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Foreword

HIV continues to be a national and international challenge. Not all communities 
have benefited from the strides made in public health and medicine, and these dif-
ferences have led to disparities across a variety of health concerns, including HIV. 
Although great progress has been made in both the prevention and treatment of HIV 
and its associated conditions, much more work is clearly needed. With more than 
50,000 new HIV infections each year in the United States and the profound dispro-
portionate burden borne by racial/ethnic and sexual minorities, including men who 
have sex with men (MSM), American Indians/Alaska Natives, African Americans/
blacks, and Hispanics/Latinos, it is imperative that we further develop strategies 
that reach individuals, social networks, and communities, and change policies and 
promote social change to reduce risk.

Academic researchers and practitioners within local communities have de-
veloped and are implementing innovative approaches to reduce HIV exposure 
and transmission; the CDC’s Compendium of Evidence-based HIV Behavioral 
Interventions (www.cdc.gov/hiv/topics/research/prs/compendium-evidence-based-
interventions.htm), for example, provides a description of the currently available 
evidence-based interventions promoted and used across the country. The National 
Institutes of Health (NIH) also funds intervention research designed to move the 
science and practice of HIV prevention forward. The National Institute on Minority 
Health and Health Disparities (NIMHD) at NIH has several active studies designed 
to reduce risk among MSM, African Americans/blacks, and Hispanics/Latinos. 
Some of the progress highlighted within this important book, Innovations in HIV 
Prevention Research and Practice through Community Engagement, is a result of 
both CDC and NIH funding.

However, we must continue to develop even better approaches to reduce HIV ex-
posure and transmission particularly for some of our most vulnerable and neglected 
communities. We cannot merely continue with what we have been doing; we know 
that what we have done is not enough. Rather, we must develop additional inno-
vative approaches that are meaningful and authentic to communities; reach large 
numbers of community members at greatest risk; are sustainable; expand beyond 
HIV-related health disparities and build capacities that have potential to affect other 
health disparities.
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An emerging approach that has gained traction within public health and medi-
cine is community engagement. Community engagement is the process by which 
organizations, agencies, other types of institutions, and community members affili-
ated by geographic proximity, special interest, or similar situations build ongoing 
and permanent relationships to work collaboratively to reach a collective vision. 
Generally this vision includes addressing prioritized issues affecting the health and 
well-being of community members. Within the context of public health and medical 
research, community engagement can be powerful in bringing about changes that 
improve the health and well-being of communities and community members. At 
its core, community engagement involves partnerships and coalitions to mobilize 
resources and influence systems, change relationships among partners, and serve 
as catalysts for change. Community-based participatory research (CBPR) is based 
on the concept that community members’ perspectives, experiences, and insights 
should be blended with sound science to produce the most promising interventions 
and programs to promote health and well-being and prevent disease.

This book comprises a compilation of innovative interventions and programs 
from across the United States that apply community engagement principles and 
approaches throughout HIV prevention intervention and program development. 
This book outlines both the successes and challenges faced when scientists and 
lay-experts from academic, government, and nongovernment institutions, including 
community-based organizations and businesses, and the community at large, part-
ner and engage. It includes the perspectives, experiences, and insights gleaned from 
real-world examples of community engagement. It serves as a benchmark of the 
current state of the science and practice of community engagement for those from 
communities, community-based organizations, agencies (including health depart-
ments), businesses, and research institutions who want to better understand what 
community engagement is, what has been accomplished, and what the next steps 
might be in terms of community engagement as an approach to HIV-related dispari-
ties reduction and elimination. Chapters have been authored by outstanding leaders 
in HIV prevention and community engagement research and practice. The writing 
of the chapters and their compilation within this book represent unique partnerships 
of representatives from diverse communities, community-based organizations, 
agencies, businesses, and research institutions.

On a personal note, this book has been edited by a long-term mentee and col-
league. I have known Dr. Scott D. Rhodes since 1990, when he was a graduate 
student and community activist in South Carolina. He and members of the CBPR 
partnership that he is part of in North Carolina have been on the forefront of au-
thentic approaches to community engagement and partnership, and CBPR. Building 
on the firm foundation established by others in the field of CBPR, including Drs. 
Eugenia Eng, Barbara Israel, Meredith Minkler, and Nina Wallerstein, the unique 
and sustained partnership has multiple projects that cross race/ethnicity, sexual ori-
entation, gender identity, assets, and risks.

Within public health and medicine we frequently hear of the need for community 
engagement, particularly as a strategy to address community priorities, build com-
munity capacity, and lead to a reduction in and subsequent elimination of health 
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disparities. This book presents solid guidance for community engagement and part-
nership and CBPR. I am thrilled that this book has been realized; it will serve as 
an important resource as we work to prevent HIV within vulnerable and neglected 
communities.

Francisco S. Sy, MD, DrPH
Editor

AIDS Education and Prevention—An Interdisciplinary Journal
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Chapter 1
Authentic Community Engagement  
and Community-Based Participatory Research 
for Public Health and Medicine

Scott D. Rhodes

S. D. Rhodes (ed.), Innovations in HIV Prevention Research and Practice  
through Community Engagement, DOI 10.1007/978-1-4939-0900-1_1, 
© Springer Science+Business Media New York 2014

S. D. Rhodes ()
Department of Social Sciences and Health Policy, Division of Public Health Sciences, 
Wake Forest University School of Medicine, Medical Center Blvd., 
Winston-Salem, NC 27157, USA
e-mail: srhodes@wakehealth.edu

Complex problems in public health and medicine, including disparities in HIV, have 
been noted to be ill-suited for traditional outside-expert approaches to research and 
practice that often result in insufficient understanding of the factors key to health pro-
motion and disease prevention and ineffective interventions and programs. Research 
aimed at understanding and eliminating health disparities and promoting community 
health has begun to focus attention on meaningful community engagement and au-
thentic community partnership as integral processes throughout the entire research 
process. Blending the lived experiences of community members, the experiences of 
representatives from service- and practice-based organizations, and sound science has 
the potential to develop deeper and more informed understandings of health-related 
phenomena and produce more relevant and more likely successful and sustainable in-
terventions to promote community health and reduce health disparities [1–8]. Commu-
nity engagement and partnership and community-based participatory research (CBPR) 
recognize that a so-called outsider (e.g., academic researchers and practitioners) can 
work best with community members who themselves are experts. This book is a com-
pilation of the state of the science of innovative behavioral HIV prevention interven-
tions that use community engagement and partnership and CBPR.

Community Engagement and CBPR

As noted in the foreword of this book, community engagement is a process 
by which community members connected through geographic proximity, 
special interests, or similar situations; representatives from community-based 
organizations (e.g., churches, free clinics, and HIV-serving organizations); agencies 
(e.g., public health departments); businesses; and institutions (e.g., universities and 
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other research institutions) establish, nurture, and sustain relationships to work 
in partnership to meet community priorities [9]. CBPR adds research to the mix. 
With community engagement and partnership in research through approaches such 
as CBPR, the notion is not to reduce knowledge gaps for the sake of reducing 
knowledge gaps; rather, the notion is to enhance understanding of health phenomena 
and translate this enhanced understanding into action to improve community health 
and well-being. Community-engaged approaches can be powerful in bringing about 
positive changes through multilevel action, including individual, group, community, 
policy, and social change, to improve the health and well-being of communities.

However, despite its advantages, community engagement is difficult. This book 
is designed to provide a survey in current innovative approaches to HIV prevention 
using community engagement in the USA. CBPR has emerged as an approach to 
community engagement, and within this book, examples of ways in which HIV 
prevention has harnessed engagement, partnership, and CBPR approaches are 
provided. Thus, within this book, we explore community engagement and partner-
ship and CBPR as applied within highly innovative and significant intervention 
research. Chapter authors are experts in the field and have provided much detail in 
their current research.

Themes

Throughout this book, lay experts and scientists from academic, government, and 
nongovernment institutions, including community-based organizations and busi-
nesses, and the community at large share their perspectives, experiences, and in-
sights in HIV intervention and program development, implementation, and evalu-
ation within highly vulnerable and neglected communities. Several cross-cutting 
characteristics of community engagement and partnership and CBPR emerged 
across the chapters (Table 1.1).

Community engagement and partnership and CBPR are more expansive than merely 
community members serving on community advisory groups or community advisory 
boards.  Within HIV, whether focusing on prevention or care, community advisory 
groups or boards are commonplace and expected; by themselves, they do not imply 
authentic engagement or partnership. In fact, they often are used to “rubberstamp” 
ideas that outsiders, including researchers and practitioners, have developed without 
much community input. Obtaining input and feedback after conceptualization of a 
study and/or receiving study funding does not reflect community engagement; rather, 
it tends to reflect “using” communities to meet predetermined research objectives 
and aims of outsiders. Such an approach is often perceived by community members 
as disrespectful and self-serving and maintains power imbalances that contribute to 
health disparities. Moreover, because of power imbalances, community members 
often do not have a structure to voice their concerns and make change within a 
research study. Even when researchers assume, believe, and assert that commu-
nity members are onboard, they may not be, and indeed the study will not be, as 
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successful as possible. We need all efforts to be as successful as possible. Not doing 
everything in our power to make our prevention research successful is analogous to 
providing less dosage than hypothesized as needed to test a new treatment.

Community engagement and partnership and CBPR are processes that begin during 
conceptualization of the research question and continue throughout the entire 
research process.  It is through ongoing dialogue, interaction, and negotiation—
engagement—that research questions are the most meaningful; methods are the 
most appropriate; interpretation of findings is the most accurate; and dissemination 
is the most comprehensive [1, 8, 10–12].

Community engagement and partnership and CBPR are democratic approaches to 
research.  Engagement, partnership, and CBPR are strategies to re-distribute power 
and increase social justice [13]. Community members, organization representatives, 
and academic researchers are interactively linked in new ways through engagement 
and partnership that do not give the academic researcher exclusive power and 
ownership of the methods and products of research; all partners share in the 
methods of knowledge generation and the knowledge discovered, its application, 
and its dissemination [5].

Table 1.1   Characteristics of community engagement and partnership and CBPR that emerged 
across chapters

Community engagement and partnership and CBPR are more expansive than merely community 
members serving on community advisory groups or community advisory boards

Community engagement and partnership and CBPR are processes that begin during 
conceptualization of the research question and continue throughout the entire research process

Community engagement and partnership and CBPR are democratic approaches to research
Community engagement and partnership and CBPR prevent researcher voyeurism and the 

pathologization of communities
Community engagement and partnership and CBPR increase community member skills and 

overall community capacity
Community engagement and partnership and CBPR promote social justice
Community engagement and partnership and CBPR promote translation and public health impact
Community engagement and partnership and CBPR require not only an established partnership 

but a sustained organizational capacity
Community engagement and partnership and CBPR bring diverse perspectives, experiences, and 

insights together
Community engagement and partnership and CBPR tend to harness existing community assets, 

including indigenous leadership
Community engagement and partnership and CBPR cannot be conducted by remaining within 

the walls of one’s office
Language is key to engagement
Despite the potential of community engagement and partnership and CBPR in the prevention of 

HIV exposure and transmission, there may never be one answer to profound challenges such 
as HIV and other health disparities and inequities
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Although sometimes power is shared and balanced without hierarchy and singular 
control, other times community partners may, in fact, hold more power. In the process 
of developing, implementing, and evaluating HIV prevention interventions through 
CBPR with soccer leagues in North Carolina [14], there were times when members 
of the partnership (including representatives from the soccer league) finalized deci-
sions as a group, and those decisions were subsequently changed based on what 
other league members decided. In this case, partners had to be comfortable with both 
holding much less power and using an alternate decision-making process, because 
those most affected by the health problem and the research held more power.

Community engagement and partnership and CBPR prevent researcher voyeurism 
and the pathologization of communities.  Voyeurism may occur or can be perceived 
to occur when outsiders “research” others, particularly when those others happen 
to be vulnerable or engaging in hidden behaviors, such as sexual and reproduc-
tive behaviors. Furthermore, just as behavioral science has moved from referring 
to research participants as “subjects,” engagement and partnership ensure that com-
munity members, organization representatives, and academic researchers work 
shoulder-to-shoulder on behalf of community health and well-being; there is no 
room for a “them-versus-us” mentality or for seeing individuals, networks, and/or 
communities as problems. Voyeurism and pathologization are not respectful and 
have no role in community health and well-being.

Community engagement and partnership and CBPR increase community member 
skills and overall community capacity.  Health disparities and health inequalities 
are related to underlying factors, including income, housing, education, skills, and 
employment. Engagement and partnership are designed to positively affect the 
underlying causes of health disparities and inequities through increasing under-
standing of available resources and how to access them, developing problem-solv-
ing and critical-thinking skills, and appreciating how systems function and policies 
are formed and learning how to influence them. The idea is to intervene upstream on 
the factors that underlie a variety of health issues rather than focusing downstream 
on each health issue individually (e.g., HIV, obesity, asthma, tobacco, and diabetes).

Community engagement and partnership and CBPR promote social justice.  Social 
justice implies the fair distribution of resources (e.g., health care services, food, 
housing, education, employment, and income) and responsibilities among members 
of a population with a focus on the relative position of one social group in relation to 
others in society, the root causes of health disparities and inequities, and what can be 
done to eliminate them [15]. Social justice is based on the concepts of mutuality and 
interconnectedness, solidarity, fairness, and human dignity. Engagement, partner-
ship, and CBPR are seen as approaches to promote social justice through the promo-
tion of equity. Equity, which is often confused with equality, focuses on fairness and 
ensures the same opportunities for all, while equality focuses on sameness. Having 
the same thing (equality) only works if everyone starts at the same place. However, 
structural and historical discrimination based on race/ethnicity, sexual orientation, 
gender identity, poverty, and inadequate education, as examples, are not easily over-
come and prevent everyone from starting at the same place. Thus, much work needs 
to be done to promote social justice.
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Community engagement and partnership and CBPR promote translation and public 
health impact.  It has been well acknowledged that through the inclusion of com-
munity members and organization representatives, the ecologic validity of inter-
ventions and programs and the potential for successful translation increase [1, 11, 
16–20]. It may not matter much if an intervention and program is successful in the 
carefully controlled context of a laboratory; what is crucial is that it works within 
the community to promote health and prevent disease.

Community engagement and partnership and CBPR require not only an established 
partnership but a sustained organizational capacity.  Changes in leadership or staff 
and/or organizational priorities can profoundly affect the ability of partners to work 
together authentically and productively. For example, a long-term and highly suc-
cessful CBPR partnership faced a crisis when a new Executive Director took the 
helm at a small AIDS service organization. The Executive Director lacked the com-
munication, leadership, supervision, and research skills that were required at the 
particular point of the partnership’s CBPR. Despite efforts to get him “up to speed”, 
it was decided through iterative discussion within the partnership and with the orga-
nization’s Board of Directors that the organization needed to focus on practice and 
relinquish its research agenda; other partners stepped up to continue the CBPR.

Community engagement and partnership and CBPR bring diverse perspectives, 
experiences, and insights together.  However, creating a space for engagement and 
partnership can be challenging. Identifiable differences among those involved in 
engagement and partnership include age, sexual orientation, gender identity, race/
ethnicity, country of origin, educational attainment, time and place in life course, 
faith/spirituality, and socioeconomic status, among other differences. The challenge 
becomes how to work together in a meaningful way. Lessons from engagement and 
partnership suggest four key strategies to overcome the challenges and harness the 
strengths of how partners are different: engaging in open communication among 
all involved, being nonjudgmental about differing viewpoints, assuming best inten-
tions, and prioritizing cultural humility.

Cultural humility is a concept that has re-emerged as individuals in public health, 
and medicine recognize the weaknesses of cultural competency [21]. Simply, cul-
tural competency tends to suggest that there is a body of knowledge about “those 
who are different” that can be learned and then applied. The idea is that someone 
has learned to successfully work with gay men, Latinos lower-income populations, 
or adolescents, as examples. However, cultural humility suggests that there is no 
discrete endpoint for understanding, and in fact, when someone thinks he or she 
understands a group of people (e.g., gay men, Latinos, adolescents, or lower-in-
come populations), he or she may make incorrect assumptions based on narrowly 
defined categories, and these assumptions often lead to stereotyping as opposed 
to understanding and productive interactions [21]. Cultural humility suggests that 
one should never assume; should continually self-reflect about one’s own assump-
tions and perspectives to increase one’s self-awareness; should apply learnings and 
increased awareness to change one’s attitudes and behaviors; and should become a 
lifelong learner through ongoing interaction. Cultural humility is based on the idea 
that each of us is an expert in the intersections of who we are (our various identities 
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and values) and our dynamic life experiences, and we must not assume to under-
stand others, who are also experts of who they are. It is important to be humble and 
approach engagement, partnership, and CBPR as a learner. This can be particularly 
difficult for academic researchers and practitioners who have been trained to be 
experts and have been often told by others just like them that they are the experts.

Community engagement and partnership and CBPR tend to harness existing com-
munity assets, including indigenous leadership.  The use of natural helpers, includ-
ing lay health advisors and peer leaders, to reach other community members, for 
example, has been a common approach to health promotion and disease prevention, 
but only now are the health outcome data being collected to support these common 
sense approaches to community and population health [22–25].

Community engagement and partnership and CBPR cannot be conducted by 
remaining within the walls of one’s office.  Community engagement and partnership 
and CBPR require academic researchers and practitioners to be active participants 
in the communities in which they are working. Engagement is not a one-way street, 
and academic researchers and practitioners must be engaged within the community.

Language is key to engagement.  In nonengaged approaches to research, the 
researcher, investigator, scientist, or practitioner is removed from community; the 
person represents the outside expert. However, engagement, partnership, and CBPR 
imply that representatives from the community, organizations, and businesses, as 
examples, also work as researchers, investigators, and scientists. Thus, the nomen-
clature can be confusing. In many CBPR partnerships, university-based partners are 
referred to as “academic researchers” because to simply refer to them as researchers   
can imply that community members are not researchers, and yet they are.

Despite the potential of community engagement and partnership and CBPR in 
the prevention of HIV exposure and transmission, there may never be one answer 
to profound challenges such as HIV and other health disparities and inequi-
ties.  These types of challenges to health and well-being, in fact, require multi-
pronged approaches. For example, within the USA, some, but not all, communities 
have access to preexposure prophylaxis; while some communities work to increase 
access and increase efficacy [26, 27], others strive to discover other approaches. We 
must recognize the limits of what we have done to prevent HIV, including the limits 
of clinical prevention.

Discussion

Although the early successes related to HIV prevention and care were very 
much linked to the community, overtime, academic researchers and practitio-
ners within public health and medicine became less connected to communities; a 
gulf grew between outside experts and communities, and health disparities grew. 
We have created a chasm between knowledge generation and its translation and 
application for improved community health and well-being. However, there has 
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been a pendulum swing in the direction of community engagement and partner-
ship and CBPR. Community engagement and partnership, including CBPR, in pub-
lic health and medicine are promoted as an approaches to better understand health 
phenomena. When such research is conducted well, this better understanding can 
yield more effective interventions and programs to reduce health disparities. HIV 
prevention research and practice have been at the forefront of community engage-
ment and partnership and CBPR. Early on in the HIV epidemic, gay men and their 
close allies mobilized to promote action and lead the way in sound approaches to 
community engagement in the design, implementation, evaluation, translation, and 
dissemination of prevention interventions. In fact, we now have a critical mass of 
current and recent HIV prevention intervention studies that have applied innovative 
approaches to engagement, partnership, and CBPR; this book is designed to be a 
“go-to” state-of-the-art resource to which researchers, practitioners, students, and 
community and organization representatives can refer in order to bring the science 
and practice of community engagement to its next level.

Leaders in the field who are working at various points along the community-
engagement continuum, with diverse populations, and different types of HIV pre-
vention interventions (e.g., individual, community, and structural) have contributed 
important chapters that outline both innovative interventions designed to reduce 
HIV risk among some of the most affected communities and authentic and mean-
ingful approaches to engagement, partnership, and CBPR. Chapter authors include 
community members who may come from communities greatly affected by HIV 
in the USA; organization representatives who are providing services to members 
of these communities; business representatives; federal scientists and practitioners; 
and academic researchers who must negotiate the challenges of their institutions 
(e.g., tenure and funding) and federal and foundation funders fully.

Contributions

Besides appreciating the commitment of the chapter authors and the risk they were 
willing to take to write candidly about their processes and expose both the successes 
and challenges faced, I thank past and current members of our local CBPR partner-
ship and other colleagues for their patience and feedback during my own learning 
process over the past 13 years, including Jose Alegría-Ortega, Alex Boeving Allen, 
Jorge Alonzo, Mario Andrade, Ramiro A. Arceo, Tom Arcury, Jorge Elias Arellano, 
Robert E. Aronson, Laura H. Bachmann, Holly Baddour, Barbara Baquero, Precilla 
Belin, Fred R. Bloom, Rebecca Cashman, Suzanne Cashman, Jason Daniel-Ulloa, 
Ralph J. DiClemente, Mario Downs, Ilana Dubester, Ricky Duck, Stacy Duck, Jesse 
Duncan, Doug Easterling, Eugenia Eng, Kristie Long Foley, Arin Freeman, Raúl 
Gámez, Manuel Garcia, Paul A. Gilbert, Mark Hall, Anthony Hannah, Ellen Hen-
drix, Kenneth C. Hergenrather, Sheryl Hulme, Barbara Israel, Christine Jolly, Karen 
Klein, Emma Lawlor, Jami S. Leichliter, Laura C. Leviton, Kristin Lindstrom, Lilli 
Mann, Omar Martinez, Thomas McCoy, Cindy Miller, Meredith Minkler, Jaime Mon-
taño, Addison Ore, Thomas Painter, Regina Pulliam, Sara Quandt, Barry Ramsey, 
Michael Reece, Beth A. Reboussin, Ivan Remnitz, Rodrigo Rodriguez-Celedon, 
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Michael Ross, Florence Simán, Eunyoung Song, Jason Stowers, Ron Strauss, Karen 
Strazza, Christina Sun, Erin Sutfin, Francisco Sy, Amanda Tanner, Scott Trent Aar-
on T. Vissman, Kim Wagoner, Debbie Warren, Aimee M. Wilkin, and Leland J. Yee.

I also thank the following individuals who reviewed and edited various chapters 
and provided much moral support during this process: Claire Abraham; Lori Alex-
ander, MTPW; Robert E. Aronson, DrPH; Eugenia Eng, DrPH; Lilli Mann, MPH; 
and Aimee M. Wilkin, MD, MPH.

Conclusion

Since the HIV epidemic began, community involvement has been crucial to identi-
fying priorities and meeting the needs of the most affected communities. This com-
munity involvement occurred before community engagement and partnership and 
CBPR were used to describe such efforts. In the early 1980s, community members 
came together not only to meet the immediate needs of those affected by HIV but 
to propel action. For example, community members organized and played a pivotal 
role in revising the process that the US Food and Drug Administration (FDA) used 
to test and approve medications for HIV and ensuring that women were included 
in HIV drug trials. They advocated for the inclusion of persons living with HIV/
AIDS and those affected (e.g., partners and lovers, biologic families and families 
of choice, friends, and congregations) in decision-making, priority setting, research 
design and implementation, and evaluation. They sought out and partnered with 
health behavior experts, providers, and public health and medical researchers to 
initiate a process to explore developing effective approaches to understand and in-
tervene on the psychosocial aspects of the epidemic. Thus, HIV has a long history 
of engagement and of fostering partnerships among community members, organiza-
tion representatives, and academic researchers to promote health and prevention to 
reduce the burden of the epidemic.

The vision of the National HIV/AIDS Strategy is as follows:
The United States will become a place where new HIV infections are rare and when they 
do occur, every person, regardless of age, gender, race/ethnicity, sexual orientation, gender 
identity or socio-economic circumstance, will have unfettered access to high quality, life-
extending care, free from stigma and discrimination.

However, to reach this vision, community engagement and partnership and CBPR 
may be effective strategies to identify new meaningful and effective ways to reduce 
behavioral risk, seropositive infectivity, and/or biologic vulnerability to infection 
within communities at increased risk. This book provides examples of innovative 
behavioral HIV prevention interventions that use novel approaches to community 
engagement and partnership and CBPR.
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Advances in HIV prevention have great potential to reduce the incidence of HIV 
in USA, but to date, have had a limited impact on the epidemic in the communities 
most affected by the disease. Effectively preventing HIV within rural, racial/ethnic 
minority, and other underserved communities requires looking beyond strategies 
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that target individual-level risk determinants and considering strategies that target 
high-risk populations, address structural determinants of HIV risk, and harness so-
cial and sexual networks and interpersonal relationships [1, 2]. When considering 
what works best for a particular community, group, network, or other social unit, it 
is also important to examine key demographics and other characteristics of group 
members, as well as the contexts in which they live and work. These considerations 
represent potential areas for developing and tailoring interventions [3].

In this chapter, we explore the use of a community-based participatory research 
(CBPR) approach to develop, implement, and evaluate an intervention to prevent 
HIV in a rural community, highlighting the efforts of the Project GRACE (Growing, 
Reaching, Advocating for Change and Empowerment) Consortium, a community–
academic partnership based in eastern North Carolina. The Project GRACE Con-
sortium draws on the strengths of community, academic, and public partners with 
the goal of developing a multilevel, multigenerational, culturally specific, feasible, 
and sustainable prevention intervention to address the disproportionately high rates 
of HIV among African-American/black communities in two eastern North Caro-
lina counties. This multigenerational approach to HIV prevention acknowledges 
that many social behaviors are learned by observing others [4] and builds on the 
strengths of multigenerational relationships and the existing interconnectedness 
among generations [5].

We begin this chapter by exploring the impact of HIV on the southeastern states 
and rural communities in North Carolina, particularly in African-American/black 
communities. We then highlight the unique process used to engage community 
members in the formation of the Project GRACE Consortium, the subsequent mul-
tigenerational intervention known as Teach One Reach One (TORO) that was born 
out of this Consortium, the lessons learned throughout the process, and recom-
mendations for future research. Lastly, we describe research needs and priorities in 
terms of prevention and community engagement among African-American/black 
populations in the southeastern USA, particularly in rural communities.

The Impact of HIV on the Southeastern USA and Rural 
Communities

The disparate spread of HIV and other sexually transmitted infections (STIs) within 
African-American/black communities is a crucial problem in the USA. The US Cen-
ters for Disease Control and Prevention (CDC) estimates that 1.2 million persons are 
currently with HIV in the USA. The most severe burden of HIV continues to be in the 
African-American/black community, compared with all other races and ethnicities. 
African-Americans/black represented approximately 12–14 % of the US population 
in 2010, but in the same year accounted for an estimated 44 % of all new cases of HIV 
infection. In 2010, the estimated rate of new HIV infections among African-American/
black men was six and a half times higher than that for white men, and more than two 
and a half times higher as that for Hispanic/Latino men and African-American/black 
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women. In the same year, the estimated rate of new HIV infections among African-
American/black women was 15 times that for white women and more than three 
times that for Hispanic/Latina women [6, 7].

Although often not well recognized outside the region, the HIV epidemic is es-
pecially profound in the southeastern USA. The South has the highest rate of new 
AIDS cases and the highest number of adults and youth living with and dying from 
AIDS. Although the South accounts for only 37 % of the US population, it accounts 
for more than half of the persons with HIV and 50 % of all new HIV infections in the 
USA. During the past several years, the number of persons with HIV in the South 
has exceeded those in all other regions of the country. In 2010, eight of the ten states 
in the country with the highest rates of HIV infection were in the South: Florida, 
Georgia, Louisiana, Mississippi, North Carolina, South Carolina, Tennessee, and 
Texas. Moreover, African-Americans/blacks in the South are disproportionately af-
fected. Whereas African-Americans/blacks make up 20 % of the overall popula-
tion in the South [8], more than half (56 %) of persons with HIV in the South are 
African-American/black  [7, 9].

A large proportion of the southern population lives in rural areas, and most HIV/
AIDS cases in the South are concentrated in these areas, with 65 % of all AIDS 
cases in the South being among rural populations [10]. Although some factors asso-
ciated with HIV transmission, such as inconsistent condom use [11], limited partner 
selection options [12], poverty [12, 13], and poor access to care [13], can be similar 
in both rural and urban settings; other factors may be more common in rural set-
tings, such as having an untested sex partner [11], believing that the untested partner 
is HIV negative [11], lack of HIV-prevention outreach [13], and higher rates of HIV 
stigma [13]. Additionally, limited recreational opportunities have been shown to be 
a contributor to HIV transmission in rural settings [14].

In 2009, African-American/black adults and adolescents represented 50 % of 
HIV diagnoses and 49 % of reported AIDS diagnoses in rural areas [6, 7]. Research-
ers and practitioners have identified contextual factors within rural communities 
that play significant roles in the disparate infection rates among minorities. These 
community-level challenges include economic hardship, racial/ethnic discrimina-
tion, and gender imbalance. However, other factors also contribute to racial dispari-
ties in HIV infection and are unique to rural communities, including limited access 
to health care, lack of perceived and real patient confidentiality in local health care 
settings, inadequate HIV-prevention outreach, HIV stigma, and community resis-
tance to prevention efforts.

To date, HIV-prevention efforts designed for rural communities have largely 
targeted persons with HIV. These interventions have primarily focused on linking 
persons with HIV to care. Some interventions and programs focus on connecting 
people with HIV with skilled providers [15–18]. Other interventions and programs 
include medical care providers who provide brief, tailored HIV- and STI-prevention 
messages during the patient’s regular care, educate patients about safer sex prac-
tices, screen patients for HIV- and STI-transmission risk behaviors, facilitate reduc-
tions in high-risk behaviors, and offer additional prevention services. Few interven-
tions have been implemented in rural communities that focus specifically on the 
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prevention of HIV- and STI-transmission risk behaviors among those not infected 
with HIV. To our knowledge, the Hope Project [19], targeting rural men who have 
sex with men (MSM), the Students Together Against Negative Decisions (STAND) 
intervention [20], targeting rural youth, and the HoMBReS intervention [18], for 
immigrant Latino men who are members of rural recreational soccer teams, are the 
only three behavioral interventions that have been developed specifically within 
and for rural communities.

HIV in North Carolina

In North Carolina, the highest numbers of reported HIV/AIDS cases are found in 
urban/metropolitan counties; however, the counties with the highest incidence of 
HIV are rural [21]. Furthermore, some of the highest rates of HIV in the state and 
the most significant HIV and STI disparities are found in the community in which 
our partnership works, including both Nash and Edgecombe counties. These two 
counties are located in northeastern North Carolina and are bounded by Halifax, 
Northampton, and Wilson counties. In Edgecombe and Nash counties, HIV and 
poverty rates are all disproportionately higher among the African-American/black  
population than among other racial/ethnic populations (Table 2.1).

In Nash county, 82 % of people with HIV/AIDS in 2006 were African-American/
black, although only 34 % of the county’s population was African-American/black; 
the corresponding percentages for Edgecombe county were 86 and 58 % [15, 21]. 
Furthermore, 23 and 27 % of African-Americans/blacks live in poverty in Nash and 
Edgecombe counties, respectively, compared with 7 and 9 % of whites. The border-
ing counties of Halifax, Northampton, and Wilson are similar to Edgecombe and 
Nash counties in terms of demographic features and high rates of poverty and HIV 
[21, 22].

Nationally, the greatest HIV burden among all racial/ethnic groups is found 
among African-American/black youth, accounting for 55 % of reported HIV infec-
tions among those ages 13–24-years old. Between 2002 and 2006, 23 % of new HIV/
AIDS cases in Edgecombe county and 21 % in Nash county were reported to occur 

Table 2.1   Demographic characteristics of counties of interest with high prevalence of HIV in 2006
African-Americans/
black

Whites

County Total 
population

Total 
percentage

Percentage 
living in 
poverty

Total 
percentage

Percentage 
living in 
poverty

Persons with HIV
Percentage 
African-
Americans/
blacks

Percentage 
white

Edgecombea 55,606 58 27 40 9 86 11
Nasha 87,420 34 23 62 7 82 11
Halifax 57,370 53 34 43 11 85 14
Northamp-

ton
22,086 59 29 39 9 89 8

Wilson 73,814 39 30 40 9 90 8
a Partnership communities
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in African-Americans/blacks 20–29-years old, whereas the rate of new cases was 
minimal among whites in the same age-group. Given the latency period from HIV 
infection to the development of AIDS, most persons with AIDS who are in their 20s 
likely acquired the infection in their teenage years [15, 23–25].

Project GRACE—Growing, Reaching and Advocating  
for Change and Empowerment

The CDC defines community engagement as “the process of working collab-
oratively with and through groups of people affiliated by geographic proximity, 
special interest, or similar situations to address issues affecting the well-being of 
those people” [26]. The Project GRACE Consortium was formed in 2005 in re-
sponse to the concerns of community members about the profound impact of HIV 
in two neighboring counties: Edgecombe and Nash. Preexisting ties between the 
community stakeholders in these counties and the academic partners facilitated 
the development of this partnership. In prior formative work, HIV disparities had 
been identified as one of the top three major health concerns by both lay commu-
nity members and representatives of community-based organizations. During the 
months leading up to the official formation of the Project GRACE Consortium, 
several stakeholders and community leaders from Nash and Edgecombe counties 
expressed a desire to begin addressing the HIV epidemic in their counties. In rec-
ognition of this health crisis, the decision was made to create a community–aca-
demic partnership with the explicit mission of addressing HIV disparities in these 
two counties [16].

There are many approaches to community engagement. To establish the Project 
GRACE Consortium, we used the 4-stage approach to partnership development 
articulated by Florin [15, 27, 28]. These four stages are (1) initial mobilization, 
(2) establishment of the organizational structure, (3) building capacity for action, 
and (4) developing an action plan. These initial stages lay the groundwork for ac-
tion by engaging community partners, broadening the base of community support, 
identifying the strengths and capacity of community representatives, delineating 
roles for all partners, ensuring shared decision-making, developing organizational 
infrastructure, building capacity to support subsequent action steps, and planning 
for subsequent action and intervention development, implementation, and evalu-
ation [16].

Initial Mobilization

Communities can be variably defined. In line with the CDC definition of commu-
nity engagement, we define “community” as a group of people with existing rela-
tionships who share a common interest, live in the same geographic area, or share 
a similar ethnic/cultural background [15]. For the Project GRACE Consortium, we 
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defined our community as individuals residing in or invested in the health of the 
African-American/black population in Nash and Edgecombe counties. As we devel-
oped the Consortium, we identified and invited a broad range of key stakeholders to 
participate in an initial planning meeting to ensure that a range of community per-
spectives were represented. There were 15 attendees at the initial meeting, includ-
ing individual community members and representatives of local community-based 
education, health, social service organizations, as well as faith-based organizations. 
These attendees were encouraged to “spread the word” in the community about the 
formation of this community–academic partnership and to solicit participation from 
other organizations, agencies, and community activists [15].

Over time, the partnership grew and members worked collaboratively to solicit 
federal funding for the effort. In our grant writing efforts, we applied the principles 
of CBPR to ensure full engagement and participation of all members of the partner-
ship. We developed teams composed of community members and academic inves-
tigators, who each provided insight into study design, feasibility, and evaluation 
plans. These efforts resulted in funding through a grant from the National Center on 
Minority Health and Health Disparities to UNC-Chapel Hill. After obtaining fund-
ing, we used subcontracts to community-based organizations to ensure that finan-
cial resources were divided equitably between community and academic partners.

Broad and appropriate representation in the Project GRACE Consortium has 
been essential to ensuring the acceptability and relevance of the intervention in 
the community. For example, although some of the organizations in our partner-
ship have a health focus, others have missions that are not explicitly health re-
lated. Establishing broad representation requires effort, but our initial partners also 
recognized that maintaining such broad representation would be more challenging 
because membership and leadership at organizations tend to change fairly often. 
To gain and maintain broad representation, a community outreach specialist was 
hired from the community to work with the university-based project coordinator 
and representatives of the various subcontracting organizations to develop a matrix 
of community service providers, local leaders, and influential persons within both 
counties. The community outreach specialist contacted additional potential Project 
GRACE Consortium members to describe the project and invite them to attend one 
of the quarterly Consortium meetings. We created an e-mail Listserv that is still in 
use and can be accessed by all Project GRACE Consortium members to share infor-
mation about upcoming community events and professional development activities. 
We also provide updates about Project GRACE-related activities through a regular 
newsletter. Consortium members drew on their knowledge of the community and on 
their professional and social networks to extend invitations to stakeholders that rep-
resented a broad range of community perspectives, experiences, and insights [15].

Establishing Organizational Structure

Although the Project GRACE Consortium engages a broad set of community part-
ners, we recognized that we needed a core set of individuals who would be respon-
sible for rigorous planning, oversight, and coordination of the long-term vision of 
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the project. We decided to use the governing structure of a highly active Steering 
Committee that meets monthly. The Steering Committee consists of representa-
tives from all contracting and subcontracting partner organizations and community 
leaders in each county [15]. The Project GRACE Consortium and Steering Com-
mittee provide a system of “checks and balances” on one another’s decisions and 
activities. In addition, six subcommittees were created to tackle logistical aspects 
of Project GRACE activities. These six subcommittees are (1) Communications 
and Publications, (2) Research and Design, (3) Nominating, (4) Bylaws, (5) Events 
Planning, and (6) Fiscal and Budget. Each subcommittee is chaired by a community 
stakeholder and may be co-chaired by an academic partner. Subcommittee members 
represent our broader membership and are expected to report back to the Steering 
Committee [16]. This organizational structure, while complex, ensures a high de-
gree of community engagement and participation at every level. This structure also 
builds sustainability, trust, and transparency.

Building Capacity for Action

The activities that occurred during the initial mobilization and establishment of 
organizational structure were necessary to ensure the development of strong and 
trusting relationships among Project GRACE Consortium members (including the 
Steering Committee). Efforts to build trust and capacity were also facilitated by 
structured and ongoing trust-building activities.

For example, all Consortium members—both community and academic part-
ners—participated in a 4-day workshop called “Changing Racism and Other ‘Isms’: 
A Personal Approach to Multiculturalism.” This workshop was conducted by con-
sultants from VISIONS, Inc., an African-American/black, locally owned company 
based in Rocky Mount, North Carolina, that provides training and support to com-
munity-development projects. The workshop highlights, confronts, and challenges 
oppression of all types at the institutional, cultural, interpersonal, and personal levels.

We chose the “Isms” workshop for two reasons. First, it would help build the 
capacity of partnership members to recognize and address the various forms of op-
pression external to our Project GRACE Consortium that could represent a potential 
influence on the spread of HIV within the community. Second, it would allow us to 
see how different forms of oppression might operate with and between partnership 
members, thereby threatening the success of our efforts. This 4-day workshop is 
required of new project staff and members of the Project GRACE Consortium, to 
ensure that all involved have a shared vision and similar orientation to our partner-
ship and work.

In addition to the 4-day “Isms” workshop by VISIONS, Inc., Project GRACE 
Consortium members also participated in an annual retreat to evaluate the CBPR 
process within the Consortium. Prior to each retreat, consultants from VISIONS, 
Inc. met with Consortium members to evaluate the extent and ways in which CBPR 
principles have been adhered to through the use of semi-structured interviews. This 
periodic process evaluation focuses on (1) community partners’ knowledge of the 
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project; (2) identified facilitators, barriers, and recommendations; (3) “Isms” and 
cultural differences; and (4) empowerment. During the retreat, the results of the 
evaluation are presented and used as a basis for strategic planning. It is at this annual 
retreat that changes in Consortium activities, procedures, and policies are discussed.

Planning for Action

In preparing to identify HIV-prevention efforts relevant to those living in Nash and 
Edgecombe counties, members of the Project GRACE Consortium conducted a 
needs and assets assessment. This assessment was conducted to identify community 
needs, resources, goals, and objectives to guide the choice of strategies and plans 
for intervention implementation and evaluation. This process underscores our mis-
sion to be facilitators of social change and community empowerment; we do not use 
a deficits approach to community health promotion and disease prevention.

The assessment consisted of focus groups and key informant interviews. During 
the spring and summer of 2006, we conducted a total of 11 focus groups with three 
main populations: community youth 16–24-years old, adults 25–45-years old, and 
formerly incarcerated adults (any age). These populations were selected because 
they represent the groups for which the rates of HIV are highest (e.g., youth and 
formerly incarcerated individuals) and those living with and caring for these indi-
viduals. We also conducted 37 key informant interviews in the fall and winter of 
2006. The methods have been fully described elsewhere [29, 30]. Briefly, for both 
the focus groups and the interviews, we recruited through local community-based 
organizations and the use of flyers, print and radio advertising, and snowball sam-
pling. In keeping with our desire to involve community members throughout the 
research process, we hired and trained interviewers and note-takers from the local 
community. These staff were trained by a professional, African-American/black-
owned, qualitative research firm to conduct the focus groups and interviews.

In keeping with our CBPR principles, the research design and data interpreta-
tion and analysis processes were conducted collaboratively by both community and 
academic partners who were members of the Research and Design Subcommit-
tee. Subcommittee members developed the guides for the moderators of the focus 
groups and interviews. After the data were collected, members of the Research and 
Design Subcommittee were divided into teams to review the data and develop the 
qualitative data-coding strategy. Here again, teams were always composed of both 
community and academic representatives, to ensure validity of the findings. To cor-
roborate the validity of the findings, the data were presented at a quarterly Project 
GRACE Consortium meeting to a broader audience of community members and 
stakeholders.

From the focus groups and interviews conducted during our needs and assets as-
sessment, a clear and consistent message emerged; simply, HIV-prevention efforts 
within our local community needed to focus on youth. Participants reported that the 
individual and social factors at the heart of the local epidemic (e.g., norms regarding 
sexual initiation and condom use, gender-based power differentials in relationships, 
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and HIV stigma and its impact on HIV testing and health service utilization) were 
often learned across generations and therefore preventable or were amenable to 
change during adolescence. Participants also identified the need to place change in 
the context of the family and community. In order to reduce the rates of HIV and 
STIs, members of the Project GRACE Consortium decided that a family-based mul-
tigenerational intervention involving youth and their parents or primary caregivers 
(hereafter referred to as “caregivers”) was needed and should be our priority.

The comprehensive approach to partnership development used by members of 
the Project GRACE Consortium provided a “collective confidence” that the future 
interventions we developed would be based on a thorough understanding of the 
needs of the target population and would build on existing community capacity 
to ensure sustainability [16]. In the sections that follow, we detail the process by 
which we integrated our CBPR approach with intervention mapping to develop our 
intervention [16, 31].

The Teach One, Reach One Intervention: A 
Multigenerational Approach

After collecting the formative data, we conducted intervention mapping to develop 
the intervention structure and content. Intervention mapping is a structured process 
for developing an intervention that is carried out in a series of steps that move 
from review of relevant literature and data to, ultimately, evaluation of the result-
ing intervention program [16, 31]. Step 1 involves conducting a needs and assets 
assessment. The structure and results of our needs and assets assessment were de-
scribed earlier. Step 2 involves developing intervention goals, and in Step 3, the 
intervention methods are specified. Lastly, in Step 4, the program components are 
developed.

Preparation for Intervention Mapping: Co-learning on Applying 
Health Behavior Theory

After the formative data were collected, we proceeded with the next steps of in-
tervention mapping with the Steering Committee and lay members of the com-
munity. This process consisted of intensive all-day workshops, group conference 
calls, and in-person meetings involving all partners in each step of the process, 
during May 2007 through January 2008. Our emphasis on capacity building and co-
learning process included ensuring that all partners understood intervention map-
ping methods and had a working knowledge of health behavior theory. Thus, we 
conducted a half-day primer for partners that introduced several health behavior 
theories that could inform our work in effective intervention development. We used 
written condensed summaries of multiple major theories [16, 32], supplemented 
with abbreviated didactic sessions and small-group discussion. This format offered 
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an opportunity for collective discussion about the importance of theoretically driven 
interventions and the relevance of constructs from different theoretical theories and 
models. It also allowed opportunities to discuss, answer clarifying questions about, 
and refine our process [16].

Intervention Mapping Workshop

Following the primer session to explore health behavior theory, we held an inten-
sive 2-day workshop that initiated Step 2 of the intervention mapping process. The 
workshop was facilitated by a project staff with previous training and real-world ex-
perience using intervention mapping methods and by Steering Committee members 
who reviewed the formative research findings and facilitated the small-group ses-
sions. During the first half of the first day of the workshop, we reviewed interven-
tion mapping methods and recapped the findings from the formative research. Dur-
ing the second half of the first day, we organized a working group session wherein 
small groups consisting of both community and academic partners compiled lists of 
intervention goals to address the high rates of HIV in the local community. On the 
second day, we developed and refined the initial set of desired behavioral outcomes 
as well as drafted associated performance objectives required to achieve those out-
comes, using a group consensus process [16].

Post-workshop Intervention Mapping Activities

Small groups of community and academic partners worked on other remaining tasks 
from Step 2 over the next 4 months. The remaining tasks included (a) refining per-
formance objectives, (b) identifying determinants contributing to health behaviors, 
and (c) creating intervention matrices. Community and academic partners worked 
to further refine the proximal behavioral and performance objectives as they defined 
the behavioral determinants through an iterative process. All intervention matrices 
were reviewed as they were developed and presented to the larger group of col-
laborators until consensus on completeness was reached. To uphold the CBPR prin-
ciples of co-learning and dissemination, early products from our collaborative work 
were periodically presented to the larger community at Project GRACE Consortium 
meetings. These presentations provided community members and leaders an op-
portunity to remain up-to-date on activities and structure to provide feedback [16].

Select Theory-based Methods and Strategies

Step 3 in the intervention mapping process focuses on matching the intervention 
methods to the performance objectives identified during Step 2. This task is accom-
plished by answering the key question: “How can we influence people to meet the 
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performance objectives necessary for the desired behavioral outcomes?” Behavior-
al and social science theories directly address the behavioral determinants to inform 
intervention methods in any given intervention [16, 31]. Methods are general, more 
theoretical techniques that influence change in behavioral determinants, whereas 
strategies are specific pragmatic techniques for reaching the target community. In 
our partnership, subgroups of community and academic partners worked together to 
ensure that intervention methods aligned with the performance objectives.

Produce Program Components and Materials

Step 4 entails structuring and organizing strategies into a deliverable intervention 
or program. This step results in the actual design and details of an intervention or 
program, including the creation of the intervention training manuals and necessary 
guides and workbooks. In this intervention mapping step, we explored and decided 
on the program structure (e.g., scope and sequence), themes, channels for delivery, 
and intervention materials [16]. Again, upholding the CBPR principles within our 
intervention mapping process, a working group consisting of community and aca-
demic partners developed the curriculum lessons and conducted a community-wide 
pretest event. These processes led to the development of the Teach One, Reach One 
(TORO) intervention.

Results

Findings from the Needs and Assets Assessment

Participants in the focus groups and interviews described what they perceived to 
be the factors contributing to the high HIV rates in their communities and sug-
gested ideas about how the HIV-prevention intervention should look. Participants 
unanimously stated that there was a profound need to focus on youth behavior, and 
that the intervention should take place specifically in the context of the family and 
community. Participants also noted individual and social factors that influence the 
sexual risk behaviors among youth in our community. In line with the feedback 
received from the focus groups and interviews, we determined that developing a 
collaborative family-based intervention was essential to HIV and STI risk reduc-
tion among youth in our local community. Additionally, to ensure sustainability, 
we chose to use a lay health advisor model in which individuals across generations 
(i.e., youth and caregivers) are trained and work in dyads to communicate HIV-pre-
vention messages within their community. The lay health advisor model was the ap-
propriate intervention framework because it is adaptable, targets change at multiple 
levels, is effective in developing trust and the capacity of community members, and 
has the ability to build on the strong sociocultural strengths and networks in rural 
African-American/black communities [16, 33].
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Intervention Goals and Objectives

For both youth and their caregivers, intervention goals and objectives were created 
to reflect specific priorities of their respective group. Goals or desired behavioral 
outcomes for youth included delaying sexual initiation and following responsible 
sexual health practices (e.g., consistent condom use) for those who were sexually 
active. Desired outcomes for caregivers included improving parenting and commu-
nication skills. Literature suggests that focusing on parenting behaviors influences 
positive reproductive health outcomes for youth [16, 34–36]. We also identified 
several behavioral performance objectives identified as imperative to fully progress 
toward specific goals. For youth, those objectives included abstinence from sex, 
condom use among sexually active youth, and healthy dating and relationships. For 
caregivers, objectives included parental monitoring of youth-dating activities and 
parental communication about sex and healthy-dating relationships.

Theoretically-based Methods and Strategies

In the curricula, several methods were used to address each objective. Social learn-
ing and cognitive behavioral methods were used. The overall design of this inter-
vention was based on the social ecologic framework [37]to address the individual-, 
social-, and community-level factors that affect behavior. Vicarious learning, guid-
ed practice, and self-efficacy were used to develop skills and attain goals [16, 31]. 
The curricula also incorporated teachable moments, in which participants were pre-
sented with a variety of situations and then given the opportunity to reflect on and 
demonstrate how they would address each situation. The strategies used to incorpo-
rate these teachable moments varied and included games, small-group discussions, 
individual activities, and storytelling.

Program Components and Materials

Our review of interventions and programs indicated that most existing interven-
tions for youth targeted youth exclusively and neglected the caregiver. In order to 
be effective in addressing the behavioral objectives for the caregivers, we adapted 
many activities for caregivers using well-recognized theory-based methods and 
strategies to guide our process. Because of the creative nature of our study design 
(i.e., training youth and adult dyads as lay health advisors to deliver the multigen-
erational HIV-prevention intervention), it was important to reference those pro-
grams that had been tested in African-American/black and/or rural populations and 
considered to be successful. We drew from several evidence-based HIV- and STI-
prevention interventions and programs: Focus on Kids, Safer Choices, Becom-
ing a Responsible Teen, Making Proud Choices, Draw the Line, and Real AIDS 
Prevention Program [16, 38–42]. By integrating community input throughout the 
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development process and building on the strengths of our community (i.e., strong 
social networks and natural helping), the intervention was designed with particu-
lar attention to cultural appropriateness, long-term sustainability within the com-
munity, and potential for dissemination to other communities and organizations 
[16].

After the completion of formative data collection and analysis and review of ex-
isting interventions, our end product was a multigenerational intervention that ad-
dressed the multiple factors that contributed to HIV and STI risk among African-
American/black youth. Finalizing the intervention curricula consisted of a 1-day 
community-wide testing event, in which four youth and four caregiver sessions 
were conducted. Special attention was paid to assessing attitudes about taboo or 
controversial topics and activities such as condom use and condom demonstra-
tions. Fifty-two participants were recruited by the Steering Committee and project 
staff to participate. Trained Steering Committee members served as facilitators and 
note-takers for each session. Each session had two facilitators, who led intervention 
activities and also conducted a scripted focus group at the end of each session to 
gather feedback. Note-takers were taught to observe the sessions thoroughly and to 
record detailed information about the participants and what occurred during imple-
mentation. Data collected from the sessions and the focus group discussions were 
useful in testing process evaluation methods, addressing cultural congruence, and 
identifying any logistic challenges. Steering Committee members were able to use 
these data to revise the intervention [16].

Further Engagement and Implementation

After developing the TORO intervention curricula, piloting the intervention, and 
creating matrices to both assess effectiveness of the intervention and measure out-
comes, the intervention was implemented. TORO encompassed three focal points 
designed to engage the community and to teach other youth and adults about HIV 
and STIs: a lay health advisor component, instruction on positive communication 
skills and strategies, and reproductive health information. From the process of 
blending data and other feedback received during the process, the TORO inter-
vention included the selection and training of youth 10–14-years old and their 
adult caregivers (at least 21-years old) to work in dyads to serve as lay health 
advisors to other members of the local community. These lay health advisors are 
known as “ambassadors,” and the community members whom they reach out to 
are called their “allies.” Allies are similar pairs of youth and adults who make 
up an outreach group for each ambassador dyad. In order to participate in the 
intervention as ambassadors, the youth and adult pair must possess certain key 
characteristics, such as natural leadership qualities, trustworthiness, ability to dis-
cuss “hot-button” and sensitive topics (such as HIV and human reproduction), and 
ability to commit the necessary time to the program [33, 43]. The ambassadors 
met with their allies monthly as a requirement of the program. Both the ambas-
sadors and allies received monetary incentives for participating in meetings and 
data collection [16].
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Creatively Expanding the Scope of TORO

After the implementation of TORO in 2008, we found other areas in which the in-
tervention could be expanded in order to make a greater impact in the community. 
Members of the Project GRACE Consortium thought that it was important to ad-
dress the disparities associated with HIV in rural communities in varying capacities 
and in different ways. During 2008, we conducted a photovoice project in which 
photographs were used to express how HIV was affecting the community through 
the eyes of the participants. In 2010, a postdoctoral fellow affiliated with Project 
GRACE added an advocacy and photovoice component to the TORO intervention 
and initiated a supplemental pilot program titled Making Healthy Change Happen 
[44]. This pilot program was designed as a health promotion tool to increase the 
TORO ambassadors’ self-efficacy to make additional positive changes within their 
own communities.

During the winter of 2010, the female youth ambassadors of the TORO inter-
vention were invited to participate in a project, designed and facilitated by a Proj-
ect GRACE undergraduate research assistant conducting independent study, called 
Project Uplift My Sister. This project used the arts as a method of empowerment in 
reducing HIV risk among female African-American/black youth. These expansions 
on the TORO intervention were not anticipated at the inception nor during the de-
velopment of the intervention, however, they reflect the desire and priority of Proj-
ect GRACE Consortium members to creatively advance and further develop our 
HIV-prevention efforts in ways that meet community priorities using approaches 
that community members prefer.

Lessons Learned

During the early formation of our community–academic partnership, much of the 
available CBPR literature described the application of CBPR conducted in urban 
centers [15, 24, 45–47]. We found little in the scholarly literature to guide our work 
in rural communities and the application of CBPR in HIV prevention [15, 24, 48–
52]. The use of CBPR to address the spread of HIV in rural African-American/black  
communities posed some unique challenges as well as interesting opportunities.

In the Shadow of HIV

The driving force for initiating our community–academic partnership was the impact 
of HIV on our local community. Moreover, the profound impact of HIV morbidity 
and mortality on this community has certainly helped to maintain the momentum of 
our partnership. Because much attention at the outset of Project GRACE was paid 
to the process of engagement, we were able to engender deep and true engagement 
of all partners, and this engagement has been sustained throughout the history of 
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Project GRACE. For example, all data collection, analysis, and interpretation were 
conducted collaboratively, and the intervention materials and evaluation tools were 
developed with the full participation of both community and academic partners. In 
fact, partners worked side-by-side to determine which components of successful 
interventions in the literature might be best adapted for and applied within our local 
context. It is also important to note that all products for dissemination—includ-
ing this book chapter—are generated collaboratively and reviewed by a team of 
Steering Committee members before any presentations or submissions. However, 
as is typical in rural communities, HIV-related stigma presented a major barrier to 
engagement in particular sectors of the community. Although we have partnered 
on individual outreach events, members of the faith community have not been as 
widely or consistently represented as we had initially hoped.

Close-knit and Geographically Isolated Communities

Although it is important to acknowledge that all partnerships face some universal 
challenges to applying CBPR approaches, the social and geographic context of rural 
settings also provides a unique set of issues. Because of the smaller populations and 
the overlap between social and professional networks, the small community setting 
helped us to achieve our goal of ensuring that a wide range of perspectives, experi-
ences, and insights were represented among the members of our Project GRACE 
Consortium. The community in which Project GRACE is situated has a close-knit 
social structure. We found that these prior and existing social relationships could 
readily facilitate our work. Although local organizations may experience turnover 
in particular staff positions, unlike in more urban environments, individuals in rural 
communities seldom rotate in or out of social, professional, or geographic circles, 
generating a sense of connectedness and spheres of influence that are unique to rural 
communities.

However, the density and overlapping nature of these networks became problem-
atic at times. For example, in our efforts to be inclusive and egalitarian in the Steer-
ing Committee’s decision-making, professional and social hierarchies sometimes 
became inadvertently inverted among members of the Project GRACE Consortium, 
creating unanticipated problems. In one instance, an employee of a community-
based organization chaired a Project GRACE Consortium subcommittee on which 
his supervisor served as a member. This inversion of a professional hierarchy, where 
an employee in one setting took on a leadership role within the partnership, was 
exacerbated by the relatively small number of organizations and agencies to draw 
from in a rural setting.

Similarly, we learned that personal lives often intersect in communities with such 
dense social networks, which can complicate the work of the project. In our com-
munity, spouses and significant others often work for the same or complementary 
organizations. In instances in which their personal relationships became difficult, 
their employers (our partnering organizations) and/or Project GRACE staff had to 
actively avoid being drawn into these disputes or navigate the situations carefully. 
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Thus, issues of trust and trustworthiness were also magnified because of these over-
lapping relationships. In more metropolitan areas, individuals and/or representa-
tives from organizations might be known solely on the basis of their professional 
reputations. This was not our reality. Our partners had extensive knowledge of one 
another’s professional and personal histories (including personally knowing other 
family members), their relationships, personalities, religious affiliations, and many 
other deeply personal details that at times affected the creation or maintenance of 
trust between partners.

The challenge of context and overlapping professional and social networks re-
quired us to pay particular attention to how reporting structures and power dynam-
ics in one setting could negatively influence the work in another. Consultants from 
VISIONS, Inc. provided support in negotiating these types of conflicts so that the 
work of partners could continue despite difficulties between individuals or within 
organizations. Our process evolved to have a consultant from VISIONS, Inc. pres-
ent at each Steering Committee meeting to facilitate discussions around sensitive 
issues and to address tension and conflict. Having a consultant skilled at conflict 
resolution and who understands and is respected by members of the community has 
been crucial to our success.

Multiple Roles of Partners

As in other partnerships, community members often held multiple roles in our com-
munity. As we thought about the needs of our partnership, we explicitly drew on the 
skills available among our partners to ensure strong and consistent community lead-
ership. In the initial formation of the working committees, rather than asking for 
volunteers, our Steering Committee chair recruited specific community members to 
chair subcommittees, taking into account the unique needs of the subcommittee and 
the existing skills of potential chairpersons. For example, the chair of the By-laws 
Committee is an executive director of a community-based organization with prior 
experience drafting bylaws for nonprofit organizations. She was able to draw on 
that expertise in her role as chair. This deliberate and early attention to community 
leadership in the subcommittees set a positive tone for the partnership in decision-
making for Project GRACE and allowed our partnership to benefit from the already 
existing expertise of individuals and organizations within the community.

