591 73 

07 16 41,150 1: 2,572 70 

08 10 13,250 1: 1,325 76 

09 10 13,784 1: 1,378 86 

10 10 14,895 1: 1,490 72 

11 10 10,222 1: 1,278 76 

12 14 27,003 1: 1,929 83 

13 11 21,417 1: 1,947 79 

14 10 10,715 1: 1,191 62 

15
3
  11,612   

Total 140 233,448 1: 1,585 74 
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1.  Sources: Kilifi-DSS census data, 2005    2.        Ave. = average 

3.  Has no KCR since at the time of nominating KCRs, the were not KEMRI activities going on apart from census 

 

4.2. How are KCRs working? 

 

4.2.1. Attending regular Quarterly meetings and turnover 

This section includes three broad categories, KCR attendance of meetings, how they describe 

their roles and community issues they have raised as part of their roles. 

Average attendance for 5 meetings for all KCRs was 74% (Table 4.2). Lowest attendance per 

KCR was 30% (reported twice in two KCRs) and the highest was 100 % (reported 13 times 

in 7 KCRs). Chart 4.1 summarizes overall meeting attendance for all KCRs in 5 meetings. 

Chart 4.1: Proportion of KCR members who attended meetings 
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Rate of turnover: 16 out of 140 KCR members (11%) ceased to be members within 18 

months. Of these 3 died, 3 out-migrated while 10 got formal employment. 

Eight of the 16 inactive KCRs (50%) had been replaced by July 2007. In all incidents, 

method used to replace them was through direct election by community in a public meeting 

organized and presided by area administrator of the particular village. 

 

4.2.2. Describing their roles as KCRs 

 

Generally KCRs described their roles in a way that was consistent with those agreed at the 

outset (Ref.1.5). This was discussed by respondents in KCR meetings, in-depth interviews 

and in 2 FGDs. All KCR are members of various CBO and hence have other communal roles. 

KCRs reported that both communal roles and KCR roles complement. However in some 

cases, distinction of roles is not clear, especially if the CBO undertakes health-related 

activities.  

“when you are doing you normal daily activities, not that you have to call a meeting, 

but in your daily activities that is when you do the roles. I saw that the dispensary am 

also involved since am a committee member…..” P1, female in-depth interview 

Some inconsistency in describing roles emerged when KCR talked about their own families; 

some KCR members found it difficult to relate KCR roles and role of KEMRI to own family 

needs, e.g. KCR would often talk of KEMRI as research institution to general community, 

but as a treatment centre when responding to own family needs. 
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KCRs often described that they would like to take on more proactive roles. These included 

undertaking community outreaches, accompanying field workers to homesteads, being 

informed of all studies and participants in an area, accompanying field workers to homes 

where there has been a refusal. Some requested for roles that were unrelated to research, 

include dispersing over-the-counter drugs, selling and distributing bed nets and income 

generating activities. 

 

4.2.3. KCR perceptions of who they represent 

 

The setting of a KCR network was initiated by KEMRI in response to questions frequently 

asked about its work and activities. Facilitating a process of community endorsement was one 

of many steps to sensitize community of KCRs members and KCR roles. KCR members 

chose their name after long discussions in meetings and workshops. In discussions, KCRs 

said they represent community views to KEMRI and KEMRI to community and draw the 

analogy of a bridge that passes information both ways.  

“I am a community representative and I cannot represent the community without 

KEMRI. For example, if there is any concern in community, if the community 

members are not happy with the treatment given by KEMRI, I explain to KEMRI 

about that. At KEMRI, I get some knowledge, .I assist the community members when 

they have concerns……I therefore take concerns to KEMRI and some information 

from KEMRI to the community.” P5 male FGD2 
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In one location some KCR members said that as a “bridge”, KCRs could also block 

information flow or distort information in situations where their individual requests are not 

met by KEMRI. 

