COMMUNITY-BASED
PARTICIPATORY

EE?EE%ERESEARCH??E:?

¥ l-,

ak HACKER @



COMMUNITY-BASED
PARTICIPATORY

RESEARCH




SAGE

Los Angeles | London | New Delhi
Singapore | Washington DC

FOR INFORMATION:

SAGE Publications, Inc.

2455 Teller Road

Thousand Oaks, California 91320
E-mail: order@sagepub.com

SAGE Publications Ltd.
1 Oliver's Yard

55 City Road

London, EC1Y 1SP
United Kingdom

SAGE Publications India Pvt. Ltd.

B 1/1 1 Mohan Cooperative Industrial Area
Mathura Road, New Delhi 110 044

India

SAGE Publications Asia-Pacific Pte. Ltd.
3 Church Street

#10-04 Samsung Hub

Singapore 049483

Acquisitions Editor: Jerry Westby
Associate Editor: MaryAnn Valil
Production Editor: Brittany Bauhaus
Copy Editor: Kim Husband

Typesetter: Hurix Systems Pvt Ltd
Proofreader: Pam Suwinsky

Cover Designer: Gail Buschman
Marketing Manager: Lisa Sheldon-Brown
Permissions Editor: Karen Ehrmann

Copyright © 2013 by SAGE Publications, Inc.

All rights reserved. No part of this book

may be reproduced or utilized in any form
or by any means, electronic or mechanical,
including photocopying, recording, or by
any information storage and retrieval system,
without permission in writing from the
publisher.

Printed in the United States of America
Library of Congress Cataloging-in-Publication Data

A catalog record of this book is available from
the Library of Congress.

9781452205816

This book is printed on acid-free paper.

S Fl Certified Sourcing
< www.sfiprogram.org

SF1-00453

141516 1098765432



COMMUNITY-BASED
PARTICIPATORY

RESEARCH

lllllllllllllllllllllllllll



This book is dedicated to my husband Eric Menninger,
and my sons Elias and Nate



Detailed Contents

Prospectus

1. Principles of Community-Based Participatory
Research

Overview of Community-Based Participatory Research
The Foundations of CBPR

Why Bother Using CBPR?

When to Use CBPR

Principles of CBPR

CBPR vs. Traditional Research

Strengths and Weaknesses of CBPR

Conclusion

Questions and Activities

2. Defining the Community and Power Relationships

What Is Community?

Who Represents Community?

The Community Advisory Board and Membership
Power Dynamics

Community Readiness for Research

Rules of Partnership

Maintaining Partnerships

Conclusion

Questions and Activities

3. Methods for CBPR

Advantages and Challenges of CBPR in the Research Process

The Research Question

xi

N =N

10
14
16
19
19

23

24
27
28
31
33
35
36
36
36

41

42
L



Conceptual Model and Theorizing 45

Choice of Methods 48
Sampling 54
Design Considerations 54
Conclusion 56
Questions and Activities 56
4. CBPR—Step by Step 63

First Stage: Defining the Community, Engaging the Community,
Community Needs Assessment, Identifying the

Research Question 67
Second Stage: Design /Hypothesis Testing, Roles and

Responsibilities, Conduct of the Research 74
Third Stage: Analysis, Interpretation, and Dissemination 79
Conclusion 83
Questions and Activities 84

5. Translating Research Into Practice:

View From Community 89
Assessing Community Research Readiness 92
Assessing the Partnership 92
Time, Resources, and Capacity 94
Data Collection, Ownership, and Protection 98
Dissemination of Findings 100
Translation of Evidence Into Practice 103
Conclusion 104
Questions and Activities 105
Resource 106
6. Ethical Considerations in CBPR 107
Principles of Ethical Conduct of Research 108
Community Informed Consent 109
Risks and Benefits From a Community Perspective 111
Dissemination 116
When the CBPR Project Ends 117
Conclusion 118

Questions and Activities 119



7. Conclusions

The CBPR Processes—Step by Step
The Case Examples: The Results
The Future of CBPR

Resources

About the Author

121

122
125
128
135

139



Prospectus

Community-Based Participatory Research

% MISSION OF THE TEXT

Research-based health care innovations make their way slowly, if at all,
into community practice. It is the goal of community-based participa-
tory research (CBPR) to create an effective translational process that
will improve population health and increase connections with mem-
bers of underserved communities.

Historically, research involving communities has not included
community partners in a participatory manner. As a result, members of
underserved communities often feel that research has been conducted
upon them rather than with them. Rather than seeing potential com-
munity benefits from health care research in their communities, com-
munity members may feel exploited by researchers. The worst-case
scenarios such as the Tuskegee experiment have left many communi-
ties, particularly those of color, feeling distrustful and reluctant to par-
ticipate Consequently, research that has the potential to improve health
may not result in action or sustainable change at the community level.

The CBPR approach seeks to improve the relevancy and accept-
ability of research and break down translational barriers. Members of
underserved communities increasingly demand a new approach in
which they are equal participants in the development and conduct of
the research and in which the research has direct benefits for the peo-
ple involved. CBPR aims to achieve these goals. In addition to health
care, the CBPR approach is being used in education, psychology, and
social work. In these various disciplines, community members are
partnering with investigators who possess a variety of skills that will
help improve the health and/or well-being of community members.