Furthermore, it is important to recognize that roles change over time as capacity 
develops. For example, the first author of this chapter served on the Project GRACE 
Consortium as a community representative from the local health department. Over 
the course of the implementation of Project GRACE, she furthered her research 
experiences that she now applies working within an academic institution.

Advocacy, Research, and Conflicts of Interest

In addition, as might be expected, Steering Committee members are advocates for 
social change in a variety of roles and settings. Many members are community 
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leaders who hold formal positions as elected officials and/or informal roles as com-
munity activists. Many are advocates for HIV prevention and treatment. Although 
the shared values and vision for change were essential to effective partnership, we 
found that at times lines could be blurred when community organizing and advo-
cacy work were involved. Steering Committee members found themselves faced 
with answering complicated questions such as the following:

•	 Where does advocacy for the goals of the project begin and end?
•	 Are there potential conflicts of interests between an individual’s advocacy work 

and efforts to accomplish project goals and how can we resolve such conflicts?
•	 How important is it to make distinctions between an individual’s personal ideals 

and the goals of the partnership?
•	 How do we account for the multiple roles of some community members who 

serve as both Steering Committee members and project staff?
•	 How do we position ourselves for effective advocacy while avoiding being un-

wittingly drawn into local political issues?

As previously noted, these types of issues become magnified in smaller communi-
ties where there may be considerable overlap between professional and social roles 
and networks. For example, several Steering Committee members have run for po-
litical office and used the data collected in Project GRACE to support their political 
platform. The need to address environmental factors in HIV and STI prevention 
became a prominent issue in the elections in Edgecombe and Nash counties. We see 
this type of social action as an expected outcome of CBPR and have chosen to make 
these data as easily available as possible to all members of the Project GRACE Con-
sortium and broader community for their use in striving for social change.

Designing the Intervention

The process of coming together to design the TORO intervention included three 
main challenges. First, one challenge faced by anyone planning to do community-
based work is recognizing and planning for the relatively high turnover of staff at 
local community-based organizations. In this instance, leadership and staff turnover 
presented key challenges because new staff will, inevitably, lack knowledge about 
the community–academic partnership and CBPR, and they will have missed par-
ticipating in both the trust-building phase and workshops orienting them to research 
and program-planning methods. This lack of familiarity can result in conflicts that 
challenge both partnership and project success. We addressed incidences of turn-
over by having multiple opportunities for continued involvement for individuals 
who are no longer employed by one of the partner organizations through subcom-
mittee membership, ex officio positions on the Steering Committee, and continued 
membership in the Project GRACE Consortium. We also have tried to incorporate 
into our partnership strategies to avoid this challenge in the first place. For example, 
we included leadership from organizations that tend to experience less turnover sit 
on our Steering Committee to ensure their investment in the process and ongoing 
continuity of the process.
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The second challenge was that community and academic partners had different 
lexicons and different perspectives on the development of Project GRACE. The 
academic partners were more versed in health behavior theory, research, and inter-
vention and program-planning methods and had to ensure that community partners 
felt comfortable with this vocabulary. A half-day workshop was developed to ad-
dress this challenge. As described earlier in this chapter, the workshop introduced 
theoretical frameworks and behavioral theories, thus allowing the process of inter-
vention development to commence with both community and academic partners at 
the same table with a similar knowledge foundation. This was a time-intensive, but 
necessary process, and we recommend this to anyone wanting to use intervention 
mapping in a participatory framework.

Lastly, community partners were far more knowledgeable than academic part-
ners about what was feasible and meaningful within the community. Community 
partners had a personal understanding of the community’s collective capacity, re-
sources, and informal relationships; they also had firsthand knowledge of which 
strategies would be most successful to effect change. For the research and the in-
tervention to be successful, it was essential that academic partners learn from com-
munity partners in order to work together effectively and to integrate the real-world 
experiences of community members with the study design and intervention meth-
ods. This was addressed throughout the entire intervention mapping process; com-
munity input and involvement were present at every step. Our CBPR approach to 
intervention mapping led to the design of an intervention that was acceptable to all 
of the partners and culturally sensitive to the communities served.

Next Steps: HIV Prevention and Community Engagement

Scientific advances continue to bring us closer to ending the HIV epidemic, or at 
least transforming it to a low-level endemic disease; however, there remain highly 
vulnerable communities that continue to be disproportionately affected. These com-
munities tend to be in the southeastern USA, particularly in rural areas, and to be 
composed of racial/ethnic minorities. There is much work to be done.

We must recognize that there are no magic bullets—no single prevention or cu-
rative intervention that will end the epidemic. Moreover, we must recognize that 
the epidemic, by its very nature, is a heterogeneous entity with different drivers 
in different populations and geographic settings. As such, different and innovative 
strategies and combinations of educational, biomedical, behavioral, structural, and 
policy approaches are necessary to reduce risk and control the disease. Developing 
effective HIV-prevention interventions that have broader, sustainable effects that 
extend beyond individual behavioral change remains an ongoing challenge for the 
field [53, 54]. Accomplishing these efforts in rural communities where the number 
of service providers and the HIV-advocacy communities are often small, where 
populations tend to be spread out, and where the local context is shaped by more 
conservative values and HIV-related stigma can make engaging community mem-
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bers more challenging [55]. However, as we have outlined in this chapter, efforts 
that bring together diverse local partners to identify sustainable, coordinated efforts 
to reduce HIV risk are possible.

The current US National HIV/AIDS Strategy calls on government agencies and 
their public and private partners to work collaboratively to address the needs of 
these populations to achieve a more coordinated national response to the HIV epi-
demic in the USA [56]. The National HIV/AIDS Strategy sets clear priorities for 
HIV prevention and care in the country and includes five main goals to be achieved 
over the next 5 years:

•	 Reduce the annual number of new infections by 25 %
•	 Increase the percentage of people with HIV who know their HIV testing status 

from 79–90 %
•	 Reduce the HIV transmission rate by 30 %
•	 Increase the percentage of people with newly diagnosed HIV who are linked to 

care within 3 months  from 65 to 85 %
•	 Increase the proportion of HIV-diagnosed gay and bisexual men, African- 

Americans/black, and Hispanics/Latinos with undetectable viral load by 20 %.

The National HIV/AIDS Strategy notes that prevention and care efforts should be a 
priority for populations in which either the incidence rates are highest or the dispari-
ties are greatest. These populations include gay and bisexual men, communities of 
color (including the African-American/black population), women, injection-drug 
users, transgender persons, and youth.

The National HIV/AIDS Strategy also articulates specific intervention strate-
gies that should be emphasized. Community-based efforts to prevent HIV and to 
identify and care for those affected are an inherent part of the National HIV/AIDS 
Strategy. Such approaches build on shared values and norms, belief systems, and 
social practices to inform the development of more effective, culturally tailored 
intervention approaches. The nature and scope of such interventions will vary by 
community depending on the local context. This variation makes it crucial to have 
community engagement throughout the entire process, including in the selection 
of target populations and intervention strategies and in the development, imple-
mentation, and evaluation of interventions. Among many advantages, engaged 
and participatory efforts may be most successful at (1) identifying populations 
most at risk; (2) developing, implementing, and evaluating innovative strategies 
(e.g., the multigenerational TORO intervention) to reach members of vulnerable 
communities; (3) reducing stigma and discrimination; (4) changing social norms 
related to gender inequality and gender-based violence; (5) overturning local 
policies that restrict access to health care; (6) initiating and expanding advocacy 
programs to alter risk behaviors; (7) promoting HIV testing; and (8) connecting 
persons with HIV to high-quality confidential care and retaining them in care over 
time.

We know that for community-based HIV-prevention efforts to be effective, 
they need to be developed in conjunction with community members as well as 



A. Ellison et al.30

government and private stakeholders, including academic institutions. Involving 
all parties from the outset in planning, designing, implementing, monitoring, and 
evaluating HIV-prevention efforts will increase the success and sustainability of 
these efforts over time. Because resources are limited, it is particularly important 
for community members to be involved in community HIV-prevention planning 
efforts. Those involved in community prevention planning efforts also need to 
ensure that resources target priority populations who are identified using reliable 
population-based epidemiologic data. Because diverse efforts may be needed, it is 
also important for a comprehensive plan be developed at the outset to delineate the 
engagement and partnership activities that will be emphasized during each phase 
of the HIV-prevention effort and the ways success will be measured. This must be 
planned at the outset [56–58].

Of course, no one strategy will fit all contexts. However, there is increasing 
agreement that HIV interventions and programs need to move from being either 
prevention research or service-based to an integrated paradigm in which commu-
nity engagement based on human rights is at the core. Clearly, lessons learned from 
CBPR projects, like our own, with diverse settings and populations can help guide 
this transition.
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The African American/black population is now the second largest racial minor-
ity group in the United States and is still disproportionately burdened by HIV and 
AIDS. Although African Americans/blacks represented 12–14 % of the US popula-
tion in 2010, they accounted for nearly half of all HIV infections, AIDS diagno-
ses, people estimated to be living with AIDS, and HIV-related deaths in the United 
States. Additionally, in 2010, the incidence of HIV among African Americans/
blacks was eight times higher than that among whites. Unfortunately, these trends 
have persisted since the 1990s. For African American/black adolescents, the racial 
disparity in HIV/AIDS diagnoses is even greater. Almost 70 % of all new HIV in-
fections among 13–19-year-olds were among African Americans/blacks in 2010. In 

This chapter is dedicated to Dr. Warner McGee, a friend, colleague, and student who devoted his 
short life to advocating for students and fighting this dreadful disease.
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2008, African American/black men and women ages 25–44 years old had a higher 
AIDS-related mortality rate than any other racial group [1, 2].

Furthermore, HIV rates in the United States have increased over time among 
both men and women through heterosexual transmission. It is estimated that more 
than a quarter of those who are newly infected and more than a quarter of people 
with HIV acquired the virus through heterosexual transmission. Among African 
Americans/blacks, 38 % of new HIV infections were transmitted through hetero-
sexual transmission. Moreover, 87 % of African American/black women with HIV 
acquired the virus through heterosexual transmission. It is estimated that one of 16 
African American/black men will be diagnosed with HIV during his lifetime; those 
infected are more likely than white men to have been infected through heterosexual 
contact and injection-drug use [1, 2].

The southern part of the United States, in particular, is disproportionately af-
fected by the HIV epidemic [1–3]. More than 40 % of new AIDS diagnoses and the 
greatest number of people with HIV and AIDS in 2010 were in the South. Despite 
this growing epidemic, little is known about innovative intervention approaches 
that are likely to be successful in this region of the country. Much of what is known 
about HIV, including prevention, care, and treatment, is based on research con-
ducted in early epicenters of the US epidemic. These epicenters have a much longer 
history of both HIV research and service provision. These epicenters also tend to be 
large urban cities and do not reflect the unique characteristics of the more rural and 
resource-poor South [4–7].

Gaps in prevention science

Traditionally, HIV interventions have focused on risk reduction and treatment up-
take and adherence among population subgroups such as men, especially sexually 
marginalized men (e.g., gay, bisexual, same-gender-loving men, and men who have 
sex with other men [MSM]), injection-drug users, and, more recently, heterosexual 
women. A paucity of HIV prevention strategies have been demonstrated to be ef-
ficacious and effective for African American/black heterosexual men, particularly 
those of college age [8–13].

To effectively prevent HIV exposure and transmission in the United States, we 
need to explore, better understand, and more effectively intervene on the complex 
factors associated with HIV exposure and transmission for African American/black 
men. This need is important regardless of the race, ethnicity, or gender of African 
American/black men’s sexual partners [48]. We know that HIV risk among African 
American/black men occurs within multiple social-ecologic contexts. Instead of 
focusing exclusively on the sexual behaviors of individuals disconnected from cul-
ture, gender, and context, we must work, as researchers and practitioners, in more 
nuanced ways to understand and consider the multidimensional aspects of sexuality, 
including the complex intersections of identities, roles, and behaviors. Thus, HIV 
prevention efforts require new, multilevel approaches that reflect culture, gender, 



3  Preventing HIV among Black Men in College Using a CBPR Approach 37

and context, to address the distinct and intersecting intrapersonal, interpersonal, 
institutional, and economic factors influencing black men’s risk for HIV exposure 
and transmission. As has been suggested,

The relationship between socioeconomic context and sexual networks suggests that con-
tinued emphasis solely on individual risk factors and determinants for prevention efforts is 
unlikely to yield a significant effect on rates of HIV infection among black persons in the 
United States. [14]

Moreover, HIV prevention efforts among African American/black college and uni-
versity students have not typically been a priority. However, as HIV infection among 
African American/black men within colleges and universities continues to increase 
in less well-resourced regions of the United States, such as the South in general and 
North Carolina specifically, more formative and intervention research must be con-
ducted to reduce exposure and transmission within this population [10, 11, 15–18]. 
Sufficient attention must be given to identify beliefs, attitudes, and behaviors re-
lated to sexuality, relationships, communication, sexual behavior, and protection 
(including condom use) that are influenced by culture, gender, and context in order 
to develop meaningful and successful HIV prevention strategies and interventions.

In this chapter, we define community-based participatory research (CBPR) and 
describe how members of our collaborative applied CBPR principles in the de-
velopment of an innovative HIV prevention project designed to fill intervention 
gaps and reduce HIV exposure and transmission among African American/black 
heterosexual men attending a predominantly white university in the South. In col-
laboration with community members, including African American/black men and 
women, representatives from local community-based organizations, and university 
staff and faculty, we developed and pilot-tested a novel HIV prevention intervention 
known as Brothers Leading Healthy Lives (BLHL). We also describe some of the 
challenges we faced and lessons learned, as well as the strategies we used to target 
the nature of the community and context within which our project took place.

CBPR and HIV prevention among African American/black 
college men

CBPR has been defined as a
… 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. [19]

CBPR has been identified as an effective approach to address the ongoing health 
disparities within vulnerable communities and populations. CBPR results in more 
informed understandings of underlying factors that contribute to the health and 
well-being of communities. This more informed understanding, coupled with 
continued engagement and participation of community members in the application 
of this improved understanding, yields better actions (e.g., interventions) to meet 
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the needs and priorities of community members [19–23]. Furthermore, strategies 
aligned with CBPR have been effective in the development of culturally congruent, 
gender-specific, and contextually relevant HIV sexual risk-reduction interventions 
for predominately racial/ethnic minority heterosexual men, in which community 
members were fully engaged throughout all phases of the research [24–27].

Our application of CBPR adhered to nine commonly cited guiding principles or 
characteristics of CBPR (Table 3.1). In this chapter, we do not explore our use of 
each principle; rather, we provide these principles as a backdrop of how we defined 
and engaged communities; established and maintained trust with African American/
black heterosexual men on a predominately white university campus; and devel-
oped, implemented, and evaluated an HIV prevention intervention that was funded 
by the US Centers for Disease Control and Prevention (CDC).

Our CBPR process

Building trust and history with African American/black men 
on a university campus

Initially, our CBPR was based on the campus of The University of North Carolina 
at Greensboro (UNCG), a predominately white university. During the 1999–2000 
academic year, an informal student group of African American/black men known 
as Brother2Brother, led by an African American/black graduate student, began 
to meet weekly to discuss their struggles as African American/black men on a 
predominately white campus and in society. Participants were mainly undergradu-
ates and most self-identified as heterosexual. Their discussions about their lives and 
success at UNCG foregrounded their complex racial and gender identities. They 
shared stories about navigating the university and how they were perceived and 

Table 3.1   Common principles of CBPR
1. CBPR recognizes community as a unit of identity
2. CBPR builds on strengths and resources within the community
3. CBPR facilitates collaborative, equitable partnership in all phases of the research and involves 

empowering and power-sharing processes that attend to social, political, and economic 
inequities

4. CBPR promotes co-learning and capacity building among all partners
5. CBPR integrates and achieves a balance between research and action for the mutual benefit of 

all partners
6. CBPR emphasizes local relevance of public health problems and ecological perspectives that 

recognize and attend to multiple determinants of health and disease
7. CBPR involves systems development through an iterative process
8. CBPR disseminates findings and knowledge gained to all partners and involves all partners in 

the dissemination process
9. CBPR involves a long-term process and commitment



3  Preventing HIV among Black Men in College Using a CBPR Approach 39

treated. They explored ideas about what it means to be a man, an African Ameri-
can/black man, and an “ideal” African American/black man. Their conversations 
highlighted the centrality of sexuality in constructions of black masculinities. As 
a result, they discussed issues related to sexual identity, the importance of sex to a 
man and his reputation, and their personal sexual risk for HIV.

Brother2Brother meetings were held in a public area at the main entrance of the 
university cafeteria, a gathering space that attracted many African American/black 
students after classes in the late afternoon. The rules of the meetings were simple:

•	 Leave your status at the door
•	 Respect one another
•	 Bring your concerns and ideas to the group

As an organization, Brother2Brother emerged organically and remained informal. 
The group had no official campus recognition, no bylaws or organizational docu-
ments, and no officers. Given the members’ challenges in navigating institutional 
policies and practices that were not designed for them and that continued to impede 
their progress, African American/black men who came to Brother2Brother meetings 
neither were willing to be governed by campus rules and regulations for official stu-
dent groups nor were they eager to recreate such structures within their group. They 
emphasized equitable participation and mutual ownership of the process and its out-
comes; thus, Brother2Brother was primed to engage in an authentic CBPR process.

In 2001, two faculty members, one African American/black professor in the An-
thropology Department and a white professor in the Department of Public Health 
Education at UNCG, were invited to meet with the members of Brother2Brother 
to discuss shared interests and identify ways these faculty and students could be 
resources to one another. These two professors were academic advisors to and had 
developed mentoring relationships with some students in the group. The students 
thought that these faculty could benefit the group by providing guidance and re-
sources, for example. For more than two years, these faculty met weekly with the 
students during their regularly scheduled meeting times.

Obtaining funding and conducting research together

During the initial two years of collaboration, our emerging student-faculty collabo-
ration, with its origins in Brother2Brother, applied for and obtained funding from 
the UNCG Center for the Study of Social Issues. We were awarded a small grant to 
explore issues related to masculinity and adjustment to university life among Afri-
can American/black men at UNCG. Data collection included interviews and focus 
groups with African American/black men on campus and observations and notes 
taken during weekly Brother2Brother meetings.

The Big Man/Little Man framework was used to organize findings [28–31]. 
This framework suggests that men assert their masculinity through respectability, 
reputation, or some balance of the two, depending on their economic capacity. Mas-
culine respectability attributes contribute to the maintenance of healthy functioning 
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and social order, whereas attributes of masculine reputation contribute to unhealthy 
functioning and social disorder. Economic capacity provides higher-income men 
ready access to respectability attributes, and the lack of economic capacity makes 
access to respectability difficult for low-income men. As a result, low-income men 
are left to express reputational attributes in their efforts to achieve a strong sense 
of the masculine self. Reliance solely on reputational traits—such as sexual prow-
ess, demonstration of toughness, defiance of authority (legal and otherwise), and 
reputational material goods (e.g., eye-catching jewelry, clothes, and cars)—place 
lower-income men at greater involvement in illegal activities, violence, incarcera-
tion, and death [28–30].

Attributes of being an “ideal” man that emerged in our work with African Ameri-
can/black men at UNCG included the importance of spirituality, values associated 
with being a family man, and self-determination, attributes commonly associated 
with respectability. Attributes commonly associated with reputation also emerged. 
Being an “ideal” man also included characteristics that participants labeled as hus-
tler/pimp (e.g., can handle his liquor, is sexually active, dresses well, is good with 
women, and drives a nice car); extreme toughness (e.g., is intimidating, is feared by 
others, and does not need the help of others); and physical strength (e.g., is physi-
cally strong, is competitive, and always tries to win) [31].

After completion of this initial study, the collaborative was awarded funding 
from the TRIAD Center for Health Disparities to further explore constructs of mas-
culinity and issues related to sexual health among African American/black men 
at UNCG. Some members of Brother2Brother were trained in conducting focus 
groups, the collection of pile sort data, and the analysis and interpretation of quali-
tative data. In our findings, men had framed many of their challenges, including 
institutional, as related to black masculinities, of which sex and sexuality featured 
prominently.

On completion of this second study, members of our collaborative prepared a 
report focusing on both our process and our study findings. We presented this report 
at a forum at Wake Forest University, at the Conference on African American Cul-
ture and Experience at UNCG, and at the Annual Meeting of the Society for Applied 
Anthropology. In addition to the experiences gained during the research process by 
African American/black men at UNCG and the concrete discovery associated with 
the research study, personal transformation among partners occurred. For example, 
African American/black men at UNCG learned new things about themselves, reas-
sessed their current life trajectories, and became change agents in their communities 
regarding attitudes, beliefs, and expectations about black masculinities. Ultimately, 
they were more successful in college and sexually safer as a result of participation 
in this process. They also learned of the power of research and discovery, how 
knowledge generation can improve their understanding of phenomena, and how 
this improved understanding can be harnessed to improve their own health and 
well-being.

Because members of our collaborative also were committed to moving research 
findings toward action, we used a systematic and equitable process to convene and 
discuss the possibility of pursuing funding to develop, implement, and evaluate an 
HIV prevention intervention using CBPR. Thus, together, we pursued and obtained 
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CDC funding to develop, implement, and evaluate an HIV prevention intervention 
for African American/black heterosexual men. We also obtained ongoing support 
from the TRIAD Center for Health Disparities. Over the initial five years of our 
ongoing student-faculty collaboration, we secured multiple funding awards, using a 
stepwise approach of starting small and building on successes, and conducted sound 
research designed to better understand the intersections of culture, gender, and con-
text and their influences on health generally and sexual health specifically. This 
work represents the development of our community-based collaborative, which in 
time was called Brothers Leading Healthy Lives (BLHL). The collaborative was 
formalized to focus on improving the health and opportunities for success among 
African American/black heterosexual men. Throughout, our values and methods 
were aligned with CBPR principles (Table 3.1).

The CDC funding allowed members of the BLHL collaborative to develop a cul-
turally congruent, gender-specific, and contextually relevant intervention designed 
to improve sexual health and reduce HIV-associated sexual risk behaviors among 
African American/black heterosexual men 18–24 years old, using a peer health 
education-training model in a university setting. Development of the intervention 
included sound formative research, with a blending of quantitative brief risk assess-
ment and qualitative data from focus groups and individual in-depth interviews, in-
volving more than 200 African American/black heterosexual college men. We then 
translated formative findings into a two-component intervention: a five-session cur-
riculum delivered over two days, known as the BLHL Brotherhood Retreat, and a 
three-month follow-up BLHL Retreat Message Maintenance Phase [11].

Understanding context and identifying the community

CBPR recognizes community as a unit of identity and seeks to strengthen com-
munity through engagement [32]. UNCG students come from different regions of 
the state, the country, and even the world. They bring perspectives, experiences, 
and expectations that interact with the campus and larger community environments, 
including the city in which UNCG is located, to shape their college experience. 
UNCG, which was established in 1891 as a women’s college, first admitted black 
women in 1956 and then opened its doors to men in 1963. UNCG still maintains 
an enrollment that reflects this history. Currently, UNCG has more than 18,000 
students: 35 % are men and 65 % are women. Among the 16 historically white cam-
puses within the University of North Carolina system, UNCG has one of the larg-
est racial/ethnic minority enrollments; 38 % of students identify as a racial/ethnic 
minority. With the sex and race ratios both at nearly 2 to 1, a premium tends to be 
placed on black masculinities and heterosexuality. Through our research, we have 
learned that African American/black men are sometimes preyed on, sexualized, ob-
jectified, and eroticized by others, and consequently, their psychosocial and sexual 
health may be negatively affected.

Moreover, Greensboro, the city in which UNCG is located, is the third larg-
est city in North Carolina and has four historically black colleges and universities 
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(HBCUs) within a 50-mile radius. Enrollment of an African American/black man at 
UNCG instead of a neighboring HBCU has unique sociocultural significance. With 
desegregation occurring just one to two generations ago, some UNCG students have 
relatives who could not attend UNCG. These relatives may have strong feelings 
about attending UNCG that affect attitudes and beliefs that African American/black 
students bring to campus.

African American/black men at UNCG also tend to establish a social network 
early, initially as freshman. Access to networks and social connections on or near 
campus has been identified as essential to decreasing the likelihood of African 
American/black men dropping out. African American/black men have reported that 
these networks and connections provide various forms of social support (e.g., infor-
mation on barber shops and local jobs), experiences that contribute to their academ-
ic progress (e.g., which majors are more welcoming to African American/black men 
and which faculty members can be trustworthy allies), and a sense of attachment to 
the university (e.g., through athletics and step-show contests). Furthermore, African 
American/black men at UNCG tend to reconnect with hometown friends at nearby 
HBCUs and take advantage of the social and cultural events on those campuses. 
This contextual backdrop informed the challenges and opportunities the BLHL col-
laborative faced in engaging and collaborating with African American/black men. 
Knowing that research designed to understand and improve sexual health and pre-
vent HIV exposure and transmission must recognize social connections off campus, 
we welcomed this concept of the expanded community.

Navigating college, masculinity, and sexual identity

It is widely suggested that college students may have better access to information 
about and resources to prevent HIV and sexually transmitted infections (STIs) than 
individuals of the same age who do not attend college; however, increased knowl-
edge and resources have not resulted in significant increases in protective sexual 
behaviors. Although college students have traditionally been considered a low-risk 
group for HIV, African American/black university students tend to have profound 
misconceptions about HIV exposure and transmission and may be at risk [8, 16, 
33–37].

Moreover, the years that an adolescent spends in college can be an important 
yet risky time for sexual experimentation. In their transition from adolescence to 
adulthood during college, students are developing their identities through both 
crisis-exploration and commitment. Crisis-exploration refers to the period when 
an adolescent questions goals and values defined by parents and family and ex-
amines developmental opportunities and new identities based on their experiences 
within a larger social context (e.g., beyond one’s family). Being away from home 
and/or attending college can provide opportunities to experiment and gain experi-
ences. Commitment pertains to the extent that an individual expresses allegiance 
to self-chosen goals, aspirations, values, beliefs, and occupations [38, 39]. Sexual 
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identity and behavior may play an instrumental role in the process of crisis-explora-
tion and commitment; however, they also can increase the risk for HIV.

For African American/black men, the passage to adulthood and manhood may 
be even more complicated than for the typical college student. It may involve a 
conscious or unconscious negotiation of their masculinity and their intersecting 
gender, racial, ethnic, cultural, and sexual identities. They may struggle with their 
masculine identities and expression in a real and perceived racist environment; they 
face gender-based socialization and societal messages that promote a preoccupation 
with money.

African American/black men also may struggle with being an independent Afri-
can American/black man. Despite their challenges on campus, attending college can 
be seen as a way for African American/black men to make it out of the neighbor-
hood and overcome family and personal financial struggles for those of lower SES. 
As a participant in one of our focus groups noted,

I’m not here because I want to be here. I’ll sit here and tell y’all, I never wanted to go to 
school. I’m in school because I have to be in school. I’m in school because there’s noth-
ing… if I do not go to school. I didn’t come from a bad neighborhood, but there’s nothing 
to do at home. What am I supposed to do? Just sit home and not do something? I could not 
take care of myself if I didn’t come to school. So I came to school to get an education so I 
could take care of myself. I do not want to be here.

Furthermore, these young men try to maintain or reclaim those masculine traits as-
sociated with a strong African American/black man. These traits may include con-
trol and power, respect and influence, reputation, and status. While living in a po-
tentially hostile environment, African American/black men also are fighting racial 
stereotypes. As another participant in one of our studies noted,

It’s not really things you have to do to be a black man, I think it’s just the race itself, because 
no matter how much money you have, how much education you have, no matter how good 
or bad you’re doing, people around you, they’re still going to just going to see you as a 
black man.

African American/black men who struggled academically, came from families 
of low socioeconomic status, and/or were unable to achieve “ideal” masculinity 
through respectable attributes often invested their time and effort in building their 
reputation to achieve an acceptable masculinity. They reported that cultivating their 
reputation included having concurrent sexual relationships, partying excessively, 
playing sports, and/or spending a great deal of time in the gym.

To be successful on campus, all students must adjust to managing competing pri-
orities such as work, personal relationships, and the academic schedule. Some of the 
young African American/black men with whom we have engaged secured financial 
aid to support themselves while taking a full academic load and working a part-
time or full-time job in order to send money home to their parents, grandparents, or 
siblings. Perhaps unique to some groups of college students like these young Afri-
can American/black men are expressions of anxiety and discomfort about seeking 
help for poor grades or for resolving conflicts in their personal lives. Perceptions of 
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professors as intimidating, rude, or uncaring caused some men to avoid interacting 
with faculty and staff and advocating for better performance reviews or grades.

The establishment and role of a Research and Intervention Advisory 
Team (RIAT)

An important component of the BLHL collaborative was the establishment and ac-
tive involvement of a Research and Intervention Advisory Team (RIAT) that identi-
fied funding opportunities and guided the development of activities and events to 
address the needs and priorities of African American/black men at UNCG. Using 
a snowball recruitment technique, we identified student leaders within and outside 
of the classroom, on and off campus, and through traditional and unconventional 
networks. One unique aspect of our approach to CBPR was the engagement of 
community representatives who may be considered “unsavory” by administrators 
and faculty and staff mentors, collaborators, and partners. These representatives 
may include students who seek high status and popularity through reputation (as 
opposed to respectability) by engaging in risky behaviors (e.g., substance use and 
risky sexual behaviors). Students with “high numbers of jump-offs” (multiple ca-
sual sexual partners) or the “go-to man for smoke” are influential members of the 
community who have much to contribute to the research process, beyond that of 
being recruited to provide data or to participate in an intervention. We found that 
these types of community members can make invaluable contributions to research 
question conception, study design and conduct, data analysis and interpretation, and 
the dissemination of findings.

We also identified and recruited representatives from the broader community, 
including individuals from community-based organizations, businesses, and gov-
ernment agencies, to serve on the RIAT (Table 3.2). Student leaders from the BLHL 
collaborative were instrumental in the outreach and recruitment effort to invite 
trusted organizations to serve on the RIAT.

RIAT membership was carefully negotiated, and some groups or individu-
als requesting membership were, in fact, turned down. For example, an African 
American/black campus police officer wanted to join the RIAT because of his 
campus-wide efforts for community engagement and potential resources he thought 
he could provide students. Members of the RIAT declined the request, however, 
because of the concern for maintaining student trust and confidentiality. Members 
wanted to provide a safe place for open dialogue and discussion without the hint of 
incrimination or reprisal for information shared. We knew that good intentions are 
not sufficient for successful CBPR.

Members of the RIAT drew on findings from the formative research that had 
been conducted up to this point [11, 31, 40, 41]; theoretical considerations, includ-
ing the Big Man/Little Man framework [28–31] and the Information-Motivation-
Behavioral (IMB) skills model [42]; and evidence from existing efficacious HIV 
prevention interventions [43–47] to systematically develop the BLHL intervention, 
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a culturally congruent, gender-specific, and contextually relevant intervention for 
African American/black heterosexual men.

All activities of the two primary components of BLHL (the Brotherhood Retreat 
and the Retreat Message Maintenance Phase) were designed to achieve three pri-
mary objectives that were established by the RIAT.

•	 Support men to identify and develop healthy ways to obtain respect and foster 
positive reputations.

Table 3.2   RIAT membership
On-campus Organizations and Student Groups UNCG NAACP

UNCG Alumni
UNCG PanHellenic Council and Black 

Fraternities
Off-campus Organizations Serving Black Men Winston-Salem Urban League

Local barbers and barbershops
Night club owners
Forsyth County Parks & Recreation
The Children’s Home Society–Family Life 

Council Division
Student- Focused University Services North Carolina Agricultural & Technical State 

University, Student Services
UNCG Student Health Center
UNCG Spartan Athletics
UNCG Office of Multicultural Affairs

Community-based HIV Service Organizations Guilford County Department of Public Health, 
Health Education Division

Guilford County AIDS Coalition
Piedmont Health Services and Sickle Cell 

Agency
Forsyth County Department of Public Health- 

Health Promotion & Disease Prevention
Triad Health Project

Other Local Universities and College Campuses 
and Academic Departments

Department of Social Sciences and Health 
Policy, Wake Forest University School of 
Medicine

Section on Infectious Diseases, Wake Forest 
University School of Medicine

North Carolina Central University
Maya Angelou Center for Health Equity, Wake 

Forest University School of Medicine
The Center for Social, Community and Health 

Research and Evaluation (CSCHRE)
Winston-Salem State University

Public Health Agencies NC Division of Public Health
The Greensboro Health Disparities 

Collaborative
Students and Community Members Community advocates

Winston-Salem community residents
Greensboro community residents
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•	 Inform, motivate, and provide skills for men to protect themselves, their part-
ners, and the community from HIV.

•	 Influence social norms and create peer support for men to protect themselves.

The BLHL intervention provides information about sexual health and helps par-
ticipants assess their own HIV risks, explores and develops personal and social 
motivations to reduce HIV risk, explores interpretations of “ideal” masculinity, and 
promotes health protective sexual communication and behaviors. The intervention 
provides practice and skill training to reduce HIV risk through testing for HIV and 
other STIs, selection and use of condoms, communication about sexual health and 
HIV, and maintenance of healthy relationships.

The Brotherhood Retreat includes five consecutive two- to three-hour sessions 
that were delivered during weekend retreats with up to 20 participants. Each retreat 
was conducted by two trained peer facilitators and supported by two or three trained 
peer educators. These facilitators and peer educators were male undergraduate or 
graduate students 21–30 years old, who identified with the reference group – Afri-
can American/black men. They were trained and certified as peer health educators 
in the BLHL intervention by the principal investigators, the project coordinator, and 
doctoral student graduate assistants.

The BLHL Retreat Message Maintenance Phase was a three-month follow-up to 
the retreat during which key messages from the intervention as well as prevention 
messages developed by participants during the Brotherhood Retreat were delivered 
through a health communication campaign. Messages were delivered by the gradu-
ate assistant working on the project using a variety of approaches, including Twitter 
tweets five times a day (Monday-Friday), with 140-character-long prevention mes-
sages created during the Brotherhood Retreat; biweekly postings of key prevention 
messages from the intervention on the BLHL Facebook page; and biweekly text 
messages and reminders sent via e-mail (Monday and Thursday) of elements of the 
group risk-reduction plans developed during the retreats.

Challenges and opportunities of engaging students  
as CBPR partners

Our CBPR process faced unique challenges and opportunities in accommodating 
the experiences of African American/black men within a university as CBPR part-
ners. The leadership of students as co-researchers was instrumental to our under-
standing the characteristics of the community and identify peers and community 
members to support the project.

One challenge was that our collaborative struggled to balance the involvement 
of students in meaningful ways without overburdening them and thus contributing 
to their challenges related to academic performance. Many student members of our 
BLHL collaborative felt privileged to matriculate into college and considered their 
matriculation a respectable first step toward employment, a career, and financial 
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freedom. Some struggled with new intellectual challenges (e.g., needing to study 
instead of just showing up for the exam as in high school), competing priorities 
(e.g., family, friends, and health) that are often more intense than they are for other 
students, and conflicts (e.g., racial microaggressions, financial burdens, and addic-
tions) that they were learning to deal with in new contexts, while wanting to exer-
cise leadership on campus as peer educators, student leaders, and academic schol-
ars. Many student members of our BLHL collaborative tended to be natural leaders, 
accepted by their peers, and called on by campus administration when a representa-
tive from a minority group was needed. Thus, they tended to be overcommitted and 
have tight schedules. One approach to address the issue of potentially overburden-
ing student members was to select students who were doing well academically and 
who faced few of the aforementioned challenges. The difficulty with this approach 
was that representation from the most vulnerable students was needed to ensure in-
formed understanding of sexual health and HIV risk and to develop the intervention 
in ways that addressed the issues of the most vulnerable students. Authentic CBPR 
includes diverse representatives from the community, not a subset or those who are 
not truly characteristic of the community.

Furthermore, although students were part of our collaborative, it is safe to as-
sume that members of any collaborative or partnership do not represent all com-
munity members. By virtue of their participation in a collaborative or partnership, 
they become different. Members of our collaborative were committed to “staying 
close” to the community of African American/black heterosexual men by reducing 
the social distance between the BLHL collaborative and the larger university com-
munity. There was much for members of the collaborative to learn about the lived 
experiences of those who were not part of the collaborative.

Lastly, students’ membership in the campus community is temporary and transi-
tory. On a college campus, community members change every four to six years, and 
students are typically in residence for only nine months of the year. Student leaders 
are often upperclassmen, further reducing the length of time they can participate in 
a collaborative. Students come and go and transfer in to and out of the university; 
every year there is a new cohort of African American/black men. Thus, perhaps dif-
ferent from other CBPR collaboratives and partnerships, we have found that there 
can be a need for faculty and/or staff mentors, collaborators, and partners who, de-
spite being outsiders from the community of African American/black heterosexual 
male college students, serve as anchors to provide continuity and develop strategies 
for true student engagement. Faculty members tend to be on campus throughout the 
year, providing consistency to an otherwise fluctuating collaborative.

The importance of cultural orientation congruence

Although it may be assumed by some researchers and practitioners, and even pre-
ferred by some students, the faculty and staff mentors, collaborators, and partners 
do not have to share the same ethnic/racial identity, gender, or sexual orientation as 
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the student community collaborators. The key, however, is that the faculty and staff 
mentors, collaborators, and partners are visible, have demonstrated evidence of be-
ing trustworthy and honest, and are connected to students in a meaningful way. This 
connection is related to “cultural orientation congruence” [40]. In our case, cultural 
orientation congruence requires that faculty and staff mentors, collaborators, and 
partners have a knowledge base, a set of experiences, and attitudes that overlap 
or align well with the students they intend to serve. Their background, commit-
ments, principles, and relationships to other people and institutions must parallel or 
“square” with those of the students and allow heightened empathy, irrespective of 
color, race, or any other single characteristic. The experiences of different ethnici-
ties, races, genders, or sexual orientations, as examples, are too diverse and compli-
cated to use pairing as a proxy for cultural orientation congruence.

Constraints on community involvement

A key challenge for our BLHL collaborative generally and for the RIAT more spe-
cifically, was balancing what extramural funders required and what our members, 
as community insiders and those closely attached to the community, wanted and 
recommended. For example, in our CDC-funded study, representatives from CDC 
wanted to enroll only “higher-risk” African American/black men who had sex ex-
clusively with multiple female partners and who had never have used injecting 
drugs. However, given that adolescence is a time of experimentation and identity 
development, we knew that college-age men, even those who self-identify as het-
erosexual, may have had same-sex sexual experiences in the not-so-distant past, 
and, more generally, we know that men who have sex with women may have sex 
with men. We also know that lower- and higher-risk men interact and are part of one 
another’s social networks. We did not believe that higher risk men are a naturally 
occurring group or category of men but that they are a part of a larger community 
of African American/black male students at UNCG. The separation between higher 
and lower risk that was required by the funding agency had no relevance to the lives 
of these men, and to separate them and treat them differently reduced the relevance 
of an intervention. Moreover, rather than build community and harness community 
assets, this approach did the very opposite of the current understanding of health 
promotion and health disparities reduction. However, in the end, to maintain fund-
ing, the RIAT agreed to the funder’s definition of heterosexual and high risk to 
allow the study to continue. This was a decision that reverberated throughout our 
BLHL collaborative; it told members that despite our efforts to adhere to CBPR 
principles, outsiders (the funders), who knew little of the lived experiences of local 
community members, still held power over us in ways that could potentially jeopar-
dize the health and well-being of our collaborators and members of our community.

Maintaining the engagement of RIAT members was challenging, due to the 
lengthy process of finalizing administrative procedures: development and approval 
of the project protocol by the funding institution, two university institutional review 
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boards (IRBs), and ultimately the US Office of Management and Budget (OMB). 
We managed to maintain RIAT involvement through a combination of meetings, 
newsletters, e-mails, and telephone check-ins; however, administrative delays 
stretched from weeks, to months, to approximately one year. During these delays, 
we continued to discuss options and refine strategies. Some members of the RIAT 
had worked with external grant agencies and were accustomed to the delays and 
federally mandated changes to protocols. Others were less familiar with such a pro-
cess but were committed to the effort, and together we found ways to maintain 
momentum to support BLHL efforts. However, some students began to distrust the 
process and see research not as a grand endeavor but a process you endure, strange-
ly familiar to their experiences as African American/black men at a predominately 
white university.

A flexible research paradigm

The aim of our funding was to conduct formative research leading to the design 
and piloting of a culturally congruent, gender-specific, and contextually relevant 
HIV prevention intervention for African American/black heterosexual men. As 
mentioned, during the formative phase, brief risk assessments, focus groups, and 
individual in-depth interviews were used to provide empirical data to guide the 
development of the intervention. When collecting formative data, it was often dif-
ficult to adhere to a rigidly defined and detailed research protocol as required by 
representatives of the funding agency, given that changes could not be made after 
OMB approval. For example, when a student who was eligible to participate in 
a focus group arrived at the focus group bringing a friend (who met the eligibil-
ity requirements but had not gone through the screening process), the focus group 
facilitator was faced with a challenge: Should he send the friend away, risking the 
loss of a participant who was screened and eligible, and jeopardizing the study’s 
reputation? Or, should he allow the friend to participate? The facilitator’s decision 
to permit the friend to attend led to conflict with representatives from the funding 
agency over what they perceived to be a breach of protocol; they requested that we 
discard the data from the focus group. At the local level, deviations such as these are 
reported, and members of a local IRB who understand the local context can make 
an informed decision; representatives from most funding agencies such as the CDC 
do not know the local community or understand the local context and thus are less 
equipped to judge those types of deviations.

Furthermore, we had to defend the suitability, methods, and rigor of qualitative 
data collection, analysis, and interpretation. The rigidity of highly detailed research 
protocols did not allow for the flexibility needed in community-based, community-
owned research. Flexibility and collaborative decision-making in the community 
can enhance the quality of the data and their usefulness. In the future, we would 
caution CBPR collaboratives against including rigid guidelines for data collection, 



L. F. Graham et al.50

analysis, and interpretation in protocols for formative research, particularly if these 
protocols are expected to be followed exactly.

Strategies for CBPR on a college campus with African 
American/black men

We used several strategies to establish and strengthen the BLHL collaborative 
(Table 3.3). Central to the process was understanding and building trust with the 
community. We recognized that establishing a long and ongoing history working 
in authentic partnership with community members was important for the success 
of our collaborative and of our BLHL intervention, which included reductions in 
unprotected sex [11]. Our approach to CBPR did not consist of researchers com-
ing into a community of African American/black students with a research idea or 
a funded research study. Rather, we talked with and got to know members of the 
community. We worked to understand community priorities and established mutu-
ally beneficial linkages and supportive networks.

The history that we established allowed us to build trust. Building and maintain-
ing trust with communities is always integral to CBPR. However, researchers and 
practitioners often do not invest in communities but rather establish a community 
advisory board or committee and define the approach as CBPR. Not only is this 
disingenuous but it also has profound implications for the health and well-being of 

Table 3.3   Strategies for CPBR on a university campus with African American/Black Men
Understand and build trust with the community
 Talk with and get to know formal and informal leaders and nontraditional experts within the 

community
 Inspire community participation by being an engaged member of the community
 Engage and value community members as equal partners
 Establish history and trust
 Safeguard the community members and their interests
 Develop a shared language and cultural relativity

Develop a collaborative partnership
 Enforce equitable representation of collaborators during all stages of the research
 Address the competing needs of collaborative members
 Incorporate a flexible pace and timeline
 Share power, decision-making, and resources
 Buffer collaborators from unnecessary organizational structure barriers
 Welcome alternative research paradigms and methodology

 “Incite” a RIAT (Research Intervention Advisory Team)
 Establish accountability and agreed-on decision-making process with all members
 Identify joint research aims and outcomes
 Allocate resources for nonacademic student support and life-balance training
 Invite the multiple voices from within community
 Address conflict with sensitivity and compassion
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community members and communities more generally. CBPR is designed to help 
gain a better understanding of health so that the most informed and promising in-
terventions can be developed. To suggest that a CBPR approach was applied when 
in fact it had not means that we are not doing everything possible to reduce dispari-
ties; we are merely rebranding our approach. We are relying on what we had done 
in the past, which we know did not promote the health and well-being in the ways 
that many vulnerable communities needed. CBPR continues to remain innovative 
because, in fact, it has not been conducted well in many cases; CBPR principles are 
not easy to follow.

Furthermore, our collaborative was established and structured to ensure equitable 
project representation at all stages of the research, incorporate a flexible pace and 
timeline, share resources and power, and consider alternative research paradigms. 
We have learned that traditional approaches to research that value “gold standards”, 
including strict adherence to reduce bias and threats to validity as examples, may 
not provide the flexibility that allows more informed understandings of health phe-
nomena to emerge. We know that sharing power, decision-making, and resources is 
key to buy-in and ownership of research. It is also true to the democratic ideal that 
communities should have power over their own destinies.

Lastly, we found that establishing a RIAT was vital to our success. It brought the 
needed persons and their unique perspectives, insights, and experiences to the table. 
These divergent viewpoints ensured that our decisions and products (e.g., intervention 
strategies, activities, and materials) were key and innovative to promote sexual health 
and prevent HIV exposure and transmission among African American/black men.

Discussion and conclusion

We found that using a CBPR approach produced positive outcomes for all collabora-
tors, especially for the students whom we valued as equal partners. Students learned 
about research, government funding, and community change, while collaborators 
from universities and other organizations learned about the lived experiences of 
students, as well as their needs, priorities, and natural “ways of doing things.”

Creating opportunities for equitable participation in research and practice can 
be challenging. In the case of African American/black heterosexual men in col-
lege, some common challenges as well as some unique challenges are present. For 
example, by the very nature of college, university students tend to be a “transitory 
group”; thus, campus-based communities are apt to have constantly changing mem-
berships. Students may enter or leave the community each semester or year.

Although many students have competing priorities, African American/black men 
on university campuses may have an even more difficult experience, given their 
potential obligations to families at home and their expectations to “handle things 
like a man,” particularly given the context of the racially marginalized position of 
African American/black men on a predominantly white university. Furthermore, we 
continue to struggle with defining our communities, be they based on location, as in 
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a campus with spatial boundaries; identity, as in racial groups; or some other crite-
ria. Moreover, when thinking about intersecting identities or working with location-
based and identity-based definitions of community, we must begin to work with 
communities rather than a community.

Mutual understanding is a continual process; therefore, researchers and practi-
tioners must be realistic about the amount of time needed to build relationships with 
community partners (including students). The community of African American/
black men is rich in diversity with varied experiences and expectations. To fully 
understand and engage these men, outside collaborators (including researchers and 
practitioners) should be open to developing non-research focused relationships that 
extend beyond the academic classroom and include social networks.
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Relationships Between Medical and Gay Communities  
in the USA

In the USA, gay and bisexual men, men who have sex with men (MSM), and trans-
gender persons were initially, and continue to be, profoundly affected by HIV. De-
spite the substantial impact of the disease, HIV received little attention and support 
from the media, politicians, or even researchers in the USA early on in the epidemic 
[1]. There was little political motivation in the larger mainstream community to act 
against an emerging epidemic that some referred to in a derogatory manner as the 
“gay plague.”

This initial lack of motivation to address HIV and AIDS within gay communities 
was not surprising. Medical and gay communities have had a turbulent history. The 
term “homosexuality” appeared in the first edition of the Diagnostic and Statistical 
Manual of Mental Disorders (DSM), published in 1952, and was defined as a 

Disclosure: The findings and conclusions in this report are those of the authors and do not 
necessarily represent the official position of the Centers for Disease Control and Prevention.
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“sociopathic personality disturbance.” This inclusion of homosexuality in the DSM 
was based in part on a large-scale study that asserted that homosexuality resulted 
from a pathologic fear of the opposite sex caused by traumatic parent–child rela-
tionships [2]. The establishment of homosexuality as an illness had two major con-
sequences. First, for some, homosexuality as an illness meant electroshock therapy, 
lobotomies, so-called conversion therapy, and commitments to mental hospitals by 
psychiatrists attempting to cure gay people. Second, the definition provided fuel for 
antigay hatred, discrimination, harassment, victimization, and violence [3]. These 
consequences reverberated in the HIV epidemic.

During the 1960s, a nascent gay movement began to challenge both the medi-
calization and marginalization of homosexuality and sought to demonstrate that “a 
pseudoscientific ideology had masked the moral strictures that had long dominated 
Western attitudes towards sexual activity among those of the same sex” [4]. This 
movement included gay researchers, their allies, and gay rights activists who col-
lected, analyzed, and disseminated data suggesting that no mental health differences 
existed between heterosexual and gay populations. These researchers, allies, and 
activists also used community mobilization and organizing and civil disobedience 
strategies to fight for the removal of homosexuality as an illness from the DSM 
and the pathologization of homosexuality and marginalization of gay health. The 
diagnosis of homosexuality as an illness was not included in the revised DSM-III, 
published in 1987. Despite the removal of homosexuality as an illness from the 
DSM, the perception of gay communities as being less than other communities lin-
gered and had a profoundly negative affect on initial responses to HIV, the greatest 
epidemic in modern history.

Given the history between medical and gay communities, gay communities had 
little outside support as HIV emerged in the USA in the 1980s as a threat to their 
health and well-being. The values and principles underlying, and methods that are 
often aligned with, community-based participatory research (CBPR) are reflect-
ed within both the initial and current responses by gay communities to the HIV 
epidemic.

CBPR as an approach to prevention research has received increased attention 
as academic and public health communities struggle to address persistent health 
disparities in access to and utilization of health care and the health outcomes among 
vulnerable populations, including racial/ethnic and sexual minorities [5–12]. Inno-
vative and methodologically robust approaches to prevention research that include 
authentic community engagement and partnership and CBPR are currently being 
undertaken within a variety of diverse communities and populations (as shown in 
other chapters in this book). However, why and how gay communities and their 
allies came together to respond to the HIV epidemic are important to examine and 
appreciate given the foundation that these initial responses have provided to the 
processes and practices of community engagement and partnership and what we 
now refer to as CBPR.

Gay communities organized and mobilized to identify and meet the needs and 
priorities of their own communities [13]. Many community leaders, lay com-
munity members, advocates, activists, and researchers involved in the earliest 
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HIV-prevention research and practice efforts were gay themselves [14]; they were 
members of the community and HIV was their priority. Much of the most innova-
tive and successful HIV prevention and prevention-research efforts sprang from 
the creativity of gay men and their allies, and these efforts developed by, for, and 
within gay communities tended to be highly culturally congruent [15]. These natu-
rally emerging community partnerships provided needed care; initiated meaningful 
community-based educational and prevention programs; advocated for both drug 
development and expedited drug trials; and developed, implemented, and evaluated 
prevention strategies in the community. In sum, gay men wanted to provide the 
much needed support and care to friends, neighbors, and other community members 
who were infected with and affected by HIV. Still relatively early in the epidemic, 
friends, neighbors, and other community members were literally dying around these 
first leaders; gay men and their close allies also strove to raise political awareness 
of and combat ignorance about both HIV and homosexuality. Too often, individuals 
with HIV were shunned by families and providers because of their disease and/or 
because they were gay.

In this chapter, we (1) review the role gay men and their allies have played in 
HIV-prevention research and practice over time as it relates to CBPR today, (2) 
review the roots and development of CBPR to identify its relevance and place in 
the present, and (3) point to new directions or courses for social action, commu-
nity-based prevention, and applications of CBPR to prevent HIV among gay and 
bisexual men, MSM, and transgender persons. Although there are important issues 
regarding HIV for gay men worldwide, our focus in this chapter is on the unique 
interaction between HIV-prevention research among gay men and the sociopolitical 
influences in the USA. Importantly, we focus on the response of gay men to provide 
a context of comparison to explore CBPR for the larger community of gay men in 
the USA. We note that allies of gay men, including lesbians and heterosexual men 
and women were important partners in this effort, and we do not intend to minimize 
the important contributions of those who stood with the gay men who were the ear-
liest casualties in the AIDS epidemic in this country.

CBPR, Gay Men, and HIV

CBPR evolved from action research, participatory action research, and other re-
search paradigms that include community engagement and participation throughout 
all or many phases of the research process, including research question conception, 
study design development and conduct, data analysis and interpretation, dissemina-
tion of findings, and action. Within a CBPR framework, the process ideally starts 
with an important issue (based in needs and priorities) as identified by members of a 
community themselves; includes the participation of the affected community in the 
design, implementation, and evaluation of the study; and ensures shared ownership 
of the products of research [16–20]. Thus, communities of gay men identified and 
implemented interventions and actions attempting to interrupt the spread of HIV. 
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Gay men, academicians, and health care providers examined these interventions 
and actions and other data through research and, in some cases, worked to build 
ongoing research efforts and health care services for gay men in their communi-
ties (e.g., Howard Brown Health Center in Chicago, IL, and the Gay Men’s Health 
Crisis [GMHC] in New York City). Taken as a whole, these actions embody many 
of the principles of CBPR and emerged as a natural bridge between (1) preventing 
further HIV infections and meeting the needs of and supporting those with HIV 
and (2) conducting sound science to help guide strategies to prevent infections and 
support needs.

Early in the HIV epidemic, gay men, along with notable allies, wanted “to 
do something,” because very little was being done outside of gay communities. 
In fact, it was not until 1987 that then-President Ronald Reagan used the word 
“AIDS” in public. By that time, more than 36,000 Americans had been diagnosed 
with AIDS and more than 20,000 had died. Worldwide, it was estimated that there 
were over 50,000 cases in more than 113 countries. Because of the slow response 
by the federal government, including the delayed allocation of resources for pre-
vention and treatment innovations and limitations on federal funding for HIV 
prevention that included sexual health promotion for gay persons [21, 22], much 
of the initial HIV prevention and care innovations were developed without federal 
support.

These early HIV-prevention efforts conducted by, for, and within gay commu-
nities were congruent with the values and principles underlying CBPR. Gay men 
and their allies partnered to identify the needs and priorities and develop, imple-
ment, and evaluate efforts to prevent exposure and transmission of HIV within their 
communities—among other gay men just like themselves. Some individuals from 
marginalized and vulnerable communities tend to become activist leaders in the 
identification of public health needs and priorities in their communities. This influ-
ence on the development, implementation, and evaluation of innovations to a public 
health challenge like HIV is an important factor in our discussion and a driving 
force behind CBPR that emerges as community activism focuses on prevention 
research needs.

As has been suggested, CBPR as an approach to research is not novel [12, 
23]. CBPR as we know it today has been conducted in the social sciences and 
used in approaches such as ethnography and health education at least as early 
as the 1940s and 1950s [24, 25]. These early versions of CBPR were not con-
ceptualized and categorized as CBPR, yet they employed the underlying values 
and principles that are now synonymous with CBPR. Furthermore, collaborative 
partnerships for community health promotion have been documented as early as 
the 1970s [26], and community–academic partnerships may have been used but 
are not well documented earlier than that. Community engagement and partner-
ship and CBPR may be under-articulated in earlier prevention research because 
of the lack of recognition of its methodologic strengths and dominance of claims 
to science generated by traditional approaches to research (e.g., randomized 
controlled trials).



59

Evolution of CBPR in Public Health and Social Science

CBPR can claim philosophical roots to the mid-twentieth century if not before [12, 
16, 25]. As with CBPR overall, CBPR within HIV-prevention research for gay men 
(and other vulnerable, disenfranchised, marginalized, or oppressed groups) has 
strong ties to the work of Paulo Freire, as is often cited in historical reviews of 
CBPR [12, 16, 27, 28]. Freire (1973) advocated for the empowerment of vulnerable, 
disenfranchised, marginalized, and oppressed populations to drive social change 
from within rather than as advocated from the outside by outside others or by those 
representing, and having much to maintain by, the status quo. In the tradition ex-
emplified by Freire’s work, the importance of gay men’s involvement in HIV-pre-
vention research was crucial in maximizing the representation of the self-interests 
of gay men. This emphasis of empowered communities speaking for themselves 
and “being heard” crossed multiple disciplines in the social sciences and education 
[29–31] and provided an accepting environment within which gay men (including 
those within academic and research communities) could lead a community-driven 
research agenda and community action.

It is no stretch of the imagination to claim that CBPR is rooted in the long-
standing tradition of inquiry known as ethnography, as exemplified by the work 
of Sol Tax, an anthropologist who conducted ethnographic research with the Fox 
(Meskwaki) Indian Tribe beginning in the 1930s and, in the following two decades, 
developed the Fox Project to help the research participants to achieve their own 
goals [24]. Thus, this collaboration or partnership was at the forefront of action 
research [32]. Similarly, in the case of HIV-prevention research, some gay men, 
sometimes with allies, initiated prevention research within their personal and/or 
professional lives and within the communities in which they lived and worked. 
They wanted to improve the lives and prevent further exposure and transmission 
among those within their community who were living with and at risk for HIV 
[33–37].

Interestingly, as we so often see in CBPR, the ethnography as action research 
conducted by Tax with the Fox Project depended on an outsider embedding himself 
within a community to get a greater understanding of insider perceptions, needs, 
and priorities. In such situations, an outsider may work closely with community 
insiders in authentic partnership. In contrast, HIV-prevention research within gay 
communities often was, and in some instances continues to be, characterized by gay 
men who are more or less insiders in the communities in which they worked. They 
tended to be friends, lovers, partners/spouses, business associates, health care pro-
viders, customers, patients, etc. of those within gay communities [14]. Combining 
outsider conduct of ethnographic research and insider conduct of community-driv-
en action research has produced the most successful CBPR because together, these 
two approaches blend diverse perspectives, experiences, and insights to develop 
more informed understandings of health and health-related phenomena, community 
needs and priorities, and culturally congruent strategies for action to effect com-
munity health [12, 38–42].