“… do you remember during the previous quarterly meeting where the chairman said, 

KCR twaweza gangana pia twaweza roga [that is] we can say good things about 

KEMRI and at the same time do bad things about KEMRI….. ..I mean with the 

influence KCR currently command in the community, we can decide to influence the 

community negatively if we want to and they will listen.  P2, Male FGD2 

 

4.2.4. Issues raised in the KCR meetings 

A main role for KCR members is to respond to issues raised by community members based 

on knowledge of KEMRI and medical research. A range of issues, summarized below, were 

raised in quarterly meetings: 

Clinical and research procedures.. Issues raised by all were around blood (volume, site of 

collection, where blood is taken to, what happens to blood that remains after research). 

Others are about lumber puncture (safety and after-effects, where and why it is done), and 

study specific questions. 

Recruitment in to studies: Issues were around random selection processes, use of 

computers, how to join a study, how to rejoin a study after one had withdrawn, why a 

particular area is not in a study, why census is done, why health children are followed at 

homes. Other questions were on compensation and recognition for those who participate in a 

study. 
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Research benefits and risks: Question mostly asked were why benefits are provided in 

research, e.g. why refund fare when one is receiving free treatment, why treat children for 

free when they come for scheduled visit but refer to health facility otherwise. 

Quality of care: This included praises where a patient had been handled well; a child’s life 

was saved, where community member was handled well though they lost a loved one. There 

were also complains on conduct of staff, communication e.g. use of medical terminologies. 

Other issues included around bed nets, Ministry of Health vaccination programmes. 

Generally a large number of issues raised were about treatment.  

 

4.2.5. Activities undertaken by KCRs 

 

Roles mentioned by participants in interviews and group discussions, or recorded from 

meeting minutes included: 

 Attending quarterly meeting with CLG 

 Mobilization of community for outreach activities  

 Consultation on, and pre-testing of, a research questionnaire  

 Interviewing volunteers for one project  

 Making home visits to support KEMRI interactivity with community members 

(occasional). 

In a few cases (3), a KCR member assisted in organizing a meeting between KEMRI staff 

and specific family members where a child had died while under treatment and family 

members blamed death on KEMRI research.  

“another time I was required urgently to go to another person  who was probably not 

clearly explained by those people [KEMRI staff] I was picked, …….. and we went and 



22 

 

solved that issue” P1, female, in-depth interviews. [Referring to a situation where a man 

was annoyed when his wife consented child to a study in his absence] 

 

4.3. KCRs perceived benefits and challenges 

 

4.3.1. Perceived benefits and motivation of KCRs 

 

In summary, these included increased knowledge on medical research, health education and 

KEMRI role. They have closer relationship with KEMRI, are exposed to what goes on in 

KEMRI, recognized and respected by KEMRI and community, get T-shirts and bus fare 

refunds/allowances and are networking with other KCRs from different locations. KCRs 

commented on the advantages of working flexibly as a benefit of the role being voluntary 

Some of these are described in more detail below. 

i) Respect from the community 

They are respected and recognised by community, administrative leaders and KEMRI staff. 

They have become known and famous in their area.  

“Just to add, I thought it [being a KCR member] develops a sense of respect and I want 

to retain that respect not to let my community members down” P1, FGD 2 

“It is due to the good relationship between KCR and CLG……… If the CLG office was 

frustrating us, we would have left long time ago. P2, FGD, 2 

ii) Strengthened relationship with KEMRI 
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They have closer relationship within themselves and with KEMRI staff and this relationship 

is reciprocal, e.g. they link KEMRI to community and in return they expect KEMRI to refer 

them to where they could get  appropriate treatment when sick.  

 “I think that I will be attended as one of them (KEMRI staff). I would tell them to 

investigate me (nichunguzini). I feel this and that. It would be easy for me to say 

because there is that freedom of communication. It is not the same as someone who 

has never known you, never seen you, has only been written for a name, you will then 

say we do not do those investigations, go to the hospital (KDH)….. I will then get 

support, and you will be like you have gotten a stepping stone” P1, female in-depth 

interviews 

iii) Roles are flexible 

KCR roles are voluntary: no one forces them to undertake them, and KCRs are willing to 

volunteer as they are providing a service to community.  

