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Despite the recognition of its
importance, guidance on com-
munity engagement practices
for researchers remains under-
developed, and there is little
empirical evidence of what
makes community engagement
effective in biomedical research.

We chose to study the Nav-
rongo Health Research Centre
in northern Ghana because
of its well-established com-
munity engagement practices
and because of the opportu-
nity it afforded to examine
community engagement in a
traditional African setting.

Our findings suggest that
specific preexisting features
of the community have great-
ly facilitated community en-
gagement and that using
traditional community engage-
ment mechanisms limits the
social disruption associated

with research conducted by
outsiders. Finally, even in
seemingly ideal, small, and
homogeneous communities,
cultural issues exist, such as
gender inequities, that may
not be effectively addressed
by traditional practices alone.
(Am J Public Health. 2011;101:
1857-1867. doi:10.2105/AJPH.
2011.300203)

There is a saying that a stranger
has eyes but he cannot see. That
is why it is good to see the chief to
introduce you to the community.
(Focus group discussions with
chiefs and elders)

WITH GROWING RECOGNITION
that communities can suffer re-
search-related harms and exploi-
tation, community engagement
(CE) has become an important
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ethical requirement for research,
especially when conducted in low
and middle-income countries by
investigators from high-income
countries."™ Community engage-
ment has been defined as

the process of working collabo-
ratively with and through groups
of people affiliated by geographic
proximity, special interest, or
similar situations to address is-
sues affecting the well-being of
those people.®

Guidance on CE practices for
researchers and public health
workers remains general and un-
derdeveloped,® although 2 of us
(.V.L, P.O.T) recently published
a preliminary framework for CE in
global health research that provides
a general overview of the scope of
relevant CE activities.”

Although there is a growing
body of research on various as-
pects of CE,*™ little empirical ev-
idence exists of what makes CE
effective in biomedical research.'®
The evaluation of CE is complex
and rarely involves direct measures
of success or impact, in part because
the precise goals in any context
are rarely articulated. What consti-
tutes a community in the context of
research or public health interven-
tion is also rarely stipulated. In long-
standing initiatives, such as the
Navrongo Health Research Centre
(NHRG; see box on page 1858) in
northern Ghana (see box on page
1859), CE practices have evolved
along with the relationship between
communities and research insti-
tutes. Research and interventions
can affect a wide range of actors
with legitimate interests in these
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Background of the Navrongo Health Research Centre

® The Navrongo Health Research Centre (NHRC) started out as a field site for the Vitamin A Supplementation Trial (VAST) in 1989 (http://www.navrongo.org).

© The VAST was initiated by researchers at the London School of Hygiene and Tropical Medicine and was facilitated by local researchers in Ghana.

® As the first community-wide research activity in the Kassena-Nankana district, the VAST became the main source of identification for the NHRC and is still generally referred to as VAST by

members of the community.

® Following the successful completion of the VAST in 1992, the Ghana Ministry of Health adopted the site to serve as one of its health research centers.

® The NHRC's mandate is to investigate the health problems affecting the northern sector of the country and to inform policymakers at the district, regional, and national level.

® The NHRC runs a demographic surveillance system.16 This is a database that records all vital events in the district through house-to-house visits by fieldworkers of the NHRC. It is updated

every 4 months with births, deaths, pregnancies, education level, and in and out migrations. The database thus maintains vital information on all individuals, their ethnic background,
and the compounds and households in the district. This facilitates an optimal selection of samples and maximizes the follow-up of study participants.
® Although the NHRC is part of the Ghana Health Service, most of its research activities are funded by external sources, such as the National Institutes of Health, the Rockefeller foundation,

the US Agency for International Development (USAID), the UK Department for International Development (DFID), the Bill and Melinda Gates Foundation, and the World Health Organization

(WHO).

® Most of the NHRC's research has focused on communicable diseases, (including malaria, diarrhea, meningitis, HIV/AIDS, and lymphatic filariasis) but it has also included educational

interventions, such as adolescent reproductive health and female genital mutilation.

® Several findings from these studies have subsequently informed both national and international health policies, including routine administration of vitamin A to infants, the use of
impregnated bed nets for malaria control, and a community-based approach to health delivery and provision of family planning services.

® Qver the years, the NHRC has reached out widely in the Kassena-Nankana district, and most residents of the district have participated in at least one of the Centre’s research projects.17

activities. They can also create new
communities' and their impact can
be broader than any specific seg-
ment of the population. Impor-
tantly, in our view, CE is a process
that continues from the earliest in-
teractions with the community in
question to relationships beyond
the end of the research or inter-
vention.”

The NHRC was established in
1989 as a field site for the Vita-
min A Supplementation Trial
(VAST) by researchers from the
London School of Hygiene and
Tropical Medicine and the Minis-
try of Health of Ghana. In 1992
the facilities were converted into
a national health research center.
Findings from some of the cen-
ter’s research projects have in-
formed national policies on issues
such as the administration of vi-
tamin A to infants,' the use of
insecticide-impregnated bed nets to

reduce malaria transmission,?%!

and a community-based approach
to health delivery and provision
of family planning services.?**3
Publications from these studies
have also highlighted the role of
local sociocultural factors on the
design and implementation of
research projects.>>2° Over the
past 20 years, the NHRC has de-
veloped an approach to CE that
is tightly integrated with local
decision-making practices and
traditional authority structures
in the community. However, a
retrospective examination of the
CE practices of the NHRC and
the role of these practices in the
evolution of the center has not
been conducted.

