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ractice-based research networks (PBRNs) were

developed in North America more than 20 years

ago to study the health and health care events
that are common in everyday primary care practice.'
During the past 2 decades, the numbers of PBRNs have
increased, and they have made major contributions to
the science base of health and health care.* We believe
that PBRNs can push the frontiers of research and
knowledge even further by incorporating community-
based participatory research (CBPR). Expanding the
researcher-clinician partnership in PBRNs to include
community members would greatly strengthen the
research enterprise of family medicine and, in so doing,
may offer new opportunities to address some of the most
intractable problems in health care, including dispari-
ties in access and outcomes®° and poor translation of
results into practice. CBPR is increasingly recognized as
a highly effective methodology of adding value and rele-
vance to research in primary health care.”'> This method
brings researchers and communities into partnerships
for “systematic investigation, with the collaboration of
those affected by the issue being studied, for purposes of
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education and taking action or effecting social change."”
CBPR is different from other community research that
views community as a setting or location. Rather, CBPR
recognizes community as a social entity with a sense

of identity. Working with rather than in communities,
CBPR attempts to strengthen a community's problem-
solving capacity through collective engagement in the
research process.'> CBPR recognizes the community

as a unit of identity, builds on strengths and resources
within community, facilitates collaborative partnerships
in all phases of the research, promotes a co-learning and
empowering process that attends to social inequalities,
involves a cyclical and iterative process, and addresses
health from multiple perspectives.” The equally impor-
tant goals of CBPR are to benefit the community where
the research is taking place and developing valid knowl-
edge that is applicable to other settings.®

A CBPR approach brings the knowledge and exper-
tise of persons affected by the health condition, disabil-
ity, or issue under study into full participation in each
phase of the work. In its fullest expression, research-
ers and communities are in an active and continued
partnership throughout the research process, from
generating the research question, to developing the
instruments and collecting the information, analyzing
and interpreting the data, developing conclusions, and
jointly disseminating the results.”

In a study published in this issue of the Annals, West-
fall and colleagues'* describe the early experiences by
PBRNGs in incorporating some of the elements of CBPR.
Westfall et al note this change as a natural progression of
the tradition of PBRNs to partnering actively with prac-
ticing primary care clinicians and their staff in generating
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research ideas and conducting research in everyday prac-
tice settings. With the growing support for community
involvement, Westfall et al are challenging PBRNs to
expand their research by developing partnerships with
community members—the patients of the practice who,
as individuals or as family members, experience the dis-
eases and practice patterns under investigation.

This study'* is the first important and timely evalu-
ation of how 2 fundamental research partnerships are
coming together: the partnerships of researchers and
clinicians, and the emerging partnerships of researchers
with communities of patients. This partnership approach
will inevitably lead to new relationships between clini-
cians and their patients, forming the potential for 3-way
partnerships of researchers, clinicians, and patients. The
advantages of formally strengthening these partnerships
include not only expanded diversity in perspective and
expertise but also shared learning as research projects are
jointly designed, conducted, analyzed, and disseminated.
In the future, closer 3-way partnerships could blur the
distinctions that have separated the 3 parties in practice-
based research and limited the scope of learning.

If the Westfall et al sample is representative, their
data suggest that approximately one half of the PBRNs
in the United States have incorporated their patients to
varying degrees in the research process.'* Some PBRNs
have community advisory boards or committees of only
patients, as is the case for their own research network,
whereas others have invited patients onto advisory
boards, which include key stakeholders, such as physi-
cians, insurers, and public health care groups, with
meetings varying from monthly to annually. The article
by Westfall et al outlines the different degrees of com-
munity involvement and concludes that, to date, none of
the partnerships has reached the level of power sharing
and decision making throughout the research, as recom-
mended in the full CBPR process. The key to successful
partnership research, however, is likely in the ongoing
development of relationships and in the individual agree-
ments of the partners. We support others who say that
no single set of principles will be applicable to all part-
ners, that there is a spectrum of partnerships, with full
partnership as the ideal for which to strive."”