“First it is because no one forces you, when you are going for these meetings that 

process of being forced to do something is not there. ………..That is why I see it is not 

bad to continue being a KCR…..” P1, female, in-depth interviews 

 

4.3.2. Perceived challenges 

i) Logistical challenges 

A main challenge is the long distances between individual KCR members and lack of 

resources to hold own meetings. Other challenges include few charge-free venues especially 

in town centers; and difficulties in communicating among themselves.  

ii) Informational challenges 
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Some KCR members felt they are given too much information, especially study information, 

which they need to remember in responding to community questions. Others founds it 

difficult responding to difficult questions especially since community expect them to provide 

answers.  

iii) Community perceptions of their role: conflicting expectations and demands 

An important challenge that was raised repeatedly by all KCRs concerned the frustration that 

arose as a result of community members generally not having a clear picture of their role, and 

thinking that KCRs could help them access treatment from KEMRI.  

[KCR] said that people think that if they go to them [KCR] they will get a chance to 

go direct to KEMRI. The community members think that KCRs are doors to KEMRI 

but they don‟t know that KEMRI aims to benefit the whole community and so if the 

KCR tell a person to go to Chasimba [a health centre] that person says that the KCRs 

are like the community members since they have no drugs and do not know how to 

handle the sick people. ………… She added that some community members follow 

them for drugs and the KCRs have none CH 2
nd

 QM 06. 

 

A few community members were not clear of KCRs roles after they saw KCR members 

names in a slip of paper inserted in a leaflet that was circulated to every homestead within 

DSS to supplement information given to community endorsement meeting. A few community 

members thought KCR members would refer them to KEMRI for treatment. 

 

KCRs reported in meetings that community expects them to be pro-active like other CBO 

members in other organizations.  
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Also at vutakala, the community are complaining to him that „ we endorsed you to 

educate us about KEMRI and research but you ain‟t visiting us to do so. We will not 

accept you come next election. They compare us with the Vutakaka CBO
5
 members 

who visit households to educate them on various issues of their concern. So, he said 

the community have high expectations from them……. TK, 2
nd

 QM 07. 

 

In responding to concerns about KEMRI, especially around devil worship, some community 

members say KCRs have been induced in to it and paid large amounts of money as 

allowances. 

….People in the Matatu [public minibus] started talking about KEMRI, …… 2 KCR 

members from Jaribuni and later [another KCR], tried to explain the role of KEMRI, 

and were told that they had been induced into devil-worship, that is why they were 

defending KEMRI………. other KCR members said it is common in the community for 

people to say KEMRI is devil worship organization………. [because] of the big 

vehicles, big salaries, many workers, and they ask where KEMRI gets all the money 

from JB 1
st
 QM 06 

 

4.4. Impact of KCRs: their perceptions  

 i) Impact on community 

KCRs described that the community has a better understanding of research, improved health, 

reduced mortality and are handled better in Kilifi District Hospital due to feedback from 

KCRs to hospital management. 

                                                 
5
 Vutakaka is a Non-governmental organisation whose activities target women and children, has trained 

Community Health Workers (CHWs) who visit homes and advise community members on health related issues 

(source: Personal communication with District Public Health Officer) 
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i) Impact for KEMRI 

These include reduction in rumours and concerns about KEMRI, that KEMRI is accepted in 

the community because community knows they have one of their own who could inform 

them of what goes on in KEMRI.  

 “…... This has also changed the picture of KEMRI. Because we are respected and we are 

associated with KEMRI, then KEMRI is also being looked at as a respectable 

organization. So the bad picture of KEMRI is changing” P2, male, FGD2 

 

Generally, KCR members describes their roles well as per protocol, but face practical 

challenges and unclear understanding of their roles due to expectations from community to 

address unmet health needs and individual family needs. 