As part of a series of 10 case
studies that we have undertaken in
the Ethical, Social, and Cultural
Program for the Bill & Melinda
Gates Foundation’s Grand Chal-
lenges in Global Health initiative,>”
we studied the NHRC’s approach
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to CE in the Kassena-Nankana
administrative district. We chose
to study the NHRC because of its
well-established CE practices and
because of the opportunity it
afforded to examine CE in a tradi-
tional African setting. We aimed to
describe the CE practices routinely
used for studies conducted through
the NHRC and to identify key fac-
tors that might help to explain the
center’s success. In particular, we
sought to clarify the processes and
underlying cultural norms that in-
formed the community entry prac-
tices by which outside or foreign
investigators gained access to the
community to conduct their re-
search.

METHODS

We conducted a case study
in the Kassena-Nankana district
(KND) of northern Ghana in
collaboration with the NHRC.

Following NHRC practices, we
conducted community entry ac-
tivities with all 10 paramountcies
of the district, explained the
study to the paramount chiefs
and elders, and sought their
permission to approach other
members of the community.

We used a qualitative case
study approach®® to explore the
various features of the NHRC's CE
process and how it has been per-
ceived by a range of stakeholders
such as researchers, community
leaders, and research participants.
There is no definitive account of
what constitutes “community en-
gagement” in research and, there-
fore, we did not impose any specific
framing of CE on our study partic-
ipants. Instead, we sought their
perspectives and experiences with
the CE practices of the NHRC, in-
cluding any evaluative views of
these CE practices. The study was
carried out over a period of 1 year,
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The Kassena-Nankana District

® The Kassena-Nankana District (KND) is one of the administrative districts of northern Ghana.

® The KND is situated in the Upper East part of the country, close to the border with Burkina Faso. It covers a land area of 1675 km? and has an estimated population of 151000.

® The 2 main ethnic groups that live in the district are the Kassenas and the Nankanis. The groups share a traditional, rural agrarian culture and traditions, such as chieftaincy and line of
authority as well as women’s overall status in the community, but speak different languages.

® The KND district is divided into 10 paramountcies, 6 of which are Kassena. Typically, a paramountcy is home to between 10000 and 20000 people. Each paramountcy is headed by a male

chief and a council of elders, also men.

 Within these paramountcies, the Kassenas and Nankanis are grouped into compounds, which are normally led by the most senior man. Compounds are then further divided into households,

in which multiple generations of a family typically reside.

© Nonliteracy rates among the Kassenas and Nankanis are very high, with an estimate of 57% of the adult population having never been to school (Navrongo Demographic Surveillance System

reports).

between September 2007 and
August 2008.

We conducted 20 in-depth in-
terviews and 10 focus group dis-
cussions, each of which involved
between 8 and 20 paramount
chiefs, elders, women’s group
leaders, youth leaders, or re-
searchers of the NHRC. We en-
sured a fair representation of both
the Kassenas and Nankanis ethnic
groups in the KND by including
an equal number of community re-
spondents or research participants
from each group. An overview of

to August 2008

the characteristics of the interview
participants is provided in Table 1.
The guides for the interview
and focus group discussions were
developed according to the fol-
lowing domains: (1) description of
CE in practice, (2) stakeholders’
perspectives of CE, (3) determi-
nants of effectiveness of CE, and
(4) lessons learned by stake-
holders through their experience
with CE in the NHRC. We asked
the participants open-ended
questions about the process of
CE, their role in that process, the

TABLE 1—Summary of the Study Sample: Kassena-Nankana District of Northern Ghana, September 2007

factors that contributed to suc-
cessful CE, challenges encoun-
tered in the CE process, and
recommendations for improve-
ment. The interview guide and
the consent forms were translated
into Kasem and Nankam, the 2
dominant languages of the KND.
Although the initial interview
guides did not change significantly
over the course of the study, we
used several follow-up questions
during the interview to seek fur-
ther clarification on responses.
Also, because of our observation

Research Participants and Data Collection Method

Participants by Ethnicity, No.

Participants by Gender, No.

Chiefs and elders
8 focus groups
2 in-depth interviews

NHRC researchers and field coordinators
8 in-depth interviews

Participants in NHRC-sponsored research
2 focus groups
6 in-depth interviews

Women group leaders: 4 in-depth interviews

4 Kassena, 4 Nankani
1 Kassena, 1 Nankani

1 Kassena, 1 Nankani
3 Kassena, 3 Nankani
2 Kassena, 2 Nankani

100 (all men)

8 (6 men, 2 women)

18 (all women)
6 (3 women, 3 men)
4 (all women)

Note. NHRC=Navrongo Health Research Centre.
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of the clear underrepresentation
of women’s views, we specifically
designed another set of questions
for interviews with women in
which we aimed to develop a
deeper understanding of gender
inequalities within the community
and how they affected the CE
process. We also sought feedback
during the study on some of our
emerging themes from the chiefs
and elders, particularly about the
participation of women in CE
processes.

