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Abstract

The Amajuba Child Health and Wellbeing Research Project measured the impact of orphaning due 

to HIV/AIDS on South African households between 2004 and 2007. Community engagement was 

a central component of the project and extended through 2010. We describe researcher 

engagement with the community to recruit participants, build local buy-in, stimulate interest in 

study findings, and promote integration of government social welfare services for families and 

children affected by HIV/AIDS. This narrative documents the experience of researchers, drawing 

also on project reports, public documents, and published articles, with the objective of 

documenting lessons learned in this collaboration between researchers from two universities and a 

community in South Africa during a period that spanned seven years. This experience is then 

analyzed within the context of an applied research, community-engagement framework.
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Introduction

The community-engaged research approach, also known as ‘community-based participatory 

research’ or ‘collaborative partnership’, has gained acceptance and advocacy among global 

health researchers as an ethical requirement for working in vulnerable communities (1–5). 
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Community engagement is central to applied public health research, as research questions 

and evidence generated must, by definition, be of practical value. Stakeholders include local, 

regional and national government officials and policy makers; donors; program staff from 

non-governmental, community, and faith-based organizations; community leaders; and the 

media. Such expectations are also generated by ethics review committees as criteria for 

approval of study protocols, citing the principles of ‘do no harm’ and ‘empowerment’ of 

research subjects (6). National and local governments may provide access to a study site 

contingent on researchers agreeing to report findings to the community quickly and in a 

format readily understandable to the general public.

The academic literature recommends guidelines for handling ethical, social and cultural 

challenges while working with community partners to achieve common objectives (1,4,7–

10). These guidelines emphasize the need for examples documenting community-engaged 

research projects, and several researchers have published lessons learned from past or 

ongoing attempts at community engagement (5,9–11). One key message from these 

examples is that community-engaged research is a messy, often serendipitous process 

dependent on opportunity and the shifting priorities of various actors. It also faces 

administrative, logistical, and ethical challenges.

We offer an analytical narrative of the Amajuba Child Health and Wellbeing Research 

Project (ACHWRP). ACHWRP was a longitudinal study of the impact of HIV/AIDS and 

orphaning on household welfare in South Africa that also set out to work closely with the 

community at each stage of the research and dissemination process between 2003 and 2010. 

This seven-year period included all stages of the project during which study staff were 

resident in the community: one year of study preparation; three of data collection; and three 

of community service and advocacy toward the goal of facilitating a district child welfare 

policy.

Research and policy objectives of ACHWRP

In 2003, our team set out to document the consequences of parental deaths from AIDS on 

orphans and other children in foster households in Amajuba District, KwaZulu-Natal, South 

Africa. The study was undertaken by Boston University School of Public Health (BU) and 

University of KwaZulu Natal Health Economics and HIV/AIDS Research Division 

(HEARD) with support from the US National Institutes of Health (NIH) Africa Partnership 

program, and had both research and policy objectives. The research objective was to 

measure the impact of high levels of orphaning and foster care on households, and to 

compare the welfare of orphans and non-orphans in foster households vs. that of non-

orphans living in non-orphan households. Detailed study methods and findings have been 

described elsewhere (11–18).

The policy objective was to facilitate development of a district-level child welfare 

management plan by embedding the research within a community-engagement framework. 

This entailed engaging with government departments, non-governmental and community-

based organizations (NGOs and CBOs) from the start, with the goal of developing detailed 

knowledge of the community, sharing study findings at multiple time points, and catalyzing 

community partners to advance child welfare. The project encountered administrative, 
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logistical, and ethical challenges throughout the process. The ethical challenges resulted in 

the greatest concrete community impact (an improved referral system and child welfare plan 

process), yet the nature of externally funded research and funding limitations ultimately 

defined and, arguably, undermined our attempts to place equal priority on community 

engagement.

