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Foreword

In 1987, Randy Shilts published the widely acclaimed book And the Band
Played On. In the prologue to the book, Shilts wrote the following:

In those early years, the federal government viewed AIDS as a budget prob-
lem, local public health officials saw it as a political problem, gay leaders con-
sidered AIDS a public relations problem, and the news media regarded it as
a homosexual problem that wouldn’t interest anybody else. Consequently,
few confronted AIDS for what it was, a profoundly threatening medical crisis.
(p. xxiii)

At the time Shilts wrote this book, I was living in San Francisco and had
occasion to see him speak several times about the contextual dimensions
of the emerging epidemic. I also witnessed, first hand, the tragedy of
HIV/AIDS in my community. Suffering and death, as well as inspiring
stories of individual and collective action, confronted me daily. HIV/AIDS
was front-and-center on the Bay Area stage. In the years that followed, my
travels around the world made clear that HIV/AIDS was front-and-center
on the stages of many countries.

The contextual dimensions of HIV/AIDS have increasingly appeared in
public dialog about the disease. A Google Internet search of “AIDS and
community context” and “community impact of AIDS,” for example, gen-
erated over 1 million and 2 million “hits,” respectively. Despite this public
dialog, the contextual frame of the disease has not, until this book, been the
focal point of a book for researchers and community service providers. As
such, this book breaks new ground by bringing together research and prac-
tice, providing important texture and perspective to a pressing public
health problem. In so doing, the editors and authors of this book have
added immeasurably to our understanding of how individual disease is
embedded in layers of context.

When HIV/AIDS first emerged, few could estimate the toll it would
take on individuals, community ecologies, and the global community. To-
day, still, we do not know fully how future generations will be influenced
by this epidemic and its aftermath. The effects of HIV/AIDS on the fabric
of life are deep and expansive. However you define “community” and
“community context,” there is little question that HIV/AIDS cannot be
understood by viewing it only from an individual level of analysis. In-
deed, levers for effective intervention rest as much at the doorsteps of
communities as in the labs of scientists. We learn much about the power
of these levers in this book.

Today, over 500,000 Americans have died from AIDS and nearly 1 mil-
lion have been diagnosed with AIDS. Worldwide, 40 million people are
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living with HIV/AIDS; 3 million die each year. These epidemiological data,
though staggering, do not capture the full effect of HIV/AIDS. This disease
is best understood and intervened upon via an ecological paradigm that
considers multiple levels of analysis, dependence, and synergy. The edi-
tors and authors of this book have reminded us of this important fact and
provided an illuminating, multidisciplinary, and coherent tour de force of
the community context of HIV/AIDS.

David G. Altman
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Preface

This book reflects an effort to articulate the intersection of two forces that,
together, are shaping the social, political, and scientific landscape for the
upcoming decades: the enormity of the ongoing AIDS crisis around the
world and the emergence of participatory, community-based, and com-
munity focused behavioral and social science intervention as a response to
that crisis. The AIDS pandemic shows little sign of abating, thus reinforc-
ing the importance of addressing the complex issue of behavior change as
a primary intervention and prevention strategy. The crisis has mobilized
worldwide response on the part of governments and behavioral and social
scientists.

Engagement with the populations, issues, and contexts affected by
AIDS has pushed social and behavioral scientists to confront new chal-
lenges in multiple and varied cultures whose resources, traditions, and val-
ues have often diverged from those providing both the resources and the
paradigmatic approaches toward intervention. It has made front-and-center
the critical nature of developing an appreciation for the norms, structures,
and traditions of the local context and the value of developing authenti-
cally collaborative working relationships with culturally and linguistically
diverse people and places. Furthermore, this engagement has located so-
cial intervention squarely within a political context that has greatly af-
fected what can be done and what is prohibited.

These activities, and the critical reflection that they have produced
among AIDS interventionists, have called into question varied assump-
tions about how to conduct scientific inquiry and intervention. In so doing,
a dialectic among differing perspectives on how to best attack the AIDS
pandemic has arisen. It has arisen in terms of methods, levels of analysis
of intervention, the kinds of relationships between outsiders and insiders
involved in these community-based endeavors, and the very epistemol-
ogy underlying what we consider as scientific knowledge. It has done so
in the context of a broader set of challenges to positivism in the social and
behavioral science literature over the past decades involving these same
issues: the social construction of knowledge (Gergen, 1985), the research
relationship as critical to the knowledge gained (Riger, 1992), and the role
of context in defining the meaning of and options for behavior (Kingry-
Westergaard & Kelly, 1990). Furthermore, it has coincided with move-
ments in other fields toward a unified commitment to community-based
participatory research and intervention (Minkler & Wallerstein, 2003).
Thus, the fight to prevent AIDS has reflected both political and scientific
agendas, each of which has challenged us to view and act on our world in
different ways than we had before.
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OVERVIEW OF CONTENTS

The purpose of this book is to reinforce and sharpen the political and sci-
entific issues that are currently surrounding the AIDS pandemic and pro-
pose alternative models for future AIDS intervention. While the focus
is on the behavioral and social science response, the political context in
which it has occurred as both a provider of resources and constrainer of
options is unmistakable. However, the primary focus is to provide a per-
spective for those behavioral and social scientists who have made a com-
mitment to understanding and intervening in communities around the
world. In addition, efforts are made throughout to implicate social policy
in these endeavors; these efforts range from calls for specific kinds of
programs such as needle exchange to the structure of external funding
and its impact on how community intervention can be made to create
local and enduring effects. The title of the book signals the belief that the
community impact of intervention activity represents a primary goal of
community-based AIDS interventions and a primary criterion by which
such interventions should be judged.

The book begins with an overview of the “paradigm drift” (Beeker,
Guenther-Grey, & Raj, 1998) toward a more community-oriented and
empowerment-driven approach in AIDS intervention research. Chapter 1
sets the stage for the remainder of the book by elaborating on an ecologi-
cal perspective from community psychology that highlights issues and
themes articulated more fully in subsequent chapters. The next section of
the book includes four chapters dealing with the related issues of com-
munity assessment and community impact. Chapter 2, by Hirokazu
Yoshikawa, Patrick A. Wilson, John Peterson, and Marybeth Shinn, fo-
cuses on the multiple pathways that community-level interventions may
lead to community-level impact. After highlighting the importance of
defining the concept of “community,” they outline six different potential
intervention pathways that may lead to community-level impacts: 1)
grassroots community mobilization; 2) the aggregation of subgroup-level
change; 3) the aggregation of setting-level change; 4) organizational and
institutional change; 5) change in public policy; and 6) the adoption and
replication of interventions involving any of these pathways. In Chapter
3, Eric Stewart and Julian Rappaport focus on the contested nature by
which varied AIDS narratives are constructed by differing groups. Draw-
ing on Foucault’s (1980) appreciation of the “insurrection of subjugated
knowledges” (p. 81), they provide examples of how an exploration of
community narratives can serve as a basis for the design of locally mean-
ingful interventions that may have the same community-wide impact
that early efforts in the San Francisco gay and lesbian community did
in the mid 80s.

The following three chapters focus more directly on the relationship be-
tween community assessment and community intervention. Chapter 4, by
Jeffrey Kelly, provides an overview of select community-level interventions
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and a set of potential factors influencing their success. In Chapter 5, Carl
Latkin and Amy Knowlton direct attention to the social networks of indi-
viduals and AIDS interventions. Latkin and Knowlton’s approach sug-
gests that HIV/STI risk behaviors in communities are mediated by
microsocial influence processes that are amenable to intervention and that
potentially affect the diffusion of behavioral norms within a community.
Moreover, a network-oriented approach draws attention to the degree to
which community interventions are sufficiently socioculturally appropri-
ate to be sustained over time. Examples of such interventions and im-
plications for many more are offered. In Chapter 6, Robert Trotter and
Merrill Singer take a critical look at the emergence of rapid community as-
sessment strategies in public health as a methodological response to de-
veloping relatively quick and accurate diagnoses of community problems
and designing locally supported intervention solutions. Here, emphasis
is on both the promise of this approach as well as its potential destruction
points as one approach to linking community assessment with commu-
nity impact.

The next section of the book includes three chapters that draw attention
to differing perspectives and issues in community collaboration that have
implications for the community impact of interventions. In Chapter 7,
Merrill Singer and Margaret Weeks describe the critical role of long-term
institutional commitment in achieving community impact of interventions
through a description of a model developed by the Hispanic Health
Council and Institute for Community Research in Hartford, Connecticut,
over a 20-year period. The Hartford Model emphasizes community inter-
vention based on long-term institutional commitment, community-based
partnerships and collaboration, a participatory action research approach,
and an interdisciplinary perspective. One means of assessing community
impact involves the degree to which interventions are sustained over time
after the initial program is ended. In Chapter 8, Jean Schensul focuses on
the complexities of the sustainability concept and links its feasibility to a
long-term, community-development perspective on community interven-
tions. She suggests that the lack of emphasis on the question of sustain-
ability inheres in the current culture of experimental science in which
communities are the sites, not objects, of intervention. She also asserts that
the model emphasizes internal validity, replication, and dissemination,
and that sustainability of effect and the development of infrastructure in
intervention sites are, at best, secondary concerns.

In the final chapter in this section, Chapter 9, Robin Miller and George
Greene look at the issues of community impact through the lens of those
responsible for operating community-based organizations. They suggest a
wide disconnect between current models of technology transfer of inter-
ventions to existing organizations and the important contextual contingen-
cies in organizations that affect the relevance and adoption of externally
derived and validated interventions. They review literature suggesting that
lack of appreciation of the interests, ideologies, political constraints, and
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resource limitations of community-based organizations severely limits the
degree to which transported interventions are either relevant to or possible
to incorporate into their ongoing functioning. They urge community inter-
ventionists to learn about the ongoing issues, histories, and hopes of such
organizations as prelude to technology transfer.

The next two chapters in the book focus on methodological issues
in community interventions designed to achieve community impact.
Chapter 10, by Ralph DiClemente, Richard Crosby, and Gina Wingood,
highlights some of the many theoretical and methodological challenges
involved in designing and evaluating community-level change efforts.
They discuss direct and indirect pathways through which community-
level interventions may affect individual behavior and cite collaboration as
a central component of the intervention process. In describing the many
research challenges, they provide both a guide for future work and a set of
issues that distinguish community-level from individual-level interven-
tions. Next, in Chapter 11, Bruce Rapkin and Edison Trickett take a critical
stance on the assumptions and implications for community impact of ran-
domized clinical trials. They argue against the RCT being held up as a sin-
gular “gold standard,” and clarify how methodological assumptions and
implementation issues of the RCT are constrained when thinking of inter-
ventions involving community-level impact. They also provide design al-
ternatives to further methodological efforts in this area.

Finally, in Chapter 12, Willo Pequegnat discusses future directions for
community-based research deriving direction from the chapters them-
selves and her experience in the Office of AIDS Research on Mental
Health at the National Institute of Mental Health. She provides an over-
view of concepts in need of further clarification in community-level inter-
ventions and outlines a series of research questions suggested by varied
chapters in the book.

AUDIENCE

The book’s manifest content makes it relevant for all who have a stake
in AIDS research and community intervention: academic researchers/
interventionists concerned with being useful while contributing to scien-
tific theory, community-based organizations facing decisions about how
to allocate precious resources and what kinds of alliances to build with
other agencies, graduate students intending to forge careers of commit-
ment to alleviating the social devastation caused by AIDS, those respon-
sible for graduate training, and funders who influence not only what
kinds of community interventions are seen as potentially useful but also
the nature of the relationships forged between externally funded inter-
ventionists and local community groups and organizations. To the degree
that the emphasis on community impact encourages a rethinking of the
basic perspectives underlying the science of community intervention,
all these players have a critical stake in the dialectic such a change in
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perspective engenders. The chapters in the book provide a framework for
such discussion.

Yet the book is also intended as a broader statement designed to stimu-
late discussion and debate about the nature of community research and
intervention more broadly across such disciplines as public health, com-
munity health education, urban planning, psychology, sociology, anthro-
pology, and philosophy of science. Taken as a piece, the book suggests an
alternative perspective on how to gather valid knowledge, how to include
community collaboration as part of the paradigm governing community
intervention, and how and why to assess the multiple impacts of commu-
nity interventions across levels of analysis in the community of concern.
This perspective, burbling up relatively independently in varied discrete
disciplines over decades, is currently taking shape as a potentially coher-
ent set of assumptions that may serve to integrate varied disciplines con-
cerned with understanding and affecting the community context in which
we live our lives.

This book could not have been completed without the ongoing support
of the Center for Mental Health Research on AIDS, National Institute of
Mental Health and, more particularly, Dr. Ellen Stover, Director of that of-
fice. That office was responsible for developing and convening two meet-
ings on the topic of the community impact of AIDS interventions in which
the contours of the book were developed. In addition to those authors ap-
pearing in the book, the conferences included Drs. Thomas Coates, Linda
Doll, Roberta Paikoff, Jeffrey Kelly, Bruce Rapkin, Dina Birman, Anthony
D’Augelli, Richard Needle, Esther Sumartojo, Tony Whitehead, Elijah An-
derson, Joseph Trimble, and Philippe Bourgois. We are indebted to them
for their contribution to the overall set of ideas on which the book is based.
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1

Community Interventions and HIV/AIDS:
Affecting the Community Context

Edison J. Trickett

When the AIDS epidemic first drew national attention in the United States,
the dominant (though by no means exclusive) scientific response mirrored
the “normal science” (Kuhn, 1970) paradigm of the time. Within psychol-
ogy, the paradigm was reflected in what Sarason (1981) called the “acul-
tural, asocial, and ahistorical” study of the individual. Epistemologically, it
reflected the positivistic tradition characteristic of the history of psychol-
ogy. This focus and epistemology has had its successes, and much is now
known about how individually based interventions can be crafted to affect
individual attitudes and self-reported sexual risk behaviors (Valdiserri,
Ogden, & McCray, 2003; van Empelen, Kok, van Kesteren, van den Borne,
Bos, & Schaalma, 2003).

However, over time, the substantive and epistemological limitations of
this perspective as a basis for community intervention in HIV/AIDS have
become more evident. This appreciation has fueled an exploration of alter-
native ways of approaching community intervention designed to affect the
epidemic. Much of this impetus has been propelled by the phenomenon
itself, the communities most affected by it, and its worldwide ramifica-
tions. HIV/AIDS community interventions have frequently involved poor,
disenfranchised, stigmatized, and often, from the outside, “invisible” popu-
lations whose suspicion of outsider researchers is both deep and well-
founded (Dunlop & Johnson, 1999; Sengupta et al., 2000). Engaging these
communities in intervention efforts has necessitated a commitment on the
part of interventionists to appreciate culture and confront race, class, and
other palpable differences between interventionists and the communities
in which they work. It has also forced interventionists to deal with the
ramifications of the often-exploitive history of such communities with
outsiders manifestly intending to help. Furthermore, it has required the
development of relationships with community members both to learn
about the community and to provide opportunities for the community to
learn about the intervention team. It has encouraged the use of multiple
methods to understand better the nature of the community context, to am-
plify the voices of those affected by the disease, and to provide process in-
formation about how the interventions were perceived and received. And
it has provided a worldwide stage for the development of comparative
knowledge about what worked, how, and for whom in countries with
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differing histories, resources, cultural traditions, and experiences with
colonization and the colonizing effects of prior research conducted by out-
siders (Cooke & Kothari, 2001).

This accumulated experience, propelled by the necessity of worldwide
involvement in coping with the AIDS crisis, has resulted in a confrontation
with the positivistic, individually focused intervention approach that
has dominated behavioral science (Sarason, 1981). This confrontation has
rippled through the paradigm of community-based research and inter-
vention (Minkler & Wallerstein, 2003) and has provided the basis for
alternative models. For example, the distanced and neutral stance of the re-
searcher with respect to the people with whom he/she works is being re-
placed by the concept of collaboration between the researcher and the
researched (Schensul, this volume; Singer & Weeks, this volume; Trickett
& Espino, 2004). The emphasis on collaboration has, in turn, yielded an
examination of how power is distributed and used in the community re-
search and intervention process (Minkler & Wallerstein, 2003; Wallerstein,
1999). This confrontation with the power and possibilities of community
collaboration has also surfaced the tension between traditional models of
scientific objectivity and the value of local participation in defining both
problems and solutions (Green & Mercer, 2001). The remainder of the
book elaborates on many of these ripples.

The bottom line, however, is the emergence of cornerstones of a para-
digm for community-based HIV/AIDS research and intervention that
focuses on the integration of collaboration, culture, community, and con-
text. This perspective was foreshadowed years ago by anthropologists and
sociologists involved in the AIDS epidemic (Gagnon, 1989; Herdt, 1987;
Herdt & Lindenbaum, 1992; Parker, 1987; Treichler, 1987), and much is owed
to their commitment to understanding both the epidemic and response to it
as a social and cultural as well as a biomedical issue (Treichler, 1992).

The current critique draws on the frameworks provided by this early lit-
erature. It is based partially on an unpacking of the often-implicit assump-
tions of individually based interventions. One assumption, for example, is
the ability of individuals to transcend context (Rhodes, Stimson, & Quirk,
1996). Person-centered interventions leave untouched the ongoing noxious
and multifaceted sets of environmental risk factors that contribute to both
the incidence of risk behavior and “relapse” that occurs in individually
based interventions over time (Altman, 1995b; Choi & Coates, 1994; Kege-
les, Hays, & Coates, 1996; Latkin, 1998; Rhodes et al., 1996; Singer & Weeks,
1996; Tawil, Verster, & O’Reilly, 1995).

An additional focus of inquiry involves a rethinking of the goals of
AIDS interventions in community settings to include community-level as
well as individual-level changes in resources and capacity, and how the re-
lationship between interventionists and community groups and organiza-
tions can affect those goals (Trickett & Espino, 2004). Individually based
interventions have focused primarily on specific programs designed to
change people, not on processes designed to change places. Thus, little

4 Community Interventions and AIDS



attention has been paid conceptually or in program design to how to craft
programs as enduring community resources (Trickett & Birman, 1989) and
how to increase the capacity of local organizations to better fulfill their com-
munity missions with respect to AIDS/HIV (see Schensul, this volume).
The individual-level perspective is further reflected in the decisions about
what outcomes were of importance. Outcomes have been traditionally as-
sessed through the individual behavior changes brought about by programs,
not organizational or community level outcome measures. As a conse-
quence, we know little, if anything, about the community impact brought
about by the millions and millions of dollars directed toward person-based
change in HIV/AIDS.

Another outgrowth of this individually based, positivistic perspective
involves the increasing concern with such concepts as fidelity, transfer-
ability, sustainability, and community “buy-in.” Fidelity has become
central because of the assumption that interventions are theoretically sup-
ported by basic processes that have wide-niche breadth in terms of popu-
lations and contexts. Fidelity is thus defined by the processes operative in
the technology of the intervention rather than in a more complex interac-
tion of intervention technology, the social context within which it is imple-
mented, and the implementation process itself (Kelly, et al., 2000).
Whether or not fidelity is best conceptualized from this “within interven-
tion” perspective is now being debated, and the multiple meanings of “ev-
idence” around which fidelity is based discussed (Kellam & Langevin,
2003).

In like manner, transferability and sustainability have arisen as critical is-
sues in no small measure because the research goals fostered by the indi-
vidually based perspective have focused on demonstrating internal validity
or “within intervention” technology under optimal conditions. The emerg-
ing emphasis of transportability and sustainability highlights the fact that
neither were ever primary questions driving the development, implemen-
tation, and evaluation of interventions. The issue of transportability has
sharpened an appreciation of the complexities of “what the intervention is”
in community-based interventions. Such interventions include not only
technology and manuals but also an infrastructure of professional expert-
ise, inducements to participants, and a specific kind of synergistic relation-
ship between interventionists and sites that also needs to be transported
(Rotheram-Borus, Rebchook, Kelly, Adams, & Newmann, 2000).

A consideration of sustainability highlights the potential differences in the
design and execution of interventions aimed at demonstrating change in
an experimental context and interventions designed to become ongoing
community resources. In addition, the sustainability issue has drawn atten-
tion to the unintended community ripples of interventions. Here, the ending
of such projects, particularly when perceived as successful, has raised the
issue of how to deal with community hopes and expectations for sustain-
ability that might not be met. In addition, the short-term infusion of out-
side resources associated with community interventions often results in
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time-limited employment for local citizens that is withdrawn upon project
completion. Together, these paradigm-related neglects of sustainability have
contributed to the more fundamental disillusionment with researchers
whose commitment to the locale ends with the successful completion of the
project (Altman, 1995b).

The increasing emphasis on community “buy-in” stems from the dual
concerns over community cooperation in researcher-defined projects and
an appreciation of the potential role of citizens in implementing and adopt-
ing programs. The economic image suggested by “buy-in” is telling in that
it suggests that the role of the researcher is to get the community to agree to
buy something, a kind of product marketing of something presumably
good for them. This stance, related to the push toward evidence-based prac-
tice, highlights the importance of understanding the contextual constraints
over the nature and generalizability of evidence across time, culture, and
context. Significantly, the concept of “researcher buy-in” to community
needs and perspectives is not prominent in the published literature.

All these issues have become clear because of the commitment to re-
sponding to the magnitude of the epidemic within the acultural, ahistori-
cal, and acontextual framework described by Sarason (1981). The wish to
disseminate programs successfully tested in one location to other loca-
tions; the importance of sustaining useful programs after the cessation of
external funding; and the frustration of seeing behavioral relapse over
time around a life-threatening issue have all pushed the envelope in terms
of seeking new alternative perspectives and methods to affect the course
of the epidemic.

EPISTEMOLOGICAL AND CONCEPTUAL ALTERNATIVES

In response to the issues raised above, a new perspective is emerging. This
perspective localizes interventions in specific sociocultural community
contexts, focuses on how interventionists can collaborate with local citizens
and organizations, and locates specific interventions in the context of a
long-range strategy for community development. The overarching goal of
this perspective is to participate in interventions that improve the resources
of the community; that is, that create community-level impact.

Beeker, Guenther-Grey, and Raj (1998) reflect this movement in their
essay “Community empowerment paradigm drift and the primary pre-
vention of HIV/AIDS.” They define this “paradigm drift” as follows: “A
community empowerment intervention seeks to effect community-wide
change in health-related behaviors by organizing communities to define
their health problems, to identify the determinants of those problems, and
to engage in effective individual and collective action to change those de-
terminants. This definition is predicated on three assumptions: first, that
health problems have multiple determinants, often including those that
lie beyond individual volition and skill; second, that communities must
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participate in both the definition and solution of health problems; and
third, that the success of an intervention depends on the capacity of the
community to engage in effective action” (Beeker et al., 1998).

The remainder of this chapter outlines one general perspective reflect-
ing this community empowerment paradigm drift and provides a general
mind-set for the remainder of the book. The perspective rests on (a) a con-
textualist philosophy of science and (b) an ecological perspective on com-
munity intervention derived from community psychology. Together, they
draw attention away from programs to places and focus on the issue of
community impact of interventions.

ADOPTING A CONTEXTUALIST PHILOSOPHY OF SCIENCE

The contours of the contextualist philosophy of science are emerging more
generally in the behavioral and social sciences (Gergen, 1985; Riger, 1992;
Rosnow & Georgoudi, 1986; Kingry-Westergaard & Kelly, 1990) and are
well summarized by Rosnow and Georgoudi (1986):

The idea is that psychological knowledge is made concrete and is framed by
relevant factors, relations, and conditions (the setting or context) within
which, or among which, human acts unfold. Contextualism underscores the
idea that human activity does not develop in a social vacuum, but rather it is
rigorously situated within a sociohistorical and cultural context of meanings
and relationships. Like a message that makes sense only in terms of the total
context in which it occurs, human actions are embedded in a context of time,
space, culture, and the local tacit rules of conduct . . . The idea of contextual-
ism implies that to unlock the mysteries of what makes an event meaningful
we must consider, via methodological and theoretical pluralism, the wider
context that “allows” or “invites” the occurrence of that event and renders it
socially intelligible. (pp. 4–5)

Shweder (1990) has put it more bluntly: “The ideas of a context-free envi-
ronment, a meaning-free stimulus event, and a fixed meaning are proba-
bly best kept where they belong, along with placeless space, eventless
time, and squared circles on that famous and fabulous list of impossible
notions” (p. 8).

The research implications of this epistemology are outlined by McGuire
(1983) in his contrast of contextualism with logical empiricism. McGuire
offers the assumption that from a contextualist perspective, all hypotheses
are true, even contradictory ones; the task is to uncover the range of con-
texts in which they hold. Some might be broadly true, some narrowly, but,
quoting Blake’s aphorism, he states, “Everything possible to be believed is
an image of truth.” This suggests that such issues as generalizability of in-
tervention strategies and effects be approached less as an effort to discover
acontextual basic processes and more as an attempt to discern the contexts
across which relationships may be expected to generalize and those in
which they may not.
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Such a perspective redefines the goal of community research and inter-
vention. Rather than viewing research as progressing in linear fashion to-
ward truths generalizable across cultures, populations, contexts, and time,
its primary purpose, even when testing theory-driven hypotheses, is to
generate additional hypotheses about the contextual applicability and
constraints of any specific piece of knowledge, or, in this instance, inter-
vention. Thus, any empirical findings from a specific site or set of sites
stimulate the question “Under what conditions would we expect current
findings not to generalize?”

This larger epistemological framework situates many of the concerns
evolving in the HIV/AIDS intervention literature within a broad philoso-
phy of science perspective. It draws attention away from an exclusive or
even primary “within paradigm” focus on internal validity of HIV/AIDS
interventions. Instead, it concentrates on how the intervention meshes with
the ongoing lives of those participating in it; what the relationship of the
researchers to the population involves; how external resources that fund
the intervention are themselves part of the context that may affect outcome;
and how the broader local and indeed national culture within which the
work is located insinuate their way into the intervention and its meaning to
those involved. Each of these represents potential contextual constraints on
the meaning, generalizability, and sustainability of interventions. In focus-
ing on the intervention context, it also supports the potential value of an
ecological perspective from which to approach community intervention
aimed at community impact (Kingry-Westergaard & Kelly, 1990).

ADOPTING AN ECOLOGICAL PERSPECTIVE ON 
COMMUNITY INTERVENTION AND IMPACT

From a community psychology perspective, ecology directs attention to
the community context and individual adaptation to that context. Its rele-
vance to HIV/AIDS intervention is provided by Singer and Marxauch-
Rodriquez (1996):

The starting point for AIDS prevention is recognition that AIDS is only a cover
term for a complex set of intertwined local epidemics that differentially impact
diverse subgroups in varied local settings based on their sociopolitical location,
social and sexual networks, specific configuration of risk behaviors (e.g., sexual
practices and patterns), attitudes and beliefs, and prior health status (e.g., stres-
sors, nutrition, exposure to other sexually transmitted diseases). (p. 141)

Aggleton (1993) adds: “HIV/AIDS health promotion is always context-
bound, taking place within discrete communities and in specific settings.
The impact of health promotion is always contingent, being mediated by
social expectations, popular prejudices, and group norms” (p. 186). Both
essays highlight the centrality of understanding local context as prelude to
designing interventions that are responsive to the life demands and local
culture of those for whom they are intended.
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There is an increasing body of work in HIV/AIDS intervention consis-
tent with the community impact goal, including multiple-component in-
terventions with gay men (Kegeles et al., 1996) designed to orchestrate,
integrate, and enhance local resources, and efforts to change social network
and community norms around safe-sex behavior (Kelly et al., 1991; Kelly
et al., 1992; Latkin, 1998; Latkin et al., 1995; Treadway & Yoakam, 1992). A
review of this emerging literature is found throughout subsequent chapters
in this book.

However, the general concern with community impact of interventions
has been a central theme of community psychology over time (Kelly, 1970,
1971; Sarason, 1972). Much of this work has been guided by an ecological
perspective and a contextualist philosophy of science (Rappaport, 1981,
1987; Trickett, 1996; Kingry-Westergaard & Kelly, 1990). Because the term
ecology has multiple meanings within and across disciplines, it is useful
to outline what is and is not meant by it in this chapter. Multiple ecologi-
cal perspectives have been developed to describe the ecological context and
its effects on individuals (Barker, 1968; Bronfenbrenner, 1979; Moos, 1974,
1979). The perspective underlying this chapter, however, flows from the
ecological metaphor developed by Kelly (1968, 1970, 1971) and elaborated
by colleagues (Trickett, 1996; Trickett & Birman, 1989; Trickett, Kelly, &
Todd, 1972; Trickett, Kelly, & Vincent, 1985). In contrast to other perspec-
tives, it was developed to link an appreciation of the community context
with the designing of interventions intended to have community impact.
The spirit of ecological inquiry (Trickett et al., 1985) was thus seen as com-
bining the quest for knowledge with the spirit of using such knowledge in
the service of community development.

Kelly’s work draws on ecological processes developed in field biology,
where the biological community, not the individual plant, is the level of
analysis. The relevance of field biology as a source of analogy for human
communities rests on two related building blocks: (a) the community as
the level of analysis and (b) the role of the researcher as the “doting natu-
ralist,” attempting to understand how the community functions as a com-
munity. It is designed to serve as a guiding orientation for how to approach
community intervention as an instance of community development. It is
not intended to convey an inevitability that communities are as they are
because of processes of natural selection that should be left uninterrupted
as an expression of nature.

Within this perspective, the issue of community impact is highlighted
by attention to three additive and complementary intervention-related ac-
tivities: (1) environmental assessment of the community context and the
ecology of individual lives in that context, (2) developing collaborative rela-
tionships between the interventionist and the setting or community where
the intervention occurs, and (3) designing interventions whose goal is to
create community resources ( Trickett, 2002; Trickett & Birman, 1989; Trickett
et al., 1985; Trickett & Schmid, 1993). Each of these interrelated and interac-
tive activities commits the intervention team to crafting interventions
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responsive to and respectful of the local sociocultural context and its fu-
ture. The spirit of these activities is commensurate with Altman’s (1995a)
description of the goals of a public-health perspective on community inter-
vention: “(1) integrate interventions into a community infrastructure, (2)
use comprehensive, multilevel intervention approaches, (3) facilitate com-
munity participation and promote community capacity-building, and (4)
conduct thorough needs assessment/environmental reconnaissance in or-
der to tailor interventions to the community context” (p. 229).

ENVIRONMENTAL ASSESSMENT: THE COMMUNITY 
CONTEXT AND THE ECOLOGY OF LIVES

Community Context

From an ecological perspective, the development of any community inter-
vention begins with the question of what the community of concern is
like. Regardless of whether the community is defined in terms of a single
setting such as a school, a neighborhood, or a network of intravenous drug
users, how it is structured, what norms govern behavior, what services are
available, and how the community deals with marginalized groups within
it becomes the knowledge on which interventions are designed, imple-
mented, and evaluated. From this perspective, neither the most salient com-
munity issues in need of impact nor the possible strategies to achieve such
impact can be discerned beforehand.

The importance of a fine-grained, differentiated appreciation of the
community context is provided by Aggleton (1993). He reinforces the no-
tion that communities are not homogeneous but rather “socially and cul-
turally fragmented—by age, by class, by culture, and in some cases by
gender . . . It is . . . absurd to talk about carrying out HIV/AIDS health pro-
motion within the ‘injecting drug using community’, within the ‘gay com-
munity’, or even worse, within the ‘heterosexual community’ ” (p. 195).

Kelly’s ecological metaphor represents one effort to provide a roadmap
for understanding the community in a differentiated manner. He focuses
on four ecological processes: adaptation, cycling of resources, interde-
pendence, and succession and their implications for understanding and
intervention (Kelly, 1968; Trickett, 1996; Trickett & Birman, 1989; Trickett
et al., 1972; Trickett et al., 1985 ). Together, they represent a framework for
assessing community norms and structures, latent and manifest personal
and social resources in the community, how differing aspects of the com-
munity fit together in reciprocal interaction, and the sociocultural history
and future hopes of the community and its varying groups.

Each provides information relevant to the design and implementation
of interventions. The adaptation principle, for example, directs attention to
those aspects of the community that shape what is possible and permissi-
ble and what is not. The availability of certain behavior settings provides
one such example of the opportunities and constraints facing individuals
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in any particular community. For example, it might suggest the impor-
tance of looking for the venues where sexual encounters or risk behavior
is most likely to occur and assessing the norms governing sexual encoun-
ters in those venues.

In this regard, Matricka-Tyndale et al. (1997) discovered in Thailand
four contexts for the purchase of sexual services: brothels, festivals, sugar-
cane camps, and cattle markets. Latkin et al. (1994) identified five different
community settings, including residences and shooting galleries, that af-
fected frequency of use and injection practices. Both studies link the de-
sign of interventions to identification of relevant social settings and the
social dynamics that characterize those settings (see also Latkin & Knowl-
ton, this volume; Yoshikawa, Wilson, Peterson, & Shinn, this volume). Ad-
ditionally, the attention paid to changing social and community norms
around safe-sex behavior (Kelly et al., 1991; Treadway & Yoakam, 1992)
rests on an appreciation of the critical role of local norms in promoting or
preventing risky behavior, as do efforts to alter norms in the social net-
works and support systems of at-risk individuals (Latkin, 1998; Latkin
et al., 1995; Power, Jones, Kearns, Ward, & Perera, 1995).

The second principle is the cycling of resources, drawing attention to
how resources in a community are defined, how they are managed, and
how they may be developed. Resources include people and community
settings that can contribute to local social problem solving (Trickett et al.,
1985). The focus on the resource value of individuals draws attention to
those who care about a particular community problem, have particular
skills or community savvy, and may serve as informal or formal commu-
nity leaders around issues of concern. The connections among people and
their social networks represent a community-level resource because the
kinds of connections in a community shape the ways in which multiple re-
sources may combine for community problem solving. One particular
resource embedded in community networks lies in what sociologists call
“weak ties” (Granovetter, 1983), those loose connections beyond one’s cir-
cle of friends who link individuals to resources often outside the commu-
nity; the “mole” downtown in the mayor’s office, the funding source
outside the community, or the person whose sister in the suburbs is the
best lawyer in town for the issue of the moment.

In addition to people, social settings are also resources for information,
supportive social interactions, crisis resolution, and a sense of social inte-
gration. For example, Seibt et al. (1995) found a positive relationship be-
tween social attachment to the gay community and its institutions and
safe-sex behavior. They suggest the power of social integration into gay
culture as a protective factor and reinforce the importance of understand-
ing the norms of that culture and how to foster their protective aspects.
Dowsett (1995) describes “community attachment strategies” to reach sex-
ually active gay men “distanced or detached from the gay community”
(p. 247). Developed by gay organizations in Australia, this strategy used
community leaders, entertainers, and gay media to “link gay men to a safe
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sex culture invoking the notion of a community acting to protect itself ”
(p. 247). As Dowsett describes it, “Safe sex culture cannot be reduced to
sexual practice: it is context for practice and, as such, has been remarkably
successful in sustaining a high degree of compliance for safe sex by most
men with most partners most of the time in Australia” (p. 247).

The interdependence principle focuses on the interconnectedness of
aspects of the community, of formal helping agencies and informal sup-
portive networks of individuals at risk for HIV, of the cooperative or com-
petitive connections among agencies that may influence how services are
delivered, and of the compatibility of commitments of the intervention
team and the expectations of community agencies. Attention to the ways
in which varied aspects of the community are interdependent draws at-
tention to the importance of anticipating and seeking out the inevitable
unanticipated consequences of interventions. Understanding the potential
for community ripple effects rests on an appreciation of how a particular
intervention might impact the myriad forces, vested interests, and political
agendas of agencies involved. From an ecological perspective, it is naïve to
think that interventions affect only those directly involved as recipients or
providers (Jewkes & Murcott, 1998). Thus, how different relevant facets
of the community of interest fit together to form a coherent and ongoing
context for individuals helps inform how to construct an integrative,
community-level intervention strategy.

An example of how this might be accomplished at the agency level is
provided by Singer and Weeks (this volume). Their description of the
“Hartford Model” outlines the potential value of promoting and main-
taining interdependencies among community agencies in the same lo-
cale. Here, the connections developed over time and across a variety of
specific projects increase the ability to conduct multisetting community-
wide interventions. Commitment to the community allows multiple proj-
ects to occur over time, with subsequent work building on prior efforts.
Importantly, this longitudinal time commitment has provided an accu-
mulated sense of trust among citizen groups, researchers, and agencies
involved.

The importance of these long-term time perspectives on communities
and intervention is highlighted by the final ecological principle, succes-
sion. Here emphasis is placed on both community history and hopes for
the future, as interventions are crafted within the context of that history
and with the hope that they will create a better future. The powerful role
of culture and tradition frame the kinds of interventions that are accept-
able and comprehensible from a community perspective. The potency of
such forces is well articulated by several scholars (Freimuth et al., 2001;
Sengupta et al., 2000; Stevenson & White, 1994) in their discussions of the
historical antecedents of African-American suspicion of government-
sponsored AIDS interventions fueled by the infamous Tuskegee experi-
ment of years ago. Attention to this history provides a mind-set that can
aid in developing interventions that are sufficiently congruent with com-
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munity understandings and traditions to be seen as locally useful and
worthy of preserving.

THE ECOLOGY OF LIVES: CONTEXTUAL AND CULTURAL INFLUENCES
ON INDIVIDUAL EXPERIENCE

Community assessment is not only critical for identifying local norms,
power structures, resources, and traditions but it also provides a context
within which to appreciate the lived experience of those at risk for
HIV/AIDS. From an ecology of lives perspective, the meaning of risk be-
havior cannot be separated from the sociocultural context in which it oc-
curs. Further, that context is itself differentiated into varied life domains
(Swindle & Moos, 1992), such that behavior in any one domain, such as sex-
ual behavior, is understandable only in the context of other situations the
individual must negotiate. As Kelly and Kalichman (1995) argue with
respect to the interpersonal context of HIV risk behaviors, “research on
situational antecedents of high-risk sex underscores the fact that sexual
behavior does not occur in isolation from other events in people’s lives,
and that these other events can serve as important risk cofactors” (p. 911).

The ecology of lives as influencing sexual risk has received consider-
able attention in the AIDS literature across levels of analysis. Family ecol-
ogy is discussed by Roth, Siegel, and Black (1994) in their essay on the
particular concerns arising among children living in families with AIDS,
and Rotheram-Borus and Fernandez (1995) view the distinctive develop-
mental challenges faced by gay and lesbian youth as significant stressors
that may lead to sexual risk behaviors (see also Doll & Beeker, 1996). Ad-
ditional attention is brought to the adaptive demands of differing groups
of individuals by Luna (1991) in describing the lives and associated sur-
vival demands of street youth in San Francisco and Rio de Janeiro, and
Bletzer (1995) in his discussion of how ethnography informed interven-
tions for Latino farm workers in Michigan.

A particularly nuanced portrayal of the link between context and risk
behavior is provided by Campbell (2000) in her account of condom use
among sex workers in South Africa. She focuses on factors that might in-
fluence a community-based peer education and condom distribution pro-
gram. Her interviews with local sex workers draw attention to how the
ongoing everyday organization of their “working and living conditions,
as well as the strategies they use to construct positive social identities de-
spite working in the most stigmatized of professions, serve to undermine
their confidence in their ability to insist on condom use in sexual encoun-
ters with reluctant clients” (p. 479).

Much other work in this area focuses on the role of culture in defining
the meaning of behavior, the role constraints associated with cultural
identification, and the influence of cultural norms in the community on
the expression of sexual risk behavior. For example, an ethnographic in-
quiry with Latinos (Carrier & Magana, 1991) combined field observations
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with interviews to map the kinds of behaviors in female prostitutes and
male migrant laborers that were most likely associated with AIDS trans-
mission. This inquiry found differences between Mexican-American and
Anglo men in preferred sexual behaviors and in self-labeling as homosex-
ual or bisexual, suggesting important differentiations in the subsequent
intervention process. These same authors are among the few who com-
ment on the implications of acculturation levels and styles for the devel-
opment of sexual preferences. They suggest that greater social integration
with Anglo Americans in adolescence would increase the likelihood of se-
lecting them as later sexual partners, while greater Mexican-American
adolescent social integration would tilt the scales toward later Mexican-
American sexual involvement.

In addition, many other studies have documented the link between
culture-linked norms and individual risk. Included here are issues such as
familismo in Hispanic communities (Guyish & Sanstad, 1992) and the role
of cultural norms and sex-role options for women, particularly around sex-
ual decision making (’Amaro, 1995; Gupta & Weiss, 1993; Tawil et al., 1995).
Economic influences on sexual behavior and risk are also prominent. For
example, Weeks, Schensul, Williams, Singer, and Grier (1995) report that
impoverished women of color accepted risky sexual behavior in order to
maintain important economic as well as affectional ties with men (Weeks,
Schensul, Williams, Singer, & Grier, 1995), while Carrier and Bolton (1991)
and de Zalduondo (1991) discuss prostitution as an economic choice.

An extended example of the process of understanding the ecology of
everyday lives is provided by Feldman, O’Hara, Baboo, Chitalu, and Lu
(1997) in their development of a sociocultural model of behavior change
relevant to the lives of adolescents from Zambia. These authors conducted
extensive interviews with out-of-school and in-school male and female
adolescents, including extensive inquiry into the social norms surround-
ing sex, the demands of their daily lives, and risk behaviors. They found
links between socioeconomic and gender role-related factors. For exam-
ple, many of the out-of-school girls spent time doing household chores at
their parents’ or relatives’ homes without compensation, a situation that
encouraged requesting cash or gifts for sexual favors from out-of-school
boys. In addition, many were having sex with older men “who were ask-
ing for or performing a wider variety of sexual activities. We learned in a
focus group discussion that it was not the money which necessarily drove
the girls to these adult men, but rather it was increased (financial) secu-
rity” (p. 462) they could provide in case of pregnancy and subsequent
childbirth.

Additional research used local knowledge about culture-based values
and preferences as a resource in the design of interventions. The rationale
for such efforts is provided by Herdt and Boxer (1991): “Because national
and local safe-sex campaigns are now reaching previously inaccessible
communities, including hidden and marginal segments of our pluralistic
society, the problem is to understand how these messages are perceived
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and received by different cultural communities” (p. 183). These same au-
thors describe the crucial role of ethnographic knowledge as a basis for
finding credible community sources to deliver interventions, locating
them in familiar community institutions such as churches, and develop-
ing community outreach programs to reach populations not typically
identified by service providers (see also Singer & Marxauch-Rodriquez,
1996).

From this same perspective, Airhihenbuwa, DiClemente, Wingood, and
Lowe (1992) discuss the important role of ethnically based values of unity
and cooperation and the significance of the extended family in African-
American communities. They suggest that these resources can and should
be incorporated into the design of interventions for African-American
populations. They cite gender roles and the community mistrust of the
White majority culture as important cultural influence on AIDS interven-
tions that require additional attention.

Finally, in addition to a focus on context, culture, and settings, the
ecology of lives also fosters insight into potential differences between the
categories imposed by outside researchers and those individuals suppos-
edly represented by those categories. For example, Singer and Weeks
(1996) suggest that “lumping individuals of differing identities, cultures,
and experiences into the same social category because they share a com-
mon potential route of infection and implementing uniform prevention
programs targeted to these otherwise heterogeneous social groupings is
not an effective way to make significant progress in halting the spread of
AIDS” (p. 489). In addition, such externally imposed categories might
lead “large numbers of individuals to be missed by prevention initiatives”
(p. 489).

By drawing attention to the ways in which individuals adapt to and cope
with their local contexts, the ecology of lives perspective embeds interven-
tion activities within the constraints, meanings of high risk behaviors,
and hopes of those for whom the interventions are intended. Applied to
individual-level interventions, it increases the chances that the intervention
will take hold and be viewed as showing commitment to understanding
the community. The knowledge gained from approaching interventions in
such a way, however, promotes an appreciation of community resources
and community struggles. This knowledge, in turn, can provide a focus
for community change efforts that simultaneously draw on community
resources and settings while targeting extraindividual forces relevant to in-
dividual risk. Acquiring such knowledge requires the development of col-
laborative relationships between outside interventionists and community
members and organizations. We now turn to the collaborative process.

BUILDING COLLABORATIVE RELATIONSHIPS AND EMPOWERING PROCESSES

Community assessment and attention to the ecology of lives represents
only the first of the three fundamental tasks of an ecologically based
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approach to interventions striving for community impact. The second and
third aspects of the ecological approach involve the development of
collaborative relationships and the creation of empowering interventions.
From an ecological perspective, the kind of relationship developed between
the intervention team and the community is itself part of the intervention
paradigm, as this relationship is a critical mediator of the intervention and
its impact. In addition, the long-range goal of community impact suggests
that while specific programs might indeed be developed and imple-
mented, they are viewed not as ends in themselves but as opportunities to
create additional community resources or capacity (Trickett & Birman,
1989; Trickett, 2002). Doing so draws attention to the ways in which local
resources can be engaged in the intervention process and can, as a result,
develop skills that can serve as a future community resource.

Collaboration as a Concept: Rationales, Aspirations, and Complexities

The collaboration concept has a long history in disciplines such as anthro-
pology (Mead, 1969) and sociology (Whyte, 1964), and it has been central to
community psychology since its inception. The intent has been to redefine
the relationship between scholar and citizen from the image of “expert and
client” to one of parties with differential expertise working together in a
synergistic way to cope with community problems. The value of a collabo-
rative stance rests on a variety of epistemological rationales and pragmatic
aspirations consistent with the intervention goal of community impact.

With respect to epistemology, Argyris has long argued the case that the
kind of relationship between researcher and subject affects the validity of
knowledge gained. In his classic 1968 essay “Some unintended conse-
quences of rigorous research,” he likens the researcher-subject relation-
ship found in controlled laboratory studies to one between workers and
management in hierarchical organizations. Thus, the same kinds of unin-
tended consequences found in laboratory research (Rosenthal, 1966), such
as physical or psychological withdrawal from the research situation, and
overt or covert hostility toward participation, are expected to occur in
community research based on the same hierarchical and noncollaborative
researcher-subject relationships.

Chavez, Duran, Baker, Avila, and Wallerstein (2003) discuss this episte-
mological issue more directly in their essay on the power dynamics of eth-
nicity, racism, and White privilege affecting the validity of information
provided in community-based research. They distinguish among four dif-
ferent levels of community dialog (e.g., what researchers might hear) that
reflect varying degrees of the authentic expression of beliefs and perspec-
tives: public discourse, hidden transcripts (subordinates gathering outside
the gaze of power and constructing a sharply critical and cultural dis-
course), coded defiance (veiled expression of hidden transcripts in public
discourse), and open defiance. They further suggest that internalized op-
pression might lead community partners to say one thing (yes) and feel
another (no).
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The fundamental epistemological premise, however, is that unequal
partnerships limit the range of valid information and thus may lead to the
development of interventions based on invalid data. Collaboration is seen
as a stance that can reduce researcher control over the research process
and research participants and, as such, may provide a potential antidote
to the creation of such interventions (see Booth & Booth, 1994; DiMatteo,
Reiter, & Gambone, 1994, for empirical support). This epistemological
perspective is reflected broadly in feminist theory (Harding, 1987; Riger,
1992), community psychology (Kingry-Westergaard & Kelly, 1990; Trick-
ett, 1996), and social constructionist and contextualist philosophies of sci-
ence (Jessor, Colby, & Shweder, 1996; Rosnow & Georguidi, 1986).

Collaboration is also seen within the HIV/AIDS literature as promoting
locally useful as well as valid data. For example, Beeker, Guenther-Grey
and Raj (1998) suggest that collaboration with communities results in
a number of processes related to using knowledge generated through
research. These include “greater buy-in from community leaders, better
penetration of communities with more acceptable and culturally relevant
messages, and greater sustainability of the intervention activities and
efforts” (p. 834). Altman (1995b) provides additional rationales for collab-
oration as a means to generating useful knowledge, including the stimu-
lating of research questions of importance to those living in the community
and the information interventionists gather about the implementation of
their interventions through close contact with community members in-
volved in it. In addition, he suggests that it improves the chances for sus-
tainability and, because of that, allows an assessment of long-term effects
of the intervention over time.

Finally, through dialog between the “theory class” and citizens, collab-
oration can help reduce the disconnect between research and practice.
Freudenberg et al. (1995), in their assessment of AIDS interventions in the
United States, suggest a discrepancy between the scope and depth of pub-
lished evaluations and community practice. Published evaluations were
described as “too simplistic or superficial to make a significant impact on
the continued transmission of infection or too unique to be valuable”
(p. 300), while “the most creative, intensive, and innovative community-
based interventions were rarely evaluated, leaving these programs to re-
peat the same mistakes, unable to share their successes or failures with
others” (p. 300) (see Roussos & Fawcett, 2000, for a review of collaborative
partnerships and community intervention).

