‘ COMMUNITY-BASED PARTICIPATORY RESEARCH ‘

(@Participatory Research: Can Public Health Researchers and

Agencies Reconcile the Push From Funding Agencies

and the Pull From Communities?

For many years, much has been
made of the need to make better
use of research, apply research re-
sults more thoroughly, disseminate
research findings more extensively,
and synthesize research into evi-
dence-based guidelines and “best
practices” for more immediate ap-
plication by practitioners.

More recently it has become clear
that there is a need to increase the
public’s science literacy, so that peo-
ple will consume research more in-
telligently and school-aged children
will be able to integrate scientific
methods and facts more fully into
their educational experience. Wider
use and an expanded definition of
participatory research can help pub-
lic health agencies accomplish these
tasks. (Am J Public Health. 2001;
91:XXX-XXX)
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THERE HAS BEEN MUCH
discussion of the need to make
better use of research, apply re-
search results more assiduously,
disseminate research findings
more extensively, and synthesize
research into evidence-based
guidelines and “best practices”
for more immediate application
by practitioners. Recently, it has
become increasingly clear that
there is a need to increase the
public’s science literacy, so that
people will consume research
more intelligently and school-

aged children will be able to inte-
grate scientific methods and facts

more fully into their educational
experience.
These requirements have a

degree of unidirectionality to

them, which suggests that the re-
searcher is in the best position to

decide what practitioners and the

public need and then give it to

them. The appeal for increased
science literacy at least acknowl-
edges a role for the public in the
interpretation of science, but
even here the assumption is that

Q1: In title, is “Recon-
cile” OK? (Original
“Bridge” introduced one
too many metaphor.) If not,
please suggest replace-
ment.

Q2: In first sentence of
abstract, “thoroughly” OK
in place of “assiduously,”
to avoid obvious repeti-
tion?

Q3: Please clarify “unidi-

American Journal of Public Health | December 2001, Vol 91, No. 12

science

will be delivered

and consumed. Yet the

field of public health yields
ample evidence that disseminat-
ing the results of studies and
telling people how they should
incorporate this information into
their lives produces minimal be-
havior change. In contrast, partic-
ipatory research—research that is
generated collaboratively in a
partnership between scientists
and others—has reemerged in re-
cent decades as an alternative to
top-down technical assistance
from experts to practitioners or
community residents."

‘THE CONVERGENCE OF

RESEARCH AND
PARTICIPATION

Participatory research has a
rich and honored tradition in
community development, espe-
cially in developing countries,
where it has enabled social
change and community develop-
ment projects among populations
who are suspicious of the mo-
tives of Western researchers.’
Much of the renaissance of par-
ticipatory research has taken
place in social, educational, and
health services development and
delivery, some in public health.
In health services, nursing has
led the way, with collaborative
studies between academic nurses
and nursing administrators and
staff aimed at improving nursing
roles and difficult working condi-

tions
that
have re-
sulted from
changes in health care systems.®

In public health, the revival of
participatory research (also re-
ferred to as participatory action
research) has been most nota-
ble in minority health.*® Native
communities, for example, after
decades of serving as subjects for
anthropologic and epidemiologic
studies, behavioral surveys, and
health education program evalu-
ations, have put the brakes on
external researchers’ exploiting
their circumstances while provid-
ing very little benefit to the com-
munities. Similarly, African
Americans living in inner-city
ghettos have noticed that their
lives have been described pub-
licly by researchers in unflatter-
ing—if sympathetic—ways, but
they have seen little come of it
besides embarrassment and
shame.

The recognition by these and
other communities that they still
needed information about their
circumstances that only original
research could render converged
with a growing recognition by ac-
ademic and public health re-
searchers that they could no
longer get the data they needed
without more active cooperation
of the communities. This conver-
gence led to a re-striking of the
power balance between the ob-
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servers and the observed. Re- the discussion about participa-

search subjects became more tory research in this issue of the
than research objects. They gave Journal and elsewhere is in the
more than informed consent; context of community develop-
they gave their knowledge and ment and community programs,
experience to the formulation of the assumption tends to be that

participatory research necessarily
engages the lay community. Typi-
cally, “community” is understood
as a local geopolitical entity, as in

the term “community-based par-

research questions and methods
to be applied in their communi-
ties. They became more than the
victims described in studies of
their health problems and living
conditions; they became active
partners in identifying key prob-
lems and in using the research

ticipatory research.” If, however,
the notion of community in-

cludes other groupings of people
findings through advocacy of sharing common characteristics
policies and in program develop-

ment, monitoring, and evaluation.

or interests, or if the purpose
under consideration is something
other than community develop-
PARTICIPATION OF
WHOM, IN WHAT
RESEARCH?

ment, there emerge both the
need and the opportunity for un-
dertaking participatory research
with groups other than commu-
nity residents.