Eight interviews were conducted
in the local language of the respon-
dents, and the remaining 12 inter-
views were conducted in English.
All focus groups were conducted in
the local language of the partici-
pants (either Kasem or Nankam).
The in-depth interviews lasted be-
tween 30 and 45 minutes, whereas
the focus group discussions lasted
between 45 and 75 minutes. All
were transcribed and translated.

To corroborate and expand on
information gained through these
interviews, we also observed 5
CE activities of a malaria research
project: 4 community entry pro-
cesses with the chiefs and elders
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and a community durbar. Detailed
field notes of these observations
were taken by 2 of us (P.T. and
R.A) and were analyzed alongside
the interview transcripts.

We took several steps in our
data analysis to ensure a fair in-
terpretation of the data from an
insider and outsider point of view.
First, 2 of us (P.T. and R.A))
conducted all the individual in-
terviews and focus group discus-
sions in English and the local lan-
guages. Second, the initial coding
of the interview transcripts was
conducted by P.T. by using the
qualitative data software ATLASti
version 5.2 (ATLAS ti Scientific
Software Development GmbH,
Berlin, Germany). Guided by the
objectives of the study, we then
further developed codes such as
traditional authority, social roles,
community acceptance, research
process, and benefits into broad
emerging concepts such as com-
munity mapping, building trust
relationships, research benefits,
and women’s involvement in
CE. Further in-depth analysis,
including critical deliberation
about the initial coding, was con-
ducted during extensive confer-
ence calls with the rest of us in
Toronto. Third, a separate analy-
sis of the primary data was con-
ducted by an independent quali-
tative researcher (L.R.). This
separate analysis was then com-
pared with the analysis prepared
by the core research team and
a “best-fit” interpretation was de-
veloped, through meetings and
iterative drafting, to best reflect
the study data. Important con-
cepts and themes were agreed on,
and quotes from various infor-
mants were chosen that best
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represented the ideas and con-
cepts presented below.

RESULTS

The NHRC'’s close integration
into the local community has been
a determining factor in the devel-
opment of a strong working rela-
tionship between the NHRC and the
Kassena and Nankani people. We
describe how this progressive inte-
gration or absorption into the com-
munities over time was achieved by
paying close attention to the tradi-
tional inner workings of the local
communities and by providing tan-
gible benefits to the community.
Although we did not find evidence
of a formal process for prioritizing
some aspects of CE over others,
we were struck by the emphasis
placed on appropriate and respect-
ful entry into the community.

Mapping the Introduction to
the Community

I'would expect that anybody who
is coming from the international
community and has no back-
ground to our district would do
a series of things. At least you
have to know the community,
come into the community and do
some kind of community map-
ping, and within that process you
would get to know that there are
various levels of authority in the
community. (Interview with
NHRC research officer)

Researchers seeking entry into
unfamiliar traditional settings may
be unsure about how to proceed
or what approaches are most
likely to be perceived as respectful
and constructive by the com-
munity. Rules and social conven-
tions may exist, but they are
often not articulated explicitly or
documented in a single source.

1860 | Health Policy and Ethics | Peer Reviewed | Tindana et al.

This was originally the case in the
KND, where the transmission of
local culture is primarily done
orally. To address this issue, the
NHRC conducted an exercise in
community mapping that de-
scribed the hierarchies of author-
ity and decision-making pathways
within the various KND commu-
nities. This exercise was con-
ducted as part of the original site
selection process associated with
the 1989 community-based
VAST. The development of this
social map was first conducted
through several early site visits by
the VAST investigators, during
which meetings with key district
authorities were organized.

This initial exercise in social
mapping revealed the pathways
by which the VAST investigators
could respectfully enter the com-
munity. It also made it clear that
external investigators would also
require knowledgeable community
members to facilitate entry, per-
form introductions, and generally
assist the investigators with their
navigation into the community.

... [Olne has to always follow

a hierarchy; you have to under-
stand that there is a system; the
community does not just exist and
you can just go into it and do
whatever you want and pull out.
You have to understand it is a sys-
tem; you have to understand that
there is a traditional setting and
therefore you have to follow the
protocol, the hierarchy, get to
know the various people and get
them involved before you can do
whatever you want to do. (Inter-
view with NHRC research officer)

In the early days of the NHRC,
a formal request to approach the
paramount chiefs would be deliv-
ered by the District Secretary, but
current practice is more flexible

and the formal request, which is
typically made in writing, is usu-
ally sent by NHRC staff. In re-
sponse to this request, the chief
may choose to assemble his sub-
chiefs and elders to receive the
visitors and hear their request.
These key figures also played an
important role in helping the re-
searchers secure the resources,
such as accommodation and office
space, necessary to initiate a pro-
cess of long-term engagement with
the community.

The goal of the first meeting
with the relevant paramount
chiefs is to obtain permission to
engage with the specific commu-
nities the researchers are aiming
to work in. If the paramount
chiefs and other leaders agree
that the proposed research would
be beneficial, the researchers may
be granted access to the commu-
nities.

If one hadn’t gone through the
right procedure. . . that is, seeing
the district authorities and the
paramount chiefs and the sub-
section chiefs and so forth, there
might have been a lot more sus-
picion about what was going on,
why we were doing this, who we
were, do we have permission to
do this. Essentially, this study
would not have been accepted.