 

4.5. Limitations of study 

 .KCR network is one of many activities within a wide community engagement project. 

Perceived impact cannot therefore be attributed to KCR network only. 

 This preliminary evaluation has been done when the KCR network has been in operation 

for less than two years. Findings are therefore not conclusive of how KCR would function 

in future 

 A number of groups that would have added depth to this analysis (researchers, CLG 

members, inactive KCR members, community members, KEMRI management) have not 

been included due to short duration of study. 

 A number of factors were also not included i.e. resources use, roles of facilitators, how 

issues raised are responded to, how KCRs issues are fed into institutional policies. 
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 I am responsible for managing the community engagement activities, specifically KCR 

network. My own perspectives and views may have influenced the way issues are 

discussed. 
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5. Discussion and recommendations 

5.1. Representation: 

Acknowledging that representation is a wide phenomenon than similarity of demographic 

characteristics, literature also recognises the important role of these characteristics in 

effective communication. One definition looks at representation as “the act of representing, in 

any sense of the verb” and “the body of those who act as representatives of a community or 

society….” http://www.dictionary.net/representation  

 

As described in 1.5, KCR members were supposed to be typical DSS residents, and not 

“representatives” or spokespeople of the community per se. Issues they raise would be what 

other residents would raise e.g. access to medical services, employment (own and relatives), 

lifts from KEMRI vehicles, therefore typifying the residents (unlike representing them). 

Implicitly then, views and opinions from KCRs would reflect community views and opinions. 

The 2001 study [7] showed that a good number of those consenting for research did so on an 

understanding they were consenting for treatment and  that they would like their leaders to be 

informed of studies, but not consent on behalf of individual, for participation in research [18].  

 

KCR network is one community channel used to share information and increase mutual 

understanding. The work we are doing in KEMRI-Kilifi goes beyond simple information-

giving and consent-seeking processes to building greater interactivity, since the institution is 

a long-term programme and is part of the research community.  However not all research 

centres have a stable, heterogeneous community as we do have in Kilifi. Other methods of 

community engagement have been deemed necessarily in other settings [9]. 

http://www.dictionary.net/representation
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5.2. Roles of community representatives/volunteers 

 

KCRs roles were discussed and agreed within KEMRI and later introduced and discussed 

with KCRs and community. There are potential problems in working with community 

representatives which include: loss of autonomy, could block instead of facilitate mutual 

understanding and difficulties in establishing true representation especially in heterogeneous 

communities [20, 21]. This forms some of the reasons KEMRI, on advice from External 

Advisory Board, were careful to define roles for KCRs that minimized potential for 

bureaucracy and demands for support as much as possible.  

 

Expectations by KCR members and community of proactive KCR roles seemed to differ 

from roles that KCRs were expected to undertake. There are reasons for wanting to maintain 

“normal activity” KCR roles, main one being that teasing out research and treatment is not 

easy in this community where there are no local terminologies that clearly differentiate the 

two, and the refrain within the research centre, informed by previous study [18], that pro-

active KCR members may convince potential research participants to participate in research, 

disregarding informed consent processes and individual autonomy. Importantly, the research 

centre has employed staff, majority of who are residents of Kilifi, whose main role is to 

inform community about KEMRI and provide study specific information. KCR roles are then 

to primarily bring community voice to the research centre activities, and provide a forum of 

exchange of information, quite unlike FGDs and opinion polls that do not provide 

opportunity for interactivity and relationship building. Field workers, employed by KEMRI, 

may not have unbiased view as employer-employee relations make it difficult. 
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5.3. Negotiating for support: 

 

Initially, one of the reasons given for “limited” support to KCRs was that KCRs need to be 

independent to critic KEMRI, and this independence could be compromised if support given 

is not commensurate with roles. Over time, as some requests for additional support were met 

and closer relationship between KCRs and CLG staff established to a level they could easily 

critic each other, more requests were raised. Some requests took substantial amount of time in 

negotiating e.g. bus fare refunds initially agreed at $2 for scheduled locational meeting ( 4 

times a year) and different rate for district level meetings; an amount that was above average 

daily income of less than $1 in rural areas and $2 in urban centers [19]. In line with these 

requests, the amount was doubled in late 2006. Immediately after, KCRs requested for higher 

rates. Similar trends followed negotiation for identification badges, initially requested so 