While the collaboration concept involves a variety of approaches and
definitions (Trickett & Espino, 2004), Israel, Schulz, Parker, and Becker
(1998) suggest “each (approach) is explicitly committed to conducting re-
search that will benefit the participants either through direct intervention
or by using the results to inform action for change” (p. 175). Thus, “a fun-
damental characteristic of community-based research . . . is the emphasis
on the participation and influence of nonacademic researchers in the pro-
cess of creating knowledge” (p. 177).
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The ecological perspective on collaboration is perhaps best captured
by Singer (1993) in his description of participatory action research at the
Hispanic Health Council in Hartford, Connecticut. In Singer’s model,
research

(1) is developed through a “perpetual discussion” between experienced re-
searchers and experienced community health educators and activists, and con-
sequently (2) tends to reflect issues, concerns or pressing problems as perceived
by members of the community being researched, that (3) is carried out by a het-
erogeneous research team; and (4) leads to recognition not only for the re-
searchers but also for the community-based agency that sponsors it, as well as
(5) a transfer of research skills to minority researchers, while (6) contributing to
the intervention, public education, social development, advocacy and/or em-
powerment goals of the sponsoring agency. (p. 19)

In touting the potential value of a collaborative stance, however, it is im-
portant to clarify that in practice, it is a complex, context-bound phenome-
non. For example, surveys of survey researchers (Weiss, 1977) suggest a
common wisdom about the importance of hiring indigenous interviews.
However, Huygens, Kajura, Seeley, and Barton (1996), in portraying the
role of local interviewers in a series of HIV/AIDS related studies in
Uganda, state that while “local interviewers played a crucial role in the
translation of the questionnaire into Luganda and helped to a large ex-
tent in understanding cultural meanings for the data collected . . . there
is evidence to suggest that respondents were sometimes reluctant to talk
to local interviewers about sensitive issues” (p. 225). At the same time,
these authors also provide many examples of how anthropological un-
derstanding can complement and enrich quantitative survey, such as clar-
ifying that the term “abstinence” “was actually a concept that included
various sexual practices (such as coitus interruptus and using a condom
for over 20% of their sample)” (p. 228).

In addition, when it comes to collaboration as a concept, the devil is in
the details. For example, collaboration can be constructed in such a way
as to serve the will of the researcher rather than the needs and concerns of
the community. Robertson and Minkler (1994) suggest that such is the
case when community health interventions involve what they call “ma-
nipulation and tokenistic forms of participation” (p. 305). Here, the
agenda is defined and structured by researchers, who attempt to get com-
munity members to “buy into” the externally defined agenda and aid in
carrying it out “without the members of the community ever having de-
cided whether these are the issues of interest to them” (p. 305) (see also
Cooke & Kothari, 2001).

Finally, community collaboration can raise ethical issues not clearly
covered by existing ethical codes based on the professional-client model.
O’Neill (1989), for example, suggests that the redefinition of the role rela-
tionship between professional and client as a collaborative one muddies to
whom and for what the professional is accountable. Does the concept of
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human subjects protection invoke the same sets of accountability criteria
when, as Margaret Mead (1969) pointed out, the relationship between in-
terventionist and community member is more egalitarian and involves the
sharing of power in decision making? What, for example, is the role of the
researcher in HIV/AIDS work who, because of developing a close, collab-
orative relationship with someone who has disclosed that he is HIV posi-
tive, is in a situation observing that person about to engage in unprotected
sex without telling the partner of his status (see Trickett, 2003 for addi-
tional emerging ethical issues related to collaborative inquiry)?

Collaboration, then, represents a critical component of community in-
terventions designed for community impact for both epistemological and
pragmatic reasons. However, it also represents a complex concept in need
of extensive elaboration with respect to its varied meanings, its implica-
tions for the professional role of the interventionist (Krauss, Goldsamt,
Bula, & Sember, 1997), and its role in creating sustainable community
impact.

Creating Empowering Interventions

The third and final emphasis of an ecological perspective involves the de-
velopment of interventions that create resources in the community. Such a
definition includes both a sociopolitical appreciation of increased commu-
nity clout to control local resources and such less overtly political outcomes
as the development of new skills among members of key community or-
ganizations or the creation of new settings responsive to enduring commu-
nity needs. To overly simplify, community assessment provides the content
and community collaboration the process for the development of local
skills, knowledge, and resources. This orchestrated integration makes a spe-
cific claim on collaboration to serve the goal of community development
rather than as a means of getting a specific project done.

The goal of community empowerment is increasingly found in AIDS
literature (Airhihenbuwa et al., 1992; Asthana & Oostvogels, 1996; Beeker
et al., 1998; Freudenberg & Zimmerman, 1995), and a strong case has been
made for the empowerment paradigm as a perspective that can affect
community health and well-being more generally (Altman, 1995b; Rappa-
port, 1987). The general rationale for such a stance is provided by Hawe
and colleagues (Hawe & Shiell, 2000; Hawe, Noort, King, & Jordens, 1997)
in discussions of community health promotion. Their perspective on em-
powerment involves community capacity building, or the ability of the in-
tervention to mobilize others in the community in an effort to “prolong
and multiply health effects” (p. 29) of specific interventions.

Creating empowering interventions, then, involves creating programs
and processes geared toward creating a change in community capacity.
Change in community capacity, within an ecological perspective, rests on
a knowledge of existing community structure and resources, ongoing col-
laborative relationships organized around the shared goal of community
betterment, and the linking of interventions with community resources in

Community Interventions and HIV/AIDS 19



a capacity-imparting manner. It requires a long-range time commitment
(see Singer & Weeks, this volume) and a community-embedded vision for
how specific intervention activities and programs can help define and pro-
mote subsequent local intervention agendas. It requires a “from the inside
out” perspective on the tasks facing local community organizations who
carry out such interventions (Miller & Greene, this volume). The ecologi-
cal perspective of the current chapter represents one initial effort to pro-
vide a mindset and roadmap for approaching this task (Trickett & Birman,
1989).

However, as Beeker et al. (1998) point out, there are many fronts on which
progress must be made if the goal of community interventions involves
community impact. One such goal involves the conceptual articulation and
subsequent assessment of such key concepts as community capacity and
community empowerment in the community context. Recently, several
efforts have been made to describe and operationalize such concepts. Lav-
erack and Wallerstein (2001) outline a series of theoretical and practical
questions guiding the intervention process from an empowerment per-
spective,” including “who is the community in a program context?” and
“how does the empowerment approach (to community development) in-
fluence stakeholder roles and responsibilities?” Goodman et al. (1998)
provide a set of dimensions relevant to the community capacity construct,
including the nature of citizen participation, the development of local skills,
the ability to access and share resources, and the development of interor-
ganizational networks. Additional essays focus on perception of individ-
ual, organizational, and community control (Israel, Checkoway, Shulz, &
Zimmerman, 1994) and measuring the degree of community mobilization
(Cheadle et al., 1998). Thus, the momentum described at the beginning of
the chapter for alternative approaches to community intervention involv-
ing community impact in HIV/AIDS is complemented by work across
varied areas of behavioral science.

CONCLUSION

From an ecological perspective, directing attention to the community im-
pact of HIV/AIDS interventions represents first and foremost a paradigm-
stretching or altering set of activities. It includes the development of
conceptual frameworks for understanding the community context and the
development of methods for doing so: It necessitates a multiple-method
approach to understanding the ecology of the lives of those targeted for
intervention, as well as those attempting to deliver them (see Miller &
Greene, this volume); and it mandates the development of reciprocal, col-
laborative relationships in the design, conduct, and evaluation of interven-
tions. In addition, it suggests that external agencies at the local, state, and
national level who fund such work consider how to promote scientific
accountability while remaining responsive to community-defined issues
and influence over problem definition. One specific implication of this is
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adopting a time frame that supports local planning and the development
of authentic and expedient collaborative relationships between interven-
tionists and community groups and institutions.

The bottom line is that increasing community capacity, developing re-
sources that can serve communities well over time, is not a 3- to 5-year proj-
ect but an ongoing commitment. Sustainability of that commitment is a
daunting yet critical task. The current chapter, and indeed the book, is in-
tended as a stimulus for thought about how to embed current work on AIDS
interventions within the critical task of community development. The intent
and hope of the book is to provide ideas, examples, and issues that can fur-
ther our understanding of and ability to appreciate the diversity and com-
plexity of our communities while simultaneously contributing to our
ability to become a resource to those living in them.
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Multiple Pathways to Community-Level
Impacts in HIV Prevention:
Implications for Conceptualization,
Implementation, and Evaluation
of Interventions

Hirokazu Yoshikawa, Patrick A. Wilson, 
John L. Peterson, & Marybeth Shinn

In recent years, researchers, community-based organizations, activists, and
policy makers have called increasingly for community-level change in HIV
prevention. Behavioral interventions to prevent HIV infection in the
United States, particularly those evaluated by researchers, were most com-
monly directed toward the individual or small-group levels of behavior
change in the 1980s and early 1990s. The two most glaring shortcomings
of this approach have been pointed out many times: neglect of efforts to
change contextual and structural influences on HIV infection, and lack of
attention to culturally specific influences omitted from most individual-
level theories of behavior change (Diaz, 1998; Friedman, Des Jarlais, &
Ward, 1994; Hays & Peterson, 1994; Ickovics & Yoshikawa, 1998; Kelly,
1999; National Institutes of Health [NIH] Consensus Panel, 1997; Sobo,
1995; Trickett, this volume). More importantly, these shortcomings limited
evidence-based efforts to bring about community-level reductions in HIV
infection. In the past decade, funding agencies, researchers, and activists
have engaged in multiple efforts to implement and evaluate community-
level HIV prevention across the United States with populations such as in-
jection drug users (IDUs), men who have sex with men (MSM), women,
and youth. These interventions have been based on theories that bring
much needed extraindividual levels of analysis—whether at the social net-
work, organizational, or community levels—to the behavioral science base
of HIV prevention.

This chapter outlines the multiple pathways that may lead to community-
level reductions in the incidence of HIV/AIDS. Change in communities,
like change in other complex social systems, can operate in multiple ways—
that is, a variety of causal processes involving multiple subsystems within
communities can lead to the common goal of reduction of HIV infection.
We believe that the field of HIV prevention has only begun to consider the
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many ways in which prevention can occur at the community level. By ex-
panding the scope of such efforts, we hope to inform the conceptualiza-
tion, implementation, and evaluation of community-level interventions.

SOCIAL CAPITAL AND SOCIAL BARRIERS AS CHARACTERISTICS
OF COMMUNITIES AND TARGETS FOR COMMUNITY-LEVEL HIV PREVENTION

We begin with two questions: What is a community? What is a community-
level effect in HIV prevention? It is particularly important to establish clear
definitions of community and community-level prevention, as they differ
from the public-health notion of a population and populationwide preven-
tion. At first glance, a community and a population may seem like identical
terms. Both can define a group of individuals through geographic char-
acteristics (e.g., natural boundaries, resident-perceived boundaries, or po-
litical boundaries; Heller, 1989), demographic characteristics (e.g., race,
ethnicity, sexual orientation, or a particular minority or majority status), or
a combination of the two. Then what makes a community distinct from a
population? For our purposes, we define a community as a geographically
and/or demographically defined population with 1) a social identity, and
2) some evidence of social capital. Bourdieu (1986, p. 248) defined social
capital as “the aggregate of the actual or potential resources which are
linked to possession of a durable network of more or less institutionalized
relationships of mutual acquaintance and recognition—or in other words,
to membership in a group.” Putnam (1995) described it as “features of
social organization such as networks, norms, and social trust that facilitate
coordination and cooperation for mutual benefit.” Dimensions of social cap-
ital are regularly cited as important characteristics of communities in sur-
veys of community residents (MacQueen, McLellan, Metzger, & Kegeles,
2001; McMillan & Chavis, 1986; Sarason, 1974).

This definition of community already begins to suggest how community-
level prevention may differ from what we view as the more encompassing
term, populationwide prevention. That is, communities in this definition
are distinguished from populations through patterns of care, support, so-
cial norms, communication, and resources across individuals who are
nested within multiple kinds of networks (e.g., family, social, and organiz-
ational) and linked by a common social identity. These aspects of social
capital represent particularly important targets for change, or resources
that can be used to create change that, by definition, goes beyond the indi-
vidual level of analysis.

At the same time, the challenges of community-level HIV prevention
often stem from social barriers that obstruct the levels of care, support, so-
cial norms, communication, and resources that may lead to HIV risk re-
duction. These barriers include class-based stratification; discrimination
and power imbalances across social categories such as gender, race, eth-
nicity, age, or sexual orientation; and taboos and stigmas regarding partic-
ular behaviors, such as drug use or particular forms of sexual behavior.
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We argue, then, that successful community-level HIV prevention not only
targets particular dimensions of social capital for change but also ad-
dresses social barriers in the relevant community in its intervention strate-
gies. This approach is consistent with the tenets of community psychology,
which examine influences on behavior that cross multiple levels of analy-
sis (e.g., individuals, small groups, organizations, and community; Peter-
son, 1998; Revenson & Seidman, 2002).

What are the multiple pathways through which community-level im-
pacts in HIV prevention may be achieved? Which appear to be underuti-
lized, whether for particular populations, community contexts, or modes of
transmission? How have programs that successfully reduced HIV risk or
incidence changed levels of social capital or social barriers in communities?
The remainder of this chapter will address these questions. Our discussion
differs from prior ones in this area; they typically focus on contex-
tual or structural factors that predict HIV risk, or summarize successful
community-level prevention programs. In contrast, we have chosen to or-
ganize the chapter according to different pathways that lead to community-
level impacts. We discuss: (1) grassroots community mobilization, (2) the
aggregation of subgroup-level change, (3) the aggregation of setting-level
change, (4) organizational and institutional change, (5) change in public
policy, and (6) the adoption and replication of interventions involving any
of these pathways. For each, we offer exemplars and then note challenges
they pose for evaluation and next steps in research.

Pathways to Community-Level Change

Grassroots Community Mobilization Grassroots community mobilization,
through processes of community organizing and social action, has led to
some of the largest community-level changes in health behavior on record
(Hays & Peterson, 1994; Revenson & Schiaffino, 2000; Ross & Kelley, 2000).
The response of the White gay communities in large urban centers to the
AIDS epidemic in the 1980’s, in the absence of government action, is a
stunning example. The rise in both service provision and radical activism
that occurred in those years among members of the mainstream gay com-
munity has been well-documented (Kramer, 1989; Rofes, 1996; Shilts,
1987). These efforts involved the mobilization of social capital, the actual
and potential social and organizational resources, of the gay community.
They led to the creation of new settings (e.g., advocacy organizations),
changes in policy (e.g., speeding up the federal approval process for AIDS
treatments), and the mobilization of natural opinion leaders to diffuse new
norms in the community. For example, over a 3-year period from 1984 to
1987, the proportion of episodes of anal intercourse in which a condom
was used rose from approximately 25% to 70% in a primarily White longi-
tudinal sample of 624 gay men in New York City (Martin, Dean, Garcia, &
Hall, 1989).

As early as 1990, however, it was clear that the enormous reduction in
HIV risk behavior among White gay men was not paralleled among
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African-American gay and bisexual men. In 1990, African-American gay
and bisexual men in San Francisco, Berkeley, and Oakland reported rates of
unprotected anal intercourse (UAI) of more than 50% in the past 6 months,
compared to rates among White gay men in San Francisco of 15%–20%
(Peterson et al., 1992). Although rates of UAI among all groups of gay men
increased in the late 1990’s, particularly after introduction of highly active
antiretroviral treatments (HAART), racial disparities have persisted. A
seven-city study of young men who have sex with men showed that Latino
and especially African-American MSM had substantially higher rates of
seroprevalence than White gay men in 1999 (Valleroy et al., 2000). There is
evidence that social barriers, particularly multiple experiences of discrimi-
nation (e.g., racism, homophobia, and economic hardship), are predictive of
the high rates of UAI among Latino gay men (Diaz, Ayala, & Marin, 2000)
and therefore may be contributing to the racial disparity. Levels of eco-
nomic resources and social capital among the White, middle-class gay com-
munity who responded most strongly to the HIV epidemic were quite high;
communities who experienced discrimination, and who in addition were
more likely to lack economic resources and income, appear to have been
less able to mobilize effectively in response to the HIV/AIDS epidemic.

An important question is whether such activism, which accompanied
the huge reductions in risk behavior among White gay men in the 1980’s,
may be associated with reduced risk among gay men of color. Recent
studies among gay men of color have found that, after controlling for in-
dicators of income and education, African-American men who engage in
community activism appear to show lower rates of UAI than men who do
not (Wilson, Yoshikawa, & Peterson, 2003). Positive associations between
community activism and self-esteem have been demonstrated among
Latino gay men, controlling for a variety of demographic factors; associa-
tions with HIV risk, however, have yet to be investigated (Ramirez-Valles,
in press; Ramirez-Valles & Diaz, 2002). Nonetheless, community-level
HIV prevention programs have begun to incorporate community mobi-
lization as a central intervention strategy with young, gay-community
men (Kegeles, Hays, Pollack, & Coates, 1999), African-American adoles-
cents (McCormick et al., 2000), and low-income women (Sikkema et al.,
2000). Such evidence strongly supports the promise of grassroots commu-
nity mobilization as an important pathway to community-level effects, in-
cluding effects on activists and on the community at large.

Continuing questions and challenges for evaluation Many questions remain
unanswered that are critical to mobilization approaches to HIV prevention.
Some focus on the process of within-community or researcher-community
collaborations. For example, what are the most-effective ways to recruit
community members into community involvement and activism? What
are the different challenges involved when community mobilization efforts
are initiated by particular CBOs vs. by community members vs. mixed
coalitions? How can outside researchers or public-health advocates stimulate
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mobilization of communities, including involvement of institutions that
have sometimes been aloof regarding community-based organizations?

Identifying the conditions under which change is most likely to occur is
a major challenge. The hypothesis that communities with higher levels
of social and economic capital are more likely to engage in community
mobilization has not been investigated across communities. The assess-
ment of community characteristics associated with effective mobilization
concerning HIV prevention could be linked to ongoing surveillance data
to explore such hypotheses. For example, the growth or decline of
community-based organizations serving a particular population, as one
indicator of the levels of resources and social capital of that population,
could be linked to surveillance data across time. Moreover, how can some
level of community activism be achieved across diverse social settings that
differ in levels of social capital and types of social structure? Research is
needed regarding the effects of organizers, settings, type of issues, com-
municator characteristics, format of communication, and message content
on community organizing (Berkowitz, 2000).

Aggregation of Subgroup-Level Change

The fact that grass-roots community organization has differential impact
in different subgroups suggests the salient influence of group differences.
Community-level impact on HIV infection can be attained by aggregating
impacts across most or all high-risk subgroups in the community. The HIV
epidemic has not occurred equally in all segments of the American popu-
lation. Different groups have access to different levels of social capital and
are exposed to different barriers and risk contexts. And cultural differ-
ences among groups may mean that there are different mediators of HIV
risk that should be targeted in different groups or that different types of
interventions may be more or less acceptable.

We suggest that type of subgroup should be considered in the design of
interventions if there is nontrivial variation in levels or predictors of HIV
risk across the relevant groups. Candidate subgroup definitions are impor-
tant social categories such as race, ethnicity, immigration status, class, and
gender; individual characteristics such as mental health or severity of drug
use; or characteristics of settings within the community. The definition
of subgroups in a particular community-level intervention depends, of
course, on what boundaries are set around the original definition of com-
munity. Formative and prior research about the structure of social capital in
a community, along with social barriers, contexts of risk, and cultural pref-
erences, are vital in determining which subgroups may be most important
to consider.

Whatever the definition of subgroups in a community, variation across
them in HIV risk and factors associated with risk may indicate how inter-
ventions need to differ for various subgroups. Social barriers and discrim-
ination, for example, may represent an important source of such variation.
Research on gay men of color in the United States shows that experiences
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of discrimination, their associations with HIV risk, and levels of HIV risk
themselves may differ for African-American, Latino, and Asian/Pacific
Islander gay men (Carballo-Diéguez, 1998; Diazet al., 2000; Peterson,
Bakeman, & Stokes, 2001; Stokes & Peterson, 1998; Valleroy et al., 2000). A
community-level program targeting the overall population of gay men
may need to address these different patterns in theory and strategies of in-
tervention to maximize impact across racial/ethnic groups. The tension
between a uniform program model and tailoring to specific populations
has been recently explored regarding the need to tailor the program across
cultural subgroups within the originally targeted population (Miller,
Klotz, & Eckholdt, 1997).

Research on injection drug users (IDUs) in urban communities illus-
trates two important types of subgroup differences with implications for
interventions: demographic factors (e.g., race, gender, and age) and the
distance between one’s risk network and the risk network “core” in a given
community. Drug risk networks in the United States are often racially
structured. In other words, there is an assortative mixing pattern among
IDUs in which Caucasians are most likely to share needles with other Cau-
casians, Latinos with other Latinos, etc. (Neaigus, Friedman, Kottori, &
Des Jarlais, 2001). Similarly, IDU networks are also structured by age and
gender (Somlai, Kelly, Otto-Salaj, & Nelson, 1999), with older IDUs avoid-
ing younger ones, and men injecting in venues with few women. These as-
sortative risk networks are likely to have specific group/cultural norms
regarding needle sharing and HIV risk (Des Jarlais et al., 1995; Somlai
et al., 1999) and are unlikely to overlap. Such evidence of social barriers
presents a challenge to programs targeting needle sharing in a community
that encompasses such subgroups. Research by Friedman et al. (1994)
showed that “core” members of IDU risk networks (defined as those with
links to at least two other networks aside from their primary one) were at
significantly higher risk for HIV infection than IDUs in other risk network
locations.

Variation in subgroups is important to consider not only in concep-
tualization but also in implementation of community-level interventions.
Differential coverage or penetration of the program across different sub-
groups may reduce the overall efficacy of the program. For example, a re-
cent community-level randomized trial testing the impact of increased
STD treatment in Ugandan villages (via universal delivery of home-based
mass antibiotics) found significant effects in reducing non-HIV STD inci-
dence but no significant overall effects in reducing HIV incidence (Wawer,
1999). A prior trial in Tanzania, similar in approach, had been successful
in reducing both disease outcomes (Grosskurth et al., 1995). Boily, Lown-
des, and Alary (2000) hypothesized that differential coverage of high- and
low-risk populations may have been responsible for the lower impact in
Uganda. In a simulation analysis they showed that coverage of 80% of
both high- and low-risk groups by the intervention would have resulted in
a significant community-level impact on HIV incidence; however, if only
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40% of the high-risk group were treated, the impact would not have
reached statistical significance. No community-level program evaluations
to date have examined differential exposure among subgroups as an ex-
planation for variation in program impacts across subgroups.

Continuing questions and challenges for evaluation Producing community-
level change through aggregation of impacts across subgroups presents
particular challenges to evaluation in defining relevant subgroups and
mapping differential risks, barriers, contexts, and resources. Different
mechanisms of change must also be considered. Many community-level
HIV prevention efforts incorporate theories of behavior change that are
tailored to particular subgroups in the target community, whether on the
basis of race/ethnicity, immigration status, sexuality, SES, etc. (Yoshikawa
et al., in press). This suggests that impacts of the overall package of pre-
vention approaches in a community may differ by subgroup, and that the
mediators of such impacts may differ by subgroup. Questions have re-
mained unexplored in the field regarding whether impacts of community-
level HIV prevention differ systematically by important subgroups, and if
so, why? Given the surge in community-level programs evaluated in the
past decade in the United States, many of which occurred across multiple
sites, a synthesis (preferably meta-analytic) is now possible and needed
across sites and evaluations to explore how impacts on risk behavior and
hypothesized mediators differ by subgroups of interest, as well as by in-
tervention approach.

Aggregation of Setting-Level Change

Another approach to preventing HIV infection focuses on settings or social
networks. Successful interventions of this type use opinion leaders to in-
fluence social norms for sexual behavior or injection drug use in existing
settings or social networks, or create new settings where peer networks de-
velop that can keep friends safe. Community change comes about by the
aggregation of change in norms across settings within the community. For
example, the well-known interventions to reduce HIV risk among gay men
in small cities in the United States used diffusion of innovation theory
(Rogers, 1995), recruiting opinion leaders to diffuse safer sex norms in bars
in which opinion leaders were identified and trained to endorse safer sex
and other risk-reduction activities in conversations. The intervention suc-
cessfully reduced mean frequency of unprotected anal intercourse (UAI) at
the city level among non-transient patrons of the bars who were not in ex-
clusive relationships (Kelly et al., 1997). In addition, there was an increase,
relative to baseline, in the number of condoms taken by men from the bars
during the follow-up periods in the intervention cities, but not in the con-
trol cities.

Researchers have also endorsed enlisting opinion leaders of IDU net-
works to act as “agents of change” for other members as a pathway to
community-level HIV-risk reduction among IDUs (Hutchinson, Taylor,

34 Community Interventions and AIDS



Goldberg, & Gruer, 2000; Neaigus, Friedman, & Hopkins, 1994; Neaigus
et al., 2001). For example, research conducted in Scotland revealed that the
reach of a needle exchange program (NEP) was limited by the geographic
range frequented by IDUs who could be potential clients (Des Jarlais,
1995). Study participants (IDUs) who lived within 1 mile of a needle ex-
change site were less likely to engage in needle sharing than those living
farther away. Valente, Foreman, Junge, and Vlahov (1998) found that
“satellite exchangers,” or individuals who were high-volume exchangers
at the programs and who redistributed sterile syringes to other IDUs,
were instrumental in extending the reach of another NEP, and thus helped
reduce HIV infection through injecting drug use in the community (how-
ever, reach was defined in this study simply as the number of target popu-
lation members who exchanged needles, not geographically).

Creating new settings that serve as gathering places for social networks
(and sources of social capital) appears promising in bringing about
community-level change in HIV risk behaviors among both IDU and MSM
populations. For example, the AIDS Community Demonstration Projects
in Dallas, Denver, Long Beach, New York, and Seattle coupled an opinion-
leader intervention with the creation of new social settings, an approach
that has been central to community psychology (Cherniss & Deegan, 2000;
Sarason, 1972). The created settings (storefronts) served as training and
networking spaces and drop-in centers for community members (Simons
et al., 1996). Networkers and interested individuals could also pick up
health supplies (condoms and bleach kits) and other materials at the store-
fronts. Thus, by creating a setting within the community, and by building
peer networks of friends keeping other friends “safe,” the programs were
able to distribute the intervention message to at-risk populations. The
intervention produced significant movement, on a stage-of-change scale
based on the transtheoretical model, toward consistent condom use with
primary and secondary partners (Center for Disease Control [CDC] AIDS
Community Demonstration Projects Research Group, 1999).

The Mpowerment Project, a community-level intervention targeting
young gay men’s HIV risk behaviors, also rented meeting space in the
small cities targeted. These spaces (for example, a house with multiple
rooms for meetings and socializing) served as community centers for pop-
ulations that had no such gathering place, aside from bars. As in the AIDS
Community Demonstration Projects, the centers served multiple purposes:
as the base for outreach to other settings, and as the site for small-group
workshops and social events. The Mpowerment Project has shown positive
impacts at the community level on consistency of condom use with pri-
mary and secondary partners in the short term, in comparison with a
matched community (Kegeles, Hays, & Coates, 1996). Thus, these pro-
grams show the efficacy of not only targeting social networks for behavior
change but also creating settings that are both attractive to the networks
and facilitate risk reduction. The programs provide space for increasing
the social capital for risk reduction in their respective communities.
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Continuing questions and challenges for evaluation Additional theoretical
and empirical work is needed to clarify when and how effects at the set-
ting level aggregate to produce effects at the community level. The aggre-
gation of setting-level effects needs to be modeled as a dynamic process.
Are there threshold effects, such that relatively small increases in num-
bers of settings targeted bring about discontinuously large cumulative im-
pacts? What effect size is required per setting in order to achieve overall
community-level impacts? Does aggregation of setting-level effects depend
on the structure of social capital in communities? Relevant dimensions
may include the number of settings and the degree to which clientele are
stable or individuals circulate among a small number of settings, or
whether different settings serve nonoverlapping subgroups. This kind of
information may prove useful in the relatively common situation in which
organizations build community-level prevention in the context of a range
of already existing settings and social activities.

It is also critical to elaborate our understanding of the relationship be-
tween social networks and physical settings, which are often targeted si-
multaneously in approaches based on diffusion of innovation. It is unclear
to what extent change in networks is related to changes in settings. The
distinction here is between social networks, which may function across
multiple settings, and the settings themselves. Diffusion of innovation
theory does not pay much attention to this distinction; however, it may be
important when making decisions about how to implement community-
level prevention. Prevention efforts focused on networks in addition to set-
tings may be beneficial for communities in which settings have high
percentages of transient individuals, or in which a target population fre-
quents a large array of formal and informal settings (common in large
cities).

The aggregation of setting-level changes also poses several challenges
to evaluation. Difficulties arise in modeling “saturation” of a community
through setting-level impacts. Strategic sampling of settings and individu-
als within settings can clarify interdependencies within and across levels
of analysis (Linney, 2000). Settings differ in frequency of occurrence, size,
and the characteristics and risk levels of people who attend them. Meth-
ods have recently been refined for sampling day-time-venue units in a
way that takes into account such variation (Muhib et al., 2001). In evalua-
tion of the process of aggregation across settings, independence of obser-
vations, an assumption for most individual-level impact analyses, is
unlikely to hold, given that members in a community may frequent multi-
ple settings (in fact, an aim of community-level intervention is to reach the
same group of target individuals across multiple settings). The cumulative
impact of multiple components of a community-level intervention, each
targeting a different setting, is likely to be key to a community-level im-
pact, yet is very difficult to model when each component is “contami-
nated” by the others. Planned variation still represents the best way to
evaluate the active components in a multiple-component program; all
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possible combinations need not be tested in separate conditions to do this
(West, Aiken, & Todd, 1993).

Organizational and Institutional Change

Some prevention programs have built upon the social capital of their com-
munities by recruiting formal and informal organizations or institutions
as part of their intervention strategies. A wide variety of settings are avail-
able in the organizational life of American society to promote community-
level change in HIV risks. Private and public sector organizations and
institutions include those related to work (e.g., corporations, labor
unions), education (e.g., public schools), religion, health care, human ser-
vices, and voluntary organizations (e.g., self-help groups). Organizations
are typically somewhat broader than settings, with more internal struc-
ture, and may comprise multiple settings. Institutions may be systems of
organizations (e.g., a public school system, the Catholic Church), and typ-
ically embody a set of values and norms that may facilitate or impede HIV
prevention. Service systems interventions are sometimes considered rep-
resentative of institutional change (Sumartojo, 2000).

Zimmerman (2000) distinguishes between empowering and empow-
ered organizations in what they provide to members and what they
achieve in the community. Empowering organizations provide opportuni-
ties for people to gain control over their lives, whereas empowered organ-
izations influence policy decisions or provide effective alternative services.
A community achieves empowerment to the extent that it has a sufficient
coalition of both empowered and empowering organizations and has ac-
cessible resources for all community residents. Changes in organizational
or institutional structure and culture can thus facilitate wider processes of
community mobilization and change (Shinn & Perkins, 2000) or create bar-
riers to community change. Also, organizations can contribute to HIV pre-
vention through diffusion of innovations and social marketing or provide
direct services or serve as the locus for individual and small-group inter-
ventions. A single intervention may include multiple such components.

Lauby, Smith, Stark, Person, and Adams (2000) implemented a multi-
pronged program to create change in HIV risk among women at the level
of neighborhoods and housing developments. This program—the Women
and Infants Demonstration Project—was based on the intervention model
of a prior five-city demonstration (CDC AIDS Community Demonstration
Projects Research Group, 1999). One component of the program involved
recruiting neighborhood organizations, small businesses, and social agen-
cies to distribute intervention materials and host workshops. Demograph-
ically similar, but geographically distant, neighborhoods and projects
within the same cities were used as comparison sites. After 2 years of the
intervention, women in the intervention communities showed increases in
attempts to influence partners to use condoms, decreases in reports of
never talking to partners about condoms, and a trend toward decreased
reports of never using condoms.

Community-Level Impacts in HIV Prevention 37



Social marketing initiatives often require working with multiple organi-
zations in order to reach a large proportion of their intended audience
(Holtgrave, 1997). The few rigorously evaluated social marketing initiatives
in HIV prevention that involve multiple organizations used a coalition-
building process. For example, the Project Action demonstration in Port-
land, Oregon aimed to reduce sexual transmission of HIV risk among
adolescents by placing condom vending machines throughout the city.
Prior to such placement, presentations were made to local community
groups who then approved placement of the machines in settings fre-
quented by large numbers of adolescents. In a replication of this project,
the Prevention Marketing Initiative, multiple organizations (e.g., radio sta-
tions, highs schools, retail outlets, community centers, and local transit
systems) were asked to sponsor particular components of the intervention
and recruited into a similar coalition. The number of channels through
which adolescents were exposed to the intervention was associated with
condom use during their most recent sexual encounter with their main
partners (Kennedy, Mizuno, Seals, Myllyluoma, & Weeks-Norton, 2000).

School systems may be expected to provide opportunities to produce
community-level changes in HIV risk reduction among the nation’s youth.
Schools represent the single institution in America regularly attended by
95% of youth between 5 and 17 years of age (National Center for Education
Statistics, 1993). Given the threat of AIDS and other STDs, some school
systems have begun to make condoms available. For example, New York
City high schools distributed condoms as part of a broader HIV/AIDS
prevention program guided by a school-based team of teachers, parents,
school administration, students, and health resource staff. Compared to
students without a program in Chicago, New York students reported
higher use of condoms during their most-recent intercourse, but no higher
levels of sexual activity. Results controlled for demographic, psychosocial,
and behavioral variables. Benefits were most pronounced, but still modest,
for students at highest risk (Guttmacher et al., 1997). However, less-
elaborate programs show fewer results, which prompted Kirby (2000) to
conclude that these programs add little to the extensive availability of con-
doms in stores, and hence are unlikely to dramatically impact STD or HIV
transmission without the more comprehensive initiatives warranted.

Religious institutions represent an underutilized resource for community-
level HIV prevention efforts. Putnam (1995) notes that American’s most
common associational membership is religious, and the prominent influ-
ence of religious institutions on American life has been well-described
(Pargament & Maton, 2000). With nearly 150 million members in the
United States, religious institutions have been accessible to wide segments
of society, especially the poor and ethnic minorities, for whom the church
is central to the community. Religious settings have the resources to pro-
vide contact with their congregational members and outreach to the com-
munity through a variety of interventions, such as drug abuse prevention,
youth academic mentoring, and community revitalization. However, there
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are limited data on the involvement of religious institutions in the preven-
tion of HIV, and religious leaders have often opposed prevention pro-
grams such as condom distribution in schools or needle exchange programs
on moral grounds. Ayres (1995) describes homosexuality, illicit drug use,
prostitution and marital infidelity as contentious issues for clergy and con-
gregations that limit the involvement of religious institutions in HIV/
AIDS prevention. Studies have documented the wide perceptions of stigma
toward homosexuality among some religious congregations (Woodyard,
Peterson, & Stokes, 2000). Social scientists have tended to ignore the po-
tential of religious institutions while working more closely with other
organizations and institutions.

Health care systems have also been targets of prevention efforts, for ex-
ample, in a program that aimed to increase HIV-related risk assessment
and counseling by primary care providers within a health maintenance
organization (HMO) (Dodge et al., 2001). The program used a combina-
tion of diffusion of innovation methods (providing one provider on each
practice team with 6 hours of training), a workshop for other team mem-
bers, training of support staff, and on-site team resource staff to encourage
HIV and other STD screening. In a single-group time series analysis, the
intervention produced consistent increases in recall of discussions of HIV
and other STDs, discussions of HIV prevention, provider inquiries about
sexual behaviors and risk factors, and discussions of ways for the patient
to reduce risk. However, the intervention was not successful in increasing
rates of counseling about negotiation of condom use.

In areas with little public-health infrastructure (such as in much of the
developing world), the creation of a coordinated service system may have
communitywide impacts on HIV infection. For example, a well-known
STD counseling and treatment intervention in Tanzania created such an
infrastructure for STD treatment in the rural region of Mwanza. An STD
clinic and laboratory were first established in Mwanza to monitor the im-
plementation of diagnosis and treatment regimens, and the incidence of
STDs. Then, staff from health centers and dispensaries across the region
were trained to diagnose and treat STDs in villages and to provide infor-
mation about STDs and inform residents about the availability of effective
treatment. Twelve communities in the region were randomized in matched
pairs, with six assigned to an intervention condition and six to a delayed-
intervention condition. At the 2-year follow-up assessment, HIV incidence
was lower in the intervention communities in all six pairs, with overall in-
cidence rates of 1.2% in intervention communities and 1.9% in comparison
communities (Grosskurth et al., 1995).

Using a coordinated service delivery system to create community-level
change has received much attention in the research literature on HIV
transmission among IDUs in drug treatment programs (O’Conner,
Selwyn, & Schottenfeld, 1994; Knowlton et al., 2001). However, very little
empirical research has examined the impact of such interventions on HIV
risk. Programs in the United States that have effectively created service
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infrastructures similar to those described in the Mwanza study target
mostly HIV-infected IDUs and serve as a tertiary prevention, or treatment
intervention. For example, Selwyn, Budner, Wasserman, & Arno (1993) ex-
amined the feasibility of on-site primary care services and their use by
both HIV-positive and HIV-negative IDUs within an outpatient methadone
maintenance program. By examining service usage rates, diagnoses, and
prophylaxis (e.g., prescription drugs to combat HIV, condom distribu-
tion), the researchers concluded that interventions that integrate medical
services into drug treatment programs may decrease HIV transmission,
promote access to AIDS-related medical services, and lower the costs of
acute medical care among HIV-infected IDUs. Thus, preliminary research
highlights the importance of broadening the scope of interventions from
HIV-risk reduction needs to overall health.

Continuing questions and challenges for evaluation There are many unan-
swered questions in the area of organizational and institutional change.
We consider organizations first. To what extent are organizations them-
selves the targets of change or simply the loci for other sorts of preven-
tion? If the former, what dimensions of organizations are important
mediators of effects on HIV risk (e.g., changes in organizational struc-
tures, norms, or roles)? Does it matter whether the central mission of
the organization is related to HIV, health, or a completely unrelated
area? The evaluations to date have not disentangled organizational
change processes from the impacts of particular services the organiza-
tions offered.

The type of organization may be important in influencing the success
of community-level prevention. In what types of organizations are inter-
vention efforts most likely to be sustained so that changes in communica-
tion patterns and norms are incorporated in the social capital of the
community? Do different organizations reach different population sub-
groups? In multisite community-level programs, is success related to the
proportion of target organizations that are involved? When the services
and intervention components in multisite evaluations are similar, one
might investigate how differences in organizational structure and pro-
cesses lead to site-level differences in effects.

Important issues in institutional change include how social scientists
can best work with institutions to mobilize their potential for sustained
prevention efforts and to overcome barriers reflected in values and norms,
so that social capital is mobilized for, rather than against, HIV risk reduc-
tion. As for smaller-scale organizations, other questions concern the ex-
tent to which institutions should be a locus for other sorts of change
efforts, or themselves the target of changes, and how change efforts may
be sustained. The role of institutions in influencing public policy and both
lending authority to, and shaping the approach of, larger coalitions is also
critical. The effects of increasing institutional capacity to affect local, state,
and federal policy relevant to HIV prevention has been explored in
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multiple case-study designs (Holtgrave, Harrison, Gerber, Autlman, & Scar-
lett, 1996; Johnson-Masotti, Pinkerton, Holtgrave, Valdiserri, & Willingham,
2000), but has yet to be extended to effects on prevalence or incidence.

An additional issue for evaluation of organizational and institutional
change efforts is the relationship of both implementation of the interven-
tion and exposure of individuals to intervention components to community-
level impacts. Both implementation and exposure are crucial mediators of
the effects of community-level prevention on individual-level risk behav-
ior. But the fact that they are distinct processes is usually ignored. Many of
the community-level programs discussed in this chapter examined expo-
sure of individuals to the intervention as a single continuous dimension,
and conducted (usually nonexperimental) analyses showing that expo-
sure was associated with improvements in risk behavior (CDC AIDS
Community Demonstration Projects, 1999; Lauby et al., 2000). However,
no evaluations that we are aware of have linked features of implementa-
tion of community-level HIV prevention to risk behavior.

In addition, both exposure and implementation are potentially multidi-
mensional; individuals may be exposed to components of a community-
level intervention at different levels of intensity (Yoshikawa, Rosman, &
Hsueh, 2001). Most evaluations conducting exposure analyses simply use
an index of exposure when patterns of exposure are likely to be complex.
Similarly, when implementation in social intervention research is as-
sessed, it is often reduced to a single index; community-level programs
may vary in the quality of implementation, by component or by level of hi-
erarchy in a complex organization or institution. In addition to quantita-
tive methods of investigating such questions, comparative ethnography
(across organizations or across levels within organizations) may be pro-
ductive in exploring links to the risk behavior of community members.

Change in Public Policy

Intervention strategies in HIV prevention often require public policy
change, such as needle exchange, partner notification, HIV testing and
notification of pregnant women, and the regulation of settings deemed to
be high risk, such as bathhouses or commercial sex establishments. Pub-
lic policy represents a specific instance of institutional change, in that
government decisions are involved. Some of the most successful efforts at
community-level HIV prevention have occurred in the policy arena. For
example, Thailand’s model 100% Condom Use program for sex establish-
ments (in which condoms were required in all sexual encounters) re-
sulted in spectacular increases in condom usage among sex workers in
that country. An initial pilot implementation of the 100% condom use pol-
icy was conducted in the Ratchaburi province in 1989. Following promis-
ing evidence of the impact of that program on condom usage among sex
workers, the policy was expanded to cover the entire country in following
years. Between 1989 and 1993 the use of condoms in commercial sex in-
creased from 14% to 94%, in a series of surveys of sex workers (Hanenberg,
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Rojanapithayakorn, Kunasol, & Sokal, 1994). The number of cases of
the five most common STD’s declined by 79% during those years among
Thai men.

For IDU populations, needle exchange programs (NEPs) represent a
central policy intervention for the prevention of HIV. The successful im-
plementation of an NEP in the United States requires policy change.
Though NEPs have proven successful through reducing risk behavior and
HIV transmission in domestic and international contexts and across de-
mographic subgroups of IDUs (Servegev et al., 2000; Singer, Himmel-
green, Weeks, Radda, & Martinez, 1997; Strenski, Marshall, Gacki, &
Sanchez, 2000; Weiker, Edgington, & Kipke, 1999), only five states in the
United States have laws allowing for needle exchange programs. Most
state and local laws prohibit the manufacture, sale, distribution, posses-
sion, and advertisement of drug paraphernalia. Similarly, statutes are put
into place to restrict syringe or needle use to those with a medical pre-
scription to use such injection equipment (Gostin, Lazzarini, Jones, &
Flaherty, 1997).

Gostin et al. (1997) found three types of evidence that federal, state, and
local policies are a contributing factor in the multiperson use of needles
used for injecting drugs: 1) IDUs report that legal restrictions are a pri-
mary reason for sharing needles; 2) IDUs who receive syringes from phar-
macists rather than street sellers are less likely to share needles or to go to
“shooting galleries;” and 3) IDUs with a history of diabetes (and hence le-
gal access to needles) have significantly lower HIV seroprevalence than
nondiabetic IDUs (who lack legal access to needles). Ethnographic studies
have shown that IDUs, fearing detection of needles and the fines, incar-
ceration, and increased surveillance that accompany detection, often fail
to carry sterile syringes (Grund, Heckathorn, Broadhead, & Anthony,
1995; Koester, 1994).

The successful implementation of policies that promote sterile needle
distribution and exchange of needles among IDUs and/or repeal of regu-
lations that hinder access to sterile needles among drug users may require
change in public opinion. A common misperception in communities
across the United States is that increased access to needles will promote
drug use among nonusers and/or increase drug use among current IDUs,
though research has shown that no such relationships exist (Buning, 1991;
Lurie, Gorsky, Jones, & Shompe, 1998; Normand, Vlahov, & Moses, 1995).
Such misperceptions may foil attempts to establish NEPs needed in a
community. Many people see the establishment of local needle exchange
services as an invitation for open drug use, or a “lure” for drug users to
take up residence in one’s neighborhood, potentially decreasing social
capital and neighborhood cohesion. Although NEPs or repeal of restrictions
on needle distribution and possession may have social costs (in terms of
societal values and beliefs), cost-benefit research has shown that the bene-
fits of NEPs outweigh the fiscal costs (Buning, 1991; Lurie et al., 1998).
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Continuing questions and challenges for evaluation What are the conditions
necessary to adopt and successfully implement such policies? With respect
to adoption, Phillips (2000) has noted that the “culture of policy” can in-
volve significant conflicts among competing interests groups and stake-
holders. The positions policymakers adopt are constrained by factors that
range from assumptions about government involvement to the policy struc-
tures and personnel that frame choices. For research findings to be consid-
ered, persistence, and attention to timing, dissemination, and audience are
critical (Phillips, 2000). Public opinion also exerts a powerful influence on
the likelihood of consideration of particular policies. The examination and
fostering of change in public opinion is an emerging area in policy research
in the behavioral sciences (Gilliam & Iyengar, in press) but has yet to be ap-
plied to HIV/AIDS-related public policy in the United States.

Implementation of policy changes depends on behavior change across
multiple layers of institutional and organizational hierarchies, where even
changes at the top can be subverted at other levels (Yoshikawa & Hsueh,
2001). In the case of a condom-use policy for sex establishments, for ex-
ample, change may be required at the levels of government, local health
departments, sex establishment networks, sex establishment managers,
and sex workers. Discretion often increases as one goes down this hierar-
chy toward the level of actual interactions with affected populations (El-
more, 1980). Unfortunately, there has been little study of implementation
processes in HIV-prevention policy at any of these levels of policy-driven
change.

One exception is work on the role of pharmacies in the implementa-
tion of NEPs. Though only 10 states in the United States have specific
regulations that require a prescription for the purchase of syringes, phar-
macists have considerable discretion in deciding whether, and to whom,
to sell syringes (Gostin, et al., 1997). This discretion yields wide variation
in the willingness to sell needles to IDUs. Biases against racial minori-
ties, homeless persons, and/or young people appear to limit opportuni-
ties for pharmacy customers to purchase sterile needles (Compton,
Cottler, Decker, Mager, & Stringfellow, 1992). As a result, virtually no
pharmacies sell needles to persons without a prescription, regardless of
whether policy prohibits them from doing so. Similarly, local police may
hinder the effectiveness of NEPs through targeting and harassing poten-
tial exchangers. Blumenthal, Kral, Lorvick, and Watters (1997), in evalu-
ating the effectiveness of “underground” (not legally sanctioned) and
“tolerated” NEPs in California, found that police action and the threat of
action inhibited the operation and expansion of NEPs, decreased their
use by IDUs, and limited the number of volunteers. Thus, successful im-
plementation of policies to create structural change is contingent upon
complex, dynamic processes across institutions and organizations. And
because the jurisdictions covered by public policies are usually wider
than a single community, it is important to investigate inequalities in
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coverage by geographic area, as well as other kinds of subgroups already
discussed.

Techniques of policy analysis, which often rely on econometric tech-
niques, have not often been applied to community-level HIV prevention,
with the exception of cost-benefit analysis. Some of the community-level
programs discussed earlier have reported cost-benefit analyses, with most
finding that the programs did prove to save costs, when extrapolating life-
time medical care costs averted from number of estimated infections
averted during the follow-up period (Kahn, Kegeles, Hays, & Beltzer,
2001; Pinkerton, Holtgrave, DiFranceisco, Stevenson, & Kelly, 1998). How-
ever, researchers often assume that HIV risk reduction across the follow-
up period represents infections averted, rather than delayed (Pinkerton,
Chesson, Holtgrave, Kassler, & Layde, 2000). Thus, economic benefits
may have been overestimated, if participants who reduced their risk be-
havior during the follow-up nevertheless continue to engage in some de-
gree of risk behavior thereafter. Future cost-benefit work in this area
should incorporate different scenarios of length of delay of infection in
their sensitivity analyses.

