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Abstract

This paper highlights the processes of conducting communi-
ty-based participatory research within an operational
research project in Lilongwe under the title of Extending
Services to Communities (ESC). The project involves devel-
oping partnerships with community leaders, storekeepers
and community members to enhance knowledge and effec-

tive referral for TB and malaria. These challenges need fur-
ther discussion and debate on decentralizing services and
developing partnerships with providers close to communi-
ties to enhance the poor’s access to services. Participatory
and community-based research approaches are integral to
these partnerships.

Introduction

What do we mean by community based-research or partici-
patory research?

Participation is one of the foundations of equality®. Community-
based research involves working directly with different commu-
nity members to try to make a difference in the way people in
communities work, think, and relate to others. Its participatory
nature supports and contributes to the efforts of individuals,
groups and movements that challenge social inequality and
work to eliminate exploitation’. It strives to play a liberating role
in the Jearning process by promoting the development of a crit-
ical understanding of social problems, their structural causes
and possibilities for overcoming them (ibid.).

Community-based participatory research in Malawi: The
role of ESC

In Malawi, community-based research is emerging as a way to
encourage meaningful and relevant evidence about practices in
communities. The Research on Equity and Community Health
(REACH) Trust in Malawi, through its Extending Services to
Communities project is currently implementing an intervention
in poor urban areas of Lilongwe and is evaluating it using com-
munity-based participatory research. The main aim of the ESC
project is to assist the National TB and Malaria Programmes to
improve the care seeking behaviour and treatment of sympto-
matic women and men in poor urban areas of Lilongwe.

Poor urban communities have a high burden of TB and malaria
in Malawi. In addition they face many barriers to accessing
services in the form of social, opportunity and financial costs of
care seeking and illness***. Informal providers have a vital role
in ensuring access to health services for poor populations]®'*2,
Work conducted by the REACH Trust has shown that store-
keepers have an established role in the early treatment of both
TB and malaria. However, inappropriate treatment and advice is
common®. The main thrust of ESC is to improve access to TB
and malaria care by strengthening community involvement
through training storekeepers, community health committees
and volunteers.

The intervention is being implemented in Ngwenya and Kauma.
These are squatter settlements, located in the poorest areas in
urban Lilongwe. The ESC action research intervention is
informed by both participatory and community-based research
approaches and involves the active participation of different
community groups, namely: chronic coughers who are above
the age of 15, carers of under five children, storekeepers, com-
munity leaders, TB patients, volunteers and community health

workers. The ESC intervention has a three- year time scale
(April 2003 — August 2006) as illustrated in the following table:

Initial research and development of intervention:
exploring community perceptions of illness, path
ways to seeking cdre and barriers faced in accessing
* care. Findings were fed back to community members
through participatory methods, such as drama, to
jointly formulate an intervention to address barriers
identified.

mplementation of the intervention: capacity building
and training of storekeepers, community health
committees and community-based organizations to
improve their referral, advisory and health promotion
skills.
Evaluation of the intervention using mixed methods:
Quantitative methods included household surveys
and a grocery shop survey; qualitative methods
included conducting focus group discussions and
in-depth interviews.

Working within a participatory development
approach: lessons learned by fieldworkers

The importance of dialogue and building trust
Community-based research involves developing positive work-
ing relationships with different members in the community.
Building rapport, confidence and trust is not always a straight-

.forward process and does not happen over night. Clear interac-

tive discussion about the research - the aims, objectives, roles
and responsibilities of different players are key entry points to
participatory and community-based research. The working
relationships with some of these communities (such as
Ngwenya, Area 24), goes back to 1999 with initial work on
understanding community perceptions of tuberculosis and
HIV/AIDS, livelihood strategies of community members and
pathways to seeking care. Since then some of the community
leaders have moved out of the community and new leaders
elected. Continuous communication and interaction with com-
munity leaders and members and clarifying any misconceptions
around the objectives of the study helped to address this partic-
ular challenge.

The researchers’ experience has shown that because much
research in Malawi has been conducted in an extractive manner
and has not resulted in tangible interventions at the community
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level, community members do not initially appreciate the value
of research. These concerns, which are often based on lived
experience, need to be overcome through a participatory process
of listening and discussing the different components of the
action research, and adjusting where appropriate to reflect the
needs and priorities of different community members.

Incorporating community perspectives throughout the
action research intervention

Community based participatory research has enabled people
from the intervention sites to participate in defining their health
needs and expected outcomes for the intervention. Community
members have had a major influence on all aspects of the ESC
intervention. For example, the ESC project was initially con-
ceived of as a TB intervention However, community members
requested that the focus should be broadened to include malar-
ia, as this is one of the major illnesses in the area. Community
members also shaped the type of intervention through request-
ing specific training of storekeepers and suggested which issues
should be covered in health promotion activities. In this way,
participatory community-based research provided a platform for
communication and action. Community members fed back to
the health providers with suggestions about how to improve the
intervention. Research findings were also fed back to communi-
ty members to verify information collected through role plays
conducted by community-based drama groups.

Community members’ perceptions of the fieldworkers
Because the intervention focuses on health and improving
access to care, most community members had the initial per-
ception that the REACH Trust researchers were health workers.
For instance, they explained different types of diseases they
were suffering from and other bodily complications, with
expectations that we would give them the right medication.
They also asked for ideas about how to form health groups; or
how to advise their fellow friends, especially neighbours, who
lack hygiene in their homes.

