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Introduction

In this article, we reflect on our experiences
as a multidisciplinary team applying
participatory learning and action methods
to research HIV/AIDS prevention in fish-
ing villages in Uganda. Our team included
people born and raised in fishing commu-
nities with professional training in social
and medical anthropology, behaviour
change communication, health and social
work. Because of our backgrounds, we
were able to break down communication
barriers and build trust with participants,
facilitating discussions on issues that are
socially sensitive and challenging deeply
held beliefs and norms.

Background

HIV prevalence in Uganda is estimated at
7.3% (MoH et al., 2012). But a recent study
in the Lake Victoria basin fishing commu-

nities found a prevalence of 22% (Opio et
al., 2011), while previous studies estimated
it to reach up to 30% (MAAIF, 2005; Asiki
et al., 2010). Yet these communities are not
being reached effectively by existing health
and AIDS services. Fishing and fish trading
are mobile occupations and people may be
absent from their homes when HIV coun-
selling, testing, education and sensitisation
services are available (Mojola, 2011; MoH
and ORC Macro, 2006).

From July to September 2009, our
multidisciplinary team conducted partici-
patory research in six fishing communities
in Lake Victoria at four landing sites and
two islands in Wakiso and Mukono
districts (see Box 1).' Our objective was to
explore innovative, community-appropri-
ate and gender-sensitive ways to reach
those at risk of HIV infection and engage
them in HIV prevention research.

1 The research was done by the Uganda Virus Research Institute’s International AIDS Vaccine
Initiative HIV Vaccine Programme (UVRI-IAVI) in partnership with Africa Social Development
and Health Initiatives (ASDHI), a local community-led organisation that is currently
implementing HIV/AIDS and community development activities in the fishing communities of
Ssi-Bukunja sub-county, Buikwe district in Uganda. The research was funded by The
Wellcome Trust UK. See: UVRIFIAVI HIV Vaccine Programme: www.iavi.or.ug and Medical
Research Council MRC/UVRI Research Unit on AIDS: www.mrcuganda.org
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located.

Box 1: Our multidisciplinary research team

Our team had two team co-leaders, Peter Byansi and
Paul Bukuluki. Peter Byansi grew up in a fishing village
and is trained in both social development and health.
Paul Bukuluki is a medical anthropologist who grew
up by the River Nile and now works in fishing
communities. Six research assistants (three women,
three men) have experience in HIV/AIDS and sexual
and reproductive health (Rebecca Nabbosa, Ismail
Ddumba Nyanzi, Jimmy Kalinda, Arthur Musasizi,
Daphine Kasiwa Ntege and Easther Nassonko
Kavuma). Four are from the Africa Social Development
and Health Initiatives (ASDHI) and have a fishing
background.

Our team worked in partnership with two
researchers from the Medical Research Council/UVRI
Research Unit on AIDS and staff from UVRI-IAVI (Janet
Seeley, Pontiano Kaleebu, Leslie Nielsen, Kidega
William, Simon Sigirenda and David Walugembe).
Pontiano Kaleebu is a researcher from MRC/UVRI and
trained in medicine and immunology while Janet
Seeley is a social anthropologist. Leslie Nielsen (UVRI-
IAVI) is trained in project management, and Simon
Sigirenda in social science, while Kidega William and
David Walugembe are trained in health services
management and communication/public relations
respectively. The UVRI Scientific and Ethics Committee
and the Uganda National Council for Science and
Technology granted ethical clearance for the research.

Ssenyi fish-landing site, Lake Victoria where the Africa Social Development and Health Initiatives offices are

Methods and processes

Two weeks before the research, we (team
leaders Peter and Paul) visited two of the
research sites and observed people going
about their activities. Our aim was to assess
which research methods would be appro-
priate for working with most-at-risk
individuals or groups. We also identified
key contact persons and groups to work
with in identifying and selecting partici-
pants.

Informal conversations with fisherfolk,
local leaders and women and men living
and working at these sites revealed that
there are individuals, structures and
networks that act as gatekeepers who could
positively or negatively influence the
research. First we needed to identify and
engage with these gatekeepers, including
community leaders, boat and net owners,
landlords, peer networks and informal local
leadership structures in different ethnic
groups.