Adoption and Replication of Interventions

Our final change pathway, the adoption and replication of successful in-
terventions in new contexts, can involve interventions at any level, involv-
ing individual, small-group, and community-level approaches. Questions
of how interventions are marketed and adopted are potentially more com-
plicated in community-level prevention than in other interventions, in
that they are more likely to involve multiple organizations and multiple
types of organizations (e.g., community-based organizations, governmental
and private funders, and “intermediary” organizations providing techni-
cal assistance). The choice of interventions to adopt—a process that occurs
“before the beginning”—is also often a community-level effort.

Recent work in HIV prevention has begun to consider the complex pro-
cesses involved in adoption of preventive interventions by organizations.
One study applied Rogers’ diffusion of innovation theory (Rogers, 1995) to
examine how 38 AIDS service organizations (ASOs) in Illinois chose ex-
ternally developed prevention programs for use (Miller, 2001). Organiza-
tions reported using five criteria for adoption most often: compatibility
with the mission, relevance to local populations, evidence regarding ac-
ceptability of the program by the populations, feasibility, and extent to
which the program fills a gap in existing services. There is also evidence
from this sample of organizations that external funding pressures and
cross-organizational learning and modeling play important roles in “tech-
nology transfer” (Miller, Bedney, & Garcia, 2002).

Another approach to examining the transfer of evidence-based pro-
grams to AIDS service organizations is to manipulate the process. A recent
randomized trial examined rates of adoption of a social-cognitive, small-
group HIV-prevention program (in versions for gay men and for women)
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that was presented in one of three ways to a sample of 74 ASOs: through
intervention manuals; through the manuals and an intensive, on-site 2-day
workshop; and through the manuals, workshop, and six monthly tele-
phone calls to provide technical assistance (Kelly, Somlai, DiFranceisco,
et al., 2000). The most intensive approach, with follow-up technical assis-
tance, resulted in significantly greater percentages of ASOs adopting the
program than the manual-only approach, at both 6-month and 12-month
follow-up assessments.

Since 1995, the CDC has required health departments that receive fund-
ing from the federal agency to engage in community planning processes
to determine effective ways to spend HIV prevention funds. The processes
that community planning groups use to prioritize interventions and pop-
ulations have begun to be studied (Holtgrave et al., 1996; Johnson-Masotti
et al., 2000). Community planning groups have found the prioritization of
populations (e.g., by race/ethnicity) particularly difficult, with a variety
of methods used to develop group consensus. However, by the fifth year
of implementation, a majority of the planning groups were using local
needs assessments, epidemiology, and behavioral sciences to prioritize in-
terventions and populations (Davis et al., 2000).

The question of whether usual technology transfer mechanisms en-
courage community-level prevention strategies has been rarely examined.
Studies of AIDS service organizations in the United States often show that
the majority of ongoing prevention work consists of strategies that rely
mainly on individual, rather than community-level change: street out-
reach and small-group interventions, for example (Wong, Chng, & Lo,
1998; Yoshikawa et al., in press). Community-level prevention may require
the “transfer” of what organizations view as multiple types of interven-
tions (e.g., social marketing, small-group, coalition-building). Each type
or component may present a different profile regarding feasibility, suit-
ability to the organization and its target population, and fundability
(funding requirements often do not permit multiple modalities of inter-
vention). In addition, it may not be within the capacity of a single organiz-
ation to implement all components; a coalition-building process, for
example, may result in multiple organizations working together, with
each responsible for one element of a community-level prevention effort.
This complexity of funding and transfer issues, from the point of view of
AIDS service organizations, may be one reason why community-level pre-
vention is relatively rare.

Successful community-level interventions have begun to be replicated
systematically, with guidance from the CDC (Neumann & Sogolow, 2000).
The Replicating Effective Programs (REP) project of the CDC supports
evidence-based programs for guided replication, using criteria of success
in a controlled (though not necessarily randomized) trial. The project
funds the researchers who developed the original model interventions
to create intervention packages for dissemination to community-based
organizations, and evaluates the success of a pilot dissemination to an
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organization unfamiliar with the intervention (Kegeles et al., 2000). The
implementation of the program within that organization is then evalu-
ated, with attention to needs for both fidelity to the original model and
adaptation to local conditions (Kelly, Heckman, Stevenson, et al., 2000).

Continuing questions and challenges for evaluation Altman (1995) provides
an excellent discussion of the conflicts that community researchers experi-
ence in the transfer of innovations to community systems, such as foster-
ing effective long-term relationships between researchers and communities,
and implementing interventions that are useful to community systems af-
ter the research ends. Many of these issues, which in the language of this
chapter involve fostering social capital for prevention, should be exam-
ined in the HIV context.

Another important area for investigation in the replication of interven-
tions is the match between the target population’s behavioral norms and
preferences and community-level prevention programs (Somlai et al.,
1999; Trickett, in press). Though several kinds of community interven-
tions may in theory solve a problem, the effectiveness of a given program
may vary depending on how acceptable it is to a target population. For
example, researchers have shown that the typical “one-for-one, once a
day” exchange method used by NEPs in the United States does not give
IDUs the freedom to use clean needles within their drug use networks
(Des Jarlais et al., 1995; Valente et al., 1998), where needle sharing is most
prevalent. Similarly, studies failed to show any relationship between self-
reported use of bleach to disinfect injection equipment and protection
from HIV (Vlahov, Astemborski, & Solomon, 1994; Titus, Marmor, & Des
Jarlais, 1994); nonetheless, interventions aimed at training IDUs to clean
their needles persist. Ethnography, observation of persons in the popula-
tion, interviews, the organization of community groups, and the use of
“town hall” meetings, as well as careful attention to other aspects of com-
munity entry and collaboration, can all help to ensure that the goals of a
CBO’s intervention are in accord with the perceived needs of the target
population and the perspectives of the wider community (McCormick
et al., 2000; Rotheram-Borus, Rebchook, Kelly, Adams, & Neumann, 2000;
Trickett, this volume).

Much of the evaluation of technology transfer processes, with some
important exceptions, has been conducted using single or multiple case-
study approaches. Quantitative approaches using CBOs or staff as the
unit of analysis and aiming to test hypotheses concerning such processes
are underutilized. Given data on a sufficient number of organizations, pre-
vention planning groups, etc., such research is certainly feasible, but re-
quires analyses beyond the descriptive statistics most commonly used to
explore research questions regarding both intra- and interorganizational
variation. For example, what characteristics of intermediary organiza-
tions, community-based organizations, and the relationships between
them are most effective in bringing about high-quality implementation of
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HIV prevention programs? How does variation in site-level population, fi-
delity, adaptation, and implementation affect local program quality and
impacts on HIV risk behaviors? Research on processes of technology
transfer (e.g., Valdiserri, 2000) could be integrated with process, outcome,
and impact evaluation research.

CONCLUSION

The ultimate goal of HIV prevention is to change HIV incidence levels in
populations and communities. The evidence reviewed in this chapter sup-
ports the argument that HIV incidence is amenable to change through
community-level interventions, including grass-roots mobilization, aggre-
gation of changes across subgroups and settings, organizational and insti-
tutional interventions, changes in public policy, and the adoption and
replication of these processes in new locations. Such interventions empha-
size ways that social capital, embedded in social settings, networks, or-
ganizations, and institutions, including public policy, can be mobilized to
change the social ecology of risk in communities. They also focus on social
barriers that may obstruct efforts to reduce risk. In this conclusion we de-
scribe underexplored areas for research and action in community-level
HIV prevention.

First, it appears that certain approaches to community-level prevention
are rarely explored or evaluated. Some of the largest reductions in HIV
risk on record have come from two type of interventions—policy and
grassroots mobilization—that are among the least evaluated in HIV pre-
vention science. Policy interventions, such as Thailand’s 100% Condom
Use program, and community mobilization efforts organized not by social
scientists or public-health practitioners, but by the (White) gay commu-
nity in U.S. cities in the 1980’s, appear to have had enormous effects. Both
cut levels of risk behavior among high-risk populations by more than half.
Behavioral interventions that aspire to equivalent community-level im-
pact, typically those that employ multiple components and modalities of
intervention, have been successful but have not achieved change of that
magnitude.

Public policy interventions appear to be underutilized in the United
States, especially for IDUs. Changes in policies to promote NEPs and to
reduce barriers to obtaining syringes from pharmacies and carrying them
could have a major impact for this group. Allowing high-volume ex-
changes so that individuals can redistribute needles to their networks
would build on existing social capital to extend the reach of such pro-
grams. Similarly, community mobilization has rarely been evaluated in
community-level prevention research. Multicomponent prevention pro-
grams may benefit from adding to their media, small-group, and outreach
components greater emphasis on community mobilization to enhance so-
cial capital for HIV prevention. Although many of them engaged in some
level of coalition building, that work did not often include the full range of
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community mobilization efforts that appear to have produced the enor-
mous reductions in risk among urban, White gay men in the 1980s.

For example, political activism and advocacy, widespread recruitment
of community residents to become intervention change agents, and organ-
izational and institutional change have rarely been integrated into these
multicomponent interventions. Attending to barriers to change, especially
for high-risk subgroups that are often subjected to stigma, and targeting in-
stitutions that are important sources of social capital in minority communi-
ties may yield additional benefits. By incorporating such mobilization
efforts and tracking resultant change processes across settings, sub- groups,
organizations, and institutions, evaluators and program change agents alike
could ensure that community-level initiatives reach as high a proportion as
possible of individuals at risk.

Second, research is sorely lacking that links implementation processes
to impacts. Such research is needed at multiple levels of analysis: at the
level of organizational and institutional change, at the level of social net-
works, and at the level of social settings. We have argued that successful
community-level prevention may result from the aggregation of effects
across settings or networks in a particular community.

Third, the question of threshold effects is urgent to guide questions
about the intensity (and expense) required in community-level preven-
tion to achieve an effect of public health, social, or economic significance.
What levels of intensity of intervention components, targeting of particu-
lar subgroups, and quality and duration of implementation are enough
for detectable effects? How do such thresholds differ depending on the
mode of transmission that is being prevented and other characteristics of
a community?

Fourth, how does the success of community-level HIV prevention de-
pend on the existing structure, loci, and levels of social capital in commu-
nities? Are there ways to foster increases in the kinds of social capital that
represent “readiness” for community-level intervention? Social change ef-
forts with broader goals (e.g., antipoverty goals, community development
goals) have not often been examined as interventions that may influence
the success of HIV prevention efforts, or affect HIV risk directly.

Finally, research on all of these factors in community-level HIV preven-
tion may benefit from the application of multiple research methods and
techniques, including ecological assessments of community settings; multi-
level quantitative analyses taking into account within- and across-setting
variation; ethnographic and other qualitative methods; policy analytic
methods, such as cost-benefit analysis; and most importantly, collabora-
tive approaches to working with community residents, institutions, and
organizations. Are training institutions in the health, social, and behav-
ioral sciences providing adequate training across the full range of these
approaches? Improving the science of community-level HIV prevention
challenges our research models and may require new approaches to edu-
cational and community collaboration.
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During the first two decades of the HIV/AIDS epidemic, prevention re-
search in the United States was too often preoccupied with an emphasis
on individual-level changes for HIV prevention. One consequence of this
focus was neglect of favorable effects that can be achieved through
community-level interventions for the promotion of both healthy individ-
uals and healthy communities. Fortunately, calls to target community-
level change in HIV prevention have become more frequent and insistent.
The arguments offered in this chapter represent our attempt to answer the
question, What are the multiple ways in which activists, program develop-
ers, and researchers can bring about community-level reductions in HIV
incidence?
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3

Narrative Insurrections:
HIV, Circulating Knowledges,
and Local Resistances

Eric Stewart & Julian Rappaport

The [turn of the century] quivers with the extreme microscopic and
the extreme macroscopic; imaging and communication technologies
and the metaphoric frames they place on daily experience leave us
more knowledgeable about the distant and the tiny than we seem to
be about the proximate and the palpable. The notion that there may
also be such a thing as medium-range experience seems prosaic, yet
it is precisely in the medium range that class, race, and gender are in-
scribed on the body through the micro- and macro-politics of occupa-
tion and surveillance. Radically different metaphors of power, of
community, of resistance are deployed across different sites in the
class war surrounding AIDS.

(Patton, 1990, p. 2)

In the United States, the number of new cases of AIDS, as of 2004, is on
the rise. The rate of new HIV infection has been on the rise—even in
those communities that had previously shown remarkable declines—
for a decade or more (Odets, 1995; Treichler, 1999; Wohlfeiler, 2002). De-
spite the success of earlier community-based and focused prevention
efforts, in urban gay communities, for instance, the Centers for Disease
Control and Prevention (CDC) has officially declared that prevention
efforts have “stalled.” Furthermore, the CDC now recommends (and
funds) an emphasis on counseling or case-management for those al-
ready infected (Wohlfeiler, 2002). In this chapter, we suggest that the
narrative framework is a useful conceptual and methodological tool for
examining why prevention has “stalled,” and how its engine could be
restarted.

We begin with a brief overview of the contested meanings and repre-
sentations of HIV/AIDS in United States culture: the surrounding and
sometimes suffocating atmosphere of “circulating knowledges” about HIV.
We then provide some definitional specifics for narrative and community
narrative, and argue for their special relevance to HIV prevention and ac-
tivism. We make a case for viewing HIV prevention as a matter of fostering
local resistances and helping to excavate and proliferate “subjugated
knowledges” (Foucault, 1980, p. 81). We provide illustration of this strategy
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by presenting and analyzing two critical examples of narrating prevention
and resistance—in fact, of making prevention a matter of resistance or
“counter-practices” (Trend, 1989, 1995). Finally, we discuss some options
and implications for a narrative approach, particularly for understanding,
telling, and acting from the “inside out.” If the chapter seems critical, it is.
We try to be positively critical, in a constructive, constituting sense, but we
find the narrative landscape of HIV/AIDS to be so overbuilt that some neg-
ative, deconstructive criticism seems necessary. We hope, however, that we
have made or at least left some room for readers to draw their own moral to
this story.

CONTESTS OF MEANING: CULTURE AND HIV

HIV as holocaust, HIV as CIA biomedical experiment, HIV as vaccine
testing gone wrong, HIV as divine retribution, HIV as a medico-scientific
problem, HIV as a personal/behavioral problem, HIV as a socio-political
problem, HIV as something unprecedented, HIV as more of the same old
story, HIV as a boon to organizing and unity in marginalized communi-
ties, HIV as having fractured unity and derailed progressive social move-
ments in marginalized communities. Each of the stories so indexed
reflects a different relationship to the historical and existing order of
things and each justifies particular personal, community, and policy re-
sponses (Patton, 1990; Treichler, 1999). These narratives, and the preced-
ing list is far from exhaustive, also bear complex and equivocal meanings
for those who hold them, in part because they refer to complex, overdeter-
mined forms of power relations.

The perspective we take here is that the community context produces
and is produced by meaning-making and meaning-ascribing accounts,
the histories and experiences that inform them, and their relationships to
broader and narrower cultural narratives. The response to HIV/AIDS and
accessory medical and social scientific statements and strategies will be
determined largely by these local narrative transactions that bind lived ex-
perience to particular social institutions and relations (Aggleton, Hart, &
Davies, 1989; Altman, 1993; Hammond, 1988; Patton, 1996; Triechler, 1988,
1991; Weeks, 1993).

From this perspective, HIV/AIDS is not a “thing-in-itself ” (Rorty,
1982). HIV/AIDS has long, dense, fringe entangled in almost every other
aspect of personal and cultural life and history. Its meanings, and rela-
tionships to those meanings, shift, mutate, evolve, and devolve over time
and across contexts. In contrast to many other approaches (e.g., public
health), narrative does not try to look past or through these polysemous
temporal, epistemic, and contextual complexities; rather, a narrative ap-
proach aims to engage and perhaps mobilize them. We believe that narra-
tive, particularly community narrative, is an especially useful means to
understanding, cultivating, and/or mobilizing shared experience and con-
ceptualizations in response to HIV/AIDS.
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But, as the examples we provide demonstrate, understanding and mobi-
lizing community narratives—creating “insurrection of subjugated knowl-
edges” (Foucault, 1980, p. 81)—requires attention to the effects of dominant
cultural narratives, because they compete with, infect, and disqualify local
knowledges. The effects of dominant cultural narratives can be identified in
the ways questions are predetermined, the null hypothesis already claimed,
binarisms preset, and center and margins marked off; they circumscribe
that which goes without saying and that which is unspeakable (Cham-
pagne, 1995; Foucault, 1980, 1981; Garber, 2000; Mills, 1997; Shepard & Hay-
duk, 2002).

Foucault (1980, 1981) argued that the effects and techniques of this dis-
cursive power are most available to observation and challenge at the local
level—“the extremities of society”—because this is where they are least
“concealed.” These “extremities” are also where exceptions or counter-
effects are most observable, and where domination is confronted by the
alienation it engenders (cf., bell hooks’s “marginality as site of resistance”;
1990). We interpret this to imply a strategy of identifying and cultivating
local resistances, of sparking narrative insurrections.

NARRATIVE MEANS

The narrative literature is broad, multidisciplinary, and far from unitary.
There are, however, many good reviews relevant to social science applica-
tion that discuss narrative as an object of analysis or as a methodological
approach (Bruner, 1986; Bruner & Gorfain, 1984; Bruner, 1990; Crosseley,
2000; Denzin, 1996, 1997; Fair, 1995; Howard, 1991; Maines, 1993; Polking-
horne, 1988; Rappaport, 1998; Reissman, 1993; Wyer, 1995). There is also
exemplary work examining narrative in relation to medicine and public
health (Crosseley, 1997, 2001; Patton, 1996; Treichler, 1999). The definition
we employ here is Jerome Bruner’s (1990, pp. 43–52, et passim), which we
believe addresses critical features without being overly narrow or use-
lessly broad.

First, narrative is a means for emphasizing human “agentivity,” or goal
directed action, generally in the form of characters or actors. Second, there
is a plot, composed of a particular sequence of events and mental states,
that establishes a temporality and helps define a developing context.
Third, narrative observes “canonality”; that is, stories must observe certain
rules or conventions, recognize, and draw from, existing cultural forms or
genres. Narrative must be sensible to be viable. But crucial to our interests
here, narrative also offers the means to make the “noncanonical”—the un-
usual, the transgressive, paradoxical, or seemingly irrational—compre-
hensible. Highly relevant to matters related to sex, sexuality, drugs,
identity, and power, narrative has the capacity to provide “a logic of il-
logic,” a rationale for the apparently irrational. Fourth, narrative always
implies a perspective. Even when that perspective belongs to a definite or
imagined “we,” as in cultural or communal narratives, the presentation
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includes both the shared perspective and that of whoever is invoking it in
that instance. It is this point of view that distinguishes narrative from
scripts or schemas. Fifth, narrative is epistemic and rhetorical, and therefore
dramatic. Narratives construct, convey, and aim to persuade others of par-
ticular meanings and interpretations. Narrative, then, offers an account
both of circumstances and what these mean to the actor (and narrator), as
well as how to interpret the actor’s actions in the context of events. When
narratives are being told or invoked, the teller’s selection of a particular
narrative in particular circumstances conveys additional meaning and im-
plies an interpretation of the situation at hand (Miller, 1995). Sixth, narra-
tive is most often characterized by a “subjunctiveness,” or an openness to
readings and interpretations that allows for a certain amount of experi-
mentation with experience and meaning among narrative participants. All
of these characteristics make narrative particularly useful for social nego-
tiation and for managing apparently incommensurate experiences and
interpretations.

In these qualities, narrative offers a transcendence of the private/
public and individual/social dichotomies that have been problematic for
the conception and study of persons and culture and, glaringly, the prac-
tices associated with HIV/AIDS and HIV prevention. In emphasizing inten-
tional, participating agents constrained by but negotiating a cultural
canonality and prefigured set of meanings, narrative provides a way out
of the dilemma of cultural determinism versus unencumbered agency.
People are both constituted by and participants in constituting social
meaning, including personal and community identities (de Certeau,
1984; Miller & Goodnow, 1995). Narratives are political negotiations.
Their authoring and performance are always surrounded and defined by
a multidimensional social and cultural context. They implicate commu-
nicative practices and codes, institutional structure, complex forms and
presentations of agency, and the relations of power to knowledge (Den-
zin, 1997; Frow & Morris, 1993). To employ the terms of Bakhtin (1981,
1986) and Gramsci (1971), narratives of identity and community are so-
cial practices, “deployed across the institutionalized terrain of social for-
mation because the genres through which such ‘authorship’ takes place
are institutionally bound” (Yudice, 1990, p. 137). Thus, identity and com-
munity narratives are never entirely the property or sole creation of a par-
ticular group of people because identity and community are always
“populated—over populated—with the intentions of others” (Bakhtin,
1981, p. 294).

For example, gay or bisexual men, African Americans, youth, or IV
drug users do not “freely” author or reauthor their own narratives of com-
munity or of HIV, but must negotiate, resist, manage, subvert, or appropri-
ate from the existing repertoire of stories or genres through which people
(and disease, sex, drugs, gender, “race,” health, safety) are represented.
All persons have to do this, but in discussing marginalized and/or op-
pressed communities and problem-saturated identities, the repertoire
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tends to be more limited, less varied, and the institutional constraints
more overdetermined. Furthermore, differences in “storytelling rights”
and resources, as in White narratives about Blacks or “straight” narratives
about gay men or drug use, mean that communities not only have the task
of self-authoring positive, meaningful narratives for themselves, but also
often of “disauthoring” or divesting themselves of dominant narratives
about them.

The value of community narratives for constructing, negotiating, and
communicating meaning, agency, plot, and context for sexual and drug
use practices is potentially great for social scientists willing to engage in
dialogical and collaborative inquiry and intervention with community
members. They also offer social scientists an important role in helping to
analyze and deconstruct problem-saturated personal and community nar-
ratives and to excavate, re-author, and perform preferred and empower-
ing accounts of “I” and “we” (Denzin, 1989, 1997; Fair, 1995; Giroux,
Lankshire, McClaren, & Peters, 1996; Rappaport, 1993, 1998; Salzer, 1998,
2000; Stewart, 2002; Tessman, 1995; Trend, 1989, 1995). As social scientists,
we can assist in narrative insurrection; we can help in proliferating “sub-
jugated knowledges.”

In the section that follows, we provide two examples of community and
cross-community narratives of HIV/AIDS and its prevention that not only
took notice of the political nature of speaking to and about HIV/AIDS, but
also made it foundational. These two examples also point to different
ways of working with community identity and community difference.

Narrating Resistance

Example 1: Safe Sex Positive

Limit what sex acts you choose to perform to ones which interrupt disease
transmission. The advantage of this approach is that if you avoid taking in your
partner(s)’ body fluids, you will better protect yourself from most serious dis-
eases but also from many of the merely inconvenient ones. The key to this ap-
proach is modifying what you do—not how often you do it nor with how many
different partners . . . As you read on, we hope we make at least one point clear:
Sex doesn’t make you sick—diseases do. Once you understand how diseases
are transmitted, you can begin to explore medically safe sex. Our challenge is to
figure out how we can have gay, life-affirming sex, satisfy emotional needs, and
stay alive! (Callen & Berkowitz, 1983, pp. 1–2)

The above is an excerpt from the first published safer sex guidelines:
How to Have Sex in an Epidemic. How to Have Sex was developed by and for
the gay community and published at very low cost by News from the
Front, a political, gay press. It is remarkable for several reasons, the first of
which is that 20 years later it still stands as one of the best and most com-
prehensive sets of guidelines available. These guidelines were produced
by a group of gay men, all of whom had AIDS, who culled through extant
research, weeding out the merely fantastic and simply useless, to arrive at
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a set of relatively simple and accurate guidelines in 40 pages. The guidelines
include theories of transmission, sexual techniques, and a psychosocial
guide to coping with behavioral changes and the fear of AIDS.

How to Have Sex is also remarkable because it was written before the
cause of AIDS had been identified, while medicine and public health were
still pondering such possibilities as “excessive semen deposit” and amyl
nitrate usage, and medico-scientific camps were divided between “lifestyle
hypothesis” immunology and virology perspectives on etiology (hence
the awkward nomenclature of HIV/AIDS) (Patton, 1990; Treichler, 1999).
At the time, public health officials were informing hospital pediatricians
in the Bronx that it was impossible that AIDS was responsible for a rash of
mysterious infant deaths (Shilts, 1987).

How to Have Sex in an Epidemic is also important as an index of a particu-
lar community narrative that mobilized an extremely effective community-
based and community-wide prevention strategy years before government,
the media, and many areas of the medical and social sciences, began to
pay serious attention. HIV was present in the gay community, at least in
“front line” cities, as early as 1978. (It was also present among IV drug
users at least as early, though it went unidentified or misidentified as
“junky pneumonia” for many years).

Some statistics serve as an index of the success of the first, community-
based, and community-developed prevention effort. In San Francisco, rates
of incidence rose as high as 18.4% by 1982 then fell to 1% by 1987. In terms
of numbers, San Francisco estimates were 8,000 new cases in 1982, 1200 in
1985, and 500 in 1987 (Hessol, Lifson, O’Malley, Doll, Jaffe, et al., 1989; Katz,
1997). Given that it takes from six weeks to several months from infection to
the production of antibodies (seroconversion), a 1% incidence rate in early
1987 indicates normative changes taking place perhaps years earlier (Patton,
1990). In addition, the prevalence in San Francisco of receptive anal inter-
course with two or more partners in a month declined from 15% in the first
half of 1984 to 5% in the second half of the same year, and remained low
through 1987 (Winkelstein, Wiley, & Padian, 1988). These are remarkable
declines by any comparable standards, but are all the more so as much of
this change occurred with little support or resources from government.

Safe sex organizing between 1980 and 1985 grew out of urban gay com-
munities’ understanding of the social organization of sexuality and from
extrapolations of information hidden in poorly designed epidemiological
research (Altman, 1986; Epstein, 1991; Patton, 1985, 1990). Initial efforts
were based on a self-help model, informed by the women’s health move-
ment and its critiques of health care (Morgan, 2002; Patton, 1985). The
model was also strongly shaped by the gay liberation movement of the
preceding decades, and that movement’s analyses and frank discussions
of sex and sexuality. For early AIDS activists, safe sex was not something
to be imposed upon the reluctant or recalcitrant, but was rather a form of
political resistance, of community building and preservation (Altman,
1986; Patton, 1985). There were two fronts of resistance: preventing new
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infections and preventing gay men and gay sex from being driven back into
the closet and self-loathing. These two goals, or battles, were viewed as in-
separable and interdependent (Champagne, 1995; Crimp, 1988; Epstein,
1991; Patton, 1985, 1990, 1996; Shepard & Hayduk, 2002; Yudice, 1990).

These early projects and their narratives were developed before the
identification of HIV, and before the development and implementation of
an antibody test. This point is critical because, with no testing, there was
no possibility of sorting people in the community into categories of “safe”
and “unsafe”, including oneself. This fact, combined with the politiciza-
tion of sexual behavior and the glow of a unified political liberation move-
ment, helped to form an ethos of caring in safe sex activism and practices.
Rather than the self-preservation that became the ethos of later, profes-
sional, safe sex education, early activists fostered a story of community
preservation, of protecting one’s partner(s) and one’s community by ob-
serving precautions.

There are important ramifications to this narrative. One is that restrict-
ing sexual practices—using a condom or asking one’s partner(s) to use
condoms—was taken as much as a sign of protecting them as oneself. Opt-
ing for safe sex practices did not send a message that one believed one’s
partner to be a risk in himself (or herself ). Risk or threat was not personal-
ized or internalized, but shared and externalized. Another ramification was
that it put a fully developed community narrative behind sexual negotia-
tions; the burden and persuasive responsibility did not fall on one or both
partners in the (heat of the) moment. One was not alone in the negotiation
of safer sex practices, or in authoring the meaning of such negotiations.
And, for those inclined to think in such ways, safe sex was an act of com-
munity solidarity. The ethos of this narrative also neatly transcended any
legitimacy/liberation divides in a community because there was no pre-
scription as to whether one opted for chastity or licentiousness; number or
location of partners was not relevant.

In framing the narrative in this way, we do not mean to imply extra ca-
pacity for altruism and virtue among gay men. The emergent ethos was
partly authored by committed activists and volunteers, and was cemented
by a sense of siege and of the general indifference—if not hostility—on the
part of government, medicine, and the larger society. It also has to be ac-
knowledged that these gay urban communities were largely White, mid-
dle class, and educated and had access to resources. Nonetheless, the
narrative of gay men protecting one another was unique in public health,
and impressive in its success (Altman, 1986; Crimp, 1988; Patton, 1985;
Shepard & Hayduk, 2002; Treichler, 1999).

In a similar vein, gay community-based organizations early on devel-
oped a participatory, dialogical method of safe sex education, avoiding the
individual behavioral or rational health behavior models of many later
professional programs. Early programs intentionally avoided one-on-one
interventions, focusing instead on two-way communication with their
communities. Here, for example, is an excerpt from an executive memo to
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the San Francisco AIDS Foundation and the San Francisco Department of
Public Health (note the date):

Given the urgency of behavior change, the educational strategy would focus
more on changing community norms and on developing peer support for lower
risk behaviors than on changing individual behavior. All educational interven-
tions would be designed as two-way communication devices where possible so
that information would be obtained from the audience, as well as being trans-
mitted to the audience, providing a feedback loop that keeps the foundation in
touch with the audience’s current opinions, beliefs and needs. Marketing and
selling, rather than more traditional academic models, would be used. (Re-
search and Decisions Corporation, 1984, p. 27; quoted in Wohlfeiler, 2002)

Whatever one might feel about “marketing and selling” in the context of
an epidemic, the method advocated here has a clear participatory edge over
most professional prevention methods of the mid ’80s and later. It is also
plausible to exchange the terms marketing and selling for narrating and
storytelling. What is germane is the emphasis on dialogic communications
with the community, the “narrative conjunctions” (Miller & Moore, 1989) of
community and preventionists, and the conarration of safety and of com-
munity. What seems to have shifted over the course of the epidemic’s first
decade is the nature of the dialog and the parties involved. Government
funders and large AIDS Service Organizations (ASOs; often acting as dis-
tributors of government funding to smaller projects), rather than commu-
nity members or activists, became the key narrators and the definers of plot
and canon (Edwards, 1997; Labonte, 1997; Patton, 1996; Wohlfeiler, 2002).

testing limits Patton (1990) argues that it was the introduction of wide-
spread HIV-antibody testing, surrounded by a consolidating, profes-
sionalized AIDS industry and discourse around 1985–86, that directly
undermined the ethos of community preservation and community mobi-
lization by making HIV testing central to prevention efforts. It remains a
genuine question whether the Counseling, Testing, Referral and Partner
Notification programs (CTRPN; now the thrust of the CDC’s “prevention”
policies) ever truly constitute prevention, at least in the sense of serostatus
knowledge showing any correlation to sexual or drug use behaviors
(Ekstrand, Stall, Paul, Osmond, & Coates, 1999; Hagar, 1995; Odets, 1995;
Ostrow, 1987; Patton, 1996). These programs emphasize self-protection
over community well-being, and implement different protocols and ad-
vice depending on determined “risk categories.” For example, the common
practice of adjusting the type and content of pre- and post-test counseling—
about the meaning of the results, future retesting, monogamous relation-
ships, and sexual practices—is quickly pegged by many gay and bisexual
men as homophobic or at least heterosexist, and by others as classist or
racist (Hagar, 1995; Odets, 1995; Patton, 1996; Wohlfeiler, 2002).

Furthermore, even though the lines of safety and risk had not changed
since the first safe sex advice, professional prevention programs and safe
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sex education in the mid ’80s helped displace authority for understanding
and enacting safe sex from the people who engage in sex and put it in the
hands of “experts.” Instead of the activists and experts that members of
gay and other hard-hit communities had been, the emergent professional
AIDS discourse reauthored them as “victims,” clients, or volunteers (Ep-
stein, 1991). These are just the kinds of flooding that would “stall” engines
of prevention.

We are inclined to agree with the critiques of professionalized preven-
tion and health education efforts offered by Epstein (1991), Odets (1995),
Hagar (1995), Patton (1996), Treichler (1999), Wohlfeiler (2002), and others,
particularly how they contributed to the shift from truly community-
based organizations to ASOs, and from a community-preservation to an
individual behavior and case management prevention approach. It has
to be conceded that many things contributed to the loss of community
involvement in HIV prevention, the concurrent declines in volunteerism
and prevention activism, and increases in risky sexual practices in
gay communities (Ekstrand et al., 1999; Katz, 1997; Stewart & Weinstein,
1997; Weeks, Aggleton, McKevitt, Parkinson, & Taylor-Linbourn, 1996;
Wohlfeiler, 2002). However, it is worth reviewing some of the events and
changes accompanying the rise of the AIDS industry, because they
also provide a context for the emergence of new narrative and resistance
strategies.

Part of what occurred in urban gay communities was a level of compla-
cency (or exhaustion) that came with the slowing of the epidemic among
White gay men in front line cities. Another contributor was that while in-
cidence ebbed, because HIV is a “slow virus”, the prevalence of people
living with HIV/AIDS remained high, requiring a certain level of profes-
sionalism to provide and coordinate services, along with extensive finan-
cial and volunteer resources, both of which seem to have been diverted
from prevention efforts (Wohlfeiler, 2002).

Also, the perceived “face of the epidemic” was changing. On the one
hand, a whole new generation of young men was coming into urban gay
communities that had not taken part in the gay liberation activism of
the ’60s and ’70s or the early years of AIDS organizing. This generation
may have needed not only a “second-wave” of conscientization (Freire,
1970/1998), but also narratives of their own (Odets, 1995; Patton, 1991;
1996; Shepard & Hayduk, 2002). On the other hand, from the beginning,
the epidemic had disproportionately affected gay and bisexual men of
color, many of whom were not being reached by prevention efforts of the
White gay community. Added to this was the increasing visibility of the
intravenous drug use (IVDU) epidemic, growing awareness of IVDU-
related infections among women—also, disproportionately, people of
color—and an epidemic beginning to define itself along lines of class
rather than sexuality.

Given these “developments,” the limitations of an urban, mostly White,
gay community-based narrative, and a libertarian, circle-the-wagons
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approach, become readily apparent. It certainly did not help, however,
that government funding policies: (1) restricted frank discussion of sexu-
ality or drug use for many years (e.g., the Helms Amendment, 1987–1992,
or ongoing struggles over condom “promotion” by government-funded
programs and agencies); (2) demanded new language and forms of ac-
countability from community based organizations (CBOs) accustomed to
responding only to their communities (Cain, 1995; Labonte, 1997; Platoni,
2002); and, (3) tended to favor an individual behavior model of prevention
education targeted at (but not particularly reflective of ) identified risk
groups (Altman, 1993, 1994; Epstein, 1991; Patton, 1990, 1996; Wohlfeiler,
2002). Enter ACT UP.

Example 2: ACT UP and Stepping Over the Lines It was in this climate,
around 1987, that AIDS Coalition To Unleash Power (ACT UP) came to na-
tional prominence through a number of well-planned and attention-
grabbing performances (the term generally preferred to protest)
(Gamson, 1989; Patton, 1990; Shepard & Hayduk, 2002; Treichler, 1991,
1999; Yudice, 1990). ACT UP was formed, in part, as a conscious response
to a number of identified problems: (1) the perceived apathy about HIV
and AIDS in gay communities; (2) what was seen as the immorality and/
or nonresponsiveness of pharmaceutical companies and government agen-
cies; (3) the absence or invisibility of women, the poor, IVDUs, and people
of color from most current HIV efforts; (4) the need for new stories and
strategies for analyzing HIV/AIDS and its relationships to other “social
formations,” for disrupting certain “discursive regimes,” and ways of or-
ganizing that were not reliant on identity politics (ACT UP/NY Women
and AIDS Book Group, 1992; Eigo, 2002; Gamson, 1989; Morgan, 2002;
Patton, 1990; Shepard, 2002c; Treichler, 1999; Yudice, 1990).

For our purposes, ACT UP offers effective and differently performed
examples of community narrative construction. ACT UP made cultural
analysis, art, performance, and aesthetics important parts of HIV activism.
Art, performance, and style are also key ways of conveying or referencing
community (Art and Revolution, 2001; Clifford, 1988; Fair, 1995; Patton,
1996; Rappaport, 2000; Thomas & Rappaport, 1996; Yudice, 1990). As one
now iconic example, think of ACT UP’s graphically smart and arresting
“Silence = Death” posters, buttons, and stickers with an upward pointing
pink triangle on a black background. For many people, the density of ref-
erenced narratives may be only partly penetrable, but the central message
is hard to miss (Crimp & Rolston, 1990). First, there is the obvious refer-
ence to the holocaust, but it is not as straightforward as that. The pink tri-
angle, as mentioned, is pointed upward in contrast to the downward
pointed triangles of the Third Reich, symbolically referencing action or
resurgence. The in-your-face quality of the design and referents, along with
strategic placement (often illegally and unavoidably posted), were meant
to speak to a growing complacency, particularly in that segment of urban
gay communities loathe to make waves, but willing to hand the problem
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over to a new professional AIDS industry. On an insider level, “silence”
also refers to closets, passing, and good behavior, with the promise of
invisibility/safety these seem to offer, but which in fact only serve to per-
petuate oppression and the epidemic.

Furthermore, the appropriation of Nazi symbolism can be read as
a comment on the CDC’s epidemiological classifications and “risk groups.”
Haitians, homosexuals, hemophiliacs and IV drug (heroin) users were the
initial, identified high-risk categories (so-dubbed the “4H Club”). Haitians,
originally the only overtly marked racial category, were tied to AIDS on the
basis of public health’s beliefs about voodoo practices, not on the basis
of race, sexual, or drug use practices (Patton, 1990). Because of the way
HIV/AIDS statistics were compiled and reported, the public perception be-
came that homosexuals were White and drug users were poor people
of color (Patton, 1990). That non-White men were overrepresented in every
risk category was not realized or politicized until 1985, when the gay press
reported that men of color were disproportionately represented in the CDC
category “homosexual/bisexual.” Moreover, women were erased from the
epidemic for almost a decade (Treichler, 1999). This system of epidemiolog-
ical classification, unreal and incoherent from the perspective of people
most affected by the epidemic, helped to short-circuit possibilities of
meaningful, responsive narration in affected communities for many years.
In addition, it has been argued that the AIDS = gay and, secondarily,
AIDS = junky equations helped foster or maintain a nonmilitant silence in
these communities (e.g., ACT UP/NY Women and AIDS Book Group, 1992;
Dalton, 1989; Henthoff, 1990; Patton, 1990, 1996).

This brings us to a final point about “Silence = Death.” Reflecting ACT
UP’s anarchic structure, contingent agendas, and ambitions for crossing
the borders of defined “risk communities,” the terms of Silence Equaling
Death could be read and defined differently according to local community
history and experience. However, the equation was equivalently relevant
for women, people of color, IV drug users, the poor in general, and bisex-
uals, gay men and lesbians—particularly in relation to science and medi-
cine (Crimp & Rolston, 1990; Patton, 1990). Cindy Patton (1990) tells a
story about the first time she saw a “Silence = Death” poster. She believed
it read “Science = Death”:

When the poster became a button, a T-shirt, a key symbol of the anarchic resis-
tance to a pogrom masquerading as disease, I was sure that the slogan had been
changed. It was only when I went back to Manhattan that I saw that I had mis-
read the original poster, now tattered and nearly lost under layers of newer
posters. But the dyad silence/science was no mistake. Straight people find this
slip funny. Gay people do not. Silence/science has dogged our very existence—
once the closet, now media blackouts; once psychiatry, now internal medicine.
The twin threats are oblivion and diagnosis.” (p. 127)

Many African Americans do not find the slip funny either. Most of
the communities affected by HIV/AIDS have histories of medicalized or
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criminalized identities. For many of these same people, brutal or dehuman-
izing encounters with medical and psychiatric science are part of their col-
lective narratives. Many African Americans are influenced by memory of
the Tuskegee syphilis studies, as one example among many, many others
(Jones, 1981; Junod, 1993; Quinn, 1997; San Francisco Chronicle, 1990, Octo-
ber 30). Women, too, have their own antagonistic history with medicine
and psychiatry. And, in the interests of always saying what goes without
saying, gay men and lesbians are only a generation or two removed
from incarceration or forced hospitalizations and “treatment,” which may
have included castration, insulin and electroshock therapy, or even psy-
choanalysis.

All of these people, along with the poor and non-White in general,
have good reasons to be apprehensive about visibility and speaking up,
especially in the “wrong places.” And sex and drugs are, in varying but
precise ways, tropes of stigma and stereotype by which these groups have
been disqualified, watched, and controlled. ACT UP directly confronted
the invisibility = safety narratives generated by these histories and circum-
stances and turned them on their heads. Lack of restraint was reframed as
a solution, not a cultural, genetic, or characterological flaw.

The strategy of coalition building and of a more complex and multivo-
cal storytelling met with varying degrees of success and commitment, de-
pending in part on local demographics of the epidemic and variance in
local political strength of various communities. But ACT UP members
were instrumental in, and arrested for, developing the earliest needle ex-
change programs and in mounting legal challenges to restrictions on such
programs. ACT UP also early on joined others in pointing to the War
on Drugs and draconian penalties for possession as accelerating—not
slowing—the spread of HIV among IV drug users. It worked to keep or
make sex clubs and other “public” sex venues “safer sex zones” (Eigo,
2002; Saalfield, Chris, Lurie, & Pearl, 1990; Saalfield & Navarro, 1991). For
the most part, ACT UP kept racism and classism central in their analyses
and actions. ACT UP also maintained active women’s participation, both
in general and in more gender-specific activities (ACT UP/NY Women
and AIDS Book Group, 1992; Morgan, 2002; Shepard, 2002c). It may be
that a certain degree of involvement had more to do with “radical chic”
and a limited politics of style, but ACT UP strove to maintain a narrative of
HIV/AIDS as explicitly a political, rather than personal or medical, mat-
ter, one of community building and preservation. And, ACT UP revived
an insistence on involvement in decision- and policy-making by those
most affected by decisions and policies. This represented a radically dif-
ferent kind of public health.

In these ways, ACT UP built upon, but also diverged sharply from, the
earlier, identity-based and single-issue focused model of gay community
mobilization against HIV/AIDS. In the late 1980s, the politics, demograph-
ics and the economics of the epidemic were becoming increasingly compli-
cated. ACT UP, along with other mobilization efforts, faced navigating
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collisions within and between the identity and community politics of the
period. These collisions included heightening class and ethnic tensions
around the epidemic, an official discourse that was “de-gaying” and de-
politicizing HIV/AIDS, and the relentless professionalization of and gov-
ernment influence on formerly community-based organizations (Altman,
1993; Epstein, 1996; Gamson, 1989; Henthoff, 1990; Patton, 1990; Treichler,
1991, 1992, 1999; Weeks, 1993; Weeks et al., 1996).

Anarchic and deconstructive by design in both tactics and structure,
ACT UP responded by bracketing identity politics and by remaining rela-
tively decentralized and contingent in its organization. In many ways this
was its genius. Local chapters developed out of and acted on local concerns
and politics, and ACT UP looked and performed differently in different
places and situations. Furthermore, despite a general perception of ACT
UP as a “gay” activism group, ACT UP in many locales was quite involved
with communities of color, IVDUs, and women. It always intended to cre-
ate and maintain coalitions, even if provisional, rather than reifying an
identity politics that was read as an impediment to effective AIDS treat-
ment and prevention activism, and too much resembled public-health cate-
gorizations (Butler, 1990; Crimp & Rolston, 1990; Duggan, 1992; Foucault,
1980; Fuss, 1989; Gamson, 1989; Patton, 1990; Saalfield et al., 1990; Shepard,
2002a,b,c; Treichler, 1991).

Where is ACT UP now? We think the answers to that question say some
important things about the ACT UP narrative, the one about it, and those
it put forward about the epidemic. First, ACT UP did not die. In many
places it did, however, disperse into many local community-based efforts
and narratives, or atomize into various component interest groups and
strategy factions (Gamson, 1989; Greig & Kershnar, 2002; Eigo, 2002; Pat-
ton, 1996; Shepard, 2002a,b,c). As examples, people committed to keeping
HIV/AIDS activism part of a broader social change agenda moved in dif-
ferent directions from those who were invested in and highly self-
educated in treatment research, development, and availability (e.g., San
Francisco’s ACT UP split; Gamson, 1989). The artists, academics, and in-
tellectuals interested in creating new kinds of resistance strategies or
“transversal power” and emphasizing local resistances, diverged from
those seeking a broader, “unified,” identity-derived or -constructing po-
litical strategy (Patton, 1990).

This “dispersal” can be storied either as a positive and coherent set of
developments or as a failure, depending on one’s perspective. The signifi-
cance of the emergence of ACT UP and the narratives of “Silence = Death”
remains the “sparks given off through attempts to ‘unleash power’ within
the discourse/power gap” (Patton, 1990, p. 163). Action and change in di-
verse locales may be “ignited” by these sparks, but this ignition must oc-
cur out of local situations, local narratives of relations between silence and
death.

Except in relation to scientific breakthroughs in vaccine or treatment re-
search (and, on astoundingly few occasions, the pandemic in the rest of
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the world), in recent years HIV/AIDS has generally dropped below the
media horizon. Although no current narrative or collective action captures
the media attention that ACT UP did in its visibility heyday, the narratives
and local resistances of ACT UP do persist within and across many com-
munities. A large number of local or specialized groups and organizations
grew directly out of, include members of, or borrowed theory and strate-
gies from, ACT UP. We offer here just four examples from among dozens:
(1) Fed Up Queers (FUQ), who among other things initiated civil disobe-
dience in response to the Diallo shooting in NYC and organized AIDS
Drugs for Africa (Sawyer, 2002; Shepard, 2002b). (2) Church Ladies for
Choice, a direct action reproductive rights organization of men and
women (in appropriate dress) (Church Ladies for Choice, 1993a, b; Cohen-
Cruz, 2002). (3) Housing Works, a coalition of homeless and formerly
homeless people living with HIV or AIDS, current and former IV drug
users, current and former social workers, and former ACT UP members
that advocate for the homeless—particularly HIV+, IV drug users of
color—against police harassment and for access to services and safe hous-
ing (Shepard, 2002a). (4) Fuerza Latina, a Boston-area coalition of Latino
men, all self-identified current and former drug users, who formed a
harm-reduction support group to mobilize for needle cleaning and needle
exchange, and to unite their larger community for social, economic and
drug policy change (Greig & Kershnar, 2002).

What these projects share is the ACT UP legacy of local resistances—
based in the particular moment and the particular experiences, histories,
and narrative of a specific, located set of individuals—and fluid, nontotaliz-
ing coalitional strategies. They also share ACT UP’s understanding of local
concerns and resistances as inextricably tied into a broader web of domi-
nant narratives and structures of gender, class, race or ethnicity, sexuality,
place, age and “truth.”

“AN INSURRECTION OF SUBJUGATED KNOWLEDGES”

Our aim in presenting these examples is not to romanticize the “clarity
and camaraderie of the years before AIDS became an acceptable issue”
(Patton, 1990, p. 129). Rather, we want to demonstrate the importance and
challenges of “authoring” community preservation, community building,
and community action in response to and in spite of HIV/AIDS. This au-
thoring is important because a community narrative approach addresses
the fact that HIV/AIDS is inextricably tied into a host of social, structural,
and poststructural problems and concerns that cannot be met or even
fully conceived within a strictly individual or an abstract universal frame-
work. It is important as well because for both theoretical and empirical
reasons (well-explicated throughout this volume), we believe that being
“part” of a community relates to better prognoses on many levels (Aggle-
ton, Hart, & Davies, 1989, 1990; Altman, 1993, 1994; Centers for Disease
Control and Prevention [CDC] AIDS Community Demonstration Projects

HIV, Circulating Knowledges, and Local Resistances 69



Research Group, 1999; Minkler, 1997; Dowsett, 1989a,b; hooks, 1989, 1990;
Kraft, Beeker, Stokes, & Peterson, 2000; Labonte, 1997; Quimby & Fried-
man, 1989; Shepard & Hayduk, 2002; Sibthorpe, Fleming, & Gould, 1994;
Wohlfeiler, 2002; Yudice, 1990).

