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Abstract

Background—Since 2007, the National Congress of American Indians (NCAI) Policy Research
Center (PRC) has partnered with the Universities of New Mexico and Washington to study the
science of community-based participatory research (CBPR). Our goadl is to identify facilitators and
barriers to effective community—academic partnerships in American Indian and other
communities, which face health disparities.

Objectives—We have described herein the scientific design of our National Institutes of Health
(NIH)-funded study (2009-2013) and lessons learned by having a strong community partner
leading the research efforts.

Methods—The research team isimplementing a mixed-methods study involving a survey of
principal investigators (Pls) and partners across the nation and in-depth case studies of CBPR
projects.

Results—We present preliminary findings on methods and measures for community-engaged
research and eight lessons learned thus far regarding partnership evaluation, advisory councils,
historical trust, research capacity development of community partner, advocacy, honoring each
other, messaging, and funding.

Conclusions—Study methodologies and lessons learned can help community—academic
research partnerships translate research in communities.
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Over the last two decades, CBPR strategies have gained prominence in the NIH for their
contribution to eliminating racial/ethnic health disparities!=> and for their resonance with
communities who have increasingly demanded an active role in research. CBPR and
community-engaged research more broadly have become viable research strategies that
address challenges of tranglational science and have become a social movement to make
research meaningful to community partners. By translational science, we mean bidirectional
tranglational processes that include community and academic negotiation and feedback
loops, aswell as trandating research findings into practical steps communities can take, such
as policy, practice, or program changes, to improve their own health. Communities of color
especially have demanded that research include community voice and culturally centered
methodol ogies.510 The Institute of Medicine's recognition that evidence is necessary but
insufficient to improve health provides a key to addressing both the challenges of
trangdlational science and of community expectations; it takes research findings as well as
advocacy, constituency building, and community ownership to support tranglation into
policies, practices, and interventions that can make a difference to improve health.11

The NCAI, awell-trusted and longstanding advocacy ingtitution in “Indian Country,” with
its PRC, has taken aleadership rolein promoting research led and prioritized by American
Indian and Alaska Native (Al/AN) communities. “Indian Country” is aterm used by many
American Indians to refer both to the geographic spaces where they live and to a collective
identity for individuals who identify with the idea of “Indian Country.” In its* sociopolitical
sense,” the term “Indian Country is the Indian equivalent of terms like * African American
community,” * Hispanic community,” ‘ Jewish community,” etc., and is frequently used to
refer to the national American Indian population.”12 We use the term in this sense.
However, the term “Indian Country” also has alegal definition,12 which describes
geographic areas under the jurisdiction of tribal and federal law but not state law.13

The NCAI PRC's approach to tribally driven research aligns with the philosophy of past
NCAI Executive Director Vine Deloria (1995), who wrote Red Earth, White Lies: Native
Americans and the Myth of Scientific Fact, articulating the importance of decolonizing and
Indigenizing research.14 Embracing the power of community to define identity and create
space for envisioning change, “Indigenizing research” positions communities as
foundational partners and places significant weight on communities’ benefit from
research.1®

Although community voice in research isincreasingly valued, a challenge of CBPR science
remains: To better specify how community—academic partnerships create added value for
research and how partnering practices best contribute to improved health outcomes.
Recognizing the diversity of CBPR and community-engaged research, the question
becomes: Under what conditions and with which characteristics can partnerships produce
effective and sustainable CBPR and community-engaged research, leading to changesin
practices, policies, and improved health equity?

A partnership between the NCAI PRC, the Indigenous Wellness Research Institute at the
University of Washington, and the Center for Participatory Research at the University of
New Mexico is asking these very questionsin a current NIH study, “Research for Improved
Health: A Study of Community—Academic Partnerships.” Launched under the Native
American Research Centers for Health (NARCH) V mechanism (available from http://
www.ihs.gov/Research/index.cfm?modul e=narch), this 4-year, national, mixed-methods
study of diverse CBPR partnerships seeks to assess facilitators and barriers of effective
CBPR and the relationships between partnering practices and CBPR/health outcomes. It is
based on the premise that a better understanding of the science of CBPR can revolutionize
the field, resulting in quicker uptake of proven practices, more effective community/
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academic partnerships, better understanding of research implementation contexts, strategic
funding of promising studies, and improvementsin population-level health. With both
universities within the National Center for Research Resources’ Clinical and Translation
Science Awards consortium, the dissemination of study results will be facilitated, providing
an opportunity to influence community-engaged research practices in health science centers
nationwide.

The NCAl—serving as the lead institution—is the oldest (since 1944), largest, and most
representative Indian organization, serving as the unified voice of AI/AN tribal
governments. A membership organization, located in Washington, DC, the NCAI functions
asthe “United Nations” for Indian Country, advocating around issues that affect tribal
governments and Native peoples—from education and health to economic development and
natural resources management. In 2004, the NCAI established its PRC, as a think tank of
seven staff members, to “support Indian Country in shaping its own future” and to equip
tribal leaders with data and policy-oriented products to forecast and support policy
development.

Consistent with NARCH policy, the NCAI PRC receives 30% of the budget and oversees
project operations, convenes the Scientific and Community Advisory Council (SCAC), and
participates in the research to promote tribal research capacity building. The SCAC,
composed of academic and community members with experience in CBPR, provides general
consultation on the project. The UNM oversees the qualitative and UW oversees the
guantitative design. Together, the partners will collaborate on data analyses and translate
findings into practice and policy, with a particular focus on dissemination in AI/AN
communities.