We therefore urge a broader
application of participatory re-
search, one in which participa-

The origins of participatory
research sketched above might
give the impression that it is a
research method designed solely
for researcher—public interac- tory research is seen as a system-
atic inquiry, with the
collaboration of those affected by

tion. On the contrary, it is not a

research method, nor is it limited
to the direct relationship be- the issue being studied, for the
tween academic researchers and purposes of education and taking
the public. Participatory research  action or effecting social change.”
is an approach that entails in- With this more generic defini-
volving all potential users of the tion, “participants” can be public
research and other stakeholders health practitioners and agencies
in the formulation as well as the as well as their constituents and
application of the research. A clients or community residents.

wide range of research meth- What are the upper and lower

ods—epidemiologic, experimen- bounds of participation for deter-
tal, survey, focus-group, qualita-

tive interview—can be applied in ticipatory? Maximum participa-
the service of participatory re-
search. The choice depends on remain active partners through-
the methods called for by the re- out the study—in the formulation
search questions and the feasibil-
ity of the methods in the particu-
lar circumstances.

mining whether research is par-

tion occurs when stakeholders

of research questions, selection

of methods, and analysis, inter-

pretation, and application of find-

ings. Minimally. stakeholders
should be involved at least at the

The issue of whose participa-
tion needs to be solicited and in-
corporated in participatory re-
search hinges on who is to be

front end of the study, in formu-

lating research questions, and at
the back end, in interpreting and

applying the findings. This de-

most directly affected by the re-

search results. Because much of
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marcation of the range of partici-

patory research clarifies the dis-

tinction between participatory re-
search and basic and applied

research, which typically involves

only researchers, and action re-

search, which necessarily in-

cludes those involved in the ac-

tion situation (usually
practitioners). The types of re-

search and various stakeholders
are shown in Figure 1.

How does one determine the
extent to which participatory re-
search should be incorporated
into a given research project?

mining the complexity of the re-

ception rather than the rule. In-
deed, an Institute of Medicine
panel reviewing the status of the
Prevention Research Centers pro-
gram of the Centers for Disease
Control and Prevention (CDC)
concluded that the partnership
between universities, public
health agencies, and communi-
ties was falling short of legislative
intent. Congress funded the Pre-
vention Research Center pro-
gram to develop innovative ways
to conduct research and demon-
stration activities that would re-
sult in improved public health

Drs. David McQueen and

One rule of thumb lies in deter- ‘practice.8

search methods and analysis.
Typically, there is no need (and
no justification) to drag volunteer
participants through a highly
technical and labor-intensive re-
search process as long as they
have the opportunity to help
shape the research questions and
interpret the findings. Figure 2 il-
lustrates the varying levels of
participation by different actors
and stakeholders in different
types of research and community
development.

CURRENT USES OF
PARTICIPATORY
RESEARCH AND THE
VALUE OF EXTENDING ITS
PURVIEW

The happy confluence of mu-
tual interests and action that can
be achieved through participa-
tory research still remains the ex-

Q4: In the paragraph,
“What are the upper and
lower .. .,” original “but
where the practitioners
might not be actively par-
ticipating in the research”
was not clear. If deletion is
not okay, please clarify.

Lynda Doll, former Directors of

the PRC program, spearheaded

early efforts to ensure genuine
community input into all 26 PRC

programs as well as at the na-

tional level. In this issue of the
Journal, Dr. Kenneth Olden, the
Director of the National Institute
of Environmental Health Sci-
ences (NIEHS) and a strong ad-
vocate of participatory research,
describes how the NIEHS is re-

sponding to this demand.® Thus
certain funding agencies are pro-
viding the push on academic re-
searchers to engage their subjects
more actively; communities are
providing the pull.

How can participatory re-
search contribute to better use of

science, more assiduous applica-
tion of research results, more ex-
tensive dissemination of research
findings, and synthesis of evi-
dence-based guidelines and “best

Q5: Paragraph now be-
ginning “Drs David Mc-
Queen and Lynda Doll” was
edited by Dr Northridge,
and original references 9,
10, and 12-15 were deleted
at her instruction.
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FIGURE 1—Levels of participation and collaboration of different groups in participatory research (PR).
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Source. Green et al.”

practices” from previous research
for more immediate application
by practitioners? First, we en-
courage the expansion of partici-
patory research, both in the
number of studies undertaken
and in application of a broader
definition of participatory re-
search to involve other stake-

FIGURE 2—Degree of participation by different stakeholders, by type of research or community action.

holders—including practitioners,
other service providers, public
health departments, and policy-
makers—in addition to lay com-
munity members.

Second, it strikes us that what
is most confining about “best
practices,” and what makes them
subject to suspicion from local
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public health departments, practi-
tioners, and other potential users,
is their origins in distant places
and under special circumstances.
The research that is synthesized
into best practices comes from
carefully controlled trials con-
ducted in other places—that is,
not locally—under the direction
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and with the resources of “for-
eign” scientific groups.

Local practitioners and policy-
makers have every reason to sus-
pect that their circumstances are
different from those represented
in the studies that went into for-
mulating best practices." Partici-
patory research offers them an
opportunity to examine their
own circumstances, to pilot-test
the best practices within their
own context, and to adapt these
practices to their own needs.
Such local adaptations, in turn,
provide valuable feedback to the
research community as it seeks
to expand the arsenal of evi-
dence-based guidelines and best
practices into other areas of pub-
lic health and as it seeks to ex-
plore, account for, and overcome
disappointing behavior change in
lay individuals, practitioners, or-
ganizations, and populations.

Public health agencies can
provide a bridge between uni-
versity-based researchers and
community-based projects,
using participatory research at
the agency level to adapt best
practices and at the community
level to ensure relevance of the
research to the community’s
needs and actions. W
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