4  Gay Community Involvement in HIV and STD Prevention
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Gay Community Involvement in HIV-prevention Research 
and Practice

Ongoing stigma and related sociopolitical influences played a clear role in further 
maintaining gay communities as the main drivers of HIV-prevention research and 
practice among gay men. As HIV emerged as a public health threat in the USA, 
efforts to focus on gay men as the largest demographic population at risk were 
hampered by federal restrictions on use of funds for gay men [13, 21]. Thus, com-
munities affected by the emerging pandemic took on the task of intervening without 
outside support. In so doing, prevention research was conducted as a necessity to 
provide information for action.

Early in the epidemic, many gay men across the country mobilized and em-
braced safer sex as a social practice or community norm to reduce exposure to and 
transmission of HIV [33, 36, 43–47]. For many men, it was a choice between life 
and death. This response was not engineered or even led by public health; rather, 
it was indigenous. Perhaps many gay men comprising this indigenous response to 
HIV had similar values to those extolled by Callen and Berkowitz when they devel-
oped and disseminated their historic pamphlet “How to Have Sex in an Epidemic,” 
which outlined strategies to avoid contracting the as-yet-unknown infectious agent 
through sex [14, 48]. Though not prevention research, the dissemination of this 
book and other interventions developed by and for gay men at risk for HIV trans-
mission can be seen as an antecedent and a beginning to a structure that facilitated 
the development of CBPR in gay communities. Gay men developed sensibilities 
about prevention and mobilized and organized a response to the threat of the disease 
itself, a disease that had the potential to completely wipe out gay communities, as 
well as to lead to draconian public health measures (e.g., quarantine), should viable 
alternatives not be demonstrated.

Thus, the early response to the pandemic within gay communities featured edu-
cation and support in the form of forums, workshops, small-group support and dis-
cussion groups; dissemination of messages through informal social networks; and 
modeling of safer behaviors. Social support was coordinated informally for affected 
community members who had challenges with activities of daily living, and case 
management for care was established where care was extremely expensive and/
or hard to navigate. Informal caregiving was transformed into community-based 
organizations like the GMHC, the first AIDS-service organization in the country. 
GMHC formalized and expanded one-on-one support to persons with HIV into 
what became to be known as “buddy programs”—which probably can be called 
the core service of early AIDS-service and HIV-focused community-based orga-
nizations. Buddy programs were initially community-based programs designed to 
meet the needs and provide those with HIV social support through telephone calls, 
home visits, meals, and other support with activities of daily living. The idea of 
these types of programs came about as some families, friends, coworkers, and even 
providers were fearful of being close to those with HIV. Many persons with HIV 
and their caregivers (e.g., lovers, partners/spouses, and friends) were abandoned by 
some within their social networks, and some feared disclosure.
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Some of these congregate programs also have been described as gay community-
building through the construction of collective community identities and social sup-
port as key components of prevention [49]. Institutions like GMHC were formed 
by gay men and their allies to support the community in fighting AIDS. These com-
munity structures themselves and can be viewed as both agents and outcomes of 
prevention action.

Advocacy was done by formal organizations like GMHC as well as through 
informal social movements like ACT UP (the AIDS Coalition to Unleash Power). 
The role ACT UP played in treatment advocacy is well acknowledged [50]. Fur-
thermore, AIDS Project Los Angeles (APLA), another formal organization that had 
emerged similarly to GMHC, was perhaps among the first to notice and report, due 
to its routine client survey process, that persons with AIDS were living longer; this 
longevity soon was known to be the result of more effective treatments [51].

As mentioned previously, many of the early efforts to respond to the HIV epi-
demic involved gay men and their close allies. For example, Michael Quadland, 
who had a master’s degree in public health and a doctorate in psychology had strong 
ties to the gay community in New York City and was a prevention researcher and 
founder of the GMHC clinical program. Dr. John L. Martin, PhD, a gay man with 
AIDS working at Columbia University, established a pioneering community sam-
ple of gay men in New York City to study the effect of HIV/AIDS longitudinally. 
He was one of the first to identify successful HIV harm-reduction strategies used 
among MSM (e.g., cessation of receptive anal intercourse and reduction in number 
of sexual partners) and the effects of AIDS-related bereavement on psychologic 
distress among gay men [52, 53]. David Ostrow, MD, PhD, also a gay man living 
with HIV, was instrumental in initiating the Multicenter AIDS Cohort (MAC) study 
[54]. Enrollment in MAC began in 1984 and was designed to follow men who 
were either HIV negative or positive to explore the natural history of HIV, identify 
risk factors for occurrence and clinical expression of the infection, and establish a 
repository of biologic specimens for future study [55]. Among his many contribu-
tions, Sociologist Martin P. Levine, another gay man with AIDS, consulted with the 
pharmaceutical company Burroughs Welcome to support HIV-prevention research 
and advocacy for gay men [56].

These are just a few of perhaps thousands of examples of gay men and their al-
lies who led the charge, and continue to contribute heavily, to HIV prevention and 
care in the USA (and around the world). They exemplify community insiders who 
mobilized and organized to take and promote action.

Even we, as authors of this chapter, became involved in the epidemic as gay men 
who wanted to contribute our talents, perspectives, experiences, and insights to con-
tribute to HIV prevention and care. Although today we are doctoral-level research-
ers, we came from a place within a community where friends, partners, and family 
were affected by HIV. Dr. Rhodes (third author of this chapter), for example, was an 
undergraduate in college when then US Surgeon General C. Everett Koop published 
and sent to every US household an 8-page brochure about HIV/AIDS transmission, 
including the role condoms can play to reduce HIV exposure and transmission. 
When he read the plea on the back page of the brochure for volunteers to provide 
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education and support within their local communities, he felt a sense of duty to sup-
port other gay men. He volunteered for a local AIDS service organization in Colum-
bia, South Carolina. It was this initial step that lead him to channel his community 
activism as an out gay man into work as a health educator at the Whitman Walker 
Clinic in Washington, DC, after he graduated college. In time, he earned a PhD to 
meet community-identified research needs and priorities and fill HIV-prevention 
research knowledge gaps through community engagement and partnership.

Overall, from the beginning of the HIV pandemic, gay men have been at the 
forefront of prevention and advocacy efforts, with involvement as city, county, state, 
and federal employees; as those making funding decisions and working on public 
health prevention efforts at all levels; as leaders in advocacy, AIDS-service and 
community-based organizations, and coalitions; and as academics and researchers 
at other types of institutions, which overlap AIDS-service and community-based 
organizations, in some cases. In addition, gay men also have participated in all 
levels of prevention research, from scientists to project managers, data collectors, 
and those whose lives, experiences, mental processes, behaviors, and bodies have 
been researched. Their involvement continues. As stated earlier, these early efforts 
were not referred to as CBPR, but in retrospect, met many if not all of the principles 
of CBPR from community identification of the research question or need through 
community input on all aspects of research.

The Federal Role, the Availability of Funding,  
and Intervention Science

Most likely resulting from community mobilization and organization at multiple 
levels reaching multiple audiences, the earliest federal prevention program fund-
ing called for community-based prevention programs and demonstration projects 
to include collaboration with affected communities (e.g., gay communities) [57]. 
Early demonstration projects were predicated on public health authorities establish-
ing and using community-based organizations as collaborative partners [58, 59]. 
Whether the demonstration projects were actually based in collaborations with gay 
(and other) communities and were participatory is not clear, but there was much em-
phasis on ethnic and racial minorities and less emphasis on prevention within gay 
communities [60]. Furthermore, we know that the values and principles of CBPR 
as currently articulated were not adhered to. In 1989, the US Centers for Disease 
Control and Prevention (CDC) began to directly support AIDS-service and commu-
nity-based organizations doing prevention work in the USA [58]. Prior to this, local 
health authorities had supported such programs as they continue to do today, mostly 
through funds provided by CDC cooperative agreements to health departments.

As funding became more available through the CDC, the National Institutes of 
Health, and foundations, prevention research became more academic than com-
munity driven and prevention efforts became more top–down. However, by the 
early 1990s, some researchers were moving toward developing interventions and 
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programs that relied on the structure of the gay community and, in so doing, be-
gan moving toward a greater emphasis on engaging community members in the 
process and intervening at a community level. Community-level interventions and 
programs were highlighted rather than CPBR; however, some of these efforts would 
be considered aligned with CBPR values and principles.

For instance, Kelly and colleagues identified key popular opinion leaders within 
gay communities in several small cities in an intervention study that today would re-
flect some of the values and principles of CBPR [61]. Although the popular opinion 
leaders did not participate fully in all facets of the research from beginning to the 
end, the researchers engaged gay men from the local community to deliver the cog-
nitive behavior-change intervention, which was designed by Kelly and his team of 
researchers and practitioners. These popular opinion leaders were identified as key 
community assets that could positively effect behavior change. Thus, there was a 
growing recognition of the importance of community involvement and buy-in in in-
vestigator-initiated research; this recognition reverberated into prevention research 
within other communities that were and are disproportionately affected by HIV.

The Mpowerment intervention, widely disseminated by the CDC as an inter-
vention for young MSM, is largely the brainchild of a gay man living with AIDS, 
Robert Hays (working with Susan Kegeles and others) [62, 63]. The Mpowerment 
intervention, further described in Chap. 11, is perhaps the most clearly community 
focused of all the interventions included in the Diffusion of Effective Behavioral 
Interventions (DEBI) Project in terms of its guiding principle of building supportive 
and healthy communities for young gay men. Mpowerment was developed by re-
searchers, some of whom came from the larger gay community, focused on commu-
nity health issues for young gay men, and relied heavily on community engagement 
and mobilization working with community organizations. The DEBI Project, also 
outlined in Chap. 11, is a CDC initiative that identifies interventions meeting CDC-
established criteria for research-based evidence and generates materials intended 
to support widespread uptake and implementation of these interventions in com-
munity-based, programmatic, nonresearch-oriented contexts. These interventions 
were not widely implemented in the USA until 2004, when the CDC embraced the 
dissemination of evidenced-based, behavioral risk reduction interventions. Regret-
tably, this implementation occurred late in the pandemic. Was this CBPR? It cer-
tainly meets some criteria for CBPR in retrospect were it presented as such today. It 
was developed by researchers some of whom came from the larger gay community, 
focused on community health issues for young gay men, and relied heavily on com-
munity engagement and mobilization working with community organizations.

Blurred Boundaries: Gay Community and CBPR

There is always the question of community and community identity. CBPR can 
focus on gay men in a particular geographic community. At times, gay men might 
be a predominant demographic category for a community such as West Hollywood, 
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California, or Wilton Manors, Florida. At other times they may be a minority group 
in a community, but we can still focus CBPR on a particular community within a 
larger community. For example, HIV-prevention CBPR with Latino gay and bi-
sexual men and MSM is being conducted in North Carolina [19, 20, 39, 40, 42]; see 
also Chap. 7. Furthermore, the use of CBPR approaches is influenced by whether 
the focus of community is on (1) geographic or neighborhood communities charac-
terized as gay communities by virtue of their majority gay-identified demographic, 
(2) geographic or neighborhood communities where gay men (perhaps including 
nongay-identified MSM) are a minority component, (3) gay subcommunities (e.g., 
leather, bear, bareback, online Internet, and app-using men) that may share identity 
or geographic or virtual space, or (4) a larger gay identity at a regional, national, or 
international level.

Initial responses to the onslaught of HIV/AIDS by gay communities and gay 
persons within existing social structures (e.g., politics, medicine, and social and 
other sciences) preceded the more academic interests of funded HIV/AIDS-pre-
vention research. Then, as now, there were gay men who were politicians, doctors, 
writers, celebrities, researchers, activists, etc., and some (for instance Randy Shilts 
[http://www.nndb.com/people/295/000177761/] and Cleve Jones [http://www.
clevejones.com/mainmenu.htm] among many others) were able to use their posi-
tion to bring attention to HIV prevention and care. Intense interest by concerned 
scientists, politicians, and others regardless of their sexuality was influenced and 
informed by those gay men who were part of the existing social structure, driving 
the research agenda from within the community. Early academic interests in HIV 
prevention and care often ran parallel to community interests or simply documented 
and explored community responses [45, 64]. Those responses were often untested 
interventions and programs, which, in time, became natural experiments. Though 
not CBPR, such responses were community-based intervention and were at times 
analyzed as prevention research or were further developed as prevention research 
or evaluation projects. Such interventions and programs included buddy programs 
(as previously described); peer navigation (use of trained health advisors to help 
their peers reduce HIV exposure and transmission); outreach and education; advo-
cacy and social action promoting social, political, and structural (environmental) 
changes; condom-use strategies; small-group support groups; case management 
for higher-risk individuals; and, more recently, positional harm-reduction or harm-
minimization strategies (e.g., anal insertive and oral receptive). Again, though not 
identified as CBPR, some of these projects would meet some CBPR criteria as 
research developed with and engaging gay communities in prevention research, ac-
tion, change, or a combination of the three.

As an example, early in the HIV epidemic, both San Francisco and New York 
City governments sought to close bathhouses, commercial establishments that 
promote social and sexual networking among MSM. Eventually, these two city 
governments took a negotiated approach, working with bathhouse owners, manag-
ers, and staff and representatives from local communities to make environmental 
changes to the actual bathhouse space to limit opportunities for unsafe sex. These 
sometimes contradictory policies became natural experiments. In San Francisco, 
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doors were removed from private rooms within bathhouses to eliminate privacy 
and thus limit secluded areas where sex might occur. In New York City, bathhouses 
eliminated public spaces where unsafe sex might occur [65]. Although neither poli-
cy was found to be effective in reducing risk behavior, such community engagement 
in responding to the threat of HIV created an opportunity for those from academics 
and public health to collaborate with members of a community who were already 
heavily engaged in meeting community needs and priorities. Although not CBPR 
projects, these natural experiments included input and action from the gay commu-
nity and other principles of CBPR.

Funding Prevention, Politics, and Communities of Identity

As a result of a socially conservative US Congress and its passage of the Helms 
Amendment in 1987, federal agencies were restricted from funding any research 
that might be considered as “promoting homosexuality and promiscuity.” The 
Amendment prohibited the CDC from funding AIDS programs that “promote, en-
courage or condone homosexual activities.” The Senate passed it, 96 to 2. Only 
47 House members resisted this homophobic action and opposed the Amendment. 
Unfortunately, the Amendment negatively influenced prevention research and pub-
lic health through the early 1990s, undeniably resulting in insubstantial funding 
for HIV prevention specifically within gay communities [66], and thus, reducing 
prevention efforts among gay men and increasing lives lost to HIV.

Not surprisingly, however, besides the ongoing effort for gay communities to 
mobilize and meet the prevention needs of their own communities, much funding 
for HIV prevention initially arose from members of gay communities themselves. 
Despite socioeconomic status, gay men and their close allies donated large amounts 
of money to AIDS-service and community-based organizations. Some spent their 
own money to provide direct prevention services (e.g., purchasing and distributing 
condoms); fund their own research (e.g., providing incentives for participation); 
and provide support directly to those with HIV (e.g., purchasing food, clothing, 
transportation, and drugs). Interestingly, this move toward funding by those who 
identified as gay may have enhanced a focus of prevention and prevention research 
on identity-based risk reduction rather than one based solely on behavior [66]. Iden-
tity-based risk implies that gay men are at risk for HIV because they self-identify as 
gay; whereas behavioral risk implies that it is not how someone identifies but rather 
what they do behaviorally that puts them at risk for HIV.

Thus, prevention research, including that based on the values and principles as-
sociated with CBPR, was not immune to the well-documented stigmatization of 
same-sex behavior—that gay men are at risk simply because of their same-sex sex-
ual practices rather than their exposure to the HIV pathogen [33, 35, 66]. Although 
early advocates and researchers, including those from the gay community, worked 
to frame risk around behavior (thus resulting in the emergence of the term MSM), 
CBPR focuses on community as a unit of identity [27]. The focus on behavior, 
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as opposed to identity, implies that by reducing HIV to behavior, how members 
of communities identify themselves and their characteristics tied to their identities 
were not important. However, the pendulum is swinging, as some have found that 
for some communities, identity as a gay man may be key to HIV prevention and 
risk reduction [18, 19, 39, 40, 42, 67]. The change in nomenclature from MSM is 
controversial in some circles, as MSM has itself become a label for identity, even as 
it was developed to clearly label behavior rather than identity [68]. Overall, CBPR 
emphasizes local relevance and meaningfulness.

CBPR as an Approach for Action

CBPR is, by its very nature, action oriented; it is research conducted in response 
to a public health challenge, such as an increase in the rate of disease or health 
disparities among vulnerable populations. CBPR is not about knowledge genera-
tion for its own sake; it is designed to generate knowledge for action [6, 12, 19, 20, 
27, 69]. In the case of the emergence of the HIV pandemic, people were dying, and 
little was being done; there was a health crisis in which gay men were carrying a 
disproportionate burden yet they were also part of a stigmatized community, fac-
ing discrimination, with little “power.” Thus, gay men first mobilized, organized, 
and acted independently setting the stage for prevention research efforts that would 
follow. It makes sense that members of communities must be fully engaged and 
broad partnerships with members with diverse perspectives, experiences, and in-
sights must be built, harnessed, and maintained. Furthermore, methods most often 
associated with CBPR are often geared toward community mobilization, empower-
ment, and ecologic validity to improve community health. The evolving responses 
to the epidemic set the stage for prevention research that was enmeshed with gay 
community action, organization, and engagement.

We have spent a great deal of this chapter describing and discussing the history 
of community engagement and partnership by gay communities early in the HIV 
pandemic, and we now turn to a more current example of engagement and partner-
ship. We describe how representatives from federal, state, and local public health 
programs and community partners, including those from AIDS-service and HIV-
focused community-based organizations, gay community centers, and advocacy 
organizations, among others, mobilized and organized around a national syphilis 
epidemic. Although this example is not solely HIV focused, the links between syph-
ilis and HIV are clear, and the community described is the community of gay and 
bisexual men and other MSM.

Syphilis Among Gay and Bisexual Men and MSM

Data show that primary and secondary syphilis rates continue to increase among 
gay and bisexual men and MSM, who account for more than 70 % of all persons 
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with infection [70]. During the 1990s, syphilis primarily occurred among hetero-
sexual men and women of racial and ethnic minority groups. However, the tide 
shifted and cases began to increase among gay and bisexual men and MSM [34]. A 
growing number of these cases have been reported among young gay and bisexual 
men and MSM, with the highest rates being found for MSM 20–29-years old [70].

Although the health problems caused by syphilis in adults are serious in their 
own right, it has been shown that the genital sores caused by syphilis make it easier 
to transmit and acquire HIV infection sexually. There is an estimated twofold to 
fivefold increased risk of acquiring HIV if exposed when syphilis is present, and 
studies have also shown that syphilis will increase the viral load of someone who 
is already infected with HIV. These facts are especially concerning, as data from 
several major US cities suggest that about four in ten MSM with syphilis are also 
infected with HIV [34]. Thus, it is critically important to better understand syphilis 
exposure and transmission among MSM in order to decrease the rates of subsequent 
HIV infection.

Rapid Ethnographic Assessments: A Method of Qualitative Data 
Collection, Analysis, and Interpretation

Rapid ethnographic assessment is a team-based method of rapid qualitative data 
collection often used to assess program needs, inform intervention develop-
ment, and provide feedback to policymakers [71–74]. Based on ethnographic 
principles of eliciting an understanding or description of the problem from the 
perspective of community-engaged insiders, rapid assessments are particularly 
useful to better understand the health and well-being of what are commonly re-
ferred as “hidden” or “hard-to-reach” communities and populations. Members 
of these communities and populations may only be hidden from or hard-to-reach 
by traditional, outside researchers and practitioners. As a methodology, rapid as-
sessments have a long history of success in international public health and have 
been used in recent years in numerous countries to document and describe the 
HIV and sexually transmitted disease (STD) prevention needs of sex workers 
and clients, as examples [75–78]. Methodologies applied to promote community 
engagement and input at multiple points in ethnographic action research can be 
synchronous with those of CBPR.

Between 1998 and 2005, CDC scientists conducted one consultation and seven 
rapid ethnographic assessments to understand a resurgence of syphilis within com-
munities of gay and bisexual men and MSM. Particularly concerning was that many 
of the men infected with syphilis were men with preexisting HIV infection, a find-
ing that indicated that these men were not using precautions to reduce HIV exposure 
and transmission. The ethnographic assessments were conducted in Los Angeles, 
California; Seattle, Washington; Philadelphia, Pennsylvania; Fort Lauderdale, Flor-
ida; suburban Washington, DC; Portland, Oregon; and suburban Chicago, Illinois. 
Respondents were approached at public venues or interviewed by appointment at 
agencies providing health or community services to gay men. These assessments 
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used standard research protocols for the collection of scientific ethnographic data 
[34]. However, the intent of these assessments was based on implementation of a 
public health response to disease. As such, these investigations were deemed to be 
public health responses rather than research as defined by federal guidelines for 
distinguishing between research and nonresearch [79].

All aspects of the rapid ethnographic assessments—from planning through data 
collection, data analysis and interpretation, report development, recommendations, 
and implementation—were undertaken as a collaborative effort among representa-
tives from federal, state, and local public health programs and community part-
ners, including those from AIDS-service and community-based organizations, gay 
community centers, advocacy organizations, and patient advocates, among others. 
These partners worked together to plan and implement the assessments and col-
laborated on data analysis and interpretation. Because of the infrastructure that has 
developed around HIV prevention, the assessments often began through work with 
existing community planning groups, commonly known as “CPGs.” CPGs are com-
posed of representatives from service providers, state and local health departments, 
and other community members who work cooperatively to develop comprehensive 
HIV-prevention plans for their regions and/or states. (CPGs are further described 
in Chap.  9.) Additional representation from community members and agencies 
was sought; additional leaders, community members, and entities were identified 
through the process of conducting the assessments; and many of these individu-
als were engaged in the process as well. Throughout the process, the ethnographic 
methodologies of working with the data and the public health activities of commu-
nity engagement matched many of the methods, values, and principles considered 
to underlie CBPR [27, 34, 80]. As with other examples we present, though meet-
ing criteria for CBPR, this scientific work was conducted without being defined as 
CBPR.

The rapid ethnographic assessments provided information about gay and 
bisexual men’s and MSM’s sexual risk and social responses to HIV, syphilis, 
STDs, and sexual health overall, and greater understandings of formal and infor-
mal community leaders and local public health systems, including government 
and community agencies. This work resulted in key, concrete actions that were 
grounded in the needs of the communities affected as determined by the collab-
orative partnership working on the assessment. These actions were implemented 
to improve public health prevention services (and thus community health) in 
each local community. For example, one county health department collaborated 
with community leaders and a local community-based organization to provide 
clinical STD services in a designated neighborhood gay men’s health clinic that 
was characterized as a commercial, social, and residential center for gay com-
munities [34]. Furthermore, the Los Angeles County Jail modified its regulations 
to allow condoms in the holding area for incarcerated gay men when the rapid 
assessment there showed that a lack of condoms contributed to increases in STDs 
among the inmate population [80].
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Future Directions of CBPR for HIV Prevention Among 
Gay Men

One of the clear impacts of HIV among gay men on CBPR is the historical legacy 
of prevention research driven by community members. That legacy encourages us 
to consider how well our research and practice represent the voices of those we 
work with and for and whether the result of our work is truly addressing the needs 
and priorities of community members and populations [35], as opposed to our own 
needs and priorities. As researchers and practitioners, we often have needs and pri-
orities that compete with authentically engaging with communities. It takes careful 
reflection to ensure that our work comes from and has meaning for the communities 
we work with and serve. CBPR is grounded in the voices and experiences of com-
munity members and moves away from a more colonial and privileged view of the 
scientist as the sole generator and proprietor of knowledge and the primary expert 
on topics that, in reality, are known best by community members. CBPR moves to-
ward engagement, inclusivity, and participation by all, including community mem-
bers, organization representatives, business owners and staff, and researchers, to 
bring diverse expertise to promote community health and prevent disease.

However, there is a risk of losing a critical element of CBPR that was clearly ex-
emplified in the gay community’s initial mobilization and organization around HIV; 
this critical element is action. As CBPR becomes more embedded within academic 
and research institutions, researchers may pursue basic and theoretical research and 
pay less attention to action to promote positive community change. Although basic 
research and a strong theoretical framework are valuable and an understanding of 
best processes (as opposed to practices) of CBPR can be beneficial [81, 82], the 
loss of a focus on health-promoting action should be considered with attention to 
all of its ramifications. Early HIV-prevention research within gay communities was 
action oriented by necessity because members of the community were dying. There 
was no time to lose; immediate action was called for. At its core, CBPR implies that 
the research conducted will result in actions to address the needs and priorities of 
communities and improve their health; however, there seems to be some slippage as 
CBPR gains in its use and popularity among researchers. We contend that there is 
a need to ensure that CBPR is synonymous with action, within HIV or other health 
issues. In fact, at the very foundation of CBPR is maintaining an eye on action 
and how knowledge gained can be used to reduce and eliminate health disparities 
explicitly. This explicit action goes beyond HIV. Action is the goal of CBPR when 
applied to other health issues facing vulnerable populations.

Rationale Underlying CBPR Within HIV Prevention

Besides the inherent values of inclusion, self-determination, and democracy 
associated with CBPR, a basic reason for the careful use of CBPR, which often 
resonates with traditional paradigms, is the increased ecologic validity of research 
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and resultant health-promoting and disease-preventing actions (e.g., interventions, 
programs, and policy changes). Including multiple perspectives and their triangula-
tion are important to this end [12]. It has been suggested that CBPR picks up where 
traditional outside-expert approaches to research and community health promotion 
fall short. As has been noted, “The model of prevention science advocated by the 
Institute of Medicine [83] …fails to consider community and organizational ca-
pacity to implement programs, ignores the need for congruence in values between 
programs and host sites, displays a pro-innovative bias that undervalues indigenous 
practices and assumes a simplistic model of how community organizations adopt 
innovations” [38].

The frequently lauded, dominant, and domineering approach to traditional sci-
ence-based intervention development that relies on controlled lab experiments or 
statistical and/or physical control through random assignment is increasingly rec-
ognized as untenable with dynamic sociocultural phenomena such as human sexual 
behavior, social change, and human services. These are not relatively inert physical 
phenomena that are reliably or validly controlled for in an artificial environment, 
and relevant environmental factors may not be conceptualized and/or incorporated 
in these studies. A robust method of research is needed to discover highly relevant 
but otherwise unidentified factors and to develop actions that have higher likelihood 
of fitting with the lived, highly dynamic sociocultural environment and affecting 
the most robust and relevant determining factors of these social phenomena, like 
aspects of human sexuality.

CBPR can address these needs and promises deeper understanding [12, 18, 
19]. Community-grounded, and even community-driven, prevention research 
bears promise to overcome translational problems. If the need for translation 
and translational research can be reduced through research conducted in the real 
world in which translation occurs and is necessary to have a significant impact 
on public health, the so-called time to market can be reduced and that impact 
can be realized and maximized. Too often, interventions and programs deemed 
innovative are not really innovative when they arrive to communities, perhaps 
because the sociocultural environment has changed so much during the time to 
market that the prescribed actions no longer resonate with the experiences of 
community members.

Ongoing and structural (not just community-embraced and community-
placed, but community-embedded), CBPR is meant to be sustainable and, hence, 
to build capacity [12, 15]. In addition to promises for greater ecologic validity, 
translational potential, and capacity building, there are other, not dissimilar, 
reasons for CBPR, such as its promise in helping (1) to locate members of com-
munities and populations who may be considered hidden and difficult to reach by 
researchers and other community outsiders; (2) to establish rapport for ongoing 
engagement, recruitment, and retention; and (3) to motivate community mem-
bers to feel empowered to be part of the effort to meet their own priorities, build 
their own and their community’s capacity, and access and utilize their unique 
insider knowledge, etc.
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Discussion and Conclusion

The advocacy of gay men and organizations related to HIV prevention and treatment 
continues to have far-reaching influence for HIV and other health issues, from breast 
cancer and health care reform [84] to changes in FDA regulations regarding access 
to investigational drugs [85], and mental health services [86]. Some of these influ-
ences are well documented. Boehmer points out the relationship of feminism and 
women’s movements as an influence on AIDS activism, which in turn influenced 
breast cancer. Lesbians and other women who were AIDS activists brought their 
experience and expertise to breast cancer activism [87], politicizing breast cancer as 
ACT UP did with AIDS and modeling the breast cancer quilt after the AIDS quilt, 
as examples [88]. It is clear that gay men in the USA were responsible for incredible 
social action and change to better understand the HIV pandemic as it first emerged, 
and for developing prevention interventions, programs, and strategies to meet the 
needs and priorities of their own communities. They, and their allies, laid the foun-
dation and have built structures for HIV-prevention programs, prevention research, 
and evaluation. They have been the subjects of and advisors to still other HIV-pre-
vention programs and prevention research; as has been noted, “They [gay men] 
have served as researchers, study subjects, community participants, and fundraisers, 
and have advocated for flexible, rapid, and inclusive study designs and regulatory 
approaches” [14]. We do not discount the contributions of those from nongay com-
munities; however, the historical example of HIV prevention by, for, and within gay 
communities exemplifies the values and principles underlying CBPR.

The example of gay men and their close allies engaged in prevention and control of 
HIV and the direct threat it posed is compelling; however, the implications for CBPR 
are not entirely transferable. We have illustrated CBPR as an emergent community-
driven process and in so doing, added to an understanding of the range of community 
involvement in CBPR by providing a case in which members from within the com-
munity itself engaged in most, if not all, aspects of prevention-research development; 
financing and fundraising; intervention development, implementation, and evaluation; 
study participation; and data analysis, interpretation, and dissemination. For the most 
part and especially early in the pandemic, gay men and their close allies were not part-
nered with community outsiders. Although community-driven research of the type that 
we have described has had an important effect addressing HIV exposure and transmis-
sion within gay communities, influencing drug development policy, and serving as an 
example of community activism for other diseases; it raises additional questions as to 
the role of communities in CBPR and the definition or identification of CBPR.

Other diseases and health concerns have their own unique characteristics that 
influence the role of communities, scientists, research participants, funders, and 
others involved in health research and action. What are the optimal roles for these 
individuals, institutions, and communities? What can we learn by examining the 
structure of CBPR in terms of those involved in all its aspects from generation of 
ideas to implementation and beyond? An examination of these and other questions 
about how CBPR is carried out might help to ensure that such research meaning-
fully addresses the health concerns of individuals and their communities.

4  Gay Community Involvement in HIV and STD Prevention
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Innovations and Challenges in Partnerships 
across the Integrated Transitions Model

Amanda E. Tanner, Morgan M. Philbin and Alice Ma

S. D. Rhodes (ed.), Innovations in HIV Prevention Research and Practice  
through Community Engagement, DOI 10.1007/978-1-4939-0900-1_5,  
© Springer Science+Business Media New York 2014

The period of adolescence, defined by the Society for Adolescent Health and Medi-
cine as ages 10–25-years old [1], involves immense physical, biologic, and cogni-
tive changes, including rapid maturation, experimentation, and risk [2]. Provision 
of health care for adolescents remains challenging and complex, as it encompasses 
general medical needs and factors specific to cognitive and psychosocial devel-
opmental phases. Accordingly, adolescent medicine emerged as a subspecialty of 
pediatrics to address many of the developmental issues and social needs unique to 
adolescence [3, 4]. A purely physiologic approach is insufficient for comprehensive 
adolescent health; instead, a psychosocial, holistic orientation that maximizes ado-
lescent development and health is necessary to address the complexities that char-
acterize adolescence [3]. Adolescents must manage new physical and emotional 
challenges, maintain healthy bodies, and learn skills and responsibilities needed for 
adulthood (e.g., obtaining jobs).

The physical, emotional, and social changes typical of adolescent development 
also can heighten their risk of HIV exposure and transmission [2]. For instance, the 
developing adolescent brain can limit what some may label as responsible deci-
sion-making, thereby increasing sexual risk behaviors without the adolescent fully 
considering longer-term consequences [2, 5]. Thus, HIV-related research and inter-
vention and program development, implementation, and evaluation must consider 
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adolescent-specific issues such as brain development (e.g., abstract thinking skills), 
assent and consent (e.g., being under 18-years old and parental consent), insurance 
(e.g., public and parents’), and disclosure (e.g., to parents and to current and poten-
tial sexual partners) [6, 7]. Interventions and programs must further be tailored to 
the contexts and communities in which adolescents live.

In the USA, the incidence of HIV is rapidly increasing among adolescents and 
young adults 15–24-years old [2]. Approximately 56,300 Americans become HIV-
positive each year; of these, 34 %—or approximately 19,000—are 13–29-years old 
[8]. In 2009, an estimated 8,294 adolescents and young adults between 13- and 
24-years old were diagnosed with HIV infection in the 40 states with long-term 
HIV reporting [9].

High rates of HIV among adolescents, coupled with the typical developmen-
tal processes of adolescence, suggest that HIV-prevention efforts are essential for 
both adolescents at risk for HIV acquisition and those who have HIV [2]. Primary 
prevention interventions focus on preventing HIV exposure and transmission to 
uninfected adolescents to keep them negative and increase their self-protective be-
haviors and skills [10, 11]. These types of interventions can take various forms, 
including biomedical approaches such as clinical trials to evaluate HIV-preventive 
vaccines, microbicides, and preexposure prophylaxis and behavioral methods to 
increase condom use and reduce numbers of partners [10]. Secondary prevention 
serves to minimize, alleviate, or prevent health and psychologic consequences 
among adolescents with HIV [11] and examine behavioral and therapeutic inter-
ventions, ideally at earlier stages of infection, to prevent disease progression [10]. 
Secondary prevention can also be designed to preserve both the health of adoles-
cents with HIV and the health of their potential sexual partners, including test-and-
treat initiatives [12] and disease management strategies such as earlier initiation of 
antiretroviral therapy (ART) [10].

Both primary and secondary HIV-prevention and -care efforts for adolescents 
should consist of interdisciplinary collaborations that address the complexity of the 
population and comorbidities, as well as mental, psychiatric, and neurocognitive 
disorders [10]. Partnerships among academic researchers; representatives from edu-
cational and testing organizations, health departments, clinics, and other commu-
nity-based organizations (including youth-serving organizations); and adolescents 
themselves are essential. These partnerships can encourage innovative strategies 
that address adolescent-specific issues related to HIV prevention, diagnosis, and 
care, as well as cultural norms and gender role expectations particular to adoles-
cents, their developmental stage, and their local communities. Such collaborations 
can increase understanding during exploratory and formative evaluation phases, 
inform the development of interventions and programs that are most relevant to 
adolescents, and increase the likelihood that interventions and programs will be 
implemented, found to be effective, and sustained (if warranted) by communities. 
Prevention programs may benefit from partnerships between academic researchers, 
clinicians, and other providers and youth-serving organizations to address the sub-
stantial adolescent-specific barriers that they may experience, including their feel-
ing invincible to HIV (or perhaps more precisely a willingness to “play the odds”), 
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discomfort communicating about sexual issues, unfamiliarity with care systems, 
and limitations with transportation [13–15]. Some academic researchers, clinicians, 
and other providers partner directly with adolescents, whereas others partner with 
youth-serving organizations.

In this chapter, we use the integrated model of continuities and transition in ado-
lescent/youth HIV prevention, diagnosis and treatment [16], and the care continuum 
[17] to illustrate innovative adolescent HIV-prevention interventions and programs 
that engage adolescents and representatives from community organizations, incor-
porate partnerships, and promote community participation along a continuum. Spe-
cifically, we explore two types of partnership strategies—youth- and organization-
engaged—throughout this chapter. First, we provide an overview of the model’s 
phases and associated programs with (and without) partnerships with adolescents 
and community organizations. We conclude with lessons learned and directions for 
future community-engaged research, interventions, and programs for primary and 
secondary HIV prevention with adolescents [11].

Integrated Model and Care Continuum: An Overview

The integrated model of continuities and transition in adolescent/youth HIV preven-
tion, diagnosis, and treatment (referred to as the integrated model; [16]) provides 
a framework for understanding the relationships between adolescents and HIV in-
fection and highlights the importance of partnerships across networks. This model 
moves from primary HIV-prevention services through testing and care, and pro-
motes consideration of the specific needs of adolescents both before and, if neces-
sary, after HIV exposure and transmission (Fig. 5.1). The progression of adolescents 
through the integrated model is used within this chapter to highlight their unique 
vulnerability to HIV and potentially reduced access to services, factors that are 
particularly important, given that adolescents comprise a significant proportion of 
those with HIV in the USA.

Furthermore, the ongoing narrative in the USA regarding gaps in addressing the 
HIV and AIDS epidemic needs to consider the care continuum [17]. Generally, the 
steps in the care continuum include [1] the identification of HIV status, [2] active 
linkage in care, [3] initiation of ART, [4] retention in care, and [5] eventual sup-
pression of viral load [17]. The care continuum also offers a way to visualize the 
number of individuals with HIV throughout the country and their rates of attrition 
as they move from being identified to getting therapy to having stable undetectable 
viral loads. In 2011, CDC scientists analyzed HIV surveillance datasets and labora-
tory reports to estimate the number of HIV-positive people at each step of the care 
continuum (Fig. 5.2; [18]). CDC scientists concluded that for every 100 individuals 
living with HIV, 80 were aware of their status, 62 had been linked to HIV care, 41 
were engaged in HIV care, 36 received ART, and of those, 28 had acheived viral 
suppression (beneficial for both improved health quality and decreased transmis-
sion capability; [17]).
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100 People living with HIV

80 Aware of status

62 Linked to care

41 Engaged in care

36 ART

28 
Virally suppressed

Fig. 5.2   Care continuum. (Adapted from Garnder et al. 2011)

 

Fig. 5.1   An integrated model of continuities in transition in adolescent/youth HIV prevention, 
diagnosis, and treatment. PrEP Pre-exposure prophylaxis, HIVTC HIV testing and counseling, and 
RR+ Rapid results are positive
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Providers, policymakers, and representatives from organizations across all lev-
els—federal, state, and local—use the care continuum to identify gaps in service 
delivery across the continuum of HIV testing and care, and thus identify opportuni-
ties for well-designed and focused interventions and programs. The care continuum 
also highlights the work that needs to be done for retention in care to improve qual-
ity of life for individuals living with HIV and for population-level reductions in the 
incidence of HIV.

Together, the integrated model and care continuum provide an innovative, use-
ful, and comprehensive framework for considering the challenges of identifying 
and treating adolescents with HIV. Rates of infection and attrition are partially due 
to both developmental and structural barriers that exist for adolescents across all the 
phases of the integrated model and, if positive, the care continuum.

For primary prevention services, adolescents may not feel at risk for HIV ac-
quisition, in part because of their developmental stage (e.g., feeling invincible or 
“playing the odds;” [2]). Similarly, adolescents with HIV may find it difficult to 
acknowledge their disease because they do not feel sick and thus do not seek out 
testing to confirm their status [14]. Attending medical appointments may be per-
ceived as a reminder of their serostatus, which adolescents may choose to avoid 
[14]. Adolescents with associated comorbidities (e.g., substance use, mental health 
issues, and housing instability) are especially unlikely to be linked to needed HIV 
care [9]. Other barriers to HIV testing and care include the following [19–25]:

•	 Individual characteristics (e.g., stigma, shame, and denial regarding HIV and 
risk behavior, low educational attainment, and psychiatric disorders)

•	 Family characteristics (e.g., lack of financial resources and/or medical/health 
insurance, family dysfunction, and past and current neglect/abuse)

•	 Health care system characteristics (e.g., costs to patients, services available, ac-
cess, mistrust of health-care professionals, concerns about confidentiality, and 
difficulty negotiating complex health-care systems)

•	 Provider and treatment characteristics (e.g., shortage of providers with expertise 
in both HIV and adolescent medicine, the extent of adolescent-friendly staff and 
services, and complexity of medical regimens, although regimens are becoming 
simpler).

These potential barriers differ from those for adults because adolescents are often 
still in school and tend to be dependent on others for resources, insurance, transpor-
tation, and access to clinics and pharmacies [26]. This dependence on others such 
as family members, for example, requires disclosure of HIV risks and/or status, 
which may have potential benefits (e.g., social support), but disclosure also can 
place adolescents at risk for backlash and ostracism [27]. The rates of retention, 
medication adherence, and health outcomes are poor for adolescents diagnosed with 
HIV, making it especially important to keep them from being exposed to HIV and 
becoming positive.

Prevention, testing, and care networks must collaborate in order for adolescents 
to avoid HIV infection or, if infected, to move seamlessly across each stage of the 
integrated model (Fig. 5.1) and through the care continuum (Fig. 5.2). Although 
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adolescents have been successfully engaged in multiple types of research, interven-
tion, and programmatic efforts—for instance, education [28], physical activity and 
healthy eating [29], and violence [30]—adolescent engagement in HIV prevention 
is more limited [31, 32]. The available HIV-prevention efforts have demonstrated 
two types of partnerships that have been most successful: academic researchers, 
clinicians, and other providers partnering directly with adolescents or partnering 
with community- and faith-based organizations that serve youth (e.g., churches and 
organizations working with lesbian, gay, bisexual, and transgender [LGBT] adoles-
cents and homeless adolescents). We explore these two types of partnership strate-
gies—youth- and organization-engaged—throughout this chapter.

Integrated Model: Phases and Programs

The integrated model describes the different points of transition for adolescents’ 
needs related to primary prevention, testing, and care that emphasizes secondary 
prevention (e.g., treatment as prevention; [16]). These phases of the integrated 
model and interventions and programs associated with each phase are described 
here. Some of these programs involve youth and/or organizational engagement; the 
programs presented also provide an overview of adolescent HIV prevention across 
a range of needs, highlight the importance and challenges of working with adoles-
cents, and provide strategies for developing engagement and partnership.

Preventing HIV Among Adolescents

Overview  Prevention often takes the form of outreach and education to identify 
and increase awareness among adolescents at higher risk for HIV acquisition. Ado-
lescents at elevated risk for HIV include ethnic and sexual minorities [8, 9]. In 
2010, African–American/black adolescents accounted for 69 % of HIV diagnoses 
reported among individuals 13–19-years old, and Latino/Hispanic and white ado-
lescents accounted for 15 % and 14 %, respectively [33]. Among male adolescents 
13–19-years old, approximately 91 % of all diagnosed HIV infections stem from 
male-to-male sexual contact [8]. Indeed, adolescent men who have sex with men 
(MSM) between the ages of 13–24 were the only age-group to have an increase in 
new infections between 2001 and 2006 [2]. In 2009, adolescent MSM accounted for 
27 % of total incident cases, and MSM 13–29-years old accounted for 69 % of new 
HIV infections [9]. There is also an interaction between race and sexual orientation; 
63 % of all adolescent MSM 13–24-years old with HIV infection in 2009 were Afri-
can–American/black, followed by white (18 %) and Latino/Hispanic (16 %; [8]).

Although any adolescent can acquire HIV, particular attention should be given 
to these so-called hidden or hard-to-reach adolescents [34, 35, 36] to ensure that ef-
forts have an impact and address the needs of those at higher risk of HIV exposure 



5  HIV Prevention Interventions with Adolescents 83

and transmission. Of course, being considered hidden or hard-to-reach is purely 
subjective; most often these terms describe being difficult to reach by community 
outsiders (e.g., academic researchers, clinicians, and other providers).

Primary prevention for adolescents who are at higher risk for HIV acquisition is 
also increasingly complex due to a range of factors, including comorbidities, such as 
substance use and mental-health issues, that increase the risk of HIV exposure and 
transmission [36]. Such complexities reinforce the importance of meaningful pre-
vention. The integration of substance use and mental health services into HIV pre-
vention can be an important step in reaching those adolescents at elevated risk [37].

As illustrated, HIV disproportionately affects specific adolescent population sub-
groups, which implies that prevention programs must address their unique issues, 
needs, and priorities, including perceptions of risk and substance use and abuse 
[38]. This need emphasizes the importance of research and programmatic partner-
ships (e.g., a social service organization that provides counseling services). Accord-
ingly, a variety of partnership strategies have been employed to prevent HIV expo-
sure and transmission among higher risk adolescents. Again, these include working 
directly with adolescents or indirectly through youth-serving organizations.

Youth-engaged Partnerships  A variety of primary prevention programs involve 
adolescents, sometimes as full partners. Adolescents participate in these programs 
by recruiting other adolescents, developing suitable materials, assessing the cultural 
appropriateness of the programming, and implementing the program.

Within these youth-engaged partnerships that include academic researchers; rep-
resentatives from educational and testing organizations, health departments, clinics, 
and other community-based organizations (including youth-serving organizations); 
and adolescents, different strategies have been employed in HIV prevention. For 
example, a rural HIV-prevention study used participant-driven recruitment to reach 
and recruit adolescents living in rural upstate New York [32]. The study used peers 
who built trust and recruited their adolescent peers to participate in an intervention. 
An important component of peer recruitment, in rural and urban areas, is the inclu-
sion of adolescents from varied and diverse population subgroups [39]. Partnering 
with adolescents from different backgrounds can be more effective for reaching a 
broad spectrum of higher-risk adolescents. This inclusivity can also serve to sustain 
and further partnership efforts [32, 39].

Adolescent partners also inform the development and design of appropriate 
methods and materials. In the HIV-prevention study just noted, a pilot group of nine 
adolescents developed the educational sessions and modified the research proto-
cols and questionnaire to reflect the context and language of local adolescents [32]. 
Their involvement in the design and implementation of the study enhanced their 
familiarity with, and commitment to, the research and its process and success. Their 
engagement was further validated by posters presenting the themes garnered from 
design and implementation discussions that illustrated for adolescent partners’ con-
crete contributions to the study. Two members of the pilot group were later involved 
as paid research assistants to plan and facilitate survey and educational sessions, 
assist with data interpretation, and coauthor a journal article about the study. These 
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varying levels of research opportunities and involvement contributed to the success 
of the study, given that adolescents were treated as significant and nontoken part-
ners. This involvement may have motivated them to recruit other young people to 
participate. The inclusion of adolescent partners in this study helped reach segments 
of the rural adolescent population that would not have been reached and engaged 
otherwise, thereby contributing to its success [32].

Organization-engaged Partnerships  Another strategy academic researchers, 
clinicians, and other providers apply to engage adolescents, especially those at 
higher risk for HIV, is the formation of partnerships with youth-serving organiza-
tions, including community-based organizations working with LGBT or minority 
racial/ethnic communities and faith-based organizations. Prevention efforts that are 
delivered in partnership with specific organizations can be important vehicles to 
disseminate sensitive but accurate information. For example, faith-based organi-
zations have helped reach African–American/black adolescents, which is essential 
given the disproportionate impact of HIV on this population [33]. Similar to youth-
engaged programs, organization-engaged partnerships can facilitate successful 
recruitment, development and implementation of culturally congruent interventions 
and programs, and intervention sustainability. Providing sexual health training to 
organizational leaders, as part of the co-learning within partnerships, can enhance 
sustainability through building the capacity of community- and faith-based organi-
zations to address HIV in their own communities, particularly with the support of 
trusted community partners [13, 40–43].

For some minority populations, community-based organizations have played 
an important role in the delivery of HIV-prevention services [44]. One prevention 
intervention, SHERO (a female-gendered version of the word “hero”), was devel-
oped, implemented, and evaluated by a collaboration of academic researchers and 
representatives of a Latino-serving organization. This intervention addressed the 
gender- and culture-specific psychosocial and ecologic factors that influence HIV 
risk and protection for Mexican–American female adolescents [44]. SHERO dem-
onstrates that collaborating with community organizations to implement HIV inter-
ventions and programs can assist in ensuring a high level of cultural congruence and 
a realistic potential of sustainability, if warranted [44]. Safer sexual behaviors and 
beliefs among Mexican–American female adolescents increased after participat-
ing in the 9-session SHERO intervention, compared with a single information-only 
HIV-prevention control session, demonstrating the value of tailoring an intervention 
to reflect cultural factors [44]. The quality of these community-based partnerships 
and the care taken by academic researchers to maintain them was essential for the 
recruitment and retention of adolescent participants and for the participation of ad-
ditional community-based organizations to widen the reach of the program [42, 44, 
45]. It is important to note that each community and community-based organization 
is unique, so interventions and programs that involve partnerships among academic 
researchers, clinicians, and other providers are more likely to be successful [43]. 
For instance, a diverse coalition that worked to implement Project Bold, Ready, In-
telligent, Dedicated, Guided, & Equipped (Project BRIDGE) generated initial ideas 



5  HIV Prevention Interventions with Adolescents 85

to develop a meaningful and context-appropriate HIV curriculum with experien-
tial activities tailored to African–American/black middle-school students attending 
evening church sessions. The combined skills and active participation of the part-
ners enhanced the likelihood that the HIV–prevention materials were meaningful 
and appropriate for, and thus respectful of, the unique culture and values of com-
munity members and the missions of partner organizations [40, 42, 43]. Further, the 
success of Project BRIDGE led to program growth and sustainability, with plans for 
continued collaborative activities and possible expansion to other churches and to 
schools. Part of the program’s success may be attributed to its original goals, which 
sought to harness religious affiliation as a protective benefit, while also reducing 
risk behaviors related to adolescence. Moreover, the faith community’s values and 
concerns were aligned and congruent with those of the academic researchers for the 
common goal of reducing HIV exposure and transmission [42].

The engagement and participation of adolescents in programs can be facilitated 
by organizational staff (e.g., youth pastors and outreach workers), whose intimate 
involvement in the study design can convey confidence and trust in the process to 
adolescents and parents [42, 43]. For example, the high level of engagement among 
adolescents in Project BRIDGE was attributed to the active involvement of organi-
zational partners in the design and implementation of the program and to the build-
ing on existing strengths and resources of community partners [40, 43].

The YOUR Blessed Health intervention provides another example of the ca-
pacity of faith leaders and faith-based organizations to mobilize around preven-
tion of HIV and other sexually transmitted infections (STIs) among adolescents in 
predominately African–American/black communities. The YOUR Blessed Health 
intervention was developed in collaboration among the Faith Access to Community 
Economic Development, Flint Odyssey House Health Awareness Center, Pastors’ 
Spouses of Genesee County, the University of Michigan School of Public Health, 
and the YOUR Center. After careful networking and trust building and ongoing 
relationship maintenance, this partnership developed a multilevel HIV- and STI-
prevention intervention that respected church doctrine and built on faith-based in-
stitutional capacity to effectively promote HIV prevention. To date, more than 350 
faith leaders from 55 churches across nine different dominations have trained over 
15,000 congregants. Faith leaders’ involvement in the YOUR Blessed Health pro-
gram enhanced the credibility of the intervention and the participating faith-based 
organizations’ capacity to address HIV with their congregants and in their commu-
nities [40, 46], and resulted in sustainability, further uptake, and broad reach of the 
intervention. The increased trust as a result of this intervention helped to increase 
HIV/AIDS awareness and reduce HIV-related stigma among the African–Ameri-
can/black faith community and among vulnerable adolescents.

Summary  A partnership approach to the development and implementation of each 
of these interventions and programs has helped to cultivate trust among academic 
researchers; representatives from community and youth-serving organizations, 
health departments, clinics, and adolescents. Without a doubt, trust is necessary for 
the engagement and participation of adolescents in, and the success of, HIV  pre-
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vention interventions [43]. The partnerships highlighted established trust among the 
partners. The high level of collaboration inherent in community-engaged prevention 
allowed each partner, including adolescents, to contribute to all phases of planning 
and implementation processes. Issues such as cultural congruence can be addressed 
as needed, thereby creating and ensuring a common foundation of understanding 
in each phase of the project [41, 42]. The highlighted interventions and programs 
underscore the value of culturally grounded HIV primary prevention services that 
are created in collaboration with adolescents and other partners to address ecologic 
factors affecting adolescents’ HIV-related risk.

Identifying HIV-Positive Adolescents

Overview  The middle section of the integrated model focuses on testing and coun-
seling services for adolescents. These services are essential to identify adolescents 
with HIV and prevent secondary infections. Furthermore, efforts to reach higher 
risk adolescents are important, as comorbidities (e.g., substance use and abuse and 
mental health issues) and frequent double stigma (i.e., race and sexual orientation) 
faced by adolescents may make it more challenging for them to seek testing ser-
vices. These efforts help promote HIV testing by increasing accessibility and also 
by changing attitudes and beliefs to “normalize” testing [47, 48]. The hidden nature 
of higher risk adolescents has challenged academic researchers, clinicians, and 
other providers to develop and implement interventions and programs that have a 
community presence and can overcome the reluctance of adolescents to get tested 
and subsequently treated [34, 35]. Several interventions and programs have focused 
on innovative efforts to reach adolescents and increase HIV counseling and testing, 
including peer outreach workers to overcome barriers (e.g., insurance accessibility 
and mistrust of health-care professionals), mobile testing units, and venue-based 
testing programs (e.g., bars and clubs; [47]). In this section, we describe some of 
these types of intervention and programs; however, we do not describe venue-based 
testing programs, as they tend to be ubiquitous.

Youth-engaged Partnerships  Programs engaging adolescents have utilized a 
variety of strategies to increase HIV counseling and testing, including peer out-
reach workers from local communities and mobile testing units. The Teen Out-
reach Project University of Miami (TOP-UM), the Adolescent HIV/AIDS Project 
at the New Jersey Medical School, and the Chicago HIV Risk Reduction Partner-
ship for Youth (CHRRPY) all used peer outreach to expand HIV testing services 
to higher risk adolescents [34, 39, 49]. Adolescents with HIV were involved as 
peer outreach workers who partnered with testing program staff to conduct pre-
test counseling, distribute educational materials, and facilitate follow-up appoint-
ments with higher risk adolescents [34, 39]. The incorporation of peer outreach 
workers in these programs helped overcome adolescents’ mistrust of traditional 
health-care professionals and reluctance to approach clinics. Using peer outreach 
workers also increased the acceptability of HIV testing and counseling [34, 39, 
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49]. The results from these programs suggest that peer partners recruited from the 
community and representative of the diversity of affected adolescent subgroups are 
able to best reach and engage other adolescents. For instance, peer partners from 
particular subgroups and/or subcultures were familiar with where adolescents con-
gregated. Thus, they operated comfortably and easily within these settings [39]. 
Furthermore, they were more familiar with the way language was used and with 
the subtleties of language, which facilitated communication with adolescents, and, 
as a result, HIV testing [39].

In conjunction with peer outreach workers, mobile testing units staffed by peer 
educators, social workers, and counselors delivered HIV testing as a way to con-
nect with adolescents who were resistant and/or reluctant to access and utilize tra-
ditional testing services [34, 49]. The mobile unit traveled to community settings 
where adolescents congregated “on-the-street,” thus serving to increase accessibil-
ity of testing services and reduce transportation barriers by going to adolescents 
rather than having adolescents come to them [49]. Inside the mobile units, adoles-
cents received confidential screening for HIV infection, STIs, and mental health 
issues; were given appropriate referrals; and were offered prevention materials 
and risk-reduction counseling [49]. In addition, the mobile units provided HIV 
medical care and support services, such as case management, counseling, and peer 
advocacy [34] to ensure that adolescents who tested positive returned for posttest 
counseling and linkage to HIV treatment [49].

Organization-engaged Partnerships  Academic researchers, clinicians, and other 
providers have also often developed partnerships with youth-serving organizations 
to help identify HIV-positive adolescents in different settings and transition them 
into care [39]. Some HIV-counseling and -testing programs have partnered with 
agencies providing services to homeless adolescents, gay youth, youth detainees, 
and gang members [34]. For instance, staff from CHRRPY partnered with a large 
variety of youth-serving organizations to link clinical and program services. This 
partnership increased the number of adolescents receiving HIV counseling and test-
ing, reduced adolescent risk behaviors, and, among adolescents who tested HIV-
positive, increased the number that entered into comprehensive health-care clinics 
for early intervention and care [34, 39].

The Boston HIV Adolescent Provider and Peer Education Network for Services 
Program partnered with a network of youth-serving organizations, including multi-
service outreach agencies, community health centers, and hospitals, to reach adoles-
cents who were HIV-positive, homeless, and/or considered by community outsiders 
as hard-to-reach [50]. This collaboration served to provide a coordinated network 
of care for adolescents unable to access consistent care. The Division of Adolescent 
Medicine at Children’s Hospital Boston was the lead agency and primary site of 
HIV clinical care [50], and collaborative organizations covered a wide gamut of 
services, including case management, case coordination across sites, adolescent and 
HIV clinical care, and HIV education and training.

Social media/marketing campaigns have also formed partnerships with adver-
tising and health communications agencies, adolescents, health-care providers, 
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academic researchers, community-based organizations (e.g., Boys and Girls Club), 
and community advisory boards to promote HIV testing through adolescent-fo-
cused efforts [47, 51, 52]. These types of innovative partnerships can maximize 
the reach of the campaign and enhance its relevance to adolescents—both im-
portant aspects in connecting with difficult-to-reach adolescents. Particular meth-
ods that can be used in forming effective messages to reach adolescent popula-
tion subgroups include identifying competing narratives [51] that support healthy 
sexual behaviors while rejecting perceived norms of risk behaviors, consulting 
adolescents themselves to ensure their opinions are included in the development 
of intervention and program materials [47, 51, 52], and using culturally congruent 
messages to enhance protective health beliefs and behaviors [51, 52]. For instance, 
HIV-prevention campaigns with messages targeted to African–American/black 
adolescents presented messages that reflected African–American/black oral cul-
ture (e.g., skilled and expressive speech; [51]), included African–American/black 
adolescent actors [52], and partnered with advertising agencies that had experience 
in reaching this population [51].

By using social marketing to promote HIV testing through adolescent-focused 
efforts, such campaigns can normalize and reduce the stigma of HIV testing among 
adolescents and thus change their attitudes about such testing, while at the same 
time promote more routine testing among health providers [47, 53]. The relevance 
and quality of partnerships involved in these campaigns is a vital component to 
success in promoting the visibility of HIV infection and testing among adolescents, 
thus, increasing the number of higher risk adolescents participating in HIV counsel-
ing and testing.

Summary  Partnerships among academic researchers; representatives from educa-
tional and testing organizations, health departments, clinics, and other community-
based organizations; and adolescents themselves can help to locate adolescents 
considered by community outsiders as hidden and hard-to-reach and to increase 
uptake of HIV counseling and testing. Adolescents in particular may be more com-
fortable and more likely to receive HIV testing in community-based (e.g., mobile 
testing units) rather than clinic-based venues, in part because of relatively low rates 
of adolescents seeking routine health care and low rates of providers and other staff 
offering testing to adolescents in clinical settings [54]. However, rates of successful 
linkage to care are lower in community-based settings compared with clinic-based 
settings [55]. Thus, better linkage to care in these venues is clearly needed to over-
come adolescents’ potential difficulty navigating fragmented care systems [e.g., 
separate testing and care sites; [56]).