The purpose of this essay istwofold: (1) To describe the study origins, aims, design,
methods, and early accomplishments and (2) to discuss the early lessons learned from our
NCAI/UNM/UW partnership, particularly how a strong community partner can employ
CBPR to transform science so communities gain research capacities and benefits. Our
objective here isto assist community-engaged/CBPR researchers and practitioners with their
efforts to evaluate partnership effectiveness toward advancing translational science.

PARTNERSHIP HISTORY AND PROCESSES

In 2006, with funding from the National Institute of Minority Health and Health Disparities,
UNM partnered with UW to launch a 3-year, national, pilot research project, with oversight
by a national CBPR advisory council of academic and community experts, to study how
CBPR partnership and participation can improve health outcomes. The pilot produced an
updated literature review of CBPR processes and outcomes, a new CBPR research
conceptual model proposing linkages between CBPR processes and outcomes (Figure 1),16
community consultations on the model to strengthen face validity for partnership
evaluations, anew literature review of measurement instruments related to model
constructs,}” and a “think tank” of nationally recognized academic and community partners.

In 2007, UW invited the NCAI PRC to collaborate on studying the variability of CBPR in
Al/AN communities and other communities of color with the goal of determining promising
practices, partnership assessment tools, and other resources. Given the increasing demand
for information from tribal leaders about research methodol ogies and tribal models of
research regulation, NCAI PRC felt this study was aligned with its mission, including
community-driven research, the value of Indigenous knowledge, and capacity building
(available from: http://ncaiprc.org/core-values); and fit with its other projects, including a
five-module curriculum, designed to assist tribal leaders with overseeing research and
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evaluation—and its annual Tribal Leader/Scholar Forum for advancing ethical and
meaningful policy research.

Early conversations between the NCAIl PRC, UNM, and UW focused on identifying shared
values and devel oping a collective agenda. To formalize the collaboration, the Director of
the NCAI PRC joined the national pilot CBPR advisory council. The partners began
communicating regularly and met in person four times to shape a NARCH V proposal for a
multisite CBPR project, including feedback from the CBPR pilot advisory council. This
process focused on the twin goals of strong science in testing the CBPR model and on
development of research asa social change force for communities that would benefit tribal
communities. Whereas the funder was primarily concerned with research with AI/AN
communities, we made an early decision to include non-Al/AN communities to increase the
variability of governance structures, allowing comparisons between communities with
formal tribal government approval structures and those with more diffuse leadership.

Funded in 2009, the NARCH V CBPR study goal isto conduct an in-depth investigation of
factors that contribute to and detract from meaningful and effective community—academic
partnershipsin AI/AN communities, other communities of color, and other communities that
face health disparities. Specific aims are to (1) describe the variability of CBPR
characteristics across dimensions in the CBPR conceptual model (Figure 1) to identify
differences and commonalities across partnerships (e.g., ethnic/racial, urban/rural, sovereign
nations/other governance, health issue); (2) describe and assess the impact of governance on
CBPR processes and outcomes across AI/AN and other communities of color; (3) examine
the associations among diverse contexts and partnering processes with major CBPR
outcomes, such as culturally centered interventions, health-enhancing policies, and
community capacities, found to be linked to health disparities, by testing the CBPR
conceptual model; and (4) identify, translate, and disseminate best practicesin CBPR for
tribal leaders and other community and academic partners to improve health status and
health equity.

Consistent with the principles of CBPR, in the first year the research team refined the study
design, with consultation from the SCAC, and from qualitative and quantitative Special
Interest Groups (SPIGs). The SCAC wasinitialy budgeted for annual meetings, although
severe budget cutsin year 2 prevented further face-to-face meetings. The SPIGs, which
included four to six academic and community members with CBPR expertise, met more
often by phone, especially in the first year, to provide research design input. A research
ethics SPIG was convened to inform research approvals and ethical issues. With regard to
human participant protection, the University of New Mexico granted |RB approval of
qualitative research protocols (10-186, approved 4/19/11) and the University of Washington
granted IRB approval of quantitative protocols (40692EC, approved 7/6/11). Additional
community-level approvals may need to be sought for case study participants.

For the three partners, the inclusive communication process that started during grant writing
was maintained and helped to solidify roles (Table 1). We utilized biweekly phone meetings
of the executive committee and annual face-to-face meetings, and developed our own
protocols on research integrity, publications, student contributions, and communication (see
project website: http://narch.ncaiprc.org).18-21

RESEARCH METHODS

The study design was conceived early on as a simultaneous mixed-methods design, with
data from case studies to be triangulated with internet surveys of partnerships nationwide.
Both research teams devel oped instruments based on the four dimensions in the model
(context, equitable partnerships, research design/interventions, and outcomes). Using the

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 02.


http://narch.ncaiprc.org

1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hickset al.

RESULTS

Page 5

literature review of existing instruments, the quantitative team created a variable matrix to
select available measures and to identify what new items needed to be created.?? The case
study team concentrated inquiry on the less-explored “context” factors and the dynamic
interaction between partnering practices (i.e., decision-making power, trust) and their
contexts and capacity to produce outcomes. Table 2 provides an overview of the mixed-
methods research design, including purpose, selected hypotheses and research questions,
sampling, data collection, and analysis methods. The first two case studies also informed the
final survey instrument development.