But community—as concept and as experience—also presents a num-
ber of challenges. Not least of these is a difficulty of stable definition and
the fluidity of changing experience. Many of us are aware of the complex-
ities presented by the experience of inhabiting multiple communities, par-
ticularly when these community memberships and the identities implied
by them are in one or more senses incompatible. Perhaps the most obvious
example in relation to HIV/AIDS is gay or bisexual men of color, and the
liminality they may experience both in gay communities and in their
“cultural communities.” Except in those cities with populations large
enough to support, say, a Black gay and lesbian or a gay Latino commu-
nity, there are few sites and little cultural space for creating and perform-
ing such “hyphenated identities,” and those that do exist may offer a
restricted range of roles and stories (Fine, 1994; Flores & Yudice, 1990;
Moraga & Anzaldua, 1981; Socialist Review Collective, 1995).

On the other hand, we would also point out that the homophobia as-
cribed to, say, Black communities glosses a much more complex set of rela-
tionships than is implied by that easy characterization (Champagne, 1995;
Dalton, 1989; Hemphill, 1991; hooks, 1989; Kraft et al., 2000; National Co-
alition of Black Lesbians and Gays, 1986; Patton, 1990, 1996; Porter, 1988;
Woodyard, Peterson, & Stokes, 2000). In fact, it is hard for us to interpret
this ascribed homophobia apart from Whiteist, class-based, and/or West-
ern readings of different constructions of community and sexuality, or
minimizations of the effects of history and oppression (Beam, 1996; Cham-
pagne, 1995; Dyson, 1999; Garber, 1996; Hemphill, 1991; hooks, 1989). We
do not deny the usefulness and effect that organizing around identity has
had in the United States, but that does not prohibit a critical analysis of, for
example, the difference between thinking of homo-, bi-, or hetero-sexual as
adjectives describing behaviors, versus nouns inscribing identities. The first
can apply anywhere or to anyone, the second is a fairly recent, localized
and evolving development; in fact, something similar could be argued for
many identity and community categories (Butler, 1990; Flores & Yudice,
1990; Foucault, 1981; Garber, 1996; Omi & Winant, 1986; Tessman, 1995;
Weeks, 1985). It is, for example, not possible to mobilize a constructed cate-
gory like “MSMs” (men who have sex with men).

Community may present special problems in relation to HIV prevention
because, as Patton (1990) argues, “the meanings of sexuality and drug use
are engendered within networks of face-to-face communications and
within cultural productions (counter-cultural practices, the media, art, rit-
uals of partnering, styles of dress) which cut across the ‘communities’ artic-
ulated for the purpose of engaging in the political languages of civil rights
and claims for the apportionment of social resources” (p. 8, emphasis in
original; see also West, 1989). Community, as it is commonly understood,
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may also present difficulties for those at the margins of margins. For ex-
ample, IV drug users, like those “captured” by the category of “MSM,”
frequently do not develop community or even identity around their risk
behaviors except perhaps, though not inconsequentially, in very special-
ized and provisional senses of those terms.

This makes the use of risk categories doubly problematic. Whole com-
munities already stigmatized in one or more ways are saddled with the
designation of “risky” (e.g., youth, poor people, non-Whites, gay, and bi-
sexual men), yet the actual risk behaviors may not bear any relation (or
even an inverse relation) to “actual” community per se, or to community
membership (CDC AIDS Community Demonstration Projects Research
Group, 1999; Patton, 1990, 1996). Furthermore, HIV/AIDS activists are
often concerned to uncouple practices and identity, so that, for instance,
“MSMs” can recognize risks involved in particular practices without
having to identify as gay or with a gay community (Garber, 1996; Patton,
1996).

Finally, many communities share common experiences and difficulties
that span community boundaries and may be better addressed in coali-
tions. For instance, the women’s health movement created a kind of com-
munity of women that crossed (or attempted to cross) borders of class,
ethnicity or nationality, and sexuality, even as “the women’s community,”
as concept or location, seems to present practical and analytical problems.
There are also many historical and many currently shared reasons for
African Americans, women, lesbians and gay men, and poor people in
general to have ambivalent or aversive relationships to the medical and so-
cial sciences. These experiences and relationships could potentially offer
bases for powerful coalition, particularly as these community member-
ships overlap frequently.

Our point is not to question or diminish the importance of the concept,
practice, or study of community and community identification; we believe it
is the most appropriate site or “level of analysis” for HIV/AIDS prevention.
Rather, we have tried to offer ways to qualify and expand conceptualiza-
tions by demonstrating the value of a narrative approach to community and
identity. Community narratives, we believe, are critical because narratives
are flexible, expansive, and subjunctive and so are able to accommodate the
vicissitudes of this epidemic and a social and political environment that is
continually shifting and changing. Narrative communities allow for a cer-
tain permeability of boundaries, for the negotiation of simultaneous and of-
ten circumstantial membership in multiple communities and, importantly,
for an authoring of shared community depending on the particular prob-
lem or experience at hand. In this regard, it is worth remembering that for
many people their experience of community membership is primarily or
only narrative in nature, for instance nonheterosexuals living in rural com-
munities or otherwise removed from a physical gay or lesbian community.

A narrative approach allows and provides a vocabulary for community
as self-contained and self-referential, in some ways exclusive (e.g., urban
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gay male communities and the libertarian, circle-the-wagons approach
of the early community preservation models of HIV prevention). But nar-
rative is “subjunctive” enough to accommodate nonessentializing and
nontotalizing experiences, as well as definitions of community as dy-
namic, open to reworkings and reauthorings, permeable, and with “con-
junctive clauses” that allow for coalition formation and inclusion without
loss of identities. A narrative approach also can accommodate recognition
that not all aspects of community or community identity are positive or
even especially “native,” that they may reflect the distortions of dominant,
problem-saturated or -saturating narratives, and can provide means for
analyzing and reauthoring those effects. And, because the narrative meta-
phor suggests an understanding of “truth” as more or other than “fact”
based knowledge, you do not have to be a scientist to participate in the sto-
rytelling and story-making (Dyson, 1999).

We furthermore believe that alienation is itself an important epistemo-
logical source (Bakhtin, 1981; Foucault, 1980; Gadamer, 1975; Kögler,
1997), particularly in regard to the culture that alienates. HIV/AIDS for
the most part takes us to the “extremities of society,” where exceptional or
counter-cultural practices and experiences are most available, where the
alienating effects of the “order of things” are most observable. This is why,
Foucault argues, the strategy of change or action is not to impose a new
“truth regime” (however well-intended), but to facilitate “an insurrection
of subjugated knowledges” (1980, p. 81).

DIALOGIC NARRATION: METHODOLOGIES

For those of us living and working in the various constituencies most
devastated by HIV it seems as if the rest of the population were
tourists, casually wandering through at the very height of a blitz of
which they are totally unaware.

(Watney, 1994, p. 47)

Let us not be tourists. Many symptoms of science—objectivity, control,
generalization, pathologies and taxonomies, acontextualism and ahistori-
cism, and the impulse to begin with, rather than question, “higher-order
constructs”—have impeded progress. Many social science and public-
health efforts have distanced not just us from the problems, but also
alienated the people we aim to help from their own experience and
from their capacities to respond. Interpretations of empirical seem to
have been hijacked by the “empire” part of the term, and allowed us to
forget what it should mean: Why assume or make up what we can actu-
ally find out?

The reason we offer that short polemic here is to keep in focus the fact
that there are at least several narrative streams of potential or simultane-
ous concern, including our own. More people than those designated “at
risk” express symptoms of the epidemic. When we talk about community
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narratives, we include such communities as medical and social scientists,
health educators, policy makers and legislators, social philosophers, me-
dia, activists, communities designated “at risk,” and those designated as
the “general population.” HIV/AIDS is a “dialogic narrative” (Bruner &
Gorfain, 1984).

In this respect, it is telling that the term “resistance” should be so ubiqui-
tous in HIV/AIDS discourses. The usage-in-context highlights different
meanings of resistance: political/cultural resistance; immunological resis-
tance; and the resistance to behavior change or abstinence of certain “hard
to reach” or “recalcitrant” populations, so lamented by medical and social
scientists. There is, too, the resistance in many affected communities to as-
sociating themselves with or publicly discussing particular sexual practices
or partnering styles, or with drug use. Often this is because these commu-
nities are already trying to manage marginalization and a host of stereo-
types relating to wantonness, irresponsibility, decadence or criminality
(Weeks & Holland, 1996). In many “minority” communities concerned with
maintaining unity and culture—which often extends to family structure
and gender roles—homosexuality or drugs may be understood as oppor-
tunistic infections by dominant culture. But resistance can also be read as ei-
ther a response to or as a failure of seduction: The seductive powers held by
sex and drugs or certain stories, but also the seductive power or failure of
community interventions. HIV prevention always implicates both resis-
tance and seduction. If we are encountering resistance to our prevention
efforts, perhaps we should examine our strategies of seduction. Instead of
being tourists, we should offer an attraction.

On Not Being A Tourist

Narrative, as theory, unit of analysis, and method is useful because it spans
levels of analysis. It emphasizes the ways in which these levels are not dis-
tinct but are inhabited simultaneously and are seamlessly transactional.
These are some advantages of a narrative approach, but these characteristics
also make it difficult to delineate specific methods of or a priori decisions
about what the best focus for research and intervention ought to be. In many
communities, HIV/AIDS prevention per se will not seen as a problem apart
from more general problems of health care access or disaffected youth. It is
often overlooked that urban gay communities were unique in being posi-
tioned to identify HIV/AIDS as a central concern tied to community iden-
tity. In other communities, it is more likely to be understood as another
symptom of more long-standing, systemic problems. In fact, HIV/AIDS
does not need to be our priority or only interest, particularly if it is not so for
communities we wish to assist or mobilize. Preventing Hepatitis C or cervi-
cal cancer will have effects on HIV transmission. Organizing for access to
health care and preventive medicine for high blood pressure, diabetes, and
other epidemic problems is quite likely to energize impulses to community
preservation that will translate to sex and drug use practices. It will not
make for elegant evaluation data, but these kinds of indirect or “full plate”
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approaches may be ultimately more effective strategies for generating the
narrative insurrections we are advocating (Minkler, 1997).

So, targets of change and units of analysis, like a particular specification
of context or community, may be broad and distributed (e.g., AIDS dis-
course, arrangements of identity, or federal drug policy) or extremely local
and ideographic (e.g., negotiating sexual encounters or a specific social
network of IV drug users), and points in between. We assume that these
choices will depend on one’s training, immediate goals and interests, or
intended audience. Similarly, the range of methods and analyses is de-
fined only by one’s inclinations, training and questions. Narrative strate-
gies can encompass everything from analysis of particular “speech
actions” or conversations (Labov, 1972; Mishler, 1987) to a cultural analy-
sis of “AIDS discourse” (Crimp, 1988; Patton, 1996; Treichler, 1999), and
intersections of the two (Trew, 1979). Narrative can also serve as an ex-
tremely useful framework for or component of community studies, neigh-
borhood or setting ethnography, needs/resources assessments, program
evaluation, network analyses, or for assessing the resonant effectiveness
of prevention messages.

We tend to favor a focus on local, community narratives, in part be-
cause we believe this is the most promising level at which to identify and
facilitate change strategies. But this is also because we have found the
community level to be the site of key transactions between the individual,
the institutional, and the cultural. We do not want to prescribe or pro-
scribe particular methodologies for identifying, understanding, and mo-
bilizing community narratives, anymore than we would predefine what
community might mean in particular circumstances. However, we will
suggest some considerations that might be indispensable for understand-
ing and mobilizing narrative and narrative insurrections: language, col-
laboration, contextualism and exemplars.

Language In the current climate of government funding and review,
when many concerns central to HIV/AIDS prevention dare not speak
their names (Waxman, 2003), the importance (and dangers) of language
may already be obvious. It is a concern not only in grant proposals and re-
search reports, but also in the terms of ascribing and deriving meaning,
persuasion and motivation, how to converse with and represent constituen-
cies, and the naming of problems. Language shapes experience, and lan-
guage is shaped by experience (Bakhtin, 1981, 1986; Bruner, 1986; Bruner,
1990; Denzin, 1989; Goffman, 1981; Heath, 1983; Miller & Hoogstra, 1992;
Mishler, 1987; Rorty, 1982; Treichler, 1999). Language practices are critical
for many reasons, but one is that language moderates and mediates rela-
tionships between individuals and settings, communities, and culture.
Language is also how we determine and ascribe meaning, for example,
the meaning of safer sex practices, of Black or homosexual, or of risk. Be-
cause prevention of HIV is always in part about persuading people to think
and behave in particular ways, we had better be speaking a persuasive,
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resonant language. Because we are often working with and writing about
people already saddled with negative, pathological or objectifying repre-
sentations, we have to be careful about the language of our representations
and of interactions with our constituencies.

We expect that many readers work in disciplines in which quantification
is the ultimate goal and the coin of the realm. We are much less frequently
trained to think about and analyze language and language practices. But
language determines what and how we quantify, especially the form of the
questions we ask and how we define problems. Consider Trew’s (1979)
now classic analysis of the effects of passive voice and subject/object
arrangements in apartheid era, South African newspaper headlines: “riot-
ing blacks shot dead by police as anc leaders meet,” an actual and
typical headline, versus the effect of the “not said”: “white police shoot
blacks again.” Each tells, and derives from, a different story of events.
How are we storying HIV/AIDS, its transmission and its prevention? Are
people and communities represented as sensible agents, or as victims and
rudderless ciphers? In another vein, consider the difference in effects and
utility of “bodily fluids” versus “blood, semen and vaginal fluids”. When
is it preferable or allowable to use one or the other? Should we say con-
doms, caps, or jimmy hats?

The language of science often obliterates the language and voice of
people’s lived experience, and it is that voice that needs to inflect both pre-
vention strategies and our writings about them. The importance of ampli-
fying and of “deploying” the voice of our constituencies also underscores
the importance of working with, rather than on, and of talking with,
rather than about, our “persons of interest.”

Collaboration Much has already been written about the values and diffi-
culties of collaboration, and we will not attempt to recapitulate it (Bond,
1990). Collaboration is not vital to all examinations of HIV prevention or
narratives. The kinds of discourse or policy analysis referenced through-
out this chapter, for example, may benefit from a variety of perspectives
but are not reliant on it. For examining community narratives, however, or
for inciting the kinds of insurrections we advocate, collaboration is sine
qua non. One reason is that we believe that a useful objectivity is not
achieved through distance from our “subject.” If objectivity is what we are
after (and that is an “If ”), it is better reached through the inclusion of as
many perspectives as possible. Another reason is that we more than likely
do not know anything about the intricacies of needle sharing, for example,
or the negotiation of anonymous sexual encounters, or what it is to be 17
in a mortality-saturated environment. The scientific information necessary
for interrupting HIV transmission can fit in a pocket—remember How to
Have Sex in an Epidemic. Most everything else is a matter of social negotia-
tions, persuasion, and resource availability; matters about which science
and scientists have something to contribute, but not enough to monopolize
story-telling rights.
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Collaborative work can prevent us from remaining tourists, but we
have to look beyond the usual suspects in identifying collaborators. Social
service agencies, quasi-governmental AIDS organizations, or community
“leaders” may not do much to expand our perspectives or bring us in con-
tact with really “local knowledge.” These people may already think like
we do (no gain), but they are also often susceptible to problem-saturated,
“these people” views of those they claim to serve (Labonte, 1997).

Also, it is desirable to expand our range in considering potential pro-
fessional collaborators. Here, too, it is worthwhile looking past the usual
lineup of medical, public health, and social science professionals. The ex-
amples we offered above point to the broad array of expertise relevant to
community-level change. These include, but are not limited to, the arts,
media and discourse analysis, literature and literary criticism, theology,
gender and queer studies, African American studies, history and oral
history, linguistics, marketing, communications, political science, and
party planning (yes, really). Finally, in forming these kinds of community
and professional collaborations, the ways in which HIV is not, or cannot
be approached as, a stand-alone problem will become apparent, and ways
of addressing symbiotic or accessory problems, health care disparities or
homophobia for examples, can be identified.

Contextualism A community narrative approach implies at least a partial
ethnography of local culture and how HIV figures into it. Narratives are
constructions and interpretations of experience; they represent construc-
tions of particular people in particular social contexts and positions. The
social contexts that provide the forum, resources, and constraints for nar-
ratives also provide or limit the range of interpretive possibilities; and nar-
ratives say quite a bit about social contexts and their practices. In terms of
understanding and interpretation, Denzin (1989) has emphasized spend-
ing as much time as possible in the context of the subjects (the term used
here in the artistic sense, as in literature or portraiture). The aim is a kind
of “objective hermeneutics,” which can be taken to mean that the human
conduct of interest will be studied and understood, to the extent possible,
from the perspective of the persons involved. This perspective will be re-
lated to “definitions and meanings that are lodged in social relationships
and social groups” (Denzin, 1989, p. 183). Attention to the context and po-
sitions of the narrators, their interpretive communities and referents, is
requisite for interpreting behavior and accounts of behavior.

The practices and stories associated with HIV transmission or preven-
tion are probably not “readable” without a relatively full contextuali-
zation. For example, it may be legal to distribute clean needles or syringes,
but in most places you can still be arrested for possessing them if stopped
by police, making the trip from needle exchange to the place you use a
risky one. In some communities, especially for youth, expectations of
a long and healthy life are not high, HIV or not; combined with an im-
pression that infection is inevitable, “safe sex” takes on a new meaning or
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meaninglessness. Practicing safe sex or using clean needles restoried as
being a matter of protecting one’s partner, brother or sister, parents, chil-
dren, or neighbors, gives safer practices meaning.

A fully contextualized narrative approach will reduce the likelihood of
seeing and portraying people or communities as problems in themselves;
it will also enable us to understand problem behavior and problematic re-
sponses as the effects of recruitment into particular, problem-saturated po-
sitions and narratives. As researchers, consultants, or interventionists we
can try to cast or recast problems as external to people and community, and
position ourselves as allies in resistance to those problems. Thinking con-
textually can act as an antidote to the kinds of myopia and perseveration
that prevent us from understanding HIV or other problems the same way
community members do.

Although not be a necessary component of every evaluation, research
plan, or intervention design, we think it is ultimately important that local nar-
ratives, projects and outcomes be linked to, analyzed, or placed in relation
to broader cultural regularities and discourses, positionings, and represen-
tations. We take it as a qualified given that there are a number of social,
structural, practical, and historical regularities and constraints in place for
storying and managing sexuality and sexual practice, drug use, and
HIV/AIDS. It is therefore important to position our work in relation to the
narrative transactions between this larger or dominant social terrain, the lo-
cal community or context, and individuals’ negotiations of meaning and
identity. For example, instead of focusing on IV drug users, more energy
might be generated by interrogating the War on Drugs and the ways it
shapes context, creates certain plots that support the spread and power of
HIV (and incarceration) in a community, and restricts community resources
to respond (Greig & Kershnar, 2002).

Wherever we have staked the boundaries of context for our particular
purposes, they are to an extent always arbitrary, because these boundaries
are permeable to the larger cultural context. To really make sense of indi-
viduals’ stories, strategies, choices and behaviors, however, it is necessary
to see them in relation to the options and restrictions, resources and dis-
tortions, of broader cultural institutions and discourses. Finally, from a
contextualist perspective, some features of these narrative interactions
may be generalizable or amenable to translation into “higher-order” con-
structs, but exactly how cannot be prespecified, as we may not know ex-
actly what we have an example of until it can be understood in relation to
other contexts, cultures, or accounts (Psathas, 1995).

Exemplars If there are no a priori restrictions on the range of analytic or
measurement perspectives for a narrative approach to community inter-
ventions, it should be no surprise that there is no “how to” guide available
for excavating and deploying local narratives for HIV prevention. This is
so partly because HIV prevention necessarily involves crossing discipli-
nary and cultural borders and partly because some of the best examples
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are situated and context-specific, so applicability is a matter of some inter-
pretation or translation. As with ethnographic work, we have found that
in a community narrative approach the most important training, insight,
and decision-making occur in the process of engagement. But elaborating
questions and sensitizing oneself to the pitfalls of tacit assumption and
rigid methodolatry will still be critical “advance work” (Shweder, 1991,
1996; Shweder & Sullivan, 1993).

We believe that a very good way of orienting oneself, and of developing
appropriate guidelines for validity, is by exploiting exemplars—concrete
models of actual, situated research and intervention practice in one’s or
others’ field or fields of inquiry (Becker, 1996; Cronbach, 1988; Denzin,
1996, 1989; Kuhn, 1970; Mishler, 1990; Rappaport, 1998; Stewart, 2000).
Beyond showing up, listening, looking, and asking questions (especially
stupid ones), we do not know of mandatory methods. In fact, we have
found that the best work involves a responsive bricolage, the employment
of a variety of adapted and adaptable tools and methods of inquiry and
assistance (Clifford, 1988; Denzin, 1996; Denzin & Lincoln, 2000; Lévi-
Strauss, 1966; Weinstein & Weinstein, 1991).

Ethnographic and participatory methods seem to recommend them-
selves because they may provide the best means for identifying, under-
standing, and deploying narratives and narrative contestations in the
context of local culture and concerns, and for relating them to the options
and constraints determined by the “institutionalized terrain of social for-
mations” (Clifford & Marcus, 1986; Denzin, 1997; Sullivan, 1996; Yudice,
1990). Also, ethnographic strategies bring attention to and some means
for reading local cultural artifacts like art, architecture and public spaces,
music, texts, and performance that not only provide data and enhance
understanding, but also provide forms and forums for intervention or re-
sistance (Clifford, 1988; Clifford & Marcus, 1986; Denzin & Lincoln, 2000;
Geertz, 1973; Gran Fury, 1990; Shepard & Hayduk, 2002; Shweder &
LeVine, 1984; Treichler, 1999). Ethnography, however, is not the alpha and
omega of methods for community understanding and change (Cham-
pagne, 1995; Derrida, 1976; Hammersley, 1992), and narratives can be
employed as part, object of, or point of departure for many different
types and methods of study and intervention (Maines, 1993; Miller, 1996;
Rappaport, 1998; Treichler, 1999; Wyer, 1995).

CODA

There’s a possibility that even an invisible man has a socially respon-
sible role to play.

(Ellison, 1952/1989, p. 581)

We have left out any direct mention of what may be the primary subtex-
tual specter in most HIV/AIDS narratives: individual responsibility. It
was not because we are in any way opposed to the idea of “individual re-
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sponsibility”; on the contrary, we support any move or environment that
allows this to be more than a fiction. We do, however, think it is a rela-
tively fragile foundation on which to build HIV prevention efforts. Aside
from the questions that arise immediately—“responsibility to whom
and for what?”—the idea of individual responsibility is open to interpre-
tations, and indexes a wide array of stories and assumptions that may or
may not be useful or effective (in much the same way that “indepen-
dence” functions in discourses about disability or serious mental ill-
ness). Furthermore, it is an idea subject to devolution into all of the
fallacies and rationalizations encountered in doing prevention work—
many of which can be framed as HIV as a matter of self-protection. And,
because we are talking about drug use and sex, two domains where self-
destructive or self-sacrificing behavior is not particularly rare, the limi-
tations of self-preservation or even of self-responsibility as key construct
or first assumption should be obvious. Throw in power inequities based
on age, gender, addiction and lucidity, economic need, whether one is
in the “active” or “receptive” role in intercourse, even physical attrac-
tiveness, and one runs into real problems with the idea of individual
responsibility.

Because we suspect it is neither effective nor fair to place responsibility
for what Wilkinson (1996) called “afflictions of inequality” on individuals,
we prefer community preservation—an ethos of mutual protection—as an
orientation. So conceived, safer behaviors and the resources to support
them would be matters of collective authoring and audiencing, acts of
local, but not lone, resistance. HIV/AIDS could then be authored and
reauthored as neither a stand-alone, self-obvious “thing-in-itself,” nor as a
problem so global and complex in its scope that it defies optimistic action.
Rather, communities can determine how HIV/AIDS is (or is not) related to
the range of other problems they must contend with (or need not contend
with). The extent to which HIV is or is not a class thing, a gay or a homo-
phobia thing, a race or racism thing, a sex or a sexism thing, a drug or a drug
policy thing, can be a matter of situated conarrations. HIV/AIDS “is” all
of these things, and more—especially if we can take an international
perspective—but it is not all of these things to everybody.

We end where we began, with Cindy Patton making a point about our
narratives and purpose in relationship to those of the people we are “try-
ing to reach.” If we encounter resistance in our efforts, maybe it is what we
are trying to perpetrate:

People have more than a responsibility to know, more than right to choose.
People have the right to understand the ideologies of science and of education:
HIV/AIDS education must always be political. HIV/AIDS education either
reinscribes the sexual, class, and racial ideologies that are propped up by
moralism and science, or disrupts the hierarchical formations of knowledge
and opens up space for groups and communities to work out their inter-
relationships with information they have decided is relevant. (Patton, 1990,
p. 105)
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4

The State of the Art in Community
HIV Prevention Interventions

Jeffrey A. Kelly

HIV infection is contracted through behavior practices, and primary pre-
vention of the disease rests upon helping vulnerable persons to make and
sustain changes in those practices that confer risk. Because the vast major-
ity of HIV transmission occurs through unprotected sexual behaviors or
needle sharing, sexual and drug injection risk practices are the major tar-
gets for change in most HIV prevention programs.

For more than two decades, behavior and public scientists have devel-
oped and studied the effectiveness of interventions designed to assist per-
sons in reducing their risk for contracting HIV infection by making
changes in their behavior. Most of the approaches studied in the HIV
prevention research field have been based on individual and small-group
counseling models. These counseling approaches are offered to clients
face-to-face, and typically combine risk- reduction education with attention
to such psychosocial factors as skills training in how to enact behavior
change (for example, through correct condom use and sexual negotiation
skills); the development of positive attitudes, beliefs, intentions, and out-
come expectancies concerning risk reduction; planning and setting goals
to lessen risk behavior; and reinforcing the efforts of the person being
counseled to make change. A well-established research literature has
shown that individual and small-group interventions based on cognitive-
behavioral or social-cognitive theoretical principles can—when culturally
tailored—bring about reductions in sexual risk behaviors among gay or
bisexual men (Kelly, St. Lawrence, Hood, & Brasfield, 1989; Peterson et al.,
1996; Valdiserri et al., 1989); women (DiClemente & Wingood, 1995;
Ehrhardt et al., 2002; Kelly, Murphy, Washington et al., 1994); adolescents
(Jemmott, Jemmott, & Fong, 1992); patients seen in STD and urban
health clinics (Kamb et al., 1998; National Institute of Mental Health
[NIMH] Multisite HIV Prevention Trial Group, 1998); and other at-risk
populations.

Face-to-face interventions like these are an important part of the reper-
toire of HIV prevention strategies needed by clinicians and service
providers who counsel clients at risk for the disease. However, these
models alone are insufficient in the fight against AIDS. On a practical
level—unless carried out with persons in “captive” settings—these ap-
proaches require that people perceive their behavior to be problematic
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and seek out risk-reduction counseling or are at least willing to accept it.
Counseling-based approaches require the time of trained counselors, ther-
apists, or skilled facilitators, and thus are relatively expensive to carry out
on a large scale. Even if assigned high public-health priority, it is difficult
to foresee how—on a practical level—all persons at risk for HIV infection
could be reached with intensive, effective face-to-face risk-reduction coun-
seling. Finally, while interventions of this kind can produce significant re-
ductions in sexual risk behavior in the short term, the magnitude of
behavior-change effects is not always large and may not be maintained
well over time (Kalichman, Carey, & Johnson, 1996).

The counseling approaches that have dominated the research literature
on HIV prevention for many years are based on models of “intraindivid-
ual” change. These approaches presume that if one changes an individual’s
internal psychological characteristics—such as by improving AIDS-related
knowledge, attitudes, beliefs, and skills—that person will then be able to
successfully and durably avoid or more safely handle situations that for-
merly conferred risk. This is certainly part of the picture, but is insufficient
because it attributes too much importance to counseling as a vehicle re-
sponsible for behavior change and does not adequately take into account
how social, community, and interpersonal factors influence whether per-
sons initiate behavior change and how successfully they sustain change
over time. Although “change-the-individual” counseling approaches can
help people enact initial risk-reduction steps and develop motivations to
make short-term risk-behavior changes, successful long-term mainte-
nance of HIV-protective behavior is likely only when peer group social
norms, relationships, the environment, and public-health policies also
support persons’ behavior-change efforts. This requires that we change
communities, the social environment, and social norms, not just counsel
individuals.

In this chapter, we will consider five aspects of community intervention
approaches for HIV prevention: (1) examples that illustrate community re-
sponses to the threat of AIDS early in the epidemic’s history; (2) the ra-
tionale for community-level interventions and characteristics of effective
programs; (3) several examples of these interventions and their outcomes;
(4) factors that influence the success of community-level HIV prevention
interventions; and (5) the way in which partnerships between researchers
and community agencies are essential to the development of effective
programs.

Early Community Responses to the Threat of AIDS

Although what would later become known as AIDS had long and without
notice been taking a toll on human life in Africa, the first cases of the dis-
ease were diagnosed in 1979 among gay men in New York, San Francisco,
and Los Angeles. Even before the putative viral agent responsible for the
disease was identified and its specific epidemiology became known, there
was rapid awareness of the danger in gay communities of major cities
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throughout the United States. Within a very short period of time, there
was also wide understanding that the disease (known initially as “gay-
related infectious disease” [GRID] or as “Kaposi’s Sarcoma Syndrome”
for the form of opportunistic cancer that was then often diagnosed in pa-
tients with it) was sexually transmitted, related to having large numbers
of partners, and probably contracted during unprotected anal intercourse
between men.

Apart from case surveillance and epidemiological monitoring, there
was little immediate response with respect to prevention programs from
federal government agencies in the United States when AIDS cases first
appeared. Traditional public-health systems had little experience and
limited understanding of gay communities, and the political era at the
time was socially conservative. However, gay communities in large cities
already had organizational infrastructures that were long active in politi-
cal, social, and rights advocacy. Cities such as New York, Los Angeles,
San Francisco, and Chicago also had both relatively well-defined gay res-
idential neighborhoods and social gathering venues, permitting commu-
nity programs to be targeted. Almost immediately after the threat of
AIDS became known, these organizations rapidly mounted grassroots
community prevention programs emphasizing AIDS education and
awareness, soon followed by wide-scale campaigns promoting condom
use and safer sex. Organizations such as “Stop AIDS,” which originated
in San Francisco and shortly expanded to other cities, the Gay Men’s
Health Crisis (GMHC) in New York City, and AIDS Project Los Angeles
(APLA) carried out extensive AIDS outreach information dissemination
programs in bars, clubs, and sexually oriented venues; sponsored risk-
reduction workshops for men who have sex with men (MSM); and initi-
ated volunteer-based “friends educating friends” house parties to
enhance AIDS awareness, encourage safer sex practices, and create nor-
mative support for risk-reduction behavior change. Similar programs
were quickly replicated by gay community organizations and the AIDS
community-based organizations (CBOs) that grew from them in cities
throughout the United States.

Gay and AIDS CBOs were well-suited for these important roles early in
the epidemic because they were indigenous to the communities they
served, understood well the culture of the community, had credibility, had
extensive volunteer networks, and were nonbureaucratic and able to
quickly initiate innovative programs. As entities with deep roots in the
communities they served, the organizations could draw upon volunteers
and could function as vanguards for mobilizing the larger gay community
against AIDS. While governmental public-health agencies were—and
remain—reluctant to provide explicit information and recommendations
concerning sensitive sexual behavior, autonomy allowed AIDS CBOs to
candidly and openly discuss risk behaviors and advocate for safer sex
practices in terms relevant, comprehensible, and credible to the popula-
tions they sought to reach. We know now that HIV infection rates declined

90 Community Interventions and AIDS



among gay or bisexual men in large urban areas in the United States by
the mid-1980s. It is likely that the community programs quickly initiated
by gay and AIDS CBOs contributed substantially to that decline.

Rationale for Community-Level Interventions 
and Characteristics of Effective Programs

Community-level HIV prevention approaches differ from individual
counseling-based models because they attempt to reach entire community
populations (or population segments) and because they seek to lower the
prevalence of risk behavior or the incidence of disease at a population
level. Community-based HIV prevention approaches that change the
norms, collective self-efficacy, and risk-behavior practices in populations
vulnerable to AIDS are essential for a variety of reasons. People contract
HIV infection as a result of sexual or drug use activities that take place in
settings and in relationships that exist in their day-to-day lives in the
community. Changing communities to make them safer places is a logical
direction for HIV prevention efforts. Approaches that strengthen risk-
reduction social norms in one’s peer reference group, that create and sup-
port expectancies for the positive outcomes of safer behavior, and that
strengthen social and environmental structures that support risk avoid-
ance are critical objectives in community-level HIV prevention. Population-
focused interventions have the potential to reach large numbers of people,
create social environments that help persons maintain safety, and be cost-
effective by virtue of their scope, especially when targeting populations
that would otherwise have high HIV incidence.

The importance of changing the social milieu rather than just the indi-
vidual is not unique to HIV prevention. Smoking rates in some segments
of the American population have declined, not because smokers in mass
numbers enrolled in intensive “quit smoking” counseling workshop pro-
grams, but primarily because social norms concerning smoking have
changed. In a similar sense, the HIV prevention research field should ac-
knowledge past successes in developing intensive face-to-face interven-
tions that can help individuals make risk-reduction behavior changes, and
press forward to improve our understanding of how to create and carry
out broader community-level models that will reach more people and help
them better maintain behavior change (Kelly, 1999). Both research and ap-
plied experience in community-level HIV prevention programs suggest
that four domains are critical to successful outcomes. They involve the
content of a program, the source of prevention messages delivered to pop-
ulation members, the ability of the intervention to reach and adequately
expose population members to effective messages, and the program’s sus-
tainability in the community.

Program Content and Focus A first question of both theoretical and practi-
cal significance is what factors community interventions should target in
order to have their greatest public-health impact. Fortunately, a large body
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of behavioral and social science literature has identified psychosocial de-
terminants of high-risk behavior and also of persons’ success in enacting
behavior change. Consistent with the principles of contemporary theoret-
ical formulations such as social-cognitive theory (Bandura, 1986), the the-
ory of reasoned action (Fishbein & Azjen, 1975), and variations of these
theories specifically applied to AIDS prevention (Catania, Kegeles, &
Coates, 1990; Fisher & Fisher, 1992), lower levels of sexual risk behavior are
associated in many populations not only with accurate knowledge about
risk-reduction steps but also with positive condom use beliefs and atti-
tudes, the perception that peer norms favor safer sex, strong intentions or
readiness to enact behavior change, and high perceived self-efficacy or
confidence in one’s ability to avoid or reduce risk (Catania et al., 1991;
Jemmott, Jemmott, Spears, Hewitt, & Cruz-Collins, 1991; Kelly, St.
Lawrence, Stevenson, et al., 1992; McKusick, Hortsman, & Coates, 1985;
Sikkema et al., 1996). Programs that target these multiple domains are
therefore likely to have the greatest impact. It is important to note that
knowledge about AIDS was a much stronger predictor of risk-behavior
avoidance early in the epidemic than it is at present. This is probably
because basic information levels about AIDS, risk behaviors, and risk-
reduction steps are now quite high in most populations in the United States
and other western countries. Consequently, programs that focus primarily
on risk education alone are likely to have much less effect than those that
also directly target risk-reduction attitudes, beliefs, intentions, normative
perceptions, and self-efficacy.

Apart from psychosocial constructs, HIV risk is situationally influ-
enced, and effective community interventions must be tailored to relevant
situational risk determinants in the population. For example, condom use
is typically higher during first sex with a new partner than during subse-
quent meetings with the same partner in both same-sex and heterosexual
relationships, and unprotected behavior is more likely to occur in primary
than in casual relationships even when the primary relationship is
brief and is not exclusive (Fortenberry, Tu, Harczzlak, Katz, & Orr, 2002;
Ku, Sonnenstein, & Pleck, 1994). Knowing, liking, or loving a partner
are strong predictors of unprotected behavior and represent situational
relationship factors that must be better addressed in HIV prevention inter-
ventions. Other situational influences or risk behavior that require special
program targeting include associations between alcohol and other sub-
stance use with risky sex, barriers posed by lack of access to condoms and
clean syringes, the belief that new antiretrovial medication now makes
AIDS a less serious problem, and handling coercive risk pressures in
power-imbalanced relationships, an issue of particular relevance to
women.

The Sources of Prevention Messages There is a long history of research on
the use of media and other mass-scale health promotion community
campaigns for such public-health problems as cigarette smoking, prob-
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lem drinking, and cardiovascular risk. These campaigns have primarily
used “impersonal” channels of communication from external sources
such as mass- and micro-media. However, these campaigns have often
been disappointing and have produced only very small reductions in
population-level health risk behavior (Carleton, Lasater, Assaf, Feldman,
& McKinay, 1995; Wagenaar et al., 2000; Winkleby, Taylor, Jatulis, & For-
mann, 1996). Such findings illustrate the limitations of mass media ef-
fects on changing certain forms of high-risk behavior and also suggest
that the source of behavior-change recommendations, advice, and model-
ing may greatly influence the impact of intervention programs on
population-level risk practices. As we will discuss in more detail later,
community-level HIV prevention interventions that have produced sub-
stantial effects are those which identified, mobilized, and engaged per-
sons already known, liked, trusted, and credible within the high-risk
target community to actively communicate and personally endorse HIV
prevention steps to others in the same population. This principle has
been well-established in research-based community intervention trials
that identified and trained popular opinion leaders (POLs) to dissemi-
nate to others risk-reduction messages (Kelly et al., 1997; Kelly, et al.,
1991; Kelly, St. Lawrence, Stevenson et al., 1992) that identified influential
members of social networks and then engaged them to take on HIV pre-
vention advocacy roles with other network members (Amirkhanian,
Kelly, Kabakchieva, McAuliffe, & Vassileva, 2003; Latkin, 1998), or that
trained indigenous members of the injection drug user (IDU) community
to serve as informal outreach works to other IDUs (Trotter, Bowen, Bald-
win & Price, 1996, Weibel et al., 1989). Collectively, these findings suggest
that who delivers prevention messages influences their impact on others,
and that behavior-change recommendations coming from personally
known and trusted sources are likely to have greater impact than those
coming only from impersonal sources.

Sufficient Population Exposure to Intervention Behavioral interventions can
have an effect only if the intended recipients of the intervention are
adequately exposed to it. In the case of community-level interventions, a
particular challenge is ensuring that community populations receive high
levels of exposure. Some community-level public-health interventions
have proven unsuccessful in producing behavior-change effects both in
the AIDS field (Elford, Bolding, & Scherr, 2001; Flowers, Hart, Williamson,
Frankis, & Der, 2002) and for other health risk behaviors (Carleton et al.,
1995; Wagenaar et al., 2000; Winkleby et al., 1996). In all of these cases,
a major problem was that the interventions were too weak and a high pro-
portion of population members received little or no exposure to the inter-
vention. If an intervention is not “received” in adequate dosage, it cannot
have an effect.

Community HIV prevention interventions that fail to produce positive
outcomes are often not sufficiently intensive, do not reach a sufficient
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number of population members with enough effective program compo-
nents, or are too limited in scope relative to the overly large size of a target
community population (Kelly, 2004). There is also very little reason to be-
lieve that brief or occasional passive exposure to HIV prevention messages
will produce significant population-level behavior change; this is espe-
cially true because HIV risk reduction involves making changes in strong,
biologically driven motives related to sex and substance addiction. Com-
munity interventions that have proven effective in the HIV prevention
field have been intensive, have repeatedly exposed a high proportion of
population members to multiple prevention messages delivered by credi-
ble sources, and have worked with well-defined target populations small
enough in size so that all members could receive a high “dosage” of the
intervention.

Sustaining Intervention Over Time Brief community interventions are
likely to produce, at best, brief effects. The process of making and then
sustaining changes in sexual or substance use risk behavior requires on-
going reinforcement, and behavior change is best maintained when social
norms, the environment, and relationships are durably altered to support
safer practices. This requires that one conceptualize community interven-
tions not as brief or “one-shot” programs but rather as an ongoing series
of activities that are sustainable, can grow, and can evolve and expand
over long periods of time. In the case of time-limited interventions that are
developed by entities outside of a community, such as research interven-
tions or programs that are carried out by outside agencies, important ob-
jectives are to develop mechanisms that ensure joint initial community
ownership of the intervention, to assist in the development of community
structures that can sustain it in the long term, and to ensure that control of
the intervention ultimately rests with community stakeholders, members,
and organizations.

Examples and Outcomes of Community-Level HIV Prevention Interventions

Several studies reported in the research literature have evaluated the ef-
fectiveness of community-level HIV prevention interventions using ran-
domized trial designs. These studies have produced positive outcomes
and can be used to illustrate some of the principles already discussed.
Successful interventions include the “Popular Opinion Leader” interven-
tion and the “M-Powerment” intervention, both carried out to reach gay
or bisexual men in the community, and a community-level intervention
developed for at-risk women living in low income, inner-city housing
developments.

Engaging Popular Opinion Leaders (POLs) to Serve as Risk Reduction Advo-
cates If the prevalence of sexual risk behavior in a community popula-
tion is influenced by social norms concerning safer sex, it should be
possible to reduce population-level risk by intervening to strengthen
norms that emphasize the acceptability and desirability of safer practices.
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One means to do this is by identifying, recruiting, training, and engaging
cadres of key POLs from within the target population to actively and sys-
tematically communicate effective HIV prevention messages and to per-
sonally endorse the benefits of risk-reduction steps to other members of
the same population.

The conceptual basis of this intervention model rests upon principles of
“diffusion of innovation” theory (Rogers, 1983). Diffusion theory postu-
lates that innovative new trends in population behavior are often insti-
gated when enough of the population’s opinion leaders—those population
members who are naturally liked, popular, and likely to be emulated by
others—establish, are seen, and are known to endorse a behavioral inno-
vation. New trends first modeled and endorsed by opinion leaders are 
observed, may then be adopted by others, and—as more and more popu-
lation members also adopt the same innovation—the new trend diffuses
and becomes normative within the population. In the case of HIV preven-
tion in a vulnerable population where unprotected sex is prevalent, less
unprotected behavior, greater condom use, and increased safe sex prac-
tices are the innovations that one seeks to promote.

The POL community intervention model was initially tested with pop-
ulations of men attending gay bars in small southern U.S. cities (Kelly, St.
Lawrence, Diaz et al., 1991; Kelly, St. Lawrence, Stevenson et al., 1992); the
model was subsequently evaluated in a true randomized community-level
trial in eight additional small cities (Kelly et al., 1997). Each city in the ran-
domized outcome trial had between one and three gay bars. The clubs
functioned not only as drinking places but also as communities where
MSM in each small city could meet, socialize, and freely congregate. Pre-
liminary ethnographic work established that the crowds attending
the gay bars were quite stable and nontransient and that social interac-
tions were frequent. In this sense, the crowd of persons regularly present
in a city’s club was defined as a community population. Anonymous
assessment surveys were administered to all men entering each city’s bars
(over 1,100 respondents) in order to ascertain baseline levels of popula-
tion risk behavior. Following baseline data collection, four cities were
randomly assigned to a control condition in which AIDS educational
awareness posters and brochures were prominently and continuously dis-
played. In the other four cities, the same awareness materials were dis-
played and a community intervention based on the POL model was also
implemented.

Working closely with club managers, key informants, and other gate-
keepers, bartenders in each club were taught to observe the crowds pres-
ent in the venues and to identify those persons who were observed to be
most popular with others. Efforts were made to characterize the different
segments or strata in each club (such as younger men, older men, and men
of different ethnicities and races) and to identify opinion leaders influen-
tial within each segment. Because diffusion theory postulates that approx-
imately 15% of a population members are its opinion leaders and early
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innovation adopters, 10% to 15% of the total number of different people
present in a city’s clubs were identified and recruited. Reflecting commu-
nity interest, concern about AIDS, and altruism, nearly all persons nomi-
nated as opinion leaders agreed to participate in the project when it was
explained.

Groups of opinion leaders attended a series of five 2-hour weekly ses-
sions that first encouraged attendees to think of themselves as social lead-
ers with the ability to reduce the threat of HIV/AIDS in their own
community by talking with others. Over the course of the training ses-
sions, POLs were taught how to communicate effective, theory-based
HIV prevention messages to friends, acquaintances, and even strangers
during the course of everyday conversation. Instruction, modeling, and
role-playing exercises were used to teach opinion leaders to initiate and
deliver messages about behavior change, such as the importance of carry-
ing condoms at all times, discussion of risk-reduction precautions with
partners before sex, avoiding sex when intoxicated, and handling coer-
cion to engage in unprotected acts. Leaders were taught to communicate
about the positive benefits of change, to personally endorse safer behav-
ior, and to identify it to others as a socially acceptable norm. Conversa-
tional messages emphasized the positive and desirable consequences of
making changes in behavior. In these ways, POLs learned to expand their
communications beyond risk education alone and to target attitude, be-
lief, self-efficacy, and normative views in others. During each group meet-
ing, all POLs specified goals for the number of conversations with others
each would have before the next session, and outcomes of these conversa-
tions were reviewed—and continued conversation goals were established—
during each subsequent meeting. In order to reach momentum, achieve
a “critical mass” of risk-reduction endorsers, and ensure not only high
but also repeated exposure of population members to multiple HIV pre-
vention messages coming from different well-liked people, successive
waves of new POLs were identified and sequentially trained in each
intervention city.

Follow-up risk assessment surveys were administered to all men enter-
ing gay bars in all eight cities 1 year after the POL intervention had been
carried out. Comparisons between baseline and follow-up revealed no ev-
idence of population-level risk-behavior change in the control cities where
educational materials alone had been present in the clubs. By contrast,
there were substantial reductions in the prevalence and frequency of high-
risk sexual practices—as well as increased condom use—in populations of
men attending intervention city bars. At follow-up, the mean frequency of
unprotected anal intercourse decreased from 1.68 acts during the past 2
months at baseline to 0.59, and the mean percentage of condom use dur-
ing sex increased from 44.7% to 66.8%; these reported behavior changes
were corroborated by increased condom taking in intervention city bars
(Kelly et al., 1997). The study showed that reductions in the risk level of
a community population can be achieved when enough popular and
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well-liked members of that population systemically are mobilized on a
large scale to endorse and recommend behavior change to others.

“M-Powerment”: A Multicomponent Community Intervention Kegeles, Hays,
and Coates (1996) examined the effectiveness of a community-level inter-
vention for young gay or bisexual men that employed the same type of
message dissemination elements just described with several additional
components. This work, carried out in two midsized cities on the West
coast, utilized one city population as a control and implemented in the
other city a multielement intervention. It included two forms of peer out-
reach. In formal outreach, teams of young gay men visited locations fre-
quented by other young MSM where they communicated safer sex
encouragement messages, distributed project safer sex materials, and in-
vited other men to join their outreach team. During informal outreach,
young MSM in the community were invited to attend sessions, similar to
those used in the POL intervention described by Kelly et al. (1991; Kelly,
St. Lawrence, & Stevenson, 1992; 1997), in which they learned to diffuse
safer sex endorsement messages to their friends. In addition to these out-
reach activities, the project also carried out 3-hour risk-reduction work-
shop sessions in community venues that corrected misconceptions about
risk, encouraged correct condom use, taught skills for enacting risk-
reduction steps, and—if participants were willing—enlisted their efforts
to serve as informal HIV prevention outreach workers to their own friends.
The overall project, as well as other community AIDS awareness activities,
was jointly orchestrated by the research team; a core group of young MSM
that developed project materials, logos, and themes; and a community ad-
visory board.

In contrast to the Kelly et al. (1997) study, which evaluated program
effectiveness by surveying large cross-sections of over 1,000 population
members at baseline and 1 year after the POL intervention, Kegeles, Hays,
and Coates (1996) longitudinally followed a smaller cohort of gay men
(N = 191) drawn from the intervention and control cities. However, the pat-
tern and approximate magnitude of behavior changes were similar in the
two studies. Kegeles, Hays, and Coates. found that, among members of the
longitudinal cohort, no significant changes in risk behavior were present
in the control city. In contrast, cohort members in the intervention city had
become less likely to engage in unprotected anal intercourse during the
past 2 months (41.0% to 30.0%). Thus, both of these community-level in-
terventions produced substantial reductions in the presence and fre-
quency of high-risk sexual behaviors among MSM, the population most
affected by HIV/AIDS in the United States.