Linking, Engaging, and Retaining HIV-Positive Adolescents  
in Care

Overview  The final phase of the integrated model is care services, which includes 
linkage to, and engagement and retention in, care for adolescents with HIV. Care 
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services for secondary prevention refer to a systematic process of initiation of, and 
maintenance in, medical, psychologic, and social services. Care linkage refers to 
the systematic process of initiating HIV-related medical, psychologic, and social 
services for persons with newly diagnosed HIV [57]. Linkages that result in sus-
tained engagement improve health outcomes among those with HIV and are impor-
tant for community-level reduction in HIV exposure and transmission [58–60]. It 
remains a challenge for many providers to establish adolescents with HIV in care 
in a way that will preserve their health and prevent further disease transmission 
[10, 47]. Linkage to care is particularly relevant for adolescents with HIV, who 
encounter more obstacles and challenges compared with adults (e.g., insurance, 
disclosure, and transportation; [61]) and are living with an often asymptomatic 
chronic illness [49].

Not being linked to and engaged in care is associated with delayed initiation of 
medication and poorer long-term clinical outcomes [59, 61]. Younger adolescents 
with HIV, in particular, have more difficulty establishing linkages with, and being 
retained in, care [61], which increases their risk of morbidity and mortality [62, 
63]. Indeed, younger age is associated with worse retention to care in the first 2 
years following an HIV diagnosis [60], and those with HIV who are younger than 
35 years have more difficulty establishing, and being retained in, care [61]. This 
difficulty may be due in part to the relatively few HIV-related health services spe-
cifically designed for adolescents. Interventions and programs that aim to identify, 
engage, and retain adolescents with HIV ideally offer, or arrange for, medical care, 
case management, psychosocial support, and secondary prevention counseling [64].

Living with a chronic illness, adolescents with HIV face a lifetime of clinical 
care as they transition into adulthood. Routine health maintenance, ART adherence, 
and care retention across the life course are paramount as adolescents move through 
the integrated model [2, 65]. Tailoring services to their unique needs can serve to 
keep them engaged and retained in routine care [64] including during the transition 
from adolescent to adult care. This is a crucial period that hinges on the availability 
and accessibility of clinics specialized to address and welcome transitioning adoles-
cents who may be hesitant to move from a youth-tailored clinic [15, 48].

Youth-engaged Partnerships  Several interventions and programs have worked 
to address the barriers to linking and keeping adolescents in care through youth-
engaged research and programming to create a seamless transition from diagnosis 
to care [66, 67].

The peer-run organization known as Bay Area Young Positives (BAY Positives) 
was designed to decrease isolation, reduce risk behaviors, and promote advocacy 
skills among adolescents with HIV. Among its services, the program provides care    
linkage through its peer-based support and mentorship model [68, 69]. The organi-
zation has found that when young people are brought together to support each other, 
living with HIV becomes more manageable. The program also serves as a link to the 
clinical care system, empowering infected young people to gain information about 
and access to available services [68].
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The Mobile SafeSpace program in New York City also used a peer education 
model to enhance program acceptability and help transition adolescents into care 
[49]. A fully equipped motor home served as an outreach unit and provided a com-
prehensive continuum of supportive services for street youth, including HIV test-
ing, transport to safe and secure shelter, and connection to other necessary services. 
The program connected youth into care by traveling twice per day to areas where 
street youth congregated so that they could access these services [49].

Similarly, some of the Adolescent Medical Trials Network (ATN) clinics have 
used peer advocates (other adolescents with HIV) in its clinics. When they meet with 
peer advocates, adolescents with newly diagnosed HIV are able to see someone liv-
ing successfully with HIV and can ask questions that they may not feel comfortable 
discussing with their providers. These advocates help improve the relationships be-
tween adolescents with newly diagnosed HIV and clinic staff.

Community-based organizations have also more recently begun establishing 
HIV-specific youth advisory boards or committees in which adolescents are partners 
in program development and implementation. For instance, youth advisory boards 
at ATN clinics inform clinical policy (e.g., appointment protocols) and programs 
(e.g., “open mic night”) [24]. The adolescents provide insights into their needs and 
priorities and offer suggestions to make the clinic a place that is welcoming to ado-
lescents with HIV. In addition, at several ATN sites, staff (e.g., child life specialists) 
collaborate directly with the youth advisory boards and other adolescents to develop 
and obtain resources for adolescent-specific programs designed to enhance adoles-
cent engagement with the clinic [24].

Adolescent involvement in interventions and programs aimed at linkage, en-
gagement, and retention in care is essential given that adolescents with newly di-
agnosed HIV face barriers at clinics because of their potential lack of experience 
with the health-care system. Adolescents with HIV may be more likely to engage 
in care services if they have support from other adolescents, who may reduce their 
perceived fear and distrust of clinics, while also providing social support [49, 68].

Organization-engaged Partnerships  In conjunction with direct youth engage-
ment, academic researchers, clinicians, and other providers partner with youth-
serving organizations to support care linkage and engagement. One ATN program, 
the Strategic, Multisite Initiative for the Identification, Linkage and Engage-
ment in Care of Youth with Undiagnosed HIV Infection (the Care Initiative), was 
designed to facilitate care linkages and engagement processes for adolescents with 
newly diagnosed HIV through formal partnerships between the ATN clinical sites, 
local health departments, and community-based organizations. A memorandum of 
understanding between partners was developed to describe linkage-to-care pro-
cesses, specify public health authority (if any) granted to the program, and specify 
sharing (if any) of patient-related data. These partnerships allowed for a more 
streamlined process from diagnosis to care across testing and treatment networks 
[15]. The program also assisted with care engagement through relationship devel-
opment between adolescents and staff and increased connections of adolescents to 
clinics [24].
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Another ATN-specific strategy is the development of community coalitions 
through Connect2Protect [70]. The Connect2Protect coalitions are designed to ad-
dress structural issues related to HIV-prevention strategies, including facilitating 
adolescents’ engagement in HIV-related services [70].

After an adolescent is linked to care, the primary goals become supporting this 
adolescent’s retention in care and medication adherence, once prescribed. These 
activities typically occur within the clinic, limiting the utilization of partnership 
models. One useful strategy for maintaining adolescents in care is active case man-
agement and the provision of integrated, comprehensive services [37, 71]. The Di-
vision of Adolescent Medicine at Children’s Hospital Los Angeles implemented 
an integrated care model for adolescents with HIV that included HIV care plus 
psychosocial services such as case management, counseling, and related ancillary 
services [71]. A key aim of this project was to ensure the privacy and confidentiality 
of HIV status for adolescents in the waiting room to decrease passive disclosure and 
increase comfort with and confidence in the clinic [71]. Other work has addressed 
the role of adolescent-friendly clinics in facilitating engagement in HIV care among 
adolescents [24]. Through these adolescent-focused efforts, adolescents with HIV 
may be more likely to remain in care because of increased trust of health-care pro-
fessionals and acceptability of care settings and services [24].

After being engaged in care and prescribed medical therapies, HIV medica-
tion adherence becomes of utmost importance for adolescents, especially within 
the treatment as prevention model [12, 92]. Research illustrates that adolescents’ 
perceptions of, and experiences with, ART is largely negative, indicating that 
adolescents may need support for managing their care and treatment regimens 
[72]. Accordingly, adolescents have low rates of reported adherence [76] and of 
achievement and maintenance of undetectable viral loads [77]. There is interest in 
improving adolescent adherence to medication regimens through the use of directly 
observed therapy [73], support group networks [74], and social media (e.g., Face-
book and MSM networking sites [75]). Although existing research has supported 
the feasibility of a modified directly observed therapy among adults in particular, 
few studies have determined feasibility with adolescents. Community-based modi-
fied directly observed therapy programs tailored to the unique needs of adolescents 
with HIV can improve adherence to medication regimens and provide psychosocial, 
public health, and other medical benefits, particularly social and emotional support 
gained from relationships with program staff [72, 73] or peers [74]. For example, 
to promote adolescent adherence to ART, the Therapeutic Regimens Enhancing Ad-
herence in Teens (TREAT) Program used adolescents’ perspectives to develop and 
implement an evidence-based clinical intervention to promote optimal, long-term 
adherence to medication among adolescents with HIV [76].

Increasing adolescents’ comfort with care-seeking behaviors can also be en-
hanced through the connection to “place” (e.g., clinic and community-based orga-
nization) and/or “people” (e.g., peer educators and program staff), in addition to the 
provision of appropriate and needed services. Adolescents with HIV, particularly 
those who are difficult to engage in care, have a unique set of needs and motivations 
affecting their care behaviors. These potential issues may be alleviated as comfort 
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increases with the specific clinic space and/or as relationships develop with a peer 
or program staff [24, 35, 37, 49]. Connection to place and people who are trained 
in adolescent-specific issues and contexts can facilitate progression through the in-
tegrated model, especially at the crucial moments of care linkage and transition to 
adult care [24].

Summary  Overall, care linkage programs have benefited from partnerships across 
diagnostic and care networks (Fig. 5.1); engagement in care programs have relied 
more exclusively on clinic resources. Improvements in retention in care could be 
made through engaging adolescents and youth-serving organizations in the pro-
gramming process.

Lessons Learned

Benefits and Challenges of Youth-Engaged Partnerships

The integrated model provides a variety of lessons related to HIV prevention and 
care among adolescents. Creating interventions and programs that address the spe-
cific needs, interests, and priorities of adolescents requires their engagement and 
participation. In partnering with adolescents, academic researchers and representa-
tives from educational and testing organizations, health departments, clinics, and 
other community-based organizations, for example, should ensure that adolescents 
are engaged in effective and meaningful participation [32].

First and foremost, adolescents’ knowledge and experience make them impor-
tant partners in HIV-prevention research and programs. The value of including ado-
lescents lies in the insights they can provide in understanding contextual issues, 
perceptions, and areas of need. These insights can help to enhance intervention rel-
evance and sustainability [73, 78]. Many existing programs involve adolescents but 
do not engage them as full partners. Although it can be challenging to partner with 
adolescents, as they may have unpredictable schedules, conflicting views, and other 
responsibilities, efforts must focus on helping adolescents understand that they (and 
their input) are crucial for programming. Perhaps more important, however, pro-
gram staff must be flexible and patient to make partnership possible for adolescents 
and also be open to the differing perspectives and insights provided. A high level of 
creativity is often needed, and program staff often assume that they know the an-
swers or have the insights based on their ongoing service provision. However, HIV-
prevention interventions and programs may particularly benefit from partnerships 
with local adolescents, as these adolescents (in comparison to program staff) may 
be able to better identify, and reach out to, marginalized and higher risk adolescents 
to educate, get tested, and facilitate care linkage if positive.

Adolescent partners partnering can provide vital input on intervention and pro-
gram components, such as whom to employ as study recruiters and facilitators, 
intervention strategies and format, relevant content and delivery options, accept-
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able recruitment and intervention locations, and incentive structures. For instance, 
the researchers involved with Choosing Life: Empowerment! Action! Results! 
(CLEAR), a client-centered intervention, improved on their previous iteration by 
better tailoring to the concerns and life situations of adolescents: providing one-on-
one counseling sessions rather than small groups to protect HIV disclosure, provid-
ing telephone sessions to increase accessibility, and updating the delivery modali-
ties to make them specific to each adolescent’s unique situational context [79].

Furthermore, adolescents can contextualize the barriers and context of adoles-
cents’ behavioral decisions [2, 13]. Thus, a wide range of adolescents—not just 
adolescents who are popular community leaders, more proactive, and/or easier to 
reach and work with—should be engaged, and have an opportunity to adapt their 
level of participation to their changing developmental needs. Adolescent participa-
tion should also take place in the context of a realistic time frame that can foster the 
development of new skills. Adolescents can be engaged on short-term projects that 
they can successfully finish, although some adolescents may be willing and avail-
able for full project engagement from start to completion.

Adolescents should be given increasingly complex responsibilities that match 
both the needs of the intervention and/or program and the adolescents’ stage of 
development. Adolescents benefit through engagement and participation and in-
creased roles and responsibilities (e.g., increased research skills and helping others); 
however, their work needs to be supported with appropriate human, financial, and 
logistical resources. It is important to note that adolescents must be informed about 
the rights and responsibilities involved in human subjects research; human sub-
jects training can contribute substantially to ensuring that confidentiality concerns 
are addressed in an effective, context-specific manner [32] and at the same time 
develop adolescents’ understanding of, and ongoing contribution to, research. Ado-
lescents should also receive incentives to encourage their participation. Compensa-
tion for adolescents’ involvement in research aids in shared power in the research 
process [80], while ensuring the ethical engagement of adolescents as partners [81].

The population of adolescents at risk for, and infected with, HIV is not a homog-
enous group. Academic researchers, clinicians, and other providers must pay atten-
tion to similarities and differences (e.g., gender, sexual orientation, race/ethnicity, 
and geography), as these factors affect the ways in which adolescents conceptualize 
their risk for HIV exposure and transmission and also affect the availability and 
accessibility of services. Although HIV disproportionately affects young sexual mi-
nority adolescents (e.g., gay and bisexual), especially young African–American/
black and Latino/Hispanic gay and bisexual men, MSM, and transgender persons, 
other sexual orientations, races, and ethnicities must also be included in prevention 
research [9]. Female adolescents, including lesbians and other women who have sex 
with women (WSW), may be marginalized or ignored, given that many programs 
are specific to MSM [82]. Furthermore, racial/ethnic minority female adolescents 
may have specific individual and dyadic needs shaped by cultural values and beliefs 
that affect HIV-prevention and -care efforts. Contextual issues that are specific to 
women, such as violence and gendered power dynamics in heterosexual relation-
ships, must also be considered [83]. Thus, partnering with adolescents representing 
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diverse experiences and backgrounds can help interventions and programs meet the 
unique needs of adolescents with respect to demographics, context, culture, values, 
and beliefs [25, 34, 40, 49, 84].

Benefits and Challenges of Organization-Engaged Partnerships

As adolescents at risk for and with HIV are often considered by community out-
siders as hidden or hard-to-reach, additional time and effort may be needed [34, 
35], thus highlighting the utility of partnering with youth-serving organizations. 
Therefore, the importance of other community partners cannot be underestimat-
ed. For example, youth-serving and faith-based organizations can be involved in 
HIV-prevention efforts for adolescents. In line with community-based participatory 
research (CBPR), partnering with community-based organizations shows promise 
for academic researchers, clinicians, and other providers, in particular, to tap into 
the expertise and community-level knowledge of these organizations, allowing a 
“blending of lived experiences” [85]. Interventions and programs using community 
engagement to support adolescents with HIV have explored collaborations with 
youth-serving organizations to develop comprehensive culturally and ecologically 
tailored interventions and programs. Youth-serving organizations have played a 
unique role in prevention and health promotion efforts because of their position 
as frontline service providers. They offer an intimate and essential perspective to 
the factors influencing HIV risk, exposure, and transmission within communities 
and insights for the development and implementation of culturally congruent HIV-
prevention interventions and for formulation of partnerships with adolescents [86]. 
Additionally, engaging organizational partners aids in recruitment and retention of 
adolescent participants and additional organizational partners [43].

Forming community–academic partnerships when designing programs can be 
helpful in ensuring that adolescent perspectives are integrated into the process of 
intervention and program development [13]. Compared with academic research-
ers, clinicians, and other providers, youth-serving organizations are able to develop 
different relationships with adolescents that may or may not be related to HIV and 
serve in a different capacity to meet the needs of adolescents. As many youth-serv-
ing organizations focus on specific issues and populations (e.g., racial/ethnic mi-
norities, sexual orientation, and geography [urban/rural]), these partnerships have 
been particularly useful for engaging adolescents epidemiologically at risk for HIV 
acquisition. Organizational partners’ roles can be expanded to include health edu-
cation through activities that correspond with institutional beliefs, doctrines, and 
culture [41]. Engaging community partners, including nonhealth community in-
stitutions (e.g., community- and faith-based organizations) with existing relation-
ships with adolescents, in HIV-prevention and -care efforts is helpful. Specifically, 
these partnerships can assist: in facilitating adolescents in accessing a diverse ar-
ray of services, in coordinating care across agencies and institutions, in mobilizing 
communities around the issue, in enhancing community capacity, and in changing 
community norms to better integrate and fully consider the social-ecologic context 
of local adolescents [37, 45].
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When collaborating with youth-serving organizations, it is important to develop 
and harness their capacity, strengths, and resources by accommodating each orga-
nization’s individuality and culture [40–42, 45, 85]. To ensure cultural congruence, 
ecologic factors should be addressed, such as community and cultural norms, com-
munity priorities, acculturation, familial norms/expectations, gender role expecta-
tions, and ethnic pride [42, 44, 85]. For example, to navigate the sensitivity of HIV 
discussions in faith-based settings, it may be helpful to ensure that the program is 
congruent with the values, beliefs, and comfort levels of adolescents, their parents, 
and faith leaders. It is also important to frame the program in a way that addresses     
members’ perceptions of HIV and frames HIV as a public health and medical is-
sue rather than a sexual or moral issue [40, 41, 46, 87]. Although a certain level of 
stigma may exist for faith-based organizations (e.g., discomfort with being “out” 
at church due to homophobia or homo-negativity), these faith-based partnerships 
can help diminish the stigma because of the trust that parents and local community 
members have for these institutions [40, 42].

Organizational partnerships serve to enhance community capacity and interven-
tion sustainability and to foster mutual learning, understanding, and trust. Com-
munity coalitions can be especially useful in formalizing partnerships, attending to 
diverse perspectives, and promoting resource sharing and sustainability [70, 88]. As 
funding policies are beginning to require partnerships (e.g., HIV-testing programs 
must have linkage partners), a more collaborative approach is imperative. This ap-
proach is helpful; as has been noted, “Collective actions can be strengthened by 
bringing together partners that share similar vision or services…it is also the people 
who bring the resources to the common community table, along with the combi-
nation of personalities, agency dynamics, and political agendas involved that can 
move a coalition to either success or failure” [70].

Lastly, maintaining access and connection to services across the transition points 
within the integrated model is important to keep adolescents involved in research, 
interventions, and programs and is especially important for secondary prevention 
efforts. Integrating adolescents’ perspectives to enhance accessibility and accept-
ability of prevention and care services may help establish trust and comfort among 
adolescents. This, in turn, may help adolescents disclose to particular persons (e.g., 
staff and providers) and use particular places (e.g., organizations and clinics). Tradi-
tional client-provider relationships may not be sufficient for developing these trust-
ing relationships. Instead, partnerships in which adolescents can be true partners 
may allow for a flexible and adjustable system of relationships and services [37, 
84]. Programs can serve as a bridge or mediator between adolescents with HIV who 
are considered by community outsiders to be hidden or hard-to-reach and health-
care delivery systems; a program’s presence can motivate adolescents to be tested 
or engaged in care through institutional referrals or word-of-mouth [34]. For coun-
seling and testing efforts conducted within institutional settings, accessibility and 
acceptability may mean being as unobtrusive as possible and normalizing HIV test-
ing as nonthreatening. Within community settings, this may mean establishing a 
distinct, consistent presence to build both individual and community acceptance. In 
all settings, risks to privacy and confidentiality must be considered to ensure accept-
ability and comfort with the program and to respect and protect adolescents [37, 73].
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Research Needs and Priorities

Partnerships among academic researchers; representatives from educational and 
testing organizations, health departments, clinics, other community-based organi-
zations, and adolescents are needed and should be established across the spectrum 
of the integrated model to create a seamless transition from HIV prevention, testing, 
and diagnosis to HIV-related care [15, 89, 90]. Thus, research should continue to 
use innovative strategies to develop and sustain direct partnerships with adolescents 
and consider the role that community-based youth-serving organizations can play in 
HIV prevention and care. Ongoing community collaborations to address structural 
level changes are useful in decreasing the incidence of HIV and keeping adolescents 
with HIV healthy [70, 88].

The implementation of enhanced testing initiatives has heightened the need for a 
more developed set of tools for HIV prevention and care. These tools could include 
an assessment of best practices, development of models for better integration of 
screening/testing and care organizations, individual-focused tools for assessment of 
readiness for care engagement, and provide education to improve retention in care. 
At the federal level, grantors, including the US Centers for Disease Control and 
Prevention (CDC) and the National Institutes of Health (NIH), can play an impor-
tant role in facilitating the collaboration among academic researchers; representa-
tives from educational and testing organizations, health departments, clinics, other 
community-based organizations, and adolescents through grant requirements [24]. 
These approaches will be a vital foundation to effectively realizing goals outlined 
in the National HIV/AIDS Strategy [66, 67].

Studies show that strong partnerships and networks aid in structuring efficient 
HIV-prevention and -care models that avoid service duplication and promote the 
health of adolescents [15, 70]. The integrated model demonstrates that HIV preven-
tion and care are lifelong issues, especially for adolescents with HIV. Thus, it is 
important not only to get adolescents engaged in the clinic but to acknowledge that 
adolescents must eventually transition to adult care and away from the clinics and 
providers that are safe and known to them [24].

Future research should explore adolescents’ attrition along the HIV-care con-
tinuum (e.g., diagnosis to care and transitions from adolescent to adult care) through 
adolescent partner insights and ethnographic and qualitative research methodolo-
gies to obtain deeper understandings of the perspectives of adolescents with HIV. 
For intervention and program planning to be successful, it is essential to gain a 
better understanding of adolescents’ views on HIV risk reduction behaviors (e.g., 
whose responsibility is it to use condoms and factors associated with retention and 
attrition in care), the motivations for these behaviors (e.g., altruism, fear of infect-
ing others, and fear of legal reprisal), and other insights and underlying emotions.
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Discussion and Conclusion

The ongoing HIV epidemic among adolescents in the USA highlights a profound 
and immediate need for innovative approaches to primary and secondary prevention 
that engage adolescents as equal partners [55, 91]. The integrated model of conti-
nuities in transition in adolescent HIV prevention, diagnosis, and care [16] pro-
vides a helpful framework to depict the variety and stages of community-engaged 
scholarship that have emerged and examples of partnerships with adolescents and 
youth-serving organizations. Although academic researchers, clinicians, and other 
providers have created interventions and programs that receive input from adoles-
cents, adolescent partnerships are rarely utilized to the fullest extent possible. It is 
imperative that research programs partner with adolescents so they can improve the 
relevance of intervention and program planning, implementation, and evaluation. 
Engaging adolescents and youth-serving organizations in participatory research and 
practice requires listening to adolescents’ voices and acting on their recommen-
dations with the same rigor as adult voices in the reflection and decision-making 
process [32]. This process is essential for the development and implementation of 
culturally relevant HIV-prevention programs.

In this chapter, we demonstrated how engaging and partnering with adolescents 
and hearing their voices has multiple benefits, such as better recruitment of ado-
lescents in HIV-prevention and -care interventions and programs, decreased fear 
and distrust of health services, reduced barriers to testing and care, and improved 
identification of needs and priorities. Although each of these benefits can be useful 
throughout the integrated model, particular benefits are salient in each of the inte-
grated model’s phases.

In addition, engaging adolescents in program planning can lead to the develop-
ment of more appropriate materials and more culturally congruent interventions 
and programs overall [32]. This overall enhancement can be accomplished through 
stronger adolescent-tailored language in educational sessions and questionnaires, 
potentially increasing the strength and quality of the collected data [32]. Trusted 
community- (e.g., SHERO; [44]) and faith-based organizations (e.g., Project 
BRIDGE; [42, 43]) can be powerful partners in addressing HIV among adolescents, 
reducing fear of involvement and/or increasing comfort in using prevention ser-
vices, as well as improving overall community acceptance.

Interventions and programs promoting HIV testing and counseling may benefit 
from adolescent partners who aid in overcoming barriers to reach higher risk adoles-
cents and positively influencing attitudes and beliefs related to testing. The involve-
ment of peer workers in various aspects of program implementation has helped to 
increase acceptability of HIV testing and counseling among adolescents considered 
to be hard to reach as some of these adolescents have not otherwise been to a clinic 
[34, 39, 49]. Engaging adolescents can also help in the identification of better com-
munication channels and optimal locations to reach adolescents, such as in the use 
of mobile testing units to deliver on-the-street testing, thereby increasing accessibil-
ity of services and reducing transportation barriers [49]. The particularly vulnerable 
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nature of adolescents at higher risk for, or currently living with, HIV who may also 
be experiencing comorbidities makes it essential to include youth-serving organiza-
tions. Social marketing campaigns [47] and community-based, rather than clinic-
based, settings for intervention or program delivery [54] can assuage the stigma and 
misconceptions among adolescents regarding using health-care services.

Lastly, interventions and programs related to care services have benefited from 
adolescent partnerships by identifying specific needs and priorities of particular 
subgroups. Such partnerships aid in the identification of important characteristics 
of key staff members, such as the need to hire peer educators with experience living 
on the streets for an intervention recruiting street youth [49]. Involving adolescents 
in programs related to care linkage, engagement, and retention can also build social 
support among adolescents and between adolescents and program staff [72, 73]. 
Indeed, adolescents with HIV may be more likely to stay in care if they receive 
support from peers. In successful programs such as BAY Positives [68], Mobile 
SafeSpace [49], and TREAT [76], positive intervention and program outcomes and 
sustainability would have been more difficult to achieve without the involvement of 
adolescents in the implementation process.

In summary, adolescents represent a unique population in terms of behavioral 
risk factors, cognitive and psychosocial development, and potential length of HIV 
disease trajectory. Thus, both primary and secondary HIV-prevention and -care ef-
forts are essential. The ultimate goal of HIV prevention among adolescents is to 
keep them negative, or if they become positive, to keep them healthy as they navi-
gate their disease status while maturing into adults. For adolescents who become 
positive, it is imperative to create programs that will help them overcome barriers 
to health-care access and increase their involvement in their own care. Including 
other adolescents and youth-serving organizations in the linkage-to-care process 
can help adolescents communicate with health-care providers and locate clinics that 
best meet their own needs. Working closely to keep adolescents engaged in care 
and adherent to medication will improve both individual and community/popula-
tion health by reducing secondary transmission. As we further explore biomedi-
cal (e.g., vaccines, microbicides, and PrEP) and behavioral (e.g., test and treat and 
treatment as prevention) interventions and programs, partnering with adolescents 
and community-based youth-serving organizations to improve HIV prevention will 
only become more important in the future.
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Colonization of the new world, which took the form of conquest and conversion, 
has had significant impacts on American Indian/Alaska Native (AI/AN) communi-
ties. The process of colonization restricted the ability of members of AI/AN com-
munities to use their land and practice their customs and imposed Western values on 
them [1]. In the dominant narrative, the conquest and conversion of native people 
was framed as an altruistic mission to save AI/ANs from their “savage” behaviors 
[2]. Unfortunately, this narrative has persisted throughout the centuries, creating 
disempowering stereotypes. This narrative of salvation, which also implies a less 
capable “other,” can easily and unconsciously be reflected in HIV prevention ef-
forts if paternalistic “top-down” approaches to prevention are used when designing, 
implementing, and evaluating interventions and programs.

However, a postcolonial perspective of public health aims to address stereo-
typical narratives by honoring both indigenous and Western scientific knowledge 
and empowering communities to identify and address health priorities within their 
unique historical and cultural frames. Because indigenous and Western scientific 
values and ways of knowing and ascribing meaning are not always congruent, ap-
proaching HIV prevention from these sometimes divergent perspectives can be 
challenging. In this chapter, we examine how postcolonial perspectives are being 
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used in community-based HIV prevention efforts within AI/AN communities. We 
detail the importance of authentic community engagement and partnership.

Epidemiology

In the 520 years since the first Europeans started the long process of invasion, colo-
nization, and genocide in the Americas, AI/ANs have been affected disproportion-
ately by a wide variety of physical and mental health challenges [3]. In 2008, the US 
Centers for Disease Control and Prevention (CDC) recognized HIV as an emerging 
public health issue for AI/AN communities [4, 5]. The AI/AN population makes up 
only 1 % of the total US population living with the disease; however, when the size of 
the AI/AN population is taken into account, it ranks third in rates of infection, behind 
African American/black and Hispanic/Latino populations. The rate of AIDS diagno-
ses for this group has been higher than that for the white population since 1995; in 
fact, the rate of HIV infection is 30 % higher for the AI/AN population than for the 
white population [5, 6]. The disparity is even greater within certain states and com-
munities [7, 9]. Moreover, there are reasons to conclude that the HIV burden borne 
by AI/AN communities is underestimated because of a failure to properly document 
the race/ethnicity of those screened and to provide HIV screening as recommended. 
For instance, the race/ethnicity of 30 % of AI/ANs was incorrectly classified in the 
HIV/AIDS reporting systems of several US states [10]. Furthermore, an evaluation of 
the accuracy of prenatal electronic health records across a random sample of Indian 
Health Service facilities found that 40 % of prenatal women had not been screened 
for HIV according to standardized Indian Health Service guidelines [11]. In addition, 
some AI/ANs do not access HIV testing because of a lack of real and/or perceived 
confidentiality in rural tribal areas. This worry about confidentiality may further 
significantly affect the known rates of infection within AI/AN communities [12, 13].

HIV Risk and Protection Within AI/AN Communities

The prevalence of known risk factors among AI/ANs, including high rates of sub-
stance use and sexual risk behaviors, raises concerns about the potential of HIV 
becoming another devastating disease within AI/AN communities [14, 15]. Some 
have argued that the disproportionate rates of many risk factors within AI/ANs are 
directly or indirectly linked to the process of colonization through experiences of 
trauma and ongoing discrimination [16, 17]. On the surface, these risk factors ap-
pear to be similar to those observed in the general population, but distinct contexts 
and unique underlying mechanisms suggest that different approaches to HIV pre-
vention are needed. Because effective HIV prevention interventions and programs 
are typically guided by understanding both the risk and protective factors of a given 
population, we offer a brief review of factors that increase and decrease HIV risk in 
AI/AN communities. Taking a postcolonial perspective, we consider these factors 
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in conjunction with the strengths of indigenous ways of understanding health in 
order to advance a holistic approach to HIV prevention.

Substance Use and Abuse

Rates of alcohol and other drug abuse, consistently identified as risk factors for HIV 
infection, are disproportionately high in AI/AN communities [18, 19]. Although, 
AI/ANs only comprised 1.2 % of all admissions for treatment for injection-drug 
use in 2009, injection-drug use was the route of HIV transmission for 15 % of new 
HIV/AIDS infections among AI/AN men and 29 % of new infections among AI/AN 
women [20]. This percentage of injection-drug use associated with HIV infection is 
much higher than that in other populations in which infection through injection-drug 
use has been reduced substantially [5]. Despite the low number of injection-drug 
users in AI/AN communities, the potentially rapid spread of HIV through sharing 
needles and other paraphernalia puts this population at particularly high risk [21].

In addition to the direct risk posed by injection-drug use, alcohol abuse and non-
injection-drug abuse may also affect HIV risk among AI/ANs [15, 21–23]. In 2011, 
16.8 % of AI/ANs reported alcohol-use behaviors characterized as abuse (defined 
as meeting at least one of the four criteria outlined in the Diagnostic and Statistical 
Manual of Mental Disorders, DSM-IV), or dependence (defined as meeting three 
out of the seven dependency criteria outlined in the DSM-IV). This rate was the 
highest among all racial/ethnic groups; in fact, this rate of alcohol-use disorders 
was 6% higher than the rate among Native Hawaiian and other Pacific Islanders, a 
community with the second highest rate [24].

In 2011, the rates of illicit drug use were highest in the AI/AN population than 
in any other racial group in the three time periods measured: lifetime (58.4 %), 
past year (24.4 %), and past month (13.4 %) [22]. Although the rates of infection 
among AI/AN noninjection-drug users are not known, data from other populations 
suggest that rates may be comparable to injection-drug users. For example, 17 % 
of noninjection-drug users in New York City were found to have HIV; this rate is 
comparable to that of injection-drug users [21].

By definition, substance abuse and dependence disorders indicate risk. Individu-
als meet the criteria for substance use disorders when they continue to use substances 
despite serious health consequences. Engaging in risk behaviors, such as alcohol 
and drug abuse, despite consequences is highly correlated with sexual risk, includ-
ing decreased condom use and an increase in an individual’s average number of sex 
partners[15, 21–23, 25]. Similar to substance users in the general population, AI/
ANs who engage in sex under the influence of drugs and alcohol are much less likely 
to practice safer sex (e.g., they are less likely to use condoms consistently) because 
of decreased inhibitions and impaired judgment, increasing their risk of HIV expo-
sure and transmission [22]. In an urban sample of AI/ANs, those who engaged in 
sexual activity while drunk or high were 14 times more likely to engage in sexual 
risk behaviors than those who were not drunk or high [18]. Lastly, substance users 
are more likely to engage in sexual contact within networks of other substance users, 
again increasing their risk for HIV exposure and transmission [21].
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Sexually Transmitted Infections

Although sexual risk is often described within the context of substance use and 
abuse, rates of infection with other sexually transmitted infections (STIs) in AI/AN 
communities must be considered as well. The rates of chlamydia, gonorrhea, and 
syphilis are disproportionately high among AI/ANs [25]. An active STI increases 
the risk of HIV transmission physiologically [26], and current and/or past STIs 
clearly suggest engagement in sexual risk behaviors also associated with HIV ex-
posure and transmission.

Condom Use

Condom use during sex is a well-established and effective strategy for reducing 
transmission of HIV and other STIs; however, evidence suggests that condom use 
among AI/AN men tends to be inconsistent [26, 27]. For example, 73 % of AI/AN 
men reported having vaginal or anal sex without a condom in the past 6 months and 
52 % reported never having used a condom when engaging in vaginal or anal sex in 
the same time frame [16]. Similarly, in a sample of AI/AN men who have sex with 
men (MSM), 49 % reported having unprotected anal sex during the past 12 months. 
The levels of other types of sexual risk are high among AI/AN MSM as well; for 
example, 45 % of that same sample reported some type of current or previous en-
gagement in sex work [27]. Overall, high rates of STIs among AI/ANs, coupled 
with low rates of condom use, indicate that sexual risk is a prevalent risk factor for 
HIV exposure and transmission in this population.

The Context of Colonialism

In order to gain a fuller and more complete understanding of typical HIV risk be-
haviors (i.e., substance use and sexual risk), the history of colonialism and its im-
pact on the contexts in which AI/ANs live must be considered. Although rates of 
substance use and sexual risk are clear, attempts to identify overarching cultural fac-
tors that have an impact on HIV exposure and transmission are challenging because 
of the diversity among and within AI/AN communities. The US federal government 
recognizes 566 AI/AN tribes and villages in the USA [28], each with cultural, po-
litical, geographic, and economic differences. One key distinction among tribes, 
in addition to differences in history, traditions, and beliefs, is the degree to which 
communities have acculturated to Anglo-American norms and values [29]. Tribes 
had varying experiences and responses to the early years of colonization and later 
to the implementation of policies that promoted forced assimilation (e.g., board-
ing schools). For example, despite active efforts to discourage the use of native 
language among children in the 1950s, some AI/AN communities have maintained 
precolonial languages and ways of life, but in many other AI/AN communities, the 
rates of assimilation are higher.
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Migration  Colonization has had an impact on sexual risk among AI/ANs through 
the intersection of assimilation and migration from tribal land to city centers. Some 
tribal communities (reservations) are within the boundaries of tribal ancestral lands 
whereas other communities were forcibly removed from their ancestral lands and 
relocated. Some reservations are located within, or contiguous to, large metropoli-
tan areas, and others are geographically isolated [30]. Although tribal land remains 
central to the identity of many AI/ANs, most AI/ANs (70 %) do not live on tribal 
lands and instead live in major urban centers; this shift can be traced back to the 
forced and voluntary relocation efforts that took place in the 1950s [31]. During 
that time period, AI/AN adults were recruited to cities to participate in vocational 
training [32], and many AI/AN children were taken from their homes and placed 
in boarding schools in urban centers [33]. The migration from tribal lands to urban 
centers has been associated with increases in health disparities in general and in 
HIV infection rates more specifically [22]. For example, urban drug users are more 
likely to be exposed to and transmit HIV than their counterparts living on the reser-
vation because of the co-occurrence of drug use and sexual risk and higher rates of 
trading sex for money, drugs, alcohol, shelter, and food [33, 34]. Furthermore, the 
challenges faced in urban spaces (e.g., discrimination, disconnection with land, and 
the loss of tribal connectedness) further contribute to risk.

Homophobia  The frequent migration to and from urban centers coupled with the 
adaptation of homophobic attitudes has created risky conditions for some AI/AN 
gay and bisexual men, MSM, and transgender persons both on and off reservations. 
Among AI/AN men with HIV, 61 % contracted HIV through sexual contact with 
another man [16].

During the precolonial era, homophobia was nonexistent in most AI/AN cul-
tures; in fact, individuals with different gender identities tended to be incorporated 
into communities without discrimination [35]. In contemporary times, however, 
many AI/AN gay and bisexual men and MSM face bias and vulnerability in their 
communities of origin, in the larger society, and within majority communities of 
gay and bisexual men and MSM due to their multiple minority status. Stigma, both 
on and off the reservation, coupled with a strong collective orientation, forces some 
AI/AN gay and bisexual men and MSM to hide or deny their identities, increasing 
their risk. As has been documented, some AI/AN gay and bisexual men and MSM 
who live in tribal communities—some of whom may be married to women—make 
brief trips into border communities adjacent to tribal lands and engage in risky 
sexual encounters with non-AI/AN gay and bisexual men and MSM and then return 
to their own communities [16, 36]. This, in conjunction with the circular nature of 
migration between reservations and urban centers in which the rates of HIV are 
higher is a unique risk for AI/AN communities [10, 11, 31, 34].

Trauma  Historical trauma and individual experiences with trauma among AI/ANs 
are interrelated and also increase HIV risk [16, 17, 35, 37]. The AI/AN population 
as a whole has suffered significant historical trauma, including massacres, forced 
relocation, forced enrollment in boarding schools, and forced removal of cultural 
and spiritual practices [16, 38]. The pain carried from these abuses has been trans-
mitted from generation to generation through cycles of violence and victimization 
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[17, 38, 39]. It has been suggested that historical trauma is a root cause of the dis-
proportionately high rates of substance abuse, intimate partner violence, and sexual 
assault within AI/AN communities, although empirical evidence is limited because 
of methodological challenges [17, 31, 38–42]. However, it makes sense that the 
powerlessness and hopelessness associated with historical trauma contribute to high 
rates of risk.

Individual trauma also is an important predictor of sexual risk in general [42] 
and for urban AI/AN women in particular [29, 42–44]. In fact, trauma is a greater 
predictor of engaging in sexual risk than social cognitions or knowledge and beliefs 
about HIV [22]. Although studies of prevalence rates of intimate partner violence 
among AI/ANs are rare, studies that do exist indicate lifetime rates of intimate part-
ner violence that range from 46–92 %; these rates are dramatically higher than in 
non-AI/AN samples [41, 42, 45]. In a large sample of AI/AN female adolescents, 
19 % reported a history of sexual abuse and 17 % reported physical abuse [45]. Fur-
thermore, AI/ANs who had experienced intimate partner violence were nine times 
more likely to engage in sexual risk behaviors then those who had not, and those 
who had been victims of nonpartner sexual assault were also more likely to use con-
doms inconsistently [18], Among AI/ANs living off a reservation, those who had 
experienced physical abuse were more likely to use a condom, whereas those who 
reported a history of sexual abuse were less likely to use protection [30].

Substance abuse is linked to both physical and sexual abuse, with 60 % of in-
jection-drug users reporting a history of sexual abuse and 55 % reporting physical 
abuse [46]. It has also been found that drug use leads to more exposure to sexual 
and physical assault, increasing the need for drugs and alcohol to self-medicate and 
perpetuating a vicious cycle of risk [47]. This cycle illustrates how trauma, sexual 
risk, and substance use are interrelated and may converge to create increased risk 
for HIV infection among AI/ANs [42].

Overall, experiences of trauma linked to a history of violence against AI/AN com-
munities (and individuals) that occurred during colonization may be drivers of sexu-
al risk and substance abuse and are therefore crucial to consider and include within 
HIV prevention interventions and programs designed for AI/AN communities.

History with Western Medicine  The intentional spread of disease during colo-
nization and the unethical medical practices that followed have created mistrust of 
Western medicine and research within AI/AN communities, potentially exacerbat-
ing HIV risk. Historically, the spread of disease played a large role in the conquest 
of AI/AN communities [43]. Three hundred years after Europeans first arrived in 
the “new world,” the AI/AN population decreased from between 2.1 and 18 mil-
lion people to 250,000 people; this decline in population is primarily due to the 
spread of diseases and epidemics [48]. More than violence, disease facilitated colo-
nial expansion, decimating entire AI/AN communities. The detrimental impact of 
colonization on health did not stop with disease transmission. In the early part of the 
nineteenth century, many medical experiments were conducted in Indian Country 
with deleterious side effects [49], and as recently as the 1970s, 40 % of all steriliza-
tion procedures performed by Indian Health Service were done without adequate 
informed consent [50].
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This history of exploitation has led to an understandable mistrust of Western 
medicine, inhibiting the effectiveness of medical prevention efforts and deterring 
individuals from seeking care when needed [2, 49, 50]. In fact, AI/ANs often are 
suspicious of prevention initiated by individuals outside of their community; they 
often are not willing to engage and participate in “outsider”-led prevention initia-
tives. Thus, HIV prevention interventions and programs may benefit from authentic 
engagement and participation of local AI/ANs.

Rates of migration, homophobia, the impact of historical trauma, violence ex-
perienced by AI/ANs, and mistrust of public health officials directly and/or indi-
rectly affect substance use and sexual risk within this population, putting AI/ANs 
at high risk for HIV exposure and transmission. Prevention efforts may address the 
primary risk factors, but intervening on the cultural, historical, and contextual fac-
tors in addition to typical intervention and program components may have greater 
impact. It is well acknowledged that HIV prevention interventions and programs 
tend to focus on promoting individual-level change rather than changes that inter-
vene “upstream” [51–59]. They focus on proximal antecedents to HIV risk, often 
including knowledge, attitudes, and skills to increase condom use and/or HIV test-
ing, or to reduce the number of sex partners. However, there is a profound need 
for interventions and programs to address the contexts in which individuals live. 
Although there has been recognition of the importance of, and movement toward, 
understanding the contexts in which risk behavior occurs in order to design inter-
ventions and programs that are culturally congruent, much still must be done to 
intervene on these contextual factors to bolster strengths and reduce weaknesses 
[54, 56, 58, 60, 61].

AI/AN-Specific Protective Factors Against HIV

Taking a postcolonial perspective, prevention efforts should honor and build on 
indigenous knowledge about health and wellness, which have been identified as 
strengths, community assets, and protective factors within AI/AN communities. 
Specifically, spirituality, traditional health beliefs and practices, and ethnic identity 
have been identified as protective factors against a variety of negative health out-
comes among AI/ANs [62, 63].

Like other aspects of culture, spirituality varies greatly by tribe and is typically 
a blend of traditional beliefs and postcolonial Christianity [62]. Spiritual rituals and 
ceremonies have supported AI/AN communities forced to adapt to change. Rituals 
and ceremonies provide supports and strategies to promote healing, connections to 
tradition, and systems for coping with both individual- and community-level stress-
ors [53, 64]. Although the impact of spirituality on sexual risk generally, and HIV 
specifically, has not been well tested, spirituality among AI/AN adolescents has 
been found to be protective against substance use [36]. In fact, affiliation with tra-
ditional spirituality (but not Christianity) predicts less substance use among AI/AN 
adolescents [53]. Thus, identification with traditional belief systems and participa-
tion in traditional rites and rituals may also protect against sexual risk, but research 
is needed to further test these connections.
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Within an AI/AN world view, traditional health and wellness center around spiri-
tuality [52, 65]. From the traditional AI/AN perspective, the body is understood to 
be a vessel for the spirit as it moves through human experiences [51, 65]; this is an 
important perception to consider when constructing interventions and programs. 
It also may be important to understand that physical health is perceived to be only 
one of four parts of wellness that must be in balance in order for an individual 
to be healthy [51, 68]. This concept of balance among different systems in life is 
traditionally represented by the medicine wheel. According to this wheel, tradi-
tional health consists of (1) the spirit that is maintained through ceremonies, ritu-
als, dreams, and prayer; (2) the body that is cared for with proper nutrition, sleep, 
exercise, and recreation; (3) context that includes connection to community through 
family, elders, culture, and tradition; and (4) the mind that is kept healthy by story-
telling and remembering and respecting the past (Fig. 6.1). In this holistic concept 
of health, all facets of the wheel are interconnected. When one aspect is not healthy, 
the entire system is at risk; the individual, or community for that matter, may have 
compromised health. These relationships among facets of health are not linear but 
rather circular, with each having an impact on the other.

During illness, a traditional AI/AN response is to acknowledge that a part within 
this system is out of balance and to identify what must be attended to [66, 67]. If 
the illness is physical, the explanation and treatment may be physical but may also 
incorporate ceremonies, storytelling, or other cultural traditions. Although balance 
is believed to be a natural state of functioning, actively pursuing harmony requires 
effort [69]. This means that the whole individual must be attended to when conduct-
ing health promotion and disease prevention efforts in general and HIV prevention 
specifically. This holistic orientation is a strength that can be used to encourage 
health behaviors and protect AI/ANs from HIV.

Fig. 6.1   Medicine wheel 
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In addition to spirituality and traditional health, other community assets have 
been identified as strengths among AI/ANs. Across many tribes, a sense of strong 
ethnic identity has been maintained and serves as a protective factor. This sense of 
identity is evident in the frequent gathering of family, tribe, clan, and nation [67, 69, 
70]. One aspect of this ethnic identity and collective orientation is the importance of 
tribal survivability and sovereignty [69–71]. The value of survivability can be built 
upon to motivate AI/ANs to take protective measures for the benefit of their larger 
community [72]. Furthermore, the Cherokee commitment to self-reliance has been 
shown to promote community health [52, 53, 65].

The central role of elders and the respect they are given in communities is yet 
another cultural asset that can be used in the prevention of HIV [18, 52, 53, 68, 71]. 
Drawing on existing AI/AN community assets such as the wisdom inherent in the 
community and harnessing it to promote health may be essential to successful HIV 
prevention. In addition, research with urban AI/AN adolescents in the Southwest 
USA identified family communication as offering protection against sexual risk 
[69]. Although unique challenges face AI/AN communities, rich community assets 
(e.g., strong collective bonds, commitment to tribal survivability, respect for elders, 
history and community-based wisdom, and family communication) may serve as 
protective factors that can be harnessed and/or enhanced in HIV prevention inter-
ventions and programs.

Community-Driven HIV Prevention and Research

Approaches that have been developed for and implemented within the dominant 
culture to reduce HIV risk may not work within AI/AN communities, and there 
remains a need for authentic, culturally grounded HIV prevention interventions and 
programs developed by and for AI/AN communities. To illustrate, based on eth-
nographic work with AI/AN prevention workers and community members in the 
western part of the USA, conceptions of shame in AI/AN communities require more 
discrete approaches to condom distribution in tribal settings [73]. Thus, although 
condom distribution has been a common strategy used to curb both the HIV and 
STI epidemics within other populations and communities [74], such an approach 
many not be appropriate within AI/AN communities. Within AI/AN communities, 
each member of the family is responsible for maintaining the reputation of the en-
tire family; thereby, family members may be discouraged from behaviors that are 
perceived to be contrary to social norms and values. Distributing and accepting 
condoms may conflict with these social norms and values and thus are often dis-
couraged. Moreover, discussing sexuality in public spaces is not acceptable in most 
tribes and to do so may be perceived as bringing shame to oneself and one’s family. 
However, unlike in many other communities, cultural norms also may endorse the 
discussion of sexuality across genders and generational status [72]. Understand-
ing this dynamic within tribal communities is crucial to harnessing community as-
sets and strengths and implementing HIV prevention interventions and programs 
that will have a positive impact. These examples also illustrate why community 
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engagement and partnership are critical to the success of HIV prevention interven-
tions and programs.

The individual focus of most HIV prevention interventions and programs is of-
ten a poor fit in more collectively organized communities, including AI/AN com-
munities. A variety of things—artifacts of popular culture or HIV prevention ap-
proaches—often need to be translated and/or substantially refined in order to “make 
sense” in traditional AI/AN communities. For example, prevention interventions 
and programs that emphasize the importance of taking responsibility for oneself 
may fail in AI/AN communities, whereas discussing safer sex as a method to fulfill 
individual responsibility to one’s family, community, and tribe may be more mean-
ingful and therefore more effective. When safer sex is communicated in the context 
of maintaining cultural traditions and health for future generations, the narrative is 
more likely to be in harmony with values that are already embedded in tribal histo-
ries and practices [75, 76].

Of course, other barriers to successful HIV prevention exist. The small, insular 
nature of many rural AI/AN communities may deter testing and accessing preven-
tion resources because of concerns about confidentiality [9, 10], necessitating strat-
egies that ensure confidence in confidentiality. Such strategies may include having 
nontribal members conduct testing, carrying out testing in regular health clinics so 
the purpose of the visit is not clear, and distributing testing materials in packaging 
that disguises the contents.

Furthermore, several barriers to successful HIV prevention efforts have been 
identified: the use of disease as a tool of conquest; racism, discrimination, margin-
alization, and ongoing profound socioeconomic disparities; slow and/or coercive 
public health responses; and distrust of Western medicine and the public health 
system [12, 36, 52, 65]. Even Western stereotypes of AI/ANs have created mis-
trust between AI/AN communities and “outside” prevention professionals (includ-
ing non-AI/AN community members, organization representatives, and academic 
researchers), limiting the acceptability, meaningfulness, and effectiveness of their 
HIV prevention efforts within tribal communities [75].

Duran et al. drew attention to the disconnect between the emphasis placed on 
evidence-based interventions (EBIs) and the importance of using culturally oriented 
interventions [36]. They noted that although the federal and state agencies that fund 
HIV prevention strongly encourage the use of EBIs that have been found to be ef-
ficacious and “endorsed” by the CDC (see Chap. 11, which outlines community 
engagement within the DEBI Project), none of the current CDC-disseminated inter-
ventions were developed by, for, or tested with, AI/AN communities [36].

More broadly, distance between AI/AN communities and the state-level agen-
cies and groups (including academic researchers) involved in HIV prevention plan-
ning, development, implementation, and evaluation is problematic. The different 
realities and obligations of community leaders and academic researchers have re-
sulted in compromises on the design of interventions [75–78]. Formal and informal 
community leaders who live with the daily challenges facing their family, friends, 
neighbors, colleagues, and constituencies are primarily concerned with meeting the 
needs of their community and protecting individuals from undue burden, whereas 
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academic researchers are often more detached and may be primarily more con-
cerned with research methodology [78, 79]. Meeting the needs of the communities 
to provide efficient services may require the use of research designs with no control/
comparison groups, smaller sample sizes, and shortened measurement tools. Ad-
ditionally, academic researchers may need to move quickly in order to fulfill fund-
ing requirements, inhibiting their ability to take the time to develop, nurture, and 
maintain authentic relationships and power sharing with community members and 
conduct truly engaged and participatory research.

Challenges, such as changes in federal funding priorities and research design 
compromises, are certainly not circumscribed to working with AI/AN communities. 
However, because these challenges occur against a backdrop of historical and ongo-
ing colonialism and stark poverty, the stakes are higher and the complications may 
be magnified. Historical mistrust makes community–university partnerships more 
prone to misunderstandings and frustrations when expectations are not met and in-
terests are not fully explained or understood. The high level of need in the com-
munity, coupled with rigorous methodological requirements and strict timetables 
imposed by funding agencies, exacerbate the gaps between community interests 
and academic researcher interests, challenging partners’ intentions of establishing 
an evidence base of culturally grounded HIV prevention efforts.

Community Engagement

Sound HIV prevention science and practice conducted with AI/AN communities 
must be rooted in collaborative, equitable, and authentic partnerships. The aims of 
prevention should be identified by community members within the context of their 
knowledge and beliefs, priorities, strengths, and assets. Once identified, and in 
the absence of the requisite expertise within the local community, trusted research 
partners can be engaged to provide assistance in the development, implementation, 
and evaluation of the prevention interventions and programs. In order for these 
community–academic partnerships to be successful, there must be trust, mutual re-
spect, and a common conceptualization of the issue. It takes time for these partner-
ships to develop and extensive listening on the part of the academic researchers is 
required. Within HIV prevention practice and research specifically, there is a need 
for frank conversations about intimate and often stigmatized transmission routes as 
well as which community members are at greatest risk. There is profound need to 
develop trust and discuss and identify the different priorities among stakeholders 
(including tribal elders and agencies providing services to an AI/AN community). 
Moreover, as partners engage in the development of HIV prevention interventions 
and programs, the geographic, social, and cultural distances should be acknowl-
edged [10, 48, 71, 80]. Honesty, recognition of differences, and humility among 
all partners are key; however, academic researchers have a history of being less 
humble and not recognizing that what they assume to be generalizable may in fact 
be stereotyping.
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One of AI/AN communities partnering with practitioners and academic research-
ers to develop and test HIV prevention interventions and programs is promising 
(Fig. 6.2). One key aspect of this process is the development of tribal capacity to 
design, implement, and rigorously evaluate prevention interventions and programs 
[81]. It is crucial that AI/AN community partners participate in all aspects of the re-
search process, again to ensure the most grounded and promising interventions and 
programs possible. The concept is simple: Engagement and partnership ensure that 
phenomena are better understood and make it more likely that developed interven-
tions and programs will be successful [58, 59, 79]. Moreover, besides having the best 
HIV prevention interventions and programs possible, participating in the process 
as equal partners builds community members’ capacity to solve problems; conduct 
research; and create, implement, and evaluate evidence-based interventions and pro-
grams themselves. These skills reach far beyond HIV and are transferrable to other 
health issues. In fact, it has been noted that the skills developed through engaged 
research (including what is commonly referred to as community-based participatory 
research, CBPR) may have an impact on the health and well-being of communities 
more broadly through the development of skills that can be applied to reduce other 
health disparities experienced by vulnerable communities [58, 59, 79, 82, 83].

Specific Promising and Evidence-Based HIV Prevention 
Interventions

Tribal governments and nonprofits are working in tribal communities and mak-
ing an appreciable impact on HIV at some level; however, few HIV prevention 
interventions and programs have been implemented and rigorously tested with AI/

Fig. 6.2   American Indian/Alaska Native community-driven prevention research proces

 



6  Community Engagement and HIV Prevention with American Indian/Alaska … 117

ANs. This lack of evidence may in part be explained by the cultural mismatch of 
preexisting prevention interventions and programs and the history of mistrust be-
tween AI/AN communities and “outsiders.” Although the criteria for scientific rigor 
(as is often defined by Western-trained academic researchers) are important, we 
discourage an analysis of the state of prevention efforts among AI/AN communities 
based solely on rigorous methodological standards, because such limited perspec-
tive places value solely on Western knowledge and ways of knowing without ac-
knowledging the value of indigenous knowledge and ways of knowing. For many 
of these interventions and programs, what they often lack in traditional scientific 
rigor is made up for in creative partnerships and the incorporation of unique AI/AN-
specific cultural and contextual factors. In other words, it is important to recognize 
the continuum between evidence-based practice and practice-based evidence. Thus, 
we reviewed six current prevention interventions and programs within AI/AN com-
munities to highlight some of the successes, challenges, and opportunities, as well 
as the importance of cultivating and maintaining relationships among community 
members, community leaders, organization representatives (including tribal struc-
tures), and academic researchers, while acknowledging the existence of multiple 
ways of knowledge generation and knowing and of defining health and illness. We 
take a postcolonial perspective by considering both the quality of the community 
partnership as well as the scientific rigor of the available evidence.

In our review of these interventions and programs, we outlined the population 
that the intervention or program is designed to reach and affect, the research design, 
aspects of community engagement and partnership, outcomes, and whether the pro-
gram or intervention is promising (Table 6.1). We also identified whether a holistic 
view of health (Fig. 6.1) was incorporated. Because the reviewed interventions all 
have significant methodological limitations and some do not measure or report out-
comes, we do not focus on these aspects; these types of challenges are clear. Rather, 
we highlight the ways community engagement and partnerships are used and har-
nessed to attune them to the local cultural context.

Native American Prevention Project Against AIDS  
and Substance Abuse (NAPPASA)

NAPPASA is a school-based curriculum designed to reduce HIV and other sexual 
risks as well as alcohol and drug use. NAPPASA is listed as a promising interven-
tion by the US Department of Justice, Office of Juvenile Justice and Delinquency 
Prevention, and reports have been published on its development [72] and positive 
outcomes [84]. This intervention was the result of a partnership among members 
from several AI/AN communities in the southwestern part of the USA, health care 
professionals, and researchers. Early in the development process, interviews and fo-
cus groups were conducted to identify community knowledge of and attitudes about 
HIV, HIV risk, and alcohol and drug use. These interviews and focus groups also 
were used to help identify culturally congruent prevention messages. Baldwin and 
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colleagues offered a thorough description of their theoretical model and emphasized 
that it incorporated both Western, biomedical conceptions of health and behavior, 
and holistic views of health rooted in AI/AN communities and cultures [72, 85].

NAPPASA was tested with eighth and ninth grade students in 14 schools located 
on reservations or in adjacent communities. Almost 80 % of the 2,704 participants 
identified as AI/AN or AI/AN and another racial/ethnic identity, and male and fe-
male students were represented equally. The study design was quasi-experimental 
with pre, post, and follow-up assessments; the intervention was used for 2,038 par-
ticipants, and 666 drawn from the same grades served as the nonintervention control 
group. Some students received the intervention curriculum for 1 year and others for 
2 years. Outcomes included reduced sexual risk and alcohol and drug use. Specific 
to HIV risk, individuals in the intervention group maintained abstinence longer and 
among those who were sexually active, the rate of having sex while drunk or high 
was lower.