Measurement Methodologies Developed Thus Far

After 2 years, we have considerable results, both in study design and implementation, as
well as a better understanding of our NCAI PRC/UW/UNM partnership. We designed a
mixed-methods study that tests, and likely extends, Wallerstein and colleagues’ (2008)
CBPR conceptua model. We developed an interactive version of the model linked to
variables and measures (http://hsc.unm.edu/SOM/fcm/cpr/research.shtml.), new survey and
interview tools which have the potential to be used nationally to evaluate partnership
processes and outcomes, and our own partnership protocols,18-21

We have completed five case studies: A substance abuse prevention partnership with
Northwestern tribes; a colorectal cancer screening project in Chinatown, San Francisco; a
rural African-American economic development and cardiovascular disease project; a
NARCH Lakota cancer control project; and a Latino environmental justice policy
partnership. The Internet survey was piloted and launched in late 2011 using an innovative
two-stage recruitment strategy to recruit 318 federally funded, community-engaged projects.

Lessons Learned

Midway through the study, we found ourselves dealing with issues that reflected aspects of
our conceptual model related to “ context,” * partnership dynamics,” “intervention/research
design,” and “outcomes.” Although we do not conduct regular, formal evaluations of our
partnership, the executive committee has engaged in continual self-reflection and
assessment, deliberately building this time into meetings and conference calls. The “lessons
learned” described were discussed by the executive committee, and may be helpful to other
partnerships, funders, and consumers of community-engaged research.

Evaluating CBPR and Community-Engaged Science—We are |learning about the
challenges of evaluating the diversity of relationships that empower communities to
participate in authentic research partnerships. We have encountered the challenges of
developing new measures for variables that did not have previous measures, including even
well-accepted indicators, such as alignment with CBPR principles, for which we created a
new Likert scale. Working with a prominent postcolonial communications scholar,23 we
also developed a culture-centeredness scale as a potential outcome measure of authentic
CBPR. Our case studies have identified the especially critical role of “contextual” variables,
which have been least explored in the literature, for example, the role of multi-generations
of history for influencing how communities enter partnerships; and the importance of mixed
methods to uncover what matters most under diverse conditions to produce real leversfor
change.

Effective Use of Advisory Committees—Advisory committees are unquestioned
structures within “equitable partnerships,” but we faced paradoxical challenges, as
experienced CBPR researchers, with our SCAC and SPIGs. On the one hand, our SCAC and
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SPIG members guided important decisions, challenging us to be scientifically rigorous. With
substantial budget decreases eliminating our annual SCAC meeting, however, we struggled
to engage them meaningfully. We decided on semi-annual written reports, annual webinars,
and consultation as needed; however, these arrangements did not completely satisfy our
advisory committee or our team’s desire for their expertise. This indicates that stakeholder
involvement needs to be meaningful, and continually honored and negotiated, on even the
most basic of participatory expectations.

Honoring Each Other—Our team has learned lessons in building respectful relationships
that can withstand mistakes and offenses, benefiting from intentional focus on “relational
dynamics’ aswell as on “structural” agreements to build trust and team effectiveness. By
starting with open communication, especially in difficult conversations about diminishing
budgets, evolving team capacity, and ensuring community benefit, we were able to express
our true feelings to one another, even surfacing differing perspectives within the three teams.
We practice the art of diplomacy, especially when we disagree, staying in an uncomfortable
space to talk through the issue instead of “taking our ball and going home.”

These practices served us well as we developed and implemented our structural agreements
and protocols. Despite an established publications protocol, about a year into the grant we
struggled with properly crediting contributors as we created our first products. Although we
generally agreed with who should be first author for each publication, questions abounded
about who else within our team and, more broadly, among our SCAC and SPIGs, should be
listed as authors. Some felt everyone who participated in our project in any way should be
listed; othersfelt that this detracted from the hard work put in by the members who drafted
and revised publications. We discussed whether the threshold for being listed as an author
ought to be whether someone reviewed and provided feedback, either written or verbal. One
research team member considered removing herself from the list of authors, even though she
had contributed significantly, because the need to “get credit” was inconsistent with her
Native values. The team finally agreed to list the research team, CBPR Research for
Improved Health Study Team, as the protocols author, because we intend to publish them in
CES4Health, which is flexible about authorship. For journals, we intend to list primary
authors followed by team and advisory group members who substantively contribute to each
publication in alphabetical order, acknowledging other team members and our SCAC and
SPIG members by name.

Capacity Development of New Community Pl and Partner—Because this was the
first multimillion dollar, federally funded research grant for the NCAI PRC, the PI had the
challenge of dramatically increasing administrative capacity within a community-based
nonprofit. The Pl was cautious about the NCAI PRC’ s role and what kind of contribution it
could make. In addition, it was important that the NCAl PRC’ srole was not solely providing
university partners “access’ to tribal leaders and citizens. Asthe NCAI PRC created
processes for ongoing communications with partners, tracking the work, managing complex
finances, and reporting to funders, the team became capable of contributing more to
research. As needs were identified that aligned with PRC skills, the PRC was able to lead
the development of project protocols and the construction of context measures for
governance and leadership, in comparing AI/AN and non-Al/AN partnerships. This meant
intentionally focusing on developing the research capacity of the community partner, rather
than assuming it would just occur. Asthe role and capacity of PRC grew, the PRC
challenged the prevalent “ science/community dichotomy,” serving as a valuable partner in
the science in addition to representing community.

Role of Advocacy With a Strong Community Partner—Despite these challenges,
NCAI PRC'slead role as Pl has shaped this project in important ways. Asan AI/AN
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organizational partner, the NCAI understood that, in many ways, tribes represent the
forefront of CBPR to promote “ outcomes” of social justice.8 Through their sovereign status,
tribes can regulate research as equal partners, welcoming or excluding studies that occur on
their lands and with their citizens, and can share their approaches with non-Al/AN
communities. We have learned the power of having a policy-savvy partner, the NCAI, aswe
work to transform translational science to be a mutual enterprise that highlights community
decision making and ownership to produce sustainable health outcomes.