(Interview with external re-
searcher)

Once researchers have been
granted access to the community,
chiefs and their elders may con-
tinue to assist them at a practical
level by identifying key contacts
within the community who will
facilitate access to individuals eli-
gible to participate in the re-
search. Approaching individuals
and communities via chiefs and
elders helps to allay suspicion, to
nurture trust, and to establish the
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researchers’ credibility. The
chiefs are the most powerful rep-
resentatives of community inter-
ests, and their endorsement car-
ries a great deal of weight for
community members.

Engagement Processes
Familiar to the Community

This early channeling of outside
researchers into traditional path-
ways of engagement and decision-
making effectively captures them
into a process that is culturally
appropriate and familiar to the
community. This process gives the
community some control over
the tone and proceedings of the
initial engagement and may con-
tribute to its success by limiting
the introduction of disruptive new
social practices associated with
research.

The presentation of gifts to the
paramount chiefs during the ini-
tial meeting is an expected cus-
tom, although not strictly man-
datory. Although opinions
varied on what gifts visitors
should bring for the chief—from
food to tobacco, livestock, and
even agricultural implements—
the presentation of cola nuts and
alcohol was generally considered
culturally appropriate. There
was a general understanding that
the traditional presentation
of gifts is a required cultural
practice and a symbol of respect
to the community more broadly,
rather than simply an individu-
alized benefit to the chief. Re-
searchers did not express con-
cerns about these presentations,
and there was no indication that
the chiefs demanded more gifts
apart from what was culturally
expected.

HEALTH POLICY AND ETHICS ‘

It is part of our culture; whatever
you are doing, if there is no
tobacco, it is not proper. (An
elder during a focus group dis-
cussion)

Although we were unable to
ascertain the extent to which ap-
proval by community leaders fol-
lows critical examination of the
proposed research, as reported
by other studies,?® the results of
our study suggested that commu-
nity acceptance of research is not
automatic.

One of the most common ques-
tions (we ask) is, Why are you
doing this? I ask for my people
and they also ask. You have the
right to be suspicious, so you
want to be sure why they are
there, what is it about, so why this
research? What do you want it
for? Sometimes, why this com-
munity? We do ask. (Interview
with a paramount chief)

The general perception that re-
search has potential benefits to the
community seemed to be a major
driving force.

We know their work is helpful;
that is why we allow them into
our community. We can refuse if
their work is not good, but we
know their work is good. It is now
over 20 years, [and] we have not
seen diseases like before; that is
why we have allowed them to
work. But if they start being de-
ceitful, we will not allow that.
(Interview with a paramount

chief)

After access is granted, the
chiefs usually continue to act as
gatekeepers and mediators, facil-
itating the flow of information
between researchers and com-
munities.

[Chiefs] have a better way of

communicating with the commu-
nity than the researchers, so once
they understand what your goals
and objectives are, they help you
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in the subsequent community
engagement meetings to achieve
your goals. .. . Taking advantage
of the structures that are already
there is what makes it successful.
It doesn't have to be capital-in-
tensive or anything. (Interview
with NHRC research officer)

A preferred mechanism by
which chiefs in the KND facilitate
this dissemination is through
a durbar. A durbar is a formal
community-wide gathering that
includes cultural activities such as
drumming and dancing and pro-
vides an opportunity for informa-
tion to be shared with a large
number of people simultaneously.
Although durbars are thought to
have originated in communal la-
bor activities, such as the building
of a new home for community
members, the modern form more
often functions as a space for
sharing ideas and for delibera-
tions.

... [A] durbar is bringing people
together, different groups of
people with different interests,
but then you have a theme, you
have a message; so they come in,
in this manner, and then the
message is given. (Interview with
a chief of a traditional area)

The use of familiar CE practices
has benefited both the community
and the researchers in several
ways. First, traditional forms of
engagement appear to be effective
at eliciting feedback from the
community, perhaps because the
social organization of these meet-
ings tends to reinforce the natural
authority and special knowledge
of the community.

An NHRC staff member related
how his research team’s encounter
with community members during

a durbar provided important in-
sights into the topic of their re-
search:

When we went [there], what the
chief told us was that he knows
that sexual reproductive health is
a problem. . . . But he thinks that
one main issue that is causing the
problem is alcoholism. So, if we
were able to check alcoholism,
then he is sure that teenage
pregnancies will drop, the preg-
nancy rate will drop and [sexually
transmitted infections] and the
rest will drop. .. . So even by
engaging with them, we were
able to find out the factors of
problems of the adolescents. . . .
There was a lot of feedback, in-
teresting feedback, from the
community even before we
started the intervention. (Inter-
view with NHRC research officer)

This type of dialogue with the
community offers opportunities
for deliberation that can shape
researchers’ views about how to
design and conduct their research.