Westfall et al also outline the ways and the degree
to which CBPR has been incorporated into the research
process in different PBRNs, as well as some of the ben-
efits and challenges. Those not using CPBR describe
their concerns about adding community members to
the research team, especially at the beginning when
researchers are engaged in team building and developing
trust with clinicians, and struggling with the difficulties
of practices in large geographical areas, patients speaking
different languages, and concerns of inviting community
members to the table in case their voices are not heard.

The early experiences with incorporating elements
of CBPR into PBRNSs need to be documented to offer
examples and inspiration, as well as to provide guidance
to other researchers, some of whom are quite fearful of
loosing control by adopting this research method and
moving into uncharted territory. In the online supple-
mental case report, the High Plains Research Network
Community Advisory Council offers an enlightening
view of how a community advisory committee has
developed and what this collaboration has accomplished
in their PBRN.' This article provides real-world exam-
ples. It shows the importance of exciting and highly
relevant community input, how it strengthens research,
as well as the Community Advisory Committee’s need
for support in time and funding expenses. This case
study illustrates how to network over huge geographical
distances, the needs and expectations of university and
community members, and the dedication of volunteer
members to improving local health. We encourage
other descriptions of PBRNs working to address these
challenges to promote an active discussion among the
pioneers in adding CBPR to PBRN. (The Annals online
TRACK discussion provides an easy opportunity to
start this exchange). Honest reporting of both successes
and setbacks will ground the method in reality of the
benefits and challenges. Documentation of experiences
will inspire some, reassure others, allow researchers to
decide whether they wish to adopt the method, and
show that rigorous scientific objectivity can be contin-
ued within the partnership.'* We also encourage other
research, also in its infancy, to evaluate the partnerships
and level of community influence and ownership."”

At their inception PBRNs in North America
grappled with some of the principles of CBPR as they
worked to create meaningful partnerships between
researchers and practicing clinicians. Although the
relationships in many PBRNs have evolved in differ-
ent directions, nearly all networks have attempted to
balance bottom-up research (studies important to clini-
cians) with top-down research (studies important to
researchers and/or funders).'® As networks expand using
CBPR to include patients and their social communities,
the challenges and opportunities for innovation will
increase geometrically. Deciding who are the relevant
communities of clinicians and patients and how to
engage them in the research process will inevitably lead
to a variety of intriguing and widely different models.
These models may also include virtual communities of
geographically disparate individuals who can develop a
strong sense of community without face-to-face inter-
action.” Teams will be strengthened by acknowledging
power differentials of education, sex, politics, and cul-
ture, and by promoting a democratic research environ-
ment with goals of shared power and decision making
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with community capacity building and sustainability
beyond the end of research funding. There is clearly
no blueprint for developing 3-way partnerships, and we
encourage research teams to experiment by expanding
the team in meaningful ways and avoid the paralysis
caused by uncertainty around such questions as “Who
is community?” and “Who represents community?"'
We recommend that the partners develop written
guiding principles”2°?! 223
that include the framework for the partnership and the

or codes of research ethics,

protection of community?* in addition to protection of
individual research subjects. CBPR teams can review
current guidelines and use the principles to develop
their project-specific codes to reflect local culture, polit-
ical issues, needs, and interests, and to maximize close
collaboration between the researcher(s), clinicians, and
community partners. The experience of many teams is
that the process of developing guidelines can strengthen
both the partnership and the proposed research.
Increasing CBPR in PBRNs requires support and
changes in many key spheres of influence, including
funding, academic support, and ethical review process.
In recent years leading North American funding agen-
cies that include the National Institutes of Health (NIH),
Centers for Disease Control and Prevention, Agency for
Healthcare Research and Quality, and Canadian Institutes
of Health Research, as well as such organizations as the
North American Primary Care Research Group, have
promoted CPBR by offering funding and clear guide-
lines for the degree of partnership expected from the
researcher-community teams. The NIH Roadmap,® while
not explicitly naming either PBRNs or CBPR, calls for the
application of the principles and infrastructure developed
by both. It is incumbent upon PBRN and CPBR research-
ers to make their work known to such funding agencies,
as these agencies are crying out for the engagement of
those on the front lines, exactly what CBPR and PBRNs
already do with little support. Granting agencies can sup-
port CBPR not only by funding planning grants to pro-
vide the lead time for the development of research ideas
and consensus among researchers, clinicians, and commu-
nity, but also by funding full grants with project durations
required to build trust and true partnerships, undertake
the research, and disseminate results to the physicians,
practice staff, communities, and individual patients.
Universities need to acknowledge and support
researchers developing multidisciplinary teams and com-
munity partnerships to undertake CBPR, and taking the
time to nurture relationships that transcend an individual
study should be especially valued. CBPR will benefit
from faculty who can offer mentoring in this research
method and can influence institutional review boards
(IRBs), faculty development, and promotion and tenure
committees. Faculty promotion, frequently tied to pub-