Amajuba District, KwaZulu-Natal: profile of the study site and population

Situated in northern KwaZulu-Natal, Amajuba District represents a broad cross-section of 

urban, peri-urban, and rural areas. Its population is just under 500,000 (20). Newcastle is the 

commercial hub where housing, health, education, and road infrastructure are well-

developed in the central business district, but poorly developed in peripheral areas. When 

ACHWRP began in 2003, the district was confronting an all-time high unemployment rate 

of 47% (21). Since then, the economic situation has improved somewhat, with 

unemployment dropping to 41% in 2011 (20), and those living on less than one US dollar 

per day falling from 12.9% in 2002 to 4.1 in 2011 (22). Poverty is unevenly distributed 

across the municipalities with extreme poverty ranging from 2.6% in Newcastle to 8.6% in 

eMadlangeni and 7.5% in Dannhauser (22). HIV prevalence among pregnant women 

attending antenatal clinics has remained high in KwaZulu-Natal for the last decade, at 37.5% 

in 2011 (22). Prevalence at antenatal clinics in Amajuba was the highest in the province in 

2006 at 46%, but by 2011 had decreased to 35.3%.

Official orphan prevalence data for Amajuba District are not available. South Africa has 

about 3.1 million orphans due to all causes, with half orphaned by HIV/AIDS. In KwaZulu-

Natal, 22% of children are orphans due to all causes, compared to 17% in South Africa as a 

whole (23). According to unpublished ACHWRP sampling data, annual orphan incidence in 

Amajuba was 10% among school children aged 9–15 years.

ACHWRP’s quantitative study documented the longitudinal household and child-level 

impacts of parental death on a cohort of school-going youth aged 9–15. The study consisted 

of a case-control design, embedded within a prospective longitudinal cohort. Three annual 

rounds of demographic, economic, health, and psychosocial data were collected from 637 

households between 2004 and 2006. Caretakers and children were interviewed in their 

homes by local research assistants (RAs) trained in field research methodology. The BU and 

HEARD institutional review boards (IRBs) approved the study.

ACHWRP’S multi-layered engagement with the community

As the project was starting in 2003, an initial review of civil society organizations, 

government departments, and other stakeholders identified numerous organizations and 

government departments providing services to orphans and families affected by HIV/AIDS. 

These services were largely uncoordinated, with only half of the 15 civil society 

organizations identified reporting interacting with other organizations or being aware of 

what others were doing for vulnerable children and families (24). By the end of ACHWRP’s 

seven years, collaboration and coordination among local social service organizations had 

increased substantially. To some extent, ACHWRP facilitated this by creating a community 
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board to advise the study and conducting a number of outreach activities and public events. 

Table 1 presents an inventory of key community partners engaged over the life of the project.

Developing a deep understanding of the context of the study site and building relationships 

within the community were central to the ACHWRP community-engagement framework. 

HEARD researchers had previous experience working in Amajuba District collaborating 

with the KwaZulu-Natal Department of Education (DoE) to pilot the District Education 

Management Information System, which collected monthly enrollment, absenteeism, and 

staffing information and numbers of newly orphaned children from schools (25). HEARD’s 

knowledge of the district and relationship with the local DoE and school administrators were 

chief rationales for locating the study in Amajuba District.

ACHWRP maintained an office in Newcastle from 2003 to 2010, with BU and HEARD 

research staff living in the district during their tenure with the project. In their role as 

newcomers, the senior members of the research team had the simultaneous benefit of outside 

objectivity and challenge of gaining acceptance as researchers and new community 

members. All RAs and office staff were recent high school or college graduates and district 

residents. While data collection ended in July 2007, the team remained through March 2010 

working with local stakeholders to link study findings with district policy responses as a first 

step toward devising and implementing collaborative, evidence-based interventions. Through 

formal and informal relationships with stakeholders, the team initiated and facilitated 

collaborations between government child welfare agencies, CBOs, and other stakeholders to 

improve child welfare services.