A Community-Level Intervention for Inner-City Women One might make
the argument that gay or bisexual men constitute a population that is
highly sensitized to AIDS and therefore highly ready for change, and that
this population faces comparatively fewer change barriers related to
impoverishment, social disadvantage, and gender than do inner-city
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women. An important question is whether community risk-reduction in-
terventions can also prove successful with disadvantaged inner-city popu-
lations. Sikkema et al. (2000) studied this question in a randomized trial
with women living in 18 low-income housing developments located in
five American cities. Residents of the developments were predominantly
racial and ethnic minority women, and most were unemployed.

In a study design similar to the trial of the POL model in gay bars
(Kelly et al., 1997), baseline assessment surveys were first administered to
nearly 1,800 women living in the 18 housing developments to ascertain
initial levels of population risk behavior. AIDS educational materials were
distributed in all developments, and condoms were made available at no
cost to all women requesting them. Housing developments were then ran-
domized to intervention and comparison group conditions. The interven-
tion tested in the study involved three components: (1) risk-reduction
workshops for women; (2) the identification and training of POLs among
women in each housing development to disseminate risk-reduction en-
dorsement messages to other women in the same development; and (3)
periodic AIDS awareness social events that brought together women and
families living in the development and that provided an opportunity for
POLs to have more intensive risk-reduction endorsement conversations
with their neighbors.

In contrast to gay men, inner-city women were found in pilot work to
have less information about HIV/AIDS, sexual health issues, and HIV risk
reduction and sexual communication skills. For this reason, the commu-
nity intervention began by inviting women to attend four-session group
workshops held in common meeting rooms in each housing development.
Approximately half of all women in intervention-condition developments
attended the workshops. Workshop content areas included HIV/STD risk
education, women’s reproductive health, male and female condom use,
sexual assertiveness and condom negotiation skills, and skills training in
how to talk with friends and family members about HIV and sexual be-
havior. The workshops were intended to provide a basic foundation in ar-
eas needed to successfully enact behavior change.

Questions imbedded in the baseline risk-assessment survey asked each
woman in a housing development to identify which other women, from
among those living in the same development, were the most liked and
trusted for advice. Responses were cross-tabulated to determine who re-
ceived the greatest number of nominations. POLs were identified and
invited to serve on the development’s “Women’s Health Council.” Ap-
proximately 12% of the total number of women residents in each develop-
ment functioned in these roles. In addition to being the first women to
attend the community risk-reduction workshops, Health Council mem-
bers assumed the roles of both disseminating risk-reduction endorsement
messages in conversations with neighbors and inviting other women to
attend successive waves of workshops. Each housing development’s Health
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Council planned and organized periodic social events such as potluck din-
ners, family game activities, and women’s discussion groups that brought
neighbors together and always included an AIDS awareness component,
providing an opportunity for POL/Health Council women to discuss AIDS
concerns and visibly endorse protective steps. Ethnography carried out dur-
ing the project’s preliminary phase had revealed that women were less com-
fortable than gay men in discussing explicit aspects of their sexual behavior,
often had to deal with men’s negative attitudes toward condom use, and
were motivated to learn about AIDS not only for self-protection but also to
become able to discuss it with their family members. These themes received
particular attention during all subsequent phases of the intervention.

The same risk-assessment survey used at baseline was readministered
to all women living in all 18 housing developments 12 months following the
completion of the community risk-reduction workshops. The proportion
of women in intervention-condition developments who had any unpro-
tected intercourse in the past 2 months declined from 50% to 37.6%, and
the percentage of women’s intercourse acts that were protected by con-
doms increased from 30.2% to 47.2%. There was an approximately one-
third reduction in the mean frequency of unprotected acts among women
who reported exposure to intervention activities.

Factors Influencing the Success of Community-Level 
HIV Prevention Interventions

These examples provide compelling evidence—often using rigorous, “gold
standard” randomized control group designs—that community HIV pre-
vention interventions can produce substantial reductions in sexual risk
behavior at a population level. At the same time, some evaluations of
community-level HIV prevention interventions with gay men have not
yielded positive findings (cf. Elford et al., 2001; Flowers et al., 2002), and
community outreach programs for IDUs have sometimes found large
secular trends for decline in injection-related risk practices even in
standard-care conditions (Stephens, Simpson, Coyle, & McCoy, 1993). It is
important to identify and understand factors that have been responsible for
the success of some interventions and the reasons that others have not pro-
duced positive outcomes. Although little or no research has empirically and
directly examined these questions, several characteristics distinguish com-
munity intervention studies that produced convincing behavior-change
outcomes from those that did not (Kelly, 2004). These include the following:

(1) Successful projects have been grounded in theory-based models
and have been implemented with fidelity to their key theoretical
foundations. For example, the successful diffusion-based inter-
ventions discussed earlier all identified and trained sufficiently
large cadres of POLs to deliver to others messages that targeted
not only the recipient’s knowledge about AIDS but also normative
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beliefs, attitudes, intentions, skills, and self-efficacy. Interventions
producing positive effects have focused on factors known to
influence risk behavior.

(2) Successful interventions have relied on intensive field ethnogra-
phy and on eliciting community input, support, and involvement
during intervention development. These steps are critical for
ensuring that HIV prevention interventions direct attention to
relevant risk-producing situations, are culturally relevant and
appropriate, and are accepted in the population one seeks to
reach.

(3) Successful interventions have produced among population mem-
bers high levels of exposure to key elements and “active ingredi-
ents” responsible for behavior change. Programs that have been
able to deliver only a small level of intervention exposure—
either because the intervention was itself too weak or because the
target population was too large in relation to program scope—
have generally been unsuccessful (Kelly, 2004). Programs that
have produced population-level behavior change have generally
ensured the potential for high exposure by working with smaller
population units and venues (such as gay men present in a small
city’s gay bars or venues, or women living in identifiable inner-
city housing developments) than do those directed to diffuse,
broad, hard-to-target, or transient populations (such as all gay
men or women in a large city).

(4) Most successful community HIV prevention interventions have
employed multiple program components that directly reached
most members of the target population. The Sikkema et al. (2000)
housing development project, which combined community-
setting risk-reduction workshops, sustained message delivery
by POLs among women living in the developments, and AIDS-
themed social events that brought together neighbors and fami-
lies, illustrated such a multifaceted approach.

(5) Successful community-level interventions have been sustained
and ongoing. As discussed earlier, programs that produced
evidence of change have had active intervention components
sustained over relatively long periods of time, commonly 6 to 12
months. The activities also often changed, evolved, and built mo-
mentum by drawing new community members into the inter-
vention process.

(6) Successful community interventions have not only delivered pre-
vention messages but have also created social movements against
AIDS. Each of the intervention examples described earlier in this
chapter included programs that went far beyond providing AIDS
education. Each also illustrated a process in which community
members’ altruism, support, concern about AIDS, and desire to do
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something to help fight the disease became critical components of
the intervention. To a large extent, project personnel functioned
not as staff who delivered a program to a “passive” community
but as staff who facilitated, mobilized, and channeled the volun-
teer efforts of community members themselves, whether as
POLs, Women’s Health Council members, or informal outreach
workers. Interventions that successfully mobilize community ef-
fort and structures carry the potential for durably changing the
social fabric to reduce risk.

The Role of Partnerships Between Researchers and Community Agencies

Whether carried out in the context of a research trial or purely as a com-
munity service, effective HIV prevention interventions must be informed
by both behavioral and social science research findings and—equally—
by the experience, cultural understanding, and credibility of CBOs. It is
theoretically possible for researchers to be sufficiently community
savvy—or for CBOs to be sufficiently research savvy—to bring both re-
search and community perspectives to these endeavors. However, the
challenges of conceptualizing, designing, implementing, and evaluating
effective community-level HIV prevention interventions are great, and
efforts in this area are most likely to prove successful when they can ben-
efit from the combined expertise of applied behavioral or social scien-
tists and service agency partners with a deep understanding of the
communities they serve. Intervention models that arise from re-
searcher/provider collaborations can then rest on a foundation of both
sound science and community understanding.
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5

Social Network Approaches to HIV
Prevention: Implications to Community 
Impact and Sustainability

Carl A. Latkin & Amy R. Knowlton

THEORIES OF BEHAVIOR CHANGE

The first two decades of HIV prevention research demonstrate the limita-
tions of individual-oriented approaches to behavior change and the need
for understanding alternative, social-level approaches to behavior change.
Predominant individual-oriented, psychoeducational approaches to inter-
vention are insufficient to alter the course of HIV epidemics (Kalichman,
Kelly, & Stevenson, 1997). Models of behavior change employed in HIV
prevention intervention tend to be highly cognitive, emphasizing such fac-
tors as risk perceptions, attitudes, and beliefs, diverting attention from the
social and economic contexts that help shape these cognitions. Moreover,
individual-level approaches also present challenges to identifying and re-
cruiting hard-to-reach, socially and economically marginalized populations
often at highest risk for HIV. Furthermore, individual-oriented interventions
tend to lack sustainability, with most HIV behavioral change decaying over
3 to 6 months after intervention.

New intervention approaches are needed to address the social nature of
HIV risk behaviors within their community contexts. Research suggests
that social-oriented compared to individual-oriented approaches to be-
havior change can potentially be more effective, affect a greater number of
individuals, and have more sustainable effects on behavior change. Yet,
while there has been increasing recognition of the need for a social-level
HIV intervention agenda, the underlying theories and methodologies of
intervention have largely remained individual-oriented, limiting the po-
tential of social avenues of intervention for behavior change. Pursuing
promising social-oriented avenues to HIV intervention requires social
theories of behavior and social-oriented methodologies of behavioral
assessment.

Classic social psychology studies by Sheriff, Latene and Darley, and
Zimbardo among others, have demonstrated the immense power of social
situations to define and influence behavior. Research indicates the impor-
tance of social environmental factors in HIV risk behaviors as well (Des
Jarlais et al., 1995; Friedman et al., 1987). Of particular importance are
more recent social theories of behavior that have elucidated the structural,
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that is, network, basis of the dynamic interactions between individuals and
their social and economic environments (Bourdieu & Delsaut, 1981; Cole-
man, 1990), linkages between microsocial and macrosocial patterns of
behavior (Giddens, 1987), and relationships between social statuses, iden-
tities, and behavior (White, 1992). Increasingly, research is illuminating
the structural basis of contextual influences on health behaviors and re-
sultant health disparities (Berkman, Glass, Brissette, & Seeman, 2000).

While great strides have been made in developing social theories of be-
havior, far less attention has been given to applying these theories to be-
havioral intervention (Rogers, 2003). A major challenge to developing an
agenda of social-oriented HIV behavioral intervention remains the sys-
tematic delineation and measurement of social factors that affect HIV risk
behaviors. We propose that analyses of social networks and social behav-
ioral settings may help contribute to the systematic measurement of social
environmental influences on HIV-related behaviors and help elucidate the
role of environment on behavior and behavior change. The analyses of
networks within risk behavior settings can also be used to identify social
roles and identities and their attendant behavioral norms, which may aid
in the development of social-oriented interventions that capitalize on so-
cial influence processes. Furthermore, network-based sampling and as-
sessment can be used to empirically assess the efficacy of interventions to
alter social norms and the potential social diffusion of intervention effects
within a community.

In the present chapter we propose social theory–based strategies to a net-
work approach to HIV prevention that capitalize on social influence pro-
cesses. We discuss how such concepts as referent others, social identities,
social roles, norms, behavioral settings, and social diffusion of innovation
can be operationalized in network terms and applied to the development
of HIV prevention intervention tailored to social environmental influences
on HIV risk within a given community. We propose that greater attention
to networks as not only channels of disease transmission but also as chan-
nels of resource exchange, information dissemination, and potential social
influence may contribute to the development of more powerful approaches
to HIV prevention. Furthermore, we propose that greater attention to the
influence of behavioral settings on HIV risk, and common venue atten-
dance as network may also improve the success of our targeting and inter-
vention outcomes.

NETWORKS AS COMMUNITY

A network can be defined as individuals linked by a certain behavior or
interaction of interest. A personal network can be defined as an individual,
termed ego or index, and those linked directly, that is, first degree con-
tacts, to her by a particular behavior or interaction. Social networks are sets
of individuals that are linked together by one or more specific types of re-
lations between them. They can be a set of linked personal networks.
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Networks have been used in conceptualizing a systemic model of com-
munity as a dynamic system of kin, friends, and weaker ties (Kasarda &
Janowitz, 1974). As such, social networks have been considered a contem-
porary form of community and an alternative to traditional (geography-
or clan-based) notions of community that may no longer hold validity
(Bott, 1957; Mitchell, 1969; Wellman, 1981).

Personal network members are typically nominated by the ego through
name-generating questions that elicit names of individuals with whom
the respondent has engaged in specific behaviors or interactions. For ex-
ample, a network inventory may include such name-generating questions
as with whom one eats or sleeps, or sources and recipients of the respon-
dent’s support, termed her support network. Modes of social support
queried often include emotional, financial, instrumental or tangible, infor-
mational, and social participation. Support-network name-eliciting ques-
tions may include: Who can you talk to about something private or
personal? (emotional support); Who would give you $25 or something of
value? (instrumental or material support); and Who could you ask for ad-
vice or help about health problems, like infections, birth control, or HIV or
AIDS? (informational support). In HIV research, additional interactions of
interest may include sexual behavior or drug sharing; such nominated
individuals are termed the ego’s sex and drug networks, respectively, or
collectively, ego’s risk network.

After delineating names, attributions of network members are elicited
through a series of additional questions. Attributions queried may include
age, gender, employment status, frequency of contact, residential propin-
quity, HIV status, illicit drug use, reciprocity of support, emotional close-
ness, trust, interpersonal conflict, HIV risk behaviors, and knowledge of
ego’s HIV status.

Network inventories differ from traditional survey instruments in that
the major goal is to elicit from the respondent a set of names and attrib-
utes of those individuals. Respondents vary on both the size of their
networks and their abilities to recall the names of their network mem-
bers. Probes have been found to assist in the recall process (Brewer, 2000),
necessitating detailed training and supervision of interviewers. Network 
measures have been demonstrated to have predictive, concurrent, and dis-
criminative validity (Latkin, Mandell, Vlahov, Oziemkowska, & Celentano,
1996a). Social networks can be visually modeled as sociograms (Figure 5.1).
Computer technology, for example, UCINET, Pajek, and NetDraw, has en-
hanced the ease of visualization and analyses of social network data.

Network Structure

Networks are comprised of functional, relational, and structural compo-
nents (Hall & Wellman, 1985; House, Umberson, & Landis, 1988). Func-
tional components may include modes of support (emotional, financial,
informational, instrumental, and social participation, and interpersonal
conflict) and other interactions of interest such as sex or drug-sharing

Social Network Approaches to HIV Prevention 107



108 Community Interventions and AIDS

Figure 5.1 Sociogram of social network.

ties. Relational components are usually described in terms of institution-
alized social roles such as kin, coworkers, and friends. Social network
structural components include network size, (i.e., number of network
members); direction of the relationship (unidirectional or bidirectional);
multiplexity (i.e., the number of relationships between the ego and a net-
work member, which can be indexed by the number of network members
named in two or more functional or relational network domains); durabil-
ity, or duration of network ties; density, (e.g., the proportion of individuals
within a network who are linked to each other divided by the number of
possible links); and centrality (i.e., individuals within a network with the
highest numbers of direct and indirect ties).

Network members tend to be homophilous not only with regard to
race, ethnicity, and social class, but also with regard to beliefs, attitudes,
and behaviors (Marsden, 1990). That is, similar others tend to affiliate, and
affiliates tend to reciprocally support, influence, and perpetuate each oth-
ers’ attitudes and behaviors. As high-risk individuals tend to affiliate with
each other, network analysis can be used to delineate potential routes of
HIV transmission, key support exchange ties, and potential sources of so-
cial influence on HIV risk behaviors.

Behavioral Settings and Social Networks

Behavioral settings can have profound implications to HIV because re-
search indicates that behaviors can be influenced by social settings
(Barker, 1978; Barker & Wright, 1955). Theories of the influence of set-
tings on behaviors (Wicker, 1987) emphasize the social construction
(Berger & Luckmann, 1967) of social interactions and the importance of



motives and social cognitions, such as scripts (Abelson, 1981) and social
episodes (Forgas, 1979), in this construction. Behavior settings are of par-
ticular importance for network analysis and intervention because they
provide a venue in which individuals at risk of disease transmission may
be linked by various forms of social interaction. Indeed, common settings
for meeting sexual partners and the concomitant risk profiles of those
who frequent these settings have been delineated by key informants
(Weir et al., 2003). Common attendance at social settings can also be used
to define social networks.

Bars are one type of behavioral setting that has been studied in detail.
Bars tend to attract heavy drinkers, and individuals who frequent bars
tend to increase their drinking over time (Curran, Muthen, & Harford,
1998). Further, bars are a site for the development of social norms that in-
fluence risk conditions. In observational studies of bars, Aitken found that
bar patrons reported social pressures to conform to norms of round buying
and that the group norm of buying rounds of drinks for drinking partners
predicted the amount of alcohol consumed (Aitken, 1985). Bar attendance
has also been found to be associated with transmission of infectious dis-
eases. In a study of STIs in Colorado Springs, six bars accounted for half of
the social venues attended. In a tuberculosis study, Klovdahl et al., found
that common attendance at specific social settings was linked to a genetic
strain of tuberculosis infection (Klovdahl et al., 2001), suggesting a causal
link between setting attendance and infection. Some prior successful HIV
prevention studies that targeted gay men were located in bars because
they were the nexus of gay networks within the communities studied
(Kelly et al., 1992).

Shooting galleries, crack houses, bus stops, and truck stops have also
been observed as settings associated with HIV risk behaviors (Celetano,
Vlahov, Cohn, & Anthony, 1991; Latkin & Knowlton, 2000). Some of these
settings contain stable networks, whereas others are places to meet new
partners. In addition, potentially unexpected settings may also emerge as
important sites for network formation and interaction. In an outbreak in-
vestigation of syphilis in St. Louis, Stoner et al. found that a doughnut
shop was the central meeting place for infected individuals (Stoner, Whit-
tington, Hughes, Aral, & Holmes, 2000).

Settings may also have independent effects on risk behaviors. The phys-
ical attributes of settings, such as the lack of running water for cleaning nee-
dles, and the social norms, such as exchanging sex for drugs in crack
houses, may have profound effects on HIV transmission. Given the influ-
ences of both settings and networks on risk behaviors, it may be useful to
consider both attributes of social environments when designing HIV pre-
vention programs.

Network- and Setting-Based Sampling

Delineation of networks and behavioral settings also has important applica-
tions to targeted sampling of high-risk, hard-to-reach populations. Because
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those at highest risk of HIV are often socially and economically marginal-
ized, they are often not accessible by traditional sampling strategies.
Venue- and network-delineated sampling has been used to recruit such
high-risk and hard-to-reach populations as injection drug users, sex work-
ers, and other hidden populations (Broadhead & Heckathorn, 1994; Carl-
son, Siegal, & Falck, 1994; Simpson, Camacho, Vogtsberger, & Williams
ML, 1994).

There are several approaches to network sampling. The simplest is to
collect personal network data on the sample without actually sampling
network members. To assess sampling biases, one can then compare the
attributes of the recruited sample to those of the sample’s network mem-
bers. The second approach is to recruit the actual network members of the
initial sample. If the investigators wish to reduce statistical biases of sys-
tematic sampling, they can randomly choose network members to recruit.
This approach, called a random walk, has been successfully utilized to par-
simoniously estimate the sample’s characteristics (Klovdahl, 1989).

Another method is network delineated sampling. Using this method, net-
work members are recruited based on specific attributes. For example, in-
vestigators may want to recruit network members who are most difficult
to enroll. If it is difficult to recruit young injection drug users, then the
youngest injectors listed on a network may be targeted for enrollment.
Once these individuals are enrolled, their network can be also delineated
and their youngest injection partners can be targeted from enrollment. To
reduce respondent bias of only recruiting certain types of network mem-
bers, parameters such as age and residential location can be placed on the
type of network members respondents are asked to recruit. By first delin-
eating their networks, the investigators can guide the participants as to the
type of networks members requested to participate.

Setting- or venue-based sampling is another method of recruiting hid-
den populations. In venue sampling, venues known to be frequented by
the target group are enumerated and then random or quota samples are
recruited from these venues. This method has been effective in recruiting
young men who have sex with men (MSM) (Valleroy et al., 2000). One of
the disadvantages to venue sampling is that some individuals in the target
group do not frequent the venues.

To deal with this and other issues, venue- and network-delineated sam-
pling can be combined. For some groups it may be most effective to ini-
tially recruit from a venue, such as bars. Then network members not
represented in the venue could be recruited in the second stage of sam-
pling, targeting participants’ risk network members who do not go to the
bars. This approach of network-delineated sampling allows investigators
to bridge their recruitment between networks and can be used with venue-
based, for example, street- or clinic-based, recruitment strategies. This
avoids some of the systemic selection biases in venue-based recruitment.
Moreover, it presents a viable approach to recruitment of high-risk groups
that may not easily be identified through either approach alone, such as
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those who frequent a computer chat room that serves as a high-risk MSM
network and as a forum for advertising the changing venues of their rave
parties.

Networks and HIV/STIs: Networks as Channels of Disease Transmission

Because of its emphasis on social interactions, social network analysis is
well-suited to the study of infectious diseases and their transmission
through a population. Research on networks and HIV has delineated
structural components of networks and emphasized conceptualizations of
networks as channels of infectious disease transmission. This research has
emphasized that HIV, like other infectious diseases, is not randomly dis-
persed within a population but rather located and transmitted within net-
works of linked individuals.

There is ample evidence that personal network factors are associated
with HIV and sexually transmitted infection (STI) risk behaviors (Klov-
dahl et al., 1994; McManus & Coxon, 1995; Morris & Kretzschmar, 1995;
Rothenberg et al., 1998; Woodhouse et al., 1994). Needle sharing, cessation
of drug use, and relapse have been found to be associated with personal
network characteristics of density and size of drug networks (Latkin,
Mandell, & Vlahov, 1996; Trotter, 2nd, Bowen, & Potter, 1995).

Several structural network characteristics have been found to be useful
in understanding HIV transmission and informing the development of
social interventions. The structural network factors that may be associated
with HIV transmission include bridge groups, centrality, multiplexity, and
network turnover. Bridge groups are categories of individuals who bridge
HIV infection from high-risk groups to other social groups and are, there-
fore, important targets of HIV intervention. Similarly, individuals with
high centrality (i.e., greatest numbers of ties) may be important transmit-
ters of infection. For example, small, isolated networks not connected to
each other by ties among them, present a much lower probability of
HIV/STI transmission compared to large, highly interconnected net-
works. In a social network study of drug users in New York City, Fried-
man and et al. (1997) found that HIV positive serostatus was associated
with a greater likelihood of links to a large highly interconnected core net-
work component. Findings that women injection drug users more so than
men had greater multiplexity of ties, as reflected in greater overlap be-
tween drug and sex partners (Latkin et al., 1998; Pivnick, Jacobson, Eric,
Doll, & Drucker, 1994), help to explain women’s greater HIV risk and
need for interventions that focus on interpersonal negotiation of both
safer sex and drug behaviors. Network turnover, a measure of network
stability, has been reported to be associated with increased HIV seroposi-
tivity (Friedman, DeJong, & Wodak, 1993).

Network analysis has also been used to identify the contribution of
sexual mixing or sex pairing patterns to the transmission of HIV. Sexual
mixing is the degree to which people have sexual partners from inside (as-
sortative mixing) and outside (disassortative mixing) their own networks.
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Selective sexual mixing can have a profound effect on the speed and di-
rection of HIV/STI transmission. Renton, Whitaker, Ison, Wadsworth, and
Harris (1995) found that individuals with high rates of STIs tend to select
as sex partners others with high rates of STIs, which may be explained by
tendencies of assortative mixing, that is, selecting sexual partners from in-
side one’s network. This pattern of sex partner selection may lead to iso-
lated pockets of infection within the community, which should be prime
targets of intervention to reduce the potential of transmission to individu-
als outside the network. In other examples, age mixing patterns have
helped to explain HIV seroprevalence patterns of young gay men in San
Francisco (Service & Blower, 1995) and young African women (Ford,
Sohn, & Lepkowski, 2002) One study found that age mixing was strongly
associated with STI infection even after adjusting for number of sex part-
ners (Catania, Binson, & Stone, 1996). Age mixing has also been found to
be associated with lower condom use (Diclemente et al., 2002; Ford et al.,
2002).

Network analysis can also be used to identify specific sources and
forms of social support associated with health outcomes. For example,
multiplexity of drug users’ ties, for example, financial support, exchange
support and sexual interaction, or economic interdependence in sex part-
ner ties, has been found to be associated with riskier sexual practices
(Sherman & Latkin, 2001), particularly for women. Disadvantaged popu-
lations’ reliance on support exchange with network members may also
help explain the resistance to adopt safer sex and safer drug practices, es-
pecially within their main sex-partner and main drug-sharing ties. Intro-
ducing new behaviors may threaten their access to valued resources.

Networks and Social Support: Networks as Channels of Resource Exchange

While networks clearly function as channels of disease transmission, they
also serve as channels of resource exchange. Thus, a comprehensive con-
ceptualization of networks incorporates their functional and relational
components as well. More specifically, network inventories can be used
to elicit information on individuals to whom the ego provides and from
whom the ego receives informational, emotional, and material support.
The social support literature has traditionally distinguished between per-
ceived support and enacted support. Perceived contingent support, or
global appraisals of perceived support, has been consistently found in
prior studies to be associated with morbidity and mortality (Berkman
et al., 2000). Research suggests that perceived support reflects support
expectations or norms about the availability and potential value of such
support. Enacted support, on the other hand, reflects instances in which
support has been utilized (Dunkel-Schetter & Bennett, 1990). Each, how-
ever, represents a potential resource that can be enlisted in network-
oriented preventive interventions.

Prior studies indicate that individuals of lower socioeconomic status,
having fewer personal reserves of resources, are more likely to utilize
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network support (Hobfoll, 2001). Those of very low socioeconomic status
tend to rely on their networks for support exchange for basic subsistence
needs (Stack, 1974). As HIV disproportionately affects such disadvan-
taged populations, attention to support availability, and the resources ex-
changed among these ties, provides insights into microsocial processes
that affect HIV risk. In addition, individuals of lower socioeconomic status
and greater HIV risk tend to have greater degrees of homophily within
their network, or less access to individuals with greater resources (includ-
ing financial) than themselves. This social and economic marginalization
implies that they tend to be reliant on resource exchange with similarly
marginalized, high-risk others; exigencies to engage in resource exchange
within their networks leaves them vulnerable to resource depletion and
distress (Stack, 1974). By focusing on the transactional components of
these networks, network analysis can be used to emphasize the structural
basis of the unequal opportunities for social ties through which individu-
als access resources that affect their individual and collective health (Well-
man, 1981).

Interpersonal Conflict

Many studies of social ties and health focus on prosocial functions of ties
and ignore disruptive or conflictive qualities of ties. Interpersonal conflict
in network ties may indicate threats to main ties and their potential insta-
bility and dissolution. The importance of such conflict is shown in research
suggesting that conflictive qualities of relationships may be more conse-
quential to health than supportive qualities (Fiore, Becker, & Copple, 1983;
Rook, 1984). Conflictive compared to supportive qualities of ties have also
been found to have greater associations with stability and duration of rela-
tionships. Violations of norms of support exchange, or reciprocity of support,
contribute to interpersonal conflict and potential dissolution of supportive
ties (Turner, Pearlin, & Mullan, 1998). Thus, network-based preventive inter-
ventions need to be mindful of potential conflict in existing networks, as
well as the potential of the intervention to introduce additional conflict as a
function of information conveyed, changing norms, or threat to a predictable
though potentially maladaptive lifestyle.

Networks as Channels of Support Exchange

Viewing networks as channels of resource exchange also provides some
conceptual benefits for the design of interventions. The resource exchange
perspective focuses on naturally occurring relationships contributing to risk
and on behaviors and network-level resource exchange. In so doing, the net-
work conceptual framework avoids the limitations of perspectives that sug-
gest that networks are static and imply a specific social role. Further, it does
not presume that risk group labels connote personal identity. Some risk ties,
particularly among marginalized populations, may not conform to institu-
tionalized social roles. Moreover, these role categories may not neatly fit
into the categories of sex partner ties commonly referred to in HIV research,
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that is, main, casual, and exchange sex partners. Further, in many settings,
it may be difficult to distinguish exchange sex from other types of sex. Un-
derstanding patterns of support exchange as a dynamic and reciprocal pro-
cess within a population seeking to meet basic subsistence needs such as
food, shelter, clothing, and education, may contribute to a greater under-
standing of HIV risk and, in the process, introduce real-world complexity
into interventions intended to affect the lives of these individuals.

Networks as Referent Others: Networks and Social Influence

Besides conceptualizations of networks as channels of disease transmis-
sion and of resource exchange, networks can also be conceptualized as
comprised of referent others who may serve as important sources of social
influence. Interpersonal ties can have a powerful influence on individuals’
risk behaviors through processes of social comparison, fear of social sanc-
tions, information or other resource exchanges, and through social inter-
actions that provide opportunities to meet new sex partners or drug-using
ties (Edwards, Tindale, Heath, & Posavac, 1990; Fisher, 1988; Hall & Well-
man, 1985).

Networks as Referent Others

Research on the power of referent others has greatly influenced inter-
ventions in HIV/AIDS. For example, this work suggests that similar indi-
viduals, compared to individuals who are perceived as different, have
stronger influences on individuals’ behavior. Thus, many intervention ap-
proaches have targeted “peers” as potential sources of social influence on
behavioral risk reduction. Social cognitive approaches to intervention in
particular often include social process components, such as use of peers
for modeling and providing social rewards such as affirmative feedback
for public statements of intentions to engage in risk reduction.

Social influence theories also propose that above and beyond similar
others, social influence is greater among those with whom one identifies or
compares oneself, termed referent others, compared to those outside one’s
referent group. Studies of social influence processes have drawn attention
to comparative self-assessments (Hyman & Singer, 1968; Merton & Kitt,
1950), proposing that individuals are influenced by their continual en-
gagement in comparing themselves with others and through their identi-
fication with a referent group and the norms of the group (Festinger, 1954;
Newcomb, 1958).

As naturally occurring groups, social networks may comprise a referent
group. Compared to community members outside one’s network, network
members may exert greater influence on each other through social com-
parison and social control processes, for example, social rewards and cen-
sure, resource exchange, and socialization of new members. Bourgois’
(1998) ethnography of networks of homeless drug injectors demonstrates
their high reliance on each other for basic subsistence needs, and the
strong influences network members exert on each other’s risk behaviors.
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Social ties may also influence risk behaviors through the labeling of a
situation as “high risk.” Other people’s perceptions and behaviors are
a critical component of labeling a situation as requiring intervention (My-
ers, 1985). Social cognitions are also influenced by where one is situated in
a network. Network location is related to information received and pat-
terns of social interaction (Pattison, 1994). As network members help to
define situations as high risk and whether and how risk behaviors may be
mutable, interventions must consider these influences on risk perceptions
and behavior change.

Social Norms and Networks

One mechanism through which networks as referent others affect individ-
ual behavior involves the social norms generated among network mem-
bers. Empirical research in a number of countries indicates that social
norms are strongly associated with HIV risk behaviors (Latkin, Forman,
Knowlton, & Sherman, 2003a; Organista, Organista, Bola, Garcia de Alba, &
Castillo Moran, 2000). Indeed, predominant models of behavior change
posit that social norms are important determinants of behavior change,
and propose altering social norms of risk behaviors as a strategy of HIV
prevention.

Network analysis has been used to examine social norms and processes
of norm formation, as well as opinion formation (Galaskiewicz &
Marsella, 1978; Friedkin, 1990; Marsden, 1990), decision making (Lau-
mann & Franzoi, 1976), and social diffusion of innovation (Dearing,
Meyer, & Rogers, 1994). In one study, drug injectors’ network-level behav-
ior norms at baseline, defined as mean level of risk behaviors reported
among their respective drug-sharing ties, predicted their risk behaviors at
18-month follow-up, even after controlling for their own risk behaviors
at baseline (Latkin et al., 1996a). Indeed, countervailing social norms are
thought to contribute to the resistance of many individuals to adopt HIV
risk protection (Fisher, Goff, Nadler, & Chinsky, 1988).

Yet little progress has been made in developing interventions that effec-
tively alter social norms of HIV risk behaviors. One important reason for
this may be that the predominant emphasis of most such interventions
focus on changing individuals’ perceptions of their referent group norms,
termed proscriptive norms, rather than altering social norms of existing
groups, termed descriptive norms, or actual behaviors shared among a
group (Latkin et al., 2003a). Thus, possible countervailing norms among
participants’ referent groups may help explain the limited effectiveness
and sustainability of behavior change of predominant individual-oriented
approaches to behavior change (Fisher, 1988).

Social Identities and Social Roles

Networks also provide a source of social identities and social roles that
have powerful influences on behavior. Social identity theories, based on
the work of Tajfel (1981) and Turner (1978), suggest that when individuals
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identify with a group, the collective group concept becomes part of their
self-concepts. In this process, a redefinition of self emerges and the indi-
vidual’s behaviors tend to become congruent with the group’s goals and
actions. Threats to social identity can be utilized to motivate individuals to
protect their identity. They can also be used to enhance community soli-
darity. Enhancing a current social identity or providing a new identity can
motivate individuals to engage in HIV prevention behaviors and advocacy
among network members. It can also be used as a method of social influ-
ence. People are more strongly influenced by those with whom they have
a shared social identity than by those with whom there is no shared social
identity.

Within a given community there are many culturally recognized social
roles. In network analysis, social roles can be defined post facto by shared
relational attributes, or substitutability of position within a network (Lor-
rain & White, 1971). By identifying individuals who interact in similar
ways to one another, or, in network terms, are “structurally equivalent,”
network analysis allows for identifying culturally recognized or institu-
tionalized social roles, as well as emergent social roles relevant to health.
Conversely, by engaging structurally similar individuals in similar behav-
iors, and making salient their shared behaviors, it is possible that new so-
cial roles and identities may be developed to promote HIV risk reduction.

Through network analysis, social roles that have a high degree of contact
with high-risk groups may be identified and targeted for developing HIV
interventions. Some of these roles may be a function of social status, local
culture or economy, or geographic area. For example, many U.S. inner-city
drug users may be involved in the local drug economy (Sherman & Latkin,
2002). These social roles may include needle sellers, touts, drug dealers,
lookouts, hit doctors, shooting gallery proprietors, and individuals who
hold money or drugs. In other contexts, indigenous healers may be impor-
tant social roles to target for intervention. As roles vary in social status,
popularity, and network centrality, some role types may be more influential
in promoting risk reduction than others.

NETWORK-FOCUSED INTERVENTIONS: SELECT EXAMPLES

Using network resource and setting approaches allows one to gather infor-
mation for developing interventions specific to a particular population and
setting. Through network analysis, potential influences on specific risk be-
haviors of a population can be identified. This information can be used to
develop an intervention targeting particular types of individuals to pro-
mote risk reduction among certain types of their network ties. While many
different intervention implications have been previously mentioned, it is
useful to provide select concrete examples representing network-oriented
approaches to intervention. These examples, in turn, demonstrate ways to
approach the issue of community impact of interventions through interper-
sonal and normative change and the diffusion of intervention effects.
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Altering Network Norms

Social network-oriented approaches to intervention appear to be a promis-
ing approach to assessing and altering social norms of HIV risk behaviors.
Targeting risk networks for preventive intervention, and focusing on alter-
ing their norms of risk behaviors, emphasizes the role of descriptive norms
of risk ties in behavior change. Assessment of intervention participants’
perceived norms and network members’ risk behaviors are methods of as-
sessing change in interventions’ effectiveness in altering both proscriptive
and descriptive norms, respectively.

The Stop AIDS for Everyone (SAFE) study was a psychoeducational
HIV prevention intervention for inner-city African-American injection
drug–sharing networks (Latkin, Mandell, Vlahov, Oziemkowska, & Celen-
tano, 1996b). The study used former injection drug users as facilitators of
one of two randomly assigned conditions: a six-session, network-focused
cognitive-behavioral intervention or a two-session control group consisting
of HIV education. The intervention goal was to change the norms of the
group. Specifically, the intervention was designed to promote both risk-
reduction discussion within the networks and lower the networks’ risk be-
haviors. Results indicated that experimental indexes were significantly
more likely than control indexes at the three-month follow-up to report re-
duction in drug-related HIV risk behaviors. At the 18-month follow-up,
HIV-negative index participants in the experimental condition reported
significantly less-frequent needle sharing compared to those in the control
condition, and less-frequent injecting of heroin and cocaine than in the con-
trol condition. The findings suggest that drug risk networks are sufficiently
stable to be identified and be the focus of a clinic-based network interven-
tion. The intervention had long-term effectiveness for modifying drug risk
behaviors among HIV-negative individuals, and was effective for both
clinic- and street-recruited participants.

Network-Oriented Interventions Involving Peers

Peer education approaches and peer outreach advocacy strategies to pre-
vention are based on theories of social influence and have been success-
fully used with MSM, commercial sex workers, students, drug users, and
others at risk for HIV (Agha, 2002; Campbella & MacPhail, 2002; Ford,
Wirawan, Suastina, Reed, & Muliawan, 2000; Khoat, West, Valdiserri, &
Phan, 2003; Pearlman, Camberg, Wallace, Symons, & Finison, 2002; Smith,
Dane, Archer, Devereaux, & Katner, 2000).

Use of peers as agents of intervention may depend on the particular con-
text. For example, where there is little organizational support for behavior
change or where there is a lack of clear authority structure with which one
can readily intervene, peers may be the most readily available avenue for
intervention. Such was the case in our work in an inner-city African-
American drug-using community (Latkin, Sherman, & Knowlton, 2003b).
Here, formative network research suggested that religious leaders and
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drug dealers were major authority figures and potential influential others
but that these leaders had little influence over risk behaviors. Moreover,
there was a lack of consensus among drug users regarding informal lead-
ers in their drug networks. Given the lack of consensus, we used a
network-oriented intervention approach to develop a health-advocate role
credible to these major authority figures.

The SHIELD (Self Help to Intervene in Eliminating Lethal Diseases)
study was a network-oriented intervention that trained individuals in a
drug-using community to promote HIV prevention messages and behav-
iors through their existing networks (Latkin et al., 2003b). Based on social
identity and dissonance theories, the training emphasized the social role
of health outreach workers. Formative qualitative research suggested that
the role of outreach workers was meaningful in religious and drug treat-
ment institutions within the community, and that the role of worker was
highly valued in this mostly unemployed population. Participants were
randomly assigned to the experimental condition, a multisession, small-
group behavioral training in peer HIV prevention outreach, or to the
equal attention control condition that focused on family psychodynamics
associated with addictions. Those in the outreach condition were encour-
aged to conduct outreach with family, friends, risk network members, and
community contacts. The psychoeducational training emphasized social
influence techniques, such as interpersonal communication skills, and
sought to maximize potential social rewards for the performance of this
role. At the 6-month follow-up, participants in the experimental groups,
regardless of HIV serostatus, were more likely to report reduction of in-
jection risk behaviors, increased condom use with casual sex partners,
and more frequent HIV prevention conversations with network members
compared to individuals in the control group (Latkin et al., 2003b).

While such results are encouraging, not all peer advocacy interventions
have been successful (Warwick, Douglas, Aggleton, & Boyce, 2003). One
potential reason for this mixed success may be that in designing preven-
tion interventions far greater attention has been paid to questions of who
appropriate peers are than on questions of who are most influential with re-
spect to the particular behaviors among a specific group. In prior interven-
tions, “peer” educators are often defined as those who share one or more
attributes with the target population, such as risk behaviors, race or ethnic-
ity, socioeconomic background, gender, or age. Few studies have assessed
characteristics of effective peer educators, or specifically, which attributes
of “peers” similarity with the target population are associated with effec-
tive HIV risk reduction. Network research suggests that to capitalize on so-
cial influence processes, it is important to select as health advocates those
who are influential from the perspective of the target group. Attributes of
influential others may be based on risk behavior, demographic characteris-
tics, or on social role or role relation to the target group. Moreover, this
may vary by the social status of the targeted group. For example, among
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brothel-based commercial sex workers, it may be far more effective to pro-
mote risk reduction by intervening with the brothel owner than by targeting
sex workers in the absence of the brothel owner’s support of risk reduction.

Attention to the role of networks and major sources of social influence
within a particular network may improve peer advocacy interventions’
ability to capitalize on social influence processes in affecting behavior
change. Indeed, many prior peer advocacy interventions, though not des-
ignated as network interventions, may incorporate network members and
their influential others. For example, school-based interventions targeting
youths may include groups of influential peers (Agha, 2002; Kirby, 2002;
Smith et al., 2000).

Network Analysis and Identification of Community Change
Agents or Opinion Leaders

One strength of network analysis is its potential for empirically identify-
ing influential others. These may be opinion leaders based on the number
of ties with other, key individuals who bridge network components,
and/or individuals who have ties to influential others. Networks analysis
can assist in delineating cliques and subgroups within a community, school
or other setting, and the potentially influential members who may serve as
“change agents” for facilitating behavior change within the group. This fo-
cus on key change agents or opinion leaders has served as a conceptual ba-
sis for diffusing promising interventions among members of a specified
community.

An opinion leader approach to behavior change has been used for HIV
prevention intervention in natural social environments. For example, an
opinion leader approach to educating peers on HIV and risk reduction has
been successfully applied in an intervention for gay men attending bars in
small towns (Kelly et al., 1992). Here, gays bars were selected in urban
U.S. settings and bartenders identified as popular and credible sources of
information were trained to provide relevant AIDS-related information to
customers (Kelly et al., 1992). In these settings, opinion leaders promoted
condom use with their peers though discussions of their perceptions of
the importance of safer sex.

Kincaid (2000) reported on a family-planning intervention in Bangladesh
in which a network-focused intervention was compared to a field peer
health worker intervention. In the network condition, family health work-
ers held discussion groups in homes hosted by women who had been
identified as the individuals community members sought out for health
advice. One of the goals of the meetings was to increase discussion of fam-
ily planning among women, family members, and spouses. In the com-
parison condition, the health workers visited the women’s individual
homes. Results indicated that women in the network intervention were al-
most twice as likely to report using modern contraceptives compared to
those in the control condition (Kincaid, 2000).
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Community Impact and Sustainability of Prevention Interventions

The above examples from Kelly and Kincaid draw attention to a central is-
sue related to the community impact of AIDS interventions: sustainability.
Sustainability can be thought of in network terms as social diffusion of an
innovation or behavior. Social diffusion refers to the spread of an innova-
tion, such as a newly adopted behavior, from individuals to their social
network members and the larger networks to which they are linked
(Rogers et al., 1999). Diffusion of intervention effects refers to the ability of
the intervention to affect behaviors of participants’ community members
not directly involved in the intervention. In network analysis, social diffu-
sion or participants’ potential influence on network members’ behaviors
can be assessed by recruiting intervention participants’ network members
and measuring changes in their self-reported risk behaviors and familiar-
ity with intervention messages.

In the field of diffusion of innovation there are well-established meth-
ods of introducing behaviors into a community (Kincaid, 2000; Rogers,
1993; Rogers et al., 1999), and such methods have been extensively used in
medical, pharmaceutical, and other business sales. New ideas and behav-
iors have been found to diffuse through existing personal networks by in-
dividuals who may be referred to as “innovators,” or early adopters of a
new behavior. Diffusion of innovation interventions often attempt to iden-
tify innovators by their network structure. For example, individuals with
high centrality, that is, a high number of ties, within a network, or those
rated by many networks members as sources of health information or ad-
vice, may be important targets of intervention not only because of their
greater potential exposure of their ties but also because they may be im-
portant sources of social influence on network members. Highly central
individuals have been termed “opinion leaders.”

Other aspects of network structure are also thought to influence diffu-
sion and sustainability of interventions. Highly dense or isolated net-
works are more likely to sustain behavior change; however, there is likely
to be less diffusion of behavior change from these networks to other net-
works. In addition to network density, network stability may mediate in-
tervention impact and sustainability. For example, in networks that are
less stable, new behaviors that are introduced may quickly dissipate.
Network interventions may also work to alter the structure of the network
by shifting the ties of individuals who may be bridges between groups.
Altering the network structure may reduce the possibility of HIV trans-
mission between network components. Another approach is to form
new networks that are less prone to transmission due to their norms and
structures.

Future research is needed to investigate not only who in the network to
target but also how many network members should be targeted for inter-
vention, that is, the critical mass for sustaining behavior change. Once these
network members are identified, interventionists also need to consider the
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relative value of altering social roles, risk perceptions, skills, network
structure, and network function.

Sustainability and Social Roles

Sustainability of intervention effects can also be promoted by designing in-
terventions that develop or promote social roles that are sustainable by the
community. Sustainability of social roles may be promoted through insti-
tutionalizing targeted social roles, for example through labeling, reward-
ing, and making salient a desired social role. HIV prevention may also be
promoted by introducing social roles that may potentially be reinforced
through incurring social rewards from community members. Roles are
more likely to be sustained if they are meaningful and include positive as-
pects of self-identity that are congruent with the role. Individuals actively
work to maintain positive self-identities. Therefore, one approach to sus-
taining interventions is to enhance individuals’ self-concepts in ways that
are congruent with health promoting behaviors. If the identity is congruent
with individual- or group-level risk reduction, then individuals with this
identity will work to maintain the identity and the risk reduction associ-
ated with it.

Social identities are identities linked to a group. The group’s behavior
and activities are perceived as important to individuals’ self-concepts.
Thus, for example, successes by the group are seen as individual achieve-
ments. If HIV prevention is seen as an important component of a group
identity, then individuals may promote risk reduction in an effort to main-
tain this social identity. For example, if HIV prevention is seen as vital to
the group’s survival or if being a peer health advocate is perceived as a val-
ued group role then the social identify provided by group membership
may result is risk reduction.

The diffusion of innovation literature also suggests that certain types of
innovations or behaviors are more readily adopted and spread than others.
Behaviors readily adopted tend to be those that are public, easy to per-
form, and the benefits of which are quickly realized. With HIV prevention,
the behaviors of interest often are not public, safer practices may require
resources (e.g., condoms, clean needles) often not available, and the out-
come of not becoming infected is abstract and not quickly realized. The
modeling of safer behaviors that are public, such as refusing to share nee-
dles, may diffuse through networks and lead to community-level risk re-
duction. But more private behaviors, such as condom use among drug
users, are unlikely to be diffused through modeling. These behaviors are
often changed through interpersonal communication.

Diffusion as Discourse

In linguistic terms, networks can be considered the channels through which
intervention messages diffuse and mutate. Network structures, therefore,
may promote or inhibit the diffusion and mutation of messages. In small-
group interventions, stories may be told as examples of the application of
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skills or information to behavior change. Assessing which stories may die
out, which quickly spread, and how they may mutate in their telling
through a network may provide insight into stories or myths that may help
sustain behavior change through their promotion of new self-concepts or
identities.

To effectively diffuse stories through networks, research suggests it is
important to utilize images, phrases, metaphors, and stories that can be
easily told to network members. Gossip has intrinsic proprieties that pro-
mote rapid diffusion, but it may be distorted as it passes among individu-
als (Rosnow, 1998). The use of metaphors and similes, on the other hand,
offers the advantage of allowing for the introduction of new concepts that
can be linked to images that are easily accessible and have common un-
derstandings within a certain community. For example, statements such
as “needle sharing is like sharing tooth brushes” or “condoms are sexy”
can be used to change the meanings of risk and risk reduction behaviors.

In developing new discourses for HIV prevention, network analysis can
assist in deciding who is the most appropriate audience for a certain type of
message and which network members would be most receptive to a new
discourse. For example, a goal of discourse on condoms is to alter the mean-
ing of condoms to overcome barriers to their use. It is usually easier to alter
commonly ascribed meanings with new network members or one with
whom the meaning is not already deeply circumscribed.

Discourses are also a function of role relationship. Condom use in a long-
term primary relationship may require a completely different discourse
compared to introducing condoms into a new relationship. Yet, a focus on
discourse is important because these discourses or stories may become
diffused within networks and through the community and become com-
monly shared stories and meanings. The stories and meanings then be-
come available for individuals to utilize in their own HIV prevention
activities.