The intervention was identified as having a rigorous design in a comprehensive 
systematic review of the literature of culturally sensitive interventions for AI/AN 
adolescents [84]. Because it is one of the only evidence-based interventions for AI/
AN adolescents to reduce HIV risk, it was subsequently adapted for urban AI/AN 
adolescents [86].

Circle of Life (COL)

The COL intervention encompasses two HIV prevention curricula for AI/AN ado-
lescents. Developed in the late 1990s and early 2000s and implemented without 
peer-reviewed evaluation, COL intervention had discrete versions for elementary 
and middle-school students. More recently, however, researchers have begun adapt-
ing the intervention and evaluating the middle-school curriculum [87]. Researchers 
partnered with tribal governments and school districts in the Northern Plains to con-
duct a longitudinal evaluation of the COL intervention for middle-school students 
[88]. When originally approached about partnering to implement an intervention, 
the tribe was interested and had a high level of awareness of challenges and risks 
facing adolescents. This “readiness” was attributed to the success of highly active 
community health organizers who had laid the groundwork by raising awareness 
within the tribe about HIV and substance use among adolescents. Furthermore, 
these community health organizers used a holistic conceptualization of health.

As a result of community awareness and readiness and the culturally congru-
ent (thus acceptable and meaningful) approach, staff from all 13 middle schools 
provided letters of support for a grant application to fund the project. A community 
advisory board was formed to foster clear and transparent communication among 
all partners, including community members, parents, tribal groups, schools, and re-
searchers. Additionally, there was impressive community outreach, often conducted 
by community members, to explain the study to parents and obtain informed con-
sent. For example, the research team established a field office in the community, 
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hired community members, and met individually with each parent or guardian to 
explain the project and what they were consenting to. When parent contact informa-
tion was not provided or was not accurate, parents were contacted through commu-
nity meetings and local media or outreach workers who attended community events. 
In addition, memorandums of understanding (MOUs) were established with each 
school, outlining clear roles and expectations. MOU, for example, included data-
sharing plans prior to data collection, given that a common value of community 
engagement includes the notion that data from the community are, in fact, owned 
by the community. Furthermore, community members reviewed all measurement 
items before implementation, and they suggested additional items that added to the 
measurement tool.

Similar to NAPPASA, the COL intervention used a hybrid of standard Western 
HIV prevention approaches, behavior change theories, and AI/AN conceptualiza-
tions of health. It built on the traditional medicine wheel, which includes mental, 
spiritual, physical, and emotional facets of health (a version of which is presented in 
Fig. 6.1), and also on social cognitive theory, theory of reasoned action, and theory 
of planned behavior. This balance is a good example of the implementation of post-
colonial perspectives in HIV prevention. The intervention was developed by staff 
of an AI/AN-controlled organization with extensive input from other community 
members as well. The intervention was pilot tested and modifications were made on 
the basis of input from focus groups and preliminary results.

To test the final intervention, schools were randomly assigned to two conditions. 
As a compromise with tribal and school leaders, the design used a wait-list control; 
this design has been identified as more appealing within many communities that 
want all community members to benefit from a potentially health-promoting and 
disease-preventing innovation [59, 79, 88]. Recognizing that from the perspective 
of a longitudinal study they lacked a true control group because they randomized 
at the school level when they were interested in outcomes at the individual level, 
Kaufman et al. noted a plan to examine how baseline differences affected long-term 
efficacy of the COL intervention. Although community engagement and partici-
pation were high, cultural congruence and meaningfulness were clear, theoretical 
foundations were solid, and community ownership and outreach were impressive; 
initial findings showed no significant differences between intervention assignments 
(i.e., intervention versus wait-list control).

Adaptations of the COL intervention have been explored. Because of the great 
variability with the AI/AN communities, the developers of the intervention de-
signed and included topic areas that could be adapted depending on characteristics 
of the community. They included instructions on how to effectively and efficiently 
adapt the intervention.

Although they did not report outcomes, Kaufman and colleagues discussed an 
adaptation of the COL intervention for use in Native Boys and Girls Clubs after-
school programs, shifting the content to fit an after-school program rather than a 
school setting. They concluded that the adaptation was generally well received, 
but they noted that many of the local clubs refused to include the chapters on ho-
mosexuality and condom use. Drawing on qualitative interviews, they identified 
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a need to develop regional variations of the intervention to better reflect the cul-
tural diversity among AI/AN communities and the settings in which the interven-
tion may be implemented. Despite some methodological limitations and a lack of 
strong statistical findings to date, the COL intervention remains one of the more 
rigorously designed and tested HIV prevention interventions for AI/AN communi-
ties.

Gathering of Native Americans (GONA)

The GONA intervention was developed by tribal leaders through a grant funded 
by the Center for Substance Abuse Prevention (CSAP). GONA intervention was 
primarily designed as a substance abuse prevention intervention. This intervention 
is rooted in an explicit discussion of colonialism and historical trauma and focuses 
on AI/AN conceptualizations of holistic health and wellness. The 4-day curriculum 
embraces traditional values such as belonging, mastery, interdependence, and gen-
erosity and includes empowerment and skills development [89, 90].

Although not originally designed to have an impact on sexual risk and prevent 
HIV exposure and transmission, the GONA intervention has been implemented 
and tested by The Native American Health Clinic (NAHC) in Oakland, CA. The 
initial study used participant satisfaction surveys and found the majority of par-
ticipants reported that (1) their refusal skills improved, (2) their knowledge of and 
connection to AI/AN culture increased, (3) their communication skills improved, 
and (4) their community involvement tended to increase. Staff from NAHC con-
ducted another study of the GONA intervention and tested its impact on knowl-
edge, perception of risk, sexual self-efficacy, and sexual risk. In this second study, 
attempts were made to increase the sample size conducted at pretest and posttest. 
The sampling process, however, was responsive more to the needs of participating 
agencies than study design, and 46 % of participants were lost at follow-up. This 
study found increased HIV knowledge and self-efficacy. Unfortunately, behavior 
(e.g., increased consistent condom use) did not change significantly [91]. Despite 
the challenges and methodological limits, overall the programs implemented by 
NAHC are promising. The ongoing efforts made by researchers and a tribal entity 
to engage and partner to design and rigorously test an HIV intervention are also 
impressive.

Intervention with Motivational Interviewing  
and Transtheoretical Stages of Change

An intervention that used both motivational interviewing [92] and the transtheo-
retical stages of change [93] was designed and implemented through a broad-based 
partnership among substance abuse counseling providers, an AI/AN-focused AIDS 
service organization (ASO), the Indian Health Service, and academic researchers. 
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The two-part intervention designed for and implemented in a residential substance 
abuse treatment program consisted of one 60-min group information session fol-
lowed by a 30-min one-on-one session. Acknowledging that the lack of a control 
group limits the strength of the findings, the partnership documented an increase in 
HIV knowledge and a high rate (78 %) of HIV testing [80]. The choice of setting is 
an important response to the elevated rates of alcohol and other drug abuse within 
AI/AN communities and the ways in which substance abuse can elevate HIV risk. 
Similarly, the approach of motivational interviewing and the use of stages of change 
seem an appropriate fit for the population and setting—one where seeds of change 
are routinely planted for future growth.

HIV Prevention in Maine

Working with a rural AI/AN community in Maine, a social work educator and a 
service provider in an agency that serves AI/AN communities, developed, nurtured, 
and maintained a partnership and conducted research to explore the HIV prevention 
needs in the community. Based on formative data from a needs assessment, they 
identified three key strategies that could be employed to reduce risk. They partnered 
with members of the community to develop an intervention to increase awareness 
and reduce risk. Because they knew that some community members had attitudes 
that discouraged condom use and they found low rates of actual use, they drew on 
culturally relevant approaches to craft their intervention. Primarily, they (1) trained 
respected elders to provide HIV education and discuss safer sex with younger com-
munity members, (2) used a theater troupe to put on plays telling stories about HIV, 
and (3) distributed AI/AN-made jewelry featuring condoms in the design. Their 
evaluation did not measure change in behavior; rather, they documented that the 
intervention was memorable, and high-risk community members reported that the 
approach was appropriate. Despite limitations, the partners demonstrated authentic 
academic and agency partnership to develop a promising and culturally grounded 
intervention [94].

Women’s Circle: Toward Healthier Relationships

Klein et  al. reported on a unique collaboration between an urban AI/AN health 
clinic and researchers to develop an HIV prevention program for AI/AN women 
in the San Francisco Bay area. The intervention was known as Women’s Circle: 
Toward Healthier Relationships. The partnership was established early during the 
grant preparation phase, the intervention was developed; it was not established 
“after the fact” or in response to a need for participant recruitment. Each partner 
brought unique talents that complemented one another, and the process included on-
going communication and negotiation among partners. Discussions about resource 
allocation were conducted upfront, when the grant was being written, in order to 
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reduce possible subsequent conflicts. The development of the intervention included 
input from potential participants through focus groups, who offered input on top-
ics of importance as well as the structure of the intervention. Reflecting a broad 
view of health, the topics were diverse, including HIV/AIDS, intimate partner vio-
lence, parenting, substance abuse, and welfare reform. Furthermore, although both 
the intervention and other agency services were available to AI/ANs and non-AI/
ANs, the intervention was developed with AI/AN cultural values in mind, includ-
ing a holistic view of health and an emphasis on the connection between individual 
and community health. The resulting intervention had 11 sessions (a mix of small 
groups and individual sessions) and videos [76].

Klein et al. described key lessons learned from their partnership process. They 
reported that the team had difficulty identifying specific outcomes that should be in-
cluded in the evaluation instrument because the intervention covered a wide array of 
topics, spanning from parenting to substance abuse. Time limitations and respect for 
participant burden required that the survey length be reasonable (e.g., short); thus, 
the team had to carefully select what was necessary to measure in order to create a 
parsimonious survey. This problem occurs often in community–academic research 
partnerships; academic researchers want to ensure they can adequately measure 
outcomes and community partners are concerned with feasibility. In addition to 
tension about which measures to include in the evaluation instrument, at one point 
a community provider questioned the value of research. Potential misunderstand-
ings during the evaluation were averted because the strong personal relationship 
developed between the community provider and the academic researcher prior to 
the implementation of the intervention allowed them to express and address skepti-
cal attitudes and other potential challenges through open dialogue. Members of the 
team reported that, overall, the relationship built during the intensity of the grant 
writing process facilitated their ease to work through issues when they faced chal-
lenges during implementation and evaluation of the intervention [76].

Emerging Common Themes in HIV Prevention  
with AI/AN Communities

Importance of Community Perception and Readiness

The issue of community perception was present throughout many of the studies we 
explored. Some researchers have suggested that HIV is sometimes seen by commu-
nity members as an external issue; HIV infection may be perceived as happening 
only to “others,” not to oneself [61]. Even when identified as a community prior-
ity, knowledge, attitudes, and resources greatly shape how a particular community 
responds. For example, given the stigma around sex, sexuality, and substance use, 
communities may struggle over how, when, where, and with whom to discuss sex 
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and substance use. Other concerns and questions emerge as well, including the fol-
lowing examples:

•	 Should a community with stark immediate needs and a history of mistreatment 
from academic research and medical communities accept the use of a control 
group, which increases design validity but—at least in the short-term—serves 
fewer individuals?

•	 How much time and resources can community “insiders” (e.g., members) and 
providers be expected to spend going to research meetings, helping to secure 
informed consent, and capturing outcome data?

•	 Should a resource-poor community divert talent and resources from clearly es-
tablished epidemics such as alcoholism and diabetes, which are often perceived 
as more immediate, to prevent the worsening of the impact of HIV locally?

Clearly, such questions can have an impact on a community’s readiness to act to 
reduce HIV risk among its members. The Community Readiness Model has been 
suggested as helpful for building support for interventions and programs in AI/AN 
communities [15, 95, 96]. The Community Readiness Model assesses a commu-
nity’s awareness of an issue and readiness for change with nine stages, ranging 
from no awareness to complete community ownership (Fig. 6.3). This assessment 
is followed by the development of a “readiness action plan” that suggests next steps 
in response to current community priorities and climate. This approach has proved 
successful in helping multiple AI/AN communities prepare to implement behavior-
al HIV prevention interventions specially approved and disseminated by the CDC 
[95].

Areas for Expansion

Two broad themes that emerge from the literature on the prevention of HIV in AI/
AN communities warrant further elaboration. First, significant and insightful at-
tempts have been made to bridge the divide between indigenous communities and 
the medical and research communities through community engagement and part-
nership. However, authentic partnerships that include an equitable distribution of 
power are rare. Second, there are few published studies of approaches to HIV pre-
vention with AI/AN communities that can be considered methodologically rigorous 
by Western standards.

Characteristics of Effective Partnerships

Despite the fact that we have often focused on the challenges of partnerships, the 
literature offers examples of how effective partnerships can be cultivated and main-
tained. From the perspective of the academic researcher, seeing research as a rela-
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tionship to cultivate and maintain is essential. Indigenous communities have made it 
clear that “drive-by research” is not helpful or welcome. Discussing capacity build-
ing in AI/AN communities, Chino and DeBruyn emphasized the importance of a 
cyclical and iterative approach to the development and testing of interventions [90]. 
Baldwin and colleagues focused on the value of using CBPR to help build partner-
ships that include members of AI/AN communities, organization representatives, 
and academic researchers [96]. Consistent with a CBPR approach, they argue for 
early collaboration during design of the project and development of the intervention 
and program, the use of a very involved and nontoken community advisory body, 
and the employment of community members in the effort.

An optimal way to bridge the chasms is to increase the number of indigenous 
individuals involved in academic research; however, it is important not to assume 
that an academic researcher from the community understands current priorities and 
needs; “assumed understanding” can have its own pitfalls. After someone has “left” 
a community, interacted with “others” and nontribal systems through school and 
work, for instance, and earned an advanced degree, they may not represent the com-
munity from which they came. Reflexivity, as discussed in Chap. 10, is one ap-
proach to reduce the reliance on assumed understanding, knowledge, and tokenism. 
Cultural humility, as described in Chap. 1, also is a good approach for both insiders 
and outsiders to reduce assumptions.

Adaptation Issues

The literature on adapting prevention interventions for use with communities in 
which they were not tested is limited [97–100]. However, the process of adapting 
HIV prevention interventions for new contexts has been explored [101, 102]. There 
is an inherent trade-off when the decision is made to use an intervention developed 
in another context and with another population. It is important to note that the CDC 
and state health departments continue to set a priority for the use of previously test-
ed and evidence-based interventions. In fact, use or adaptation of evidence-based 
interventions increases the likelihood of receiving government funding. Unfortu-
nately, none of these evidence-based interventions was developed with or for AI/
AN communities.

From 2009–2012, the CDC worked in partnership with the Arizona Intertribal 
Council and three tribes in that state to adapt the intervention known as Sisters 
Informing Sisters On Topics about AIDS (SISTAS). SISTAS is an evidence-based 
intervention initially developed to prevent HIV exposure and transmission among 
female African American/black adolescents [103]. The adaptation process has re-
cently been completed and included the incorporation of AI/AN symbols and ico-
nography, use of storytelling, and other culturally specific content throughout the 
intervention. Moreover, the CDC has encouraged each tribal community to further 
adapt the intervention to its specific tribal context, such as language and symbolism 
[104]. Although the AI/AN-adapted version has not yet been evaluated through a 
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randomized control trial, focus groups conducted with participants identified high 
levels of satisfaction with the adapted version. On the other hand, evaluators have 
reported difficulties with what they define as “appropriate” implementation and 
fidelity. Another potential problem is that the original intervention was developed 
nearly 20 years ago, which means that, in addition to the different context and popu-
lation, the intervention may be outdated and its relevance may be limited.

Moreover, there are concerns when an intervention or program that has worked 
within one community or population is adapted for another; an error can occur in 
multiple places. As examples, the theoretical foundation of an efficacious interven-
tion or program may not make sense for the community or population for whom 
adaptation is taking place; formative data collection can be rushed; translation of 
formative data into adapted intervention or program components can be inaccurate; 
and program components themselves may not even make sense. When adaptation 
is planned to make an intervention or program “fit” another community or popula-
tion, the necessary steps may not be taken or taken with enough rigor to ensure its 
appropriateness and its potential to promote health and prevent disease. Indeed, not 
giving the same focus and attention to the entire development and efficacy-testing 
process that has been given to interventions and programs for other racial/ethnic 
communities may be a vestige of colonialism.

Implications for Future Research

The interventions discussed in this chapter offer some useful foundations on which 
to build as we begin to identify and meet the needs and priorities of AI/AN commu-
nities. Some themes found throughout the literature were the incorporation of assets 

Fig. 6.3   Nine stages of readiness adapted for HIV/AIDS
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such as community identity, respected elders, indigenous knowledge, and norms 
about sexual behavior and risks. The focus on holistic health or working with the 
whole person was also evident in the interventions and programs described and was 
key to intervention development, adaptation, and, theoretically, success [37, 72, 75, 
76, 87, 102]. Often, the holistic health approach led to interventions and programs 
that targeted multiple issues at once. For example, Klein et al. addressed all of the 
following within their intervention: HIV prevention, reproductive health, parenting, 
fitness, nutrition, violence and trauma, substance abuse, community support, self-
esteem, and welfare reform. Although unstated, the decision to offer HIV testing 
and prevention in a residential substance abuse center is a reflection of this holistic 
approach. Such approaches align with a broader focus to target social determinates 
of community health [76].

In addition, most of the prevention efforts explored included community part-
ners, although the degree of power sharing differed by intervention. Some interven-
tions were developed through consultations with tribal communities, using focus 
groups and interviews [76], in order to better understand indigenous knowledge 
and customs, whereas other interventions were developed, implemented, and tested 
by tribal members [2]. In their study, Klein and colleagues discussed the process of 
partnership and lessons learned to provide community partners and academic re-
searchers insights into the complex dynamics that occur in a community–academic 
partnership [76].

In addition to assessing studies for the traditional marks of scientific rigor, we 
contend that the equity of the partnership between the community and academic 
researchers should also be critiqued. This point seems particularly important as we 
move toward addressing the social determinants of health and reducing health ineq-
uities, including HIV-related health inequities.

Although virtually all prevention interventions reviewed made reference to tradi-
tional or tribal values informing programming, only a small number made attempts 
to test the hypothesized relationship [2]. Explication and testing of such cultural 
assumptions should occur more often and—despite the obvious irony—more for-
mally. Doing so, brings all involved closer to the underlying tension between world 
views and raises the question: Who’s way of knowing is superior? By creating com-
munity partnerships that are respectful and open, HIV interventions and programs 
can be built on the best of both worlds: placing prevention in the context of holistic 
health and rigorously testing the interventions and programs to assess their effec-
tiveness to address this growing social problem.

Discussion and Conclusion

To a large extent, we conclude where we began. The literature on HIV prevention 
for AI/AN communities highlights the historical and modern faces of colonialism. 
Although a desire to move beyond colonialism is understandable, it is sadly naive. 
Forces of oppression and privilege continue and increase HIV risk and related con-
ditions in AI/AN communities. Some argue that the disparity in rates of HIV within 
AI/AN communities is not at the extreme levels of inequalities of other health issues 
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facing this community (e.g., poverty, injuries, tuberculosis, and infant mortality); 
however, the presence of risk factors (including high rates of STIs), high levels of 
substance use, and sexual risk warrant concern. The disproportionate burden of HIV 
borne by AI/AN communities necessitates action, but we contend that this action 
must be done through engagement and partnership. We cannot confront HIV using 
approaches that align with colonialism; instead, we must work together to blend the 
perspectives and resources of diverse partners.

Despite the recognized need for evidence-based HIV prevention interventions 
and programs, the same colonial forces that created risk for HIV exposure and trans-
mission within AI/AN communities complicate the honest attempts by indigenous, 
medical, and research communities to mount successful prevention efforts. In order 
to overcome these barriers and implement effective HIV prevention interventions 
and programs in AI/AN communities, efforts must come from within this commu-
nity; respectful and trusting partnerships must be built and nurtured, and the capac-
ity for research among tribal members must be developed. Although ideal research 
conditions have rarely been achieved in prevention science with this population, 
a number of community-driven HIV prevention interventions and programs have 
been developed grounded in the unique contexts of AI/AN communities. Those pro-
grams that have been most promising treat the whole person and provide templates 
for next steps in both research and practice.

Summary and Recommendations

•	 AI/AN communities may benefit from a raised consciousness about the impact 
of HIV and require a level of community “readiness” to both address HIV and 
engage and partner with others.

•	 In order to move forward with HIV prevention efforts, the understanding of HIV 
among AI/ANs must be developed and contextualized within the frame of indig-
enous knowledge and ways of knowing and “doing things.”

•	 Academic researchers must be available to tribal communities to partner on pro-
gram and intervention development, implementation, and evaluation when tribal 
communities are ready. This may require mutual trust and long-standing rela-
tionships.

•	 Capacity must be enhanced for academic researchers and providers to authenti-
cally partner with tribal communities and tribal communities to implement rigor-
ous scientific methodologies.

•	 New research paradigms must be developed that include engagement, partner-
ship, and self-determination.

•	 Community–academic partnerships must be authentic; power must be shared, 
and differences among partners should not be understood as differences in status.

•	 Existing barriers between Indian Health Service and local tribal government 
should be reduced so that information can be shared about the health needs of 
the tribal communities.
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•	 Work should continue to be done to reduce the stigma attached to getting tested 
for or living with HIV.

•	 HIV prevention interventions and programs must be informed by the issues and 
dynamics of historical trauma.

•	 Tribal, cultural, and linguistic diversity must be recognized; stereotyping of any 
partner must be avoided.

•	 Individuals within tribal communities may be trained to successfully disseminate 
information, distribute risk reduction resources, build skills, combat stigma, and 
facilitate HIV testing.

The intersecting journeys of community engagement and participation and HIV 
prevention are not linear just as life is not linear. There will be ups and downs along 
the way. There is much hope because of the good work being conducted in partner-
ship with communities on tribal lands and in cities around the country. It is vital that 
we continue to make progress. AI/AN communities must be a priority for the devel-
opment, implementation, and evaluation of HIV prevention interventions and pro-
grams, and these efforts must be conducted through engagement and partnership. 
Authentic engagement and partnership is not easy, but the results, if done well, can 
be profound. We continue to face an epidemic and even after 30 years, our toolkit 
is limited. Community engagement and partnership not only have the potential to 
affect HIV among AI/AN communities but provide guidance to address other health 
disparities facing these and other communities and populations.
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Now in its fourth decade, HIV remains an epidemic that has a profound impact on all 
communities, particularly vulnerable ones, such as minority (e.g., racial/ethnic, sexu-
al, and gender) and economically disadvantaged communities. Innovative approach-
es have emerged that are designed to improve the success of intervention research 
and practice to reduce and eliminate health disparities generally and HIV-related dis-
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parities specifically. One such approach is community-based participatory research 
(CBPR). CBPR is based on the premise that so-called outside-experts (e.g., scientists 
from academic, government, and some nongovernment institutions) can promote 
health and prevent disease more effectively and efficiently in authentic equitable 
partnership with community members who themselves are experts [1].

Traditional outside-experts may have limited understanding and appreciation of 
how social, cultural, political, and economic contexts and individuals interact within 
a specific community [2, 3]. Thus, understanding and intervening on the complex be-
havioral, contextual, and environmental factors that influence HIV exposure and trans-
mission in a community benefit from multiple perspectives, insights, and experiences.

Our partnership, comprised of scientists and lay-experts from academic, govern-
ment, and nongovernment institutions, including community-based organizations 
and businesses and the community at large, has more than a decade-long history 
of successful and sustained CBPR to reduce HIV risk among vulnerable communi-
ties. Thus, given our long-standing history with CBPR, members of our partnership 
sought to identify and describe our partnership’s underlying values; predisposing, 
enabling, and reinforcing factors that influence and sustain our approach to CBPR; 
and our own real-world challenges to engagement, partnership, and CBPR.

CBPR Defined

CBPR is a collaborative research approach designed to improve health and well-
being through participatory and better-informed inquiry, always with an eye on how 
the knowledge generated can be translated and applied. A hallmark of CBPR is that 
research is conducted to improve health through action, including change at the in-
dividual, group, community, policy, and social levels. CBPR emphasizes co-learn-
ing; reciprocal transfer of expertise; sharing of decision-making power; and mutual 
ownership of the processes and products of research [1, 3–5]. Rather than scientists 
from universities, government, or other types of nongovernmental research organi-
zations “approaching” and “entering” a community with a preconceived notion of 
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what is best for a community, CBPR involves lay community members and repre-
sentatives from community-based organizations sharing research roles with these 
scientists. CBPR moves from treating individuals within a community as targets of 
research to engaging them fully as nontoken research partners.

CBPR has the potential to improve health and well-being, aid in disease preven-
tion, and reduce health disparities because, among its strengths, it builds bridges 
between communities and scientists. Blending the experiences of community mem-
bers and of organization representatives in public health practice and service provi-
sion with sound science can help develop deeper and more informed understanding 
of health-related phenomena and produce interventions and programs that are more 
relevant, culturally congruent, and more likely to be effective and to be adopted and 
sustained if effective and warranted [1, 3, 6–8]. Similarly, study designs, including 
those used to evaluate actions (including interventions, programs, and other types 
of actions), that are informed by multiple perspectives may be more authentic to the 
community and to ways that community members engage, convene, interact, and 
take action. Thus, interventions may be more innovative; recruitment benchmarks, 
including participation and retention rates, may be higher; measurements may be 
more precise; data collection may be more acceptable, complete, and meaningful; 
analysis and interpretation of findings may be more accurate; and sustainability and 
meaningful dissemination may be more likely [8].

Furthermore, a distinguishing feature of CBPR is the recognition of community 
as a social entity with a sense of identity and a shared fate. Working with rather than 
merely in communities, partners applying CBPR approaches may strengthen a com-
munity’s overall capacity to problem-solve and reduce health disparities through 
engagement and ongoing participation in the research process.

Our CBPR Partnership

Members of our partnership focus on the health of ethnic/racial, sexual, and gender 
minorities and economically disadvantaged comunities. Over the past 13 years, our 
partnership has evolved to reflect demographic trends and the evolving impact of the 
HIV epidemic. Current partners include representatives from North Carolina public 
health departments (local and state level); six AIDS service organizations; commu-
nity-based organizations, including Latino soccer leagues and teams, the North Car-
olina lesbian, gay, bisexual, and transgender (LGBT) pride organization, and Latino-
serving organizations; a local LGBT foundation; local businesses, including media 
organizations, Internet companies, bars and clubs, a video production company, and 
tiendas (Latino grocers); the Centers for Disease Control and Prevention (CDC); 
and five universities. Our partnership consists of a variety of members working on 
multiple projects; members may be involved with and committed to different proj-
ects; however, our partnership is not study-specific. Members may join and leave, 
and be more or less involved, but despite transitions, the partnership remains.



S. D. Rhodes et al.138

Currently, members of our CBPR partnership are involved with the following:

•	 Exploring sexual risk behavior and testing potential intervention strategies 
among Latino gay and bisexual men, men who have sex with men (MSM), and 
transgender persons

•	 Developing a new partnership with, and documenting the needs and priorities of, 
Latina transgender women

•	 Evaluating the sustainability of effects of a male-focused lay health advisor in-
tervention designed to increase sexual health among predominately heterosexu-
al, Latino soccer team members

•	 Testing the processes of dissemination of an evidence-based intervention to increase 
condom use among male, predominately heterosexual, Latino soccer team members

•	 Designing a lay health advisor intervention to promote reproductive and sexual 
health among Latina women

•	 Studying risk among Guatemalan gay and bisexual men, MSM, and transgender 
persons

•	 Implementing and evaluating an intervention designed to promote HIV testing 
among MSM who use social media and online settings (e.g., chat rooms, craig-
slist, and mobile application software or “apps”) for social and sexual networking

•	 Documenting the impact of immigration policies on accessing and utilizing pub-
lic health and other medical services among Latinos

•	 Studying the process of community engagement within a national sample of pro-
grams for the prevention of HIV and sexually transmitted infection (STI)

The key is that CBPR requires an ongoing partnership that is not tied to a single 
study or funding source; in fact, partnership members are committed to, and in-
volved in, the partnership, with or without funding.

Evaluating our Partnership’s Approach to CBPR

As part of our ongoing efforts to conduct authentic, equitable, and sustained community 
engagement and partnership and take experiences and lessons learned to improve our 
processes, members of our CBPR partnership have worked with an external researcher 
to evaluate our approach to CBPR since 2008. Our partnership chose an outside evalu-
ator with whom we had an established relationship. This evaluator has postdoctoral 
training in CBPR, experience as a director within an AIDS service organization, and 
more than a decade of work as an academic scientist using community engagement 
and partnership approaches along a continuum. He was well known, trusted, and well 
liked by many members of our partnership. The research he is involved with parallels 
the types of research that members of our partnership engage in. He does not work 
within our region of the country, which appealed to us because we thought he would 
be less likely to have preconceived notions; his only allegiance was authentic CBPR.

Members of our partnership wanted to ensure that our approach to CBPR was 
not CBPR merely because we said it was; rather, we wanted to constantly strive 
for values, principles, and processes typically associated with CBPR, including 
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openness, inclusion, transparent communication, a focus on community priorities 
and action, etc. [3, 5, 9–14]. Because reflexivity and reflection tend to be key strate-
gies to ensure that one’s intentions remain centered on good processes associated 
with CBPR to identify and meet community priorities (see Chap. 10 for a summary 
of reflexivity), including an evaluator to gain insights into our approach to CBPR 
made sense for our partnership. Basically, members of our partnership believed that 
we must explore our CBPR-related processes if we wanted to understand outcomes 
and what contributes to the sustainability of our CBPR.

To assess our CBPR approach, the outside evaluator conducted iterative indi-
vidual in-depth interviews and facilitated group discussions with members of our 
CBPR partnership; directly observed partnership meetings, intervention implemen-
tation, and informal interactions; and reviewed documents (e.g., meeting notes). 
The evaluator and an ad hoc subcommittee from the CBPR partnership conducted 
preliminary data analysis. Members of our partnership used a nominal group pro-
cess to refine and finalize findings.

Values

Eleven values emerged from this data collection, analysis, and interpretation 
(Table 7.1).

Broad Partnerships

The first value is a commitment to partnership that spans the types of individuals living 
and working within communities throughout all phases of the research process. Our 

Table 7.1   Common values underlying our approach to community-based participatory research
Participation of scientists and lay-experts from academic, government, and nongovernment insti-

tutions, including community-based organizations and businesses, and the community at large 
throughout all phases of the research process

Agreement among partners on the goals and aims of the research
Ongoing commitment, cooperation, and negotiation among partners to work toward and meet 

agreed-upon goals
Transparent processes with and open communication within the partnership
Multidirectional exchange of information and learning among partners
Capacity development among partners
Focus on community empowerment and an assets orientation to health promotion and disease 

prevention
Ongoing reflection among partners to ensure inclusion and adherence to values, partnership 

principles, and goals and aims
Conflict among partners as a catalyst to improve research processes and outcomes
Shared power and resources among partners
Movement of research to community change and improved health
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partnership includes those primarily at risk for HIV exposure and transmission as well 
as community members who are involved in HIV prevention, care, and treatment, and 
Latino and LGBT health. We are dedicated to bringing various perspectives, insights, 
and experiences together to ensure the most informed understanding of health-related 
phenomena possible, which helps lead to improved interventions and programs. Fur-
thermore, this commitment to a broad inclusion of partners and perspectives reflects 
our dedication to improved decision-making regarding studies and research questions; 
study designs; methods; instrumentation; data collection, analysis, and interpretation; 
and the dissemination of findings. The inclusion of diverse partners helps to ensure 
that all decisions are carefully considered by blending insider (emic) and outsider 
(etic) perspectives. Without such inclusion and active and meaningful participation, it 
can be easy to cut corners, fall back on assumptions, and be less innovative.

Consensus on the Goals of Our Research

Throughout the research process (including initial conceptualization of the study 
and the research question), we agree on what we are working toward. For example, 
within our intervention research, partners agree that we are testing interventions to 
determine their efficacy. This focus is particularly important, given that staff from 
community-based organizations often deliver interventions and programs, as op-
posed to testing them. Testing an intervention adds complexity beyond the challeng-
es typically associated with delivery and includes issues related to sample size and 
power, randomization, measurement, data collection methods, fidelity, and validity.

We have made changes to studies over time through involvement of all partners, 
including study statisticians, but there may be less flexibility after an intervention 
study has been funded and is in implementation. Thus, broad partnership ensures 
that study designs, methods, and analysis plans are as realistic from the beginning, 
challenges are minimized, and creative and meaningful solutions to unforeseen 
challenges are developed as needed.

Commitment, Cooperation, and Negotiation

Our work together is a marathon rather than a sprint. To reach agreed-upon goals 
and aims, members of our partnership recognize that we must be committed to 
working together and sustaining our work. This commitment includes a thoughtful 
and stepwise approach to capacity building. For example, an organizational partner 
may not be ready to handle all aspects of a project. We may decide that developing 
fiscal management infrastructure is an initial priority, so that hiring and supervis-
ing project staff over time may be more realistic. Furthermore, this commitment 
includes ongoing revisiting of roles, responsibilities, and partnership structures as 
community and partner priorities and needs change and recognizing when and how 
to bring closure to a CBPR partnership that is not working.
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Transparency and Open Communication

It is important that each partner’s voice is heard, but this can be difficult when 
power differentials exist or when those who have felt unheard for so long are “sud-
denly” heard but still must hear others. For example, partners who are gay men may 
find it challenging to listen to the perspectives of others whom they think do not 
understand gay men. However, within this space of open and clear communication 
assumed knowledge can benefit from critical analysis through clarification, refine-
ment, and revision. Assumed knowledge may be based on one partner’s experiences 
and not based on broader perspectives. We have seen when assumed knowledge is 
limited knowledge.

We contend that there must be space for each perspective to be heard and asser-
tions to be questioned, as well as ongoing discussion, negotiation, and compromise. 
For example, because of our commitment to interventions and programs that build 
communities, we moved from the term “MSM” to language that includes identities. 
After all, a tenet of CBPR is the harnessing of identities of community members 
and not removing them from their contexts and supports [5, 8, 9, 15–17]. Although 
there is discussion in Chap. 4 of the term “MSM” becoming an identity, we have not 
found that to the case within the communities we work; rather, we have found that 
those who do not self-identify as gay or bisexual tend self-identify as heterosexual 
or straight. Thus, we designed our interventions to be inclusive of gay and bisexual 
men, MSM, and transgender persons. We knew that we had substantial percentages 
of transgender persons in our previous studies [18, 19]; however, we realized that 
our partnership-developed interventions did not acknowledge and address the con-
cerns and contexts of transgender persons. For instance, the “H” in our HOLA and 
HOLA en Grupos interventions stood for “hombres” (men) [20, 21], and yet, some 
participants who met inclusion criteria may not self-identify as men. When an aca-
demic scientist brought this concern to members of the partnership, a Latino gay man 
noted that the partnership should not worry about the lack of inclusive language and 
intervention activities, because transgender persons were “accustomed” to being ex-
cluded. Upon hearing this verbalized, others in the partnership realized that such a re-
sponse was not in line with the values and principles of our partnership, and an open 
and honest discussion ensued that prompted members of our partnership to choose 
more inclusion language. We quickly revised the curricula for both interventions. 
We no longer defined and gave meaning to the letters within the acronym HOLA in 
the intervention titles; for example, we removed the meaning of the acronym HOLA 
from logos, t-shirts, caps, and all printed materials. We also revised all facilitator 
language to include “transgender persons,” in addition to “gay and bisexual men and 
other MSM” in Spanish. We updated information to include rates of HIV and STI 
among transgender persons, revised role plays to include realistic transgender sce-
narios, and ensured that all visuals included images of transgender persons. We also 
successfully developed and implemented a transgender photovoice project to build 
trust with transgender persons and better understand their needs and priorities [22].
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Multidirectional Exchange of Information and Learning

Discovery in our CBPR occurs both as the research process unfolds through pro-
cess evaluation and as research goals are met in the form of study outcomes. We 
are committed to learning throughout the process: how to work together more ef-
fectively, how to problem-solve, and how to accomplish study-related tasks. This 
learning also includes the discovery associated with primary study outcomes. Thus, 
partners representing community members or community-based organizations con-
tribute and learn throughout the process; they are involved not only in overcoming 
hurdles related to recruitment, for example, but are involved throughout the entire 
study, including conceptualization, study design and conduct, data analysis and in-
terpretation, and the dissemination of findings.

Capacity Development

The capacity built among scientists is commonly acknowledged (e.g., improved 
understanding of health and health phenomena, study methods, writing skills, and 
professional reputation); in fact, scientists gain subsequent opportunities through 
their involvement in research. It is important to members of our partnership that all 
partners grow and develop. For our partners, developed capacities have included 
improved problem-solving, community mobilization, public speaking, organiza-
tional and grant writing skills; greater awareness of health and well-being, health 
disparities, and social determinants of health; and enhanced reach through newly 
formed networks and access to new resources. Partners have presented at local, 
regional, national, and international conferences, and led training workshops in per-
son and through webinars. We hope that the development of expertise leads to next 
steps that promote growth for each partner, not merely for the academic partners.

Community Empowerment

Members of our partnership are committed to community empowerment and an 
assets orientation to health promotion and disease prevention. We do not want to 
perpetuate a paternalistic approach to public health and medicine in which scientists 
have the answers and communities have the problems. For example, our Cyber-
Based Education and Referral/testing (CyBER/testing) intervention focuses on sup-
porting technology-using gay and bisexual men, MSM, and transgender persons to 
get tested for HIV. We do not view social media, including online sites and mobile 
apps, that promote social and sexual networking as health compromising; rather, we 
see these settings as community assets. We harness these assets and contribute to 
them as community members and participants by supporting users in multiple ways, 
including by building trust, offering social support, and providing information and 
referrals that users want. We have only recently expanded to apps, but examples of 
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our CBPR with gay and bisexual men, MSM, and transgender persons using social 
media and online settings have been published [23–27].

Ongoing Reflection

We are committed to continually evaluating what we think, say, and do. This self 
and group reflection is particularly important to keep members of our partnership 
as grounded as possible, to remain focused, and to stay as close to possible on au-
thentic community engagement and partnership to promote community health in 
the ways we agree upon and value. This continual reflection, along with our lessons 
learned, contribute to the quality, improvement, and sustainability of engagement, 
partnership, and CBPR.

Embracing Conflict

True partnerships are not without conflict, and we attempt to embrace conflict as a 
method to improve our research processes and outcomes. Conflict can be intense as 
partners come together for a common cause. Partners always have different levels 
of perceived trust, various communication styles and skills, and their own histories 
and perceptions of power, but we prefer to learn from the perspectives, insights, and 
experiences of diverse partners for the greater good of our research than to have 
a smooth process. Conflict requires clarification, explanation, and rethinking, all 
of which have the potential to benefit all phases of the research process. As Saul 
Alinsky, a strong proponent of the need for conflict and controversy to achieve 
meaningful change, wrote, “Change means movement. Movement means friction. 
Only in the frictionless vacuum of a nonexistent world can movement or change 
occur without that abrasive friction of conflict” (p. 21; [28]).

Sharing Power and Resources

In all of our CBPR studies, community members and/or organization representa-
tives serve as co-investigators, project managers and coordinators, data collectors, 
health educators, and interventionists. However, it remains difficult to ensure that 
all partners feel that they hold power, particularly when research is federally fund-
ed. For federally funded CBPR, an academic partner often serves as the principal 
investigator; community partners often have not had opportunities to develop their 
research expertise and reputation sufficiently to convince members of federal study 
sections or grant review panels that they may be appropriate principal investigators. 
However, some large community-based organizations with missions that include 
research and departments focusing on research and evaluation may be successful in 
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obtaining principal investigator status. In contrast, some community partners do not 
want the responsibilities associated with serving as principal investigators.

Members of our partnership use many techniques to ensure that members have 
the opportunity to share power and resources. For example, we view financial re-
sources as a proxy of power sharing; in our CBPR, 40–50 % of direct costs are 
in the budgets of community-based organizations through subcontracts. However, 
some partners may still feel they have little or no power because their funding is 
funneled through a university. Other ways of power sharing include shared author-
ship in manuscripts and publications and participation in conferences, meetings, 
webinars, webcasts, workshops, and other forms of dissemination. Basically, we 
are careful to ensure that partners do not represent the research of the partnership 
without fully acknowledging and crediting the partnership’s collective efforts and 
vital contributions.

Focusing on Community Change and Improved Health

A distinct hallmark of CBPR is the purposeful and strategic movement of forma-
tive research to community change and improved health. Thus, CBPR is inherently 
translational; it ensures that basic, more formative research is conducted with a 
goal of practical use to improve community health. Research may begin with an as-
sessment of needs, and to understand phenomena through community perceptions 
and epidemiologic data, but research findings must be translated into some type of 
action for positive community change [1, 4, 8, 12, 20, 29–31]. Members of our part-
nership know that there is a long history of research to answer interesting and poten-
tially important questions but that those answers have not been consistently applied 
to effect community change and promote health. We do not want to solely add to 
the body of knowledge; instead, we are committed to movement to action, includ-
ing individual, group, and community action, as well as policy and social change. 
Unfortunately, the use of findings can be slow. Our initial formative research with 
a soccer league did not yield implementation of the HoMBReS intervention for 
that soccer league until 4 years after formative data were collected [16, 20, 32–34], 
but the partners were committed to and explicitly working together toward action. 
Furthermore, by engaging and partnering, change may be occurring; that change, 
however, can be difficult to quantify.

Some formative methods associated with CBPR promote action more rapidly. 
These methods include photovoice [35–39], systematic and well-facilitated com-
munity forum [6] environmental mapping and audits [40], rapid ethnographic as-
sessment [19, 41–43], community or venue-based HIV counseling and rapid testing 
[44], and action-oriented community diagnosis [31, 45]. These types of formative 
data collection methods that are designed to inform next research steps are unique 
because they produce immediate, meaningful, positive, and measureable changes 
about the issue being explored among the participants themselves. Simply, the ben-
eficiaries are those directly involved in the formative research as well as those who 
participate in subsequent research.
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In summary, the 11 values underlying our CBPR partnership serve as principles 
that guide our decisions and actions; however, we acknowledge that we may stray 
from following these principles in practice. As individuals working within our own 
contexts and with our own challenges, expectations, perspectives, motivations, and 
assumptions about the decisions and behaviors of others, a set of principles for 
engagement and partnership provides a touchstone for sustaining the partnership. 
Fortunately, even in situations when we are not able to fulfill all of our principles, 
we learn about ways to refine and enhance our CBPR approach.

Factors Facilitating CBPR Success

We have identified four predisposing, five enabling, and five reinforcing factors 
[46] that contribute to the success and sustainability of our approach to CBPR. 
These factors are outlined in Table 7.2.

Predisposing Factors

In the context of CBPR, we define predisposing factors as preexisting factors that 
facilitate community engagement and partnership among individuals, groups, and 
organizations.

Existing Partnership  Our CBPR partnership is based on a firm foundation laid by 
a North Carolina Community-Based Public Health Initiative (CBPHI)-organized 
CBPR partnership that had a history of successfully implementing community-
based diabetes interventions within African-American/black faith communities in 

Table 7.2   Factors affecting our approach to community-based participatory research
Predisposing factors
Existing partnership
Alignment among partner priorities, organizational missions, and research questions
Commitment to social inclusion
“Can-do” attitude
Enabling factors
Agreement on priorities
Capacity to move beyond service and individual or case management
Financial stability of involved organizations
Flexibility
Commitment to positive and ecologic perspectives
Reinforcing factors
Operationalized principles of partnership
Friendships among partners
Immediate use of findings by partners
Stepwise building on successful history of CBPR
Comprehensive engagement of research team in core functions of agency
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rural North Carolina [20, 33, 47, 48]. This CBPHI partnership wanted to explore 
the health priorities and needs of the growing immigrant Latino community because 
they were concerned that these priorities and needs were being neglected [20, 33, 
49]. This concern was related to a well-publicized anti-Latino immigration rally on 
the steps of the community’s town hall, led by David Duke, a former Grand Wizard 
of the Ku Klux Klan. Our CBPR partnership has evolved substantially and now 
includes a broader and larger membership [20, 50].

Aided by an outside consultant, partners went through a facilitated 2-day vision-
ing process to refine their focus. The focus that emerged and was mutually agreed 
upon was the following:

A collaboration of community members, organization and business representatives, and 
academic partners founded on the principles of mutual respect and open communication 
working together to synergistically, creatively, and revolutionarily address community 
needs to promote sexual and reproductive health for the mutual benefit of the community, 
university, and ultimately the world.

This vision has guided our CBPR projects and process ever since. During our data 
collection, analysis, and interpretation, this vision emerged as essential to our suc-
cess and sustainability.

Alignment of Partner Priorities  Clearly linked to the first predisposing factor is 
the alignment of partner priorities, organizational missions, and research questions. 
Overall, partners are committed to HIV prevention for racial/ethnic, sexual, and 
gender minority and economically disadvantaged communities through increased 
understanding of health and the development, careful implementation, and compre-
hensive evaluation of interventions. In fact, this commitment was identified early 
on and subsequently documented during formative research [17, 19, 20, 23, 24, 
33, 34, 39, 50, 51]. This alignment was strengthened by a request for proposals 
from the North Carolina Department of Health and Human Services, Division of 
Public Health, Communicable Disease Branch, to fund behavioral HIV prevention 
interventions for communities at increased risk, including racial/ethnic, sexual, and 
gender minority communities. The request for proposals required the use of evi-
dence-based interventions included with the Compendium of Evidence-Based HIV 
Prevention Interventions; however, at this time, there were no efficacious Spanish-
language or Internet-based interventions within the Compendium (see Chap. 11 for 
a description and summary of the Compendium). Thus, members of the partnership 
mobilized around their first CBPR project—to develop, implement, and evaluate a 
Spanish-language intervention for immigrant Latino populations in the Southeast. 
As a Latino partner noted at that time, “Latinos want and need information and help 
to be safe, but nothing exists that we can point to that shows promise to save the 
lives of Latinos living here in our community.”

Thus, there is overlap in the priorities of communities, the primary focuses of 
government and nongovernment organizations, and the research strengths of aca-
demic partners. Although each partner may not set HIV as a priority in its mission 
(e.g., some may have as a priority Latino health more broadly or social justice), 
each partner is committed to the health and well-being of racial/ethnic, sexual, and 
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gender minorities, and HIV prevention is an area of common interest and skills, 
even if from different vantage points. Furthermore, partners recognize a broad and 
holistic definition of sexual and reproductive health while maintaining a focus on 
HIV prevention.

Social Inclusion  As we operationalize it, social inclusion involves the authentic 
inclusion of perspectives, insights, and experiences of those in the community, 
those who provide services within communities, and scientists. The idea is that all 
members of communities have both the rights and the responsibilities to play an 
active role throughout the research, and differences in race/ethnicity, gender, sexual 
orientation, age, educational attainment, and social and economic status should not 
lead to exclusion [27]. In fact, our partnership thrives on the inclusion of diversity 
based on these types of variables; we contend that our success is based on the het-
erogeneity of backgrounds, characteristics, and, thus, voices within our partnership. 
Social inclusion also occurs when engagement and partnership are demonstrated to 
be authentic rather than tokenistic or manipulative. Thus, engagement and partner-
ship only occur when they reach the top three tiers of Arnstein’s ladder of citizen 
participation: partnership, delegated power, and citizen control (Fig. 7.1; [52]).

“Can-do” Attitude  Members of our partnership are usually quite confident that 
we can realize our goals and aims and work diligently to realize our research poten-
tials. For example, across all of our studies, we have high recruitment and retention 
rates; this is particularly noteworthy, given that immigrant Latino populations are 
assumed by outsiders to be transient, “hidden,” or “hard to reach” over time. Being 
considered hidden or hard to reach is purely subjective and most often describes 
being difficult to reach by community outsiders, such as scientists.

In one of our partnership’s recent CBPR study designed to test the HoMBReS 
Por un Cambio (Men For Change) intervention (an HIV-prevention intervention for 
predominately heterosexual adult Latino men who are part of soccer teams), we had 
an 85.5 % retention rate at 12-month follow-up. This retention rate was lower than 

Fig. 7.1   Arnstein’s ladder of 
citizen participation [52]
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that in other studies that members of our partnership have conducted [20, 34, 53, 
54], but we achieved this rate despite the resignation and departure of a key project 
coordinator who was the study contact person and had established trust with the 258 
participants. Without this project coordinator, members of our partnership found 
initial participants and rebuilt trust in order to locate other participants and obtain 
their follow-up data.

Furthermore, when members of our partnership decided to test the feasibility of re-
cruiting and assessing sex workers and clients of sex workers to design a larger study, 
representatives from an AIDS service organization thought that they would have no 
difficulty in conducting the study. They led the charge by designing a protocol and 
successfully completing the agreed-upon number of in-depth interviews [55].

Enabling Factors

Enabling factors are characteristics that facilitate engagement and partnership.

Agreement on Priorities  Members of our partnership identified agreement on 
priorities as essential to engagement and partnership. Together, we come to con-
sensus on where and how to focus resources and skills through ongoing dialogue 
that combines local perspectives and theory about what is going on in communities 
and epidemiologic data. We also include frank discussions about what is do-able. 
Although there is much to be done that aligns with community priorities, we are 
careful to discuss what resources, talents, and interests members of our partnership 
have and their fit with identified priorities. We recognize that if we need funding to 
do meaningful CBPR, our proposals must have some viability to be fundable. It is 
impossible to predict what will be funded, but we try to move ideas forward that fit 
with our own resources, talents, and interests.

Capacity to Move Beyond Service  Members of our partnership and the organiza-
tions some of them represent must have the capacity to move beyond service. Pro-
vision of services and individual patient or case management differs from CBPR. 
Different partners have different levels of experience with research and different 
types of research skills to offer, but there must be a willingness, interest, and capac-
ity to learn more about and contribute to research. An academic partner in our part-
nership has learned the need to continue to remind organizational partners that what 
we are doing is innovative, has not been done before (otherwise we would not have 
received research funding), and can influence prevention locally, nationally, and 
internationally. At the same time, however, to reach potentials, partners must stretch 
and move beyond what has been done in the past.

Financial Stability  We found that partner organizations must be financially stable 
to adhere to our CBPR values, vision, established priorities, and research questions. 
Given the current funding environment for health promotion and disease prevention 
generally and HIV specifically, staff within community-based organizations and 
AIDS service organizations are struggling to keep their doors open and provide the 
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services that so many people rely on, especially some within racial/ethnic, sexual, 
and gender minority and economically disadvantaged communities and others dis-
proportionately affected by HIV. Academic scientists may feel that research funding 
for HIV is difficult to obtain; however, for staff at community-based organizations 
and AIDS services organizations the landscape has changed even more dramati-
cally, and change will continue into the foreseeable future. These organizations 
have been required to change focus if they want to obtain federal and state fund-
ing. For example, funding priorities for prevention programming have shifted from 
implementation of interventions (including those outlined in Chap.  11), to HIV 
testing of high-risk populations labeled by outsiders as hidden or hard to reach and 
case management of those with HIV.

Furthermore, HIV has lost its urgency as it has become to be known as a chronic 
and thus manageable disease. As such, it competes with other diseases for support 
from foundations and private donors. Community support for HIV prevention is 
much more difficult to garner than in the past, and this lack of support has led 
to some community-based organizations and AIDS services organizations closing 
their doors as well [56, 57].

In our CBPR partnership, one partner organization, which was home to a co-
investigator and intervention implementation team and held a subcontract from the 
institution of an academic partner, had such intense financial challenges that it did 
not spend grant funds on the supports necessary to fulfill research aims. Instead, it 
initiated such extreme cost transfers that the research aims would have been impos-
sible to meet. The organization was not adhering to the research protocol, dramati-
cally exceeded line items (e.g., rent and co-investigator administrative effort, two 
line items that are difficult to get funded on service delivery grants), and was on a 
trajectory that would lead to its subcontracted annual budget being exhausted within 
the first 6 months of a fiscal year. Representatives from this partner organization 
began to avoid communicating with other partners and did not attend partnership 
meetings, and engagement and partnership become strained. These strains lead to 
partner suspicion and mistrust. Ultimately, after it was clear that representatives 
from the subcontracted organization would not or could not get the project back 
on focus, its subcontract was terminated and it left the overall CBPR partnership. 
The organization was able to refocus on its immediate priority—the needs of those 
with HIV as opposed to primary prevention—and survived. However, it has not re-
emerged as a partnership member.

Flexibility  Both partners and funders are flexible to protocol revisions and changes 
during study implementation. Although we work closely as a partnership during 
study conceptualization and the grant application process, what was planned and 
seemed possible at the time of grant submission and what becomes realistic for 
partners as implementation begins may differ. Through careful negotiation and con-
sultation with federal funders, members of our partnership have been able to revise 
the study design. Moreover, because the time between conceptualizing a study and 
getting it funded can be protracted, we usually include within the research strategy 
and time line an opportunity for revisions of the study and study design to allow for 
modest adjustments if needed and agreed upon.
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Commitment to Positive and Ecologic Perspectives  Members of our partnership 
are committed to positive and ecologic approaches to health promotion and disease 
prevention that also may question the directionality and intersectionality of causal 
reasoning. For example, our HIV-prevention interventions do not focus only on con-
dom use, but rather they also focus on community change. Our research explores 
and reframes community norms about masculinity, identity as an immigrant, being 
raised as a man, and being a sexual and/or gender minority. We also focus on com-
munication about sexual health with partners, peers, and providers, etc.

Moreover, we do not provide HIV testing; we want intervention participants to 
pursue and experience the process of testing at health departments. We believe that 
facing and successfully overcoming obstacles related to HIV testing (e.g., a security 
guard at the entrance of a health department and limited interpretation services) may 
ensure that some participants will access services in the future after the intervention is 
over, which is a form of sustainability of intervention effects. Thus, our HIV-preven-
tion interventions are designed to prepare participants for the obstacles they will face 
and to provide vicarious learning about overcoming these obstacles. We know that 
we cannot foresee all challenges, but we can build self-efficacy among participants to 
handle what they encounter. We also contend that when they access services, partici-
pants may learn about additional services available, and they may share this informa-
tion with others; for example, they may learn about women’s health services, share in-
formation about their own experiences facing and successfully overcoming obstacles 
to access services, and thus, reduce delay in prenatal care by a partner, sister, or aunt.

Reinforcing Factors

In the context of CBPR, we define reinforcing factors as rewards that are associated 
with and further bolster engagement and partnership.

Operationalized Principles of Partnership  We established operationalized prin-
ciples of partnership through which we build and maintain trust among each of us—
community members; representatives of organizations, agencies, and businesses; 
researchers; and clinicians—with the ultimate goal of improving community health 
(Table 7.3). These principles reflect and expand on our values, but are more con-
crete. For example, although we rely on the perspectives, insights, and experiences 
of diverse partners, we also recognize that we may not always have the expertise 
needed. Thus, one partnership principle is that we develop and use relationships 
and networks outside of the partnership. In all of our CBPR studies, we have had 
to connect with networks and develop relationships with representatives from com-
munity-based organizations and scientists who may not be part of our partnership 
and/or may not be geographically local but have skill sets and expertise that can be 
applied to meeting the priorities of the local community.

Friendship  We contend that friendship among partners is invaluable to reinforcing 
our research together. We care about one another as individuals within communi-
ties, within communities of identity and shared geography, as two examples, and we 
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care about one another as individuals within the community of our partnership. The 
provision of social support is vital to our partnership.

Immediate Use of Findings  The immediate use of findings by all partners is a 
priority. Often, the extended time between data collection to analysis and interpre-
tation can be frustrating for partners who want to apply what they have learned as 
quickly as possible. We recognize that, together, partners own and have right to 
the data and their use. Thus, we often will work together to develop preliminary 
findings, which can be used in service grant proposals by community members and 
organizational partners, for example.

Stepwise Approach   Our success in using and sustaining CBPR has been charac-
terized by partners as slow and steady. We began our research process modestly, 
incrementally building a history of success. We chose a stepwise approach that 
moved in a linear manner from formative data collection to intervention design, 
implementation, and evaluation. This was a carefully calibrated and orchestrated 
process because reasonable scopes of work help to ensure early successes, which, 
in turn, develop capacities and help maintain enthusiasm and involvement among 
partners.

Engagement in Core Functions  The last reinforcing factor is the comprehensive 
engagement of research staff in the core functions of community-based organi-
zational partners. Much has been written in the CBPR literature about academic 
partners getting out of the office and into the community. In many cases, this is 
about being seen in the community to build trust through attending celebrations, 
sporting events, etc; however, there are other ways to build trust. For example, to 
better understand and build trust with both the Latino community and the leader-
ship at a Latino community-serving organization, an academic partner (the first 
author) volunteered to staff the reception desk and provide general office support at 
a Latino-serving community-based organization a half-day each week. He offered 

Table 7.3   Operationalized principles of community-based participatory research partnership
Show mutual respect and genuineness
Establish, develop, and use formal and informal networks and structures inside and outside of the 

partnership
Commit to transparent processes and clear and open communication
Allow roles, norms, and processes to evolve from the input and agreement of all partners
Agree on the values, goals, and objectives of research and practice
Build on each partner’s strengths and assets
Offer continual feedback among members
Ensure balance of power and sharing of resources
Share credit for the accomplishments of the partnership
Face challenges together
Question the directionality and intersectionality of causal reasoning
Incorporate existing environmental structures to address partnership focuses
Take responsibility for the partnership and its actions
Disseminate conclusions and findings to research and clinical audiences, community members, 

and policy makers
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a service that was needed and appreciated by the organization; he was not asking 
for something from an understaffed and not well-resourced organization but rather 
was investing in the organization. More currently, an academic partner who handles 
budgets (both for proposals and post-award) at our university, has applied her skill 
set to help staff at community-based organizations develop budgets, documentation 
procedures, and internal financial policies. This support may not directly link to the 
research being conducted within the partnership but it may link to the broad needs 
and functions of an organization and develop staff capacities.

Challenges

Seven challenges to our CBPR emerged (Table 7.4).

Representing and Defining Community

A common challenge identified by members of our partnership is determining who 
represents the community and how community is defined. Communities do not 
speak in one voice, and in fact, scientists and lay-experts, and the community at 
large may have very different backgrounds, experiences, and perspectives. No one 
voice will represent the community; rather, there are many voices and some will 
contradict each other. Thus, it is important to have a broad spectrum of partners in 
order to ensure that one voice is not guiding the process.