They have a sense of ownership,
they feel they are part and parcel
of the project because the com-
munity entry, mobilization, and
the rest is not just meeting, telling
whatever you want to give to
them, and then that is it. It is
much more than that because it
involves dialoguing, discussions,
inputs. They will also contribute.
Let’s rather do it this way. Why
can’t we use this person to do it?
Why can’t we turn it this way
instead of that? (Interview with
NHRC research officers)

Second, it helps to build the
community’s confidence in re-
searchers by providing an estab-
lished mechanism for investigators
to register their intentions and
plans in a way that allows the
chiefs and community leaders to
exercise the appropriate level of
oversight, stewardship, and re-
sponsibility for their community:
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The VAST (Research Centre)
people are different, and the pol-
iticians are also different. We
want those who have the truth.
VAST (Research Centre) people
are the people with truth. (Focus
group discussion with a chief and
elders)

Third, by helping to ensure that
the appropriate target community
is approached, the use of tradi-
tional gatherings increases the
likelihood of the presence of
a critical mass of community
members.

Since it is about health, people
will have questions to ask. So if
you give us about 4 to 5 days,
a very big crowd will come. (In-
terview with a chief of a tradi-
tional area)

Fourth, large traditional gather-
ings such as durbars are open to
men, women, and children alike.
This makes them particularly im-
portant for women in the Kassena-
Nankana district, who have tra-
ditionally been excluded from
formal decision-making processes
in the community. Finally, en-
gaging communities in the “well
structured and serial manner”
(Interview with NHRC research
officer) that these traditions re-
quire, including the large gather-
ings that bring the entire com-
munity together, may help to
increase the likelihood that the
community will embrace the re-
search projects.

If you don’t get them involved,
you may in the end implement
something that will be strange or
something that they will not em-
brace at all. So it is better to get
them involved to be able to
source some information from
them, to be able to get their view
about the project to move to the
next stage, because they always
have important contributions to
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make to the project, to improve
on what you have. (Interview
with NHRC research officer)

Concretizing Confidence
Through Benefits

In many cases, communities
must place their trust in re-
searchers’ intentions without
a great deal of evidence of the
hoped-for outcomes. Our data
suggest that the provision of tan-
gible benefits has been the key
driver of the strong and stable
relationship between the commu-
nity and the NHRC. Community
members often spoke of those
benefits spontaneously as their
first response to questions about
the NHRC presence in the com-
munity. These benefits were
highly valued by local communi-
ties and appeared to have helped
to secure and sustain the accep-
tance of the research enterprise in
the Kassena-Nankana district.

Because the NHRC’s mandate is
partly focused on addressing local
communities’ limited access to
basic health services, many of the
benefits it provides are health-
related. For instance, in the con-
text of research protocols, the
NHRC has trained local birth at-
tendants, has brought nurses into
the community as part of their
family planning initiative, has in-
creased the number of doctors
available to treat a wide range of
conditions, and has regularly pro-
vided transportation to the nearest
hospital for those requiring care
that cannot be provided locally.
This attention to well-understood
common needs within the com-
munity has helped to build the
community’s confidence in the re-
search endeavor.
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They bring vehicles here to carry
our women and their children to
[hospital] and back every day.
What is more than this?” (An
elder, during a focus group dis-
cussion)

And so local people “are very
happy with what [the NHRC has]
done” (Chief’s elder, during a fo-
cus group). As a result of these
initiatives, there has been a dra-
matic reduction in morbidity and
mortality associated with child-
birth, malaria, measles, and a host
of other diseases. Our findings
make it clear that lower morbidity
and mortality lie at the core of the
local communities’ confidence in
the NHRC and its affiliated re-
searchers. For example, the chiefs
and their elders expressed their
gratitude for the reduced disease
burden faced by women:

Those days. . .we lost our women
and their unborn children during
childbirth. . .. Now they have
brought so many things here
which save our women. (Discus-
sant, during a focus group with
chiefs and elders)

Health benefits, however, are
not the only type of benefits
brought through the work of the
NHRC. The Center has provided
other forms of practical assis-
tance, for instance, by helping the
community to establish a means
of tracking births and obtaining
birth certificates, something that
was not done previously. Although
a departure from traditional cul-
tural practices, obtaining official
papers in a globalized world is
increasingly beneficial to local
populations.

The Center has also initiated
income-generating and educa-
tional opportunities. These have

enhanced the existing social and
economic infrastructure and have
reduced the outflow of educated
young people from the commu-
nity. For example, the NHRC has
introduced a

... livelihood component that is
trying to address the poverty
situation of the people that we are
engaging. Our peer educators are
our primary target, so we train
them on income-generating ac-
tivities, bee keeping, which they
use. . . to supplement whatever
they get at the end of the day.
(Interview with NHRC research
officer)

Similarly, “the program also
assisted the women to get micro
credit from other organizations”
(Interview with female social sci-
entist, NHRC). Moreover, whereas
before “there was very little em-
ployment, [resulting in] a lot of
young people coming out from
secondary schools looking for
jobs” (Interview with external re-
searcher) and ultimately migrating
out of the community, the NHRC
has been able

to keep some of these people
from going off down South,
[which is] seen as a very positive
thing both by the administration
and also the paramount chiefs.
(Interview with external re-
searcher)

In so doing, the NHRC “became
the biggest employer [and] people
around Navrongo were very
pleased that we were there and
wanted the place to thrive” (In-
terview with external researcher).
Clearly these employment oppor-
tunities and capacity-building ini-
tiatives, alongside the health
benefits, were instrumental to
the success of CE in Navrongo
and have helped to sustain the
long-term relationship established
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between the NHRC and the com-
munity. Overall, the range of ben-
efits that has arisen from the
NHRC'’s activities appears to

have established the NHRC as

a symbol of progress within the
community.