KCRs could identify themselves to community and later to access KEMRI “treatment” 

services and offices. Employment opportunities for KCR members and relatives were 

requested as individual request, then community request, and later as an issue KCRs could 

use to spoil the name of KEMRI. KEMRI employment policies changed to include wide 

distribution of advertisements to all DSS locations.  

 

Reasons for requests of increased support, among others, include practical difficulties, trends 

set by previous/on-going studies (e.g. CBAs
6
  given mobiles). Most requests are normal and 

typical of those raised by general community members to KEMRI. 

 

                                                 
6
 These are staff employed for a specific area within the DSS where the study is happening and which requires 

intensive follow-up of participants, for example a vaccine trial or drug trials. The CBAs live within their 

community and monitor health of research participants during the research. 
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5.4. Shifting goalposts in resource negotiations: 

 

We have learnt over time that KCR members are likely to have a continuous range of 

requests, and that meeting them does not necessarily mean others will not be raised. It 

appears (to us) to be a case of shifting goalposts. KCRs, on the other hand, talk of this 

phenomenon as being linked to the differences in knowledge and resources between the 

research institution and the surrounding community. The research centre is therefore seen as a 

potential source of employment, funds, treatment services, health advice, lifts and various 

other resources. Thus being appointed a KCR appears to have created a dilemma for 

community members in brokering relationship between the research centre and the 

community. This is reflected in their reported frustrations in being unable to meet the 

expectations that community has of them, and in their constant efforts to negotiate a more 

equitable relationship, both for themselves and the community they represent. The 

negotiations may represent a  process of building trust within the relationship [14, 22] where 

each action, step, agreement is tried, tested and  re-evaluated. The dilemma is most acute 

when research projects have fixed budgets and activities, and where flexibility is needed in 

this process. What we have in Kilifi are early steps in this relationship building.  

 

5.5. Partnership in medical research: challenge for developing countries 

 

Lessons from public health interventions and community development indicate that genuine 

partnerships between technical “professionals” and target community which “requires health 

professionals to work in equitable partnerships with target groups” (Macdowell et al,Health 

Promotion Practice 2005:pg 104) are not easy to achieve. Arnestain et al (cited in Health 

Promotion Theory, 2005:177) uses the more general term of community participation to 
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differentiate forms and degrees of community involvement and summarises it with 

community participation ladder, which has three levels; low level non-participation (therapy 

and manipulation), degrees of tokenisms (informing, consultation and placation) to degrees of 

actual power (partnership, delegated power  and control). She also recognises that not all 

communities or individuals within a community would like to have total control, and that for 

some aspects, simply informing them is enough. 

 

Equitable partnership is less likely in international medical research in developing countries 

[21] where there are differences in skills, resources, networks (Medical Anthropology 2005: 

142) between researchers, research institution and the community. However, recognising 

difficulties in achieving genuine partnerships in international research in developing countries 

does not in anyway imply that organisations should not find ways of engaging communities. 

Community participation, as has been described elsewhere, is important (1.2). For example, 

in our setting, where there is low understanding of research, it was difficult to consult with 

typical community members. Our first step was to provide knowledge on medical research 

and ethics and support functioning of the network, which in turn may comprise the degree to 

which KCRs are seen to be genuinely autonomous.  

 

These early findings also indicate that while we appreciate that we may be far from achieving 

active community participation, we are moving up the ladder of participation. Each step taken 

is being evaluated, some steps are working, and others are not. This reflection for example 

shows there are limitations of working with representatives, that however typical they are, 

they cannot “take responsibility” for making decisions on behalf of the wider community and 

hence remains a need to interact with this wider community. There are limitations in 
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requesting KCRs to conduct outreaches; they are too few, there is the potential to get 

messages wrong, and they would require higher levels of remunerations for proactive roles 

like this, leading to additional demands for support that compromise their autonomy. 