Unlike the data collection portion of the project, ACHWRP’s community engagement 

framework did not have a clear agenda for reaching its goal. Activities were driven by 

interaction, opportunity, and changing circumstances, which drove ongoing development and 

modification of plans. The list of activities and partnerships outlined in Table 2 is illustrative 

rather than comprehensive, as further details have been reported elsewhere (26–28). 

Moreover, the partnerships, specific activities, and objectives were not discrete events that 

took place at single points in time. Rather, they built upon one another toward the common 

goal of improving integration of child welfare services through establishing partnerships, 

reducing barriers, and creating administrative efficiencies.

As noted, the RAs who conducted the household interviews were district residents trained in 

interview techniques and research protocols that stressed objectivity. Despite this training, 

they often felt an acute tension between their role as researchers and their sense of 

community obligation and desire to provide assistance to the study participants who had just 

spent an hour or more explaining their struggles. In some cases, respondents made direct 

requests to the RAs for assistance. The purpose of the research had been explained to the 

participants, and they had provided informed consent, which included an explicit statement 

that they understood they would receive no monetary assistance for their participation in the 

study. The RAs reminded the respondents about this agreement, and maintained objectivity 

during interviews and interactions with household members. Nonetheless, they frequently 

felt disturbed after interviews as they walked away from impoverished families and, in many 

cases, hungry children.
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Senior researchers and other project personnel attending community meetings with service 

providers occasionally received a similar message: ‘You’re in these homes and have the 

resources to gather data; so why can’t you do more?’ The ethical obligation that researchers 

must make clinical referrals was something the ACHWRP staff thought about frequently. As 

one senior researcher explained: ‘We were always struggling with the question: where does 

our role as researcher end and the role of citizen begin?’

During interviews, families frequently explained that they were not able to receive 

government grants due to missing birth records or other paperwork, and some were simply 

not aware of available grants. The research team ultimately created and implemented a 

referral system to help study families obtain services to which they were legally entitled but 

unable to access due to incomplete paperwork or lack of knowledge about their eligibility.

Development and implementation of child/household referral system

ACHWRP collaborated with the Department of Social Development (DoSD) and DoE to 

implement the referral scheme in 2004 (during baseline data collection) and ultimately 

handed it over to these government partners. Study participants were referred for services in 

two categories: 1) those eligible for childcare, foster, disability and old age grants but unable 

to access assistance; and 2) those reporting difficulty accessing education for children in 

their care due to financial constraints, mental or physical illness, or behavioral problems. 

Cases meeting referral criterion #1 were referred to local DoSD offices; those meeting 

criterion #2 were referred to the local DoE. Each department designated a focal person to 

process the referrals, ensure accountability, and facilitate continuity and follow-up. Each 

also agreed to respond to ACHWRP within two weeks of a referral application being filed. 

By the time data collection ended in 2007, several dozen cases had been successfully 

processed.

Shift from research to social marketing

In 2008, the ACHWRP team shifted from research to advocacy. In this phase, the team 

stepped back from the referral system and focused on strengthening the capacity of CBOs to 

link households in need with government service providers. ACHWRP staff worked with 

organizations to improve their ability to conduct an accurate and thorough needs assessment 

of vulnerable children and document relevant information on the referral card to share with 

government service providers. Ten CBOs in three wards piloted the referral system and, by 

April 2010, had connected 1850 children with government services.

Designed as a small pilot study, this second phase of the referral system created an 

opportunity for the district to scale up the program incrementally as resources and CBO 

training allowed. The referral cards also provided a means for collecting baseline data on 

vulnerable children. The referral system was a primary component of the District Child 

Welfare Management Plan submitted for inclusion in Amajuba’s 2010–2011 Integrated 

Development Plan. The proposal was submitted to the district in January 2010 and was 

scheduled for ratification in June of the same year.

Beard et al. Page 5

Glob Health Promot. Author manuscript; available in PMC 2019 December 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Challenges of turning evidence into policy and policy into improved 

services

While the relationship researchers developed with the community had many positive 

features, the ACHWRP objective to work with local stakeholders to develop and implement 

an integrated child welfare plan faced a number of challenges.