Limitations of Traditional
Engagement Processes

Use of the traditional Kassena
and Nankani lines of communi-
cation as part of the CE process
brings its own logistical and effi-
ciency challenges. At the logis-
tical level, following local proto-
cols requires planning, flexibility,
and funding. For example, orga-
nizing large-scale meetings with
paramount chiefs and communi-
ties (durbars) requires that the
event be scheduled ahead of
time.

Time is such a big constraint
because sometimes you go to in-
form the chief and he says,
“Come back in 2 or 3 days.” So
you need to actually plan your
activities in [such] a way that if
the study is 3 months, you need
to add about a month just to
complete the community process.
(Interview with NHRC social sci-
entist)

The weather or other social
events may force durbars and
other meetings to be postponed. In
any case, catering for large events,
transportation, and general ar-
rangements all come at a cost. For
this reason, research teams must
carefully plan and budget for CE
activities and be prepared to show
adequate flexibility. As well, dis-
semination of information through
traditional channels may not
always work effectively when re-
search activities cross jurisdic-
tional boundaries:

HEALTH POLICY AND ETHICS ‘

If you talk to one paramount
chief, then he looks at it as if it is
only concerning his area so he
does not pass it on to the other
paramount chiefs. (Interview with
NHRC field coordinator)

Moreover, the ability of re-
searchers to enter the community
through traditional processes can
be hindered in cases where func-
tional and legitimate authorities
are contested. In places where
local chiefs are not popular, a tra-
ditional approach to community
entry is liable to trigger or entan-
gle external researchers in conflict.

It has happened before. This
chief was there but people did
not cooperate with him. The
items they sent for the nurse’s
compound to be built were stolen
because nobody took care of
them. There was a chief, but
every time they called for a dur-
bar, nobody bothered. (Interview
with NHRC research officer)

In such cases, research partici-
pants suggested that it is important
to be open with the chiefs and to
try to understand the local situa-
tion well enough that “you actu-
ally do not do things that may
bring conflict or ruin the smooth
running of the project” (Interview
with NHRC social scientist).

Ensuring that research partici-
pants have an adequate under-
standing of a study’s objectives is
a challenge in any setting.?° In this
case, the difficulty is compounded
by low education, high illiteracy
rates, and the absence of Western
modern scientific concepts from the
community’s general realm of ex-
perience.

... [TIhis is a very good commu-
nity engagement process because
it allows us to have a clear, close
contact with the community,
[but] it's not effectively
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developed to incorporate mod-
ern research. We still have lots of
work to do on the best practices
of how to engage communities on
highly scientific research that has
objectives downstream. (Inter-
view with NHRC research officer)

Lack of gender equality can also
present challenges for researchers
attempting to engage with the
communities in the Kassena-Nan-
kana district. Even after 2 decades
of experience, the NHRC still has
to explicitly request that women
be present each time researchers
call for a community meeting. We
encountered this issue during the
conduct of this study:

You did not say women should
also be here. If you had told us,
you would have seen them. (Dis-
cussant, during a focus group-
with chiefs and elders)

As a female respondent later
explained,

Women are usually not present;
it is only when the chief asks us to
be present that women will go. If
he does not say so, women will
not be there. (Discussant, during
a focus group with women)

Many interviewees, including
women, did not consider their ab-
sence at some community meetings
as a sign of disrespect but simply a
reflection of the traditional desig-
nation of public spaces as the sphere
of men and the home as the sphere
of women. Although women gen-
erally felt that they were permitted
to make contributions at durbars,

You can say it; if it is not good for
you, you can say it, and you can
also say it if it is something that is
good for you. (Discussant in focus
group discussions with women)

we observed that most of them
did not contribute much to the
discussions.

Some of the women still find it
difficult to talk in the presence of
men (at the durbars). But if you
organize the women alone, espe-
cially if it is anything that is going
to affect the women, if you orga-
nize them alone, they will see it as
they alone, they will not have any
fears of “oh, there is a man and I
will be restricted for what I say.”
(Interview with a field coordinator)

These traditional separations
mean that researchers entering the
communities must be proactive
about the inclusion of women in
their CE activities. Despite these
manifestations of gender inequal-
ity, the NHRC’s emphasis on
health issues seems to be provid-
ing an opportunity to increase the
recognition of women in the Kas-
sena-Nankana district:

The women’s groups, we have
our leaders, and our chief knows
them. He usually calls them and
tells them that they want us at

a certain place on a certain day.
(Discussant, during a focus group
with women)

We know women now have
powers, and when they are en-
lightened, they help a lot. So we
invite them when VAST workers
come to talk to us. (Discussant,
during a focus group with elders
and chiefs)

However, enthusiasm about
women’s empowerment through
health initiatives that emphasize
their caring function can also subtly
reinforce their traditional social
roles and increase their burden, as
was hinted at by one respondent:

When there is a health talk,
women are invited to attend be-
cause it is women who take care of
children. (Discussant, during a fo-
cus group with chiefs and elders)