 

An emerging understanding from this process is that maintaining interactivity between the 

centre and the community in a way that is truly participatory may inevitably engender some 

discomfort on both sides. Partnership is not a realistic aim, given the technical nature of the 

goals and decision making processes in biomedical research, and the impossibility of gaining 

true representation. Active participation and consultation are more realistic goals, but moving 

beyond tokenism requires the development of a relationship over time to build the mutual 

understanding and trust that are pre-requisites to meaningful discussions. Since an inevitable 

part of a relationship is some sense of obligation, true participation in our setting may always 

lead to the creation of expectations, both short and long term. The paradox is that meeting 

these expectations may motivate community representatives but will at the same time 

diminish their effectiveness through a perceived (by the community) loss of independence. 

Researchers may need to accept some frustration with the “shifting goalposts” phenomenon, 

recognizing that these are an intrinsic part of community participation given essentially 

inequitable relations, and not a result of “getting it wrong”. These frustrations may even act 

as a barometer of trust within the relationship. Apart from ensuring that roles are made very 

clear at the outset, some counterbalance to these frustrations on both sides may come from 

ensuring there is flexibility in negotiations, some efforts to build trust are focused on the 

institution as well as the individual, and contributions to community development are made 

through collaborations with other health stakeholders in the district where possible, including 

the Ministry of Health. 
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. 

Conclusions: 

In settings like ours, working with community representatives is an extremely valuable way 

of strengthening the relationship between researchers and participant communities, with the 

potential to build trust and counteract concerns and rumours, as well as strengthening 

research methods. Although community representatives have a very important role to play, it 

is important to maintain multiple channels for community-researcher interactivity. It may be 

valuable to keep community consultation and community outreach activities separate since: 

information is very technical and high levels of training are needed to ensure that information 

is given accurately..
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Appendix 1: KCR Self administered questionnaire 

KEMRI COMMUNITY REPRESENTATIVE (KCR) Questionnaire 

Date: __________________ 

(Please fill in your details)  

1. Full names: ______________________________________________________________ 

 

2. Location  _________________________________ 

 

3. Sub-Location ___________________________Village / Kijiji___________________ 
  

4. Religion / Dini: _________________________ Gender / Jinsia (Mume au mke) [______] 

 

5. Year of Birth / Mwaka wa kuzaliwa:         [____|____|____|____] 

 

6. ID No. / Numbari ya Kitambulisho [____|____|____|____|____|____|____|____|____|____] 
 

7. Level of Education / Kiwango cha elimu _________________________________________ 
 

8. House Hold Head’s Name / Mkuu wa nyumba: ____________________________________ 
 

9. Contact Details: P. O. Box ___________________________________________________ 

Telephone: __________________________________________________ 

10. Name any CBOs you belong to and the role in that CBO 

 

11. Are you able to read Newspaper / Letter  Y / N  [_____] [____] 

 

12. Have you ever had a family member involved in KEMRI research? Y / N  [____]  [____] 

 

13. Date Endorsed and Role in KCR ( [__|__|__|__|__|__|__|__] (Member, Chairperson, Secretary, 

Vice Chairperson, Vice Secretary) 

 

14. Number of Quarterly meetings attended: 1
st
 [____] 2

nd
 [____]

Name of the CBO Community Role  

1.   

2.  

3.   

4.  

5.  

6.  

7.  
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Appendix 2: Interview guide for FGDs and in-depth interviews 

Understanding KCR roles  

 Assume that you are talking to someone who does not know about KCRs, what would you 

say a KCR is? What roles does a KCR members undertake? (ask examples from own 

experiences NB: Do not discuss if the example are KCR roles as yet) 

 (Review the roles) Could you explain if these roles have changed over time (if yes, how 

have they changed and why have they changed…prompt also for when they changed if 

they can remember) 

 What other roles do you perform as a KCR? (look out for communal roles that they do as a 

result of being KCR members, prompt for why they think they are KCR roles). How does 

these other roles relate to the KCR role? Which of these roles did community elect you 

because you are a KCR member? 