Others perceived the researchers as senior bosses who are able
to affect change in the health system and briefed them on mal-
treatment they had experienced in the formal health sector. This
included nurses prescribing drugs before they even finish
explaining what they are suffering from; being prescribed drugs
contrary to what they are suffering from and without telling
them the dosage and being shouted at if they made any delays
before reporting to the health facility. It should be mentioned
that times of political activity could also confuse understandings
of the roles of different players; at times the researchers were
perceived as political campaigners.

The researchers also faced challenges when there was confusion
between the action research they were involved with and other
interventions or research projects that were being conducted in
the same areas at the same time. Networking or linking up with
other organizations that are also implementing projects within
the same catchment area is also important to community-based
participatory research.

Continuous interaction and discussion between the researchers
and community members, volunteers and health committees
provided them with opportunities to clarify their roles — what
the researchers were able to do and change, and what they were
not.

Working with poor communities: Ethical dilemmas
The research activities involve interviewing TB patients within
these poor urban communities. Some of these patients are very
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poor to the extent that they depend on ganyu work (day to day
employment) to earn a living, and some have inadequate food to
eat during TB treatment. This raised a dilemma for the
researchers. In Malawian culture it is the norm to carry food-
stuffs or gifts to support the family when visiting a patient.
Shouid the researchers follow these cultural norms when visit-
ing and interviewing poor TB patients or would this act as an
inducement and mean that TB patients’ ability to refuse to par-
ticipate in the study is compromised? After discussion as a
team, the researchers decided that it was cthically appropriate to
give to each patient at least two packets of sugar and two tablets
of soap. These items were given after the interview so they did
not appear as an inducement to participate.

The researchers also discussed how to respond to patients who
were ill and in need of health treatment. The researchers were
not health workers but do have some health knowledge and felt
that it was ethical to use this. Where appropriate, the researchers
encouraged sick women and men to go to the health facility and
where necessary gave a referral letter. The referral was designed
in collaboration with District TB and Malaria coordinators and
is an integral part of the intervention.

The implications of working with a stigmatised disease
There is strong TB and HIV co-infection in Malawi; among TB
patients, the HIV/AIDS prevalence rate is 77 percent'*. TB and
HIV/AIDS are also closely related in community perspectives,
as confirmed by a study conducted in urban Lilongwe on com-
munity perceptions of TB and HIV/AIDS. This study revealed
that community members do not conceptualise differences
between TB and HIV/AIDS; people suffering from tuberculosis
are perceived to be HIV positive®”. This resulted in challenges to
identifying TB patients through the TB registers and following
them up in their communities, as many TB patients tried to keep
their disease a secret. The easiest way of identifying and access-
ing TR patients was through the community-based groups who
provide support to TB patients. These community groups had
established relationships with the patients and act as a social
support system for them and their families. Ensuring sensitivity
and a guarantee of confidentiality is important in working with
these sick and frequently stigmatised individuals.

What are the implications of these lessons?

The need to decentralize service provision is highlighted in the
Malawi Health Sector Progamme of Work and Essential Health
Package”. Key to this is the need to bring services closer to
communities, for example to increase TB case finding, up-take
of anti-retrovirals and quick responses to high fever in children.
This means developing collaborative partnerships with Health
Surveillance Assistants, different community structures that are
active in different areas (such as grocery store owners or home
based care groups) and women and men in the community. This
paper has highlighted some of the challenges faced in develop-
ing and sustaining these relationships. Developing relationships
takes time and community or field workers need to be patient
and willing to interact with different community members
through time — to listen, engage with, and respond to their per-
spectives and dispel any misconceptions about their own roles.
If trust can be built there is a strong opportunity of joint action
for equity.

This type of participatory community-based research in poor
contexts, such as Malawi, involves developing relationships
with vulnerable individuals and groups. Those living with TB
and/or HIV may also be experiencing stigmatisation, which can
increase their vulnerability and isolation. The ethical implica-
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tions of how to develop these relationships in ways that are cul-
turally appropriate but also ensure informed consent procedures
is a challenge.

Finally, the perspectives, experiences and dilemmas faced by
field workers, and in this instance written up by ESC field-
workers, deserve further debate. Fieldworkers or research assis-
tants are arguably the ‘cultural brokers’19 in research interac-
tions and in development practice. It is fieldworkers who medi-
ate between research aims or development goals and the expec-
tations and priorities of women and men at the community level.
These processes of mediation can be complex and contested and
field workers may face ethical and other dilemmas on a daily
basis. There is a need to hear direct from fieldworkers about
their experiences to develop learning and exchange around good
practice.

Conclusion

Participatory community-based research involves working with
different community members to understand a certain problem
- and/or develop and evaluate the problem at hand. Such an
approach has core strengths as it can enable the development of
interventions that reflect the needs and priorities of different
community members; this approach arguably enhances owner-
ship and sustainability. It can also provide a platform through
which different groups can express their experiences of health
service delivery and promote service accountability. This is an
important approach with the urgent need to look at ways to fur-
ther decentralize health services to meet the needs of poor
Malawians . This is however, not a straight- forward process,
communities are not homogenous entities and establishing rap-
port and trust with different community groups takes time,
patience and continual engagement. Critical to community-
based research are fieldworkers— their roles and experiences
need further debate and discussion.
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