It is women who handle children;
so it is our responsibility to meet
the VAST (Research Centre)
people when they come to our

Tindana et al. | Peer Reviewed | Health Policy and Ethics | 1863



communities. (Discussant during
a focus group discussion with
women)

Researchers working closely
with women may experience these
cultural tensions directly:

In some of your work, your
workers come to our wives and
ask them certain questions which
are not proper. They ask how
many husbands a woman has
ever married before this present
husband, how many children

a woman had in the previous
marriages. We don’t do that. The
man should sit there before they
do that. There are certain things
the woman should not talk about.
According to our culture, it is the
man who is the head of the
compound. There are things you
should rather ask the man. (Dis-
cussant, during a focus group
with elders and chiefs)

It seems clear from our findings
that a gradual change is occurring
in gender relations in the Kassena-
Nankana district. It seems equally
clear that CE related to the re-
search at the NHRC has played
a role both in highlighting the
importance of the perspective of
women and in pushing the bound-
aries of social convention about
gender equity.

DISCUSSION

The NHRC has successfully
blended traditional community
practices with modern research
practices and has provided many
tangible benefits for the Kassena
and Nankani communities of
northern Ghana over the past 2
decades. As a result, the local
communities have developed
confidence in the NHRC and its
foreign collaborators. Our findings
suggest that specific, preexisting
features of the community greatly
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facilitated CE. These include clear
channels of authority, progres-
sive layers of accountability, pro-
cesses for assembling the commu-
nity, and processes for deliberating
new ideas and proposals.

We argue that 3 main and
distinct features of the NHRC’s
model have promoted the effec-
tiveness of CE. First, the collective
experience of the NHRC’s CE ac-
tivities through many research
projects over the years has en-
sured that investigators seeking
entry into the community have
a social map that provides them
with a general orientation to the
local social hierarchy and the spe-
cific channels of authority that
they must pursue. Because the
NHRC was set up in a traditional
African setting, the initial need for
investigators to have extensive
guidance as they entered the
community was particularly high.
The initial social mapping exercise
provided an immediate solution
for the VAST investigators but has
also proved to be a valuable tool
over time for subsequent investi-
gators and for the NHRC. Because
the initial mapping exercise fol-
lowed local customs of oral com-
munication, rather than simply
documenting the findings in writ-
ten form, there is no brochure or
set of materials to guide investi-
gators. New investigators are di-
rected to seek personal guidance
to enter the community, rather than
rely on their own interpretation of
the social norms and practices.

Second, the use of traditional,
local mechanisms of CE seems to
act as a buffer against some of the
key ethical violations generally
associated with global health re-
search, such as exploitation and
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social disruption. Involving chiefs
in calling for a large-scale gather-
ing allows them to fulfill their
traditional stewardship roles as
leaders and protectors of the
community. Durbars and other
forms of social gathering and in-
formation exchange expose the
proposed research to a level of
public scrutiny that may be an
effective deterrent to any flagrant
ethical violations. In our research,
we found no specific evidence of
any ethically problematic studies.
Rather, there was a pervasive
sense, within the community, of
confidence in the NHRC and its
international collaborators. Tradi-
tional mechanisms of engagement
may serve to forge relationships
and accountabilities between the
investigators and the community
that encourage high standards of
ethical conduct. Although it may
never be possible to avoid social
disruption entirely when intro-
ducing new technologies and
practices to traditional settings,
building on local practices, rather
than importing unfamiliar prac-
tices, may help to minimize nega-
tive impacts.

Third, the Navrongo case re-
flects how the flow of tangible
benefits from research enhances
the community’s confidence in re-
searchers. Although there has
been a sustained philosophical
debate about the appropriate type
and levels of benefit that should be
provided to host communities in
low- and middle-income coun-
tries,>®3! there has been less atten-
tion to the consequences of deliv-
ering on some of the explicit and
implicit promises associated with
bringing research activities into
communities. A general sentiment

pervades the global health research
enterprise that, given the massive
resources invested in research for
health improvement in low- and
middle-income countries, the tangi-
ble benefits for host communities
have been insufficient, and unfairly
so. In the case of the NHRC, the
rich web of relationships that the
investigators have developed with
the community, the strong record of
focusing on research that is respon-
sive to pressing local health needs,
the community’s confidence in the
researchers, and the specific char-
acteristics of the community, in-
cluding its limited size, have all
contributed to the realization of
tangible benefits. These include in
particular clear health benefits, such
as reductions in vitamin A defi-
ciency, malaria, and maternal mor-
tality, for the Kassena and Nankani
communities.