Most gatekeepers help to mobilise
participants to link with a research team.

Photo: Peter Kayiira Byansi
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However, some wield power and influence
which may impact upon people’s agency.
For example, some gatekeepers monitor
and enforce government fisheries policies
and guidelines. Some provide employment.
Others own or control landing sites or
camps on islands. When gatekeepers
endorse a research intervention, individu-
als may feel obliged to participate for fear of
compromising their security, tenancy or
livelihoods. Gatekeepers might also try to
control the process, for example by influ-
encing our research team to work with
certain groups and not others. These visits
also revealed that daytime-only research
would miss crucial information from indi-
viduals and groups such as fisherfolk, sex
workers, fish driers, barmaids and restau-
rant workers. In addition, most fisherfolk
are busy and may prefer not to talk to a
researcher in their free time.

At this point, we made two key deci-
sions. The first was to make full use of our
team members with a fishing background,
interacting with the communities by help-
ing to sort nets or mend boats. Secondly,
we decided that our research team would
spend four days at one of the research
islands, to experience life there first-hand.
This was a key strategy for encouraging
participation and learning more about the
context and relevant issues. It enabled us
to build rapport with gatekeepers and
community members and helped to allay
suspicions. Gatekeepers could express
feelings, opinions and information with-
out feeling threatened or undermined.
Both gatekeepers and community
members also felt comfortable discussing
who speaks for whom. For example, we
learnt that men and husbands often speak
for communities and wives respectively.
We sought to identify and understand
such power dynamics by deliberately
reaching out to those that would be
silenced.

We divided into three sub-teams, each
with a member with a fishing background.
Our assistants were trained in the use of

PLA methods. Research tools and check-
lists were pre-tested at Ggaba, a large
landing site near Kampala, and through-
out the preliminary analysis. To improve
the quality and relevance, the checklists
were refined to build on learning from the
communities. Supervised by the team
leaders, the research assistants helped in
the participatory data collection processes
and so were well informed about commu-
nity issues.

Community participation in our
research took the form of ‘cooperation’ and
‘co-learning’ (Kanji and Greenwood, 2001).
Cooperation is ‘where local people work
with outsiders to determine priorities; the
responsibility to direct the process lies with
outsiders’. Co-learning is ‘where local
people and outsiders share knowledge,
create new understanding and work
together to form action plans’. We chose
this approach so that participants could
reflect and share their own ideas on how to
effectively reach them, use terms that
related to their realities and experiences,
and identify community resources for
communicating HIV prevention messages
and HIV prevention research.

PLA methods were important in
enriching our understanding of fisherfolk’s
experiences, behaviour, sub-cultures,
power structures, cultural and socio-
economic dynamies. It helped us to
understand how these relate to HIV
prevention research, HIV risk, and vulner-
ability in most-at-risk individuals and
groups. Approximately 220 people partic-
ipated in the research, including
commercial sex workers, fisherfolk, boat
and net owners, young people, business
men and women, motorcycle (boda boda)
transporters, lumberjacks, wood-loaders,
restaurant, lodge and bar owners and
workers, religious and local leaders, and
staff from civil society organisations work-
ing in the research areas. The participants
were aged between 15 and 49 years old.

Using PLA methods helped to create
knowledge, construct new meanings and
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mobilise community capacities to cope
with and transform their situations (Corn-
wall and Jewkes, 1995). We used a variety
of methods, including Venn diagrams,
seasonal calendars, causal linkage
diagrams, pair-wise ranking and scoring,
brainstorming, social mapping and key
informant and focus group discussions.
Informal conversations, in-depth inter-
views and participant observation were
mainly used during interactions with
people sorting nets, women drying fish,
and in restaurants, bars and venues such
as video halls (known locally as bibanda)
and trading centres, markets, landing sites
and sports fields. Informal conversations
and interviews took place spontaneously
while we were observing or joining in activ-
ities. In-depth interviews were used with
commercial sex workers and their selected
clients.

