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Participatory Research
 People are knowledgeable about their social realities and can
articulate this knowledge
 Involves knowing and acting
 Typical context is the less empowered seeking to change an existing
problem
 Key components:
– Emphasis on qualitative data collection and collective analysis
– Networking among the less empowered; builds trust
– Promotes co-learning
– PR as a collective action for change
– Is an attitude/approach, not techniques
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Comparison of Participatory and Conventional
Research
Conventional Research

Participatory Research

What is the research for?

Increase knowledge

Action

Who is the research for?

Institutional, professional,
personal interests

Stakeholders

Whose knowledge counts?

Scientists

Stakeholders

Topic of choice influenced by?

Funding priorities, institutional
agendas

Stakeholders’ priorities

Methodology chosen for?

Objectivity; “truth”

Mutual learning

Who owns the results?

Scientists

Shared

What is emphasized?

Outcomes

Process

Source, Rebecca Lobb, 2013
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Rationale for CBPR in Implementation
Research
 Complex health and social problems ill-suited to “outside
expert” research
 Increasing interest in health disparities
 Increasing community and funder demands for communitydriven research/collaboration
 Disappointing results in intervention research
 Increasing interest in use of research to improve best
practices/best processes
 Increasing understanding of importance of local context
(Wallerstein & Duran, 2010)

Importance of Community Collaboration in
Implementation Research
 The community is not a passive “recipient” of evidence-based
products or locale for evidence-based practice.
– It is an active participant
– Implementation cannot occur without community participation

 Community participation is needed to actively facilitate
implementation as well as to passively understand the process of
implementation, including barriers and facilitators.

What are your participatory research experiences?
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Community-Based Participatory Research
“ Collaborative approach to research that equitably involves all partners in the
research process and recognizes the unique strengths that each brings.
CBPR begins with a research topic of importance to the community with the
aim of combining knowledge and action for social change to improve
community health and eliminate health disparities.”
W.K. Kellogg Community Scholar’s Program (2001)

CBPR is an applied approach:
• Goal is to influence change in community health, norms,
systems, programs, policies
Minkler & Wallerstein, 2003

“A partnership approach to research that equitably involves community members,
organizational representatives, and researchers in all aspects of the research project.”
Israel, et al., 2001

CBPR Principles
 Facilitates collaborative, equitable partnerships in all phases of research
 Integrates & achieves balance between research and action for benefit of all partners
 Recognizes community as unit of identity
 Builds on community strengths/ resources
 Promotes co-learning and capacity building among all partners
 Involves a long-term process and commitment
 Emphasizes local relevance of PH problems and multiple determinants of health
 Disseminates findings and knowledge gained to all partners and involves all partners
in that process
 Involves systems development through a cyclical & iterative process
Israel, Schulz, Parker, Becker, Allen, Guzman, 2003.

How CBPR differs in terms of
community involvement
 Input - Research is driven by community needs.
 Process - Community plays a role in gathering, analyzing and
disseminating information.
 Outcome - Research is intended to be used by the community
to enhance health and build on community assets.

(Paez-Victor, 2002)

CBPR- Why??
 “Traditional” research approaches have failed to solve complex health
disparities.
 Community members are demanding that research address their
locally identified needs.
 Significant community involvement can lead to scientifically sound
research.
 Research findings can be applied directly to develop interventions
specific for communities.
 This approach to research has the potential to build greater trust and
respect between researchers and communities.
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CBPR
Full comm. participation in
Identifying most impt. issues

Research topics
identified

Issues identified
Based on epi/funding
priorities

Comm. reps involved w/ study
design/submission

Study designed
& funding sought

Design based on rigor;
funding for research
expenses

Comm. reps help develop
recruitment/
retention strategies

Participants
recruited

Recruitment/retentions based on
“best guesses”/motivations for
research team

Traditional Research Approaches

CBPR
Measures developed w/
comm. input & piloted w/
similar groups

Measures
designed, data
collected

Measures adapted
from other studies; tested
Psychometrically; little
local adaptation

Comm. members help
w/ intervention development

Intervention designed
& implemented

Ix designed based on lit &
theory

Comm. reps help w/ data
interpretation/dissemination

Data analyzed/
interpreted;
findings disseminated

“Dissemination through journals/
scientific community

Traditional Research Approaches

Tangible benefits for all partners
 Knowledge and skills of partners to work in collaborative/ participatory
ways
 Ability to gain a more complex understanding of each other’s strengths
and limitations
 Relationships and support for each other’s work
 Establishment of new partnerships through networking/collaboration
 Ability of partners to learn from and influence one another
 Ability and willingness to serve as primary resources for one another
 Learn new ways of thinking about their own work
 Reconsidering the appropriateness of their measures and techniques
 Opportunities for enhanced professional development

Development of Trust
Don’t speak Research-ish!
Being open and honest
Being able to listen well
Using appropriate humor to add levity and build group
cohesion
 Being able to directly address and speak frankly about
contentious but important issues, such as power
differentials, racism, and financial decisions
 Show up, not just when you need something
 Time is your friend….





What topics are likely to produce
conflict in CBPR partnerships?









Discriminatory “isms” such as racism, sexism, ageism, etc.
Contrasting goals, values, or priorities
Conflicts between different members of the partnership
Communication break-downs
Power imbalances
Commitment imbalances or unequal work loads
Clashing organizational cultures
Financial or budgetary losses or conflict about resource
allocation

Common Criticisms
 CBPR
– Community role not clear
– Power/resources not appropriately shared
– Communication mechanisms not articulated
– Study designs not rigorous

Community-Based Participatory
Research (CBPR) Resources
 http://www.ccph.info/
 http://www.cbprcurriculum.info/

Patient-Centered/Engaged Research
Five Principles for Engaging Stakeholders/Patients
 Balanced representation among all groups
– Different points of view
– Sensitivity to backgrounds

 Stakeholders’ understanding and acceptance of roles
– “Help us help you”
– Increased Buy-In

 Neutral, Expert Facilitation of Discussions
– Safe environment
– Moving towards agreement

 Connections Among stakeholders
 Sustained Stakeholder Engagement
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Patient-Centered/Engaged Research

When Kidneys Fail: Helping Patients Chose the
Best Treatment for Them
The two main types of renal dialysis significantly alter patients’ lives in
different ways. Michigan researchers are developing a tool to guide
patients toward a better-informed choice.

Qualitative Research/Interviews
 “When NKF sent emails out to its members, we had more than 100
responses in 24 hours. What makes me most excited is that patients
say how important the scope of our study is. But it’s sobering to
hear them tell us, ‘No one has ever asked me about these things
before.’”

Patient-Centered/Engaged Research

When Kidneys Fail: Helping Patients Chose the
Best Treatment for Them
The two main types of renal dialysis significantly alter patients’ lives in
different ways. Michigan researchers are developing a tool to guide
patients toward a better-informed choice.

Making Patients Partners from the Start
 Assembled a nine-member advisory panel made up of patients and
family members to write proposal
 Through meetings, conference calls, and lots of emails, the panel gave
the researchers an inside view of which issues deserve attention,
advised them on how to word questions, and helped train interviewers

Patient-Centered/Engaged Research

When Kidneys Fail: Helping Patients Chose the
Best Treatment for Them
The two main types of renal dialysis significantly alter patients’ lives in
different ways. Michigan researchers are developing a tool to guide
patients toward a better-informed choice.

Patient involvement in tool development
 Tailored versions of the tool for patients of different ages, genders, and
races, based on what emerges as important to each group.

Other ways to engage patients?
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