That said, the PRC faced the challenge of positioning this research within the NCAI’s
advocacy to advance tribal sovereignty, which plays out in different arenas and with much
quicker pace than our research project. To navigate thisterrain most effectively within the
NCAI, members of the PRC's national advisory council joined the SCAC, the project is
profiled in various NCAI events and publications, and PRC staff brief the NCAI executive
director regularly.

Working to Overcome Historical Trust Issues Within Community Research
Partnerships—With an AI/AN partner asthe lead institution, this study was shaped by an
understanding of historical research abuses, from research texts that have painted indigenous
peoples as savage, without knowledge and science, 142425 to well- known studies like
Tuskegee and the less well-known but damaging case of research conducted with the
Havasupai Tribe.26:27 CBPR seeks to transform this historical experience by setting new
standards for community control of research, pioneering joint interpretation and use of
research results, and promoting community benefit. With the NCAI asthe PI, our study has
paid particular attention to indigenous ways of knowing, integration of local beliefs and
practices into interventions, standards of evidence,?8 and ethical guidelines from tribal
approval processes.2%-39 We operated under the assumption that instead of assuming trust
(as an important variable in the model) as a given, we had to generate trust through our
actions; this has been especially critical as we have established memorandums of
understanding and expectations that incorporate data ownership, community benefit, and
joint publication with our case study partners.

Messaging: The Language of Community Benefit—Shortly after we convened our
first SCAC meeting, acommunity SCAC member who had participated warmly in the
meeting sent an email expressing concern about our project’ s intention and questioning the
eventual value it would have to her community’s and family’s health; she ultimately
withdrew from the SCAC. From this experience, we realized the importance of messaging
within the research design, and drafted a communications guide to help consistently explain
community benefit, and to “trandlate the study and its goals [to] connect with community
needs and not academic discourse.” 19 We reminded ourselves that we needed to tell the
story behind what we are doing. In short:

For us, itis ... often easy to get ‘lost in the weeds' of the specific objectives we are
trying to meet. Most of our stakeholders want to know the whole story behind what
we are doing: what was the impetus for this project? Why are we doing it the way
we are? Why is Indian Country leading the way in a multi-cultural project? How
will tribes and other participating communities and partnerships benefit? Why do
we hope to achieve what we do?1°

We consistently introduced and described our research as follows:

In an effort to improve the health of American Indian/Alaska Native tribal
communities, other communities of color, and other communities that face health
disparities, this project seeks to understand the range of ways that communities are
engaged as partnersin their own health research and intervention projects. Using
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guantitative and qualitative methods, we will partner over the course of four years
with community and academic health research and intervention partnerships across
the country to better under stand the factors that contribute to and detract from
meaningful and effective community—academic partnerships. AI/AN tribal
communities have taken a strong lead in this area of work because they face some
of the most significant health disparities in the nation and have similarly suffered
some of the greatest documented research abuses.1®

We also decided to change the name of our project from our NARCH V grant application
title to clarify the study outcome that we valued most, to become: “Research for Improved
Health.” Finally, in our publications guidelines we place equal value on disseminating
information in academic, practitioner, and community-oriented outlets. Although we do not
yet have findings to disseminate, we have identified specific products beyond academic
venues, including fact sheets, toolkits, and self-administered partnership assessments.

Benefits and Challenges of NARCH Funding—The NARCH mechanism has played
avital rolein getting tribes and Native investigators “in the door” to the NIH, athough
funding for AI/AN and other investigators from underrepresented groups remains poor.
NARCH requirements for tribes or tribal entities to be Pls/lead grantees provide a dedicated
funding stream to support research of interest to Native communities. Despite the
cumulative NARCH investment of over $44 million to tribally controlled organizations by
2008, significant challenges in the funding stream remain.*® Although NARCH applicants
submit proposals intended to focus on tribally determined priorities, they must, in practice,
secure funds from individual NIH institutes with institute-driven priorities. It is worth noting
that, although our application received the highest score of al applicationsin NARCH V,
significant advocacy to secure adequate funding was required. The study was funded at 75%
of its budget in year one, and, through additional budget cuts unrelated to performance, only
50% in year two. In year three, our own funding advocacy retained our 50%, yet with year 4,
we anticipate dightly over 40%. The Pls spent hundreds of hours strategizing about funding,
reaching out to NIH institute contacts, and writing targeted concept papers. Although
necessary to carrying out our work, this scramble for funding placed considerable burden on
the research team, detracting from the research and necessitating significant modification to
our case study and survey design. Whereas NIH/Indian Health Service consultation with
NARCH grantees and tribal |eaders could yield important insight as to how to improve these
funding uncertainties, the value of having a strong community partner serve asthe Pl has
been abundantly clear for ensuring shared power within research and accountability to
communities.

CONCLUSION

Scientifically and relationally, our study has accomplished much in the last 2 years. In the
next 2 years, the survey and continued case study data collection, triangulation of analyses,
and our ongoing working relationships with each other and the SCAC and SPIGs will teach
us much more about the conditions and characteristics of effective and sustainable CBPR
and community-engaged research. Through democratic participation in research, CBPR asa
tranglational science can become a movement for social change desired by communitiesin
promoting their own health.

Acknowledgments

The research team gratefully acknowledges the project Scientific and Community Advisory Council as well as
Qualitative, Quantitative, and Research Ethics Special Interest Groups (SPIG) for their contributions to the
conceptualization and implementation as well as the CBPR pilot Advisory Council for their earlier inspiration.