There are 2 things: they know
the benefit through their Chief
and also out of respect for the
Chief they accept you. But. . . it is
also a factor of history. We have
been in this area for the past 15 or
more years and for that matter
the people know what we are
worth; they know the value of the
research. (Interview with NHRC
researcher)

The health work that has been
done here, and we are happy
about it, is that measles used to
worry us, chicken pox used to
worry us. All these have gone
away. Pregnant women and de-
livery of children and everyone is
now happy. We now sleep. We
are happy about your work.
(Discussant, during focus group
with Chiefs)

Our findings also raise a num-
ber of questions that will require
further investigation. For example,
we were struck by the fact that the
chiefs and elders do not seem to
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exercise their recognized authority
to prevent access to the commu-
nities by investigators whose re-
search or demeanor they find of-
fensive. The chiefs shared only 1
specific example of conduct that
they found troubling:

There was someone who was
writing a thesis, then she came
round wanting to know the ef-
fects of slavery in the northwest
and the west of this district, the
villages around, especially
around the river basin, the Sisili
river. So all these have been
done. She has gone away and the
people ask me, “what about that
lady, what has she said?” When
she came, like you are doing, she
took pictures, they gave oral au-
dience, she took some pictures.
So you see that they have the
right to know what has hap-
pened. So feedback could be in
a meeting form or they come
back like the durbar you talked
about and say, “can you remem-
ber we came here on this day. ..
and this is what we found, or this
is what we have gotten into.” It is
enough; then they are satisfied.
So feedback is very important.
(Interview with a paramount
chief).

The failure to return results to
the community occurs after ap-
proval has been given for the
research. It is likely that, like
Western research ethics commit-
tees, the chiefs give their blessing
for studies in advance, but are
relatively helpless to intervene
once the research is in progress or
complete. This specific instance
also suggests a broader issue with
respect to the chiefs ability to
make reasoned judgments about
the potential value of proposed
research projects for the commu-
nity. In fact, it is very likely that the
chiefs’ approval for a study to
begin serves a critical symbolic
and cultural role in demonstrating
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their sovereignty over the com-
munity and the land to the foreign
researchers, but the NHRC's sci-
entific expertise and track record
in forging collaborations, which
have brought many tangible
health improvements to the com-
munity, are deferred to in terms of
whether any given study is worth
pursuing. Further investigation of
this relationship could hold im-
portant insights about the precise
meaning of community consent in
traditional settings.

Discussions about exploitation in
research in developing countries
have emphasized the importance
of a fair distribution of benefits
between researchers and research
participants and their communities.
However, it may also be that the
incorporation into CE practices of
traditional rituals of greeting and
respect for authority and power
structures in the host community
play an important role in shaping
expectations about what practices
are considered fair. Although the
specific pathways are not eluci-
dated by our study, the NHRC ex-
perience seems unusually devoid
of the common stories of exploita-
tion, and further investigation of
the reasons for this might prove to
be valuable.

During the first 20 years of the
NHRC, the research has contrib-
uted directly to a number of sig-
nificant health improvements for
the community, such as the intro-
duction of vitamin A supplemen-
tation. It is quite unusual for re-
search findings to have such
a rapid and profound impact on
a host community’s health, and it
is not surprising, as a result, that
we found such welcoming atti-
tudes to research. We expect that
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the opportunities for relatively
simple but high impact studies—
the “low-hanging fruit”—will di-
minish over time, and the research
conducted in the community will
settle into the more common
mode of slow incremental gains
over time. This change in the rate
of dramatic improvements may al-
ter the general risk-benefit calculus
for accepting studies within the
community. However, given the
persistent concerns about exploi-
tation in research in traditional
settings, the rationales and motiva-
tions of the chiefs and elders de-
serve further investigation.

Limitations

We identified several issues or
concepts during our data collec-
tion and analysis that, in retro-
spect, would have benefitted from
more detailed examination. For
example, the chiefs’ role in scruti-
nizing studies and refusing those
that they view as unethical has
not been adequately explained by
our findings. The relationship be-
tween research ethics review and
CE practices did not emerge as
amajor issue in our interviews, but
is likely to be important, particu-
larly with respect to the way the
chiefs exercise their authority.
As well, our understanding of the
impact of the community entry
process on the subsequent design
and implementation decisions
made by researchers is underde-
veloped. We feel our study has
helped to frame the significance of
these issues, and several others,
and we plan to pursue these
questions in subsequent studies.

Our study also has several spe-
cific limitations. First, because this
was a retrospective case study,

many of the experiences of the
NHRC are now many years old,
which may have resulted in in-
accurate recall or judgment that
was biased by more recent events.
Second, we did not elicit the per-
spective of the youth of KND
specifically. It is conceivable that
their perspective would have
revealed important trends or prac-
tices that are not well understood
by their parents or elders. Third,
the interviews were conducted by
local people who were affiliated
with the NHRC. Although this
greatly enhanced the feasibility of
this case study, it also could have
limited the full range of issues and
experiences that the respondents
were willing to share with us.

Conclusions

Despite these limitations, we
believe that we can draw 4 main
conclusions from our findings.
First, some exercise in identifying
and understanding the implica-
tions of the structure of local au-
thorities and decision-making
processes—in this case, the exer-
cise of social mapping—provides
valuable guidance for outsider re-
searchers and helps to formalize
the communities’ authority. Sec-
ond, using traditional CE mecha-
nisms that are familiar to the
community limits the social dis-
ruption associated with research
conducted by outsiders. Third, the
community’s confidence in re-
searchers is enhanced when tan-
gible benefits flow from the re-
search back to the community,
and this dynamic makes commu-
nities generally receptive to new
research activities. Fourth, even
in seemingly ideal, small, and
homogeneous communities,
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cultural issues such as gender in-
equities exist that may not be
addressed effectively by tradi-
tional practices alone. B
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