We held separate PLA sessions for
different groups of female and male adults
and youth (aged 15 to 30). Community
members and researchers carried out on-
the-spot preliminary analyses of emerging
themes and issues. This helped to triangu-
late and validate the results and ensure
community ownership and understand-
ing. Representatives from these groups
then presented the results to other
community members at the different data
collection sites. Copies of social maps were
left in the community with the session
leaders. The research team also facilitated
discussions and provided feedback from
informal conversations, in-depth inter-
views and participant observation. These
meetings helped community members to
enhance their knowledge of the drivers of
HIV, discuss community-appropriate
communication approaches and identify
HIV service gaps. Crucially, they were also
able to ask questions about the little-
understood concept of HIV prevention
research.

Lessons learnt, critical reflections and
analysis

We used a range of methods to build trust
and unravel realities, meaning and
perspectives. We gained insights into
people’s day-to-day lives and behaviour,
and made comparisons between different

groups.

Using appropriate communication channels
Some methods, such as informal discus-
sions, allowed people to open up about
culturally sensitive or potentially stigmatis-
ing issues, which they may have been
reluctant to share in group settings. For
example, in focus group discussions
(FGDs), people said they preferred to
receive information on HIV and HIV
prevention from local, cultural/ethnic and
religious leaders. These channels are
targeted by health and AIDS information
seminars and other service providers.
However, informal conversations revealed
that information is not always effectively
passed on to others via some of these chan-
nels.

Religious leaders were perceived as
moralistic and stigmatising in their
communication approach about HIV and
AIDS. Other local leaders were said to be
seeking monetary gains and the prestige
associated with NGO training and
research, rather than to learn and share
information. Instead, participants
suggested alternative interpersonal
communication channels. These included
community events like funerals and
weddings and individuals such as tradi-
tional healers, peers, friends, sengas and
kojjas?

These communication issues had not
been mentioned in the earlier group
discussions. Further discussions revealed
the social and culturally constructed rela-
tionships that at times impede open
discussion of deeper issues. We were able

2 Sengas and kojjas (paternal aunts and maternal uncles) hold a special place in Baganda
culture as sources of information, particularly about sex and marriage (Sengendo et al., 2001;

Muyinda et al., 2003).
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to explore these relationships and discuss
the perceived use, effectiveness and relia-
bility of using such communication
channels to reach most-at-risk individuals
and groups.

These informal conversations and
interviews revealed some significant issues
that shed more light on HIV risk and
vulnerability. Women shoulder the biggest
burden of HIV in Uganda. During group
discussions and key informant interviews,
people said that HIV risk was primarily
driven by casual, commercial and multi-
ple sexual relationships with people of
unknown HIV sero-status, and that
women’s involvement in casual and multi-
ple sexual relationships was motivated by
the need to make money. However, infor-
mal conversations revealed other
underlying reasons, such as the need for
sexual satisfaction, companionship,
support, security and love. Some women,
for example, said that sex was a means of
getting someone to talk to, share their
problems with and/or protect them from
other men. Unfortunately, they said, such
men were rare, which is why the women
changed sexual partners. Other women
said they were driven into multiple sexual
relationships to seek revenge and/or find
solace from abuse they face at home.

Our research communities said that
intimate partner violence was common,
often sparked by jealousy over infidelity.
These are sensitive family matters that
participants felt unable to share during
FGDs or other group PLA activities for fear
of being ridiculed or shunned. Most Ugan-
dan cultures forbid discussing such matters
in public. The methods we used provided a
safe space and enough time for people to
share their thoughts, concerns and reali-
ties.

Working with a multidisciplinary research
team

Having a multidisciplinary team with
knowledge of HIV and communication
and facilitation skills was instrumental in

asking participants the right questions.
Our team members with a fishing back-
ground were able to brief the rest of us
about the life and culture of fisherfolk. We
went into the field with the right attitude,
ready to listen and respect local people and
their knowledge. Camping at one of the
research islands, helping with community
activities, playing football or just sitting
talking with people helped with genuine
communication. Participants were partic-
ularly open with those of us with a fishing
backgound, who they felt understood their
way of life, culture and realities. These
approaches allowed participants more
time to talk and for us to listen.