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 02.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hickset al.

Page 9

The following individuals constitute the project Scientific and Community Advisory Council: Melissa Aguirre,
Margarita Alegria, Elizabeth Baker, Hector Balcazar, Eddie F. Brown, Charlotte Chang, Terry Cross, Eugenia Eng,
Shelley Frazier, Greta Goto, Ella Greene-Moton, Gloria Grim, Barbara Israel, Loretta Jones, Joseph Keawe' aimoku
Kaholokula, Michele Kelley, Paul Koegel, Meredith Minkler, Naeema Muhammad, Freda Motton, Tassy Parker,
Beverly Becenti-Pigman, Jesus Ramirez-Valles, Nicky Teufel-Shone, Amy Schulz, Lisa Rey Thomas, Edison
Trickett, Derek Valdo, Don Warne, Lucille White, and Sara Y oung.

The project SPIG members include: Quantitative — Margarita Alegria, Eugenia Eng, Joseph K eawe' aimoku
Kaholokula, and Amy Schulz; Qualitative — Elizabeth Baker, Meredith Minkler, Eddie F. Brown, Barbara Isragl,
Michele Kelley, Edison Trickett, and Nancy Palmanteer-Holder; and Research Ethics — Beverly Becenti-Pigman,
Eddie F. Brown, Ella Greene-Moton, Gloria Grim, Paul Koegel, Tassy Parker, Lisa Rey Thomas, Donald Warne,
and Lucille White.

The 2006-2009 UNM pilot think tank/advisory council membersincluded: Margarita Alegria, Magdalena Avila,
Elizabeth Baker, Beverly Becenti-Pigman, Charlotte Chang, Eugenia Eng, Shelley Frazier, Ella Greene-Maton,
Lyndon Haviland, Jeffrey Henderson, Sarah Hicks, Barbara Israel, Loretta Jones, Michele Kelley, Paul Koegel,
Laurie Lachance, Diane Martin, Marjorie Mau, Meredith Minkler, Naeema Muhammad, Lynn Palmanteer-Holder,
Tassy Parker, Cynthia Pearson, Victoria Sanchez, Amy Schulz, Lauro Silva, Edison Trickett, Jesus Ramirez-Valles,
Kenneth Wells, Earnestine Willis, and Kalvin White.

Finally, the research team welcomes a new Principal Investigator to this project, Dr. Malia Villegas, director of the
NCAI Policy Research Center, as Dr. Sarah Hicks Kastelic transitions to a new position at the National Indian
Child Welfare Association.

This publication was funded in part by NARCH V: Native American Research Centers for Health, U261HS300293,
from the Indian Health Service (IHS) and National Institute of General Medical Scienceswith additional support
from the National Cancer Institute, National Center for Research Resources, National Institute on Drug Abuse,
Office of Behavioral and Socia Sciences, and Health Resources and Services Administration, with previous pilot
funding from the National Institute for Minority Health and Health Disparities, NARCH Il Supplement,
U261HS300009.

References

1. Dankwa-Mullan I, Rhee KB, Williams K, Sy FS, Sanchez I, Stinson N Jr, et al. The science of
eliminating health disparities: Summary and analysis of the NIH summit recommendations. Am J
Public Health. 2010; 100(Suppl 1):S12-8. [PubMed: 20147660]
2. Isradl, B.; Shulz, A.; Eng, E.; Parker, E. Methods in community based participatory research. San
Francisco: Jossey-Bass; 2005.
3. Calleson D, Seifer SD, Maurana C. Forces affecting community involvement of Academic Health
Centers: Perspectives of ingtitutional and faculty leaders. Acad Med. 2002; 77(1):72—81. [PubMed:
11788329
4. Viswanathan, M.; Ammerman, A.; Eng, E.; Gartlehner, G.; Lohr, K.; Griffth, D., et al. Community-
based participatory research: Assessing the evidence. Rockville (MD): Agency for Healthcare
Research and Quality; 2004.
5. Minkler, M.; Wallerstein, N., editors. Community based participatory research for health: From
process to outcomes. 2. San Francisco: Jossey-Bass; 2008.
6. Cargo M, Mercer SL. The value and challenges of participatory research: Strengthening its practice.
Annu Rev Public Health. 2008; 29:325-50. [PubMed: 18173388]
7. Dutta M. Communicating about culture and health: theorizing culture-centered and cultural
sensitivity approaches. Commun Theory. 2007; 17:304-28.
8. Trickett EJ. Community-based participatory research as world-view or instrumental strategy: isit
lost in trandation(al) research? Am J Public Health. 2011; 101:1353-5. [PubMed: 21680920]
9. Trickett EJ, Trickett SB, Deutsch C, Green LW, Hawe P, McLeroy K, et a. Advancing the science
of community-level interventions. Am J Public Health. 2011; 101:1410-9. [PubMed: 21680923]
10. Wallerstein N, Duran B. Community-based participatory research contributions to intervention
research: The intersection of science and practice to improve health equity. Am J Public Health.
2010; 100(Suppl 1):e1-6.

11. Ingtitute of Medicine. The future of public health. Washington (DC): National Academy Press;
1988.

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 02.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hickset al.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

Page 10

Utter, J. American Indians: Answersto today’s questions. Norman: University of Oklahoma Press;
2001.

Getches, DH.; Rosenfelt, DM.; Wilkinson, CF. Cases and materials on Federal Indian law. St. Paul
(MN): West; 1979.