Tensions posed by university-community partnership

BU and HEARD were equal intellectual partners in the study design; however, the 

community was not a third, equal partner in determining study questions or methods. Rather, 

the research portion of the project more readily fit the definition of ‘community-placed 

research’, which involves the community in recruitment and on advisory boards (3). Study 

staff did, however, actively engage with the community to define advocacy objectives and 

strategies.

While staff were increasingly seen as community insiders, their role and that of the project 

became blurred as they began receiving requests for support and advice on a variety of 

problems, a challenge noted frequently in the literature on community-engaged research 

(2,3,5). ACHWRP was seen by some as an intervention project, a development that both 

demonstrated the trust the Newcastle Field Office (NFO) staff had built and complicated the 

job of staff who had to respond to requests for assistance in a way that was compassionate 

but clear about the limitations of research (26). The referral system is one example of the 

researchers’ attempt to address this difference in perception by creating an assistance 

program that would not jeopardize the study and could eventually be taken over by local 

government and service providers. As Tindana et al. note in their case study on the 

Navrongo Health Research Center in northern Ghana (9), gaining trust through demonstrated 

community benefit is critical (4). Yet trust takes many years to develop. The social 

marketing phase of ACHWRP ended and the field office closed just as the child welfare plan 

began wending its way through the ratification process, making continued facilitation and 

advocacy difficult.

Communicating study results in a timely and audience-appropriate manner

Sharing study findings with local stakeholders and promoting evidence-based policy and 

programming were key ACHWRP objectives. Research findings, however, can be complex 

and difficult to distill into readily understandable language and action points. Early in 2005, 

cross-sectional baseline findings presented at a community conference indicated that 

orphans were generally doing no worse than other children and that effort should focus on 

addressing vulnerable children more holistically. Longitudinal findings suggesting the 

picture was more complicated over time were later presented during a 2007 community 

meeting marking the end of data collection. Presenting findings to community stakeholders 

representing a variety of backgrounds, educational levels, and advocacy objectives created 

confusion among staff about which and how much data to present, and how to do so in a 

way that was meaningful.
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HEARD historically has approached this challenge of timely dissemination of results by 

doing secondary data analysis and publishing data through reports and white papers. BU, on 

the other hand, has focused on sharing evidence with the broader public health community 

by publishing in peer-reviewed journals, and its researchers are also quickly pulled into 

other studies after their official time on a given project ends. The long process of analyzing 

the longitudinal data, writing and submitting articles to journals, revision, and publication 

came to fruition five years after data collection ended with eight articles published in peer-

reviewed journals (11–18). While ACHWRP presented immediate preliminary findings to 

the community, direct communication of findings to the community over time has been 

limited by the lack of continued funding and local presence.

Discussion

There is a question mark at the end of the ACHWRP community engagement story. HEARD 

researchers maintained their connection with the district, but staff who were based in 

Newcastle have moved to other projects. They are no longer community members able to 

conduct direct advocacy and follow-up with their neighbors. This unsatisfying lacuna 

illustrates the gap between the best intentions of researchers-cum-activists and measurable 

outcomes. Once research funding is expended, organizations planning to continue advocacy 

must find additional resources or stop, regardless of the intensity of their commitment to and 

integration with the community. BU project staff left in 2007 after the end of data collection. 

HEARD closed the Newcastle office in 2010 after securing supplementary funding for two 

years of social marketing to publicize the need for an integrated child welfare system. 

Without a continued community presence, the ratification and implementation of the District 

Child Welfare Management Plan has been difficult to track.

Challenges of measuring success in community-engaged health research

We cannot declare success in the project’s initial policy objective to facilitate the 

implementation of a child welfare plan in Amajuba, unlike Nakibinge et al. (5), who 

documented the community engagement experience of their decades-long HIV 

epidemiology research in rural southwest Uganda. One of the key differences between the 

Uganda and Amajuba narratives is continuity. The Uganda team has been in the community 

for 20 years. The seven years spent by BU and HEARD in Amajuba District allowed us to 

begin to build relationships and mobilize stakeholders to fight for policy change and service 

implementation, but were insufficient to continue to push processes that often take years to 

unfold.