Virtual Networks

The Internet is now a common venue for meeting new sex partners, ac-
quiring information about HIV/STIs, and potentially for risk-behavior
change (Hospers, Harterink, Van Den Hoek, & Veenstra, 2002). There are
several potential approaches to Internet HIV prevention. One approach
would be to identify and train key individuals as measured by network
centrality, betweenness, and group affiliation. Such identifications could
be made in chat rooms. A second approach would be to use the Internet to
assist in altering the structure of risk networks. Among Internet sites that
serve as sexual matching services, high-risk individuals could be dis-
suaded from joining low-risk networks. Moreover, health education mate-
rials could be tailored to individuals’ risk behaviors and their network
characteristics.

There are ethical issues that may arise from such interventions. For ex-
ample, matching partners on risk level may reduce the network-level risk
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and lead to lower HIV/STI incidence, but for some network members it
may increase individual-level risk. The growth in the use of the Internet
for partner selection highlights the importance of HIV prevention pro-
grams adapting to a changing social environment. Sustainability is not
just a result of picking the right intervention but also adapting interven-
tions to changing social conditions.

CONCLUSIONS

We must redouble our prevention efforts by utilizing more-appropriate
theories and methods to alter the essentially social behaviors that drive the
HIV pandemic. Our social interactions are the sea of our existence, defin-
ing who we are and what we do. Because our social world is all encom-
passing and because of our individualistic bias in Western societies, we
tend to overlook or discount the role of social ties in influencing behavior
change. Moreover, in research, our implicitly static models of community
and social structure lead us to assume that social structural factors are not
amenable to intervention.

Network and behavioral setting analyses offer dynamic, culturally spe-
cific models of community that may contribute to a deeper understanding
of the role of social ties in HIV risk and prevention. Application of net-
work analysis and operationalization of concepts of referent others, social
identities, social roles, norms, behavioral settings, and social diffusion of
innovation, may be used to develop effective HIV prevention intervention
tailored to a population’s context. Such approaches to HIV intervention
draw attention to the everyday social interactions that imbue the mean-
ings and ends to which sex and drug risk behaviors are engaged, and that
form the structural basis of HIV risk and transmission.

Network- and behavioral-setting analyses allows for delineation of in-
teractions, sampling risk groups, community social structures and sources
of influence, and networks that can be harnessed for changing behaviors.
Greater attention to networks not only as channels of disease transmission
but also as channels of resource exchange, information dissemination, and
potential social influence may contribute to the development of more pow-
erful approaches to HIV prevention that affect individuals, as well as com-
munities of individuals.

Systematic, longitudinal analysis of naturally occurring personal and
social networks, beyond just risk networks, are important for contribut-
ing to our understanding of how networks within a particular culture or
subculture change over time, how ties form and dissolve, and how these
individual-level changes lead to changes in the structure of the larger net-
work. Such information may inform appropriate strategies of network-
oriented HIV prevention intervention in several ways. For example, they
may explain how some populations are able to successfully adapt to health
risks, develop new social roles, alter the cultural value of a particular re-
source, or redefine norms of resource exchange in response to HIV in ways
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that do not compromise their ability to obtain resources to meet basic
needs. Further research is needed to understand how behavioral settings
interact with networks, how to identify appropriate settings for network
interventions, how to identify key structural elements and social roles
within networks for interventions, and the scope and duration of network
interventions necessary to achieve norm change and sustained risk reduc-
tion at the community level.
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Rapid Assessment Strategies for Public
Health: Promise and Problems

Robert T. Trotter, II & Merrill Singer

INTRODUCTION

We are going through a period of increased institutional enthusiasm for
rapid ethnographic assessment in both the national and international pub-
lic health arenas. Rapid assessment is being actively promoted as a direct,
fast, easy, and community-controlled process that will solve crucial time
sensitive problems for HIV and AIDS programs in both developing coun-
tries and hard-to-reach populations in the developed world. This chapter
discusses rapid ethnographic assessment in HIV research. Nearly 15 years
of application have produced successes along with concerns and some
partial-to-complete failures. The chapter takes a critical look at the most
recent design and application of HIV related rapid ethnographic assess-
ment and provides a model and examples of the key points of failure of
rapid-assessment programs. The perspective developed in the chapter is
that rapid assessment offers a potentially valuable approach for effective,
community/researcher collaboration in applied AIDS research.

THE EMERGENCE OF RAPID ASSESSMENT

Rapid ethnographic assessment is a logical extension of broader, more tradi-
tional ethnographic research, utilizing advances in theory, systematic meth-
ods, and a growing enthusiasm for the involvement of local communities in
public health research, planning, intervention, and action. Rapid assessment
was first formally named and described in the mid ’80s (Scrimshaw et al.,
1987, 1991; Scrimshaw, Nevin, and Gleason, 1992; Bentley et al., 1988), along
with other rapid-assessment and evaluation models, such as rural rapid ap-
praisal and participatory action research, developed at about the same time
(Bebe, 1995; Chambers, 1992; Heaver, 1991; Kachondham, 1992; Park, 1999;
Price, 1990; Whyte, 1995). Rapid-assessment techniques rely on targeted
ethnographic data collection and analysis (qualitative interviewing and di-
rect observation), complemented by survey information and secondary data
analysis. From inception, it has utilized anthropological theory coupled with
extensive local cultural knowledge and involvement. (Scrimshaw, Carballo,
and Hurtado, 1987; Bentley et al., 1988).

Rapid assessment is amenable to exploring the cultural epidemiology of
single diseases, as well as broad community health profiles. It is used both

130



as a substitute for survey and other quantitative data collection processes
and as a compliment to existing data sets and data systems. It is valuable in
targeting conditions and contexts that are more highly concentrated than
those identified by normal surveillance and epidemiological efforts. It pro-
vides information for spotting emerging conditions that are not yet visible
in other data sets (e.g., new epidemics) and allows for the development of
interventions successfully adapted for local contexts, especially where local
cultural conditions and values differ from the dominant cultural system. In
addition, rapid assessment is designed to shorten the gap between research
for specific programmatic purposes and the implementation of sound in-
tervention strategies, emphasizing the adaptation of interventions to local
cultures and conditions (Scrimshaw, Nevin, and Gleason, 1992; Trotter and
Needle, 1999).

An additional strength is that rapid assessment and response strategies
are organized around the involvement of the community in planning and
conducting the assessment, accessing the data, and interpreting and using
it for planning interventions. The purpose of combining rapid assessment
with community response development has been to improve both the
methods and the linkage of those methods to community-based interven-
tions and program developments (Trotter and Needle, 1999; Needle et al.,
2003). Properly used, this approach helps to address some of the distrust
and resistance to participating in public health programs encountered in
racial and ethnic minority communities. This distrust is a legacy of the eth-
ical failures of earlier research in those communities. These failures in-
clude the Tuskegee Syphilis Study and the labeling and stigmatizing of
Haitians as a “risk group” in 1983-1984, both of which remain a critical part
of the collective consciousness in many communities of color. Designating
Haitians as a risk group on the basis of national origin rather than focusing
on risk behavior was very harmful to the Haitian community and was sub-
sequently stopped by the Centers for Disease Control (CDC) in 1985. By
being conducted in the community, by community members, and for pur-
poses that are acceptable to the local community, rapid assessment repre-
sents one possible antidote to these historical sources of community distrust
and suspicion.

In general, rapid ethnographic assessment offers an intervention ra-
tional that is simultaneously scientific, logistical and political. The process
is relatively inexpensive in comparison with survey research, is responsive
to collecting locally relevant data about emerging patterns of risk behav-
iors, provides a philosophical and ethical rationale for local control of
research and findings, offers a practical model for research/community
collaboration, and can be done relatively rapidly when compared to other
forms of social science policy and planning research.

Scope of Rapid Assessment

In recent years, rapid-assessment projects have produced data directed
at addressing a wide range of social problems and issues. These include
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family planning, malaria, diarrheal disease, dengue fever, and water sani-
tation, (Almedon, Blumenthal, and Manderson, 1997; Askew et al., 1993;
Ayepong, Bertha, Dzikunu, and Manderson, 1995) disaster intervention
(Malilay, Flanders, and Brogan, 1997), disabilities research (Trotter, Nee-
dle, et al., 2001), pregnant women and sexually transmitted disease in
Thailand (Kilmarx et al., 1996), family planning in Burkina Faso (Askew
et al., 1993) preschool children exposed to pesticides in Mexico (Guillette,
Mercedes, Guadalupe, Soto, and Enedina, 1998), and injection drug use in
Vietnam (Power, 1996).

Rapid-assessment strategies are increasingly employed to design com-
munity level responses to HIV/AIDS around the world. They have been
employed to design community level responses to deal with STD and HIV
prevention in Turkey (Aral and Fransen, 1995) and HIV research among
young people in Cambodia (Tarr and Aggleton, 1999).1 In addition, the
World Health Organization (WHO), Joint United Nations Programme on
HIV/AIDS (UNAIDS) (WHO 1998), and Doctors Without Borders (Medi-
cins sans frontiers) recently conducted rapid assessments in Eastern Europe,
Russia, and the newly independent states (WHO 1998; Rhodes, Ball, 
et al., 1999; Rhodes, Stimson, Fitch, Ball, and Renton, 1999). Their focus
was the cooccurring and explosive epidemics of injection drug use and
HIV that affect noninjection users, commercial sex workers, and their
clients as well. In resource poor countries in particular, WHO and other
authorities have often chosen rapid-assessment methodologies to create
critical data bases, in part because the process is responsive to collecting
locally relevant data about emerging patterns of risk behaviors quickly
and relatively inexpensively.

In the United States and Western Europe, rapid-assessment strategies
have complemented ongoing national and regional epidemiological data
and surveillance systems focused on identifying, enumerating, and moni-
toring “risk or exposure groups”, transmission routes, and determinants
and distribution of risk behaviors, by developing data that are more time
and micro-epidemic sensitive than conventional systems alone. Scrimshaw
et al. (Scrimshaw et al., 1991) provided an early design model for HIV/
AIDS rapid-assessment studies directed at health education needs in hard-
to-reach communities. Following that lead, an extensive qualitative or
ethnographic research tradition in the United States grew in response to
AIDS, primarily focused on conducting ethnographic studies on hidden
populations (Trotter, 1996; Marshall, Singer, and Clatts, 1999; Singer, 1999).
More recently, both the National Institutes of Health and the Department
of Health and Human Services have either recommended or actually im-
plemented rapid ethnographic assessment projects in the United States
(Needle et al., 2000; Trotter, Needle, et al., 2001) to address emerging or
changing health problems in more broadly based community efforts.

Overall, then, rapid-assessment strategies have the potential to lead to
early identification and understanding of rapidly emerging risk behavior
patterns and the changing dynamics of epidemics, particularly in hidden,
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hard-to-reach, marginalized and stigmatized populations. In addition, they
shorten the gap between research for specific programmatic purposes and
the implementation of sound intervention strategies, emphasizing the
adaptation of practical, feasible, low-cost interventions to local cultures
and conditions (Manderson and Aaby, 1992). This combined national and
locally responsive approach enhances the capacity of resource-challenged
countries (at the international level), or highly impacted communities, (na-
tionally) to respond to increasing numbers of HIV/AIDS cases and per-
sons living with HIV/ AIDS, regardless of the limitations on their existing
infrastructures.

Critiques and Responses

While rapid assessment is growing as a community level intervention
methodology, it is also consistently controversial and consistently revital-
ized. Some social scientists, including traditional ethnographers, attack
this paradigm with reasonable critiques of the methodological underpin-
nings of rapid assessment. These critiques generally focus on the limited
time (hasty research, hasty conclusions), limited or biased qualitative sam-
ples (incomplete data leading to incorrect conclusions), or poorly con-
structed questions showing researcher bias. However, many more attacks
are thinly reasoned polemics by researchers who are opposed to qualita-
tive research in general, or rapid assessment in particular. The well-
constructed critiques have produced a number of healthy and beneficial
methodological discussions (Harris, Jerome, and Fawcett, 1997;
Kachondham, 1992; Nordberg et al., 1993; Manderson and Aaby, 1992;
Lambert, 1998; Schwartz, Molnar, and Lovshin, 1988; Vakil, 1994) and con-
sistent improvement in project design and analytical procedures, such as
improved sampling procedures. The poorly reasoned attacks have mostly
wasted valuable journal space.

THE NEW RAPID-ASSESSMENT METHODS MIXES

The current synthetic view of rapid assessment promulgates six key de-
sign elements that address both types of critique mentioned above. These
include (1) using appropriate qualitative and quantitative sampling
frames and sample sizes to provide valid and reliable data; (2) using an in-
tegrated suite of methods to provide appropriate triangulation of data (i.e.,
confirmation from multiple methods, and multiple informants that iden-
tify all critical cultural viewpoints and confirm identified themes, pat-
terns, or relationships across data collection methods); (3) sound and
systematic qualitative data analysis; (4) appropriate community participa-
tion; (5) an evaluation component to determine the impact of the project;
and (6) a built-in collaborative mechanism for the translation of findings
into community responses. Each of these areas is bolstered by strong and
steady methodological progress appearing in the ethnographic methods
literature (Bernard, 1998; Schensul and Schensul, 1998).
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The core rapid-assessment methods include ethnographic qualitative
interviews (predominantly focus group and cultural expert interviews),
direct observations, mapping, and some form of rapid-assessment surveys
(from household surveys to street intercepts) containing both qualitative
and quantitative questions (cf. Stimson et al., 1999; Rhodes, Stimson, et al.,
1999; Trotter and Needle, 1999). The high-quality rapid-assessment proj-
ects also include supplemental methods where needed. The most common
are systematic data collection techniques focused on knowledge and be-
liefs (Weller and Romney, 1988), life history analysis (Woodhouse, 1990),
advanced elicitation and audiovisual methods (Schensul and LeCompte,
1999), and social network data collection (Trotter and Needle, 1999; Trotter
and Schensul, 1998). The mix varies somewhat in response to the question
that is being explored, the cultural context of the issue, and the types of
applications that are expected from the project (Trotter and Schensul,
1998; Trotter, 1997).

The core rapid-assessment methods achieved their status for three
reasons. First, they cover all of the primary data needs for most rapid-
assessment projects, allowing for quick turn around of intervention recom-
mendations for the community decision-making process. Second, they
produce data that are summarized in the form of high impact quotes, maps,
pictures, and summaries in clear language that can be understood by all of
the parties involved. There is no obfuscation by professional jargon or con-
cern over statistical sophistication. Third, they allow for clear triangulation
using multiple methods that provide complimentary data for each domain,
within a scientifically defensible framework.

These methods focus the data collection on a basic set of questions (cul-
tural domains) that need to be explored to establish appropriate public
health interventions (Trotter and Schensul, 1998). Salient domains include
community beliefs and knowledge about the specific health or other is-
sues of primary concern, risk taking and health seeking behaviors within
vulnerable groups and the community, and cultural and physical contexts
in which risk and other behaviors of interest unfold. These are supple-
mented by information on language use, cultural symbolism, and commu-
nication, to establish culturally appropriate interventions. The following
methods and cultural domains matrix (Table 6.1) identifies the ways in
which the core methods provide triangulation of information within this
paradigm.

DESTRUCTION POINTS FOR RAPID-ASSESSMENT PROGRAMS

When the combination of design elements, appropriate methods mixes,
and well-trained/experienced personnel come together, the result is a suc-
cessful rapid-assessment project. Failure in one of these elements produces
partial to complete disaster. There are seven primary destruction points for
rapid assessment. These are conditions that potentially degrade the quality
or defensibility of the rapid-assessment data that constitute the evidence
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Table 6.1 Domains and Methods Matrix

Domains

Beliefs, Knowledge Activities Physical Context Symbols, Language
Methods Values and Actions and Structure and Communication

Key Informant Interviews Yes Yes Yes Yes

Focus Groups Yes Yes Yes Yes

Mapping Yes Yes

Direct Observation Yes Yes Yes Yes

Rapid Surveys and Short Street

Interviews Yes Yes Yes Yes

Natural Language and

communication exploration Yes Yes Yes



for recommendations and programmatic changes. The points include 1)
poor design; 2) incorrect qualitative sampling; 3) an inappropriate methods
mixture; 4) inadequate personnel; 5) critical failures in the model for or use
of community participation; 6) implementation issues; and 7) logistics and
administrative support.

(1) Design Choices and Threats

There are several primary dangers to sound rapid-assessment design.
They include poor initial targeting of the rapid-assessment research, local
agendas overwhelming the research design, too broad a research agenda
that makes the research goals impossible to accomplish, and inadequate
resources and support infrastructure. In addition, the ethnographic em-
phasis in rapid assessment limits design generalizablity.

The first destruction point is to pursue a poorly thought out question or
need as the focus of a rapid-assessment project. This destruction point is
often related to the political process through which the rapid-assessment
goals are defined. The community is normally involved in identifying the
primary area where there is inadequate data. Since this is a political pro-
cess, “stakeholders” such as health officials, community representatives,
service providers, community based organization staff, local political offi-
cials, and community leaders (often clergy) come together to decide what
the target of a rapid-assessment project should be (Trotter and Needle,
1999; WHO, 1998). Nearly everyone in these groups has a clear and urgent
agenda, whether it is youth, drug use, men who have sex with men,
women, or any other group that has strong advocacy representation (or
lack of representation) in the community. Concerted lobbying for a target
group of special concern or the presence of one outspoken stake holder can
sometimes turn the rapid-assessment into a project designed to satisfy the
most insistent voice, rather than the greatest emerging problem or need.
Consequently, strategies have been developed in focus group research to
ensure that all voices are heard and that no single individual dominates the
floor. One technique that has proven successful is to allow a neutral or out-
sider individual or team to guide the community based group in determin-
ing the focus of a local rapid-assessment project. This can create a “balance
of power” condition that allows a more consensual approach to the key de-
cisions in a rapid-assessment project.

Rapid assessment works best when it is targeted, relatively narrow in
scope, and reasonably geographically bounded. Most of the failed projects
that we have information on became problematic at the start, because ei-
ther the local advocacy agenda had to be accommodated, even when there
were more significant needs to be addressed, or because the initial problem
identification was either too fuzzy or too broad. Targeting all drug use in a
community is a good example of poor design, as there is already sufficient
information to indicate that injection drug use has different epidemiologi-
cal and prevention implications at the local level than do crack use or other
forms of drug use. Targeting all of the hard-to-reach populations in a
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community, as opposed to one or two populations, is another example
of design failure unless—which is rarely the case—resources are available
for separate rapid assessments of the varied groups involved. This specific
design failure can be avoided by consulting secondary data sets that allow
some clear description of the populations that are potential foci for rapid
assessment. If the groups are reasonably definable as a community (i.e. in
contact with each other, relatively geographically bounded, and living rea-
sonably similar lifestyles), then the targeting will be successful. Outsider,
rather than insider, definitions of a group (based on risk, based on stereo-
type, or based on incorrect theory) are common causes for poor targeting,
as is the pressure of advocacy groups.

Inadequate resources (often people’s time, rather than dollars) and
missing or incomplete support infrastructure (administrative support,
transcription services) are other common sources of design failure in
rapid-assessment projects. This is accompanied by the problem of not
budgeting adequate time to complete tasks at the appropriate level.

Finally, in addition to the political constraints, the ethnographic basis
for rapid assessment places some key design constraints on rapid-
assessment projects. Unlike surveys, rapid ethnographic assessment must
be strongly localized. The localization is a significant strength at the action
end of the assessment, since the solutions to problems of concern are
clearly bounded, culturally sensitive, and politically feasible. However, it
also means that the design cannot be geographically diffuse. This is not a
great weakness, since the results are not supposed to be generalizable, but
any design that tries to go beyond the boundaries of a clear geographic
base (such as a neighborhood, a culturally salient site, a key community
locale) will put the project at some risk that is proportionate to the fuzzi-
ness or expansiveness of the boundaries of the project.

(2) Sampling Issues

One of the key elements that must be tied directly to the methods is the
use of appropriate sampling procedures for these approaches. Failure to
sample appropriately provides incomplete or inaccurate information
about core issues and cultural beliefs relevant on which action recommen-
dations are based. Most rapid-assessment projects combine qualitative
and quantitative sampling procedures appropriate to the specific method
employed (cf. Trotter and Needle, 1999). General qualitative sampling has
been presented in several texts (Johnson, 1990; Kuzel, 1992; Luborsky and
Rubinstein, 1995; Nickel et al., 1995). These designs can be supplemented
by works that describe how to combine qualitative and quantitative sam-
pling (cf. Miller and Payne, 1993; Johnson, 1990), and by general quantita-
tive sample design features (cf. Fink, 1995).

The ideal procedure for assuring adequate sample size in qualitative re-
search is to interview to redundancy (i.e., until no new or unexplained ele-
ments or conditions of the cultural domain have been exposed in a new
interview), using nominated and/or targeted samples (see Trotter and
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Needle, 1999 for full methodological exploration). However, practical ap-
plications of rapid assessment have demonstrated that “pragmatic redun-
dancy,” that is, sufficient information to provide confidence in the data, can
be achieved long before total redundancy occurs if a representative sample
of cultural experts is achieved. Thus, sampling strategies are designed to
provide a representative sample of cultural, rather than individual, vari-
ability within the population. They are drawn from nominated sample
frames constructed of individuals who are representative of the range of
views, values, beliefs, and risk behaviors found in the target neighbor-
hoods, city as a whole, or other geographically bounded unit of analysis
(e.g., a rural postal zone, reservation). Complimentary sampling strategies
are used to target populations (Singer, 1999; Watters and Biernacki, 1989)
and to conduct observations, interviews, and rapid-assessment surveys of
hidden populations, specifically at-risk populations.

The number of people interviewed is generally tied to specific methods.
However, since qualitative samples in rapid assessment are normally ex-
pert samples selected to be representative of the primary knowledge about
a single cultural domain, most cultural domains can be adequately ex-
plored with fifteen to thirty in-depth cultural expert interviews. This em-
pirically based approach produces a strong cultural consensus description
and the majority of variation in views within the culture, since expert in-
terviews provide evidence of both the experts’ beliefs and knowledge of
competing or complimentary beliefs or information about the cultural do-
main of interest (Johnson, 1990; Romney, Weller, and Batchelder, 1986);
The cultural expert interviews thus focus on the core cultural beliefs, val-
ues and contextual information that is available in the overall population.

(3) Inappropriate Methods Mixture: Multiple Methods, 
Timing, and Sequencing

The data collected in rapid assessment have to meet key qualitative relia-
bility and validity standards, including the need to triangulate all data. It
is impossible to draw a triangle based on a single point (or point of view).
Since we know that sometimes what people say they do is not what they
do, and since we know that sometimes people tell us what they think we
want to know (or should know) rather than what we need to know, rapid-
assessment projects need a combination of methods, including direct ob-
servation, to produce defensible information. A poor methods mix is thus
a guarantee of inadequate information being promoted as scientific evi-
dence for some political action. This is the “we only have limited re-
sources, so we will get the information we need from a couple of focus
groups” syndrome. This is usually accompanied by the “I know I can call
some people who can tell us everything we need to know” approach to sam-
pling. The most common failure for the methods mixes in rapid assess-
ment is where there is no mix (only one method, such as focus groups, is
used), and consequently no ability to meet the reliability and validity stan-
dards of good qualitative research.
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The second most common failure point is where the methods mix is im-
balanced (in terms of quality, as well as quantity) because of a lack of skills
or because of a misuse of the time needed to organize, conduct, and pro-
cess the data for one of the methods. There are examples of studies where
the community became enamored with observations but ran out of time to
conduct interviews to fill out the data needs generated by the observa-
tions.2 The opposite is also possible, where interviewing was comfortable
and emphasized, but no other methods were conducted. There are also ex-
amples where data were collected but not analyzed because of misuse of
time or lack of adequate resources.

Rapid-assessment methods are often organized in two basic clusters,
one an interview cluster, the other an observational and mapping cluster.
The effective timing and sequencing of methods allows a project to be run
with very little down time for the field research teams by utilizing method-
ological time to mix and match methods. This, in turn, makes the overall
process efficient and shorter in duration than otherwise possible. The most
common methods failures for rapid-assessment projects occur when the
original design and theory configurations built into the project are some-
how either ignored, partially missed, or misused.

(4) Community Participation: A Two-Edged Sword

The most notable and consequent change in rapid assessment in recent
years has been the deliberate increase in community involvement in plan-
ning, designing, and conducting the research, as well as assisting in, or
conducting, the analysis. Community involvement is helpful for two sci-
entific features of rapid assessment, and a couple of methodological is-
sues as well. In design, community involvement improves the validity of
the questions being asked, as well as the expert sampling process being
used. Community involvement also acts as both a validity and cultural
reliability check at the analysis stage. The scientific compliment to com-
munity involvement ensures that, once targeted, both design and sam-
pling become scientifically sound, and do not rely on cronyism or the
pursuit of local agendas (especially oligarchic networks). This allows data
to be collected beyond the normal limits of the political sphere, while
taking community politics into account throughout the data collection
process.

However, community participation in rapid assessment is a double-
edged sword. On the one hand, without a reasonable level of participation
and buy-in, it is both unethical and virtually impossible to conduct re-
search in communities. Still, there are many cases in which community in-
volvement in providing input and approval for the research has been kept
to a minimum. In such cases, the research tends to reflect the concerns and
career needs of the researcher rather than the concerns and needs of the
community. At the other extreme, community participation can become a
threat to the integrity of the data collection process, resulting in polemics,
rather than honest discovery and recommendations.
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Thus, community involvement requires a strong set of both scientific and
political checks and balances, or the project will founder from too much or
too little of either or both. If local cultural and political agendas dominate,
the information may take on a bias that destroys both the potential and the
direction of the assessment. If the scientific agenda dominates, the project
may not address crucial community needs or may not have the community
buy-in that is necessary for action. A balance can be struck between the un-
ethical and the polemic in a wide variety of ways, all of which work in spe-
cific local circumstances. Balance is, however, hard to achieve or maintain,
and remains a potential destruction point in rapid assessment.

Stages of Community Involvement There seem to be three stages in which
community involvement is important, and different in content, in rapid-
assessment projects. The start up stage is dominated by the need to get
both permission for field teams to work in the community, even if they are
from the community, and the need to get key elements (leadership, insti-
tutional support, etc.) to help structure or target the project, to provide the
most salient focus for the rapid assessment (buy-in on design strengths
and weaknesses). Most projects accomplish this stage by creating repre-
sentative community advisory or oversight groups that include many of the
key stakeholders concerned with the target of the study who can identify
the needs of the community. This process institutionalizes and system-
atizes the input needed by the field team, and provides a forum for dis-
cussion and reaction to the design of the project and the data collected.
This stage usually includes a training program that thoroughly familiar-
izes the group with the theory, methods, and best practices of rapid as-
sessment, sets goals for the project, and provides a framework for judging
the quality of the project and the data collected. The more sophisticated the
oversight group is about the methods and processes, the more likely they
are to support the findings and move them toward action.

The second stage normally occurs during the data collection process.
The ideal state is to have at least some of the oversight group participate in
data collection (or at least monitor it closely enough to be familiar with it),
as part of a project monitoring function (without interfering with the pro-
cess). The monitoring function also includes presentation of preliminary
data and findings to the group to keep them informed about direction and
progress. Involving oversight group members in data collection increases
the likelihood that the oversight group will understand and validate field
team findings and recommendations.

The final stage of community participation begins with involvement in,
or understanding of, the analysis of the data. This involves the transfor-
mation of the basic data into “findings” (single or grouped elements) that
can then be directly translated, usually by the people making up the over-
sight committee, into policy, policy changes, program and program
changes, or specific actions by some group or organization in the commu-
nity (from law to community-based organization [CBO]). Politics often
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plays a strong part in stage one, and positive politics and advocacy for
change come back strongly in stage three, while being minimized in the
middle data collection stages. When participation turns to control, how-
ever, control often misfires.

(5) Personnel: Roles, Selection, Attributes, and Training

Careful personnel selection is critical to the rapid-assessment process be-
cause if inappropriate staff members are hired there may be inadequate
time to hire replacement personnel. Personnel can provide three destruction
points for rapid-assessment projects. The roles that people play through-
out the project are critical, but inadequate to success unless they are ac-
companied by key attributes (knowledge and skills) and appropriate
training where knowledge and skills are missing.

Key Roles, Selection, and Attributes There are a number of key roles that
are necessary for successful rapid-assessment projects; scientific oversight
(maintaining standards and quality control), political oversight, and ad-
ministrative processes. They also include advocacy and political action
roles. If any of these roles are not adequately addressed, the project is
weakened. The first critical oversight role is that of project director (often
labeled the principal investigator or P.I., for research projects). This person
needs the broadest and deepest knowledge, skills, and training in ethno-
graphic methods of all of the individuals on the project, since this person
is responsible for translating the community’s initial targeting and prob-
lem identification into sound rapid-assessment question, design, and field
procedure. The P.I. also is responsible for overseeing the data collection
process and providing quality control for the data that is collected. This
means that the P.I. must supervise staff, assure adherence to project de-
sign, and check the completeness of the data assembled by the field team.
Finally, the P.I. is the primary individual responsible for the appropriate
analysis of the field data and the development from the data of useful rec-
ommendations. While some of the routine administrative functions of the
project can be done by others, the quality of the P.I. is directly correlated
with the quality of the data, the quality of the analysis, and the impact of
the recommendations for the project.

This is no place for on the job training as an alternative to the a priori
possession of a high level of ethnographic research and analytic skills.
Projects are better off with a skilled individual who has to learn to work
with a community than a community individual in need of learning the
research skills needed to carry out the project. The ideal is an individual
from the community who already has the needed skills. However, at-
tempting to substitute an administrator or community leader without the
science skills for this role is a good prescription for disaster.

Basic administrative skills are also needed. Field personnel for rapid-
assessment projects are commonly recruited from existing agencies
and community based organizations for their “street knowledge” of the
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community and/or target group, as well as because of their positive repu-
tation in the community. Both qualities contribute significantly to project
success. However, this diversity of “temporary” or short term personnel
creates a significant need for logistical administration (scheduling, pay-
roll, data storage and processing, etc.). The P.I. can take on this role in
most cases, but it adds time and stress to the overall project burden on that
individual, resulting in other problems.

The choice of field personnel is the third crucial personnel feature of
rapid assessment. Ethnographic methods work best when the individuals
doing the data collection are familiar with and accepted by the community.
Standard ethnographies are often conducted by individuals who begin
as strangers to a community but who have the commitment, communica-
tion skills, and time to become fairly familiar, accepted, trusted, and inte-
grated into community life. The first third of most classic ethnographies is
taken up by rapport building processes. However, the time needed for
classic ethnography often exceeds the time available for conducting a
rapid assessment. This is the reason that most of the early rapid-
assessment projects were conducted by ethnographers who were already
grounded in the culture being studied, and were simply doing a focused
continuation of their field work to solve a public health problem.

Since there are many communities that do not have trained ethnogra-
phers but need rapid assessment, the trend has been to find community
members who already have community rapport, and train them to be ethno-
graphers or para-ethnographers supported by a P.I. who has full ethno-
graphic skills. A number of projects have demonstrated that this approach
can work, with levels of success varying from outstanding to none at all.3

There are several individual personal characteristics that appear to be
important for selecting field personnel as well. First, they need to be part
of the culture but able to step outside it and see elements of it clearly; a
combination of having an insider identity with the ability to adopt out-
sider viewpoints. Commonly, this versatility is expressed as being able
(during the project) to see a familiar culture with new eyes and to hear it
with new ears. Curiosity about how things works is another key trait, and
the ability to engage people, ask good questions, and spontaneously see
and change directions also are excellent traits, since good ethnographic
interviews often turn what at first appear to be tangents (but in fact are un-
expected discoveries) into central themes.

The other element that appears to be important is to select people who
are committed to their community’s well-being, but stop short of being so
committed to immediate service delivery that they have difficulty assum-
ing a research role. Field personnel have to be capable of adopting new
roles rather than simply carrying out their old one in a new context. For
example, some of outreach workers from strong and successful commu-
nity organizations make excellent field workers, while others cannot tem-
porarily vacate their old outreach involvement in teaching people the
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“way things really are” rather than finding out how people see the world.
These individuals are not able to let people speak in their own words, but
feel the need to change responses to fit their conception of cultural good.
They consistently introduce their own beliefs and biases into the inter-
views and observations.

The most welcome role mix is to have a balance of analysis roles com-
bined with, or tied to, advocacy and action roles. Rapid-assessment proj-
ects are designed to create action, not simply create data. The data have to
be defensible (scientific, triangulated, solid), but they do no good sitting
silently on a shelf as an unread report or a scientific publication that is in-
accessible to the community. Rapid assessment has its greatest impact
when information is translated into local action. This is a critical area for
successful community involvement. Rapid-assessment projects can be
designed to maintain community control and involvement through the
analysis stage, linking findings with recommendations, which then have
to be transferred into local program and political arenas for effective pro-
gram, policy, and political change. This normally means that the advo-
cates, leaders, and program people on the community advisory board (or
oversight group) move the project from data collection and analysis to ac-
tion and community change.

Training Training has become the critical element in creating rapid-
assessment projects as a substitute for using previously trained and ex-
perienced ethnographers as field personnel. Full project-related training
consists of targeted training for several groups. This includes basic infor-
mation and training for the community oversight group to provide them
with the knowledge necessary to understand the entire rapid-assessment
process (oversight group responsibilities, strengths and weaknesses of
rapid methods, types of data expected, scientific foundations of rapid as-
sessment, processes for reviewing, and moving findings into action). As-
suming that the P.I. is experienced and can provide ongoing methods
training and quality control, the second area of training is initial field data
collection training for the field personnel. The third training focus is
analysis training, and the final area is training in translating findings into
community action.

The amount of training can vary significantly, based on the experience
and expertise of the individuals fulfilling various roles on the project. Be-
cause of the potential loss of field team members in midstream (given the
fact that they are part-time workers with other work demands, their inex-
perience in data collection, and the demands place on them by the rapid
nature of the methodology), the P.I. or other trainers have to be prepared
to do update training for existing staff and start-up training for late-
starter new staff.

Data Collection Rapid-assessment methods training is actually the most
straight forward of all of the training processes, and field personnel can
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rapidly learn how to conduct ethnographic interviews, do observations,
and complete mapping and survey data collection. There are a number of
new methods texts and journals that provide strong models and rationales,
methodological descriptions, and analytical schema for ethnographic
and other qualitative research (Bernard, 1998; Miles and Huberman,
1994; Schensul and Schensul, 1998; Mason, 1996; Dey, 1993) that follows
high-quality science paradigms. These resources have been distilled into
training manuals and training resources for various configurations of
rapid-assessment projects.

However, initial training must be followed up with consistent monitor-
ing and quality control, often resulting in the conclusion that retraining or
enhanced training is needed to ensure that data are consistent and valid.
Key responsibilities of either the P.I. or field director (or both in tandem)
include monitoring all data coming into the project, correcting problems
in data collection, and reinforcing good practices. Early on, it is useful for
the P.I to assess the range of skills of each field team member. While some
individuals can do it all, it is much more common for newly trained field
teams to exhibit a considerable amount of variation in skills for the field
tasks. For example, some individuals who are very good at one-on-one
interviews are not very effective in conducting high-quality focus groups,
or vice versa. Some people are far better at observation and recording
what they see than what they hear. These differences in skill levels directly
affect the quality of the information being collected and analyzed, and
must be dealt with during any field project. Training is the answer for
some of these variations, but careful assignment is also necessary, since no
amount of training can replace ability at some levels.

Data analysis is the single greatest weakness for the vast majority of
community based rapid-assessment projects. The manuals and training
programs for rapid-assessment programs offer thorough description and
instruction on data collection; however, only limited resources tend to be
provided on approaches for qualitative data analysis. This oversight all too
often leaves a local group with the unfortunate condition of having a mas-
sive amount of well-collected data that they do not know how to analyze,
leading to their failure to complete the project in a defensible format.

There has been a recent expansion of information on the systematic
analysis of qualitative data, focusing on sources of variation in interview
data (Aunger, 1994), coding (Carley, 1988; MacQueen et al., 1998), model
building (Gittelsohn, 1992), explorations of meaning (Manson, 1997), use
of computers (Dohan, Sanchez, & Jankowski, 1998), network studies
(Mitchell, 1986; Trotter and Schensul, 1998; Page and Trotter, 1999), and
life history studies (Woodhouse, 1990). The result is that a significant gap
is potentially being filled in the methodological rigor of rapid-assessment
projects. Unfortunately, it is not easy to learn how to do these types of
analysis from books alone, and consequently there is a need for personnel
who are already experienced in this type of analysis to play lead roles in
helping the rest of the team through the analysis process.
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The analysis is organized according to the general questions asked in
the assessment questions or design. Standard qualitative data manage-
ment and preparation procedures include interviews being transcribed
verbatim, coded, reviewed, memoed, and analyzed for both consensus
models of key issues and cultural variability across individual or sub-
groups with reference to behaviors, attitudes, relationships, beliefs, con-
text, or other issues of concern. Observations are recorded on site.
Quantitative findings from the rapid-assessment surveys are summarized
using descriptive statistics.

While quantitative statements are relatively easy to make and qualitative
data readily transcribed, there are relatively few models that provide com-
munity based groups with the three elements of analysis that are necessary
to complete the rapid-assessment task. These include analytical theory (par-
ticularly the kind of midrange theory that may be of greatest utility in an
applied, rapid-assessment project), a systematic and defensible protocol for
coding (i.e., identifying and marking key elements in the data, including
the relationships among elements such as the various subtypes of complex
categories within the data), and a model for presenting the data in sum-
mary form using direct study participant quotes that express or otherwise
support the conclusions that are drawn by the field team (i.e., findings) in
the words of the people being studied (Trotter, 1997).

One strategy for making sure that a rapid assessment identifies new in-
formation (or new ways of thinking about things that were already
known, such as contextualizing behavioral patterns in light of larger struc-
tures of social relationships) is the use of a “discovery log.” During the
course of fieldwork, field team members are constantly encouraged to
record any observations, insights, or other information that goes beyond
previously known knowledge in the discovery log. At the end of the pe-
riod of data collection, the discovery log provides a constantly updated
record of the uncovering of new knowledge that can be used to gauge the
advances achieved by the project in gaining new insight on the issues,
groups, and relationships of concern.

A few projects, such as the RARE Brazil project,4 have incorporated
multiple qualitative data management and analysis training workshops
for the key personnel, but in most cases participants are expected to
intuitively identify the key elements in the data, often causing suspicion
that the analysis is either biased toward some existing agenda, or that the
data are only partially analyzed and tend to reflect what was known by
field team members at the start of the project (leading to the discounting
of rapid assessment by the “everyone knows that stuff ” criticism). This is
one of the greatest areas of need for supporting community based rapid-
assessment projects.

(6) Implementation Issues: From Analysis to Recommendation

Most rapid assessments are conducted based on the promise of local,
community-controlled action. The changes that occur can be policy
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changes, program changes, redirection of resources, expansion of services,
or other local actions. One of the largest areas of failure of rapid-assessment
programs is where this process of community implementation, rather than
the rapid-assessment process, fails. There are numerous cases where the
rapid assessment was conducted, important findings emerged, the analy-
sis was linked to recommendations, and the recommendations were
solidly linked to realistic local actions, yet the community failed to carry
through on the recommendations. Some of the conditions that lead to this
failure include a poorly selected community group, where there was no
buy-in to the process, or where the participants were individually compe-
tent and connected but did not have the collective ability to facilitate
change. In some cases, the group was outstanding, but the changes were
blocked at an institutional level by other political forces. Such bottlenecks
can appear because the recommendations do not fit the agendas of key
decision-makers.

While community processes can undermine the implementation of
rapid-assessment recommendations, it is important to focus on issues in
the recommendation development process itself. It cannot be assumed
that it is easy to develop recommendations, and there are several pitfalls.
If broad cultural forces (poverty, large value systems, culture in general)
are identified as findings, rather than specific conditions, issues, beliefs, or
processes that can be changed locally, then the rapid-assessment analysis
has been misapplied. The outcome of the analysis should fit and support
broader cultural issues, but they should be specific enough that some kind
of change can be made to improve conditions locally. In addition, at the
point of recommendation development, it is very easy for the field team to
revert to what it knew (and emotionally embraced) before the initiation of
the data collection. At the same time, given the range of problems facing
impoverished or otherwise hard hit but underserved communities, it is
easy for the field team to stray beyond its area of focus, to develop recom-
mendations that go beyond and are not directly an outgrowth of the data
collected, or to formulate recommendations for so many changes that the
advisory group has no sense of what should be prioritized.

To counteract these tendencies, it is critical that the field team and 
P.I. understand the following: 1) overly ambitious recommendations (e.g.,
“end poverty”) that cannot be easily acted upon by the oversight commit-
tee are not useful; 2) recommendations flow directly from and can be tied
directly to specific research findings; 3) recommendations be achievable in
the short run by entities that have buy-in with the project or can be influ-
enced by the project report; and 4) the number of recommendations be
limited so as not to overwhelm the oversight committee or trivialize any
of the specific recommendations for change developed by the field team.

(7) Logistics and Administrative Support

A final common destructive element in rapid-assessment projects is the pro-
cess of logistics support and administrative support. If the administration
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and logistics are unorganized or late, the whole project founders. There
are a number of tasks or conditions that directly translate into either a pos-
itive or negative project experience. These range from the need for some-
one to identify and recruit all of the key players in the rapid-assessment
process (P.I., community leaders, field workers, etc.), to the necessity of
having checks for personnel arrive on time and in the correct amounts.
There is also a need for someone to schedule meetings, make sure equip-
ment is available, determine the different forms of support that are needed
and provide them, and bring all of the parts of the process together in the
right time and right places. A lack of administrative support has resulted in
projects using up all of their resources on observations, with no interviews
to confirm or explain them, and has created a project in which wonderful
data were collected with neither the time nor the personnel available to
analyze the data or turn it into action at the local level.

THE FUTURE OF RAPID ASSESSMENT

Rapid-assessment models and programs are likely to continue to be peri-
odically criticized, revitalized, and frequently utilized for community
based research into the foreseeable future. It is an opportunity to follow the
admonition to think global and to act local. This approach provides a
venue for community control, interest, and action backed by scientifically
defensible data and information. It is also an arena where social scientists
can appropriately test and refine new methods, and meet new challenges
to validity and reliability of both qualitative and quantitative data. It is a
good venue to test the limits and the creativity of training versus existing
expertise, and to identify both the limits and the limitless boundaries for
political action within the context of evidence based recommendations.
Both the potential and the limitations appear important and manageable
for the future. In the end, rapid assessment emerges as an important tool
for bridging the gap between science and community concern, for empow-
ering communities to take action on issues of concern, and for forging new
bridges for achieving desired community change.

One of the most critical next steps now underway is the extension of
rapid-assessment training to include extensive analysis training. Most
projects can now accomplish very good quality data collection. However,
only recently has it become clear that the links that the most experienced
qualitative researchers readily produce, which directly tie patterns in the
data to summarized findings to data based recommendations, have not yet
been standardized and systematized. It is not yet easy for community
based organizations to accomplish the same processes with the same out-
comes. The CDC’s global AIDS program is undertaking the task of produc-
ing greatly improved training programs that focus on analysis, and that
provide a much more systematic way of linking findings to locally produc-
tive recommendations. This process also sets up both an end point of tar-
geted recommendations producing targeted success, where linear thinking
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and processes are dominant, and a feedback loop where rapid-assessment
and evolutionary problem-solving processes are allowed to be nonlinear
instead of strictly straight line. Each incremental success leads to not
only a clear reflection of community life as it is, but also leads to improve-
ments in at least part of the conditions that have a direct impact on the
community.

Rapid assessment can be viewed as a one-time fix for a simple problem,
or as an ongoing tool kit for evolutionary improvement in the overall life
of a community. Its role in contributing to the community impact of inter-
ventions is tied to the degree to which its considerable promise is critically
assessed and elaborated in future work. Attention to its potential destruc-
tion points provides a roadmap for systematically attending to its current
limitations while capitalizing on its successes thus far.

NOTES

1. Additional examples of these types of rapid-assessment projects include information on the health

problems of homeless youth in Baltimore (Ensign and Gittelsohn, 1998; Ensign and Santelli, 1998),

methamphetamine studies in Australia (Vincent et al., 1999), identification of priority health issues for

healthcare management policy review in France (Lerer, 1999), descriptions of HIV transmission condi-

tions for six ethnocultural communities in Canada (Williams et al., 1997), assessing home based care for

people with AIDS in the United States (McDonnell et al., 1994), as well as the RARE project, Rapid As-

sessment Response and Evaluation, conducted through the U.S. Surgeon General’s Office of HIV/AIDS

Policy (Trotter and Needle, 1999; Trotter, Needle, et al., 2001).

2. These observations come from experience with a large number of direct experiences assisting com-

munity based rapid assessment. The literature tends to ignore some of the difficulties faced by community

based research groups and focuses on either successes, or hypothetical and methodological reasons for

failure.

3. Specific examples here would potentially violate confidentiality issues, or embarrass specific cities,

however, in at least two cases where U.S.-based rapid-assessment projects were being implemented with-

out a local project leader who had ethnographic experience, one succeeded by very carefully following the

RARE guidelines step-by-step, and requesting extended assistance from the RARE team, and one basi-

cally failed to follow the guidelines, did not request additional support, and produced very mediocre data

and recommendations.

4. RARE Brazil is being supported by the Global AIDS Program (GAP) from the Centers for Disease

Control and Prevention, in cooperation with the Brazilian Ministry of Health. Multiple projects are un-

derway and will be reported in the literature shortly.
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7

The Hartford Model of AIDS
Practice/Research Collaboration

Merrill Singer & Margaret Weeks

Public-health researchers tend to view research as a “social good,” an activ-
ity that contributes directly and substantially to better technical under-
standings, expanded levels of public awareness, and general health and
social improvement. In fact, there is remarkably little debate among
researchers about the ultimate value of public-health research. While
researchers contest the value of particular methodologies or criticize certain
lines of inquiry, the basic research enterprise is not in question, nor often
up for discussion. To a greater or lesser degree, investigators concerned
with public-health issues also assume that this attitude is or at least should
be universal, as it is easy to assemble lists of the benefits and contributions
of public-health research to society. While it is recognized that some re-
searchers are unethical or that research can, on occasion, lead to dangerous
knowledge, in day-to-day practice the only real issue for public-health re-
searchers is how to do better research, not whether to do research at all.

Communities, by contrast, especially those that have been subjected to
social disadvantage, poverty, discrimination, and external domination, of-
ten have a very different view of research than do those for whom it is both
an occupation and an epistemology. In particular, communities may object
to being the subjects of scientific examination, including study that is said
by the researcher to be in their best interests. Additionally, they may harbor
pointed criticism of the way research commonly is conducted, the lack or
limited nature of community input into the development of both research
questions and design, the failure of researchers to openly and fully share
findings, and the inaccessibility or clear utility of the technical, disciplinary-
centric, and jargon-filled publications that research generally produces.
Even when researchers have attempted to limit tensions with the communi-
ties they study, their “paternalist attitudes toward community people have
frequently signaled the undoing of any possible partnership based on
equality” (Gills, 2001, p. 4). Additionally, as Reback et al. (2002, p. 838) note,
“the most common complaint heard from the community is a feeling of
powerlessness in relation to the research team”.

These issues have led to considerable distrust of research and research
institutions in diverse communities. Certain communities (e.g., some Native
American nations), in fact, have even banned external research at times or
established committees to serve as stern gatekeepers of research access
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(LeCompte et al., 1999; Shriver et al., 1998; Singer, 1993). This “research
backlash” reflects the fact that communities may feel themselves to be over-
researched and underserved. In the final analysis, many community voices
have questioned who the real benefactor of community health research is:
the communities being studied or the researchers conducting the research.
The result is not just community opposition to this or that research project,
or to any particular researcher, but criticism of the entire research enterprise
as alien, self-serving for researchers, valueless or inaccessible to the com-
munities that are studied, and exploitive of community goodwill.

This sentiment is effectively captured in the biting lyrics of Jimmy Cur-
tis and Floyd Westerman’s playful but pointed ballad “Here Comes the
Anthros,” a musical indictment of the history of relations between both
cultural anthropology and archeology researchers and American Indians.
While the actual relations between individual anthropologists and specific
Indian groups is varied, and ranges from intense support to open hostility,
structurally, as an academic discipline within the institutional framework
of the dominant society, anthropology is the visible part that can come to
represent (and be criticized as an agent of ) the wider social order (Asad,
1973; Gough, 1968; Smith, 1999). In this sense, all health, social, and be-
havioral research with marginalized, exploited, and disadvantaged com-
munities may be suspect, with the burden of proving the community
value of any particular research initiative falling squarely on the shoulders
of the researchers involved.