Xi
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CBPR has been used successfully to help communities confront chal-
lenges ranging from youth suicide and violence to growing obesity
trends.

This book was written to provide a succinct and easy-to-read
practical guide to community-based participatory research. The book
describes how an individual researcher might understand and then
actually conduct CBPR research. It is thus a how-to book that uses case
examples throughout. Both the benefits and challenges of the approach
will be discussed, as well as the basic steps involved in CBPR projects.
The book will also explore the unique ethical questions that arise in
CBPR projects.

To date, comprehensive texts on CBPR are available but do not pro-
vide a practical guide to CBPR. Whereas other key texts cover the CBPR
areas in depth, they do not offer a how-to approach to CBPR. With this
book, students and teachers will have a short, easily accessible guide to
CBPR that helps them as they consider and conduct CBPR in the field. It
includes exercises at the end of each chapter with important take-home
points. Additionally, this book will be available across a wide range of
disciplines. The book will be seen primarily as a supplement for classes
on research methods and substantive courses ranging from sociology to
public health; it uses examples throughout emanating from the United
States rather than Europe or Australia; it can be a valuable resource for
both practitioners and community members.

% THE MARKET/COURSES FOR THE BOOK

The market for this book is diverse and includes students studying
research methods in both the social sciences and medicine. The book
could be used at either the undergraduate or graduate level in social
work, sociology, psychology, education, public health, or medicine.

It might be helpful in the following types of courses:

Action research

CBPR, participatory research
Research methods
Evaluation

Community organizing
Clinical translational science

Professional organizations and journals that might have inter-
est: American Public Health Association, Society of General Internal
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Medicine, The National Institutes of Health Clinical Translational
Science Awards, American Journal of Public Health, Journal of General
Internal Medicine, Journal of Preventive Medicine, Progress in Community
Health Partnerships: Research, Education and Action, Clinical and
Translational Science, Community Campus Partnerships for Health,
and community groups and organizations.

o%

% THE MAJOR FEATURES OF THE BOOK AND
BENEFITS OF THESE FEATURES

This book features short chapters that are clearly written in a “friendly,”
accessible manner that will appeal to beginners as well as community
members while remaining sophisticated enough for researchers already
involved in CBPR. Cases are interwoven throughout the chapters that
help the reader apply the concepts that are outlined. In addition, basic
tables are available to help visual learners and to summarize major con-
cepts. Each chapter concludes with a set of activities for the classroom
and, in some cases, questions for discussion. The chapter on the commu-
nity perspective offers a perspective and practical concepts often over-
looked in texts on the subject. The chapter on the steps in CBPR allows
readers to get an understanding of steps in CBPR that can be practically
applied in their own work. The book is also short enough to be seen as a
supplement to other methods textbooks.

¢ THE SPECIAL PEDAGOGICAL AIDS AND
HIGH-INTEREST FEATURES

Each chapter concludes with a set of questions and /or activities that are
available for implementation in the classroom. CBPR is a participatory
approach, and students need to experience and practice elements of the
approach. When possible, it is advisable to attach field work to a CBPR
course. Should this not be practical, exercises and activities that allow
students to apply their knowledge in the classroom will be helpful.

% ACKNOWLEDGMENTS

I would like to acknowledge all the community partners that I have
worked with throughout the years, in particular those that I have
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stories to be told in the book. Their commitment, advice, and perspec-
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Fried, and Elisa Friedman. They have all been instrumental in shaping
my understanding of CBPR and in refining our concepts. They have
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commitment and support to the communities we serve on a daily basis.
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Catalyst Regulatory Core was helpful in defining the questions that
were included in Chapter 6 on ethical considerations, as was Mr.
Glover Taylor’s assessment of the application of the Belmont prin-
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Schutt, without whom I would not have been involved in developing
this project.
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Principles of
Community-Based
Participatory Research

o o o
% o% %
% X *

“Community-based participatory research is a collaborative
research approach that is designed to ensure and establish
structures for participation by communities affected by the
issue being studied, representatives of organizations, and
researchers in all aspects of the research process to improve
health and well-being through taking action, including

social change.”

In this chapter, I will provide an overview of community-based
participatory research (CBPR) and accomplish the following
objectives:

e Review the principles and foundations of CBPR
e Discuss the rationale for involvement in CBPR and when to use
it (why bother?)
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e Introduce cases in which CBPR was used to investigate
o Policy issues
o Urgent health crises
o Health disparities
e Compare CBPR with traditional research
e Describe the strengths and weaknesses of a CBPR approach

% OVERVIEW OF COMMUNITY-BASED
PARTICIPATORY RESEARCH

As is so often the case in community health practice, a problem is met
head on with a solution. Unfortunately, while the solution represents a
response to an urgent identified need, it often lacks an evidence base.
We recognize that research-based innovations make their way slowly,
if at all, into community practice.>* This has been documented exten-
sively in the literature with regard to health in particular and speaks to
the breakdown between academic and community-based practitioners.
How can we speed the uptake of evidence into community practice?
How can we identify the appropriate community-relevant research
questions? How can we break down the barriers between researchers
and community partners? How can communities translate their own
practice-based evidence for consumption by the research community?
There is a great deal of current interest in strategies to improve the
rapidity of the translational research process.’ Engaging the commu-
nity may be one way to bridge the gap between science and practice.