Deloria, V. Red earth, white lies: Native Americans and the myth of scientific fact. New Y ork:
Scribner; 1995.

Smith, L. Decolonizing methodol ogies: Research and indigenous peoples. London: Dunedin,
University of Otago Press, distributed in the USA exclusively by St. Martin’s Press; 1999.
Wallerstein, N.; Oetzel, J.; Duran, B.; Belone, L.; Tafoya, G.; Rae, R. What predicts outcomesin
CBPR?. In: Minkler, M.; Wallerstein, N., editors. Community based participatory research for
health: From process to outcomes. 2. San Francisco: Jossey-Bass, 2008. p. 371-92.

Sandoval, J.; Lucero, J.; Oetzel, J.; Tafoya, G.; Belone, L.; Avila, M., et a. Review of
measurement instruments for assessing community-based participatory research dimensions.
Health Educ Res. 2011. Available from: http://her.oxfordjournal s.org/content/early/2011/09/20/
her.cyr087.abstract

CBPR Research for Improved Health Study Team. Project Code of Ethics and Integrity, Research
for Improved Health: A national study of community—academic partnerships. Project protocols,
National Congress of American Indians Policy Research Center. From: NARCH V (Indian Health
Service/NIGM S/NIH U261HS300293 2009-2013), a partnership between the National Congress
of American Indians Policy Research Center (Sarah Hicks, P1); the University of New Mexico
Center for Participatory Research (NinaWallerstein, Pl); the University of Washington |ndigenous
Wellness Research Institute (Bonnie Duran, Pl); and CBPR projects nationwide.

CBPR Research for Improved Health Study Team. Communications Guidelines and Checklist,
Research for Improved Health: A National Study of Community—A cademic Partnerships. Project
Protocols, National Congress of American Indians Policy Research Center. From: NARCH V
(Indian Health Service/NIGM S/NIH U261HS300293, 2009-2013), a partner ship between the
National Congress of American Indians Policy Research Center (Sarah Hicks, PI); the University
of New Mexico Center for Participatory Research (Nina Wallerstein, Pl); the University of
Washington Indigenous Wellness Research Institute (Bonnie Duran, Pl); and CBPR projects
nationwide.

CBPR Research for Improved Health Study Team. Protocol for Student, Fellow, Pre-Doc, and Post
Doc Involvement in the Research Team. Project Protocols, National Congress of American Indians
Policy Research Center. From: NARCH V (Indian Health Service/NIGMS/NIH U261HS300293
2009-2013), a partnership between the National Congress of American Indians Policy Research
Center (Sarah Hicks, Pl); the University of New Mexico Center for Participatory Research (Nina
Wallerstein, PI); the University of Washington Indigenous Wellness Research I nstitute (Bonnie
Duran, PI); and CBPR projects nationwide.

CBPR Research for Improved Health Study Team. Publications Guidelines, Research for Improved
Health: A National Study of Community—Academic Partnerships. Project Protocols, National
Congress of American Indians Policy Research Center. From: NARCH V (Indian Health Service/
NIGMS/NIH U261HS300293 2009-2013), a partnership between the National Congress of
American Indians Policy Research Center (Sarah Hicks, P1); the University of New Mexico Center
for Participatory Research (NinaWallerstein, PI); the University of Washington Indigenous
Wellness Research Institute (Bonnie Duran, Pl); and CBPR projects nationwide.

Pearson, CR.; Duran, B.; Martin, D.; Lucero, J.; Sandoval, J.; Oetzel, J., et al. CBPR variable
matrix: Research for improved health in academic/community partnerships. CESAHEALTH.
[updated 2011 Dec]. Available from: http://hsc.unm.edu/SOM/fcm/cpr/cbprmodel .shtml

Dutta, MJ. Communicating social change: structure, culture, and agency. New Y ork: Routledge;
2011.

Davis, JD.; Kelly, K. Work Group on American Indian Research and Program Evaluation
Methodology, Symposium on Research and Evaluation Methodology: Lifespan | ssues Related to
American Indiang/Alaska Natives with Disabilities. Flagstaff, AZ: Northern Arizona University,
American Indian Rehabilitation Research and Training Center; 2002. A brief history of and future
considerations for research in American Indian and Alaska Native communities; p. 9-18.

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 02.


http://her.oxfordjournals.org/content/early/2011/09/20/her.cyr087.abstract
http://her.oxfordjournals.org/content/early/2011/09/20/her.cyr087.abstract
http://hsc.unm.edu/SOM/fcm/cpr/cbprmodel.shtml

1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Hickset al.

25.

26.

27.

28.

29.

30.

31

32.

33.

35.

36.

37.

38.

39.

Page 11

Smith-Morris C. Autonomous individuals or self-determined communities? The changing ethics of
research among Native Americans. Hum Organ. 2007; 66(3):327-37.

Rubin, P. Indian givers. Phoenix New Times. [updated 2004 May 27]. Available from: http://
www.phoenixnewtimes.com/2004-05-27/news/indian-givers/

Harmon, A. Indian Tribe winsfight to limit research of its DNA. New Y ork Times. [updated 2010
Apr21]. Available from: http://Awww.nytimes.com/2010/04/22/us/22dna.html

DeJong JA, Holder SR. Indian boarding schools and the Therapeutic Residential Model project.
Am Indian Alsk Native Ment Health Res. 2006; 13(2):1-16. [PubMed: 17602399]
Becenti-Pigman, B.; Whit, K.; Bowman, B.; Palmanteer-Holder, N.; Duran, B. Research policies,
processes, and protocol: the Navajo Nation human research review board. In: Minkler, M.;
Wallerstein, N., editors. Community-based participatory research for health: From processto
outcomes. 2. San Francisco: Jossey-Bass; 2008. p. 441-6.