 As a member of KCR, whom do you represent and how do you do so? 

Challenges and benefits of undertaking KCRs roles: 

Challenges 

 We have talked of the roles you undertake as a KCR, there may be some challenges you have 

encountered in undertaking these roles, what challenges have you faced? (prompt :for 

communicating within KCRs (and with co-opted members), linking with KEMRI, 

informational challenges in responding to community issues, organising QMs, handling of 

inactive members and any other) 

o How have these challenges changed over time? 

 In what ways have you coped with these challenges?  

 

Benefits 

 From what you have described, in what ways have you gained/benefited from being a KCR 

member? How have these benefits changed over time? 

 We are very grateful that you have continued being a KCR member, what has been your 

motivation for remaining to be a KCR member?  

Recommendations: 

 Reflecting on challenges you have encountered, what recommendations would you have for 

a)KCR members and b)KEMRI. (prompt for reasons for each recommendation they make).  

 

Thank you for your participation, contribution and support.  



37 

 

 

Appendix 3: Information Sheet and Consent Form for FGDs 

Study Title: Community engagement in biomedical research in a low-income setting: a preliminary 

evaluation of a new network of community representatives: 

 

Introduce yourselves and state that you are KEMRI employees, and then continue as follows: 

 

KEMRI is part of the Ministry of Health and runs research activities to find out more about illness and 

health in Kenya. The overall aim is to improve health and well-being for people in Kenya and other 

parts of Africa. Over the last 2 years, one of the important focus of KEMRI’s work in Kilifi has been 

to learn more about how to enhance communication with the people who live where KEMRI mostly 

works. 

 

Overall objective and purpose: 

As you know, one of the ways that KEMRI has been communicating with the community is through 

KEMRI-community representatives – KCRs- like yourself. We are now trying to find out the 

experiences KCR members have had since their endorsement.  

Results of this study will help us at KEMRI understand how the KCR network is functioning and ways 

in which it can be strengthened in the future. It will also be used to inform other research centres and 

scientists in similar settings elsewhere on ways in which they can involve community in their 

activities. Some  results of this discussion will form part of fulfilling a Masters degree in Public Health 

course am currently undertaking.  

What are we asking of you? 

In this study, we will aim to talk to about 3 groups of different KCRs members from different 

locations. Our discussion will last 1 – 1½ hours.  One of us will ask questions and the other will take 

notes.  we encourage everyone to express themselves freely throughout the discussion as we consider 

all answers equally important .   

While there are no direct benefits to participants from the discussion, the information generated will be 

useful in improving KEMRI relations with the community.  The information will be used for research 

purposes only and strictly accessed by the researchers alone.  To ensure confidentiality during note 

taking we will not record participants’ names, and instead use a numbering system to assign individual 

responses.  We will, however, record your age and years of education.  Please note that participation is 

voluntary, and you are free to withdraw from the discussion at any point during the session.  Your 

decision to opt out of the discussion will not affect your rights of access to any health facilities or any 

services offered through KEMRI’s research activities. 

Feedback of results 

Results of this study will be presented to KCRs during the annual training workshop, your name and 

details will not be included in this discussion. Similarly, details that may link specific issues to a KCR 

will not be shared.  We will share these results with KEMRI Kilifi staff and other research centers. At 

all times, your name or any identifier will not be used. 

Ethical committees that have approved the study: 
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This study has been approved by the National Ethical Review committee in Nairobi and the London 

School of Hygiene and Tropical Medicine Ethical Committee, where am undertaking the Masters 

Degree. 