Having a team with men and women
was also an advantage, but it was not with-
out risk. Some male participants were
drawn to the women on our team, while
some women participants focused on the
men, perhaps hoping to find a new part-
ner. However, both men and women
appreciated having someone of their own
gender to talk to about HIV, treatment and
other health issues such as sexually trans-
mitted diseases. This gave us opportunities
to discuss their experiences, perceptions of
HIV risk and vulnerability, and participa-
tion in HIV prevention research. Health
matters requiring treatment, consultation
and counselling were referred to UVRI-
IAVI partners, The AIDS Support
Organization (TASO), Entebbe Hospital,
and clinics supported by Marie Stopes
Uganda.

Benefits of using participatory approaches

Using PLA methods enabled us to discover
that issues around gender, ethnicity and
social position inevitably create differing
realities, conflicting perspectives, interests
and needs. To effectively uncover and
mediate such conflicts, researchers must
be adequately briefed and trained in
participatory research, competencies and
attitudes. PLA methods also enabled
different participant groups to express and
share their knowledge and realities, such
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as sexual abuse. With their permission, we
shared their anonymous stories with
others during later community dialogues.
This raised awareness of the problem and
showed how abuse contributes to the
spread of HIV. Discussions on the social
maps showing key community resources
(e.g. the TASO and UVRI clinics located
near the study sites) revealed that some
people had not known of their existence
but were keen to take advantage of such
resources in future.

Community mobilisation

Importantly, the PLA methods showed
people that they can gather data, analyse
and use it to plan and develop context-
specific solutions. Using the results of the
research, UVRI-IAVI engaged study
communities to plan and implement inno-
vative communications outreach activities.
Through their respective leadership struc-
tures, communities were involved in
mobilisation, providing venues for activi-
ties, identifying community outreach
teams and providing feedback. Communi-
ties identified and selected community
peer leaders who were then trained by
UVRI-TAVI. Community peer leaders led
the process of sensitising communities and
engaging them in discussions about HIV
and HIV prevention research. Activities
included the use of music, dance and
drama, community dialogue, sports and
painting boats with HIV prevention
messages.

Community members realised that the
participatory research had influenced
subsequent interventions. This helped to
build their confidence in mobilising their
own capacities and participating in deci-
sions and activities that affect their lives.
Sustaining activities is still a challenge, but
the fact that communities have started to
use their potential to influence and share
in planning and implementing community

interventions is a sign that the empower-
ment process is taking place.

Developing HIV prevention strategies that
communities can relate to

Our final lesson is related to people’s under-
standing of HIV prevention research and
the chronic lack of consistent HIV and
health services in the study communities.
At the time of our research, people under-
standably knew little of HIV prevention
research. UVRI-TAVI and MRC, with the
support of the European and Developing
Countries Clinical Trials Partnership, were
conducting a three-year fisherfolk study in
some of the study areas.? To them, the
concept of HIV prevention research
seemed both complicated and the preserve
of scientists. By using participatory
research methods, we realised that
community members were more
concerned about the lack of health and
HIV/AIDS services. They only understood
HIV prevention research within the
context of increasing their access to HIV
prevention, treatment and care services. If
they are to stimulate systemic social
change, HIV prevention research strategies
need to integrate other programme
elements and service provision, and involve
developing partnerships with informal
networks of ethnic/traditional, religious
and opinion leaders and also decision
makers at different levels.

In response to the health and HIV serv-
ice gaps identified by the study
communities, UVRI continues to work with
service providers such as TASO, Entebbe
Hospital and Marie Stopes Uganda to
address these gaps. These organisations
offered services in some communities
before the research, but now their services
are more sensitive and responsive to
community issues and concerns, and
involve community structures in planning
and implementing interventions.

3 This s a two-country study mapping the prevalence of HIV and tracking its transmission
among individuals in the lake-shore towns and island villages in Uganda and Malawi.
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Conclusion

Complementing group methods with
informal conversations and participant
observation helped bring to the fore latent
issues that people were reluctant to
discuss in public. Using trained
researchers from fishing communities
that participants identified with helped to
break down communication barriers and

A boat painted with an HIV prevention message, Kigungu fish landing site, Entebbe, Lake Victoria.

build trust, and facilitated the sharing of
issues that participants perceived to be
both sensitive and challenging. A blend of
PLA methods and ethnographic
approaches such as participant observa-
tion proved invaluable in our research
with fishing communities, and would be
with other vulnerable or high risk popu-
lations.