lish or perish, may be difficult for CBPR junior faculty,
especially if they are the pioneers in their university.
Partnership research requires sufficient time to develop
and maintain the partnerships, publications may be
slower because of research questions and time to evalu-
ate community interventions. Universities should review
their promotion guidelines to reflect the realities of
CBPR compared with traditional academic pathways.2%%”

PBRNs face a number of challenges in navigating
the often confusing issues associated with protection of
human subjects and IRB approval 2% For example, clini-
cians may share roles as researchers, clinicians, and even
research subjects, sometimes in the same study. Clinicians
participating in PBRN studies may face situations that
stress their dual roles as researcher and patient’s advocate.
As patient communities become involved in CBPR proj-
ects, the parallel issues must be identified, sorted out, and
addressed. Relationships among 3 parties to the research
(researchers, clinicians, and patients) will be more
complex and will likely create new local relationships
between clinicians and their patients’ communities.

In their effort to protect human subjects, the consent
language and requirements of some IRBs take on an
adversarial and legalistic tone that may not enhance an
emerging partnership. As PBRNs engage patient com-
munities in the research endeavor, there may be a need
to attempt to educate more systematically the local
IRBs to the special challenges of CBPR, which include
modification of consent forms to be more community
appropriate. Ethical guidelines should promote protec-
tion of communities?* in addition to the protection of
individuals, which raises such questions as how to facili-
tate ethical review by both the IRB and the participating
communities. The members of an IRBs need to have
some knowledge of CBPR, appropriate community mem-
bers should be included, and they should know how to
review an application for which the researcher may need
to finalize the proposal with the community. Communi-
ties face the challenges of how to review a proposal. If a
community review and approval process is in place, what

power does it carry in light of an IRB decision??

CBPR in PBRNs will likely support more-rapid dis-
semination of results, not only to clinicians but also
to patients and the community at large! Substantive
exchange by partners during all phases of research
infuses the entire research activity with bilateral trans-
fer of knowledge and wisdom across all partners. Many
PBRNss are expanding their vision of research and pur-
posefully blurring the boundary between research and
quality improvement® in an attempt to bring the results
of research into practice more quickly. CBPR can
increase the rate of knowledge translation and shorten
the loop between the research activity and adoption
of the results by the participating physicians and com-
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munity. CBPR can also ensure that research results are
relevant to a wider audience and thus hasten adoption
beyond the immediate communities.'*3

We believe that incorporating principles of CBPR in
PBRNs is a huge challenge but one with distinct advan-
tages for improving knowledge development and dis-
semination. If we can rise to this challenge, the effect
on primary care research will be as profound as that
achieved 2 decades ago when PBRNs took the initial
bold steps to create researcher-clinician partnerships.

Researchers from all disciplines can learn from the
partnerships of both PBRNs and CBPR.3* Clinicians and
community members will bring new perspectives and
new research questions, gain new skills in the process,
and use their expertise to be active participants in the
generation and application of new knowledge. Unfore-
seen solutions will begin to emerge to many of the
problems in health and health care that currently seem
insurmountable.

To read or post commentaries in response to this article, see it
online at http://lwww.annfammed.orglcgilcontent/full/4/1]4.
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