At the same time, health and social service providers and practitioners
who see the potential value of research have pointed to significant gaps be-
tween the everyday needs of community-based programs and the issues
addressed by researchers. For example, the Committee on Community-
Based Drug Treatment of the Institute of Medicine has argued that commu-
nity substance abuse treatment providers feel frustrated with the failure of
researchers to provide them with relevant answers to important treatment
questions (Lamb et al.,1998). Ironically, researchers themselves have ex-
pressed frustration that research-based drug and alcohol treatment innova-
tions are not being utilized by treatment providers and that research
findings take a long time to impact intervention efforts (Lamb et al.,1998).
Assessment by the Committee on Community-Based Treatment concluded
that research remains remote from drug treatment and pointed to the need
to develop more collaborative approaches. Similarly, observers have ex-
pressed concern that AIDS research “is too far removed from the [pressing]
needs and concerns of the men and women who are on the front lines of the
battle to halt the transmission of HIV, those who design and implement on-
the-ground programs of intervention intended to reduce high-risk behav-
iors” (Bolton & Singer, 1992).

In response to the growing ability and willingness of communities to
speak openly and sometimes loudly about their criticisms of research, re-
searchers, and research institutions, as well as a result of the multiple
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challenges of complex community health and social problems like the
AIDS pandemic and substance abuse, researchers have began to recognize
the value of community collaboration. As part of this development, re-
searchers have initiated discussions about the need to carefully consider
community concerns about research, including past negative experiences
with research activities and researchers (White, 2000). Further, they have
begun to see the value of working closely with communities at all stages in
the research process, starting with gaining approval for and community
involvement in new research initiatives (Altman, 1995).

Despite these developments, there continues to be considerable uncer-
tainty among many researchers about how to initiate contact with legiti-
mate community representatives, how to develop and maintain trusting
community relations, how to structure research so that it truly strengthens
communities in their effort to address their health and social problems, and
how to translate findings into a format and language that is accessible to
and meaningful for practitioners. As Auerbach and Coates (2000) empha-
size, “how best to do this translation, transferal, and collaborative research
is an undeveloped scientific question that requires further investigation.”
The purpose of this chapter is to examine one model for “translation, trans-
feral, and collaborative research” focusing on a long-standing Practice/
Research Collaboration (PRC) in HIV/AIDS prevention intervention
research.

For the past 15 years, our interdisciplinary, community-based applied
research team in Hartford, Connecticut, has been involved in the develop-
ment, implementation, management, and evaluation of HIV prevention
projects targeted to high-risk populations, especially drug users, sex part-
ners of drug users, commercial sex workers, adolescents, farm workers,
and gay men and youth. The ecological model that has guided this work,
which we refer to as the Hartford Model, developed most immediately out
of over 10 years of prior applied research on a range of health issues facing
low-income, underserved populations.

The Hartford Model, as developed by researchers and practitioners at
the Hispanic Health Council and the Institute for Community Research,
emphasizes the following: 1) long-term, community-based partnerships
between activist public-health researchers and research-informed commu-
nity interventionists; 2) highly collaborative team efforts guided by a par-
ticipatory action orientation to research and the transfer of research skills;
3) closely linked community-based research with research-informed inter-
vention; and 4) an interdisciplinary or blended methodological approach to
formative research, needs assessment, and program process and outcomes
evaluation. The remainder of this chapter describes the development of the
Hartford Model of community-based HIV/AIDS research, reviews its his-
tory of development, identifies its core practice/research components and
variants, and describes its methodological orientation to community HIV
prevention research.

The Hartford Model 155



DEVELOPMENT OF THE HARTFORD MODEL

The Hispanic Health Council

Over the last 25 years, the Hispanic Health Council (HHC), and, for the
last 15 years, the Institute for Community Research (ICR), of Hartford,
Connecticut, have collectively participated in longitudinal initiatives to
build community-based practice/research focused on the perilous health
and social problems of the inner-city and rural poor. The seeds of this on-
going initiative were sown early in the history of the HHC, when its
founders selected an organizational approach that prioritizes experience-
near applied ethnographic and qualitative research methods as primary
tools in multimethod community-based research and practice efforts to
achieve critical health change (Schensul & Borrero, 1982).

This approach seeks to wed ongoing community-centered public-health
research with community-based services, training, and advocacy efforts.
The approach emphasizes ethnographic methods, but also includes epi-
demiological and other methods, such as social network approaches. It
highlights the importance of social context in three ways: 1) in the selection
of research methods that tend to focus on specific behaviors or issues of in-
terest within their encompassing and generative social and structural environ-
ments; 2) in grounding the research initiative firmly within the community
through the use of nongovernment organizations as the primary research
institutions; and 3) in using local research and practice/research collabora-
tion to shape local intervention efforts.

The roots of the Hartford Model, which are embedded most deeply in
Action and Advocacy Anthropology (Schensul, 1973, 1974; Singer, 1990),
date to the end of the Second World War, long before the founding of
either the Hispanic Health Council or the Institute for Community
Research. Action Anthropology, as developed initially by Sol Tax and his
students at the University of Chicago, is a collaborative community-based
approach to the application of anthropological methods and concepts to
solving real world problems (Gearing, 1960).

In 1948, Tax launched a unique project intended as a field school to train
of a number of graduate students at the Fox (also called Mesquawkie) In-
dian reservation in Iowa. Presaging the far later calls within postmodern
anthropology for multivocal texts that give equal say to ethnographers
and informants, Tax developed a program in which the Fox participated
not as subjects of other people’s studies but as coinvestigators and initia-
tors of research-guided social development projects. The emergence of this
approach was serendipitous because, at the outset, it was assumed that the
students would focus primarily on describing traditional aspects of Fox
culture, replicating the prewar anthropological model of salvage ethno-
graphic description of disappearing ways of life.

The initiative for a new approach came from the students who quickly
came to realize that the Fox were quite cognizant that they faced numer-
ous problems, including the psycho-social readjustment of war veterans
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to reservation life and the struggle to maintain a distinct Fox identity in the
face of acculturation into mainstream society. Rather than just study these
problems, Tax and his students began to work with the Fox to develop
potential routes for solving the problems that the Fox themselves defined
as the issues of concern. As Tax (1970) realized, this required that re-
searchers remove themselves as much as possible from a position of
power, or undue influence. As researchers, we know that knowledge is
power and we try hard to reject the power that knowledge gives us. In-
stead, decision-making power, Tax asserted, should stay within the com-
munity, with anthropologists assisting community members to achieve
their own vision.

Another action anthropologist, Allan Holmberg, adopted this new ori-
entation to guide a project designed to demonstrate that scientific methods
and knowledge could be used to improve the lives and social well-being
of oppressed communities. Called the Vicos Project, this initiative, which
grew out of a unique set of circumstances, embraced a belief in the right of
self-determination. In the project, Holmberg assumed the role of patrón
(in the name of Cornell University) of a 40,000-acre Peruvian hacienda. The
residents of the hacienda had been in a feudal-like, serfdom relationship
with the previous landowner prior to Cornell’s purchase of the property.
Working with them over a 5-year period to expand educational, health
care, and economic capacity, Holmberg was eventually able to transfer full
ownership to the residents. Holmberg (1970) argued that an “interven-
tionist or action approach to the dynamics of culture, applied with proper
restraint, may in the long run provide considerable payoff in terms both
of more rational policy and better science.”

Subsequently, Stephen Schensul (1973, 1974) worked with activists and
organizers from the Mexican American community of Chicago for 6 years
(1968–1974) to document community needs, identify social problems, and
develop and implement over twenty different projects in bilingual educa-
tion, maternal and child health, mental health, and gang prevention.
Reflecting the action orientation of Schensul and his colleagues, these proj-
ects were research driven, collaborative, and based in the community, and
they reflected a long-term commitment to community health and social
development.

Evolution of the Hartford Model In Hartford, application of the model be-
gan in the late 1970s with community efforts to address pressing health
problems in the burgeoning Puerto Rican population. Attracted by avail-
able work in the nearby tobacco fields, Puerto Ricans had begun migrat-
ing to Hartford in growing numbers during the 1960s. In their new home,
Puerto Ricans—a group that has had American citizenship since the First
World War—faced the triple burden of poverty, discrimination, and cul-
tural and linguistic difference from the dominant population. Health and
other social institutions were ill prepared to respond to the needs of this
growing community and, as a result, were not particularly inclined initially
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to become more responsive. Reacting to this mainstream indifference, a
core of Puerto Rican community health activists developed and soon
found willing partners among a small group of applied anthropologists
affiliated with the University of Connecticut, including Stephen Schensul,
Jean Schensul, and Perti Pelto.

Receptivity to the action model in the Puerto Rican community of Hart-
ford was driven in part by a tragic incident that occurred in 1976, when a
Puerto Rican infant died because of the inability of a Spanish-speaking
mother to communicate effectively with English-speaking medical person-
nel. In response to this and various other incidents that embodied the lack
of cultural fit between the Hartford health care system and the city’s rap-
idly growing ethnic minority communities, a grassroots community task
force was organized to seek changes in health care service delivery. Maria
Borrero, a young Puerto Rican woman working in the Employment Devel-
opment Division of Hartford Hospital, one of three general hospitals then
operating in the city, was appointed to chair the task force. Before long, the
task force began picketing Hartford Hospital to protest the cultural incom-
patibility between the hospital and the Latino community that surrounded
it. Conceding some of its shortcomings, the hospital agreed to develop the
staff position of “clerk-interpreter,” with the objective of improving com-
munication with Spanish-speaking patients. That summer, Stephen Schen-
sul and Maria Borrero met and agreed to work together to push the health
care system to be more responsive to the needs of the Puerto Rican com-
munity, which was rapidly on its way to constituting more than a third of
the city’s population and a majority of Hartford’s school-age youth.

Eventually, this embryonic partnership led to the preparation and sub-
mission of a National Institute of Mental Health research proposal de-
signed to carry out a broad community study of Puerto Rican health
beliefs, behaviors, and health care adaptations. Additionally, the task force
took on several other education and advocacy projects focused on making
the health care system more responsive to and appropriate for serving
Puerto Ricans. By the late spring of 1978, with several initiatives in the
field, task force members decided to develop a formal organizational struc-
ture and to hire an executive director. A grant developed for this purpose
was approved and funded by the Hartford Foundation for Public Giving,
and the Hispanic Health Council (HHC) became a legally incorporated
nonprofit community organization with Maria Borrero as its first execu-
tive director. The mission of the new organization was “improving the
quality and accessibility of health, mental health and education related
services in the Puerto Rican/Hispanic community.” Later in the year, an-
other Hartford anthropologist, Jean Schensul, joined the staff of the HHC
and eventually became its associate director.

Over the next several decades, the HHC advanced from having offices
in a rat-infested store front, a handful of staff, and a budget of several
hundred thousand dollars, into the largest Latino community health
and social service organization in Connecticut. It had a staff of 75 and had
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special expertise in culturally sensitive programming, gender-specific
drug treatment for inner-city women, AIDS prevention, nutrition promo-
tion, high-risk pregnancy intervention, youth development, environmen-
tal health, behavior health, and community health education, among
other issues.

In its day-to-day practice, the HHC resembles a typical minority,
community-based service agency, in that it works in the trenches address-
ing many of the most urgent community health problems facing the poor,
including AIDS, cancer, substance abuse, and poor nutrition. The HHC
provides a wide range of health-related and social services to low income,
marginalized, and oppressed populations, with a strong focus on Latinos,
but extending to all underserved populations. Its approach is not limited
to service delivery, however, but rather emphasizes empowerment, advo-
cacy, and the need for social restructuring to address health quality.

At the same time, the HHC also resembles a multidisciplinary research
center, in that it has a strong research portfolio of social science of health
and epidemiological studies, participates actively in scientific and scholarly
activities, and recognizes research as the foundation for good services and
useful social policy.

The Institute for Community Research

The Institute for Community Research (ICR) was established 10 years af-
ter the HHC, when Jean Schensul became executive director of a small or-
ganization that conducted evaluations of local service organizations and
programs, funding for which was being eliminated. She rebuilt the organ-
ization following the principles of community/research partnerships for
the development and implementation of research issues of relevance to lo-
cal communities. The cornerstone principles that guide its projects and
programs include the following: (1) collaboration and partnership, (2) ac-
tion research, (3) intervention and advocacy; and (4) cultural diversity, in-
cluding cultural conservation and support for the right of cultural
expression. Each of these principles is considered in the creation and con-
duct of all research projects at ICR.

In applying these cornerstone principles, the Institute’s mission is to
conduct research—in partnership with communities—that promotes jus-
tice and equity in access to health, education, and cultural resources in a
socially diverse world. Thus, some of the early programs of the Institute
included the following: 1) a rapid socio-demographic assessment of Hart-
ford’s inner-city neighborhoods, in partnerships with local neighborhood
organizations, to identify key neighborhood health, educational, cultural,
social, and political concerns and to empower local organizations in meth-
ods of inquiry to identify those concerns and seek appropriate responses;
2) a participatory action research (PAR) training program with inner-city
women on issues they identified as primary concerns, in which they
learned to design questions, collect, manage, and analyze data, and use
findings to advocate for their interests; 3) a state-wide program to identify,
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document, and promote the work of heritage and folk artists representing
the cultural heritage and various art forms of Connecticut’s numerous na-
tionalities and ethnic groups; and 4) a joint project with the HHC and four
other community health and service organizations in Hartford to conduct
an AIDS prevention demonstration research project and to develop
and test culturally targeted intervention programs for drug users and
their sex partners in the primarily African American and Puerto Rican
inner city.

Over the past 10 years, ICR has evolved from these initial activities. It has
received federal, state, local, and foundation funding for numerous subse-
quent community/research partnerships programs and projects in the areas
of health, education, and cultural heritage and expression in the city and
across the state. The Institute collaborates with a wide range of community
and institutional partners in research and development designed to improve
services, build community capacity, impact public policy, and contribute to
social science theory and practice with programs that support social change.

Though ICR programs have primarily been conducted in the city of
Hartford and the state of Connecticut, they have also expanded to include
partnership projects in other cities in the U. S. and other countries interna-
tionally. Linked by their organizational histories, by collaborative projects
and contractual relationships, and by personal relationships spanning
many years, the HHC and ICR have jointly contributed to the develop-
ment and implementation of the Hartford Model.

Institutional Similarities and Differences While similar in many ways, there
are notable differences between the HHC and ICR that have contributed to
a range of programmatic expressions within the Hartford Model. The His-
panic Health Council, as the name suggests, is specifically rooted in the
Latino (or more specifically, Puerto Rican) community of Hartford, even
though it has a multicultural staff, serves diverse communities, and even
maintains several international projects in non-Latino countries. By con-
trast, while the ICR is deeply involved in a number of ethnic minority com-
munities and has a multicultural staff, it is not based in a specific ethnic
community, and it too maintains an international program. Additionally,
while direct service is a primary mission of the Hispanic Health Council,
the ICR has emphasized both cultural arts as an expressive, community
building, emancipatory domain and community research training initia-
tives. It should be noted, however, that ICR programs do offer important
community services, while the HHC emphasizes the arts in its youth de-
velopment initiatives.

Characteristics and Variants of the Hartford Model

The initial issues addressed through the Hartford Model were community
mental health problems, family health and social crisis events, threats to
women’s reproductive health, and communication breakdowns in neonatal
intensive care hospitalization (Schensul & Borrero, 1982). In the mid ’80s,
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alcohol use and abuse and tobacco smoking also began to be addressed us-
ing this approach (Singer et al., 1992). Finally, in 1987, with the devastating
emergence of the AIDS epidemic, the HHC and ICR applied the model to
issues of drug use, drug related HIV risk, and HIV sexual risk (Singer &
Weeks, 1996). The model also has been used by the HHC and ICR (alone
and in collaboration) to address the following: barriers to health care access
and disease assessment among the elderly, environmental health issues,
risk reduction and resiliency among teens, cultural conservation, the devel-
opment of access to artistic resources, occupational health issues, and a va-
riety of other topics.

Despite the organizational differences between the HHC and ICR men-
tioned above, HIV/AIDS projects developed within the framework of the
Hartford Model tend to be characterized by several key features, including
a theoretical orientation toward health and illness, a particular approach to
intervention and community capacity building, an organizational plan, and
a distinctive practice/research methodology. Each of these will be exam-
ined in turn.

THEORETICAL ORIENTATION

The Hartford Model views health as much more than a biological state; in
addition to a physical condition, health is understood as a reflection of so-
cial structural relations at the global, national, and local levels (e.g., as ex-
pressed in conditions like poverty, social inequality, stigmatization, racial
or other discrimination) and the quality of the living and working condi-
tions that they produce (Farmer, 1999; Singer, 2001). Notably, the World
Health Organization (WHO) has defined health as “not merely the ab-
sence of disease and infirmity but complete physical, mental and social
well being” (WHO 1978).

Taking this approach a step further, Kelman (1975) has argued for the ne-
cessity of viewing health within the context of a system of production. From
this broader, critical perspective, health is defined as access to and control
over the basic material and nonmaterial resources that sustain and promote
life at a high level of satisfaction. With reference to the AIDS epidemic, for
example, it has become clear that health is not merely the absence of symp-
toms but also the absence of social stigma and discrimination, which are
often experienced by people living with HIV/AIDS as being more damag-
ing than the direct clinical effects of infection (Parker & Aggleton, 2003;
Valdiserri, 2002). Moreover, it means freedom from the oppressive social
conditions that have become the breeding grounds of the epidemic.

Flowing from this perspective, two theoretical concepts for health re-
search have emerged from the Hartford Model: oppression illness and syn-
demic. The term oppression illness (OI) (Baer, Singer, & Susser, 1997;
Singer & Toledo, 1995) is used to label the chronic, traumatic effects of ex-
periencing social bigotry over long periods of time (especially during
critical developmental periods of identity formation) combined with the
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negative emotional effects of internalizing such prejudice. Oppression ill-
ness, in other words, is a psychosocial product of the impact of suffering
from social mistreatment based on prejudice (i.e., not simply oppression
but oppression that is publicly rationalized as fair treatment of inferior or
defective beings) and, at some level, accepting blame for one’s suffering
as just punishment for someone who does not deserve any better treat-
ment. Individuals who suffer from OI not only have low or highly con-
flicted self-esteem but also tend to embrace, at least to some degree,
prevailing negative social stereotypes about their ethnic group, social
class, gender, or sexual orientation. As this description implies, OI is a
stress disorder, a product of an oppressive social environment of “struc-
tural violence” (Farmer, 2003) and reflected in a pattern of oppressive so-
cial relationships with multiple reinforcers of devalued individual and
group worth.

OI encumbers AIDS prevention because research indicates associations
among victimization stress, substance abuse, and AIDS risk. High rates
of childhood violence victimization, for example, have been found among
women who develop alcohol and drug abuse in adulthood (Miller,
Downs, & Testa, 1993; Murphy, 1991). Kilpatrick (NIDA Notes 1992), us-
ing a representative national sample of over 4,000 women, found that vio-
lent crime victims who met criteria for PTSD were 9.7 times more likely to
have major alcohol-related problems and 17 times more likely to have
major drug abuse-related problems than nonvictims. The study also
found that rape-related PTSD significantly increased a woman’s risk for
substance abuse. In these cases, substance abuse may represent a form of
self-medication for the stress disorder (Hoffer & Cervantes, 1992;
Parson, 1985).

The end result, however, is that individuals are put at heightened risk for
a range of other health problems, including AIDS. Consequently, respond-
ing to the AIDS epidemic in oppressed minority communities requires an
acknowledgment of and a confrontation with a range of economic, social,
health, and mental health issues. It also requires an awareness that piece-
meal approaches that address part, but not the whole, of the intertwined
complex social forces that contribute to and complicate the AIDS epidemic,
are doomed to have limited, short-term success at best. In this context, OI
represents a major challenge to effective community based intervention be-
cause target population members suffer not only from numerous indicators
of poor physical health and significant structural barriers to effective
health access, but also from the inability to effectively respond to the chal-
lenges they face because of the trauma of internalized oppression (Singer,
Huertas, & Scott, 2000).

A second term introduced through work within the Hartford Model is
“syndemic” (Baer, Singer, & Susser, 1997; Singer, 1994, 1996). At its simplest
level, syndemic refers to two or more epidemics (i.e., notable increases
in the rate of specific diseases in a population), interacting synergistically
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with each other inside human bodies and contributing to excess burden of
disease in a population. As Millstein (2001) notes, “Syndemics occur when
health-related problems cluster by person, place or time.”

Importantly, the term syndemic refers not only to the temporal or loca-
tional cooccurrence of several diseases or health problems, but also to the
health consequences of the biological interactions among the health con-
ditions present. For example, researchers have found that coinfection with
HIV and tuberculosis (TB) augments the immunopathology of HIV and
accelerates the damaging progression of the disease (Ho, 1996). If both of
these diseases cluster in the same population, opportunities for individu-
als to be coinfected spiral upward. Research has shown that patients who
are coinfected with HIV and tuberculosis do not survive as long as those
infected with solely HIV or tuberculosis, suggesting a synergistic interac-
tion with deadly consequence for coinfected individuals (Singer, 1996).

Beyond the notion of disease clustering in a location or population, the
term syndemic points to the importance of social location in the develop-
ment of intertwined epidemics (Gilbert et al., 2000; Stall & Purcell, 2000).
Living in poverty, for example, increases the likelihood of exposure to the
bacteria that causes TB because of overcrowding in poorly ventilated
dwellings. Once infected, the poor are more likely to develop active TB
both because they are more likely to have multiple exposures to the TB
bacteria (which may push dormant bacteria into a state of aggressive re-
production) and because they are more likely to have preexistent immune
system damage from other infections and malnutrition. Finally, poverty
and discrimination place poor individuals and families at disadvantage in
terms of access to diagnosis and treatment for TB, effectiveness of avail-
able treatments because of weakened immune systems, and ability to ad-
here to TB treatment plans because of structurally imposed residential
instability and the frequency of disruptive economic and social crises in
their lives. As this example suggests, diseases do not tend to spread in a
social vacuum nor solely within the bodies of those they inflict; thus their
transmission and impact are never merely biological. Ultimately, social
factors like poverty, racism, sexism, ostracism, stigmatization, disruption
of social systems, and structural violence may be of far greater importance
than the nature of pathogens or the bodily systems they infect in the tran-
sition of the development of epidemics.

Understanding AIDS as a syndemic has been a focal point of research
within the Hartford Model, with a special focus on the interactions
among drug use, violence, and HIV risk (Singer, 1996; Duke, Teng, Sim-
mons, & Singer, 2003). Recognizing that the target populations in greatest
need are subject to both OI and the AIDS syndemic has helped shape the
kinds of intervention approaches (see below) that have developed within
the Hartford Model. Participants in our research programs standardly are
provided with advocated referral to health and mental health service, in-
cluding HIV/AIDS testing and counseling, at the conclusion of project
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interviews (including to our own services). Moreover, a strong emphasis
is placed on treating participants with respect and dignity.

INTERVENTION STRATEGY

The broad intervention strategy of the Hartford Model emphasizes the
following: a) culturally appropriate programming and the linguistic and
cultural matching of intervention staff and clients; b) sensitivity to the be-
liefs, concerns, cultural traditions, and social experiences of the target
population; c) respecting the dignity of each participant, including those
from socially denigrated groups such as drug users, sexual minorities,
and commercial sex workers; d) being keenly sensitive to past insults and
injuries associated with prejudice based on class, race, gender, sexual ori-
entation and related social divisions, and e) recognizing that scarce re-
sources limit the capacity of communities to address these concerns and
that research provides a powerful tool that can be used to access new com-
munity resources.

In other words, the intervention strategy of the Hartford Model pushes
for embracing but moving beyond cultural appropriateness, and even be-
yond essential ethical treatment, to an added level of awareness and soli-
darity with the target research community. This step involves attention
not only to what a community knows, or what it wants or needs, but also
to what it feels and the wounds it has suffered at the hands of the domi-
nant society.

While we recognize that it is possible to achieve small but important
improvements (e.g., in HIV risk levels) through narrowly focused inter-
vention approaches (e.g., one-on-one or small-group risk-reduction educa-
tion), the Hartford Model seeks to identify strategies that can achieve
broader, sustained, improvements in public-health and community well-
being. Consequently, interventions within the model take various shapes
depending on the nature of the problem under consideration and the
availability of resources. They emphasize the following: (1) assessment of
intertwined health and social problems; (2) multidimensional intervention
(i.e., interventions that addressed two or more interrelated health and so-
cial problems); (3) organizing community consortia with diverse arenas
of expertise and resources (see below), and (4) community capacity build-
ing, training, and resource sharing to enhance representativeness and
community/research partnership. This multifaceted approach is sup-
ported by findings showing that interventions are most effective when
they are able to address several interrelated levels simultaneously and
make enduring improvements in the capacity of communities to respond
to future problems (Dryfoos, 1990; Hawkins, Catalano, & Miller 1992;
Nastasi & DeZolt, 1994).

For example, Project Recovery, a drug treatment and AIDS prevention
program for pregnant and recently postpartum women developed within
the framework of the Hartford Model, included program components
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that addressed the following additive and interdependent goals: (1) en-
sure citywide community identification of substance abusing women by
providing training to existing high-risk pregnancy and other health out-
reach workers affiliated with community organizations and the city
health department; (2) provide a critically needed triaging and advocated
referral system to facilitate the rapid entry of identified women into exist-
ing or new substance abuse detoxification and treatment; (3) initiate
hospital-based substance abuse day treatment with close linkage to hospi-
tal departments of obstetrics, pediatrics, social services, psychiatry, and
child psychiatry; (4) offer professional day care during treatment hours
with attention to the special training and care needs of children of sub-
stance abusing parents; (5) make available intensified well-baby pediatric
visits with a special focus on alcohol and drug exposure during preg-
nancy; (6) provide intensive long-term case management to address conti-
nuity of care needs, family-level problems, referral needs, and relapse
issues among project participants; (7) organize a support group for the
partners of women enrolled in the program to increase support for recov-
ery; and (8) address the wide range of survival needs of substance abusing
women and their children, including AIDS prevention and treatment, vo-
cational training, housing, life skills acquisition, self-esteem enhance-
ment, family violence prevention, and partner substance abuse. Most of
these objectives have been sustained across several community consortia
for almost a decade (Singer, 2000).

ORGANIZATIONAL PLAN

The organizational approach of the Hartford Model emphasizes the de-
velopment of long-term practitioner/researcher collaboration. It is a
broad-based and usually multidimensional community consortia for ap-
plied research and intervention on community identified health problems
and related social issues. At the HHC and ICR, emphasis is placed on
building an approach to research that (1) is developed through a “perpet-
ual discussion” (Gudeman & Rivera, 1989) between experienced re-
searchers and experienced community health educators and activists,
and consequently (2) tends to reflect issues, concerns or pressing prob-
lems as perceived by members of the community being researched; that
(3) is carried out by a multidisciplinary research/practice team and (4)
leads to recognition not only for the researchers but also for the
community-based institution that sponsors it, as well as (5) transferring
research skills to minority researchers, while (6) contributing to the inter-
vention, public education, social development, advocacy, and/or empower-
ment goals of the sponsoring agency (Parker, 1996; Singer, 1993). This
approach corresponds to what Orlando Fals Borda (1990) has termed
“participatory-action research” (PAR), in that it emphasizes a highly col-
laborative, community-driven, demystifying, empowering, and applied
research orientation.
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Critical to the Hartford Model is the PAR proposition that constructive
social change must be driven by an “awareness-building process” (Rah-
man, 1985). This process entails two main features: (1) using science to
produce knowledge and action that is directly useful to a community; and
(2) using science to enhance the locus of effectiveness in the community of
concern by helping participants identify and build their own knowledge,
apply that knowledge, and assess the impact of their efforts. This proposi-
tion is derived from the PAR theory that valuing of community knowl-
edge, active community participation, facilitated community discussion of
common goals, planning of community efforts, and the sharing of find-
ings from the assessment of outcomes produces effective community-based
initiatives (Fals Borda, 1990). Moreover, it fosters a sense of ownership, val-
ues and rewards creativity and innovative approaches, pools the collective
knowledge and experience base of a diverse set of community experts, and
facilitates “resource add-on”, in that committed participants tend to iden-
tify and access new avenues of direct project support. In addition, it culti-
vates community appreciation of research as an effective tool for social
change and development (Whyte, 1995).

An Example

Exemplary of the participatory approach is the CDC-funded Building
Community Responses to Risks of Emergent Drug Use Project. Through
the 15 years of our work on drug issues at the HHC and ICR, we have ob-
served that change in drug use behaviors is constant, including the peri-
odic introduction of new drugs, the adoption of new drug combinations,
the appearance of new drug use equipment, the discovery of new ways
of using existing drugs, the incorporation of new drug use settings, and
the emergence of new populations of drug users. These new patterns of
drug use, and the changing social and biological environments in which
they appear, have potentially significant public-health consequences. All
too often, however, the public-health response to emergent drug-related
epidemics is slow and fragmented. Too often we are only able to observe
changes in drug use behaviors after public-health consequences (e.g., the
drug-related HIV epidemic) have already become widespread.

Building on a 1-year pilot study initiated by our research team in con-
junction with the Connecticut Department of Public Health, the goals of
the “Building Community Response” project are to develop current
knowledge of the ongoing changes in drug use. This is accomplished
through the following: (1) using ethnographic and epidemiological meth-
ods (including in-depth key informant interviewing, direct observation,
and structured surveys) to identify and track emergent drug use trends
across several waves of data collection; (2) analyzing identified emergent
drug use trends in terms of several key sociodemographic traits, including
age, gender, ethnicity, neighborhood of residence, and drug use; (3) using a
PAR model to implement a Participatory Community Response Team
(PCRT) made up of researchers, drug treatment providers, health care
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providers, HIV prevention workers, concerned community members, and
public-health officials; and (4) conducting a process and outcome evalua-
tion of the project as a transferable community-based public-health
methodology.

The PCRT model provides a means for direct participation by practi-
tioners, policy makers, citizens, and/or lay leaders in defining the re-
search questions, conducting and analyzing the research, and interpreting
and applying the research findings. Its specific role is to provide advice on
the identification of emergent drug use trends; assess the health risks of
the new trends identified in the data collection component; and develop
and implement community-based public-health responses (e.g., public ed-
ucation efforts) to the health risks generated by the identified emergent
drug use trends. These objectives respond directly to the recognized need
for research on new methods for enhancing surveillance, needs assess-
ments, program delivery and evaluation, and the translation of research
into effective intervention.

In the first wave of data collection (ongoing), the research team focused
on three specific issues voiced at the first meeting of the PCRT: (1) the
spread of club drugs like Ecstasy and ketamine to use on the street (some-
times in combination with street drugs like cocaine and heroin); (2) the
use of embalming fluid as a recreational drug; and (3) the mixing of street
drugs with prescription pharmacy drugs like tranquilizers. Findings from
data collection on these issues will be examined to explore the nature and
extent of the public-health risk (e.g., the further spread of HIV) produced
by the spread of the new drug use patterns under examination.

The Value of Multidisciplinary Work

Beyond the internal perpetual discussion among researchers and prac-
titioners within invested community-based organizations, the Hartford
Model emphasizes the value of multidisciplinary, multiorganization prac-
tice/research partnerships. Such consortia are hard to sustain, in part be-
cause they are often grant-initiated and grants have limited life spans. In
addition, however, they also present numerous challenges for organizers,
including differing levels of commitment to research, multiple com-
peting organizational demands, and differing personnel policies, philoso-
phies, and contrastive salary and benefit plans. Yet they are critical
because of the following: (1) individual researchers or practitioners are
limited in their awareness of complex social groups and settings; (2) com-
plex social issues require intersectorial approaches that can address the
various aspects of a multifaceted problem; and (3) skills and resources are
dispersed across community agencies, disciplines, and social institutions.
Sharing tasks, knowledge, skills and resources allows the development of
comprehensive responses that are attuned to the complexity of the types
of issues resource-poor communities in the AIDS epidemic generally face.

Projects developed within the Hartford Model may include as col-
laborators researchers from universities, medical institutions, or research
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centers. However, the emphasis is on community-based organizations
(CBOs) and community-centered research. While collaboration with non-
community-based institutions provides a means of adding disciplinary
skills not often found in CBOs, it is possible to build broad multidiscipli-
narity within community research organizations like the HHC and ICR.
Indeed, collaboration across fields of expertise is easier in a community
organization because people of different disciplines (e.g., in HHC, an-
thropologists, psychologists, epidemiologists, social workers, political
scientists) are housed under one roof rather than being spread across de-
partments on a sprawling university or research campus. Collaboration is
further enhanced by a shared commitment to community centered ap-
plied research and to an ethic of multidisciplinary work that recognizes
the value of diverse qualitative and quantitative methods.

The organizational approach of initiatives launched within the Hart-
ford Model is illustrated by a consortium effort called the AIDS Commu-
nity Research Group. This effort was developed in response to the
recognition that AIDS could best be addressed through the adoption of a
citywide strategy. In 1987, funding from the CDC provided the opportu-
nity to conduct two AIDS knowledge, attitude, and behavior studies in
Hartford with the goal of establishing baseline levels of AIDS knowledge,
risk, and prevention in the general community. A multiethnic consortium
was formed and six neighborhoods were identified for data collection.
Each member organization within the consortium took on a different set
of responsibilities to complete project tasks, including project manage-
ment and coordination, staff training, data collection, data entry and
analysis, report preparation, and dissemination of findings. Through two
studies implemented in different neighborhoods, 750 household inter-
views were conducted with respondents between the ages of 18 and 49
(AIDS Community Research Group 1988, 1989; Schensul & Schensul,
2002; Singer et al., 1990). Findings were used to guide the development of
a series of early HIV prevention programs within the city (Singer et al.,
1990). They also formed the knowledge base upon which a series of spe-
cialized demonstration projects were constructed to test culturally appro-
priate prevention intervention with several highly at risk populations,
including injection drug users, crack cocaine users, sex partners of
street drug users, youth, women and MSM (Singer et al., 1993; Singer et al.,
1994; Singer et al., 1997; Weeks et al., 1992; Weeks et al., 1993; Weeks et al.,
1995; Weeks et al., 1996).

METHODOLOGICAL APPROACH

Methodologically, the Hartford Model grounds intervention in long-term
epidemiological and ethnographic research on community conditions,
beliefs, behaviors, and social structural relations. A number of anthropol-
ogists and epidemiologists have pointed out the potential benefits
of closer collaboration between the two disciplines (Agar, 1996; Janes,
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Stall, & Gifford, 1986). To this union, epidemiology brings a rigorous sci-
entific approach, an emphasis on quantitative data collection, and a specif-
ically applied orientation. Anthropology’s contribution includes an
emphasis on intensive qualitative investigation of behaviors and social re-
lations in context and a keen awareness of the importance of culture (and
hence, meaning) in shaping people’s behavior, as well as their willingness
to change behaviors to accommodate public-health dictates.

While open to multimethod research designs, anthropology favors
immersion-based research methods, such as ethnography, that are con-
ducted in “natural settings” in which the researcher(s) directly observes
and, at least to some degree, participates in the everyday life of members
of the group under study, records findings, and “writes an account . . .
emphasizing descriptive detail” (Marcus & Fischer, 1986). In HIV-related
research on drug use, for example, ethnography has provided fine-
grained qualitative information on the following: (a) the actual technolo-
gies and processes of drug use, (b) the structure of the networks and
social relations of drug users, (c) the immediate contexts of street drug
consumption, (d) the interrelationship between drug use and a range of
health risks, (e) cross-site variation among drug users and focused investi-
gation of various drug user subgroups (e.g., drug injectors, crack users,
women, minorities, adolescents, gay men and lesbians), and (f ) the politi-
cal economic structures, policies, and dominant social practices that foster
drug use behaviors (Singer, 1999). Depending on the goals of the study,
psychological, sociological, or other methods may be added to this mix, re-
flecting the multidisciplinarity of much contemporary AIDS research.

Over the last several decades of social and behavior AIDS research,
blended methods have become increasingly common. For example, an-
thropologists at the HHC and ICR have worked closely with epidemiolo-
gists in assessing social context factors that contribute to HIV risk among
injection drug users in different urban settings. This approach combines
anthropological emphasis on direct observation of social interactions in ac-
tual risk settings, exchanges within social networks, systems of belief and
motivation, and routine behavior with an epidemiological focus on careful
measurement (e.g., using standardized surveys and the thoughtful struc-
turing of participant sampling). Multidisciplinary teams have been able to
identify key local context factors at both the neighborhood and city levels
that contribute to differences in HIV risk and infection in different social
environments (Singer, Juvalis, & Weeks, 2000; Buchanan et al., 2002;
Buchanan et al., 2003).

Findings such as this are important in moving AIDS prevention inter-
vention from a “one-size-fits-all” approach to the tailoring of prevention to
fit the specific characteristics of local social environments. At the same
time, this approach to community-based HIV research has helped shift the
focus from individual beliefs and behaviors to a more balanced orientation
that adds concern with group-level processes and the role of structural fac-
tors in HIV risk. Additionally, such an approach allows the collection and
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linkage of qualitative and quantitative data so as to help explicate the na-
ture of human thoughts, behaviors, and relationships in their social con-
texts of origin.

Within the Hartford Model, we use several different approaches for
linking qualitative and quantitative data, including sequential or staged
data collection, concurrent parallel data collection, coordinated substud-
ies, and analytic integration (Office of Behavioral and Social Sciences Re-
search, 2001). In sequential integration, qualitative data may be collected
during a formative phase and findings are then used to inform the cre-
ation of epidemiological survey instruments. In parallel concurrent stud-
ies, qualitative and quantitative methods are used simultaneously to
address the same research questions. For example, in our initial pilot
study of emergent drug trends and health sequelae (Singer, Juvalis, &
Weeks, 2000), our project ethnographer remained in the field throughout
the period of survey interviewing. Both arms of the study were focused
on the same question: What are the emergent drug use behaviors in this
population and what are their potential health consequences?

In coordinated substudy research, nested subgroups from a larger sur-
vey sample may be drawn for closer qualitative investigation of particular
research questions. In our study of drug use, partner violence, and HIV
risk (Duke et al., 2002), for example, we surveyed a sample of 524 drug-
involved women recruited through street outreach. From this sample, 30
women who had experienced domestic violence were recruited for in-
depth qualitative interviews to contextualize the lives of women at risk for
violence, clarify the sequence of events leading to violence, and explicate
the impact of violence on the women’s drug use and HIV risk. Based on
initial findings, a second survey was subsequently conducted with a sub-
sample of women to investigate the relationship between adult HIV drug
use and risk and early sexual abuse.

Finally, data integration may occur during the analytic phase of a study.
Patterns that are suggested through content analysis of narrative data, for
example, may be tested through statistical analysis or, conversely, correla-
tions found during quantitative analysis may be clarified and the direc-
tionality of causation tested through the analysis of qualitative data on the
behaviors in question.

Because of its focus on insider perspectives and behaviors in social and
ecological context, ethnography is a core methodology of the Hartford
Model. It informs formative research, needs assessment, the investigation
of social relationships, the study of marginalized groups, and socially
denigrated and hidden behaviors. It is of special use in HIV program eval-
uation because of its emphasis on understanding the operation and impact
of programs that are intended to become normalized as part of regular so-
cial practice. A fundamental goal of effective HIV intervention is that it
should lead to measurable improvements in health and well-being. To ac-
complish this, intervention techniques must be found that are socially and
culturally acceptable to and practically adaptable by communities at risk.
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Consequently, in community intervention design and evaluation, an
ethnographic approach has a number of advantages, including compre-
hensiveness, provision of detail, and offering an approach for addressing
threats to program integrity.

CONCLUSION

As Auerbach, Wypijewska, and Brodie (1994) stress, “How the two worlds
of researchers and service providers interact is of great concern to all those
involved in AIDS activities. . . . To facilitate the exchange of ideas . . . [we]
must overcome differences and develop strategies for effective coordination
and communication.” The “two worlds” conception of research and practice
has led to the assumption that the divide between research and intervention
is so wide that improvements in coordination and communication cannot be
achieved by housing both endeavors under a common roof. A Senate report
that rationalized the reorganization of the Alcohol, Drug Abuse and Mental
Health Administration (ADAMHA) noted the following:

It might seem logical to keep research and services under the same roof to facil-
itate ‘technology transfer,’ the process by which research findings are applied
in the field. In practice, however, the research and services enterprises are so
different that they cannot be effectively administered in one agency. (quoted in
Auerbach et al., 1994)

Underlying this conclusion is the view that because research “requires
objectivity and limited involvement with the subjects of research” and ser-
vice requires that workers “identify with and . . . advocate for their clients,”
there are enormous barriers to close collaboration (Auerbach et al., 1994).

The Hartford Model emerged as a “one roof ” response to community
health needs and provides one antidote for the schism described above.
While the challenges noted in the Senate report are real and require regular
attention, in Hartford we have found that by centering researchers and re-
search projects in community-based organizations, by fostering a spirit of
shared commitment to improving community health and well-being, and
by being constantly vigilant about improving both communication and co-
ordination, it is possible to achieve productive integration of the two do-
mains of research and service. This effort has been aided by maintaining
ethnography as a guiding discipline. Unlike other research methodologies,
ethnography begins with the realization that to gain a full and useful un-
derstanding of an issue or group, it is necessary to break the shackles of
“limited involvement” and participate in the lives and even in the struggles
of the people under study. This orientation toward community participa-
tion and to field-based research lends itself to the practice/research collab-
oration that characterizes the Hartford Model. Finally, the Hartford Model
rests on a commitment to advocacy and social change nested in an analysis
of the role of structural factors, including structural violence, in the gener-
ation of risk, the spread of disease, and the production of social misery.
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8

Sustainability in HIV Prevention Research

Jean J. Schensul

If existing prevention strategies were “brought to scale” we could pre-
vent as many as 29 million of the 45 million new infections that have
been projected to occur by 2010. But resource sufficiency is not the
only condition required for successful HIV prevention. It is also cru-
cial to support various prevention approaches, to integrate HIV pre-
vention into treatment and care, to recognize and address the social
factors that facilitate HIV transmission, and to provide strong, contin-
uous leadership in support of HIV prevention efforts.

(Valdiserri, Ogden, & McCray, 2003, p. 884)

. . . A community empowerment intervention seeks to increase the
community’s capacity to be self-determining in a specific domain: in
the case of HIV/AIDS, the ability to integrate effective HIV interven-
tion into existing community structures; to adapt interventions to
changing conditions and to apply relevant skills and resources to
other community health concerns.

(Beeker, Guenther-Grey, & Raj, 1998, p. 833)

This chapter focuses on the problem of sustainability of effect in
community-based HIV prevention research. HIV prevention research is
conducted in local communities, generally those with significantly high
rates of HIV. Reducing HIV rates over time is a priority for these communi-
ties. But despite the fact that persistence of effects can satisfy local commu-
nity needs, and at the same time answer questions of longer term efficacy
central to replication and scaling up (Altman, 1986, 1995; Booysen & Arntz,
2003; Stryker et al., 1995; Winkleby, 1994), prevention science has largely ig-
nored questions of local sustainability. The purpose of this chapter is to ad-
dress this critical aspect of the community impact of interventions.

We define sustainability as consisting of three dimensions:

• persistence of changes resulting from a preventive intervention
• institutionalization of core intervention components believed to

contribute to desired outcomes
• capacity to adapt existing intervention components to respond to

changing circumstances in order to maintain positive effects

These issues have not been properly addressed in prevention science
because the prevailing cultures of experimental social science and preven-
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tion science funding and the structures that underpin these sets of ideolo-
gies constitute significant barriers to consideration of local intervention
sustainability, thus offering little to assist communities in addressing their
ongoing prevention needs. On the other hand, emerging research, inter-
vention, and capacity building paradigms such as community-based par-
ticipatory research (Minkler & Wallerstein, 2003), community-level
interventions (cf. Miller & Kelly, 2002; Trickett, 2002; Wohlfeiler, 2002),
community empowerment (Beeker et al., 1998; Strawn, 1994), and commu-
nity organizing strive to address community needs while failing to con-
sider important dimensions of prevention science. Synthesizing these
contrasting research paradigms (Burrell & Morgan, 1979; Deetz, 1996;
Guba & Lincoln, 1994; LeCompte & Schensul, 1999; Lincoln & Guba, 2000;
Schensul & Berg, in press) and concentrating on the development and
maintenance of intervention infrastructure can reconcile the contradic-
tions between scientific concerns about generalizability/replication, sus-
tainability of effects, and the necessary and inevitable local adaptations of
preventive interventions. Once this is clearly understood, social science re-
searchers, community advocates, and national and international funders
can take substantial steps to mediate barriers and promote structural
changes that support local sustainability more consistently over time.

We first discuss the clinical trial model that drives prevention science,
and its limitations in HIV intervention research. Through examples of
current or completed multilevel community studies that have utilized
experimental or quasi-experimental designs, we identify elements of inter-
vention research design that, with advance consideration, could lead to lo-
cal sustainability. The chapter concludes with a summary of the factors
that contribute to both replicability and sustainability and why they must
coincide in order to produce ethical HIV prevention science.

INQUIRY PARADIGMS AND HIV PREVENTION SCIENCE

The need to develop interventions to address dramatically accelerating
rates of HIV in the United States, Europe, and Africa resulted in a rapid
increase in HIV prevention programs and research in the late 1980s and
1990s. The first knowledge, attitude, and behavior (KAB) and epidemio-
logical studies were followed by almost two decades of behavioral inter-
vention research targeting the behaviors of a wide range of populations in
an equally wide variety of contexts: injection drug users, female sex part-
ners, commercial sex workers of both sexes, youth at risk in and out
of school, homeless youth, gay and lesbian young and older men and
women, pregnant women, and HIV seropositive men and women at high
risk of HIV infection or of infecting others (Becker & Joseph, 1988; Choi &
Coates, 1994; Ekstrand & Coates, 1990; Shain et al., 1999; Sikkema et al.,
2000; Valdiserri et al., 1989; van Empelen et al., 2003).

Over time, these studies have increased in complexity and sophistica-
tion. Following medical research practice, most of them have drawn on
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social science theories addressing individual behavioral change, using a
variety of experimental and quasi-experimental designs (Booth & Watters,
1994; Gibson, McCusker, & Chesney, 1998; Kalichman, Carey, & Johnson,
1996; Oakley, Fullerton, & Holland, 1995; Office of Technology Assess-
ment, 1995; O’Neill et al., 1996; Slonim-Nevo, Auslander, Ozawa, & Jung,
1996; Stanton et al., 1998). Some studies have focused on service providers,
with the goal of improving services designed to reduce HIV infection (treat-
ment of STDs or other HIV-related diseases) or improving testing and coun-
seling (Kamali et al., 2003; Kamb et al., 1998; Weinhardt, Carey, Johnson, &
Bickham, 1999). Others have evaluated the efficacy of street outreach, site-
based interventions, needle exchange programs, and partner notification
(Gibson, Flynn, & McCarthy, 1999; Groseclose et al., 1995; Hurley, Jolley,
& Kaldor, 1997; Valleroy et al., 1995).

The early stages of HIV prevention research did not take guidance from
large-scale, ecologically oriented, multilevel prevention studies in other
domains of health such as the Framingham and Minnesota heart health
studies. Rather, prevention theories and subsequent interventions were
drawn from cognitive behavioral psychology and focused on individual-
level changes in attitudes, beliefs, intentions, and knowledge. In terms of
research design, these funded studies were driven by the medical model
of science research, randomizing participants into treatment and control
groups and utilizing a variety of brief individualized interventions.

Over time, the recognition that prevailing concepts and standardized
measures did not meet the requirements of multiethnic, international, or
new and hidden populations produced renewed interest in the “culture of
risk” and risk behavior (Shadish, Cook, & Campbell, 2002). Interpretist
paradigms and observational (Bourgois, 1995), narrative (Fisher & Fisher,
1993), and network methods (Needle, Genser, & Trotter, 1995; Trotter, 1999)
were introduced to improve community-situated understandings of risk
and to develop culturally appropriate instrumentation ( Trotter & Schen-
sul, 1998). Even with these new, more culturally targeted or specific inter-
vention approaches, however, the emphasis on individualized outcomes
prevailed, and study requirements called for and focused on adequate
recruitment, assignment, tracking, and evaluation. In prevention science,
collaboration with communities beyond the accomplishment of these
study needs was not important.

