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ABSTRACT

In the past, researchers have inadvertently caused stigmatization of various
populations, first by not involving community members and then through pub-
lishing negative findings. In contrast, participatory research, which is based

on a partnership between researchers and those affected by the issue being
studied, promotes the voice of those being researched. This essay highlights key
principles, processes, complexities, and challenges of participatory research and
outlines when participatory research is not appropriate. It also reflects on the
training and skills of family physicians that make them especially suited to par-
ticipatory research. Family physicians have established clinical partnerships with
their patients and sometimes entire communities, are trained in patient-centered
care—a good basis for community centered research—and are accustomed to
working with uncertainty. In addition, they are frequently pragmatic, interested
in questions arising from their patients and communities, and likely to respond
well to community requests. The main challenges to participatory research are
lack of funding, expertise, and time, which may improve as more funding agen-
cies and universities support this approach to research.

Ann Fam Med 2007;5:557-560. DOI: 10.1370/afm.755.

INTRODUCTION

amily physicians work in a wide variety of settings, including com-

munities identifiable by geography or ethnicity, private offices, man-

aged care practices, and academic teaching centers. They take care
of patients from all walks of life, including those from poor, vulnerable,
and minority populations. Some family physicians—both practice- and
university-based—are also engaged in primary care research. If they are
already engaged in research or thinking of becoming so engaged, | would
like to advocate that they consider using participatory research. Participa-
tory research is defined as researchers working in partnership with “those
affected by the issue under study”' and is increasingly recognized as a
highly effective method of adding relevance and value to primary health
care research.? The equally important goals of participatory research are
to undertake high-quality research, benefit the community or group where
the research is occurring, and develop knowledge applicable to other set-
tings. This essay highlights the key points and challenges of participatory
research, shows how this approach to research can be applied in different
settings and with different populations, and describes why I believe family
physicians are ideally suited to succeed in this type of research.

Need for Participatory Research

Communities, especially of poor, vulnerable, and minority populations,
are often stigmatized by those who conduct research on or in or about
communities. Community has been defined as “a group of people sharing
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a common interest. Cultural, social, political, health,
and/or economic interests link the individuals, who
may or may not share a particular geographic asso-
ciation."" Communities can be geographic entities,
organizations (eg, health care organizations), or groups
of individuals. Individuals may not necessarily belong
to a community with social interactions, but they can
become a community of convenience for a research
project, such as patients attending an academic teach-
ing center. Conventional research, in which research-
ers make all the decisions, can be detrimental to
communities that have no input and are objectified
during the process, do not receive the findings, and
are stigmatized by dissemination of negative results.
Furthermore, researchers often fail to put their findings
into context or recommend how results can promote
programs to improve health.

In contrast, participatory research engages research-
ers and community members in an active research
partnership. In its fullest expression the researcher-
community partnership creates a team for decision
making throughout the research process, from develop-
ing the question; collecting, analyzing, and interpreting
the data; and developing conclusions to disseminating
results. Researchers and community members each
bring their own expertise, backgrounds, and different
knowledge base to the team. It is this combination of
strengths that is so enriching to the process, both bene-
fiting the community and increasing the scientific valid-
ity of the findings.>* Participatory research promotes
research relevant to local concerns, action and social
change, increased community skills, capacity building,
sustainability, and knowledge translation.’

Participatory Research Process

There are many aspects to the process of conducting
participatory research: community definition and rep-
resentation; forming a community advisory group that
reflects community diversity; defining, prioritizing, and
negotiating community concerns and research tasks;
managing and disseminating controversial or even
stigmatizing results; and issues of control and power.
These concerns are key in any community-researcher
relationship and have been explored in some detail
elsewhere.®'° [deally the process uses a written agree-
ment,*'"" builds on preexisting strengths, facilitates col-
laborative partnerships, promotes a cyclical and itera-
tive process with conjoint learning, addresses health
from a positive perspective, and disseminates findings
and knowledge gained to all partners.'”? The fundamen-
tal shift required by researchers is to move from think-
ing that they are the experts to an understanding that
they have expertise which complements the expertise

of other team members."*'*

Participatory Research in Different Settings and
With Varying Topics

It is easier to initiate participatory research when there
is a natural community with which to partner."”'® Even
so, participatory research has also been undertaken
with highly diverse groups, including the homeless,'”
women prisoners,'® health care workers working with
children receiving palliative care at home,"” and minor-
ity groups,?® as well as across large geographic areas

of practice-based research networks.?! It has also been
used with potentially stigmatizing research topics,
including pregnant women abusing drugs,?? alcohol
use,?’ immigrants, and indigenous peoples with tuber-
culosis.?* Using participatory research with marginal-
ized communities and stigmatizing topics promotes
findings more relevant to those who are the subjects of
the research and, with all team members contributing
to and/or reviewing material before external dissemina-
tion, ensures that information is released with commu-
nity agreement.