CONTACT DETAILS

Peter Kayiira Byansi,
(ASDHI)

PO Box 860

Mukono

Uganda

Email: pbyansi@gmail.com

Paul Bukuluki

PO Box 7062
Kampala
Uganda

Africa Social Development and Health Initiatives

Ssi-Bukunja, Buikwe District, Uganda

Buikwe District Office, Africa Social
Development and Health Initiatives (ASDHI); and
Makerere University School of Social Science

Email: pbukuluki@ss.mak.ac.ug



90 participatory le '/-_J\t' 66 Byansi et al
participatory learning and action yansi et a
~—

Janet Seeley

Medical Research Council; University of East Anglia, UK; and
Uganda Virus Research Institute’s Research Unit on AIDS

P O Box 49, Entebbe, Uganda

Email: janet.seeley@mrcuganda.org

Kalinda Jimmy and Rebecca Nabbosa
Africa Social Development and Health Initiatives (ASDHI)
Email: asdhiuganda@gmail.com

Pontiano Kaleebu

Uganda Virus Research Institute: International AIDS Vaccine Initiative/
HIV Vaccine Programme and Medical Research Council; and

Uganda Virus Research Institute Research Unit on AIDS

Email: pontiano.kaleebu@mrcuganda.org

Leslie Nielsen, Kidega William, Simon Sigirenda and David Walugembe

Uganda Virus Research Institute

International AIDS Vaccine Initiative

HIV Vaccine Programme

P O Box 49, Entebbe, Uganda

Email: Inielsen@iavi.org; wkidega@iavi.or.ug; ssigirenda@iavi.or.ug;
dwalugembe@iavi.or.ug.

REFERENCES

Asiki, G., A. Nanvubya, J. Mpendo, A. Ssetaala, E. Aling, C. Agaba and
A. Kamali (2010) ‘Experiences of recruitment and retention for a
clinical trial among fishing communities in Uganda.’ Poster at AIDS
Vaccine 2010 conference, Atlanta, USA.

Cornwall, A. and R. Jewkes (1995) "What is participatory research?’
Social Science and Medicine 41:12, pp. 1667-1676.

Kaniji, N. and L. Greenwood (2001) Participatory approaches to
research and development in IIED: learning from experience.
International Institute for Environment and Development (lIED):
London. Online: http:/pubs.iied.org/9095IIED.html

MAAIF (2005) Strateqy for reducing the impact of HIV/AIDS on fishing
communities. Department of Fisheries Resources, Ministry of
Agriculture, Animal Industry and Fisheries: Entebbe, Uganda. Online:
www.mrag.co.uk/Documents/ug0672/ug0672_8.pdf

MoH, ICSF International, CDC, USAID, WHO, Uganda Bureau of
Statistics and UVRI(2012) Uganda AIDS indlicator survey 2011, final
report. Ministry of Health (MoH): Kampala.

MoH and ORC Macro (2006) Uganda HIVIAIDS sero-behavioral survey
2004-2005. Ministry of Health and ORC Macro: Kampala, Uganda
and Calverton: Maryland, USA.

Mojola, S. A. (2011) ‘Fishing in dangerous waters: ecology, gender and
economy in HIV risk.” Social Science and Medicine 72, pp. 149-156.

Muyinda, H., J. Nakuya, R. Pool and J. Whitworth (2003) "Harnessing the
Senga institution of adolescent sex education for the control of HIV
and STDs in rural Uganda.” AIDS Care 15:2, pp. 159-167.

Opio, A., M. Muyonga, and N. Mulumba (2011) HIV sero-behavioral
survey in fishing communities of the Lake Victoria basin of Uganda.
Lake Victoria Basin Commission (LVBC) Secretariat: Arusha.

Sengendo, J., P Bukuluki and E. Walakira (2001) A cultural approach to
HIVIAIDS prevention and care: UNESCO/UNAIDS research project,
Kampala pilot project phase one scientific report. Uganda National
Commission for UNESCO and Makerere University. Online:
http://unesdoc.unesco.org/images/0012/001255/125587e.pdf