Fisher P, Ball T. The Indian Family Wellness project: An application of thetribal participatory
research model. Prev Sci. 2002; 3(3):235-40. [PubMed: 12387557]

Fisher P, Ball T. Tribal participatory research: mechanisms of a collaborative model. Am J
Community Psychol. 2003; 32(3-4):207-16. [PubMed: 14703257]

Fisher P, Ball T. Balancing empiricism and local cultural knowledge in the design of prevention
research. J Urban Health. 2005; 3(Suppl):iii44-55. [PubMed: 15933330]

Freeman, W. The protection of potential individual volunteers and tribal communitiesin research
involving the Indian Health Service. Portland (OR): Northwest Portland Area Indian Health
Service Institutional Review Board; 2004. Available from: http://www.npaihb.org/images/
epicenter_docs/irb/docs/Protections_fr.pdf

. Norton |, Manson S. Research in American Indian and Alaska Native communities: Navigating the

cultural universe of values of process. J Consul Clin Psychol. 1996; 64(5):856—60.

Rhoades, ER.; Rhoades, DA..; Freeman, W. American Indian Health: Innovations in Health Care,
Promotion, and Policy. Baltimore (MD): The Johns Hopkins University Press; 2000. Research
ethics and the American Indian; p. 426-33.

Sahota, PC. Research regulation in American Indian/Alaska Native communities: Policy and
practice considerations. Washington (DC): National Congress of American Indians Policy
Research Center; 2007. Available from: http://www.ncai prc.org/files/Research%20Regul ation
%20in%20A 1 %20A N%20Communities¥20-%20Poli cy%20and%20Practi ce.pdf

Sahota, PC. Research regulation in American Indian/Alaska Native Communities: A guide to
reviewing research studies. Washington (DC): National Congress of American Indians Policy
Research Center; 2008. Available from: http://www.ncaiprc.org/files/Research%20Regul ation
%20i N%20A1%20A N %20Communiti es%20-%20Gui de%20t0%20Reviewing%20Research
%20Studies.pdf

Sahota, PC. Community-based participatory research in American Indian/Alaska Native
Communities. Washington (DC): National Congress of American Indians Policy Research Center;
2010. Available from: http://www.ncaiprc.org/files' CBPR%20Paper%20FI NA L .pdf

Whitefoot, P. ATNI Resolution 13: Support for tribal consultation with WA State governor’s
substance abuse prevention plan and cultural integration in prevention planning. Paper presented
at: Affiliated Tribes of Northwest Indians Winter Conference; January 22—25, 2008; Y akima, WA.

. Robert Wood Johnson Foundation Center for Health Policy at the University of New Mexico.

Assessing the Impact of NARCH Funding: 2001-2008. Albuquerque: Author; 2009.

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 02.


http://www.phoenixnewtimes.com/2004-05-27/news/indian-givers/
http://www.phoenixnewtimes.com/2004-05-27/news/indian-givers/
http://www.nytimes.com/2010/04/22/us/22dna.html
http://www.npaihb.org/images/epicenter_docs/irb/docs/Protections_fr.pdf
http://www.npaihb.org/images/epicenter_docs/irb/docs/Protections_fr.pdf
http://www.ncaiprc.org/files/Research%20Regulation%20in%20AI%20AN%20Communities%20-%20Policy%20and%20Practice.pdf
http://www.ncaiprc.org/files/Research%20Regulation%20in%20AI%20AN%20Communities%20-%20Policy%20and%20Practice.pdf
http://www.ncaiprc.org/files/Research%20Regulation%20in%20AI%20AN%20Communities%20-%20Guide%20to%20Reviewing%20Research%20Studies.pdf
http://www.ncaiprc.org/files/Research%20Regulation%20in%20AI%20AN%20Communities%20-%20Guide%20to%20Reviewing%20Research%20Studies.pdf
http://www.ncaiprc.org/files/Research%20Regulation%20in%20AI%20AN%20Communities%20-%20Guide%20to%20Reviewing%20Research%20Studies.pdf
http://www.ncaiprc.org/files/CBPR%20Paper%20FINAL.pdf

1duosnuey JoyIny vd-HIN 1duosnuey JoyIny vd-HIN

1duosnuei\ Joyiny Vd-HIN

Hickset al.

Socio-Economic, Cultural,
Geography & Environment

University Capacity

Structural
Dynamics

Individual
Dynamics

Group Dynamics &
Equitable Partnerships

o]
\Gommunicy)

Relational
Dynamics

University

Fits Local /Cultural Beliefs,
Norms & Practices
@ects Reciprocal Le@
Appropriate
Research Design

Intervention
& Research

Page 12

Outcomes

System & Capacity Changes

A P;IiaeslPraéﬁces

A Sustained Interventions

A Changes in Power Relations
4 Cultural Renewal

Improved Health

W Disparities

\ & Readiness A Social Justice
\
A
\\ N /
Contexts Group Dynamics Intervention Outcomes
Structural Dynamics: Relational Dynamics: CBPR System & Capacity Changes:

Social-economic, cultural, hi * Diversity + Safety *Intervention adapted or created | « Changes in policies /practices
political-historical, envi factors | *C i + Dialogue, listening & mutual | within local culture -In universities & communities