Dependence on a Research Agenda

We have seen how an organizational partner can become dependent on a research 
agenda as the motivating factor for organizational direction and programming. Rep-
resentatives of a community-based organization can deviate from their organiza-
tion’s mission and instead change how they participate in a partnership because 

Table 7.4   Challenges faced by our community-based participatory research partnership
Determining who represents the community and how community is defined
Becoming dependent on the research agenda as a motivating factor for organization direction and 

planning
Having passion for a cause is not sufficient
Dealing with conflicts over funding
Having different emphases on processes and outcomes
Accepting that the CBPR process can be time-consuming
Maintaining relationships during transition to achieve continuity of work and goals when leaders 

change
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they want to maintain a funding stream that is linked to research. This is a challenge 
particularly for representatives from organizations that are less financially sound. 
Representatives from financially stronger organizations tend to feel more confident 
about asserting their perspectives. All members of our partnership are responsible 
for ensuring mechanisms are in place for engagement and authentic participation.

Passion is Not Enough

Although passion can help bring partners together, engagement, partnership, par-
ticipation, and research are difficult. We have discussed much of the process of en-
gagement and partnership within this chapter, but it is important to note that CBPR 
is indeed research. Our experiences suggest that CBPR does not make research 
easier; in fact, it makes the research process more difficult. However, that research 
is both more informed, and as such, its contribution is greater because CBPR brings 
together various perspectives, insights, and experiences during the conduct of dis-
covery, the generation of knowledge, and the implementation of action. Traditional 
research tends to provide a framework through the consideration of internal and 
external validity, the reduction of bias, and the control of the experimental process. 
CBPR adds to the strength of research, but in our case, it clearly adds new, and at 
times unpredictable, perspectives to this framework. Blending and balancing vari-
ous perspectives, insights, and experiences to improve research is important but is 
not easy. Thus, passion for HIV prevention is not sufficient; within CBPR, partners 
must be committed to working together to conduct sound science.

Conflicts About Funding

We also found that conflicts over funding can lead to problems within a partnership. 
Within the section on enabling factors, we described an example of an organiza-
tional partner not spending allocated funds in a manner consistent with the research 
aims and the risks that placed on the science-related outcomes, health promotion 
and disease prevention, and the sustainability of our partnership’s CBPR. Moreover, 
intra-partnership conflict also may occur. For example, our partnership had a proj-
ect that included multiple organizations implementing an intervention at their own 
sites. Several times during the implementation of the project, representatives of the 
organizations proposed taking on the project from the other partners. This idea was 
presented as a cost-saving step but may have been founded on the financial insta-
bility of the organization proposing the expansion. There is much competition for 
resources among community-based organizations and AIDS service organizations 
providing HIV prevention and care, and this competition can jeopardize partner-
ships and CBPR study outcomes.
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Different Emphases on Processes and Outcomes

Representatives from community-based organizations tend to have a task and pro-
cess orientation whereas traditional research partners tend to have an outcome ori-
entation. This tension can be profound if there is not mutual respect by partners 
regarding the value of each perspective and the ability to integrate them to better 
CBPR. Much of the CBPR literature is replete with examples of the development 
and maintenance of partnerships; there is much less attention given to wheth-
er an intervention or program, for example, effects community health outcomes  
[8, 11, 17]. Members of our partnership are committed to moving toward measur-
able health outcomes, and although this may be difficult, we attempt to balance 
tasks and processes and outcomes. After all, as one partner noted, “If we weren’t try-
ing to make a real difference in the community, we wouldn’t be working together.”

Similarly, there is much discussion within CBPR that the process builds capac-
ity of partners that are transferable to other health disparities; partners gain skills to 
lead, mobilize, and problem-solve. The idea is that building capacity and skills have 
an impact on health upstream. Thus, these types of outcomes may not be identifi-
able in the short-term, but overall community capacity and community health may 
be changing. However, members of our partnership acknowledged that we have not 
designed studies sufficiently to explore the development of these capacities.

Time-Consuming Process

It has been widely acknowledged that CBPR can be a time-consuming process, and 
members of our partnership agreed. However, members also concluded that the 
products are stronger. For example, as we develop interventions, many perspectives 
are integrated to ensure that the intervention strategy is innovative and makes sense 
for the community and that the messages and components (e.g., activities) are as 
sound and as meaningful as possible. Because we know that partnership members 
quickly become different from their peers by the fact that they come to meetings, 
engage with one another, and hear different perspectives, members of our partner-
ship go back to uninvolved community members to hear from them throughout the 
data analysis and interpretation and intervention development processes. Thus, we 
do not merely collect formative data and blend with health behavior theory to de-
velop an intervention. Rather, we continually engage different community members 
who are not part of our partnership to get feedback, resolve differences of opinion, 
and refine our understanding.

We also tend to refine an intervention as we progress through implementation. 
These refinements may not be profound; however, because the time for an interven-
tion to be available for broad dissemination and adaption may be protracted, we are 
committed to having the most current products possible. Our approach may conflict 
somewhat with the gold standard of controlled clinical trials. However, behavior is 
not the same as a physiologic reaction (e.g., as one might expect to see in a clinical 
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trial comparing two drugs); it is a complex interplay that heavily includes context. 
Context changes in different ways at different rates for different reasons, but it al-
ways changes. Furthermore, we tend to know that our revisions strengthen the inter-
vention. They are not haphazard and are based in what we are learning throughout 
the process. In addition, our approach is in line with community priorities: to have 
the most innovative and effective interventions and programs possible to meet real 
needs built on continually more informed understanding.

Maintaining Relationships Through Transitions

It is difficult to maintain relationships during transition to achieve continuity of 
CBPR and achieve goals. For example, when leadership at an organizational part-
ner changes, members of our partnership have seen profound changes in skills and 
capacities; in some cases, capacity has been reduced so severely that the research 
aims were in jeopardy. This challenges all partners as well as the productivity of the 
CBPR. Leadership changes have also occurred when partners moved on to larger 
agencies and to jobs with greater responsibilities based on the capacities they had 
developed as a direct result of their involvement in CBPR. This is indeed a good 
outcome, but these types of partner changes have negatively affected the CBPR we 
have been engaged in.

Discussion and Conclusion

Our partnership is strong and well established. Members are committed and dedi-
cated to addressing the health-care disparities within vulnerable communities and 
populations, including racial/ethnic, sexual, and gender minorities and low-income, 
rural, and inner-city communities. Because CBPR is well recognized as a promising 
approach to effecting the health and well-being of these vulnerable communities 
and populations, [1, 5, 9, 11, 16, 31], we are committed to moving both community 
health and the science of CBPR forward.

To facilitate our CBPR, we have established partnership principles to which 
partners try to adhere. We work together, recognizing that no one person or type 
of person (e.g., community member, organization representative, or scientist) has 
the answer to important research questions to promote community health and 
well-being. No one can identify and meet the priorities and needs of communities 
alone. Because we want to make a difference in the HIV epidemic, members of 
our partnership are committed to working together to blend perspectives, insights, 
and experiences. We have found CBPR to be an effective approach to meaningful 
research, to identifying community needs and priorities, and to effecting positive 
community change. CBPR requires a firm foundation and ongoing partner commit-
ment and dedication.
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Our work as a partnership has not been done without challenges. Community 
members and organization representatives face the realities of HIV infection every 
day and know that something must be done for the communities they belong to. 
The slow pace of securing research funding and conducting sound research is an 
ongoing frustration.

Furthermore, communities themselves are not infallible; community members 
and members of CBPR partnerships may have strongly held prejudices about one 
another. For example, some members who were part of the original CBPR partner-
ship advocated against prioritizing Latino health. They had negative feelings about 
Latinos, whom they perceived as undocumented and unwelcome. In addition, when 
Latino gay men stepped forward to advocate for HIV-prevention programming, 
some Latino partners had initial misconceptions about Latino gay men. Facilitating 
a partnership around sensitive issues that include race and sexuality has required, 
and we predict will continue to require, ongoing attention and work.

Members of our partnership have multiple projects that have grown and devel-
oped synergistically. Although this growth has seemed slow, the products of our 
research have been profound. We now have three HIV-prevention interventions 
designed for heterosexually active Latino men that have evidence of effective-
ness: HoMBReS, HoMBReS 2, and HoMBReS Por un Cambio [20, 34, 53, 54]. 
We also have an intervention (CyBER/testing) with evidence of increasing HIV 
testing among gay and bisexual, MSM, and transgender persons who use online set-
tings, such as chat rooms for social and sexual networking [25]. These interventions 
have a high level of cultural congruence, given the iterative process of community 
engagement and participation in their development and implementation. Further 
studies have been built on these initial projects. We start slow, build capacity, and 
expand on our successes over time.

Our partnership has since developed three other interventions: two for Latino 
gay and bisexual men, MSM, and transgender persons, and one for Latina women; 
some of which are currently being tested. During the development of interventions, 
partners continued to use an approach that ensured that the interventions were built 
on the expertise of scientists and lay-experts, including community-based organiza-
tions and businesses, and the community at large.

We have had great success using systematic CBPR processes to meet the priori-
ties and needs of racial/ethnic, sexual, and gender minorities this part of the country. 
We are committed to CBPR as an innovative approach to HIV-prevention research 
because it maximizes the probability that what we do together is based on what the 
community itself sets as a priority; is more informed because of the sharing of broad 
perspectives, insights, and experiences; builds capacity of all partners to solve com-
munity problems, use community assets, and conduct meaningful research; and pro-
motes sustainability.
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Community mobilization and organization have clearly made important impacts on 
HIV-related policies in the USA. Members from diverse communities across the 
country have advocated for, and changed policies directly related to, the preven-
tion of HIV exposure and transmission and the care of persons with HIV. These 
efforts have resulted in the development and use of, and access to, evidence-based 
prevention and state-of-the-science treatment for HIV. Because of the tireless work 
of individuals involved in HIV-related policy initiatives, the process used by the 
US Food and Drug Administration (FDA) to develop, test, and approve potentially 
lifesaving HIV medications was revised and expedited; the involvement of persons 
with HIV on patient advisory boards ensuring consumer involvement in preven-
tion and treatment is now expected and common; women and children must be 
included in community and clinical trials, and if not, a rationale must be offered and 
approved; needle-exchange programs have been established; access to substance 
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abuse treatment programs has increased; and condom use within the adult film 
industry is now mandated (although currently not enforced) within Los Angeles 
County. These examples are just a few ways communities have affected HIV-related 
policy. “Outside experts,” including researchers and practitioners (e.g., scientists 
from academic, government, and some nongovernment institutions), can learn from 
these successful initiatives, and others like them, that have contributed to improved 
HIV prevention, treatment, and care in the USA, and build on them to move forward 
both the science and practice of community engagement within HIV-related policy 
initiatives.

Community engagement within the HIV epidemic began within the gay com-
munity. Gay men and their close allies acted when other organizations, including 
the US government, did not. In the early years of the epidemic, the prevention of 
HIV exposure and transmission among gay men and the care and treatment of those 
with HIV were decidedly not priorities for the “mainstream” in the USA (as well 
as globally). Thus, early prevention and treatment initiatives were led by gay men 
themselves, community insiders who responded to the HIV epidemic that was dra-
matically affecting their friends and neighbors, some of whom were living with HIV 
themselves; this history is introduced in Chap. 4.

A pivotal and early step in community mobilization and organization in response 
to the HIV epidemic occurred in 1983. A group of advocates met in Denver, Colo-
rado, to develop goals and objectives related to HIV policies in the USA and es-
tablished what are known as the Denver Principles. These principles asserted the 
dignity of all persons with HIV by calling for communities to organize to prevent 
workplace and housing discrimination based on HIV status (at the time discrimina-
tion was common); and to end scapegoating of people with, or assumed to be at 
risk for, HIV. These principles also recommended that persons with HIV and those 
closely aligned with them take several actions:

•	 Form caucuses to develop and plan strategies to meet their own priorities
•	 Participate at every level of decision-making and serve on the boards of preven-

tion and provider organizations
•	 Share their own knowledge and lived experiences
•	 Substitute low-risk sexual behaviors for behaviors that could endanger their 

health and/or the health of their sexual partners.

L. Riggins
Focus on Youth Project, Strengthening the Black Family, Inc., 568 E, Lenoir St Suite 001, 
Raleigh, NC 27601, USA
e-mail: Linda.Riggins@wakegov.com

R. E. Aronson
Public Health Program, School of Natural and Applied Sciences, Taylor University,  
236 West Reade Avenue, Upland, IN 46989, USA
e-mail: bob_aronson@taylor.edu

S. D. Rhodes
Department of Social Sciences and Health Policy, Division of Public Health Sciences,  
Wake Forest University School of Medicine, Winston-Salem, NC 27157, USA
e-mail: srhodes@wakehealth.edu



8  Community Involvement in HIV-related Policy Initiatives 163

The principles also asserted the rights of persons with HIV, including the right to 
full and satisfying sexual and emotional lives; to high-quality medical treatment 
and social services without discrimination of any form based on sexual orienta-
tion, gender, diagnosis, economic status, or race; to full explanations of all medical 
procedures and risks, with the right to choose or refuse their treatment, to refuse to 
participate in research without jeopardizing their treatment, and to make informed 
decisions about their lives; to privacy, medical record confidentiality, and respect; 
and to dignity in life and death. The establishment of the Denver Principles illus-
trates how members of communities affected by a health problem convened and 
became involved in health-related policy initiatives rather than passively waiting 
for unwilling others to act [1]. These principles were used to guide priorities and 
strategies, laying a firm foundation for HIV-related policy initiatives.

We have come a long way since these early days of the HIV epidemic when a 
small group of community members laid this foundation. The National HIV/AIDS 
Strategy is a more recent HIV-related policy initiative that included a strong com-
ponent of community engagement in its development. In fact, community input 
into the development of the National HIV/AIDS Strategy was systematic and came 
through multiple channels. Beginning in 2009, staff from the Office of National 
AIDS Policy convened 14 community forums across the country, which engaged 
more than 4,200 participants (http://www.whitehouse.gov/administration/eop/onap/
nhas/activities). Input also was sought from representatives of the American–Indi-
an/Alaska Native communities; people with HIV in rural communities in the South, 
a region of the country experiencing disproportionate HIV rates, and northeast; 
Asian and Pacific Islanders; African immigrants; business and philanthropic lead-
ers; among others. The Office of National AIDS Policy further engaged community 
members and gathered perspectives, experiences, and insights through an online 
process that generated more than 800 submissions. The Office also held a series of 
expert meetings to explore more in-depth issues related to youth, women, and hous-
ing. Thus, through ongoing broad community engagement, the National HIV/AIDS 
Strategy was developed and designed to be a roadmap for next steps for the general 
public and policymakers based on the perspectives, experiences, and insights from 
a variety of stakeholders at all levels, such as community members, representatives 
from community-based organizations, academic researchers, government person-
nel, business persons, and philanthropic leaders. The National HIV/AIDS Strategy 
outlines four main goals: to reduce HIV incidence, increase access to care and im-
prove health outcomes for persons with HIV, reduce HIV-related health disparities 
and inequities, and achieve a more coordinated national response to the HIV epi-
demic in the USA. The Strategy highlights areas that require the most immediate 
attention and change; action steps that must be taken, including policy changes; and 
targets for measuring progress toward the achievement of goals.

Despite these two examples of successful HIV-related policy initiatives (the de-
velopment of the Denver Principles early on and of the National HIV/AIDS Strat-
egy more recently), little research has evaluated HIV-related policy initiatives that 
involve partnerships among community members; representatives from commu-
nity-based organizations, government agencies, and businesses; and academic re-
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searchers. In this chapter, we review five policy-change frameworks and the ways 
in which communities are engaged and partnerships are developed. We then build 
a rationale for the application of community-based particularity research (CBPR) 
in HIV-related policy initiatives, providing examples of policy initiatives and les-
sons learned from such efforts. Lastly, we propose a health-related and community-
engaged framework that is informed by existing policy-change frameworks and 
experiences with policy initiatives that harnessed the strengths of partnerships that 
included community members; representatives from community-based organiza-
tions, government agencies, and businesses; and academic researchers.

Policy-change Frameworks and Community Engagement

Effective policies have been shown to improve community health and well-being. 
It has been suggested that some of the most important public health successes in 
the USA have resulted from policy changes; these successes include reduced rates 
of childhood lead poisoning, adolescent sexual activity, tobacco use, and work-
place injuries; increased rates of vaccination; and improved motor vehicle safety 
[2–5]. Policy initiatives have at least three key advantages in promoting health and 
preventing morbidity and mortality. First, policy initiatives potentially can reach 
large numbers of community members as opposed to individual-change interven-
tions, which, for the most part, affect the health and well-being of fewer individu-
als. Second, policy initiatives are not based on the idea that people make decisions 
rationally. Most individual-health-behavior theories are based somewhat on expec-
tancy, assuming that an individual will choose to behave a certain way based on the 
desirability of an outcome. Policy initiatives, however, alter the context to one that 
supports health and well-being; there is less space for individuals to decide between 
healthier and less healthy options. Third, because of the context change, policies 
tend to have a lasting impact, as long as they are established as a priority and en-
forced by those charged with these responsibilities.

In Fig.  8.1, we present an adaptation of a health impact pyramid [6]. In this 
5-tiered pyramid, the top tier, HIV prevention education and risk reduction counsel-
ing, includes individual- and group-level interventions, including the HIV and sexu-
ally transmitted infection (STI) interventions that are commonly disseminated by 
the Centers of Disease Control and Prevention (CDC) and implemented by health 
departments, community-based organizations, and medical settings that provide 
HIV-prevention services. These types of interventions are outlined in the CDC’s 
Compendium of Evidence-based HIV Behavioral Interventions (www.cdc.gov/hiv/
topics/research/prs/compendium-evidence-based-interventions.htm). This tier re-
quires the most individual motivation and effort and has the lowest impact at the 
population level.

The next tier represents clinical interventions. These interventions include HIV 
preexposure prophylaxis; management of HIV in persons with HIV to maintain low 
viral loads and thus their infectivity; STI treatment, given the association of STIs 
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and HIV infection; and treatment of factors associated with risk. Substance abuse 
treatment can be a clinical treatment related to HIV.

The third tier represents protective interventions. These are interventions, which 
generally include one-time or infrequent interventions and do not require ongoing 
clinical care. Male circumcision is an example of an HIV-related protective inter-
vention that may have a profound impact on the HIV epidemic in at least some 
parts of the world. Male circumcision has been found to reduce female-to-male HIV 
transmission by 50–60 % [7]. Vaccination against human papillomavirus (HPV) is 
an example of a protective intervention designed to reduce the risk of health prob-
lems that HPV infection can cause, including genital warts, cancers of the anus, 
vagina, vulva, penis, and oropharynx [8].

The fourth tier is the context to encourage healthy sexual behaviors include poli-
cies that promote health. This level includes policies that make condoms readily 
available (a current challenge facing the reduction of HIV exposure and transmis-
sion within prisons), access to clean needles, and use of evidence-based HIV-pre-
vention interventions. Even policies around gay rights and gay marriage affect HIV 
exposure and transmission, as supportive policies can reduce HIV risk [9, 10]. At 
the same time, the context to encourage healthy behaviors also may include policies 
affecting other tiers within the pyramid. For example, policies can require the use of 

Fig. 8.1   An adaption of the public health pyramid [6]
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evidence-based HIV-prevention interventions (as opposed to interventions that are 
not scientifically sound) within public schools.

The bottom tier represents socioeconomic factors. Reductions in poverty, stable 
and safe housing, improved education, increased skills, and available jobs can affect 
HIV exposure. Improvements in socioeconomic factors also can yield reductions in 
HIV and STIs as well as improvements in other health disparities. Changes at this 
level also can be influenced and in fact altered by policies designed to intervene on 
socioeconomic factors [11]. Interventions in this tier have the greatest impact on 
population and community health.

Because of the role policies have played in highlighted public health successes 
and the understanding of the potential roles policy can play in the tiers of pub-
lic health impact, interest in the development of policy initiatives has surfaced in 
nearly all health content areas and across disciplines. This interest has yielded an 
emerging literature around the process of policy change. Key stages or components 
in policy-change frameworks have been described by various researchers and prac-
titioners (Table 8.1).

Kingdon, for example, proposed a 3-process framework used to gain attention 
from policymakers: (1) convince them that a problem exists, (2) propose a feasible 
solution, and (3) work to get public support [12]. For the most part, this framework 
focuses on what needs to happen in order to gain the attention of lawmakers and pres-
sure them to act. Thus, this framework explores the ingredients needed to influence 
legislative action; it is not a detailed list of steps or processes in policy development.

In turn, Blackwell and colleagues suggested that a more complex series of stages 
occur in the policy process. These stages are: (1) identifying and refining the policy, 
(2) setting an agenda and creating awareness, (3) setting policy objectives, (4) design-
ing an alternative course of action, (5) weighing consequences of alternative actions, 
(6) celebrating victories and preparing for challenges, (7) assigning implementation re-
sponsibility, and (8) evaluating policy impact and outcomes. This model is complex and 
depends heavily on community involvement and engagement [13].

Brownson and colleagues proposed a 4-stage framework for the formulation 
and evaluation of policy designed to promote health and prevent disease. These 
stages are: (1) the identification of health risks and preventive options, in which 
epidemiologic data are gathered to establish and identify health risks and priori-
ties; (2) intervention (program) development, which includes identifying priority 
populations, examining options and channels, assessing high-risk versus population 
approach, and determining behavioral science theoretical underpinnings; (3) policy 
development, in which options are examined, coalitions are established, input from 
policymakers is obtained, and policy-planning data are collected; and (4) policy 
enactment and assurance, in which wide-spread support for the policy is the focus 
through coalition enhancement, media involvement, and the use of data. In this 
framework, community members and policymakers tend to become involved only 
at the third stage, after effective interventions have been developed. A key compo-
nent of this framework is evaluation, which is integrated into each stage [14].

Christoffel proposed a 3-stage framework: information, strategy, and action. In 
the information stage, similar to the first stage in the framework of Brownson et al., 
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data about the health risks are gathered. The objective at this stage is to identify, 
describe, and quantify the public health problem, including its patterns and risks, 
temporality, and potential solutions. These data may come in many forms and are 
then disseminated in reports and/or journal articles. Next, during the strategy stage, 
community needs are identified. This stage includes further disseminating the re-
sults of the information stage to both professional and lay audiences; mobilizing the 
community; developing policy objectives; creating policy statements, public educa-
tion messages, and campaigns; and building resource and advocacy networks. The 
action stage includes implementing specific strategies, raising funds, and targeting 
policymakers and decision-makers to focus on the desired policy goals to yield 
changes in political and social environments [15].

Although these frameworks recognize the potential roles of community mem-
bers in the policy-change process at some level, Minkler and colleagues developed 
a framework that is explicitly based on principles of community engagement [16]. 
This framework is known as the CBPR contexts, processes, policy strategies, and 
outcomes model. In this model, community members are engaged throughout all 
steps of policy development, advocacy, implementation, and evaluation. The pro-
cess begins with an examination of macro factors that contribute to health (e.g., 
socioeconomic status, history of collaboration, trust/distrust among partners, and 
capacity and readiness) in the first stage (context), and then moves into partnership-
building activities and identification of stakeholders and decision-makers (CBPR 
processes). This stage also acknowledges the roles of science, evidence, and com-
munity engagement in helping to make the case for policy change. Essential to this 
stage is the usefulness of understandable and high-quality data and how these data 
can be adopted and integrated into organizing strategies.

The policy-strategies stage involves working within the partnership to estab-
lish priorities, set an agenda, raise awareness, construct policy alternatives, identify 
policies to target, advocate for change, and work toward implementation. Lastly, 
the model points to examination of the policy as it is implemented and the impact 
on the desired health outcomes as well as unintended consequences (evaluation). 
Thus, this model seems to set a balance between the science of change and the equal 
inclusion of community.

Overall, these frameworks move from identifying and quantifying a problem in 
early stages to identifying policy targets and developing strategies to implement 
them in middle stages, to taking action to put the policies in place and evaluating 
the impact and revising in the later stages based on outcomes. It is also important to 
note that despite the seemingly linear description of stages in each of these frame-
works, the policy-change process is dynamic and more or less convoluted.

HIV-related Policy Initiatives and CBPR

Communities can and do act to change polices without the involvement of outside 
experts like academic researchers and practitioners, and this is frequently done, as 
evidenced by the many successful HIV-related policy initiatives. However, when 
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the passion and strategic thinking of community mobilization are blended with 
sound research, the result can be powerful. This combination has been proposed to 
be, and in the few cases in which this combination has been applied has proven to 
be, highly effective in the overall effort to reduce and eliminate health disparities 
[16, 17]. However, the application of CBPR approaches to policy-change initiatives 
is not easy and cannot be conducted without effort, but the payoff can be profound.

Policies developed in partnership with community members, particularly if that 
partnership is equitable, are more likely to be welcomed, effective, enforced, and 
sustainable compared with policies made by outside forces making decisions about 
what they think will work best in a community [16, 18–20]. To effectively promote 
policy change there must be broad community involvement, ongoing relationships, 
and communication with people and institutions capable of making the recommend-
ed changes [21–25]. CBPR partnerships are well positioned to identify problems 
and engage with the broader community to identify and develop sustainable policy 
initiatives to address the particular needs of communities, strategize approaches, 
and build the necessary networks to promote change.

Policy change initiatives that harness CBPR approaches tend to be most success-
ful when partners, including community members and academic researchers, take 
the time to foster trust and build relationships with one another. CBPR hinges on 
building productive relationships and basing engagement and partnership on com-
monly recognized CBPR principles [16, 26–31] to provide a foundation to begin 
working toward meaningful policy development, implementation, and evaluation.

Although community engagement within the policy-change literature in gener-
al—and within HIV-related policy change in particular—is limited, policy-change 
initiatives that harness CBPR have addressed a variety of HIV- and non-HIV-re-
lated priorities. These priorities include allocation of HIV-prevention funding and 
programming among sexual minorities [30]; school-based sexual and reproductive 
education [32]; school funding [33]; reintegration of recently released inmates into 
society [34]; lead screening and lead exposure [35]; food insecurity [36]; and envi-
ronmental justice [18, 37]. Although this list is not exhaustive, the studies illustrate 
broad health priorities that have been addressed blending both policy change and 
CBPR.

These policy initiatives, whether HIV related or not, provide important insights 
to guide HIV-related policy initiatives that use community engagement approaches 
such as CBPR.

Several projects have included the successful use of lay or community health 
workers [38] or community youth to help engage the community or neighborhood 
[39] in policy initiatives. Other projects have used publicized reports and town hall 
meetings to engage community members and policymakers alike [40]. One CBPR 
project designed to explore sexual risk and identify potentially effective interven-
tion approaches to reduce risk among African-American/black, Latino, and white 
men who have sex with men (MSM) culminated with an empowerment-based com-
munity forum that led to key policy changes in North Carolina. In this project, 
a well-established CBPR partnership collected, analyzed, and interpreted qualita-
tive data and presented these data during a community forum. Forum attendees 
included representatives from the lay community, AIDS service organizations, 
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community-based organizations, the North Carolina Department of Health and Hu-
man Services, two historically black colleges, and two academic research institu-
tions. The attendees participated in a process that included responding to five se-
quential empowerment-based triggers: (1) What do you see in these findings? (2) In 
what ways do these findings make sense to you? (3) In what ways do these findings 
not make sense to you? (4) What can be done?/What can we all do? (5) What should 
we be doing “down the road” to reduce risk among MSM? [30].

As a result of the forum, the NC Department of Health and Human Services 
made three key policy changes. First, they reallocated funds to create safe spaces 
for gay and bisexual men, MSM, and transgender persons that allowed for tailored 
programming that went beyond traditional HIV-prevention programming to meet 
the social support needs of these communities. To date, these safe spaces have been 
successful in facilitating supportive dialogue around issues of masculinity; fam-
ily, religious, and societal expectations; and intimacy among men. Second, the NC 
Department of Health and Human Services changed policies to reduce administra-
tive barriers to increase nontraditional HIV-testing sites across the state. Finally, 
the NC Department of Health and Human Services applied for and was awarded 
funding for an annual conference designed to support gay and bisexual men, MSM, 
and transgender persons; interventionists and preventionists; and health educators 
in the field through social support and community organizing and advocacy skills 
development.

Other changes that resulted from the forum included increased use of technology 
by AIDS service organizations and community-based organizations to promote HIV 
testing among sexual and gender minorities. It also built partnerships between com-
munity members, organization representatives, and academic researchers that have 
yielded new projects to reduce HIV exposure and transmission among vulnerable 
populations [30].

Photovoice, a methodology closely aligned with CBPR, also has been used to 
change policy related to HIV. Photovoice is a qualitative method that can be used to 
empower community members, gather data related to community health or politi-
cal priorities, and build relationships between community and academic partners 
to identify issues particularly important to community members. Photovoice in-
cludes providing cameras to community members to document their concerns, pro-
mote new knowledge through discussion of the photographs, and translate this new 
knowledge into action steps through advocacy and public forums [41]; the process 
has been identified as a key methodology to support policy change [41–43]).

Visions and Voices: HIV in the twenty-first century was a photovoice project 
conducted to gain insight into the life experiences of persons with HIV. The study 
uncovered realities of living with HIV though photographic documentation and 
Freirean-based critical dialogue and facilitated a process for persons with HIV to 
reach local community members and leaders, policymakers, and advocates to de-
velop plans of action and effect positive change. Based on the prioritized actions 
agreed on during an empowerment-based community forum (much like the forum 
described above), four main outcomes occurred. First, a team wrote a funded foun-
dation grant to create a portable gallery exhibition of the photographs, framed with 
corresponding quotations. Unveiled on World AIDS Day (December 1) at a local 
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art gallery during a community-wide open gallery tour, the exhibition was designed 
to remind the community that despite the success of health-enhancing treatment op-
tions, HIV still exists; to rally support for primary and secondary prevention efforts; 
to reduce stigma and discrimination against people living with HIV; and to provide 
education about HIV to those at risk for HIV exposure and transmission. After the 
opening of the exhibition, four newspapers ran stories on it and interviewed par-
ticipants and representatives of the CBPR partnership. A local television affiliate 
conducted two news segments on the project, which included representatives from 
the partnership and a photographer-participant, that was shown during the early 
evening news.

Second, a group of persons with HIV partnered with the public health depart-
ment and took responsibility for expanding and replenishing a portion of the county 
public health department’s offsite free condom distribution sites. Spanish-speaking 
persons with HIV were recruited to keep local tiendas (grocery stores) stocked with 
both free condoms and prevention materials.

Furthermore, a speakers bureau made up of persons with HIV was developed 
in partnership with the county public health department. Finally, an AIDS service 
organization created a substance use task force to explore ways to better meet the 
treatment and prevention needs of substance users and those at risk for substance 
use and relapse. In addition to the changes promoted for the participants and in-
volved community-based organizations, findings from another photovoice project, 
Windows to Work (described in Chap. 10) were used as formative data in the devel-
opment of the National HIV/AIDS Strategy [44].

Lessons Learned from Existing Community-engaged 
Policy Initiatives

Two key reports funded by the W.K. Kellogg Foundation provide descriptions of 
and lessons learned from CBPR policy initiatives [16, 33]. These reports do not fo-
cus on HIV-related policy initiatives, but when these reports are combined with the 
limited HIV-related policy change literature, several factors that facilitate success-
ful policy initiatives emerge. These factors are the importance of (1) the existence 
of enduring partnerships prior to advocacy efforts or including new partnerships 
with multiple established community organizations, (2) a salient issue backed by 
the community, (3) a motivating event, (4) mixed-methods data collection, (5) in-
volvement of media to reach members of the local community, and (6) involvement 
of policymakers, city councils, local governments, etc., and (7) nonfederal funding.

Effectiveness of Existing Partnerships

Community–academic partnerships require trust building, given the history of mis-
trust between communities and academic researchers (and the institutions they rep-
resent). Even without such history, partnerships require a level of trust to facilitate 
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success and overcome challenges and barriers. For example, community members 
need to trust that academic researchers are committed to working in partnership 
with community members for the long-term and not just until the end of research 
funding, and academic researchers must trust that community members will repre-
sent data in a way that aligns with scientific principles. The complexity of identify-
ing policy objectives and crafting policy strategies require partners who work well 
together and trust one another. Building this trust takes time and must be deliberate.

Identification, development, and implementation of policy initiatives are easier 
for partners who have a history of working together. Most of the successful partner-
ships that seek to change policy require that community members trust one another 
and are willing and able to attend public hearings, knock on doors to raise aware-
ness, and provide input to the collaboration. For these reasons, existing partner-
ships, with a firm foundation of mutual trust, may be better suited to establishing 
and pursuing policy initiatives. However, sometimes partnerships must include 
other community, organizational, or academic partners who have important skills or 
expertise missing from the partnership.

Furthermore, the length of time and complexity of the early stages of policy 
initiatives (e.g., raising awareness and developing policy targets) can be challeng-
ing, and many partnerships may dissolve before later phases (e.g., setting policy 
objectives) have been reached. Thus, partners with a history of working together 
often have established the essential “glue” that can help them move more efficiently 
through the processes involved in changing policies [45].

Issue Salience and Motivating Events

Issue salience is an important consideration for the policy-initiative process. Often 
this salience has come from new data indicating inequities. As has been suggested, 
taking advantage of so-called windows of opportunity can provide a spark to the 
project and raise issue awareness and salience [13]. For example, HIV infection 
in actors in the adult film industry, allegedly acquired on set, promoted the estab-
lishment and subsequent passage of the County of Los Angeles Safer Sex in the 
Film Industry Act that mandates the use of condoms as protection from HIV during 
vaginal and anal sex on adult film sets in Los Angeles County. Like many policies, 
including ones this Act was modeled after (e.g., safety regulations at tattoo and mas-
sage parlors and bathhouses), this policy continues to raise controversy. However, 
it is important to acknowledge the role of actors becoming infected with HIV on set 
as a spark and actors coming out publically about their infection that contributed to 
this policy-related action.

Mixed-methods Data Collection

Many CBPR-policy initiatives have involved the use of a combination of qualita-
tive and quantitative data. In fact, policymakers have reported that the combination 
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of these two types of data often swayed their opinion on policy decisions [16]. 
Quantitative data can illustrate the impact on a community or population, whereas 
qualitative data can provide real examples of how lives are affected, putting a face 
in front of the numbers.

Partnerships have taken advantage of the skills of academic researchers to de-
termine the best evidence and the best methods to collect this evidence to be mean-
ingful for policymakers. These academic partners also brought their strengths and 
expertise to build community capacity by providing research and advocacy skills 
development, including guidance and practice on how to collect, analyze, and inter-
pret data and disseminate findings [46, 47] and how to prepare for public speaking 
and testifying at public hearings.

A public report of study findings has been used effectively in several policy stud-
ies [18, 21, 30, 40, 41, 44, 48, 49]. These reports did not use academic language and 
style in summarizing findings; rather these reports presented key findings within the 
context of what community members and policymakers care about and how they 
discuss issues. The partnerships presented the report during town hall meetings and 
community forums and outlined findings in public hearings. Copies of the report 
were sent to policymakers and media outlets. Having data from academic sources, 
whether quantitative or qualitative, also added credibility to reports and weight to 
subsequent media stories. In addition to these benefits, these data provide a good 
backstop for counterarguments when corporate or governmental organizations op-
pose a policy initiative.

Media Involvement

Media can play an important role in policy initiatives by focusing attention on se-
lected issues and perspectives. Media can anticipate problems in advance of pub-
lic officials, raise awareness about an issue, alert the community to public health 
problems based on data and/or official warnings, inform the community about the 
stakes that competing groups have in solving problems, keep various groups and the 
community abreast of competing initiatives and/or versions of initiatives, contribute 
to the content of policy, decide the tempo of decision-making, help policymakers 
decide what priorities to set and how to proceed (e.g., vote), alert the public to how 
policies are administered, evaluate policy effectiveness, and stimulate policy re-
views. However, it is important that media not focus only on describing and raising 
awareness about a problem like HIV-related disparities, but rather should help move 
people toward solutions.

Policymaker Involvement

Including experts early on in policy initiatives can be beneficial. For example, 
members of one partnership included policymakers in photovoice projects, training 
them and including them throughout the theme-producing process. As a result of 
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working with members of the affected community through photovoice or similar 
projects, policymakers may be more open to community input and provide more 
ways for such input into policy initiatives [50]. In these types of cases, the goal is 
to have a collaborative rather than a combative relationship between community 
members and policymakers. This approach may build trust and connections and 
demystify the policymaking process for community members.

Nonfederal Funding

Despite notable exceptions (e.g., W.K. Kellogg Foundation and the California En-
dowment), there has been little funding for CBPR-policy initiatives in general and 
HIV-related ones in specific. One reason for the dearth of HIV policy-related ini-
tiatives using CBPR approaches may be federal prohibitions against using federal 
funds, including funds awarded for research, to lobby public officials (http://ethics.
od.nih.gov/topics/Lobby-Publicity-Guide.htm). It has been argued that the line be-
tween applying knowledge gained through the systematic collection, analysis, and 
interpretation of empirical data and lobbying for a cause may be somewhat blurry 
[51–53]. However, given the controversial, emotionally charged, and high-profile 
nature of most HIV-related policy issues (e.g., needle exchange, condom distribu-
tion in prisons, and comprehensive sexual health education in public schools), the 
likelihood of being perceived as lobbying and then having to defend the research 
can be too great a barrier.

Furthermore, it must be noted that policy-related research can be time-consum-
ing particularly if health outcomes are expected, and funding may not be adequate 
for the entire process. It can take a considerable amount of time to move from issue 
identification to policy change, implementation, and subsequent evaluation. In one 
study to change policies related to needle sharing, the Urban Research Center at 
the New York Academy of Medicine was unable to sustain funding for a sufficient 
length of time to implement and evaluate policy interventions that they developed, 
although they continue to translate their research findings into advocating for sy-
ringe access for those who use injecting drugs [54].

African-American/Black Church Policy and HIV

Faith-based organizations can also play a role in HIV-related policy change. Such or-
ganizations are an important and respected resource in the African-American/black 
community providing well-respected youth development programs and promoting 
important protective factors key to reduce risk behavior among youth [55–57]. Yet, 
many researchers and practitioners often perceive that faith-based organizations are 
reluctant to take an active role in responding to HIV because of factors such as stig-
ma of HIV-related risk behaviors and discomfort discussing sex and sexuality [57].
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Given the disproportionate burden of HIV borne by African-American/black 
communities, a long-established CBPR partnership in North Carolina changed 
policies at three African-American/black churches. These policy changes led to the 
implementation and evaluation of a youth-focused, evidence-based HIV-prevention 
intervention [55]. Lessons learned from this process included the catalyst role of a 
well-respected “insider” community-based organization, Strengthening the Black 
Family, Inc. founded in 1980, Strengthening the Black Family is a preeminent coali-
tion of civic and community-based organizations with a single vision: to bring about 
positive change in the local African-American/black community. Staffed and run 
by local African-American/black leaders who live and work within the local com-
munity, Strengthening the Black Family has played an important role in providing 
support and programming designed to reduce health disparities and promote health 
equity in Southeast Raleigh, North Carolina. Their programming also has included 
a strong HIV-prevention component [58].

Based on ongoing feedback through both systematically collected data and com-
munity member recommendations, partners from Strengthening the Black Family 
and the University of North Carolina at Chapel Hill identified three network church-
es as potential partners, surmising that pastors from these churches seemed primed 
for discussing faith-based HIV prevention. Thus, for this partnership, the first step 
in policy change included assessing “readiness” for change. Although change had 
to be fostered, members of this partnership wanted to start from a point of some de-
gree of readiness, given that initiating and implementing new HIV-related policies 
within African-American/black churches can be an ambitious undertaking.

The second step was to establish a diverse and intergenerational community 
advisory board by bringing together representatives from Strengthening the Black 
Family, the University of North Carolina, the two churches, and the local commu-
nity. Strengthening The Black Family’s vast network was instrumental to ensure 
diverse youth, parent, agency, and faith-leader representation. Notably, six youth 
participated as equal partners on the community advisory board. The ongoing in-
volvement of members of the community advisory board throughout all phases of 
this project was essential to its success.

Next, the community advisory board participated in focus groups, provided feed-
back on findings, and examined local data to identify barriers to HIV prevention in 
African-American/black churches. There was clearly strong support for HIV pre-
vention within churches, but there was disagreement on the type of curriculum that 
was appropriate: abstinence-only versus a more comprehensive approach. This rich 
discussion, which included a variety of divergent perspectives, provided crucial 
input that helped navigate faith-based HIV prevention.

Fourth, community insiders who lived in the local community, attended the 
churches, and were committed to HIV prevention paved the way for other mem-
bers of the partnership to attend and participate in church activities (e.g., senior 
programs, Bible studies, and special events) to gain an understating of the churches’ 
current health-related programming, priorities, customs, values, and cultures. In ad-
dition to providing insights into the church contexts, this process facilitated trust 
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and relationships; the process of changing church policies around effective HIV-
prevention programming was designed to be collaborative not adversarial.

Because pastors may have “role overload” [59], the partnership also established 
relationships with other influential church leaders, such as first ladies, associate 
pastors, deacons, trustees, and health and youth ministry leaders. These leaders 
had the ear of the pastors and could articulate the benefits that evidence-based 
HIV-prevention programming could provide to families in their congregations and 
the wider African-American/black community. Critical to this step was identifying 
and articulating how an HIV-related policy, such as the implementation of an evi-
dence-based intervention, complemented general church priorities and established 
policies.

Sixth, key to the process was the openness to alternatives and expanding beyond 
the initial focus of HIV-related policy change solely within the church. For exam-
ple, some community advisory board members were not comfortable with condom 
demonstrations so the partnership developed an alternative activity that could be 
substituted for condom demonstration. Knowing that there was an alternative eased 
fears and concerns; in fact, during actual implementation of the intervention, few 
parents or youth chose the alternative over the condom demonstration, an indication 
that information sharing, alternative generation, willingness to compromise, and 
transparency had been effective.

In addition, youth on the community advisory board identified several other 
needed HIV-related policy changes in the community through a photovoice project 
and formed an advocacy group Youth Empowered Advocating for Health (YEAH) 
to raise awareness and galvanize support for policy change. The YEAH youth lead-
ers hosted a community forum to raise awareness of the importance of community 
and institutional support for African-American/black youth, advocate for youth 
representation in decision-making activities, and reduce stigma around HIV. This 
forum was attended by local church, education and political leaders, parents, youth, 
and adult community members. In addition to local efforts, YEAH leaders garnered 
support for their policy objectives through networking with national ally organiza-
tions (e.g., Advocates for Youth), meeting with political leaders in Washington D.C., 
and presenting at national science conferences. Further, they are actively mentoring 
other youth to build their capacity to speak to policymakers, identify and suggest 
relevant policy changes, and become leaders in their community [60].

Through these steps, the three churches changed their policies around HIV-pre-
vention programming to implement a comprehensive evidence-based HIV-preven-
tion intervention for youth 12–15-years old and a youth advocacy movement was 
initiated to pursue HIV-related policy change in the local community.

Policy Initiatives and Health Disparities Reduction

Participating in the process of policy change, including the development and ad-
vocacy of relevant policies, community members often develop new capacities 
(e.g., critical and linear thinking) and skills (e.g., self-efficacy and ability to speak 
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at public forums on behalf of their priorities). Partnerships can help community 
members develop the skills needed to participate in the planning, implementation, 
and evaluation of policy initiatives in many ways, for example through engaging 
community members in framing research questions to address community needs 
and priorities, training them in methods of data collection, using participatory tech-
niques such as photovoice [49], sharing data analysis and interpretation responsi-
bilities [47], and providing opportunities to disseminate research findings through 
community forums. At the same time, academic researchers who tend to be outside-
experts (e.g., scientists from academic, government, and some nongovernment in-
stitutions) develop better insights into community priorities and effective processes 
and solutions that are authentic to the community and its history and context. Thus, 
while engaged in HIV-related policy initiatives, community members and outside-
experts develop skills that are transferrable to understanding and solving other is-
sues facing communities.

A Health-related and Community-engaged Framework  
for Policy Change

Using developed frameworks as a foundation, lessons learned from the literature 
[16, 33, 58], and our own experiences with community engagement in policy change 
[30, 44, 49, 57], we outlined steps that can be used in a carefully orchestrated and 
community-engaged policy change process (Table 8.2).

Discussion and Conclusion

Some of the early HIV-related policy initiatives were spurred by provocative and 
high-profile acts of civil disobedience. However, now that communities no longer 
must “convince” the mainstream to pay attention to a new epidemic, our approach 
has been able to evolve. We have made great strides in our understanding of the 
social and biologic causes of HIV; however, we have not made similar strides in ad-
dressing HIV-related disparities over the past few decades [27, 31, 61–63]. Within 
the USA we have become fairly effective in developing, implementing, and evaluat-
ing individual- and group-level interventions including those described in the CDC’s 
Compendium of Evidence-based HIV Behavioral Interventions (www.cdc.gov/hiv/
topics/research/prs/compendium-evidence-based-interventions.htm). However, we 
now must move the science of health promotion and disease prevention forward by 
better understanding how policy initiatives can positively affect health and how we 
can best blend policy initiatives with community engagement including approaches 
such as CBPR. Representatives from local communities, community-based orga-
nizations, and academic and government institutions must work together to con-
sider how we can move our knowledge, perspectives, experiences, and insights into 
policy initiatives that have the potential to reduce and eliminate the existing (and in 
some cases growing) profound HIV-related disparities and inequities.
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Table 8.2   A health-related and community-engaged framework for policy change
Step Explanation and/or examples
Existence of an authentic partnership Comprised of trust and a history of suc-

cessfully working together, using core 
values and principles of CBPR

Examining and quantifying community health needs 
and priorities

Blending the lived experiences of com-
munity members with qualitative and 
quantitative (including epidemio-
logic) data

Selecting primary health priority to focus efforts Narrowing focus to one (usually) health 
priority

Identifying influential actors and institutions Including those potentially supportive 
and those not supportive; however, it 
may not be obvious because it is not 
always clear whom HIV has touched 
and how

Analyzing the policy environment Understanding the history and context 
of policy change related to the cur-
rent initiative; conducting a power 
analysis

Identifying options and targets for policy change Asking and thoroughly discussing/
debating the questions: what is 
important and what is changeable

Setting goals Determining what policy initiative to 
engage in, e.g., establishing federal 
HIV-related priorities; changing 
needle-exchange policies; revising 
HIV-prevention funding allocation; 
and institutionalizing inclusion of 
HIV prevention within a faith setting

Recognizing, assessing, and preparing for barriers Preparing for the worst while expecting 
the best

Developing resources and strategies Working with stakeholders, gathering 
and organizing support, and defin-
ing activities; using a step-by-step 
approach that includes short-term 
objectives to reach long-term policy 
goal; and harnessing media to focus 
on promoting health and well-being, 
correcting an injustice, and saving 
money

Taking action to promote policy change Implementing strategies designed to 
reach objectives

Revisiting and reassessing Ensuring that data, strategies, and policy 
objectives and goals remained aligned

Supporting policy implementation and enforcement Appreciating those who worked behind 
the scenes and those who were in the 
spotlight; and rallying behind those 
who are responsible for enforcement

Evaluating the impact of the policy and disseminating 
findings

Evaluating the impact and intended and 
unintended consequences of policy 
and health outcomes and disseminat-
ing process and outcome findings 
within the community
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Evidence suggests that CBPR aligns well with advocacy efforts; we have a foun-
dation. Linking CBPR to policy change has been used to address a broad array of 
issues. Furthermore, it is clear that community engagement has been integral to the 
development and implementation of important HIV-related policies; however, these 
efforts have not been linked with policy intervention research or evaluation. Further 
research is warranted.

For HIV-related policy initiatives, likely challenges that face partnerships are the 
attitudes, opinions, and fears still associated with HIV, such as negative attitudes 
toward homosexuality, needle exchange, drug treatment, comprehensive sexual 
health education in schools, and condom distribution, as examples. Engaging po-
tential opposition has been found to be an effective strategy for facilitating policy 
change. For example, identifying potential allies (and gaining understanding of op-
position) has been a crucial tactic to gain support for new policies within churches 
and also beyond the church walls, as church members can generate public opinion 
against or for advocacy efforts [55].

Furthermore, there are many issues unique to women and men of color; hetero-
sexual women and men; gay and bisexual men, MSM, and transgender persons; and 
injecting drug users that must be addressed, and policies may be critical in the fight. 
For example, fear associated with accessing educational and health-related services; 
the lack of bilingual, bicultural services, particularly in the resource-poor southeast-
ern USA; poverty and harsh working conditions; and institutional racism contribute 
to increased HIV exposure and transmission among Latinos. Similarly, social net-
works that have higher rates of HIV, poverty, lack of access to appropriate services, 
high incarceration rates, and residential segregation that limit opportunities and ac-
cess to education and prevention efforts contribute to increased HIV exposure and 
transmission among African-American/blacks. In all of these examples, the use of 
policy cannot be ignored or understated, and CBPR will be useful in bringing at-
tention to and developing, implementing, and evaluating strategies to address these 
issues and reduce HIV-related health disparities.

We end by suggesting that academic researchers have focused much of their 
work on the early stages of policy change, assuming that community and organiza-
tional partners will take the torch to the next level. However, congruent to a CBPR 
approach, like community members, academic researchers should be involved 
throughout the process—from beginning to end—in order to fully understand the 
science and reach the public health potential of policy change.
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What are Virtual Communities?

Howard Rheingold coined the term “virtual communities” in a 1993 book identify-
ing opportunities for individuals to remain connected in an increasingly digitized 
world [1]. His suggestion was that geography is not a necessary element for com-
munity, but relationships and desire for connection are fundamental for community. 
A virtual community is a social network of individuals who interact through social 
media. These individuals are not bound by geography; rather, they usually share 
an interest or reason to communicate. Virtual communities resemble other types of 
communities because members provide one another information, friendship, and 
other types of social support.

Virtual communities take multiple forms that have evolved rapidly over the 
past two decades. Given ongoing advances in technology, these communities and 
the methods they use to interact will continue to evolve rapidly. With this ongoing 
development and evolution, virtual communities have become more common and 
their reach has expanded; they have become more universally accepted and, in many 
cases, integrated into nonvirtual communities. Virtual communities include social 
networks in which individuals can interact with one another online through sites 
such as Facebook, MySpace, Ning, FourSquare, and Tumblr. Additionally, virtual 
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communities have expanded to the microblogging environment through sites such 
as Twitter, where users can share brief communications through posts of messages 
of 140 characters, and Instagram, where users can share photographs and videos.

Many examples exist that underscore the popularity and desire for individuals 
to connect using social media around a variety of topics, including health. Early 
examples include online social support groups that helped women address issues 
related to a breast cancer diagnosis [2] and assisted individuals in managing dia-
betes [3]. Similarly, existing online chat rooms designed to facilitate social and 
sexual networking among men who have sex with men (MSM) have been used to 
facilitate HIV prevention, specifically through moderated question-and-answer ses-
sions designed for educational purposes [4–6]. Another type of online community 
is a virtual world such as Second Life, where users create avatars and have them 
interact in multiplayer simulations of various scenarios [7]. An avatar is usually a 
two- or three-dimensional graphic representation of an Internet user’s online char-
acter [8–11].

Virtual communities offer the advantage of instant exchange of information, 
which is not always possible in geographically focused communities. However, 
debates exist over the potential benefits or harms related to participation in virtual 
communities. Although virtual communities can share substantive support and work 
effectively across time, space, and geographic boundaries [4, 12, 13], there are con-
cerns about so-called virtual isolation that can lead to depression or other negative 
health outcomes [14]; an alteration of personalities online that can lead to misrepre-
sentation [15]; and a potential disintegration of socially appropriate behaviors [16].

Who are Members of Virtual Communities?

Nevertheless, there is overwhelming evidence that virtual communities are popular  
particularly among adolescents and young adults. In fact, social media use is nearly 
ubiquitous among adolescents and young adults in the USA. As of May 2012, al-
most 80 % of adolescents and young adults who are online use a social network 
website, and 81 % of youth (12–17-years old) use some sort of social media at least 
once a month. Nearly all (98 %) of 18–24-years-old adolescents and young adults 
who are online use social media each month, and 81 % of them use social network-
ing sites for e-mail access, online chat, and news [17, 18]. By contrast, older adults 
have not kept pace with this use; about 40 % of adults 30-years old and over use 
social media.

Although social media sites regularly compete for users, sites where adoles-
cents and young adults currently spend the greatest time include Facebook, Twitter, 
LinkedIn, MySpace, and Google+. Experian Hitwise (http://www.experian.com/
hitwise/), a resource in digital marketing intelligence, reports that visits to Facebook 
now account for more than 65 % of all visits to social networking and forums-classi-
fied websites in the USA. Over 70 % of teenage youth actively maintain a Facebook 
profile. Nearly two-thirds (59 %) of youth 13–19-years old have only one social 
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media account, which is Facebook for 89 % of them. Among those who have more 
than one social media account, 99 % report having a profile on Facebook, compared 
with 29 % who report using Twitter [7]. Nearly three-quarters (73 %) of adolescents 
and young adults 18–34-years old who are online visit Facebook monthly, the high-
est of any adult age group [19].

Most adolescents and young adults use social media to stay connected with their 
friends, post and share photographs, comment on one another’s posts and photo-
graphs, and share links within their personal networks [20–22]. Because of the broad 
and frequent use of social media by certain demographic groups, including adoles-
cents and young adults, many larger organizations use social media as promotion 
platforms. Social media does much more than connect individuals within virtual 
communities; social media provides companies, brands, and causes a personalized 
way to connect with and engage members of virtual communities; at the same time, 
it provides users with a personalized way to connect with and engage companies, 
brands, and causes. Thus, social media can be a complex communication channel.

How Can We Capitalize on the Popularity of Virtual 
Communities and Online Social Media for HIV Prevention?

The latest estimates from the Centers for Disease Control and Prevention (CDC) 
indicate that approximately 56,300 Americans become infected with HIV annually, 
and about 16,000 persons with AIDS died in 2008 [23]. A significant proportion of 
HIV and other sexually transmitted infections (STIs) in the USA occur in adoles-
cents and young adults. Between 2006 and 2009, estimated rates of HIV infection 
increased 25 % among youth 15–19-years old, and 31 % among youth 20–24-years 
old; these statistics are disheartening, given that our toolkit for prevention has im-
proved considerably over the course of the HIV epidemic. We know more about 
health behavior and have made considerable advances in behavioral theory; we 
have reduced infection rates among some populations, including some subgroups 
of racial/ethnicity minorities and among injection-drug users, as examples.

However, some subgroups of adolescents and young adults are disproportion-
ately affected by HIV and STIs. For example, African-American/black adolescents 
represent approximately 17 % of all adolescents, yet they account for about 72 % of 
HIV infections. Between 2006 and 2009, the rate of new infections among African-
American/black young adults increased by 35 %. This rate of new infections was 
more than five times the rate for Hispanics/Latino young adults and nearly 23 times 
the rate for white young adults.

As with HIV, there also are profound disparities in the rates of other STIs among 
racial/ethnic minority adolescents and young adults. In 2007, for example, the rates 
of gonorrhea among African-American/black females 15–19-years old was 14.7 
times greater than those for white females in the same age-group, and the rate for 
African-American/black males 15–19-years old was 38.7 times higher than that for 
white males in the same age-group.
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Researchers and practitioners have shown that using the Internet to deliver pre-
vention messages can have significant effects on behaviors that reduce HIV risk 
[6, 13, 21, 24–26] and increase adherence to HIV medication [27–29]. Given the 
remarkable and unprecedented increase in the number and types of virtual com-
munities and the use of social media in the past decade, it is intriguing, and in fact 
crucial, to think of ways to capitalize on social media to facilitate HIV prevention. 
In this section, we discuss our approach to reduce HIV risk among adolescents and 
young adults through the use of Facebook, clearly one of the most popular and es-
tablished social networking sites.

Research on Harnessing Social Media to Prevent HIV

The FaceSpace Project was among the first examples of health promotion delivered 
using social media. This innovative pilot intervention was implemented and evalu-
ated in 2009 and 2010. The project included the delivery of sexual health promotion 
via social networking sites to key groups at increased risk—adolescents and young 
adults 16–29-years old and subsequently MSM—through an intervention that was 
separately branded as Queer As F**K. The interventions used fictional characters to 
interact and post content (primarily videos known as webisodes) on various social 
networking sites, with sexual health promotion messages embedded within some of 
these postings.

Results from both interventions have been published [26, 30–32]; briefly, the 
pilot of The FaceSpace Project resulted in significant increases in sexual health 
knowledge among participants between baseline and follow-up using a pretest-
posttest design ( p < 0.01). Thirty-three percent of all participants reported that the 
project prompted them to discuss or seek more information about HIV and STIs, 
22 % reported the project made them more conscious about safer sex practices, and 
35 % reported the project led them to seek advice from a health professional or get 
an HIV and/or STI test [31].

A mixed-methods process evaluation of Queer As F**K indicated that the 32 
webisodes that were posted on the project’s Facebook and YouTube pages attracted 
more than 30,000 views; ranging from 124–3,092 views per individual episode. 
By April 2011, the Queer As F**K Facebook page had 2,929 fans, who were pre-
dominantly male. Interview and focus group participants supported the balance of 
education and entertainment and reported that the narrative soap opera format suc-
cessfully delivered sexual health messages in an engaging, informative, and acces-
sible manner that encouraged online peer discussion of sexual health and promoted 
community engagement [32].