As noted by the Uganda team and others, there is no accepted methodology for measuring 

success of community-engaged research projects (1,4,5,7,8). In the absence of standard 

measures, Nakibinge et al. chart their accomplishments loosely by criteria of longevity, 

acceptance, scientific output, and community involvement in the project (5). By this 

yardstick, we argue that the ACHWRP project was strong in terms of scientific output and 

developing community acceptance and involvement. Despite HEARD’s best efforts to 

remain in the community—and success in doing so for three years after the NIH grant ended
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— the eventual closure due to inadequate funding limited our ability to continue engagement 

after 2010.

Likewise, our experiences and insights align with the framework for effective community 

engagement in health research outlined by Lavery et al. (10), including early initiation of 

engagement activities; careful characterization of the community and its changing needs; 

establishment of trust with stakeholders; and development of community assets (10). 

Throughout the process, the ACHWRP team was transparent about study goals and 

communicated frequently with community collaborators to understand local concerns about 

the research and engaged in ongoing review and modification of engagement strategies. The 

project was less successful in maximizing opportunities for stewardship and shared control 

by the community.

Suggestions for future community-engaged research endeavors

We offer the following suggestions based on experiences of the Amajuba Project and 

guidance from the scholarly literature:

Communicate, align, and manage expectations for all partners throughout the process 
(29,30). In hindsight, it is easy to see that both academic partners entered into the research 

project with great passion but different goals. First, the NIH Africa Partnership grant funding 

the research had a primary objective of strengthening research capacity of African 

institutions. The NIH proposal was planned and written collaboratively by both academic 

partners, but each had different expectations for the capacity-strengthening goals. BU was 

focused on transferring longitudinal research skills to junior investigators from HEARD. 

HEARD was focused on transferring data, knowledge, and skills to community partners who 

would use the research findings to create a child welfare policy. Both objectives were 

important and to varying degrees successful, but the difference caused a tension we 

struggled to identify and navigate at the time.

Communicate and collaborate with community from start of planning to articulate short and 
long-term research and policy goals (10,29,31). Amajuba District was chosen as the research 

site in part because HEARD had already built relationships there. This early identification of 

the research community and collaborative intention did not, however, translate into engaging 

the community in developing the funding proposal, the IRB protocol, or the instruments. 

Early planning between academic and community partners would have improved our ability 

to prioritize communication of study findings to various community stakeholders with 

emphasis on utility. These community presentations and publications could have been 

organized in a way that contributed to planning for longer, more time-consuming academic 

manuscripts for dissemination to a global public health audience.

Plan from the start to raise additional funds to support community initiatives and staff 
positions for community members tasked with carrying-out action plans (10,31). HEARD 

was able to raise ad hoc funds to continue pursuing community capacity-strengthening and 

policy change goals after data collection ended. Clear articulation up-front of these 

intentions between both academic partners and the community may have allowed all 
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partners to buy into planning, contribute to fund-raising efforts, and communicate goals and 

activities.

Conclusion

The ACHWRP experience confirms some of the promising practices outlined by other 

researchers as well as the tensions and limitations of community-engaged global health 

research. Seven years is a relatively short time period in which to enter a community as 

outsiders, engage local stakeholders in a complex research agenda, gradually gain 

acceptance as community members, and implement policy change. Even within this short 

period, the community-engagement approach stimulated a referral system that assisted 

multiple families. As with most investments of this kind, our team did not have the 

opportunity to measure long-term consequences of these efforts. Yet anecdotal reports 

suggest the social welfare and educational benefits were useful to those families and 

children at the time. Although imperfectly implemented in Amajuba, the long-term benefits 

of citizens effectively demanding and accessing their legal rights is a model researchers and 

community partners should strive to replicate elsewhere.
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