Community-engaged research (CeNR) exists on a continuum rang-
ing from research in the community setting to research that fully
engages community partners. CBPR represents one end of this CeNR
spectrum (Figure 1.1). The CBPR approach encourages engagement and
full participation of community partners in every aspect of the research
process from question identification to analysis and dissemination.

The goal of CBPR is to create an effective translational process that
will increase bidirectional connections between academics and the com-
munities that they study. This approach is not limited to specific disci-
plines but can be utilized whenever conducting community research.
CBPR hinges on the relationship between the researcher and the com-
munity under study. The equitable aspects of the partnership and the
participatory nature of the work differentiates CBPR from other tradi-
tional research approaches. In addition, in CBPR, there is a close linkage
between the academic pursuit of generalizable knowledge and the
use of that knowledge for action at the local level. Thus the practice of
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Figure 1.1 Community-Engaged Research Continuum

Community Engaged Research Continuum
(clinical & social/behavioral)

Less Complete
Community Community
Involvement Involvement

! Lo ) !

Investigator- Community- Community- Community- Community-

Driven Placed Based Based Driven
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Source: Virginia Commonwealth University Center for Clinical and
Translational Research 2008 (Looking at CBPR Through the Lens of the IRB.
Cornelia Ramsey, PhD, MSPH Community Research Liaison, Center for
Clinical and Translational Research, Division of Community Engagement,
Department of Epidemiology & Community Health) http:/ /www.research
veu.edu/irb/Looking-at-CBPR-Through-the-Lens-of-the-IRB.ppt

CBPR takes a somewhat different track than that of traditional research.
Throughout this chapter, I will focus on the rationale for CBPR, the
principles, and the strengths and weaknesses of the approach in order
to prepare the investigator to engage in CBPR projects.

Historically, research involving communities has not always
included community partners in a participatory manner. Rather, research
may be done in communities or on community residents, using the com-
munity as a laboratory. As a result, members of underserved communi-
ties often have negative perceptions of research and may feel exploited
by investigators who conduct research, depart, and leave nothing behind.
The worst-case scenarios such as the Tuskegee experiment have left many
community members, particularly those of color, feeling distrustful and
reluctant to participate in research.” Thus, research that may improve
health and other outcomes may not include populations at highest risk or
result in action or sustainable change at the community level.

In order to improve the relevancy and acceptability of research to
communities and break down translational barriers, community mem-
bers are increasingly demanding equality in the development and con-
duct of research. In addition, they are interested in shared ownership of
the resulting data and in the application of results to action in practice or
policy. In short, they want to have their voices heard and to participate
in shaping the topics for study, identifying the emergent questions, and
conducting investigations into the issues that are meaningful to their
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communities. They want to be part of the research team and see that the
results are utilized to remedy problems at the community level.

Changing the research paradigm to include community members
in a participatory manner requires a new approach that includes the
formation of equitable partnerships between academia and community
members in which there is mutual respect and both parties contrib-
ute and benefit. Thus, the goal of the CBPR approach is to produce
research that is relevant to the life circumstances of communities and
the people who reside within them.® When embraced by community
partners as a shared endeavor, CBPR has the potential to catalyze
actionable health improvement in real time.

% THE FOUNDATIONS OF CBPR

CBPR is only recently finding its way into the biomedical literature.
However, it has been previously used in a variety of disciplines rang-
ing from anthropology to education and psychology. Sometimes
called “action research,” “participatory research,” “participatory action
research,”” or even “street science,”® it has been used to examine envi-
ronmental health issues, educational strategies, and international
health issues.” These “participatory research” approaches share a core
philosophy of inclusivity and of engaging the beneficiaries of research
in the research process itself."" Similarly, CBPR is built on a foundation
of social justice and empowerment, with its roots in feminist theory and
community organizing. Feminist theory focuses on the historical and
cultural oppression of women and drives toward gender equality
and empowerment.!! Community organizing purports that individu-
als together can make a difference in their own communities through
group action.'” " Both of these theories recognize that empowerment of
the oppressed can result in community action for social change.

Two distinct traditions—that of Kurt Lewin, who coined the term
action research, and that of Paulo Freire, who developed “emancipator
research”—stand out as having influenced CBPR. Kurt Lewin in the
1940s was one of the first to use the term action research. Lewin sought to
solve practical problems using a research cycle that involved planning,
action, and investigation of the results of action.” ' This iterative process
paired the researcher with community members as partners in the inves-
tigative process. In 1970, Paulo Freire, the Brazilian educator, changed
the power dynamics in research by depicting the researcher as facilitator
and catalyst rather than director in his book, Pedagogy of the Oppressed.”
As Freire noted, knowledge is connected to power—but whose power?