Other researchers have similarly shown the potential viability and impact of us-
ing social media as an intervention mode. In a pilot study, youth 18–20-years old 
who disclosed engaging in risky behaviors on their MySpace profile were sent e-
mail messages about the potential for harm in doing so; the intervention led to a 
substantial reduction in mention of sexual behavior and in the removal of public 
access to profiles [25].
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Several other pilot and larger scale studies using the Internet for HIV prevention 
have produced either evidence of positive effects or promising findings (Table 9.1). 
These initiatives have reached diverse populations and settings through a variety of 
technology-based approaches, including the Internet [33], social media [21], chat 
rooms [4–6], cell phone/text messaging [34–36], and unique websites [37, 38], as 
well as hybrid interventions [39–42]. Populations reached by these interventions 
include MSM from diverse racial groups and geographic settings; young adults; 
and adolescents, including African-American/black male adolescents and home-
less adolescents. Although this book focuses on innovations in engagement within 
the USA, we note an important intervention that was developed, implemented, and 
evaluated in Mbarara, Uganda [43, 44]. This intervention is particularly relevant, 
given that the intervention delayed sexual initiation among high-school students. 
Delaying sexual initiation among adolescents is an important goal, particularly with 
the broad use of the Internet among preadolescents and adolescents.

Although the potential of social media continues to be advocated within pub-
lic health and HIV prevention specifically, evaluation of the variety of strategies 
that can be used is limited; much research is needed. As social media encourages 
relationships between individuals and content, and the organizations that provide 
that content, measuring the quality of these relationships is key to quantifying suc-
cess regarding health behavior change. A deeper understanding and analysis of the 
demographics of the visitors, length of time spent on the site, referral sources, and 
measurement of the overall quality of interactions and experiences are necessary. 
Community engagement provides a vehicle to identify and develop health commu-
nication approaches and messages that are meaningful for a target audience.

Furthermore, the success of social media to change knowledge, attitudes, and 
behaviors depends on our ability to create experiences that raise awareness; edu-
cate and inform; earn participant and audience loyalty; and, ideally, connect online 
experiences with offline behavior change. As a result, in addition to website hits 
and number of so-called friends (connections within a social network), measures of 
engagement of virtual community members include the number of times a visitor re-
turns to a website, the number of comments on a blog, and the number of retweets on 
Twitter (i.e., the number of times a tweet [text message] is forwarded from a recipi-
ent to someone else). These examples represent some of many measures of engage-
ment; given the rapidly evolving technology and the ongoing development of social 
media outlets, there is no exhaustive list of ways to conceptualize engagement.

Just/Us Facebook Page Intervention

Given that Facebook is one of the most popular social networking sites online, we 
sought to uncover specific strategies to engage adolescents and young adults effec-
tively through this social media site. We focused on adolescents and young adults 
both because of their prolific use of social media and because of their elevated risk 
for HIV and other STIs.
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Methods

The overarching goal of our research was to determine whether adolescents and 
young adults exposed to content on the Just/Us Facebook page, which focused on 
sexual health promotion and the prevention of HIV and STI exposure and transmis-
sion, would be more likely to adopt healthy sexual behaviors compared with those 
who were not exposed to the Just/Us Facebook page and instead only viewed other 
Facebook pages with other types of content. We used multiple unique approaches 
to engage racial/ethnic minority adolescents and young adults 16–24-years old. All 
procedures were approved by institutional review boards at the University of Colo-
rado School of Public Health, Columbia Mailman School of Public Health, and 
Rutgers University.

Our intended audience was primarily African-American/black and Latino ado-
lescents and young adults because of the disproportionate burden of HIV and STIs 
within these populations. We engaged these adolescents and young adults to con-
tribute to the development of a Facebook page related to sexual health (Phase 1), to 
facilitate enrollment of social networks of adolescents as participants in a research 
study (Phase 2), and to interact with content on the study’s Facebook page (Phase 3).

Phase 1  Adolescents and young people were approached online to facilitate 
development of site content. We conducted synchronous and asynchronous focus 
groups on MySpace. Participants offered reactions to content ideas, presentation, 
and wording for the site. Detailed methods for data collection and results from 
this engagement effort have been published elsewhere [45]. In brief, participants 
described the social media environment as one in which they engaged in both public 
and private sharing—similar to hanging out at the mall and keeping a diary. They 
used the medium to keep in touch with their real-world friends and to share about 
themselves. On their own pages, they posted links to online content and discus-
sions about content they identified with. They also reported that they enjoyed taking 
simple online polls and quizzes and seeing the results.

We used feedback from this first phase to develop our Facebook content. A key 
outcome of this formative work was the naming of our Facebook page. Adolescents 
wanted a virtual space where they could meet online without “much” adult inter-
ference. They also wanted the site to focus on the social justice and human rights 
aspects of reproductive health (i.e., reproductive justice). To this end, we named our 
Facebook page Just/Us, a play on words to indicate a space “just for us” (adoles-
cents) and “social justice.”

Phase 2  We designed a cluster randomized controlled trial. Inclusion criteria for 
participation in the trial included an age of 16–24-years old, a Facebook account 
and informed consent. As in Phase 1, we focused on African-American/black and 
Latino adolescents and young adults, although no one was excluded from partic-
ipation because of their race/ethnicity. To recruit participants into the study, we 
employed a modified respondent driven sampling (RDS) approach. RDS is a sys-
tematic approach to identify and recruit members of communities and populations 
that some community outsiders (e.g., researchers, providers, and practitioners) may 
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label as hard-to-reach. It is not difficult for members of these communities and pop-
ulations to reach one another; clearly, members of virtual communities are likely to 
be able to reach one another. Thus, RDS relies on peer-to-peer referrals; an initial 
“seed” or index participant who is recruited, screened, found eligible, consented, 
and enrolled identifies and recruits others within his or her social network to par-
ticipate [46–48]. Community settings were chosen as ideal recruitment sites with 
anticipation of encountering racial/ethnic minority adolescents and young adults. 
These settings included community colleges, malls, community-based organiza-
tions, and community and street fairs and festivals. We also recruited participants 
from online sites and through newspaper advertising.

In accordance with RDS methods, we further engaged adolescents and young 
adults during this phase by asking them to identify and recruit up to three friends in 
their Facebook network to participate. We conducted three waves of RDS recruit-
ment; this chain-referral process continued until the desired a priori sample size was 
obtained. Participants received a $ 5 gift card per person recruited for up to three 
people (possible total of $ 15) for their recruitment effort. All eligible participants, 
including seeds and all those referred through their social networks, completed in-
formed consent and a baseline behavioral survey of sexual risk via an online tool 
generated and delivered through Zoomerang, a commercial online survey software 
program that allows users to easily create and publish surveys online. Zoomerang 
served as a third-party host for our data, and its hosting agreements comply with our 
institutional review board requirements related to privacy and data security [49].

All participants were sent a link via e-mail on their Facebook news feed page 
that would take them to the informed consent and online survey, which they could 
self-administer on their own computer. The survey took approximately 15 min to 
complete and included several questions about Facebook use and engagement with 
our intervention content. Participants were given a $ 15 gift card for completion of 
the baseline survey. More specific details on how we conducted recruitment and on 
results from the recruitment have been published elsewhere [21].

After participants enrolled, our intention was to use Facebook in an organic and 
dynamic manner. This meant we could not simply post static information onto our 
Just/Us Facebook page that would then be pushed out through a rich site summary 
feed, commonly known as an RSS feed, to participants’ Facebook news feed pages. 
RSS includes a variety of web-feed formats used to publish in a standardized for-
mat online, for example, blogs, news headlines, audio, and video. Instead, we had 
to post information that addressed topics we believed were important in a way that 
would encourage response and interaction from participants.

Phase 3  We posted initial content in the form of polls and RSS feeds, on sexual 
health topics over an 8-week period. Adolescent and young adult moderators were 
hired and trained to serve as the “face” of Just/Us and facilitate online engagement 
with the content. Given administrative access to the Just/Us Facebook page, they 
posted content, engaged participants, encouraged participants to respond with their 
own postings, and posted their reactions to posted content. These moderators were 
carefully trained in order to ensure that they posted correct and consistent informa-
tion. We also established norms for posting and responding to posts on the Just/Us 
Facebook page.
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The content of the Just/Us Facebook page was intended to address specific theo-
retical constructs and took the form of polls, RSS feed, links, etc. (Table 92). The 
content identified in Table 9.2 is not exhaustive and is intended to provide insight 
into the intervention only. Furthermore, participants in our formative research indi-
cated that it was important for the Just/Us Facebook page to be dynamic and regu-
larly updated. We were flexible and agile, posting news items and relevant stories 
that emerged from the popular media and allowing for participants to engage with 
the content in a very organic manner and at their own pace. We thought this ap-
proach was essential both to adhere to expectations that the Just/Us Facebook page 
not differ in its operation from other pages on Facebook and also to meet participant 
expectations that the content be both authentic and up-to-date.

The moderators were encouraged to respond to content daily, and they often 
posted multiple times each day. This process differs substantially from traditional 
health promotion programs, which are generally delivered in group or classroom 
settings at specific times of the day during given days of the week. Each time a 
moderator posted something on the Just/Us Facebook page, it would automatically 
be pushed through an RSS feed to participants. All intervention-group participants 
were required to “like” the Just/Us Facebook page. Thus, they could see all Just/Us 
Facebook intervention content simply by going to their own Facebook page or their 
news feed page. If they wanted to, they could click on the RSS feed and go directly 
to the Just/Us Facebook page, where they could view and engage in greater depth 
with any of the content over the course of the project (Fig. 9.1).

Results

Of the 36 adolescents who participated in the Phase 1 focus groups, 58 % were fe-
male and 60 % were white, although we had participation from Latinos (14 %) and 
African-Americans/blacks (8 %). Participants were recruited using multiple strate-
gies. Some were recruited from chat room invitations that were sent to 2,354 chat-
ters who subsequently joined a forum created on MySpace. The forum generated 
about 738 friends, and an initial focus group comprising seven participants was held 
as a synchronous chat; we held subsequent discussions asynchronously, obtaining 
input from an additional 29 participants. We learned through this phase that par-
ticipants take the asynchronous nature of social media seriously and appreciate the 
ability to exert control over when and where they access information and interact 
online [12].

For Phase 2, in which we focused on engagement with the content of the inter-
vention, we enrolled 636 participants in the control condition and 942 in the inter-
vention condition. Overall, more than half of those enrolled were female (56 %), 
35 % were African-American/black (35 %), and 14 % identified as Latino. This en-
rollment of Latino participants was lower than expected. The highest proportion of 
the sample was from the southern part of the USA (39 %), followed by the western 
part of the country (35 %), with the greatest number of participants coming from 
Colorado, Georgia, and Louisiana.
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We screened 1,017 individuals for the study, and 828 eligible individuals were 
randomly assigned to the control group ( n = 312) or the intervention group ( n = 340), 
and additional participants were enrolled through referrals (Fig. 9.2). The original 
sample consisted of 1,578 participants, and 1,092 (69 %) completed the 2-month 
follow-up survey. We had additional attrition at the 6-month follow-up, with 52 % 
of the original sample completing this second follow-up; 59 % of participants in the 
control arm completed the 6-month follow-up compared with 45 % in the interven-
tion arm, a statistically significant difference. Additionally, 106 participants com-
pleted the 6-month follow-up who had not completed the first follow-up, therefore 
increasing the proportion of participants with any follow-up data to 75.5 %.

Analytic data from Phase 3, during intervention implementation, indicated that 
the Just/Us Facebook page had an average of 43 unique visitors per week and a high 
of unique 101 visitors during the week when the content focused on multiple sex 
partners. The average time spent on the page was 3.16 min, with a high of 7.3 min. 
There also were 93 loyal visitors (10 % of those enrolled in the intervention) who 
regularly returned to view and post on the Just/Us Facebook page.

During the 8-week intervention, participants were most engaged the week we 
posted the blog titled, “Boyfriend? Girlfriend? Or Just Friends with Benefits?” The 

Fig. 9.1   The Just/Us Facebook page, with examples of content and elements
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behavior we were addressing with this blog post was reducing the number of sex 
partners, making the point that the more partners one has, the more at risk for HIV 
exposure and transmission. The blog content was provocative and gave tips for 
navigating the world of “friends with benefits,” commonly known as “FWB” on-
line, from the vantage point of both reducing HIV and STI risk and maintaining 
one’s emotional health. The poll for the week asked, “Have you ever hooked up 
with someone at a party and later became friends with benefits?” and the RSS feed 
covered reminders such as, “When you decide to have sex, you aren’t just having 
sex with that one person…but everyone that person had sex with too!” At the time 

Fig. 9.2   CONSORT diagram illustrating participant enrollment and retention in the cluster ran-
domized controlled trial over time
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of the blog posting, a movie was released by the same name, Friends with Benefits, 
with Justin Timberlake and Mila Kunis, and earlier in the same year, No Strings 
Attached, with Ashton Kutcher and Natalie Portman, was in wide release. Clearly, 
the topic was relevant for many participants, as evidenced by the 400 % spike in 
number of comments and loyal user engagement when the blog was posted.

Overall, during active enrollment and participation, the moderators made 589 
posts and fans made 277 comments, for a ratio of approximately one participant 
comment for every 2.1 moderator posts. The history of all the posts and content is 
available online at http://www.facebook.com/justusisis.

At the 2-month follow-up, we asked participants in the intervention arm how 
often they looked at the content on the Just/Us Facebook page; content here was 
defined as content that was pushed to them through the RSS feed on their Facebook 
news feed page as well as content on the Just/Us Facebook page. About 53 % (350 
participants) said they looked at the Just/Us content four to six times per week 
(21 participants) or daily (329 participants). Of these “frequent users,” 14 (4 %) 
were male, indicating that female participants were significantly more likely to be 
frequently engaged with the content ( p < 0.0001). However, there was no differ-
ence in gender for those indicating that they saw content at least once a week (329 
participants).

Participants were also asked to write open-ended comments about the Just/Us 
Facebook page at the 2-month follow-up; we asked them to say what they liked 
and disliked about the page and to offer any suggestions for how we could improve 
this intervention (Table 9.3). There were 448 comments from participants in the 
intervention arm at the 2-month follow-up, indicating that 69 % of all participants 
had something to say about the Just/Us Facebook page. The overwhelming major-
ity (94 %) of these comments were positive; of the remaining comments, many had 
to do with wanting to see the results from the study (three comments), complaints 
about the questions on the survey or not receiving incentives (seven comments), and 
confusion about the goal of the study (five comments). Only a handful of comments 
indicated that participants either did not agree with the information or perspectives 
that were being posted on the Just/Us Facebook page, found it awkward to review 
this type of material on Facebook, or were annoyed by multiple reminders to par-
ticipate.

However, given that the overwhelming majority of the comments about the Just/
Us Facebook page were positive, and participants said they appreciated having 
content available on their own Facebook news feed, it seems that participants saw 
content even if they did not go to the Just/Us Facebook page to post comments or 
reactions to it.

Moreover, our outcome analyses demonstrated that participants who were ex-
posed to Just/Us Facebook page content were more likely than those who were not 
exposed to report using condoms consistently at the 2-month follow-up. Unfortu-
nately, at the 6-month follow-up, we saw a decline in study effects, with a decrease 
to baseline levels of condom use in both the intervention and control groups. These 
results are reported in detail elsewhere [21].
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Discussion

Given the disparities in HIV infection and other STIs in the USA among ethnic/ra-
cial and sexual minority populations and adolescents and young adults, we are in ur-
gent need of strategies to reach these communities and populations and engage them 
in effective prevention efforts. However, a history of mistrust of researchers in this 
country, coupled with potential variation in capacity for researchers to effectively 
engage with community members [50], suggests that effective engagement of key 
communities and populations in HIV-prevention interventions remains challenging.

Table 9.3   Selected comments from user feedback on the Just/Us Facebook page ( N = 448). (Com-
ments are noted verbatim and may include errors in grammar and spelling)
Examples of posi-

tive comments 
( N = 419)

“I feel that it’s a good way to stay informed on sex. It’s a little reminder for 
those who are in sexual relationship(s) to remind them to strap it up”

“It’s really interesting, I’ve been paying attention to your posts and a video 
that I saw. If people actually paid more attention to Just/Us, they might 
actually learn more than what they think they know”

“Interesting.. ya don’t make it awkward”
“I think its a great project, and I enjoy reading the blogs that get posted on 

the FB page”
“Found [this an] interesting way to talk about these topics. Geared towards 

teens”
“I like the daily reminders the project posts about cultivating a healthy 

sexual attitude, and staying safe or abstaining”
Examples of explic-

itly negative 
comments

“Although the facts are entertaining and otherwise interesting, I’m not sure 
how effective the website and Facebook page is as a whole. The people 
that are looking at the page are the people that already have the facts and 
are getting tested and taking proper care to avoid STDs and pregnancy”

“your messages are kinda awkward sometimes when I am sitting in my 
school’s public library and everyone can see…”

Comments on study 
methods

“Because I know only 2/3 of my CLOSE friends sexual information. And 
the questions that are asked, for example” how many of your friends on 
Facebook have had an one night stand“ The question should be rephrased 
” how many of your close friends have had an one night stands“ Because 
when the question is so broad, we are basically being told to stereotype 
our friends on FB. Because usually only 1/3 of the ppl on FB are ppl we 
talk to on a regular basis”

“Some of the questions in the survey are poorly worded and can have 
double meanings. The survey and Facebook page are heteronormative; 
e.g. one of the questions asked if I used condoms or a different form of 
birth control. This question isn’t accurate to me because I mostly have 
sex with men and don’t need to use birth control…”

Comments related 
to confusion 
about the goal of 
the study

“Not really sure what it’s driving at/what you hope to accomplish”

Neutral comments “It’s OK”
“Honestly I’m just doing it because of the coupon, and because my friend 

told me to”
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Tindana and colleagues defined community engagement as “the process of 
working collaboratively with relevant partners who share common goals and in-
terests.” This process involves “building authentic partnerships, including mutual 
respect and active inclusive participation; power sharing and equity; mutual benefit 
or finding the ‘win-win’ possibility” in the collaboration [51]. In the USA, commu-
nity engagement in HIV research has origins in the beginning of the epidemic in the 
early 1980s. For example, activists, many of whom were gay themselves or closely 
allied with gay men, lead initial prevention efforts and pushed for the development 
of a community role in the research in and development of HIV treatments (see 
Chap. 4). This movement also contributed to the emergence of local community 
advisory boards, designed to represent diverse voices in the communities where 
research and prevention practice were taking place. Community engagement has 
since built on the initial important work of community advisory boards. Increas-
ingly, researchers, funders, health educators, and other types of practitioners have 
learned the value of engaging members of the community; and along with this en-
gagement comes the transition from community members being viewed as targets 
to being respected as partners. Community engagement is seen to have broader aims 
that include improvement of the ethical and scientific integrity of trials; increased 
transparency and accountability of the research to the community; increased ben-
efits and decreased risks for participants and the surrounding community; and im-
proved local capacity and infrastructure [6, 52–57].

We are only now establishing definitions and expectations for virtual commu-
nity engagement; although the traditional definition of community engagement may 
apply to online communities, we lack explicit agreement about what constitutes 
engagement online. This lack of agreement can be driven in part by what evidence 
emerges that links community member engagement in the research process to sub-
sequent health outcomes. Ultimately, it will be useful to have a rubric that can assist 
researchers, funders, health educators, and other types of practitioners to understand 
what type of engagement, through what strategies and mechanisms, and how much 
engagement is needed to realize varying level of health outcomes.

Considering the Just/Us Facebook intervention in the context of best processes 
for community engagement allows us to address a key new factor for community 
engagement—how to effectively engage in the increasingly important technologic 
environment of the Internet, mobile technologies, and social media. Here, we con-
sider engagement with the Just/Us Facebook intervention within the three phases 
previously described: the development of a Facebook page related to sexual health, 
enrollment of social networks of adolescents as participants in a research study, and 
interaction with content on the study’s Facebook page.

We were able to establish initial engagement of youth through synchronous and 
asynchronous online focus groups; we and other researchers have demonstrated 
that engagement not only occurs in the real world through face-to-face interaction 
but also can be effectively mediated in online settings [21, 25, 58]. Our goal at this 
phase of the research was to solicit meaningful input on the content and design of 
our Facebook page. By going beyond the traditional face-to-face approaches, such 
as focus groups and key informant interviews, and instead, capitalizing on the on-
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line environment, we were able to cast our net wider, engaging participants from 
diverse geographic settings to offer input and ideas that could be incorporated into 
the intervention. It also ensured that the information gleaned came from those clos-
est to the ultimate user. It was during this process that we generated the concept of 
Just/Us, with the focus on sexual health as a social right. This is an example of how 
the virtual environment can generate meaningful engagement.

Our engagement efforts during participant enrollment showed that we could 
effectively recruit participants using traditional face-to-face methods for research 
subsequently carried out online. As mentioned above, we relied on face-to-face 
methods to approach and recruit our initial seeds for a modified RDS approach. 
After we successfully enrolled seeds and gained their trust, we were able to rely on 
them to enroll their Facebook friends in the study. Our process suggests that virtual 
communities may be difficult to work within unless relationships with virtual com-
munity members have been established. Our enrollment worked well when we re-
lied on Facebook users to recruit their friends; we suspect that we would never have 
been able to recruit participants directly online. This finding seems to represent a 
crucial aspect when considering how to best engage adolescent and young adults 
within virtual communities.

Furthermore, based on our recruitment experience, social media seems to allow 
users to stay connected with their real-world friends virtually, but it then means that 
we compete for their limited attention. For example, a Facebook page promoting 
sexual health may seem provocative; however, it competes with the other reasons 
individual are online. It certainly could still be possible to engage participants using 
banner advertising or targeted advertising within social media sites [13, 59], but it 
is not clear that this approach would yield access to networks of virtual community 
members.

Engaging adolescents and young adults after they were enrolled in the study 
proved enlightening. As this was one of the first intervention research studies of 
its kind using Facebook for HIV prevention, we had no clear expectations about 
how participants would engage with the content on the Just/Us Facebook page. 
We knew that all participants had to “like” our Just/Us Facebook page in order 
for them to automatically see content, including content that was pushed to them 
through the RSS feed and automatically posted on their Facebook news feed. The 
RSS feed served as an opportunity to ensure a minimum exposure to intervention 
content. We anticipated that some of the content viewed in this manner would be 
sufficiently compelling for participants to click on it, which would then take them 
directly to the Just/Us Facebook page for further information and details. However, 
we also knew that such behavior on Facebook was unusual. Most of the time, ado-
lescents and young people do not leave their own Facebook news feed, so we did 
not expect participants to click through to the Just/US Facebook page. We strived to 
make intervention content on the Just/Us Facebook page appealing, following some 
basic principles related to engagement with adolescents and young people that we 
believed to be important. These principles included:
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•	 Carefully training moderators to post as representatives from the Just/Us inter-
vention

•	 Developing content in such a way that was consistent with the expectations 
voiced by participants during the formative phase, including having content de-
livered in the form of quizzes, blogs, video links, threaded discussions, and polls

•	 Ensuring a sufficient number of posts to the page each day to keep participants 
engaged

•	 Keeping the Facebook page dynamic
•	 Evaluating content in real-time to assess what content increased versus decreased 

monitoring by participants

At the same time, we also wanted to make sure that we did not post so often that 
participants became annoyed and had a reason to block us or discontinue their fan 
(“like”) status of the Facebook page.

A core group of about 10 % of participants enrolled in the intervention group 
left their own Facebook news feed page to go to the Just/Us Facebook page to post 
and interact. An analysis of the top 200 brands on Facebook found that in a given 
week, less than 0.5 % of fans actively engage with a brand. This was calculated by 
dividing the “talking about this” feature on a Facebook page (which shows how 
many fans are actually engaging with content such as sharing or commenting on) 
by total fans to create a percentage. About 10 % of Facebook pages were reaching 
an engagement level of 1 % or more; and only one brand page reached a weekly 
engagement level of 2 % or higher [60]. Thus, we were doing better than most orga-
nizations or companies with a Facebook page.

We were surprised and heartened by the idea that we engaged adolescents and 
young adults, at least for short periods of time, in a Facebook sexual health and 
HIV-prevention intervention. We hypothesize that this engagement may represent 
ongoing interest in sexual health, even in the face of competing demands for at-
tention on social media sites. Our outcomes offer promise for other sexual health 
interventions to replicate and expand on our efforts and work toward sustaining 
engagement and behavior change over longer periods of time. Indeed, we are confi-
dent that sufficient numbers of intervention participants saw content from the Just/
Us Facebook page on their own Facebook news feed page and engaged with it in 
some meaningful way, based on the fact that consistent use of condoms was greater 
in the intervention group than in the control group.

An important implication from the identification of a group of frequent users 
is that they could serve as popular opinion leaders (POL) to engage others in their 
network; as POLs have been established as being effective in the promotion of 
healthy sexual behaviors [61], it is certainly possible to consider adapting a more 
traditional POL intervention for the online environment. Future work should focus 
on understanding whether it is possible, after individuals begin to engage in this 
more active fashion, to recruit them as POLs to be brought on staff in a part-time 
fashion. Staff members identified and hired in this sequence may have the potential 
to have greater influence on those in their own personal networks than the modera-
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tors we hired initially. Our moderators had no personal connection to any of the 
intervention participants.

We do caution, however, that we cannot assume individuals have the same type 
of connection with their Facebook friends as they have with their real-world friends, 
as is illustrated in a comment from one participant: “…. Usually only 1/3 of the 
ppl [people] on FB are ppl [people] we talk to on a regular basis.” This comment 
supports the notion that the hundreds and even thousands of individuals who are 
friends with any given Facebook user are not all intimate in the way real-world 
friends are. As recently stated by an author being interviewed on a radio program, 
“Facebook must up the meaning of the word ‘friend’; it really just means someone 
I am connected to” [62]. Thus, if we want to utilize POLs, for example, we must 
carefully understand who are true, real-world friends of the POLs as opposed to 
who they are merely connected to on Facebook; determining whether peers have 
greater influence on true friends could be an important direction to investigate as we 
explore and harness virtual communities for health promotion and disease preven-
tion. In analyses to evaluate the relationship between transitioning to obesity and 
network relationships, researchers found that close intimate relationships were most 
influential in the transition to obesity [63]. Although our work is an important first 
step in illustrating that social networking sites, like Facebook, can be used to influ-
ence sexual health, we still have much to learn about how to determine influential 
members within networks and how to activate those members to motivate sexual 
health behaviors.

Limitations

In this chapter, we provided a brief summary of innovative HIV-prevention in-
terventions for virtual communities. We also offered a case study of one of the 
first studies of its kind to use Facebook to engage adolescents to reduce HIV 
exposure and transmission. Although we are pleased with the outcomes of this 
study and have learned much about what is possible related to engaging adoles-
cents and young adults, we recognize that important limitations of our research 
remain.

First, given the profound impact of HIV on Latino communities in the USA, we 
need to do a better job of recruiting Latino adolescents and young adults into HIV-
prevention interventions. We can look to our successes in recruiting large numbers 
of African-American/black adolescents and young adults as a starting place. We 
believe some of our success recruiting participants from these populations was be-
cause one of our recruiters was an African-American/black college-age woman. Our 
Latina recruiter, however, was older. In addition, studies demonstrate that networks 
tend to be similar with regard to demographic characteristics, including gender and 
race/ethnicity; therefore, recruiting more seeds who are Latina or Latino may help 
in subsequent recruitment of other Latino participants.

Furthermore, it would be valuable to understand more about what motivates 
individuals to post or respond to Facebook content. Although it may be useful to 
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explore what motivates adolescents and young adults to engage with particular 
content, it is not completely clear that doing so is necessary to generate behav-
ioral effects. It may also be difficult to encourage individuals to post or interact 
with this particular kind of content, inasmuch as the public environment of Face-
book may thwart or discourage open engagement with content that is sensitive 
and private, such as sexual behavior. Nonetheless, it would certainly be valuable 
to have more ethnographic and detailed information about the types of things 
that generally cause individuals within virtual communities like Facebook to act 
and move from their own Facebook news feed page to another Facebook page, 
and whether there are particular triggers; for example, provocative content or 
particularly timely and current information that gets participants talking about 
specific content.

Third, given the need to move from research to practice to take interventions de-
veloped under research conditions to scale, it may be beneficial to consider whether 
engagement and sustainability would improve if the Just/Us Facebook page were 
linked to a real-world organization or entity that had regular and ongoing face-to-
face connection with adolescents and young adults. Our project was a stand-alone 
intervention, where the Facebook page was not linked to any institution or group 
providing clinical services to adolescents and young adults. It may be worthwhile to 
explore linking the Just/Us Facebook page intervention to a clinical entity, such as 
a school-based health clinic or other clinic where adolescents and young adults can 
seek and receive high-quality, comprehensive reproductive health services. Certain-
ly, there is concern that a page such as this cannot be sustained indefinitely unless it 
is linked in some way to an organization that is willing to support it.

Research Needs and Priorities in Terms of Prevention  
and Community Engagement

The Just/Us Facebook page with content to promote sexual health is the first ever 
to be studied for efficacy using a cluster randomized controlled trial to document 
improvements in sexual health. An important next step is to replicate findings. By 
our careful documentation of the specific methods for engaging adolescents and 
young adults to design, update content, and enroll in this trial, we are confident that 
replication is possible.

It will be important to attempt replication within the context of the lessons 
learned related to engagement. If we want to follow recent calls in the literature 
to pay closer attention to issues of translation and dissemination [64], we should 
ensure that any replication takes into consideration how to design for dissemination 
and sustainability. One method to accomplish that would be to do what we have 
just suggested: Link Just/Us Facebook page content to an organization that already 
regularly serves adolescents and young adults and is perceived to be a credible trust-
ed source for important information on sexual health. Formalizing a relationship 
whereby organizations such as Planned Parenthood, school-based health centers, 
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and/or community health centers actively integrate the Just/Us Facebook page con-
tent into their patient encounters and educational sessions could be a key next step.

If we do wish to consider approaches to link the Just/Us Facebook page to youth-
friendly clinical services, work needs to be done to identify appropriate clinics and 
train staff and clinic administrators on how to best use social media to establish 
and maintain relationships with their clients and to share appropriate medical in-
formation with them. We can consider strategies to improve both online and of-
fline engagement. For example, after adolescents and young adults have visited 
information online, they can subsequently go to a clinic where they see content they 
are familiar with and encounter staff who can reinforce content from the Just/Us 
Facebook page in a friendly and approachable manner.

Crucial to this work as well as other work that utilizes social media and technol-
ogy for health promotion is a concern that gold-standard research in these environ-
ments happens at such a slow pace that the results may actually be obsolete by the 
time they are released and disseminated among the scientific and health-practitioner 
communities [65]. For example, our project was funded in 2006 and our primary 
outcomes were not under review for publication until 2012 [21]. Six years can be 
an eternity in the rapidly evolving technologic environment, and we must do better 
to shorten the timeline in getting prototypes for promising new technology-based 
initiatives designed quickly and delivered in the market on a much more stream-
lined timeline.

We also need to ensure that in planning for new prototypes to stay ahead of the 
technology curve, that we take care to consider dissemination from the very begin-
ning. In the case of the Just/Us Facebook intervention, study partners at ISIS con-
tinued to update the Just/Us Facebook page and keep adolescents and young adults 
engaged in relevant topics after the study was complete. However, questions such 
as the following remain:

•	 How do we extend the reach to more people who were not enrolled the study?
•	 Who will cover maintenance and upgrade costs for both staffing and technology?
•	 When adaptations are needed, who will do this work?

These questions and related considerations are consistent with the RE-AIM frame-
work established by Glasgow, who, along with Bennett, called explicitly for the 
need to consider where a technology application for health promotion should be dis-
seminated, by whom, and how many people it could potentially reach, even before 
any programming of said prototype occurred [66].

We are well into the fourth decade of HIV, and HIV- and STI-related disparities 
continue to exist for some communities. Thus, we must be creative with both the 
types of interventions we develop, implement, and test, and the processes we used 
to develop, implement, and test them. Virtual communities offer seemingly limit-
less potentials, and we must work within these communities through engagement to 
ensure that what we do is meaningful and has the greatest potential for successfully 
reducing HIV and STIs among vulnerable populations.
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In the USA, more than 1.1 million persons are living with HIV/AIDS. Annually, 
74 % of new HIV infections occur among men and 63 % of new HIV infections oc-
cur among MSM. The rate of new HIV infection among MSM is 44 times that of 
other men and 40 times that of women. Although MSM represent 2–10 % of the US 
male population 13 years of age or older (depending on the study and how MSM 
behavior is defined and measured), they account for 48 % of persons with HIV/
AIDS overall, and 64 % of men with HIV/AIDS [1–3]. Compared with the rate 
of HIV infection among white MSM, the rate is approximately three times higher 
among Latino/Hispanic MSM and is more than seven times higher among African-
American/black MSM. Moreover, since 2001, across all racial/ethnic groups, the 
only transmission group with significant increases in HIV diagnoses is MSM. Of 
men with new HIV infections, MSM represent more than 80 % of white men, more 
than 70 % of Latino/Hispanic men, and more than 60 % of African-American/black 
men [4, 5].
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The Health and Well-Being of Persons with HIV

The introduction of antiretroviral therapy, which limits the ability of the HIV to 
replicate itself, has led to profound declines in AIDS-related mortality [6–8]. As 
persons with HIV live longer, serious non-AIDS-defining illnesses have replaced 
opportunistic infections as the leading causes of death. These illnesses include car-
diovascular disease, diabetes, anxiety, depression, and bipolar disorder [9, 10].

Furthermore, as HIV infection progresses, persons with HIV may experience im-
pairment in three key domains: physical, mental, and neurologic health [11]. Physi-
cal health, for example, may be increasingly affected as HIV disease progresses, 
and persons with HIV can become fatigued, be unable to independently perform 
activities of daily living (e.g., hygiene, ambulation, meal preparation, and eating), 
and be less active. The long-term use of antiretroviral therapy also has been linked 
to body changes that include fat gain concentrated in the abdominal area, peripheral 
fat loss, and development of metabolic abnormalities (e.g., glucose intolerance, hy-
percholesterolemia, and hypertriglyceridemia). These bodily changes may induce 
psychologic distress, increase the risk of cardiovascular disease and diabetes, and 
impair physical activity [12–15].

Furthermore, CD4+ lymphocyte counts of less than 50 cells/mm3 of blood are 
associated with significant functional impairments and increased morbidity and 
mortality; a normal CD4+ count ranges from 500 to 1,500 cells/mm3 [16, 17]. Al-
though HIV infection affects the immune system function at any CD4+ count, the 
risk of opportunistic infections and noninfectious complications of HIV increase as 
the CD4+ count declines. Current treatment guidelines recommend the initiation of 
antiretroviral therapy for all persons with HIV, regardless of CD4+, to decrease the 
risk of disease progression and to reduce the risk of HIV transmission. Disease-spe-
cific preventive measures such as prophylaxis of pneumocystis pneumonia when 
the CD4+ count is less than 200 cells/mm3 or pneumococcal vaccinations are also 
indicated to decrease the risk of HIV-associated complications [15, 16].

Among some persons with HIV, mental health can be affected by the strain of 
living with HIV (e.g., family and/or partner rejection and stigma) and the onset 
of comorbidities, including mental health disorders and/or substance use or abuse, 
and may lead to disability and functional impairment. Depression, anxiety, psycho-
logic distress, and posttraumatic stress may also increase as HIV disease progresses. 
These conditions can reduce the quality of life and increase mortality. Depression 
has been consistently associated with poor treatment adherence and increased HIV 
risk behaviors (e.g., substance use and abuse and inconsistent condom use) [18–24]. 
Posttraumatic stress disorder has been reported in 16–54 % of persons with HIV; 
this comorbidity is associated with both substance abuse disorder and major depres-
sive disorder and has been correlated with a compromised immune system, lower 
CD4+ count, poor treatment adherence, and increased HIV risk behaviors [25–30].

Neurologic dysfunction may occur among some persons with HIV as a result of 
HIV infection and/or opportunistic infections. These impairments may range from 
mild asymptomatic cognitive impairment to severe dementia, presenting as sensory 
impairments, and neuropathy. As HIV progresses, persons with HIV may experi-
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ence decreased mental capacity (e.g., forgetting to eat or take medications), visual 
impairments, and loss of cranial nerve function (e.g., ability to taste, chew, and 
swallow). The impact of HIV on neurologic health includes impairment of cogni-
tive abilities to plan tasks, learn and process new information, retrieve information, 
and manage medication. Neurologic impairment also may include deficits in execu-
tive functioning and attention [31, 32].

The term “executive functioning” describes a set of cognitive abilities that are 
necessary for goal-directed behavior. Executive functioning includes the ability to 
initiate and stop actions, to monitor and change behavior as needed, and to plan future 
behavior when faced with novel tasks and situations [33]. Executive function deficits 
are associated with psychiatric disorders that include depression, anxiety, obsessive-
compulsive disorder, attention-deficit disorder, and hyperactivity disorder. Higher 
levels of executive functioning are significantly correlated with effective coping 
styles when confronting challenges (e.g., adapting to changing demands and/or en-
vironments). Persons with HIV who confront distress by using problem-solving and 
behavior modification techniques (e.g., problem-focused coping) have been found 
to have significantly better health and a higher quality of life than those who cope by 
denial. When persons with HIV face stressful life events, their coping responses have 
been identified as significant moderators to attenuate the disruptive effect of stress-
ors and to improve self-management [34–36]. Self-management has the potential to 
positively affect the physical, mental, and neurologic health of persons with HIV.

Self-management Interventions

Among persons with chronic health conditions, self-management has been defined 
as the individual’s ability to manage the symptoms, treatment, physical and psycho-
social consequences, and lifestyle changes inherent in living with a chronic health 
condition. Efficacious self-management interventions positively affect the cogni-
tive, behavioral, and emotional responses that a person needs to maintain a satisfac-
tory quality of life and increase his or her ability to effectively monitor the chronic 
condition to maintain optimal health. In a review of 145 peer-reviewed published 
interventions designed to improve self-management of chronic health conditions, 
eight common components were identified that align with the three domains of 
health (physical, mental, and neurologic) affected by HIV (Table 10.1; [37]).

Self-management has been used to improve health outcomes across a variety of 
chronic conditions, including depression, asthma, arthritis, and diabetes [37, 38], 
but few studies have applied self-management concepts to management of HIV, 
including adherence to antiretroviral therapy. This lack of research is particularly 
unfortunate because HIV-related mortality is contingent largely on the ability of 
persons with HIV to adhere to treatment regimens [16, 39, 40]. However, among the 
limited available HIV-related studies harnessing components of self-management, 
interventions have improved adherence to treatment regimens and increased CD4+ 
counts, assisting the human body to fight disease, through lowering anxiety and 
increasing self-esteem, coping skills, and treatment adherence [6, 16, 36, 41–46].
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HIV and the Effects of Employment on Health

The effect of unemployment on health and psychologic well-being has been well 
documented in the literature [47–50]. Unemployment has been identified as an inde-
pendent predictor of depression, mortality, and psychiatric symptomology [51–56]. 
Several longitudinal studies have presented the correlation between unemployment 
and poor health [50, 57, 58], mental illness [54, 59], increased maladaptive health 
behaviors [60], lower executive functioning [61], and increased mortality [62, 63].

Among persons with HIV, employment is associated with better mental health 
and quality of life, suggesting a therapeutic benefit [64]. In a large-scale study of 
2,863 persons with HIV, researchers found that those who were employed reported 
better mental health (e.g., lower anxiety, lower depression, and increased social 
functioning) and higher physical functioning and were less likely to have difficul-
ties with activities of daily living than those who were not employed [65]. In a 
similar study, among 702 men with HIV, those who were employed better handled 
life difficulties, had lower psychologic stress, and better managed their health than 
those who were unemployed [66]. Moreover, persons with HIV without stable em-
ployment, relative to those with stable employment, are at significantly increased 
risk for psychologic distress, suicidal ideation, psychiatric symptoms, and anxiety 
and are more than twice as likely to be hospitalized or die [67–71]. Unfortunately, 
despite the potential health advantages of employment (or perhaps more precisely, 
“work,”) for persons with HIV, the unemployment rate for this population ranges 
from 45 to 62 % [59, 72].

HIV and the Effects of Social Support on Health

The psychosocial impact of HIV infection may render persons with HIV suscep-
tible to social isolation and result in a lack of social support. Social support has 
been defined several ways and measurement remains challenging; however, in gen-
eral, social support includes emotional, tangible, informational, and companionship 

Table 10.1   Components of self-management
Information (e.g., diagnosis, prognosis, and treatment)
Medication management (e.g., strategies to increase adherence, and identifying and reducing 

barriers to adherence)
Symptom management (e.g., cognition, fatigue, pain, physiology, and relaxation)
Management of psychologic consequences (e.g., anger, depression management, anxiety man-

agement, and stress)
Lifestyle (e.g., exercise, nutrition, leisure, and activities of daily living)
Social support (e.g., family, friends, peers, and significant others/partners)
Communication (e.g., with health- care providers)
Other strategies (e.g., executive functioning, goal setting, planning, decision-making, problem 

solving, and coping)
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support [73–75]. In general, higher mortality has been reported among men who 
have few close friends or relatives, less frequent contact with people, and reduced 
participation in social activities [76–79]. Social support may buffer the impact of 
a variety of stressful life experiences, including those related to illness and unem-
ployment. Among persons with HIV, those with social support have demonstrated 
less anxiety and depression and had fewer somatic complaints than those without 
adequate support. Furthermore, social support is important in adjustment to diag-
nosis and prognosis, and has correlated with slower decline in CD4+ counts, better 
adherence to treatment, and reduced HIV risk behavior. Moreover, the role of the 
health-care provider as both informational and emotional support for persons with 
HIV has been documented in the literature; providers have been identified as being 
helpful, providing reassurance, validating worth, and preparing for a potential AIDS 
prognosis [6, 7, 70, 80–86].

The National HIV/AIDS Strategy

The effect of employment on the health of persons with HIV has been recognized 
and addressed by the White House through policy development. In the National 
HIV/AIDS Strategy, for example, the Social Security Administration is designated 
as the lead agency responsible to assist persons with HIV to access income supports, 
including job skills and employment. (For a review of domestic US HIV activities 
for federal departments, see the Overview of Domestic HIV/AIDS Activities Across 
Federal Departments at http://aids.gov/federal-resources/national-hiv-aids-strate-
gy/overview-fed-domestic-hiv-aids-activities.pdf). The Social Security Administra-
tion Operational Plan for Implementing the National HIV/AIDS Strategy involves 
three areas: (1) conducting outreach to at-risk communities to educate members of 
these communities about the assistance of SSA programs; (2) updating policy to 
ensure more accurate disability determinations and expediting the time for eligible 
claimants to gain access to health care; and (3) assisting persons currently on dis-
ability to return to work through the Ticket-to-Work and Self-Sufficiency Program, 
Work Incentives Planning and Assistance, and Protection and Advocacy for the 
Beneficiaries of Social Security initiatives [87]. Ongoing and authentic engage-
ment of and participation by persons with HIV is certainly a strategy that should 
be utilized, and best processes developed, identified, and implemented within the 
framework of the National HIV/AIDS Strategy.

In 2010, the Institute of Medicine of the National Academies provided recom-
mendations to update the Social Security Administration Listing of Impairment 
regarding HIV [88]. Recommendations include (1) persons with HIV with CD4+ 
counts of < 50 cells/mm3 should be allowed disability and be regularly evaluated, 
(2) specific types of severe or fatal conditions should be considered as permanent 
disability among persons with HIV, and (3) persons with HIV with severe HIV-
associated conditions that limit functioning also should be allowed disability and be 
regularly evaluated. The recommendations acknowledge that not all persons with 
HIV are able to enter employment or re-employment.
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Our Community-Based Participatory Research (CBPR) 
Partnership

Our CBPR partnership was initiated in 2002. The clinical director of Whitman 
Walker Health (WWH) in Washington, DC, and an academic researcher from The 
George Washington University (GW) began a dialogue to develop a partnership 
to explore the needs and priorities of persons with HIV. The idea was that if the 
needs and priorities were authentically explored and thus better understood, action 
or intervention would be possible, and these possible actions or interventions would 
be the most promising to positively affect the health and well-being of persons 
with HIV. We chose CBPR as an approach to our research to ensure community 
engagement and full participation in all aspects of the research. Although what is 
described as CBPR in some of the more recent literature tends to lack key values 
and principles underlying CBPR, our emerging partnership tried, and continues to 
strive, to adhere to the ways in which CBPR has been conceptualized and practiced 
by leading community-academic partnerships in the field; our emerging partnership 
was founded on and integrated accepted values and principles of CBPR that are 
widely available and published [89–95].

Members of our ongoing partnership were, and in fact remain, committed to 
establishing structures for full and equal participation by community members, or-
ganization representatives, and academic researchers to improve community health 
and well-being through individual, group, and community action, and through poli-
cy and social change. We also emphasize multidirectional and co-learning, recipro-
cal transfer of expertise, and sharing of decision-making power. To ensure greater 
cultural congruence and social relevance of our research, members of our partner-
ship, including African-American/black gay men with HIV, have been directly in-
volved throughout the research processes, including the development of research 
questions, design and conduct of studies, data analysis and interpretation of results, 
and dissemination of findings.

A hallmark of CBPR is that a community “outsider” (such as a researcher from 
a university) can work best in partnership with community members [90–93, 96]. 
However, such authentic partnership takes time and its development must be sys-
tematic. Thus, members of our emerging partnership (i.e., community members, 
organization representatives, and academic researchers) committed the time and 
effort to develop the partnership. Partnership members from WWH had a profound 
understanding of service delivery and the facilitation of interventions and programs 
designed for persons with HIV. They had valuable experiences trying to meet com-
munity needs and a sense of what works and what does not work during service 
delivery and the implementation of programs.

It is important to note that academic researchers always bring with them the 
reputation of their academic institutions, favorable or not, as perceived by the com-
munity and organizational partners. In our studies, the academic researcher brought 
the reputation of GW, the reputation of the Graduate School of Education and Hu-
man Development (GSEHD), and the reputation of GSHED graduate counseling 
students completing internship placements at WWH. Furthermore, when commu-
nity members questioned the academic researcher’s interest in working with them, 
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he found it useful to share relevant experiences, which included working as an HIV 
public health educator, facilitating support groups for persons with HIV, providing 
HIV testing and counseling services, and managing national AIDS clinical drug 
trials. These clear links to the concerns relevant to community members increased 
the academic researcher’s credibility. Representatives from WWH also highlighted 
their overlapping interests and shared their perspectives with persons with HIV to 
reinforce growing trust and initiate acceptance of the academic researcher as a part-
ner. To further develop trust, the academic researcher volunteered as a facilitator for 
WWH group counseling sessions; this service allowed community members and 
organization representatives from WWH to interact with the academic researcher in 
a setting not influenced by a research agenda.

As trust was established, a network of persons with HIV became more involved 
in our partnership. Today, our partnership consists of members from local HIV com-
munities in Washington, DC, and members from WWH, a nonprofit community 
health center serving the metropolitan area with expertise in lesbian, gay, bisexual, 
and transgender (LGBT) health care and HIV health care; the GW GSEHD, with 
leadership in educational training and research that is committed to assisting cul-
turally diverse communities, including local HIV communities; and the Wake For-
est School of Medicine (WFSM), with leadership in CBPR and commitment to 
identifying and responding to the needs of the community most affected by HIV 
through rigorous research methodologies while adhering to CBPR core values and 
principles.

During the ongoing partnership meetings, persons with HIV, organization rep-
resentatives, and academic researchers continued to share experiences pertaining 
to the challenges and priorities of persons with HIV and HIV-service providers 
and brainstormed ideas and next steps, including the development of meaning-
ful interventions to promote the health and well-being of persons with HIV. As is 
well described in the CBPR literature, building and nurturing trust and maintaining 
transparent communication were paramount during this process.

After about a year of partnership development and trust building, members of 
our established CBPR partnership chose to explore the effect of employment on the 
health of persons with HIV, based on several factors, including medical advances 
have increased longevity for persons with HIV, and an increasing number of per-
sons with HIV are seeking employment or re-employment. Members of our partner-
ship wanted to blend our knowledge and perspectives based on the experiences of 
persons with HIV and the lessons learned in the provision of services to them with 
what is theoretically understood about self-management and scientifically known 
about the effects of employment on health and well-being for this population. The 
process that members of our partnership engaged in included two key questions:

•	 “What do we want to know about employment among persons with HIV?” and
•	 “Why do we want to know it?”

These types of questions are frequently used in CBPR studies to ensure that the 
research focuses on moving to action (i.e., some type of intervention or promo-
tion of positive change to improve health) rather than research for research’s sake 
[96–99]. This movement to action reflects another hallmark of CBPR: research 
should lead to some tangible form of action to improve the health and well-being of 



K. C. Hergenrather et al.222

communities. In fact, most often CBPR should improve the health and well-being 
of the immediate community; participants in research should benefit from research 
[89–94, 96, 100–102].

During the past decade, members of our partnership conducted four participa-
tory research studies based on the priorities of persons with HIV. The studies were 
funded and further supported by leveraging intramural and extramural resources. 
For each study, community members, organization representatives, and academic 
researchers developed the research protocol using a participatory and iterative ap-
proach. To facilitate each study and increase validity, members of our partnership 
also created, reviewed, revised, and approved study designs and data collection 
protocols. Furthermore, participants were recruited by community members and 
organization representatives. Much effort was also placed in analyzing and inter-
preting data through participatory approaches. For example, together community 
members, organization representatives, and academic researchers conducted con-
tent analysis to finalize preliminary findings. We also identified organizations (e.g., 
US Social Security Administration, SSA, the American Medical Association, the 
US Department of Education Rehabilitation Services Administration, and AIDS 
service organizations) to target for the dissemination of study findings. We used a 
strategic approach and leveraged networks to reach leaders and members of these 
organizations. Furthermore, dissemination of study findings included presentations 
and workshops at conferences and meetings sponsored by local, regional, and na-
tional societies and associations, including the National Council on Rehabilitation 
Education, the National Rehabilitation Association, the National Rehabilitation 
Counseling Association, and the American Public Health Association, and inter-
national societies and associations such as the International AIDS Society and the 
British Psychological Society. We published papers in peer-reviewed journals such 
as AIDS Education and Prevention and Journal of Rehabilitation. The participa-
tion of persons with HIV, organization representatives, and academic researchers 
ensured that the processes and products of our research were authentic, meaningful, 
and insightful and that the dissemination of findings was broad in order to have an 
impact on both research and practice.

Our CBPR Partnership’s Research History

The four studies our CBPR partnership conducted included an initial study based on 
our priority to understand the effect of employment on the health and well-being of 
persons with HIV, two studies that built on the findings of the first study and took us 
closer to action and intervention, and a fourth study to pilot an intervention.

Employment Beliefs Study

Members of our partnership developed, piloted, and distributed the Employment 
Interest Survey to persons with HIV receiving services at WWH. The survey was 
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completed by 324 persons with HIV, 204 (63.0 %) of whom were unemployed. 
Regardless of employment status, 287 (88.6 %) of the participants reported they 
wanted help gaining employment or re-employment. Participants identified em-
ployment as having positive benefits that they valued, including increased self-es-
teem, autonomy, social interaction, and quality of life. They also identified groups 
of persons influencing their decision to become employed (e.g., family, friends, 
and primary health-care provider) and impediments to employment (e.g., level of 
job-seeking skills, level of job training, medical instability of HIV prognosis, loss 
of public assistance, lack of transportation to and from a workplace, and lack of 
jobs perceived to provide flexible work schedules to accommodate adherence with 
prescribed medical treatment).

Employment Perspectives Study

In this study, members of our partnership attempted to gain further understanding 
of the perceived impact of employment among persons with HIV by conducting six 
focus groups with a total of 54 participants who self-identified as African–Ameri-
can/black and unemployed. Participants reported valuing employment; identified 
advantages (e.g., increasing one’s ability to become self-sufficient, increasing 
self-esteem, and increasing social interaction) and disadvantages (e.g., exacerbat-
ing stress and work environments that stigmatize their HIV status and are not HIV 
sensitive) associated with employment; identified individuals influencing their de-
cision to become employed (e.g., family and healthcare providers); and delineated 
facilitators (e.g., job-seeking and job-training skills and job accommodations) and 
impediments to employment (e.g., HIV discrimination in the workplace, loss of 
SSA benefits and other public assistance, and side effects of medications) [85].

Windows to Work

Members of our partnership decided that sufficient knowledge had been gained 
through the first two studies and that it was appropriate to initiate a project that had 
potential to improve the health and well-being of persons with HIV. The partnership 
chose to use photovoice, a method of inquiry closely aligned with CBPR, to further 
the understanding of the impact of employment for persons with HIV.

Photovoice is a qualitative research methodology founded on the principles of 
critical theory, constructivism, and documentary photography. Basically, critical 
theory focuses on exploring and intervening upon the social and economic inequali-
ties and promotes system change, and constructivism defines learning through the 
individual’s interactive process of developing and constructing meaning through 
experiences [41, 86, 103, 104]. The photovoice process involves a series of proce-
dures that include the following [103]:

1.	 Identification of community topic of interest
2.	 Participant recruitment
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  3.	 Photovoice training
  4.	 Camera distribution and instruction
  5.	 Identification of photo assignments
  6.	 Discussion of photo assignments
  7.	 Data analysis
  8.	 Identification of influential advocates (those who would be allies for change if 

their consciousness was raised)
  9.	 Presentation of photovoice findings
10.	 Creation of plans of action for change

Through photovoice, participants photograph issues of concern and participate in 
group discussions about the photographs taken through empowerment-based fa-
cilitated dialogue. The process helps participants from the community to reflect 
on community needs, priorities, and strengths; engage in critical dialogue; share 
knowledge; and move toward collective action. The photovoice process typically 
includes a community forum for participants to share their experiences through 
their photographs and words. Representatives from community-based organizations 
and others who are identified by photovoice participants as potential partners (influ-
ential advocates) who might support participants after having their consciousness 
raised are invited to the forum to learn from photovoice participants. By design, 
influential advocates have some existing power and resources (e.g., job-based or 
political influence and skills) and may partner with photovoice participants to de-
velop action plans based on needs, priorities, and spheres of influence [41, 86, 103].

Explicit within photovoice is group interaction through which participants are 
encouraged to discuss their photographs; respond to one another; ask questions; 
comment on one another’s perspectives; and exchange anecdotes, experiences, and 
ideas. This methodology can identify pertinent variables and nuances that outside 
researchers may not otherwise be able to foresee and/or identify [86, 103]. Photo-
voice is well suited as a method within CBPR because it is highly participatory, 
is a research methodology, and explicitly moves toward action, which, again, is a 
hallmark of CBPR [86, 103, 105].

A total of 11 men with HIV with a history of full-time work but who were cur-
rently unemployed participated in the study. Nine of the participants self-identified 
as African-American/black and eight self-identified as gay. Participants identified 
19 issues important to them when considering employment and grouped these is-
sues into five categories: (1) advantages of employment (e.g., enabling financial 
responsibility, enabling one to provide for self and others, increasing social skills, 
and increasing self-esteem); (2) disadvantages of employment (e.g., assimilating 
into workplaces that are unfriendly to persons with HIV, not being able to adhere to 
prescribed medical treatment, and losing eligibility for some HIV-related services); 
(3) referents influencing their employment decisions (e.g., family and health-care 
providers); (4) facilitators of employment (e.g., motivation, job training, job-seek-
ing skills, work clothing, and transportation to and from the workplace); and (5) 
impediments to employment (e.g., inability to adhere to prescribed medical treat-
ment, lack of workplace accommodations, loss of Medicare coverage, and lack of 
HIV education in the workplace). Using their data and interpretations of findings, 
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participants developed an action plan to become employed, which they titled the 
“Employment Decision-making Model for Persons with HIV/AIDS” (Fig. 10.1). As 
immediate results of participating in the Windows to Work study, four participants 
applied for SSA benefits and five explored the viability of the SSA Ticket-to-Work 
and Self-Sufficiency Program to become employed [106].

The Helping Overcome Problems Effectively (HOPE) Intervention

The process for developing the HOPE intervention was iterative and took several 
months. For the first few months, members of our partnership held a series of face-
to-face meetings to build common understandings. Community representatives pre-
sented priorities and perspectives of persons with HIV; organization representatives 
presented issues affecting persons with HIV receiving services; and academic re-
searchers presented relevant scientific literature and theory. Together, we reviewed 
the literature; shared the experiences that only community insiders (those living 
with and most closely affected by HIV) would know; discussed how approaches 
would be translated into actual intervention components and implementation prac-
tice (including activities); and reviewed efficacious interventions for persons with 
HIV based in health behavior, theory, and self-management. Because theory is in-
tended to explain the processes involved in behavior change, understanding and 
integrating theory with perspectives on black gay men’s experiences were crucial 
to making informed decisions about the intervention. We established a reciprocal 
co-learner relationship among community members, organization representatives, 
and academic researchers to share decision-making responsibilities and support the 
empowerment of the HIV community’s ownership of the entire intervention devel-
opment and research process.

Members of our partnership also conducted interviews with persons with HIV 
who were not part of the partnership to further identify strengths, assets, and chal-
lenges and to refine and validate partnership ideas for intervention. Partnership 
members analyzed the interview data. We identified African-American/black gay 
men with HIV as our priority group, and the results confirmed that employment was 
a priority among this community. This priority included the impact of employment 
as a social determinant of health.

We then decided to begin an iterative process to develop a theory-based, group-
level intervention to address employment among persons with HIV. Our partnership 
agreed to base the intervention in social cognitive theory [107], HOPE theory [108], 
and self-management [37], and locally collected interview data that included the ex-
periences of African-American/black gay men with HIV. To ensure greater cultural, 
contextual, and educational congruence, partnership members, including African-
American/black gay men with HIV, were directly involved throughout development 
of the intervention and in designing its implementation and evaluation.

Seven unemployed African-American/black gay men with HIV participated in 
the study. The intervention comprised a 2-hour orientation session, a baseline as-
sessment, seven weekly 3-hour interactive group sessions, and a 3-month postint-
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Fig. 10.1   Employment 
decision-making model for 
persons with HIV/AIDS
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ervention assessment with a structured interview. The weekly 3-hour intervention 
sessions were content specific (e.g., understanding HIV, working with medications, 
working with health-care providers, HIV tests and treatment, lifestyle management, 
and employment). Each session included modeling, vicarious learning, and verbal 
persuasion; exploring physiologic cues; modeling pathway thoughts and agency 
thoughts (from HOPE theory); and components of self-management. Each session 
concluded with participant feedback. Participants shared narrative accounts; identi-
fied life experiences in which they had successfully created and achieved goals by 
overcoming barriers; explored potential barriers to goals; and identified supports 
and resources to overcome barriers and achieve goals.