+Policies/Trends: National/local
governance & political climate

+ Formal Agreements
* Real power/resource sharing

+Historic degree of collaboration & trust
between university & community

+Community: capacity, readiness &
experience

+University: capacity, readiness &
reputation

+Perceived severity of health issues

* Alig with CBPR principl
+Length of time in partnership

Individual Dynamics:
« Core values
+ Motivations for participating

learning
« Leadership & stewardship
« Influence & power dynamics
+ Flexibility
« Self & collective reflection
« Participatory decision-making
& negotiation
. of local beliefs to

« Personal
+ Cultural identities/humility
+ Bridge people on research team

group process
« Task roles & communication

+ Individual beliefs, spirituality & meaning

+ Community reputation of PI

+Intervention informed by local

settings & organizations

+Shared learning between
o8& el

« Culturally-based & sustainable
interventions
+ Changes in power relations

=

+*Research & evaluation design

reflects partnership input
+Bidirectional translation,
implementation & dissemination

*Emp H
-Community voices heard
-Capacities of advisory councils
~Critical thinking

*Cultural revitalization & renewal

Health Qutcomes:

+ Transformed social /econ conditions
* Reduced health dispariti

Figure 1. CBPR Conceptual L ogic Model

Adapted from: Wallerstein, Oetzel, Duran, Tafoya, Belone, & Rae, “What Predicts
Outcomes In CBPR,” in CBPR for health from process to outcomes, Minkler & Wallerstein
(eds.). San Francisco, CA, Jossey-Bass, 2008; and Wallerstein & Duran, CBPR
contributions to intervention research: The intersection of science and practice to improve
health equity. Am J Public Health; S1, 2010:100, S40-546.
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Table 1
Partner Organization’s Mission and Role
Organization Mission Project Role
National Congress of To provide tribal leaders with the best available Overall grant management: Convene executive team
American Indians Policy knowledge to make strategically proactive policy and SCAC; participate in research teams; provide

Research Center (NCAI PRC)  decisionsin aframework of Native wisdom that

positively impact the future of Native peoples

support for Al research approvals; lead research ethics
advisory committee; and lead instrument devel opment
and analysis on governance variable.

University of New Mexico To support networks of research with community Qualitative lead: Conceptualize, design, recruit sites,
Center for Participatory partners addressing health disparities, through a and implement 67 case studies; analyze data; lead
Research (UNM-CPR) participatory and partnership approach dissemination of results.

University of Washington To marshal community, tribal, academic, and Quantitative lead: Conceptualize, design, recruit
Indigenous Wellness governmental resources toward innovative, culture- participants, and implement key informant interviews
Research Institute (UW- centered interdisciplinary collaborative social and and national web- based surveys; analyze data; lead
IWRI) behavioral research and education dissemination of results.
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Survey Design

Case Study Design

Purpose

To quantify the variability of community-engaged
research and to identify associations among
constructs in the model between Contexts, CBPR
Partnership Dynamics, Intervention and Research
Design, and Outcomes.

To probe more deeply into similarities and differences
across diverse partnerships.

To link stakeholder interpretations and actions to
historical—cultural— political contexts, to selection of
research methods, and to implementation of
interventions to better understand partnering
contributions to diverse outcomes.

Examples of Hypotheses and
Research Questions

The more a project is aligned with CBPR
principles, the better the system and capacity
outcomes, i.e., intervention sustainability,
community capacity, or policy/practice changes.
The more resources are shared among partners, the
better the system and capacity outcomes.

The more a partnership integrates local beliefs, the
more the project will fit within local social
structures and will support cultural renewal.

Which contextual factors most affect partnership
functioning and ability to produce CBPR and health
outcomes?

What is the relationship between structural
characteristics, such as formal agreements; and
relational characteristics, such as trust and decision
making, in building effective partnerships?

How does power affect partnerships?

Which researcher characteristics most matter to assure
effective partnerships?

Data Collection Methods

Two Internet Surveys: “Key informant” for Pl (15
min) and “Community engagement” for PI, 1 other
key academic representative, and 2 community
partners (30 min)

Predominantly Qualitative

Academic and community stakeholder interviews (8—
12), and focus groups (1-2)

Observation of partnership meeting

Document review

Historical timelines of partnership within community
Brief partner survey

Sample

N=318

Inclusion: Universe of federally funded CBPR
research projects in 2009 RePORTer database + 30
NARCH projects, with at least 2 years of
additional funding

Exclusion: Pilot, RO3, R21, and Training Grants

6—7 Case Studies

Inclusion: Diverse partnerships (by race/ethnicity/other
social identity) with community advisory structures; a
minimum history of 3 years; evidence of ongoing
intervention or policy research.

To explore governance, comparisons between AI/AN
and non-Al/AN communities.

Select Instrument Questions

Pl Key Informant Survey Questions: Specific roles,
distribution of funds, formal agreements, diversity
of teams, etc.

Community Engagement Survey: Perceptions on
context, e.g., governance and capacity; group
dynamics, e.g., alignment with CBPR principles,
trust, power, decision making, and leadership); and
outcomes (e.g., system/capacity changes,
sustainability, cultural renewal, and health
outcomes).

Focus Group and Interview Questions:

Importance of different contexts, partner motivations
and actions related to CBPR project, impacts of
partnering and community and cultural context on
research and intervention design, and on capacities,
policies, and other outcomes.

Analyses

Confirmatory factor analysis for measurement and
hierarchical modeling for testing hypotheses. With
a60% minimum response rate, the 190
partnerships (including 950 individuals) allow
power effect size of .80 given the planned data
analyses.

Using Atlas.ti, identify codes from existing model
constructs and from emerging themes grounded in the
data

Triangulate with quantitative data to create a critical
analysis of participatory research processes and
outcomes.
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