When Participatory Research Is Not Appropriate
There are also situations in which a participatory
approach may not be necessary or appropriate, such as
analyses of national data sets or when representation is
particularly hard to achieve. A balance should be main-
tained between the need for representation and the
practicality of time and funding. Assuring representa-
tion from widely disparate groups could overburden
resources and bring research to a halt.

Family Physicians and Participatory Research
For the following reasons, | believe that family physi-
cians have unique background skills and are well posi-
tioned to undertake participatory research:

e Established relationships. Researchers first need
to develop a partnership with those affected by the
issue under investigation. Through providing health
care, family physicians have already established trust-
ing relationships with individuals, organizations, and,
indeed, entire communities. Also, a community has had
time to size up their family physicians and assess the
advantages or disadvantages of extending this relation-
ship to include research.

e Skills. Some family physician skills are relevant to
participatory research. For example, family physicians
are taught to use a patient-centered approach. Such
an approach includes developing a shared agenda for
patient care, including an understanding of the wider
context of each patient—everything from the genetic
heritage to family and workplace stressors. | suggest
that patient-centered care is a good basis for participa-
tory research, which is patient- or community-centered
research. Participatory research requires discussions
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among team members to develop a shared research
agenda and a deeper understanding of community or
group complexities.

e Experience with uncertainty. Family physicians
are also accustomed to dealing with uncertainty, as
their patients have a wide variety of undifferentiated
symptoms: Is this headache due to socioeconomic
issues or underlying disease? Should [ treat them
myself or should I refer? In participatory research proj-
ects there is plenty of uncertainty as team members
come together with different backgrounds and world
views. Will all partners continue to agree on the direc-
tion of the research? Will key stakeholders remain in
the partnership until the end> Will all partners inter-
pret or value the results the same way? | remember an
excellent family physician researcher moving from con-
ventional research to PR. When he said he felt he was
holding a "ball of unset Jell-O," I absolutely agreed. |
suggest this sensation is parallel to the uncertainties of
patient care.

® Pragmatism. Family physicians frequently seem
to be pragmatic—another trait that aids participatory
research, in which decisions and power are shared.
When a family physician develops a research idea, he
or she is likely to want to research something that has
come out of patient care or is common in the practice.
Such a research idea is also likely to be of interest to
community members. Alternatively, if the question
comes from the community, it is likely to resonate with
the family physician. In contrast, academic research-
ers often have questions that would be interesting
to investigate but are not perceived to be of value to
community members.

e Resource for research. Communities see fam-
ily physicians as a resource of knowledge, skills, and
contacts and may approach them for help in evaluating
or ameliorating a health problem.?* Family physicians
with research skills and time can themselves suggest
using participatory research to address a community
issue. Other family physicians may bridge the divide
between the community and academic institutions by
linking community members to available participatory
researchers.

e Combining patient care and research. Wearing
2 hats by seeing patients and undertaking research
grounds the family physician researcher in a greater
reality. It is much easier to suggest blood tests for chil-
dren from an ivory tower than when working in the
community where patients, who are also parents and
grandparents, are questioning invasive investigations.
Physicians should always reflect on whether there are
conflicts between patient care and research, and ensure
that patients and their families do not feel pressured to
take part in research. The participatory research process

may help when patients can discuss any concerns with
their representatives on the research team.

e Expertise in knowledge translation. Research
includes translating scientific results to community and
policy makers, and family physicians have expertise in
explaining complex scientific concepts in community-
friendly language.

Challenges of Participatory Research

There are many challenges in participatory research,
including those of time and funding. Finding time to
undertake research is difficult. Even more difficult is
finding paid and protected time, especially for partici-
patory research, which requires additional time first to
build and then to maintain the partnerships. For prac-
ticing physicians the current climate of primary care

is leaving less time for activities not directly focused
on patient care. Academic researchers struggle with
the unfunded costs, time commitment, and lack of rec-
ognition of participatory research for promotion and
tenure.?° Undertaking participatory research is often
internally motivated, and the greatest reward comes
from the work itself, as only occasionally are there aca-
demic, practice, or real-world rewards.

Practicing family physicians who believe they lack
research training might be able to find a sympathetic
university partner who is knowledgeable or at least
open to participatory research, but doing SO may not
be possible, because not all universities support this
approach to research. Other resources to consider
include organizations committed to promoting par-
ticipatory research.?” Funding remains a challenge, as
to date no research funding agencies recognize and
support the up-front costs of developing the partner-
ships. Funding for participatory research continues
to improve, however, and other new developments,
including clinical and translational science awards in
the United States, might also support this approach to
research.

The knowledge being exchanged among all team
members makes participatory research highly reward-
ing. A need for capable participatory research prac-
titioners will continue to grow as more communities,
groups, and marginalized populations take control of
addressing their own pressing health and social issues.
At the same time, an increasing number of fund-
ing agencies are calling for a participatory research
approach to be integrated into research methods,
which will lead academic researchers to seek out pro-
fessional partners who are more comfortable working
with participatory research. All these developments
are encouraging interested family physicians to take up
the mantle of participatory research for the benefit of
primary care research and society at large.
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To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.orglcgilcurrent/full/5/6/557.
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