Members of our partnership also wrote, submitted, and were awarded a pilot 
grant to implement and evaluate the newly developed intervention. Evaluation of 
the intervention indicated that among a variety of study findings, participants re-
ported significantly decreased anxiety, depression, and fatigue and increased self-
efficacy, treatment adherence, self-esteem, physical activity, and job-seeking skills. 
Participants also created the SPARTAN model (explained in Table 10.2) to facilitate 
and enhance communication between persons with HIV and their health-care pro-
viders (Table 10.2). Participants reported that the use of the model improved com-
munication with health-care providers and helped them better manage their health 
care and medical treatment. The results suggest that the HOPE intervention may be 
promising to enhance health outcomes of persons with HIV.

The successes of our CBPR research studies are attributed to the incorporation 
of the nine well-recognized principles of CBPR [90, 91, 93, 96, 105, 109]. Within 
our partnership, for example, we worked with the local HIV community as a unit 
of identity. Our partnership recognized and built on the strengths, assets, and skills 
that existed within this community. To address social inequities and share power, 
we engaged in and facilitated a collaborative and equitable partnership throughout 
the entire research process. African-American/black gay men with HIV were not 
merely reduced to intervention targets or recipients of intervention, they were ac-
tively involved and engaged in the research process and participated throughout. 
African-American/black gay men with HIV (as well as other persons with HIV), 
organization representatives, and academic researchers were involved in study con-
ceptualization, study design and conduct, data analysis and interpretation, and dis-
semination of findings. All partners shared decision-making power and resources.

We also balanced research and action for the mutual benefit of all partners. As a 
partnership, we fostered multidirectional and co-learning among members to build 

Table 10.2   SPARTAN model
Schedule your visit with your health-care provider
Plan your questions; log your symptoms on paper and take this with you
Ask your questions and present your symptom log to your health-care provider
Repeat the health-care provider’s responses to each question and use a “check-out” phrase of “Is 

that right?” or “Did I hear you correctly?”
Take notes and write the health-care provider’s response to each question
Apply the information to create goals and action plans
Navigate through the health-care system with the new information to make informed decisions 

and better manage your health
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capacity. We created transparent processes that embraced clear and open commu-
nication. When identifying priorities, we embraced the roles, norms, and processes 
evolving from the input and agreement of all partners. Building on each partner’s 
strengths and assets, we developed, administered, analyzed, and interpreted study 
findings, while offering continual feedback among our partnership members. From 
the CBPR studies conducted, we distributed the findings and knowledge gained to 
all partners. All partners were involved in the dissemination of findings to commu-
nity members, research and clinical audiences, and policy makers.

Our four CBPR studies have resulted in a long-term sustainability that has lasted 
for more than a decade, extending beyond a single research study or funding period, 
to further explore and intervene on the needs and priorities of persons with HIV in 
Washington, DC. We also contend that the ongoing work, commitment, and input 
from all partners have increased the authenticity of the study methods, the trustwor-
thiness of findings, and the development of the most promising interventions pos-
sible to meet the needs and priorities while using approaches preferred by commu-
nities. Our partnership demonstrates that CBPR is a long-term process, sequentially 
building on these processes over time.

Community Engagement Lessons Learned

CBPR relies on community engagement and participation to identify community 
needs and priorities, promote the most accurate understanding of health phenomena, 
and ensure the development and implementation of meaningful actions or interven-
tions that have the highest potential to improve community health and well-being. 
Furthermore, CBPR studies are more likely to occur in a culturally, contextually, 
and educationally congruent manner. Our partnership was able to blend various 
perspectives and experiences to yield more informed knowledge while building ca-
pacity of persons with HIV, organization representatives, and academic researchers. 
We have learned several lessons to better facilitate our own future CBPR studies 
and provide insight to other CBPR partnerships.

Time Invested is Substantial

Authentic CBPR partnerships require a substantial investment of time. It takes time 
to develop trust and build rapport, and over time, the strengths, values, and knowl-
edge of all partners can be better identified, appreciated, and mutually harnessed.

Researchers Must Acknowledge Reflexivity and be Reflective

Often conflated, in this case, reflexivity is a position and reflectivity is a process; 
reflexivity is the recognition of a researcher being integral and part of what is being 
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observed and integral to what is being studied; the researcher cannot be removed 
from the research. Reflectivity is the process of reflecting upon one’s position as 
part of the research and one’s assumptions and attitudes that influence not only what 
is known and how it is interpreted but what is occurring. Reflexivity recognizes that 
researchers affect what is being researched while reflectivity is understanding this 
impact, interpreting phenomenon in light of this fact. Thus, throughout our CBPR 
process, the academic researcher, in particular, had to be introspective to be con-
scious of reflexivity and willing to learn about the nature and essence of local HIV 
communities. The academic researcher also had to be keenly aware of possible bias 
toward identifying research questions that aligned with his areas of research that 
may not align with the priorities of persons with HIV or WWH staff. He had to en-
sure that his way of conducting research and generating knowledge and understand-
ing did not overshadow other ways that may be more authentic to the community. 
Academic researchers must acknowledge, and work in a manner that recognizes 
and appreciates the importance that CBPR assigns to approaches to true community 
engagement as well as community priorities and community ways of “doing things” 
and interpreting what is learned.

Power May Not be Balanced

Imbalances of power commonly occur among community members, organization 
representatives, and academic researchers. When conducting partnership meetings, 
members did not contribute equally; some members were more vocal than others 
and tended to lead the decision-making process. We had to establish structures for 
participation to ensure that those voices that were less “loud” (i.e., less assertive) 
were heard. We also found it necessary to address groupthink during discussions and 
decision making [110]. Groupthink occurred when the desire to maintain good rela-
tionships became more important that reaching good decisions. During groupthink, 
input from outside resources may be ignored and decisions may be made without 
critical analysis. For us, groupthink occurred when there was no real or perceived 
immutable research timeline and when partners did not apply critical thinking skills.

Furthermore, in some partnerships, when a power differential among members 
exists because of differences (e.g., language, socioeconomic status, position, title, 
and level of education), true participation may be reduced to those powerful mem-
bers who control the communication. Within CBPR, there will always be power dif-
ferentials; one example is that academic partners often have terminal degrees (e.g., 
PhDs). Thus, these power differentials are likely to affect group cohesion because 
those with less power or perceived less power may refrain from authentic engage-
ment and participation and/or those with similar statuses may interact with one an-
other and form alliances, consciously or unconsciously excluding others. Members 
of our partnership agreed that while the desire to maintain good relationships was 
important, our “getting along” must not override the importance of reaching good 
decisions; in fact, we chose to embrace conflict as a form of quality improvement 
for the good of our research.
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Broad Perspectives Should be Included in Review of Study 
Materials

Members of our partnership agreed that we would work together in teams to de-
velop all study-related materials (e.g., grant applications, protocols, instruments, 
guides, manuals, and consent forms). Each team required representation from each 
of the categories of partnership members representing the HIV community, WWH, 
and GW. After development, all materials would be further validated by members 
from the broader partnership. At times, members of our partnership also consulted 
with others in the community (i.e., those who were not members of our partnership) 
to review materials that we thought needed further insight and/or validation; we rec-
ognize that members of our partnership may not always have all the expertise and 
insights needed as we develop, refine, enhance, and/or adapt materials. We contend 
that our approach of including diverse voices and perspectives enhanced the quality 
and content of materials, making them more meaningful and theoretically stronger 
and improving their scientific soundness. Clearly, materials developed in this man-
ner are more culturally, contextually, and educationally congruent.

Engaging Organization Representatives is Valuable

We found that it was key to engage organization representatives (e.g., case manag-
ers and health-care providers) who interact directly with persons with HIV at the 
site where we recruited study participants. Our partnership met with case managers 
multiple times prior to each study for their guidance. These case managers did not 
want to join the partnership but wanted to help, and members of our partnership 
knew how important they would be to study success. They provided insights on 
how to more effectively recruit persons with HIV, including which incentives would 
be effective and where/when (e.g., location, day of week, and time of day) imple-
mentation of the intervention should be scheduled to ensure maximum recruitment, 
participation, and retention of participants.

Next Steps

Based on lessons learned from the pilot test, our partnership is refining the HOPE 
intervention, and we plan to more rigorously test the intervention among gay men 
with HIV. We are committed to continuing to involve community members, orga-
nization representatives, and academic researchers in all phases of our research to 
enhance its quality and validity. Currently, members of our partnership are prepar-
ing a randomized controlled trial (RCT) to compare mental health and employment 
outcomes among 50 gay men with HIV, including those in underrepresented ethnic/
racial minority populations. Often it is assumed that communities do not want RCTs 
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to be used; however, it has been shown that over time, as communities gain trust and 
understand how evidence can be used to improve community health and well-being, 
RCTs are not always out of the question [96].

Community Needs and Priorities Related to Employment

The four research studies conducted by our partnership have identified that persons 
with HIV have an interest in employment and a strong desire to become employed, 
and a priority for members of our partnership continues to be the effect of employ-
ment on the health and well-being of persons with HIV. More longitudinal studies 
that explore the effect of employment on the health of this population are clearly 
warranted.

Across our studies, members of our partnership identified four areas of need for 
persons with HIV to secure employment. These needs included: (1) education and 
training about job-seeking skills (e.g., identifying job vacancies, completing appli-
cations, creating a resume, and developing interviewing skills) to be competitive in 
the job market and workplace; (2) treatment adherence interventions; (3) instruction 
on how to request accommodations while employed, as a person meeting the crite-
ria for disability under the Americans with Disabilities Act (ADA), to ensure that 
they feel comfortable and are able to adhere to prescribed medical treatment (e.g., 
requesting leave); and (4) information on the potential loss of public assistance 
(e.g., Supplemental Security Income, SSI, Social Security Disability Insurance, 
SSDI, and Temporary Assistance for Needy Families, TANF) while employed.

Concluding Thoughts on CBPR and the Health of Those 
with HIV

Although our partnership sets a priority on the effect of employment on health and 
well-being, we recognize that health status may impede employment. Members of 
our partnership are committed to further research to inform policy at the local and 
community and national levels to assist those who are able to be employable to have 
access to available resources and training. As we pursue this, we continue building 
partnerships to improve health outcomes among persons with HIV and disseminat-
ing our research findings to inform policy. We recognize the power of authentic (as 
opposed to token) engagement and participation of persons with HIV, organization 
representatives, and academic researchers throughout all phases of the research; 
working together and blending perspectives, ideas, insights, and experiences will 
better impact the lives of persons with HIV in our communities and beyond. We 
contend that our research questions have been more relevant to community needs 
and priorities and more insightful to action that promotes the health and well-being 
of persons with HIV. We also contend that CBPR has led to a more developed 
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understanding of health phenomena within this highly vulnerable population and 
about a social determinant of health (i.e., employment in this population) that has 
been neglected to date. In fact, just as CBPR has evolved as an approach to reduce 
health disparities among vulnerable populations, employment is beginning to be 
recognized as a social determinant of health. Using CBPR as an underlying ap-
proach to research has profound potential to improve the lives of persons with HIV. 
Our partnership is an example of CBPR as a successful approach to community 
engagement and participation, and we are committed to our continued use of CBPR.
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HIV continues to pose a serious global threat, and prevention has historically been 
a primary strategy for reducing the incidence of HIV in the USA. It is estimated 
that prevention efforts have averted more than 350,000 new HIV infections in the 
USA over the past 15 years [1]. Since 2002, a major dissemination and implemen-
tation project supported by scientists and practitioners at the US Centers for Dis-
ease Control and Prevention (CDC) has disseminated evidence-based prevention 
interventions into community-based prevention practice [2]. Health departments, 
community-based organizations, and medical settings that provide HIV-prevention 
services have received evidence-based behavioral intervention curricula and tech-
nical support to implement these interventions with fidelity so as to achieve sig-
nificant reductions in HIV transmission risk behaviors and significant increases in 
protective behaviors [3]. The CDC’s Diffusion of Effective Behavioral Interven-
tions (DEBI) Project has been key to this broad community-based dissemination of 
evidence-based interventions. Details about the DEBI Project have been published, 
and the project has received thoughtful critique in the peer-reviewed literature, of-
ten with questions about the extent to which principles of community engagement 
and collaboration have guided key processes associated with the project’s dissemi-
nation efforts [4–10]. In this chapter, we review the history of this CDC initiative 
and address specific issues around community engagement and collaboration that 
underlie this important national dissemination effort.
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The CDC Division of HIV/AIDS Prevention’s  
Research-to-Practice Model

The CDC Division of HIV/AIDS employs a research-to-practice model that in-
volves several key steps:

1.	 Primary behavioral science research on promising behavioral interventions to 
reduce risk

2.	 Meta-analysis and research synthesis to identify interventions with the highest 
levels of efficacy for changing HIV risk behaviors

3.	 Translations of that research into user-friendly implementation materials
4.	 Dissemination of the translated intervention resource materials through educa-

tional resource distribution, training, and technical assistance
5.	 Implementation of the interventions under real-world conditions with at-risk 

populations
6.	 Evaluation of the reach and outcomes of such program implementation

The DEBI Project was initiated in response to a report by the Institute of Medicine 
that urged CDC scientists and practitioners to take the lead to transfer evidence-
based HIV-prevention research to community-prevention practice to reduce the 
public health burden of HIV [11]. This report reflected a growing trend in public 
health and medicine toward evidence-based prevention practice [12, 13]. An as-
sumption in the Institute of Medicine recommendation is that evidence-based in-
terventions that are found to be efficacious at changing risk behaviors or increasing 
protective behaviors within research contexts are a better choice for implementation 
within community-practice settings such as health departments, community-based 
organizations, and other medical settings than interventions with no evidence of 
efficacy, including interventions that have not been evaluated and those that have 
been evaluated but not found to be efficacious [11].

Thus, CDC scientists and practitioners established evidence-based standards for 
best practice in HIV prevention and began the ongoing work of identifying and 
disseminating evidence-based HIV-prevention behavioral interventions that meet 
those standards. CDC scientists select interventions for dissemination through 
the DEBI Project from those interventions identified through research synthesis 
and meta-analysis that meet specific efficacy criteria defined by the CDC Preven-
tion Research Synthesis (PRS) Project [14, 15]. Interventions disseminated by the 
DEBI Project must meet “best or good evidence” criteria, including testing of the 
interventions through a randomized controlled trial (RCT) and positive, statisti-
cally significant effects at reducing an HIV-transmission behavior or increasing an 
HIV-protective behavior. The interventions also should have no negative effects. 
This approach supports the assumption that RCT-tested interventions have benefits 
over interventions that have not been evaluated or found to not be efficacious [16]. 
Locally developed programs that have been evaluated and meet the CDC’s criteria 
for best or good evidence are eligible for dissemination through the DEBI Project.
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As of August 2011, 74 risk-reduction interventions were included in CDC’s 
Compendium of Evidence-based HIV Behavioral Interventions. This Com-
pendium includes interventions that emerged from the PRS Project process. 
Currently, the Compendium includes two chapters. Briefly, the first chapter 
outlines risk-reduction interventions (e.g., interventions designed to reduce 
sexual initiation and/or increase condom use) and the second chapter focus-
es on interventions that address medication adherence. Information about the 
development of the Compendium and the included interventions is available 
online (www.cdc.gov/hiv/topics/research/prs/compendium-evidence-based-
interventions.htm).

Determinations about which interventions should be disseminated as part of the 
DEBI Project are based on both exigent public health needs (e.g., a lack of inter-
ventions for members of a particularly vulnerable or high-risk group) and likeli-
hood of uptake by health departments, community-based organizations, and other 
medical settings. Interventions more likely to be used tend to be those that have 
fewer sessions, require less training of staff, appeal to organization staff as well as 
to the target populations, and are affordable. The increased number of evidence-
based behavioral interventions in the Compendium reflects the state of the science, 
whereas selections for dissemination reflect, in part, messages received from staff 
from community-based organizations about what works in real-world settings, what 
is compatible with existing practices, and what reflects the needs of the communi-
ties they serve.

After an intervention is selected for dissemination through the DEBI Project, 
toolkits, based on these select evidence-based interventions, are developed and 
“packaged” by the CDC Replicating Effective Programs (REP) Project [17]. Dur-
ing the REP process, an intervention identified as efficacious is implemented with 
fidelity in one or more sites different from the original research site so that imple-
mentation tools to facilitate replication are field tested and then “translated” into 
user-friendly products. This development of field-tested implementation tools for 
those who will replicate the intervention in the future has been referred to as a 
“packaged intervention.” Each new replication site must establish a community 
advisory group to engage the community and seek guidance on contextual fit of 
the intervention into the new replication site. Throughout the replication process, 
each community advisory group offers feedback on the usefulness of the materi-
als developed in real-world implementation. Because most of the interventions 
identified by the PRS Project and packaged by REP were based on a single effi-
cacy trial, the steps of replicating implementation with the involvement of a com-
munity advisory group help ensure that implementation materials are generaliz-
able beyond the original research sites and have utility and feasibility when used 
for replicating the implementation of an intervention. The selected interventions 
that are translated and packaged by REP are then disseminated through the DEBI 
Project [2].
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The DEBI Project

In 2002, the CDC Division of HIV/AIDS Prevention (DHAP) embarked on the DEBI 
Project to enhance the capacity of health departments, community-based organizations, 
and medical settings to adopt, appropriately adapt, and implement evidence-based be-
havioral interventions. The DEBI Project is the largest coordinated effort to disseminate 
evidence-based HIV behavioral interventions in the USA and was designed to ensure 
that efficacious evidence-based HIV-prevention interventions are widely available to, 
and implemented by, staff in the aforementioned settings. Within the CDC DHAP, the 
Capacity Building Branch (CBB) designs and implements the DEBI Project. Current-
ly, 31 behavioral interventions are included in the CBB dissemination portfolio. These 
interventions were selected from the 74 interventions included in the Compendium, 
eight of which have been translated into Spanish. Staff at more than 5,000 prevention 
agencies in the USA have been trained on these interventions, and prevention resource 
materials have been provided to prevention workers in 127 countries.

The DEBI Project increases use of evidence-based approaches to HIV preven-
tion and increases knowledge utilization by front-line HIV-prevention providers. 
Thus, those of us working within the DEBI Project at CDC encourage both the 
utilization of the interventions we disseminate as well as a better understanding of 
the complexities of changing human behavior.

Information on these interventions is available for community use via a CDC-
supported website (http://www.effectiveinterventions.org). The interventions are 
diverse in terms of target populations (e.g., race, ethnicity, gender, and sexual ori-
entation), intervention settings (e.g., sexually transmitted disease, STD, clinic, drug 
treatment program, and county jail), and HIV risk behaviors addressed. The target 
populations in evidence-based interventions include high-risk groups, such as sexu-
ally active youth, men who have sex with men (MSM), sexually active heterosex-
ual women, injection-drug users, and HIV-positive persons. The behavioral goals 
of the evidence-based interventions focus primarily on condom use and other HIV-
risk-reduction activities (e.g., injection drug use and inadequate medication adher-
ence). More than 20,000 staff from US health departments, community-based orga-
nizations, and other medical settings have been trained in the use of one or more of 
the interventions disseminated through the DEBI Project [2, 3]. Since its launch in 
2002, the DEBI Project has changed the landscape of HIV-prevention services in 
the USA by providing a systematic approach to reducing the impact of HIV [10].

Community Engagement in the Development, 
Implementation, and Evaluation of Evidence-based 
Interventions

There has been some concern regarding the extent to which the DEBI Project, and 
CDC’s research-to-practice model more generally, may have inadvertently elimi-
nated the potential for locally developed interventions to meet the identified local 
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needs and priorities to reduce HIV infections [9]. We offer this case study to illus-
trate how the dissemination process has embraced locally developed interventions 
when sufficient strength of efficacy is demonstrated or when there is a gap in the 
dissemination portfolio.

About 10 years ago, CDC leaders wanted to issue a funding announcement to 
fund community-based organizations to implement evidence-based behavioral in-
terventions for black MSM, a group significantly affected by the HIV epidemic [18]. 
In planning that funding and dissemination process, the staff from the PRS Project 
noted that insufficient evidence-based interventions were available for African-
American/black MSM, despite the fact that this population is the most highly affect-
ed by HIV in the USA. Thus, a reputationally strong, locally developed intervention 
for African-American/black MSM, known as Many Men, Many Voices, was select-
ed for dissemination along with other interventions [19]. Many Men, Many Voices 
was developed by a community-based organization that served African-American/
black MSM in Rochester, NY; staff were convinced that the intervention was effec-
tive based on their ongoing implementation of the intervention. The intervention 
also had been identified by administrators within the New York State Health Depart-
ment as being strong. The community-based organization engaged the consultation 
services of the Rochester STD/HIV Prevention Training Center to assist with the 
design, implementation, and evaluation of the intervention. Staff from the Preven-
tion Training Center consulted with teams from around the country that developed 
efficacious community-based HIV-prevention interventions for other MSM popula-
tions. These teams included scientists, practitioners, and community members who 
had developed, implemented, evaluated, and participated in the Popular Opinion 
Leader intervention [20] and the Mpowerment intervention [21]. The experiences of 
these teams further informed the process of intervention design and content. Funds 
were then allocated to simultaneously test the efficacy of the intervention while dis-
semination efforts moved forward. The willingness of CDC to include in the DEBI 
Project, as special exceptions, interventions without typical demonstrations of ef-
ficacy—Many Men Many Voices at the time of its inclusion in 2004 (though later 
demonstrated to be efficacious) and d-up: Defend Yourself!, a cultural adaptation 
of the Popular Opinion Leader intervention—was a direct response to community 
priorities and community solutions to an ongoing challenge [19, 20, 22]. Although 
the methods for diffusion may be perceived to be top–down, these examples provide 
evidence of the direct connections and feedback loops among community members, 
practitioners, advocates, and decision-makers at all levels at CDC.

Community Engagement Principles and Processes  
for Dissemination

The implementation of the DEBI Project requires adherence to key principles and 
processes associated with the community engagement and collaboration process. In 
the following sections, we identify five principles and processes and outline how 
they are implemented in the DEBI Project.
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Dissemination Must Work Within a Context  
of Community Needs and Priorities

Does an entire community define its own problems and priorities or do key com-
munity stakeholders with vested interests define the problems and priorities? Do 
the key stakeholders embrace and utilize empirically derived evidence, epidemio-
logic data, or sound behavioral theory, or do they have a vested interest in priori-
tization of issues and possible solutions that fit their ideology or direct resources 
to them or their constituency? These are not easy questions to answer, as various 
communities are represented or not represented by a range of formal and informal 
structures.

There may be communities that follow purely democratic principles in which 
all voices are heard and have equal weight and influence on the final decisions for 
the community. Some communities hold regular town meetings of all citizens, and 
all citizens define problems, debate the definitions and determinants of those prob-
lems, gather credible evidence to support setting priorities for the problems, and 
then move forward with implementation of solutions to the problems according to 
their priority [23, 24]. In the realm of public health, this scenario, however, is rare. 
Delivery of public health services requires some specialized knowledge of empiri-
cal ways to define the problem using surveillance and epidemiologically derived 
data and specialized knowledge of innovations or technology-enhanced strategies 
to address the problem. In general, community members by themselves may lack 
expertise in the use of public health practitioners’ tools for identifying problems as 
well as knowledge of state-of-the-science programs to address those problems. For 
the implementation of public health programs to be successful, key elements must 
be in place:

•	 Community enthusiasm
•	 Agreement with the definition of the problem
•	 Agreement with the identified determinants of risk or factors contributing to the 

problem
•	 Motivation to invest resources into a solution
•	 Agreement on the potential solution

All of these elements are included under the broad category of community engage-
ment and collaboration.

The US government invests in public health infrastructure to protect our citizens. 
Communities are not asked to hold town meetings around childhood vaccinations, 
clean water, and food-processing inspections. Thus, there may be a continuum of 
engagement between the public health infrastructure and the community. Most 
community-based public health programs, including HIV-prevention interventions 
and programs, fall somewhere on this continuum between complete control by ei-
ther the community or the public health infrastructure. In fact, public health pro-
grams typically include the use of public health-specific knowledge and technology 
in combination with community engagement and collaboration.
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There are certain underpinning assumptions that the DEBI Project follows in 
dissemination and implementation of evidence-based interventions. These assump-
tions include:

1.	 A belief that interventions demonstrated to be efficacious in controlled trials 
have the potential to bring about greater HIV-risk reduction than interventions 
with no evidence of efficacy [25].

2.	 An understanding that in a time of limited resources devoted to public health, it 
is more cost effective to reduce HIV incidence by implementation of evidence-
based interventions than unproven interventions [26].

3.	 An appreciation that because evidence-based interventions were developed by 
highly sophisticated and well-funded academic researchers, most had consid-
erable community engagement, partnership, and collaboration in or with com-
munities in which the interventions were tested, thus increasing the potential for 
generalization to other settings and populations.

4.	 A recognition that changing human behavior is not easy and that a body of 
research around behavior change indicates that core constructs outlined in the 
behavioral science literature should be harnessed to bring about reductions in 
risk behaviors and increases in protective behaviors [27, 28].

These assumptions do not imply that the public health field and those working in 
public health hold all the cards and that a community holds none. In fact, without 
community engagement and collaboration, there would be no interventions ready 
for dissemination and dissemination would not be possible. The local public health 
infrastructure and resources and the goodwill of community-based organizations 
are key to making dissemination of evidence-based HIV prevention possible.

Although interventions demonstrated to be efficacious are perceived to be the 
better choice for implementation, some community members have noted that local-
ly developed interventions did not have the opportunity (e.g., resources) to be tested 
with the rigor of the evidence-based interventions identified by the PRS Project. If 
tested, however, these locally developed interventions may have proved to be just as 
efficacious as those in the peer-reviewed research literature. The CDC responded to 
this concern at the capacity-building, training, and funding policy levels.

In regard to our capacity-building response, we worked with communities to 
build evaluation capacity to detect intervention effects. Often, community stake-
holders indicated that interventions were effective but lacked data to support their 
assertions. Thus, we worked with staff from health departments, community-based 
organizations, and other medical settings from across the country to help them 
move through steps to build their evaluation capacity, including the key steps of 
outlining and detailing the intervention activities, describing the target audience 
for the intervention, drawing the causal mechanism(s) for the intervention with a 
logic model, monitoring the number of persons who enroll and then complete an 
intervention, and detecting change in risk behaviors for those who completed the 
intervention with preintervention and postintervention measures. To some, these 
steps may sound elementary, but we found many locally developed programs that 
had challenges at various steps. Staff from health departments, community-based 
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organizations, and other medical settings were encouraged to continue to build eval-
uation capacity and to report behavioral outcomes to funders, including the CDC. 
Furthermore, having a solid and common foundation was identified by these staff 
as a requisite to capacity building. Because of the costs associated with RCTs to 
rigorously establish efficacy, a locally developed intervention would have to dem-
onstrate significant behavior change in basic pretest and posttest monitoring before 
a control group comparison should be considered.

To support the evaluation of locally developed interventions, we encouraged 
staff from health departments, community-based organizations, and other medical 
settings to take trainings offered by the five national CDC-funded STD/HIV Pre-
vention Training Centers on behavior change, behavioral theory, and intervention 
design. We have learned that the complexity of changing human risk behaviors is 
not always understood or appreciated by community-based stakeholders [28]. Lo-
cally developed interventions often lack important intervention components and 
activities demonstrated to reduce HIV risk (e.g., role plays of safer-sex negotia-
tion). Moreover, locally developed interventions sometimes lack sufficient dosage 
to change behavior. Capacity building and technical assistance supports the work of 
implementation staff so that the locally developed program can be strengthened by 
inclusion of key activities and supported by behavior change research and theories 
that increase the probability of reduced risk behaviors or increased protective be-
haviors. This approach ensures that scientific expertise is blended with local knowl-
edge.

At the policy and funding levels, the CDC has issued program-funding an-
nouncements seeking to test locally developed interventions. Through this mecha-
nism, several interventions that were locally developed were identified as meeting 
the best evidence criteria of the Compendium [19, 22, 29, 30].

Technology Transfer Becomes Technology Exchange  
Through Co-learning

Co-learning is a concept that covers the exchange of information and experiential 
knowledge [31]. Training, resources, and technical assistance are offered as part of 
the DEBI Project’s contribution to the co-learning process [32]. Efforts have also 
been made to learn from community experiences implementing evidence-based in-
terventions so as to provide needed and meaningful capacity building and techni-
cal assistance resources, to design new behavioral interventions, and to learn more 
about the steps that health departments, community-based organizations, and other 
medical settings take to implement an evidence-based intervention that was not de-
veloped locally. During each DEBI Project training of intervention facilitators (the 
training that supports the implementation of a particular intervention being dissemi-
nated by the DEBI Project), the underlying behavior-change theory is discussed 
so that implementation staff understand the basis of the intervention activities. We 
have learned that both buy-in and fidelity increases when organizational staff under-
stands why certain activities are included in the intervention and how the interplay 
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of intervention activities is designed to reduce risk and increase protective behav-
iors [28]. Furthermore, much can be learned about the implementation process by 
monitoring delivery of an evidence-based intervention under real-world conditions.

Recruitment and Retention Success Depends  
on Community Insights

Recruitment into and retention in the intervention are essential for successful imple-
mentation. Implementation staff must use their knowledge of the target population 
and community to determine and implement the appropriate incentives and mes-
sages to both recruit and retain the target population in the intervention [33]. The 
incentives for participating in an evidence-based intervention tend to vary from 
community to community and may change over time within the same community, 
with some agencies having success with small cash incentives and/or the provision 
of transportation to attend the intervention and childcare during intervention imple-
mentation. Recruitment into the intervention may also be a challenge because more 
sessions are often needed for evidence-based interventions than for locally devel-
oped interventions. Thus, the cultural relevance of the intervention, the incentives 
for attendance, the atmosphere of the implementing organization as a whole, and 
the dynamic delivery style of the interventionist all affect retention. The strengths 
and resources of the organization and community must be focused and brought 
forward to increase the success of implementation. This process of adoption of an 
evidence-based intervention involves judgments on the part of local stakeholders 
as to the value or worth of the intervention for the community. If HIV is viewed as 
a nonexistent problem or is stigmatized in the community, then recruitment, reten-
tion, and implementation in general is undermined.

Community Readiness is Underappreciated and Underexplored

The process of community readiness for an intervention is an underexplored area, 
but health departments, community-based organizations, and medical settings that 
can move their respective communities toward readiness receive the most commu-
nity support and are more successful at implementation [34]. Often, organizations 
must educate the community at large about the epidemiologic impact of HIV in 
the community and among the specific intervention target population to establish 
a foundation on which the intervention is implemented. Referrals to other organi-
zations, donations, formal and informal endorsements, and local news coverage 
are examples of actions that have added to the dissemination process to ensure 
movement toward evidence-based prevention practice. Thus, working together in a 
co-learning process offers CDC scientists and practitioners and local stakeholders 
an opportunity to share knowledge and experiences to ensure the most successful 
intervention outcomes.
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Adaptation is the Primary Essential Step of Community Ownership

Adaptation is frequently the first concern of staff at a health department, commu-
nity-based organization, or other medical setting when implementing an evidence-
based intervention [35]. Staff frequently report that they have a unique population 
reached under unique circumstances; thus, they assert that adaptation is necessary 
to increase the likelihood of success. They often indicate that what worked in one 
site must be adapted for the unique context of their community or intervention site 
[36]. This reaction is the beginning of extensive dialogue, co-learning, and equita-
ble partnership between the real-world adopters and those at CDC who are actively 
disseminating a specific evidence-based intervention. Learning how to implement 
an intervention in a training session is primarily a passive process but adoption 
and implementation is a highly active process. Engagement between CDC and the 
implementing organization can be highly beneficial to both if technology exchange, 
rather than technology transfer, sets the tone for the dissemination process.

Staff from health departments, community-based organizations, and medical set-
tings who wish to implement one of the interventions disseminated through the 
DEBI Project are encouraged to attend training on how to implement that specific 
intervention because implementation that relies just on the content of the packaged 
intervention is not sufficient for implementation with fidelity. At these trainings, 
intervention teams from health departments, community-based organizations, and 
other medical settings are provided with a range of resources on how to implement 
the intervention with fidelity. Training and technical assistance support implemen-
tation and include materials and discussions around the adaptation process, as ad-
aptation of the intervention to fit organization capacities, community context, and 
population will certainly take place and is encouraged as part of the give-and-take 
of co-learning and the community-ownership process. To assist staff from health 
departments, community-based organizations, and other medical settings to imple-
ment with fidelity the interventions disseminated through the DEBI Project, core 
elements of each intervention are identified. These core elements are typically iden-
tified by the original efficacy researchers when the intervention is packaged for dis-
semination by the CDC. Instruction around implementation of core elements takes 
place in all DEBI Project-sponsored trainings, with explanations and rationales of-
fered as to how intervention activities are causally linked to the behavioral out-
comes of the intervention. The core elements of an intervention are usually linked 
to concepts of fidelity to the intervention and thus serve as intervention standards 
[27]. Sample core elements include:

•	 The intervention is run by a core group of 12–20 young gay and bisexual and 
MSM who, along with other volunteers, design and carry out all project activities 
(taken from the Mpowerment intervention materials) [21]

•	 Small-group skill-building sessions are provided to work on overcoming barriers 
to condom use (taken from the VOICES/VOCES intervention materials) [37]

•	 Participants’ skills are built to enhance problem solving, increase personal asser-
tiveness, and reduce HIV/AIDS harm (taken from the Safety Counts intervention 
materials) [38].



11  Dissemination, Implementation, and Adaptation of Evidence-based … 249

A natural tension arises between the establishment of core elements for an inter-
vention and the necessary adaptation of an intervention to fit community settings, 
population and demographic differences, and differing determinants of risk that 
influence some populations and communities more than others. Adaptation of an 
intervention is part of the community-ownership process, and throughout the 10 
years of implementation of the DEBI Project, we have encouraged staff from health 
departments, community-based organizations, and other medical settings to adapt 
interventions to the unique cultural, economic, and demographic features of their 
communities. Social determinants of risk vary from community to community, with 
wide variance in poverty rates, rates of addiction to illegal substances, visibility of 
sex workers, and history of discrimination regarding access to health services for 
various stigmatized populations. These are all valid reasons to adapt an interven-
tion to increase community relevance and thereby increase intervention efficacy. At 
national meetings and conferences, we further encourage adaptation by providing 
a format for information exchange on adaptation processes and results. We even 
have produced adaptation guides, such as one on how to adapt an evidence-based 
intervention for black MSM. The guide can be accessed at  http://www.effectivein-
terventions.org/Libraries/General_Docs/CS218684_CDC_Adapt_Guide_v1.sflb.
ashx.

We also have encouraged flexibility and the importance of formative evaluation, 
as well as process and outcome monitoring to ensure the intervention is meeting 
its disease-control function (i.e., reducing HIV infection). We strongly encourage 
adaptation of these interventions for several reasons: (1) to enhance community en-
gagement in the processes prescribed by the intervention; (2) to increase the owner-
ship of the intervention by the community and organizational staff; (3) to increase 
accessibility, scale, and reach of the intervention through adaptation to local condi-
tions; and (4) to enhance the effects of the intervention by making it more accept-
able to and meaningful for community members. This approach to the transfer of 
research into practice is designed to balance the knowledge gained in the initial 
efficacy trial with community engagement and collaboration. This approach mini-
mizes a top–down approach and establishes a co-learning environment whereby 
community stakeholders and behavioral scientists and practitioners engage, work 
in partnership, and commit to co-learning. We recognize that several extremely rel-
evant factors may undermine the implementation of an evidence-based intervention 
or enhance the implementation and potential impact of an intervention to reduce 
HIV exposure and transmission when delivered under real-world conditions. These 
factors include (1) the quality of intervention delivery, (2) staff training and cultural 
competence, (3) the acceptability of the intervention to community needs and val-
ues, (4) the accessibility of the intervention by the target audience, (5) the capacity 
of the organization to deliver the intervention, (6) the mix of interventions offered 
in a local community, and (7) the motivation of an organization to implement an 
intervention. The degree that the community and organization adjust and adapt for 
these factors is the degree that the intervention has the highest possibility of achiev-
ing its goals for behavior change.

To those who may say that adaptation weakens an intervention, we argue that this 
issue is an empirical one, and careful, thoughtful adaptation may in fact strengthen 
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rather than weaken intervention effects. Within dissemination and implementation 
science and practice, there is much to be learned. We now have a broad list of effica-
cious interventions identified in the Compendium of evidence-based interventions; 
a key next step is to learn whether these interventions are also efficacious when 
implemented with or in varying at-risk populations, interventionists, conditions, 
settings, and contexts, and potential new behavioral outcomes.

We have learned that it is very difficult for a single staff member to implement an 
evidence-based intervention, even if he or she is a committed advocate and cham-
pion for the intervention. Having more than one staff member attend training on 
an evidence-based intervention increases the chances that the intervention will be 
implemented. Training on an evidence-based intervention prepares staff members 
for implementation but does not prepare them to convince others in their organiza-
tion to attempt the intervention.

Additionally, although we encourage implementation staff to rename the inter-
vention at their local site to increase community and organizational ownership, we 
have also learned that the methods of adaptation are frequently not known or un-
derstood by frontline intervention implementation staff at some health departments, 
community-based organizations, or other medical settings. Common methods rec-
ommended by CDC scientists and practitioners to adapt interventions include stan-
dard formative evaluation techniques of community observation, focus groups with 
potential clients and members of risk populations, surveys, pretesting materials, and 
piloting of key intervention activities [35, 36, 39–41].

We have introduced our initial concepts around adaptation of the evidence-based 
interventions disseminated by the DEBI Project [35]. In our approach, adaptation 
for specific populations is needed and flexibility around intervention content is ac-
ceptable, as long as the core elements are not compromised. Most often, the core 
elements are worded in such a way that local adaptation to meet community-pre-
vention needs is possible.

Adaptation guidance has increased in the published literature around the inter-
ventions included in the DEBI Project, and CDC scientists and practitioners have 
produced adaptation products that ensure community engagement and better guide 
staff from health departments, community-based organizations, and medical set-
tings in the implementation process [35, 36]. The CDC has also funded a broad 
range of organizational partners with expertise in helping staff from health depart-
ment, community-based organizations, and other medical settings adapt the evi-
dence-based interventions for a broad range of community settings (e.g., the STD/
HIV Prevention Training Centers, the Capacity Building Assistance Providers). We 
also know that adaption methods and concepts should be disseminated parallel to 
the dissemination of the evidence-based interventions.

Dissemination is necessary but not sufficient for successful technology transfer 
(e.g., implementation of evidence-based interventions by staff from health depart-
ments, community-based organizations, and medical settings [9]. Our approach to 
adaptation of evidence-based-prevention practice to meet contextual considerations 
and to increase capacity to adopt as well as capacity to adapt allows considerable 
flexibility. Such flexibility increases ownership and understanding of the causative 
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mechanisms in the intervention design, which in turn increases fidelity to the origi-
nal intervention model. Local wisdom must be honored in the dissemination process 
for scientific knowledge to be transferred and/or exchanged [16]. The discipline of 
implementation science is still very young, and the role that local wisdom plays in 
the adoption, ownership, recruitment, retention, and evaluation processes has yet to 
be fully explored.

During initial implementation of the DEBI Project, it became apparent that some 
community-based organizations would drop a core element or add activities that 
would constitute a new core element. We used the term “reinvention” for this phe-
nomenon [42]. Staff from community-based organizations have expressed concern 
over how to make the distinction between an acceptable adapted intervention and a 
reinvented intervention. This concern is usually related to fear that a funding agency, 
such as a health department or the federal government, will challenge the organiza-
tion if it is thought that the intervention has been reinvented. It is extremely difficult 
to distinguish the fine line where adaptation has gone too far and reinvention has 
begun [43]. The question can be answered only by empirical evidence that includes 
the study of the processes and methods by which the intervention was adapted as 
well as the behavioral outcomes of the intervention. Thus, when staff from an orga-
nization asks if they have gone beyond adaptation and moved into reinvention, the 
dialogue starts with the formative evaluation data they collected to guide adaptation 
and used to determine what aspects of the intervention required adaptation and the 
strength of that evidence. Attention to community processes is essential at this stage 
because the adaptation should be made to bring about change in specific behaviors 
in a specific target audience, with specific risk determinants, who frequent specific 
venues in specific communities. If the formative evaluation tasks are done well 
and lead to logical and appropriate changes in the intervention, then pretesting the 
various aspects and materials used in the intervention is essential. Pretesting small 
aspects of an intervention is then followed by piloting the changed intervention to 
determine if the expected outcomes are obtained. Formative evaluation techniques 
have informed our recommendations around appropriate empirical approaches to 
adaptation, and an essential last step is outcome monitoring of the expectations of 
behavior change as a result of the intervention. If the adapted intervention, in a ba-
sic pretest and posttest design, does not demonstrate the expected behavior change, 
then careful consideration of how the core elements were interpreted and how the 
adaptation process developed is required in order to make logical corrections.

Based on our broad experiences with monitoring the implementation of ev-
idence-based interventions, there appear to be three considerations to determine 
whether adaptation or reinvention has occurred. The first consideration is whether a 
core element has been changed, as such a change implies a reinvention. The second 
consideration is linked to process; if appropriate and sound formative evaluation 
methods were employed to enhance the fit and acceptability of the intervention, 
then changes to the intervention would likely be acceptable and usually labeled 
as an adaptation. The third consideration is linked to outcomes; if the intervention 
obtained its intended behavior change outcomes, the deletion or addition of a core 
element is a secondary concern. In both the second and third approaches, it is the 
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quality of the empirical evidence that facilitates the judgment as to whether the ad-
aptation or reinvention retains its ability to reduce HIV risk. Thus, we recommend 
active adaptation of evidence-based interventions into community-prevention set-
tings in a thoughtful, systematic manner, with attention to formative evaluation and 
outcome monitoring to determine if the desired results are obtained by the adapted 
intervention.

Collaborative and Equitable Partnerships that Build  
on Stakeholder Strengths and Resources

An essential component of collaboration and equitable partnership is a common 
vocabulary. One area where this may break down is around concepts of evidence 
and efficacy. For science-based public health institutions like the CDC, evidence of 
efficacy is essential to meet the mission of disease prevention. Furthermore, public 
health agencies funded at the federal, state, county, and city levels are held account-
able for tax expenditures and assurances that tax dollars are spent on efficacious 
methods of disease control. In the area of efficacy research, standards are estab-
lished with regard to research and evaluation methodology and analyses are used to 
indicate that outcomes can be attributed to the intervention and not just to chance. 
This evaluation is in contrast to those of locally developed interventions, where the 
primary considerations in making judgments are the satisfaction of participants/
customers and comfort levels of staff delivering the intervention. Participant/client 
satisfaction with an intervention and the services provided by an organization are 
essential to reach and engage large numbers of at-risk persons and cannot be dis-
counted, yet, participant/customer satisfaction does not imply change in risk behav-
ior. Throughout the dissemination process, we have attempted to strike a balance 
between an implementing organization’s concerns about participant/customer satis-
faction with an intervention and the CDC’s concern that the intervention be adapted 
for community context while maintaining the core elements of the intervention, and 
thus increasing the likelihood of the intervention achieving desired results (e.g., 
consistent condom use and HIV testing). For example, participant satisfaction may 
increase if mothers are allowed to bring their children with them to an intervention.

A key aspect of collaboration and equitable partnership is respect for the resourc-
es brought to bear by each of the stakeholders in the dissemination and implementa-
tion process. In the DEBI Project, evidence-based interventions are packaged with 
well-articulated implementation steps, instructions, and resources. Many interven-
tion products, such as risk assessments, job descriptions, camera-ready promotional 
materials, evaluation tools, sample budgets, and logic models are included to pro-
vide as many concrete tools for successful implementation as possible to those who 
are implementing an intervention. The process is far more complex than merely 
developing an “intervention in a box.” Because the resources that implementing 
organizations bring to bear are essential to the dissemination process, dissemination 
cannot take place without the collaboration of resources from the research synthesis 
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and translation process as well as the community-level implementation process. 
Dissemination of evidence-based interventions is virtually impossible unless a part-
nership is established whereby an organization implementing an intervention brings 
its wisdom of community, including the social determinants of health within a com-
munity, to bear in the delivery of the intervention [44].

In the following examples, we demonstrate how community engagement, par-
ticipation, and collaboration play essential roles in the final step of the dissemina-
tion process, which is implementation of the intervention [20–22, 44–46]. In each 
of these examples, the community-engagement process has moved from an abstract 
concept to concrete implementation procedures. There are multiple strategies for 
community engagement, and these examples are not exhaustive of all the methods 
by which communities were or can be engaged during the intervention-implemen-
tation process.

The Mpowerment Intervention

Young gay and bisexual men and MSM constitute a community within a larger 
community composed primarily of heterosexuals. They may benefit from some 
of the infrastructure of the larger community (such as schools and employment); 
they may also face considerable social pressures and prejudices from the larger 
community. Thus, young gay and bisexual men and MSM must be engaged as a 
separate community with its own needs, activities, culture, identity, and sense of 
self-direction. The Mpowerment intervention is an evidence-based approach to HIV 
prevention for young gay and bisexual men and MSM helps build a healthy com-
munity through the community-engagement process [21]. This somewhat “hidden” 
community is engaged and encouraged to build and strengthen their community so 
as to support protective behaviors and reduce risk behaviors.

Kegeles and colleagues recognized that few young gay men would voluntarily 
go to community-based organizations and AIDS-service organizations to partici-
pate in an HIV-prevention intervention. In initial focus groups and interviews with 
key stakeholders, it was evident that an intervention to reduce HIV exposure and 
transmission among gay and bisexual men and MSM needed to provide social op-
portunities and community engagement to be successful [21]. Various components 
or activities of the intervention could be termed community-engagement actions: 
(1) development of an advisory group of local organization representatives that help 
advise the project implementation staff, (2) recruiting a core group of young gay 
men who actively engage in implementation of intervention activities as volunteers, 
(3) social marketing of the intervention activities, risk-reduction messages, and so-
cial opportunities to the risk community, (4) creation of a safe space where young 
gay men can engage in interactions with each other and project staff, (5) informal 
outreach to peers by casually endorsing safer sex practices in a nonjudgmental man-
ner, (6) formal outreach by project volunteers to venues where young gay men 
socialize and can be reached with condoms and social marketing messages about 
safer sex practices, and (7) supporting social events organized by the core group and 
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other project volunteers to engage community members, create a sense of commu-
nity, offer condoms and safer sex messages through a social marketing campaign.

Implementation protocols were developed that highlighted the community en-
gagement and collaboration processes. Marketing videos were developed based 
on real-world implementation. Even though the materials are packaged in a user-
friendly and attractive manner, it is made clear that this is not an “intervention in 
a box” and that community engagement and collaboration are primary drivers of 
successful implementation. Each of the primary intervention activities involves ex-
tensive community involvement for successful implementation.

The Real AIDS Prevention Project (RAPP) and Community 
PROMISE Interventions

Two interventions disseminated by the DEBI Project are based on community 
engagement through role-model stories that are distributed by community advo-
cate volunteers. The Real AIDS Prevention Project (RAPP) is an evidence-based 
intervention that focuses on sexually active heterosexual women in communities 
with a high prevalence of HIV [44]. The Community PROMISE intervention was 
originally tested with MSM who do not identify as gay, injecting-drug users, the 
sex partners of injecting-drug users, and high-risk youth [45]. The intervention is 
highly adaptable and has now been implemented with additional target audiences 
[46]. The RAPP and the Community PROMISE interventions were based on the 
two processes of community engagement and movement of the members of a risk 
community using the transtheoretical stages of change model [47]. Community en-
gagement is facilitated by passionate and well-trained community volunteers who 
distribute small media and endorse safer sex practices. The stages of change-based 
portion of the interventions use small-media stage-based role model stories to show 
community members moving through the stages of change toward more protective 
behaviors. The role model stories reflect the real-life experiences of community 
members as they move away from HIV risk behaviors and move toward protective 
behaviors.

The RAPP intervention also takes the community engagement and partnership 
process further; the community facilitators responsible for implementation of the 
intervention interact with businesses and agencies within the community to iden-
tify potential community collaborators in the community-engagement process. The 
community facilitators visit local businesses where the target communities conduct 
business and engage these community business leaders in implementation of the 
intervention through the distribution of condoms and role model stories to the tar-
get population. If a business sells condoms, community engagement is fostered by 
helping community members know where condoms can be purchased and where 
free condoms may also be found in the community. Social services agencies located 
within the community are also contacted, and staff members are engaged to distrib-
ute condoms and the role model stories. The mixture of business and social service 
organization partnerships for condom and role model distribution within each com-



11  Dissemination, Implementation, and Adaptation of Evidence-based … 255

munity may differ, with some communities having more participation and motiva-
tion from the business segment and other communities having more participation 
and motivation from the social service organizations.

The Popular Opinion Leader and d-up: Defend Yourself! 
Interventions

The Popular Opinion Leader and d-up: Defend Yourself! interventions use a com-
munity-engagement social-networking approach to intervention implementation 
[20, 22]. In both interventions, engagement in the community is essential to suc-
cessful implementation and sustainability. These interventions require a period of 
formative evaluation before implementation, whereby interventionists meet with 
key stakeholders and informants in venues that are frequented by the intervention 
target population. This meeting site allows them to observe members of the inter-
vention target population interacting within their own community and increases the 
likelihood of identifying individuals who are the most persuasive peers within their 
social network [48]. By watching the community members interact, interviewing 
the key stakeholders and key informants, and then approaching and interviewing 
“popular opinion leaders,” a cohort of opinion leaders can be recruited from the 
community. These opinion leaders are generally trusted by other members of the 
community, and their opinions hold weight in terms of community norms and prac-
tices. The opinion leaders are interviewed, and if they are committed to the increase 
of HIV-protective behaviors, they are asked to become part of the intervention and 
help endorse risk-reduction practices within their community. They are trained to 
do this in a casual, relaxed, empathetic manner that does not differentiate them from 
their peers and is of such subtlety that often community members do not even know 
that they have been intervened upon by an opinion leader.

The d-up: Defend Yourself! intervention has an element that distinguishes it 
from the Popular Opinion Leader intervention, although both were intended for 
MSM audiences [22]. During the formative evaluation phase of the d-up: Defend 
Yourself! intervention in the original research site in North Carolina, members of 
the target audience of young African-American/black gay and bisexual men and 
MSM voiced their concern that they faced considerable homophobia within their 
communities, and this external homophobia led to their hiding their sexual orienta-
tion and identity. This homophobia also made the community harder to reach with 
intervention activities. In community-based focus groups, these African-American/
black gay and bisexual men and MSM indicated that, whereas family members 
and friends reinforced resiliency and resiliency strategies for dealing with racism, 
resiliency strategies for confronting homophobia were often not taught. Thus, as 
a method of community engagement and community building, the d-up: Defend 
Yourself! intervention added an intervention element titled “Preparation for Bias,” 
that was designed to help young African-American/black gay and bisexual men and 
MSM support each other as they struggled with dual identities and faced homopho-
bia in the larger community. Thus, a relatively suppressed hidden at-risk community 
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engaged to support each other in developing resiliency to the prejudices and biases 
that may arise around the issue of sexual orientation.

These examples of implementation of various evidence-based interventions 
demonstrate that community engagement, collaboration, and participation play es-
sential roles in the tailoring, adaptation, and implementation of the interventions.

Mode of Dissemination: Addressing Perceptions of 
Unequal Power

Some have questioned the extent to which staff from health departments, community-
based organizations, or other medical settings have a choice concerning the decision 
to select and adopt an evidence-based intervention. Historically, funds have been 
provided by the CDC and by health departments to those organizations that wished 
to adopt and implement one of the interventions disseminated by the DEBI Proj-
ect. However, no efforts were made to discourage organizations from implementing 
evidence-based interventions using funds from the CDC while also implementing 
other locally developed interventions funded through community or foundation 
funding. The practice of offering more than one intervention within a community 
was never discouraged. An organization is more likely to meet community needs by 
offering a full menu of services to persons at risk. The CDC has further encouraged 
activities, such as HIV testing and linkage to medical care for persons with HIV, to 
be integrated into the delivery of evidence-based interventions. Persons at risk for 
HIV often have multiple issues that require support, resources, and intervention. 
Integrating evidence-based interventions into a full menu of organizational services 
for at-risk communities has always been and continues to be encouraged. The large 
number of interventions disseminated through the DEBI Project allowed for con-
siderable intervention choice for organization staff who wished to obtain CDC or 
health department funding to implement an evidence-based intervention. Increasing 
choices among evidence-based interventions appeared to decrease perception of co-
ercion. Forty-nine of the 50 state health departments have ever indicated they would 
fund evidence-based interventions in their geographic jurisdiction [49]. Many also 
sought to fund locally developed interventions as well, which generally had some 
evidence of reach and efficacy. Many of these locally developed interventions had 
been funded for years by health departments, and health department representatives 
endorsed these interventions as being candidates for more sophisticated evaluation 
efforts to demonstrate efficacy.

The role of community involvement or community participation in the DEBI 
Project varies based on which of the Project’s phases and activities are being con-
sidered. The broad and overarching strategies used for diffusion of HIV-prevention 
technologies to community-based settings—whether directly from the CDC or 
through state and local health departments—are distinct from implementation of 
those technologies by partners on the ground. We contend that, in a modern public 
health environment, the former necessitates a high degree of centralized planning, 
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decision-making, and coordination—about both resources and science—whereas 
the latter takes maximum advantage of local knowledge, experience, and wisdom. 
We acknowledge that HIV-prevention service providers must contend with multiple 
and sometimes competing directives and messages and that operating within a con-
text where funders make decisions about the acceptable boundaries of an organiza-
tion’s work, but then encourage full expression of local capabilities within those 
boundaries, leads to a complex set of reactions that must be successfully managed 
for effective diffusion to occur.

Although the DEBI Project’s model for diffusing behavioral interventions draws 
heavily on diffusion theory, the type of innovation (e.g., multicomponent, multiac-
tivity, and theory-based) and context for adoption do not lend themselves to natural, 
rapid, and widespread uptake. Before the launch of the DEBI Project, many in the 
HIV-prevention workforce would not have sought to implement evidence-based 
practices. It is precisely the ability of funders to influence the policy and resource 
environments that has been used to advance public health in HIV prevention and in 
other areas. In all such cases where diffusion requires some degree of manipulation 
or exertion of external authority, resistance to change is expected. For the DEBI 
Project, those responses were anticipated and our ability to reduce resistance was 
improved over time. The perceived barriers to the dissemination process diminished 
for a number of reasons: (1) improved understanding on the part of HIV-prevention 
service providers of the behavioral interventions within the DEBI Project, includ-
ing the similarities to their existing work and opportunities to maximize community 
engagement, collaboration, and partnership; (2) an expanded number of behavioral 
interventions in the DEBI Project portfolio—from 4 to 31 in a span of 10 years—
which significantly improved the ability of staff at health departments, communi-
ty-based organizations, and other medical settings to make choices that maximize 
goodness-of-fit between their organizations and communities and evidence-based 
interventions; (3) improvements in the quality and quantity of technical assistance 
resources to help with the selection, adaptation, and implementation of evidence-
based interventions in local communities; and (4) enhanced awareness that the 
DEBI Project could complement, rather than supplant, locally developed interven-
tions and efforts.

Policymakers, scientists, and practitioners at the CDC recognize the value of lo-
cally developed interventions and practice and have sought to identify and support 
them alongside the rollout of the interventions in the DEBI Project. The CDC’s Di-
vision of HIV/AIDS Prevention Research Branch has funded several projects under 
its Innovative Interventions initiative, which seeks to identify, test, and standardize 
promising theory-based interventions developed by community members and orga-
nizations. Two of these interventions have now been tested in RCTs, demonstrated 
efficacy at reducing risk for HIV acquisition, and been packaged for diffusion—
Many Men, Many Voices and the Healthy Love Workshop, which was developed 
and tested by Sister Love in Atlanta, Georgia [19, 30]. In addition, since 2006, 
CDC’s flagship funding opportunities for community-based organizations have in-
cluded funding categories to support implementation of so-called homegrown inter-
ventions (e.g., PA-06–618, PA-10–1003, and PA-11–1113).
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In North Carolina, for example, an intervention known as HOLA en Grupos, 
developed by a community-based participatory research (CBPR) partnership to pre-
vent HIV among Latino gay and bisexual men, MSM, and transgender persons, is 
currently being implemented and evaluated through a CDC initiative to test home-
grown interventions for MSM. The process of developing the intervention was iter-
ative with CBPR partners, specifically staff from a community-based organization 
and Latino gay men from the community, developing and revising the interven-
tion based on three factors: (1) review of other interventions that target Latinos 
in general and MSM in particular, (2) learnings from ongoing implementation of 
the evolving intervention in the real world over time by staff from a community-
based organization, and (3) the experiences with other interventions that the CBPR 
partners and community-based organizational staff had developed for the Latino 
community including HoMBReS, HoMBReS-2, MuJEReS, and HoMBReS Por un 
Cambio [50]. These are good-faith efforts on the part of CDC scientists and practi-
tioners to recognize the contributions of local actors and to augment the interven-
tions in the DEBI Project.

Discussion and Conclusion

Our experiences disseminating evidence-based behavioral interventions over the 
last 11 years has alerted us to the need for a more fully developed science of dis-
semination and implementation of evidence-based interventions [51]. Admittedly, 
the community engagement aspects of the various interventions lent themselves 
more to community participation than did a centralized effort on the part of the 
CDC to disseminate evidence-based prevention practice. However, the flexibility 
and partnerships we instituted in the dissemination effort demonstrate the manner 
in which the community-engagement process may be operationalized in dissemina-
tion efforts. Power differences exist in any dissemination process as evidence-based 
interventions are moved from the realm of scientific and academic inquiry to prac-
tice in underserved and vulnerable communities at risk for HIV. However, power 
differences do not always constitute condescension. The use of local knowledge and 
community engagement, collaboration, and partnership have been, and continue to 
be, essential in dissemination and implementation of these evidence-based interven-
tions across literally thousands of prevention organizations.

Disclaimer

The findings and conclusions in this chapter are those of the authors and do not 
necessarily represent the official position of the Centers for Disease Control and 
Prevention.
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