If you have any queries or concerns about this research, please contact Dorcas Kamuya, 

Principal Investigator and KEMRI community liaison officer on Telephone 0415 22063, or 0415 

22535 or 0723-342780 or at P.O. Box 230, Kilifi, Kenya:   

 

------------------------------------------- 

 

Get group consent to participate 

Would you be willing to participate in this discussion as a group?                       Y/N.   /___/ 

 

If YES: I  ____________________ hereby, on behalf of the group (append my signature stating that 

this assessment and its requirements have been explained to us as stated above, and that we, as a 

group, have understood and accepted, of our own accord without pressure whatsoever, to participate in 

this discussion. 

 

 

WITNESS: I  ____________________ hereby, on behalf of the group, append my signature as witness 

to the above-mentioned process, as confirmation that consent was sought and given as stated. 
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Appendix 4: Information Sheet for In-depth interviews 

Information Sheet 
 

Study Title: Community engagement in biomedical research in a low-income setting: a preliminary 

evaluation of a new network of community representatives: 

 

Hello. My name is _______________________________ and I work for KEMRI. KEMRI is part of 

the Ministry of Health and runs research activities to find out more about illness and health in Kenya. 

The overall aim is to improve health and well-being for people in Kenya and other parts of Africa. 

Over the last 2 years one of the important focus of KEMRI’s work in Kilifi has been to learn more 

about how to communicate with the people who live where KEMRI mostly works. 

 

Overall objective and purpose: 

As you know, one of the ways that KEMRI has been communicating with the community is through 

KEMRI-community representatives – KCRs- like yourself. We are now trying to find out the 

experiences KCR members have had since their endorsement.  

 

Results of this study will help us at KEMRI understand how the KCR network is functioning and ways 

in which it can be strengthened in the future. It will also be used to inform other research centres and 

scientists in similar settings elsewhere on ways in which they can involve community in their 

activities. This study will form part of fulfilling a Masters degree in Public Health course I am 

currently undertaking. 

 

What are we asking of you? 

In this study, we will aim to talk to about 14 KCRs members from different locations. In each 

discussion we will take notes of the discussion and audio- tape. The audiotape is to help us correctly 

capture the discussion, which will take about 40 minutes. 

 

Voluntary Participation. 

There is no obligation at all to help with this study and there will be no penalties of any kind if you 

decide not to be interviewed. If you do agree to provide information for this study at any time you may 

either terminate the interview or contact us later and ask for all records of the interview to be 

destroyed, again without penalty. 

 

Confidentiality. 
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Your name will not be used in any reports of this work. Only a code number will appear on the record 

made of the interview. All the information recorded and the audiotapes will be stored in a locked 

cabinet in the office, accessed only by the study team members. All the typed information will be 

stored in password-protected files; only the study investigators will have the password. Only the study 

team will have access to the link between the code numbers and individuals.  

 

Disadvantages/Risks of taking part in the study: 

We do not believe there any risks to taking part in this research. The only disadvantage to you is the 

time we will take, about 40 minutes, in this interview. 

 

Benefits of the research 

We are unable to offer any direct individual benefits for participating in this research.  However the 

information we collect about the working of KCRs will help us understand how best we can improve 

our interaction with the KCR and the community. 

 

Feedback of results 

Results of this study will be presented to KCRs during the annual training workshop, your name and 

details will not be included in this discussion. Similarly, details that may link specific issues to a KCR 

will not be shared.  We will share these results with KEMRI Kilifi staff and other research centres. At 

all times, your name or any identifier will not be used. 

 

Ethical committees that have approved the study: 

This study has been approved by the National Ethical Review committee in Nairobi and the London 

School of Hygiene and Tropical Medicine Ethical Committee, where am registered for the Masters 

Degree. 

 

If you have any queries or concerns about this research, please contact Dorcas Kamuya, 

Principal Investigator and KEMRI community liaison officer on Telephone 0415 22063, or 0415 

22535 or 0723-342780 or at P.O. Box 230, Kilifi, Kenya:   
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Appendix 5: Spatial Distribution of KCR members in DSS 
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