By the early 1990s, the widespread recognition that the root causes of HIV
were situated beyond the individual gave rise to a number of broader ap-
proaches to HIV prevention research that utilized culturally targeted group
or network diffusion models to influence individual behavioral change (cf.
Coyle, Needle, & Normand, 1998; Latkin, Mandell, Vlahov, Oziemkowska, &
Celentano, 1996; van Empelen et al., 2003; Weeks, Clair, Borgatti, Radda, &
Schensul, 2002). These new approaches required greater collaboration be-
tween researchers and local communities because they depended on com-
munity willingness to locate intervention activities in sites within the
communities, and for community members to participate in recruitment and
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evaluation efforts. Research partnerships began to influence the science of
HIV prevention as community partners provided, and at times insisted
upon, input into intervention and evaluation designs. Nevertheless, the dom-
inant research paradigm continued to situate research in but not with com-
munities, and to emphasize individual-level behavioral outcomes.

Bolstered by the infrastructure of funding and review, the culture of ex-
perimental science currently calls for a standardized four-stage approach:
evaluation for acceptability (local pilot testing), determination of short-
term outcomes (Phase 1: “local” efficacy), determination of multisite effec-
tiveness (Phase 2: replicability), and broad-based scaling up (Phase 3:
dissemination). In this model, communities constitute the sites where
“scientifically validated” interventions can be assessed, replicated, and
eventually disseminated.

Sustainability of effect and the development of infrastructure in inter-
vention sites have no place in this model. Phase 1 and Phase 2 clinical trials
are managed by researchers trained to maximize intervention fidelity and
desired outcomes, not to build infrastructure for continuity of results, or in-
tervention sustainability. Publication guidelines and clinical/experimental
research focus on research methods and results. Thus, most articles sum-
marizing the results of intervention research generally do not describe any
or many of the processes required for establishing local partnerships and
other infrastructure needed to conduct (and to sustain) a successful inter-
vention study. Those few articles that do document the process of forming
relationships consider effects of such relationships on recruitment, instru-
ment development, intervention content, and performance and outcomes,
but not on longevity (Felix Aaron & Bass, 2002; Kalichman, Rompa, &
Cage, 2000; Leonard et al., 2003).

Community/patient consultation in human subjects issues, interpreta-
tion of results, and planning for future activities are important contribu-
tions with respect to improving the quality of research and ensuring
compatibility between research goals and community views, needs, and
outcome expectations. However, they do not necessarily lead to, nor are
they usually intended to lead to, sustainability of results, institutionaliza-
tion of practices, or technology transfer.

A second limitation of the current culture of experimental prevention
science, funding, and review involves a lack of attention to the duration of
effect over time. Most behavioral or mixed behavioral/clinical inter-
vention studies in the literature are limited to the assessment of short- or
intermediate-term, rather than longer term outcomes (cf. Coates et al.,
2000; Grosskurth et al., 1995; Jemmott, Jemmott, & Fong, 1998; van Empe-
len et al., 2003; Wiebel et al., 1996). They measure outcomes immediately
post intervention and up to 2 years post intervention, an endpoint usually
determined not by theoretical considerations but by funding sources that
support 3- to 5-year studies. “Booster” sessions have been utilized as a
means of strengthening intermediate (up to 2 years) rather than longer
term outcome effects.
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Only a handful of studies have been able to pursue cohorts for multiple 5-
year periods, and most of these cohort studies address health problems
other than HIV (cf. Altman, 1986; Winkleby, 1994). Some studies have
shown interesting counterintuitive effects over time, such as short-term de-
clines and longer term improvements in desired outcomes. In addition,
some interventions may have unanticipated negative effects. For example,
Rhodes and Quirk (1995) link drug harm–reduction interventions to in-
creases in sexual risk taking. Such short-term perspectives have both theo-
retical as well as pragmatic limitations related to sustainability. For example,
as yet there is little research on outcome variability and attention to the con-
ditions under which long-term effects of behavior change studies may be
achieved (cf. Rapkin, 2002). Why some interventions have immediate posi-
tive and long-term negative outcomes, and others have immediate negative
and long-term positive outcomes is clearly a subject for further research.
Thus, reviews based on short-term outcome assessments that suggest that
we have sufficient knowledge to scale up known interventions (Valdeserri,
2003) are misleading; they may be seen as implying both more enduring
and more positive intervention effects than may indeed be the case.

From the point of view of sustainability and continuing to use the clin-
ical trials model, the main paradigm guiding prevention science has three
major limitations: 1) It emphasizes the individual to the exclusion of the
context; 2) it accepts shorter term effects as adequate proof of success; and
3) it overlooks the importance of methods for the formation and mainte-
nance of community-based research partnerships.

INSTITUTIONALIZATION OF INTERVENTIONS IN LOCAL COMMUNITIES

Institutionalization can be defined as building the capacity to continue
service or programmatic components of an intervention in order to
maintain desired outcomes. Successful institutionalization requires the
following:

• committed, informed, and supportive organizational partners
• intervention personnel who understand and can implement the

intervention as it was theorized and planned
• the necessary financial resources to conduct the intervention at a

level that promises effect
• the capacity to recruit and retain participants
• a system for identifying whether the approach is acceptable in the

target community (cf. Altman, 1995).

Citing Jackson (1994), Altman describes technology transfer models
that shift project responsibility and technology to the local community.
These models focus on building new community infrastructure (similar to
the CDC-funded URCs) to continue a project, building community capac-
ity by identifying and working with existing community organizations,

180 Community Interventions and AIDS



developing training for intervention technology transfer and innovation,
and promoting mutual respect for needs of both researchers and imple-
menting organizations (cf. Jackson et al., 1994). These approaches assume
that local interest exists or can be generated, but they overlook initial and
ongoing local community input into the process; that is, they ignore part-
ner reciprocity.

New research technologies supporting quasi-experimental design
(Shadish et al., 2002), Group Control Trials, and multilevel or ecological
approaches to HIV prevention are beginning to appear in the prevention
science literature (Nastasi, Moore, & Varjas, 2003; Trickett, 2002). Imple-
mentation of these community wide–intervention research designs de-
mands good local partnerships that could be instrumental in ensuring
intervention continuity after a study is completed. However, most of these
models are incomplete in their lack of specification about how to couple
local partnerships with sustainability. With some additional effort, how-
ever, these partnerships could be activated in such a way as to sustain an
intervention in place over time. Some examples of multilevel HIV inter-
vention firmly rooted in local communities illustrate ways that advance
consideration of the institutionalization process could contribute to main-
tenance when the research phase is over. They also illustrate obstacles in
translating intervention research to sustainable, long-term practice.

Roberta Paikoff and colleagues implemented a community-based AIDS
prevention partnership that began with a strong relationship with a com-
munity activist committed to reducing sexual risk. Through this relation-
ship, parents, schools and other sectors of the school community became
involved in formative research identifying behaviors, sites, and scripts
surrounding sexual risk opportunities for elementary school African-
American children. They then joined in putting this research into practice
in a successful multilevel school- and community-based intervention with
the participation of all the partners. The intervention approach was repli-
cated in the United States and internationally, and it became widely rec-
ognized as a model program (Madison, McKernan McKay, Paikoff, & Bell,
2000; McCormick et al., 2000; Paikoff, 1996; Paikoff, Parfenoff, Williams, &
McCormick, 1997; Sagrestano & Paikoff, 1997). Thus, from the standpoint
of the current paradigm of intervention research, this project was ex-
tremely successful. It demonstrated results in one community and was
replicated elsewhere.

Local institutionalization, however, was never one of its goals and was
certainly never intended to be one of its measurable outcomes. Thus, it
was not initially structured to attend to this concern. Community involve-
ment and project success had earned the commitment of local community
residents and activists, who wanted to continue it. But community ac-
tivists and families associated with the intervention were not linked to
any organizational base, nor did they have independent capacity for fund-
raising, two critical factors in ensuring local institutionalization. Thus,
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despite the strong partnerships and community support critical to the suc-
cess of the project, the end of the study marked the end of the project.

The work of Susan Kegeles and colleagues with young gay and bisex-
ual men provides an example of multilevel HIV preventions that built and
depended on local support and volunteerism for its success (Hays, Reb-
chook, & Kegeles, 2003; Kegeles, Hays, & Coates, 1996). The project pro-
motes norms for safer sex through a variety of social, outreach, and
small-group activities conducted in four matched study communities in
different parts of the country using a staged crossover design. It was de-
signed to be run by a “Core Group” of 12–15 young gay and bisexual men
who, along with volunteers, designed and carried out multilevel project
activities that diffused messages about safer sex through informal conver-
sations, small-group discussions, and small media. Outcomes were mea-
sured by examining changes in percentages of risk behavior using
cross-sectional surveys at several time points (Kegeles & Hart, 1998; Kege-
les et al., 1996).

From the point of view of potential sustainability, the Mpowerment in-
tervention model offers many strengths. Unlike the previous project,
Mpowerment was a community-wide intervention designed to change lo-
cal structures for HIV prevention, local culture (beliefs and practices), and
group norms regarding sexual risk taking. To do so, it engaged members
of the community as peer educators and opinion leaders who participated
in developing and carrying out the project. The intervention was deemed
sustainable because of its low cost (Kahn, Kegeles, Hays, & Beltzer, 2001),
voluntary nature, and the way in which it embedded new norms, beliefs,
and behaviors in local community networks of practice. It was located in
communities where few opportunities existed for young gay men to so-
cialize, so it offered a hidden population new and desirable means of
socializing. Project volunteers used low-level technology in a setting in
which the supply of young men was continually replenished. These con-
ditions fulfilled several requirements of local institutionalization: continu-
ous recruitment, training and engagement of committed new project
managers to maintain the flow of communication through risk networks,
and maintaining new and existing sites and activities where prevention
activities took place.

Though the researchers noted these advantages as contributing to the
intervention’s potential for local institutionalization, it did not happen.
Researchers did not describe the reasons for noninstitutionalization
except for noting funding gaps. Nor did they indicate whether they
believed they had any responsibilities for institutionalization of the
intervention.

Kelly and colleagues’ Opinion Leader approach, another multilevel
community intervention, shared some of the same elements: the presence
of a large gay constituency in a small community, the presence of “high-
risk sites” (gay bars) where young gay and bisexual men gathered who
could partner with the researchers, and volunteer (or quasi-volunteer)
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opinion leaders who could diffuse the messages easily through bar client
networks. A community-level pre-post design showed short-term efficacy,
and the project has been replicated in the United States and elsewhere
(Kelly et al., 1997; Kelly et al., 1991; Kelly et al., 1992). Despite widespread
acceptance, however, no longer term evaluation of outcome duration be-
yond the standard 2-year period has ever been carried out in study sites.
Indeed, none of the published articles on this well-established interven-
tion has described efforts to institutionalize the project in gay bars in the
study communities even though substantial infrastructure for local conti-
nuity existed even prior to the initiation of the study.

Another multilevel, communitywide intervention study, now in its 2nd
year of implementation in India, has structural features that support high
potential for institutionalization. Designed to reduce HIV risk through
culturally appropriate STD testing and sexuality counseling, the interven-
tion delivers risk reduction at the community-wide, provider, and individ-
ual levels. Counseling through informational campaigns is conducted by
local NGOs (community wide), and allopathic and traditional health prac-
titioners are trained to counsel men on causes of sexual dysfunction and
STD protection (provider level). In addition, the project treats sexually ac-
tive men for STDs and sexual dysfunction problems that lead to high-risk
sexual behavior in a newly initiated, publicly funded, male health clinic
(individual level).

Like the other studies, the design is an GRT (Group Randomized Trial)
that involves three matched communities, two treatment communities
where allopathic and traditional providers are trained in STD manage-
ment and sexual dysfunction prevention, and one control community
(standard treatment). Outcomes are assessed through structural changes
in provider treatment, changes in male beliefs about sexual dysfunction,
risk behavior, and reduction in STD rates.

Several aspects of the structure of this project support its potential for
sustainability. The inclusion of male health components in standard NGO-
delivered health promotion campaigns is cost effective. Providers, when
trained, should readily be able to incorporate new intervention compo-
nents into their standard practice at no extra cost. Some may be trained to
continue training others through local medical centers granting degrees
and certificates in Ayurvedic, Unani, allopathic, and homeopathic medi-
cine. The male health clinic model can thus be institutionalized as part of
the public-health service structure. For scaling up purposes, the close as-
sociation with the Mumbai Municipal and Maharashtra AIDS Control
organizations offers an enabling environment for introducing low-cost
program components into public-health clinics and programs in the target
communities and elsewhere in Mumbai. In addition, the collaborating
university conducts HIV research and evaluation and has a commitment
to continue working in the local area. Overall, the components for institu-
tionalization and the intent to institutionalize are in place. Plans for doing
so will be developed in the 4th and 5th years of the study.
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A final example of a local HIV intervention study that offers the poten-
tial for sustainability and institutionalization through multilevel interven-
tion strategies and ongoing partnerships is the NIDA-funded Risk
Avoidance Partnership project at the Institute for Community Research.
This study, developed by researchers working with active drug users, re-
duces HIV-related drug risk behavior by diffusing risk-reduction mes-
sages and strategies through trained active drug users (peer level) into the
sites they use and their peer user networks. It is also supporting the de-
velopment of an advocacy group of active drug users who can articulate
their needs and interests to policy makers (community level). Effects will
be measured at the individual level by monitoring changes in behavior of
network members, and through cross-sectional surveys to determine the
diffusion of risk-reduction messages and reduction in risk behavior of in-
dividuals associated with peer health advocates. Potential for institution-
alization exists through transference of the model to other HIV prevention
organizations that work with active drug users and the formalization of
the drug users’ advocacy group. One advantage with respect to this pro-
gram model is its location at the Institute for Community Research, an or-
ganization with a long-term commitment to research for HIV prevention
in Hartford and the surrounding area that can work with other organiza-
tions to seek funds to institutionalize research and intervention efforts.

These studies described above are among the best available models for
community-based intervention research with high potential for institu-
tionalization. However, none of the research teams can or could in the
future be faulted for failing to sustain results locally or to institutionalize
their projects because neither duration of results nor institutionalization
were among the research questions and research strategies that framed
the studies. These studies demonstrate clearly how intervention research
ideology, theory, practice, and funding are all geared toward the imple-
mentation and replication of experimental interventions. The matter of
sustaining local intervention infrastructure to ensure durability of inter-
vention effect is left to others or to the political will of the collaborating
partners. With careful forethought and only modest additional project
expenditure and attention to the acquisition of local funding, however,
these projects could be locally institutionalized while at the same time
contributing to the replicability and generalizability of findings in preven-
tion science.

SUSTAINABILITY AS LOCAL SCIENCE-BASED PROBLEM-SOLVING CAPACITY

In the face of individual, cultural, or structural change affecting risk behav-
ior, implementers must be able to adapt a program to respond to new con-
ditions rather than maintain the same strategies with diminishing effects.
Institutionalization alone does not guarantee the presence of this capacity
(cf. Jackson et al., 1994; Schensul, 1999; Schensul & LeCompte, 1999). The
same challenge faces organizations encouraged to use “evidence-based”
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programs and practices, only to find that they must adapt them to meet
local needs (cf. Miller, Klotz, & Eckholdt, 1998). Both of these circumstances
require the assessment of new conditions, modification of intervention
strategies, and evaluation of results to sustain positive outcomes (Gilliam
et al., 2003).

Wong and colleagues describe the efficacy of a multilevel participatory
HIV prevention intervention carried out by a partnership that brought to-
gether the National University of Singapore, the Singapore Department of
STD Control, brothel managers, and commercial sex workers and clients
(Wong, Chan, & Koh, 1998). Based on a local needs assessment, brothel
keepers learned about STDs and HIV and the “benefits of an STD-free
brothel.” They were also encouraged to support sex workers in their ef-
forts to refuse unprotected sex and insist on condoms (p. 894). In addition,
health facilitators trained sex workers. This was reinforced by experienced
sex workers who motivated their peers to take risks and require condom
use and to share their skills.

The intervention was evaluated using a quasi-experimental design at
baseline and 5 months post intervention, showing a posttest increase in
condom referrals. A time-series design that followed the treatment group
for 2 years showed a significant increase in condom use in the treatment
group during that period. During this period, researchers and project facil-
itators provided counseling, assisted peer educators to promote vigilant
warnings from the AntiVice Control to brothels refusing to allow women
to use condoms, provided individual counseling to sex workers, and as-
sisted them in overcoming their reluctance to ask clients to use condoms.
They also facilitated discussions where peer educators shared ways of
dealing with problems associated with condom use.

To the question “What led to the sustained consistent condom use over
time?” project facilitators responded: “It was probably due to the main-
tained contacts with the sex workers, continual appraisal of their prob-
lems to develop prompt and appropriate solutions, and ongoing support
from health staff, peers and brothel keepers” (p. 898). In other words, the
critical ingredient was constant problem solving through the continuing
partnership between the university, local health department, and con-
stituencies involved in commercial sex work after the intervention study
ended. This perspective on successful sustainability as constant problem
solving challenges the notion of sustainability as the continuation of a spe-
cific, prescribed set of programmatic activities over time.

Robin Miller’s fine-grained and thoughtful evaluation of the process of
adapting the Kelly and St. Lawrence peer opinion leader–intervention
model to bar settings in New York shows how theory-driven, science-
based HIV prevention strategies can be adopted, adapted, and evaluated
by community organizations. Further, her essay describes the ways the
adaptation process can be used to question and modify both theory and
methods utilized in the original study. Her experience as a trained re-
search psychologist and her capacity to work as an applied researcher and
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activist at the GMHC provided the disciplinary and conceptual skills to
articulate what implementers do, but rarely describe and never evaluate.
This experience, like the previous one, suggests that proper technology
transfer and intervention adaptation calls for a partnership between pre-
vention researchers and committed community change agents (Miller,
1995; Miller et al., 1998).

But can community residents themselves learn to engage in environ-
mental assessment and the construction of interventions they themselves
develop? Can intervention science be democratized? An example from
the Institute for Community Research illustrates how research technology
transfer empowers community activists to develop an intervention-
research conceptual model, transform it into an intervention, and partici-
pate in implementing, evaluating, disseminating, and adapting it. In 1997,
a consortium that included ICR; the Institute for the Hispanic Family, a
mental health service provider; and El Centro, an early childhood center,
received funding to replicate one of six “science-based” early childhood
family strengthening models for drug and sexual risk prevention with
preschoolers. The local consortium took the position that Latino parents
should devise their own prevention theory, test it through research with
other Hispanic families, and choose intervention components based on
the results of their research.

ICR research staff and preschool parents formed a community research
team that developed its own indigenous prevention research model using
modeling techniques derived from Rossi, Freeman, and Lipsey (1999) and
Schensul, Schensul, and LeCompte (1999); they also learned and imple-
mented qualitative and survey research, analyzed the results, and used
them to verify their model and to choose intervention components. To-
gether with ICR research staff, the parents tested the instruments, consol-
idated the intervention components into a manual, and participated in the
intervention and a short-term evaluation.

This process transferred critical thinking and research-based problem-
solving and assessment skills from researchers to parents. It enabled par-
ents to learn about prevention science and developed their capacity to
generate their own science-based intervention drawing from existing in-
terventions that matched their own model. Like Miller’s adaptation of the
Opinion Leader model of intervention in gay bars, this model also in-
volved university-trained researchers working together with community
agencies. Differences lie in the engagement of participants in learning and
using research technology to develop and test their own prevention the-
ory against national models, a process they were then able to replicate.

Such stakeholder-based capacity-building approaches, although labor
intensive, enable communities to gain and utilize the skills to develop or
adapt interventions to changing conditions. Beeker refers to community
capacity building in HIV prevention as a community empowerment ap-
proach to primary prevention (Beeker et al., 1998). Adding research skills
to the primary prevention toolkit enhances community capacity to adapt
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to new situations and to access the new resources required to do so. Still,
these efforts represent but pieces of the longer range process of sustain-
ability defined as the ability to assess changing conditions and adapt in-
terventions to them as circumstances require.

DISCUSSION

The primary mission of community-based intervention research in HIV/
AIDS has been to develop and test programmatic preventive or interven-
tion approaches with demonstrated effects that can be replicated and
scaled up elsewhere. In the process of doing so, community researchers
must engage with communities because partnership with community
leaders, organizations, and networks is required to develop and test these
approaches. In addition to pragmatism, the ethics of community-based re-
search support sustaining intervention results over time and in the study
location, rather than pursuing short-term results and replication else-
where. So what must be done to integrate scientific integrity with long-
term local sustainability?

First, researchers who engage in community-based intervention studies
that call for local partnerships should be supported and encouraged to
build these partnerships for local sustainability at the beginning of a proj-
ect, in anticipation of positive outcomes. Indeed, such partnerships may
themselves be seen as increasing the chances of positive outcomes.

Developing the infrastructure for multilevel HIV/AIDS community-
intervention research requires considerable investments of time, person-
nel, and resources to secure the required partnerships and cooperation in
the field. Sustaining this infrastructure is critical in order to ensure that re-
sults persist and that communities develop the capacity and tools to ad-
dress new HIV-related challenges (Bartholomew, 2001; Bartholomew,
Parcel, & Kok, 1998; Gilliam et al., 2003). Allocating resources to commu-
nity partnerships through which research-based problem solving can be
transferred to the community represents one way to resolve the contradic-
tions between the normative prevention science paradigm and the goal of
sustainability (Stevenson & White, 1994).

Social scientists should be guided and supported to engage in technol-
ogy transfer to enable local communities to assess the continued efficacy
of interventions when contextual changes occur. Technology transfer, as
well as the continued availability of researchers, can prevent mindless con-
tinuation of interventions that no longer work because communities, risk
behaviors, and settings have changed. Intervention research trainees should
be trained to engage with local communities, using ethnographic tech-
niques for gaining rapport and trust. Training should include the capacity
to learn from and take local suggestions seriously, rather than depending
solely on externally derived theory and methods.

Not enough is known about the process of building and conducting
community-based HIV/AIDS interventions. Process evaluation should be
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required in all intervention studies to capture not only treatment fidelity
but also unexpected aspects of an intervention that develop spontaneously
or over time, and the process of implementing and maintaining working
partnerships in the field. This would allow scientists to gain deeper un-
derstanding of the complexities of intervention implementation, and to
catalogue, analyze, and interpret “best practices” in community partner-
ship research.

Longitudinal studies that assess duration of outcome in local sites are
both scientifically important and ethically sound because both scientists
and local sites are concerned about the long-term effects of the projects in
which they participate. More studies that follow intervention results be-
yond the period of 6 months to 2 years are called for.

With proper attention to issues of sustainability, as described above,
HIV/AIDS infection rates can decline, and treatment rates can improve.
These challenges are sufficiently pressing that, in the face of entrenched
and sensitive behaviors involving drug injection and various forms of un-
protected sex, programs that show initial, even marginal, effects, should
be sustained over time. Such an effort would allow an examination of the
sustainability process as reflected in the promotion and assessment of the
changes in social organization, cultural beliefs, and social norms that, to-
gether, bring about reductions in HIV infection rates.

To address questions of continuing financial support, AIDS and public-
health research activists should court the commitment of private and state
funders as long-term partners in intervention research. These funders
should be encouraged to support and follow the evolution of successful
local interventions over time. Rather than viewing federal funding as
competitive or external to their interests, they should be encouraged to de-
velop complementary priorities that focus on the community impact or
sustainability of local interventions over time.

Finally, sustainability methods such as permanent links between com-
munities and academically situated research and intervention resources,
programmatic grant writing, and activities to stabilize coalitions, could be
required in intervention studies in much the same way that “data moni-
toring” plans have now become integral to NIH funded interventions.

CONCLUSION

Local sustainability calls for “situated commitment” or political will on
the part of professional researchers, their organizational bases, and their
organizational partners to make a long-term research and development
commitment to local research sites (Altman, 1995; Stoecker, 1999). Political
will is very different from the administrative infrastructure required to
support intervention durability and institutionalization. It calls for re-
searchers’ decisions that challenge received wisdom with respect to career
development: commitment to long-term community development in a local
setting rather than partnerships of convenience with respect to a specific
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intervention program (Schensul, 1998, 1999). It calls for commitment to ac-
tive field work and engagement with local organizations, community lead-
ers, residents, and issues rather than singling out specific individuals
representing good partnership organizations for single-interest interven-
tions. It calls for commitment to situating intervention research within the
broader spectrum of concerns held by local communities. Finally, it re-
quires commitment to providing organizational and interorganizational
technical assistance, grant writing, and advocacy with respect to needed
policy and service changes, thus expanding the researcher’s responsibili-
ties beyond reporting study outcomes and generalizing results.

On the community side, political will to venture into sustainable inter-
vention research relationships calls for another set of commitments (cf.
Altman, 1995). These include overcoming inherent biases against research
and researchers, especially when there are ethnic, educational, and insti-
tutional differences between them and community partners. Critical fac-
tors in political will and organizational readiness are also expressed in a
willingness to question or test received knowledge of what works to try
something new, as well as engaging in intellectual debate and critique
with researchers about program process and outcomes. Community or-
ganizations and community residents with vested interests must be pre-
pared to allocate resources (time, personnel, and financial resources) to
make sure that research design, process, and outcome evaluation are
appropriate.

Sustainability requires building new social, political, and cultural infra-
structure that can monitor with vigilance and address with conviction
both the continuing and the new cultural, social, and economic circum-
stances that promote infection and transmission and group and individ-
ual responses. In other words, the issue of sustainability cannot be
separated from capacity building and community- and structural-level in-
terventions in health research and problem solving (cf. Blankenship,
Bray, & Merson, 2000; Hawe, Noort, King, & Jordens, 1997; Roberts, De-
matteo, King, & Read, 2002; Sweat & Denison, 1995).

A growing body of literature on community-based participatory re-
search (CBPR) for health and development, framed as a movement, posi-
tions itself as an ethical alternative to positivist experimental intervention
science (cf. Minkler & Wallerstein, 2003). CBPR involves communities or
sectors of communities in various aspects of public-health research, inter-
vention, and social change partnerships, emphasizing social validity, com-
munity acceptability, local social change, and community empowerment.
Partnerships between universities and communities do not, however, guar-
antee research or problem solving technology transfer, when technical as-
pects of research are owned and conducted by university partners. Nor do
they necessarily address issues of institutionalization of approach or per-
sistence of effect over time. The approach does not address the role of local
communities in replication/adaptation and generalizability, scaling up, or
the important question of communities’ contribution to science. And the
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critical issue of resource acquisition, which underlies most efforts to sus-
tain good programs, is not necessarily addressed in CBPR case studies ei-
ther. Thus, despite the best intentions of CBPR activists, the gap between
prevention research and community-based action research remains.

It is not, however, a substantial stretch to suggest the following: the pro-
cess of building research partnerships that enhance acceptability, integrity,
social validity, and outcome durability of interventions should be also seen
as building research-based health problem–solving capacity; that transfer
of the skills that mark research-based health problem–solving capacity—
conceptualization (model building), intervention (program design), and
evaluation (research design)—can occur in intervention studies; and that
the traditional notion of “dissemination” of research results could be ex-
panded and redefined to include principles and practices of local sustain-
ability. Developing local capacity for research-based problem solving
through ethical research partnerships can address simultaneously scien-
tific rigor, generalizability, and long-term local sustainability through in-
stitutionalization and science-based problem solving. In the field of HIV
prevention research, we should be doing nothing else.
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9

Transferring HIV Prevention Technology 
to Community-Based Organizations:
How Can HIV Prevention Scientists Play 
an Effective Role in Practice?

Robin Lin Miller & George J. Greene

The central public health lesson of the epidemic is that it is impossible
to offer effective prevention and care services without becoming in-
volved in community development, and thus in forms of political in-
tervention.

(Altman, 1994, p. 51)

The purpose of this chapter is to explore the contextual conditions that af-
fect why AIDS-related community-based organizations might welcome
research-based HIV prevention technologies or view them skeptically and
as failing to serve community development aims. Our purpose is to try to
characterize the environment in which AIDS community-based organiza-
tions perform their work and how preventing AIDS is viewed from the
standpoint of the community-based organizations to which researchers
seek to disseminate their research and HIV prevention programs. Our
hope is to promote greater dialogue among researchers and staffs of
community-based organizations about how to marry scientific aims to dis-
seminate research-based HIV prevention technologies, hereinafter referred
to as “technology transfer,” with the social change, service provision,
community development, and survival concerns of community-based
organizations.1

Over the past two decades, scientists and practitioners have each made
substantial progress toward the goal of identifying prevention strategies
that can assist individuals and communities to reduce their HIV risk.
However, advances in the typically distinct realms of HIV prevention sci-
ence and practice have not always been tightly coupled and mutually in-
formative (Haynes-Sanstad, Stall, Goldstein, Everett, & Brousseau, 1999;
Kelly, Sogolow, & Neumann, 2000; Miller, 2001; Mitchell, Florin, & Steven-
son, 2002). Integrating research and practice remains an ongoing challenge
for the field of HIV prevention and one that is of increasing importance for
community-based organizations as the push from funding institutions to-
ward evidence-based practice mounts.
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In our view, a major obstacle to the integration of science and practice is
that existing models of technology transfer ignore important contextual
contingencies in communities that ought to guide the design, implemen-
tation, and dissemination of programs. The reigning paradigms do not
help researchers understand the interests, ideologies, contexts, and capac-
ities of community-based organizations as they relate to the adoption of
evidence-based practice. Moreover, recent technology transfer efforts take
inadequate account of the philosophical, conceptual, and practical fit be-
tween the research upon which prevention technologies were based and
the history, capacity, and operating context of prospective recipient organ-
izations. Further, current approaches to technology transfer fail to consider
the organizational risks associated with changing, adding, or replacing pro-
grams. Lastly, although the implicit assumption in much of the evidence-
based practice literature is that practices that evolve from the community
are inferior to those that have been scientifically derived, there is little ev-
idence to verify this assumption. As a result, the existing ways of thinking
about technology transfer limit researchers’ abilities to have a positive
community impact.

In this chapter, we first provide an overview of the historical emergence
of AIDS-related community-based organizations in the United States. We
then describe the role of research in the community-based organizational
environment. Lastly, informed by organizational theories and existing
knowledge of HIV-related community-based organizations, we present
and critique perspectives on technology transfer as a method for uniting
the interests and goals of scientists.

THE AIDS-RELATED COMMUNITY-BASED ORGANIZATION

The Historical Evolution

There are considerable historical, regional, and neighborhood differences
in when, where, and why voluntary and nonprofit groups emerge. These
organizations differ according to the political, social, and economic envi-
ronments within which they operate and as a result of the principles on
which they were founded. These historical factors also affect whether or-
ganizations see themselves as part of or as an alternative to mainstream
public health and social service entities. Here, we briefly trace the histori-
cal roots of community-based AIDS organizations in United States.

At the beginning of the AIDS epidemic in the United States, AIDS-
focused social movements developed out of the gay and lesbian civil
rights movements in cities such as New York, San Francisco, and Los An-
geles (Altman, 1994; Epstein, 1996; Patton, 1990; Perrow & Guillen, 1990;
Shilts, 1988). The first United States AIDS-related community-based or-
ganization, Gay Men’s Health Crisis (GMHC), was founded in 1982 in New
York City by a group of grassroots activists and concerned citizens of the
gay community. These men first met in playwright Larry Kramer’s living
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room in 1981 to learn about what was then called gay cancer and to raise
funds for biomedical research. In January of 1982, six of these men—Larry
Kramer, Paul Popham, Nathan Fain, Lawrence Mass, Paul Rapopport, and
Edmund White—named themselves the Gay Men’s Health Crisis. By May
of that year, they had established a volunteer-staffed hotline. It received
100 calls its first night of operation. In part because they had few places to
which to refer callers, the group then began to develop basic patient and
education services. Among the earliest of GMHC’s services was the buddy
program for people diagnosed with AIDS. Buddies helped people with
AIDS meet day-to-day needs, such as house cleaning and shopping, and
served as patient advocates. Buddies often completed duties that nurses
who feared contact with patients with AIDS were unwilling to perform,
including changing hospital bed linens and bringing patients’ meals into
their hospital rooms. GMHC also quickly took on the tasks of fighting
stigma associated with AIDS and political advocacy.

The San Francisco AIDS Foundation, which grew out of San Francisco’s
gay community, emerged almost simultaneously with the founding of
GMHC. Shortly thereafter, the AIDS Project Los Angeles was established.
These three organizations, on which many later organizations would
model themselves, served as early advocates on behalf of the gay commu-
nity and people affected by AIDS. As many AIDS community-based or-
ganizations would come to do, these organizations challenged medical
and public health conceptions of AIDS (and homosexuality) and decried
government inaction.

Other early participants in the community-based provision of AIDS-
related services were gay and lesbian health clinics, such as the Howard
Brown Health Center in Chicago and the Whitman Walker Clinic in
Washington, DC. These clinics were established prior to the advent of
AIDS to provide alternatives to mainstream health care clinics that were
ill-informed of gay and lesbian health concerns and insensitive to the
needs of these men and women. Because AIDS had such a dramatic im-
pact on gay men, institutions such as these were quick to provide AIDS-
related services.

Grassroots activism also spawned the development of many AIDS-
related community-based organizations outside the gay community. For
example, the first underground needle exchange was founded by activist
Dave Purchase in Tacoma, Washington in 1988. Several small community-
based organizations were launched in the early and mid ’80s by Haitian
politicians and physicians who were concerned by stigma applied to
Haitians by public health authorities. Organizations founded in other
communities of color, such as the Balm in Gilead, Hispanic AIDS Forum,
and Asian Pacific Islander Wellness Center, quickly arose. Once sex work-
ers became targeted by public health officials as “vectors of transmission,”
they founded groups such as the California Prostitutes Education Project
to engage in AIDS-related activism and programming.
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In reviewing the history of AIDS social service and community-based or-
ganizations, Altman (1994) contends that the two major variables driving
the establishment of AIDS organizations are epidemiological (i.e., the extent
to which the disease is concentrated in and identified with particular
groups and the extent to which such groups have the ability to develop
their own organizations) and political (i.e., existing traditions of organiz-
ing outside government and the amount of space available for community
mobilization). Formed in the absence of available services, the creation of
AIDS organizations provided fertile ground for innovative prevention
strategies. For example, safer sex parties modeled after Tupperware par-
ties, “carnal carnivals” featuring live safer sex demonstrations in bath-
houses, explicit safer sex videos, living room discussion groups, condom
police, safer sex workshops, and needle exchanges are among the many
innovative strategies that emerged from the community-based sector.
These organizations also pioneered innovative services for those living
with HIV, from treatment newsletters designed to help individuals under-
stand medical information pertinent to their health status to social and
nutritional programs to legal and financial advocacy services. Innovations
and ideas developed in these new, HIV-focused, nonprofit organizations
later informed the programs and services of larger, more mainstream
groups (Chambre, 1995).

The community-based organizations that emerged from these various
grassroots efforts differ from other health and human service organiza-
tions that have come to include AIDS in their mission (Perrow & Guillen,
1990). Many of the founding AIDS community-based organizations had
underlying social change agendas that were intricately linked to human
and civil rights movements (Altman, 1994; Wilson, 1995). The relationship
between these organizations and the government was often charged with
conflict. According to Vaid (1995, p. 227), “Gay and AIDS organizations
exist because of the abdication of gay people by mainstream society.” For
many AIDS-related community-based organizations, preventing AIDS is a
political act. Protecting constituent communities from risk of exposure to
HIV involves addressing fundamental rights issues such as discrimination
and political marginality.

For mainstream human service providers, providing services related to
AIDS may be a charitable act, consistent with a service mission. Caring for
those who are among the less fortunate members of society is a typical fo-
cus of such organizations. Perrow and Guillen (1990) argue that mainstream
providers have been far less successful in addressing HIV competently, par-
ticularly in the realm of prevention, because organizations resist diverting
resources to AIDS or allowing AIDS to affect organizational missions.
Mainstream organizations may prefer to insulate themselves from AIDS be-
cause AIDS brings with it a complex morass of socially challenging issues
such as homosexuality, sexuality, drug use, and poverty that many organi-
zations would prefer to ignore.

Transferring HIV Prevention Technology to CBOs 199



The Professionalization of AIDS Community-Based Organizations

Several of the nation’s largest AIDS organizations have evolved from
small, volunteer-run agencies, dependent mainly on resources raised from
their own communities, to large, professional service organizations that
are funded by federal, state, and international agencies, or major donors,
and controlled by professional staff rather than by members or volunteers
(Altman, 1994; Cain, 1997). Patton (1990) aptly refers to the burgeoning
AIDS industry as a move from grassroots to business suits. An emerging
tension in these organizations is whether the professionals or the indige-
nous workers who have volunteered their efforts to address their commu-
nity’s needs know best how to address the many challenges created by
AIDS (Altman, 1994; Cain, 1997; Wilson, 1995). According to Lipsky and
Smith (1989–1990), the tension between professionalization and commu-
nity groundedness is an almost inevitable consequence of institutionaliza-
tion via government support.

The professionalization of AIDS community-based organizations has
been critiqued from several angles. Caceras (in Altman, 1994) pointed to an
increasing demand for services and adoption of a “self-legitimizing narcis-
sistic strategy, losing self-critical capacity and turning their attention to the
possibilities of funding for organizational stability” (p. 98). From the per-
spective of the feminist health movement, Vaid (1995) argued that AIDS
service organizations molded themselves into traditional health care bu-
reaucracies vying for the same funds, creating the same structures, and
adopting discriminatory attitudes toward patients. Further, Vaid (1995) crit-
icized the AIDS service movement’s reproduction of the dominant class,
race, and gender biases within the organizations, laws, and delivery sys-
tems it created, shying away from a broad antipoverty health care reform
movement. More moderate critics acknowledge the delicate dance these or-
ganizations must perform, balancing survival as a legitimated actor and
guarding against selling out to mainstream authorities (Cain, 1993, 1995;
Wilson, 1995). To be sure, the evolution of AIDS community-based organi-
zations has come at a cost. Organizations that grew out of affected commu-
nities are struggling to maintain their ties with those they claim to represent
while moving almost inexorably into dependent relationships with govern-
ment and/or major donors (Altman, 1994; Cain, 1993, 1995, 1997; Patton,
1990; Wilson, 1995).

Tensions Faced by AIDS Community-Based Organizations

The critiques leveled at the AIDS community-based organization industry
underscore many of the tensions faced by AIDS service providers. These
tensions include striking a balance between service delivery and activism
(Altman, 1994; Vaid, 1995) and emphasizing treatment, care, and preven-
tion issues for people who are infected with HIV versus the need for edu-
cation and outreach for those who are not infected (Altman, 1994; Patton,
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1990). However, the primary tension for community-based organizations
emerges from their reliance on governmental funding and the need to sur-
vive in their local communities of identity.

How community-based organizations are funded has enormous politi-
cal ramifications. The creation and growth of AIDS social service agencies
was facilitated by the expansion of public and private funding (Chambre,
1999). Delivery of many government services through contracts with non-
profit groups also contributed to the growth of newly founded AIDS or-
ganizations and the often reluctant entry of non-AIDS organizations in the
AIDS service system (Chambre, 1995; Perrow & Guillen, 1990). As the
scope and number of services offered by community-based organizations
grows and the costs of providing those services increase, organizations be-
come more dependent on those who are willing to fund their efforts (Alt-
man, 1994). The more reliant a provider becomes on a particular source of
funding, the more power that source has over the activities of the provider
(Emerson, 1962; Frederickson & London, 2000; Lipsky & Smith, 1989–1990;
Saidel, 1989, 1991). Arguably, to the extent that such groups depend on the
government for their financial survival, they will not challenge the govern-
ment and will never be forces for progressive social change (Altman, 1994;
Riger, 1984; Wilson, 1995).

For many community-based organizations, the primary source of their
dependence has shifted from their volunteer base and the financial sup-
port of their constituent community to the government (Cain, 1993, 1995).
McCormack and Associates (1997) report that, on average, about 50% of
the funds supporting a national sample of 142 AIDS and gay and lesbian
organizations are from government. Community-based organizations may
no longer be able to retain a participatory model of control appropriate to
volunteer-staffed and volunteer-led organizations and also provide mil-
lions of government dollars worth of services (Altman, 1994; Lipsky &
Smith, 1989–1990). Organizations may have to choose between rejecting
government resources and becoming cheap sources of labor for programs
directed by the state (Altman, 1994; Frederickson & London, 2000; Lipsky &
Smith, 1989–1990). This phenomenon is sometimes referred to as the
problem of the hollow state, a reference to government’s attempt to fulfill
its public service mission by contracting the services of the not-for-profit
sector. The hollow state provides the means for government to promulgate
its values through legitimizing the replacement of programming origi-
nally developed by nongovernmental organizations with versions of pro-
grams acceptable to the government.

The kinds of tensions that arise for organizations with government
funding and activist roots are evident in both recent and distant events.
Principal among these are government attempts to defuse activism within
these organizations, control the organizations’ work, and censorship.

Recent examples of these tensions illustrate the dilemma these organi-
zations face:
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• At the July 2002 International AIDS Conference in Barcelona, ac-
tivists disrupted United States Secretary of Health and Human
Service’s Tommy Thompson’s address. Some of the activists are
believed to be employees of AIDS community-based organizations
that receive government support. By congressional mandate, these
organizations have been subject to investigation by the Inspector
General of Health and Human Services and face loss of govern-
ment funds. A specific concern in the audit is whether government
funds have been used to promote sexual activity or provide sexu-
ally explicit education (Meckler, 2002).

• Materials and programs produced with government funds by Stop
AIDS San Francisco, an organization founded to meet the HIV pre-
vention needs of adult gay men, have been judged obscene by the
inspector general (Meckler, 2002). These materials and the pro-
cesses by which they were produced were audited by the Centers
for Disease Control (CDC) at the urging of members of Congress,
echoing the battle begun in 1987 between Senator Jesse Helms and
the Gay Men’s Health Crisis. Out of disgust with HIV prevention
materials produced by the organization, Helms amended federal
legislation to prevent federal funds from being used on AIDS edu-
cation efforts that affirmed homosexual sex. The ACLU and
GMHC litigated against the amendment, winning their case in
May of 1992.

• In 1993, producers of a Texas public access program that provided
viewers with explicit and erotic information for gay men on how
to practice safer sex were arrested for violating obscenity laws.
The convictions were upheld by the Texas courts (Luckenbill,1998).

• A St. Louis AIDS organization lost government funding after
sponsoring an erotic AIDS prevention event that featured a gay
porn star. Several staff members were fired for organizing the
event. (CDC HIV/STD/TB Prevention News Update, November
6, 2002).

Although these cases highlight the more dramatic tensions that arise
for organizations with activist roots, more subtle cooptation has also been
described. Censorship may occur when community-based organizations
are restricted from mentioning homosexuality or condoms in presenta-
tions at schools or businesses (Cain, 1997). In order to access youth, organ-
izations may need to acquiesce to the mores of local school boards. Cain
argues that although the short-term benefits of acquiescing include access
to an important target population and meeting accountability demands,
the long-term losses are far greater: youth may not receive accurate pre-
ventative information. Efforts to promote evidence-based practice exist in
a climate of government efforts to control and water down the content of
HIV prevention programs, including those promoted by arms of govern-
ment such as the CDC.
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In sum, involvement with the state and the receipt of regular funding
contribute to the formalization and bureaucratization of community or-
ganizations (Singer et al., 1990; Singer et al., 1991; Singer, 1996). Such insti-
tutionalization has commonly been described as a threat to creativity,
a first step to depoliticalization, and a major threat to the effectiveness of
AIDS community-based organizations in promoting an activist agenda
(Cain, 1993; Patton, 1990; Singer, 1996). The initial goals of many commu-
nity groups may become displaced by concerns with organizational main-
tenance and by the career interests of their workers. Further, funding
agencies may attain the power to set the agendas of the organizations and
institutions they support with grant dollars rather than allow the activists
and leaders of the organization to determine priorities (Singer, 1996).
Funding institutions’ priorities, including funding institutions’ concerns
with the latest research or programmatic zeitgeist, tend to drive the gen-
eral areas in which work is undertaken.

The Changing Environment

The HIV/AIDS epidemic has changed rapidly, affecting the organiza-
tions that serve affected populations in a variety of ways. One of the most
significant shifts in the epidemic has resulted from medical progress
(Chambre, 1995). Over the prior 2 decades, conceptions of the disease
have shifted from a fatal to a chronic disease. Assuming access to appro-
priate medical care, the length of time over which an individual can
live with HIV without significant impairment to health has dramatically
increased. Prevention has become an infinitely more complex and
challenging task in the face of medical progress. Rather than the simple
education/care dichotomy of the early and mid ’80s, services must now
form a continuum. Prevention must meet the needs of those who are HIV-
positive and will lead active sexual lives for decades, as well as meet the
needs of those who are known or presumed to be HIV-negative (see, for
example, Odets, 1995). Many organizations were founded to be “one-stop
shops” for HIV-related issues. However, what comprised a one-stop shop
in 1984 is inadequate to meet the needs of an increasingly diverse popu-
lation of people affected by HIV in 2003. Changes in the epidemic and in
the political, economic, and cultural context in which organizations seek
to provide services suggest that the one-stop shop is not a static entity; it
must be routinely reformulated.

A second shift in the epidemic concerns AIDS demographics. In the
United States, recognition of those whom AIDS affects most dramatically
has expanded from being overwhelmingly focused on gay men to people
with hemophilia, to injection drug users and their sexual partners, to an
ethnically and economically diverse population of men, women, and chil-
dren. For some organizations founded in gay communities, programs for
gay men have become diluted or marginalized, as other communities
compete for limited prevention resources. For other organizations, ser-
vices and programs have been stretched in new ways to accommodate an

Transferring HIV Prevention Technology to CBOs 203



increasingly diverse array of clients (Perrow & Guillen, 1990). Despite
these changes, allocation of AIDS-related resources still corresponds
poorly to the demographics of the disease in many municipalities. For
example, in the 1990s a majority of California’s AIDS cases were con-
centrated among gay men, but a minority of its AIDS-related financial re-
sources was devoted to gay men’s prevention programs (Stall, 1994). In
many parts of the United States, AIDS is now defined by poverty and race,
including among gay men (Altman, 1994).

Given the shift in populations affected by HIV/AIDS, and the lack of
available services for these populations, there has been a rise of AIDS
community-based organizations in communities of color. Vaid (1995) has
argued that the AIDS movement was poorly equipped to deal with an in-
flux of diverse people. She asserts that people of color who turned to main-
stream AIDS organizations for culturally specific and sensitive services
experienced racial insensitivity, resistance to being served, and racial prej-
udice. AIDS organizations based in minority communities have emerged
amid critiques that ethnic minority communities have been slow to re-
spond to the epidemic. Against this misperception, Singer et al. (1990,
1991) argued that many Latino organizations were mobilizing at the begin-
ning of the epidemic. Their “delayed” response can be seen as the effects of
battling against limited financial resources, bureaucratic indifference, dis-
crimination, and multiple health and social problems. Similarly, Stevenson
and White (1994) articulated several barriers to the involvement of minor-
ity community-based organization in doing AIDS work. These include the
following: 1) lack of funds; 2) lack of community-sensitive and language-
appropriate teaching and education materials; 3) community denial of
AIDS as a major health threat; 4) community mistrust of mainstream ser-
vice provider institutions; 5) misinformation about AIDS; and 6) commu-
nity mores that block consideration of some prevention strategies. Perrow
and Guillen (1990) echo this view, noting that for minority communities,
AIDS was not just one more problem to add on to a list that included
poverty and unemployment, but served to magnify all of the problems on
this list. Although minority community-based organizations have en-
countered sociocultural barriers to AIDS work in their communities, they
have been more strongly hampered by a lack of resources, trained person-
nel, and receptivity to their involvement by institutional health and social
service providers (Perrow & Guillen, 1990; Singer et al., 1990, 1991).

The experiences of organizations such as those described by Singer
et al. (1990, 1991) and Perrow and Guillen (1990) are echoed in the small
but growing empirical literature on AIDS community-based organiza-
tions. Ethnic minority community-based organizations have reasonably
small annual budgets, and an overwhelming scope of work. In a study of
181 AIDS community-based organizations in California, Casteneda and
Collins (1997) illustrated how Latino agencies fared less favorably in per-
sonnel and monetary resources than did mainstream organizations.
Funding cuts, personnel shortages, and lack of basic material resources
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were among the leading barriers to providing prevention programs for
these organizations. Chng et al. (1998) report the median annual preven-
tion budget for 49 AIDS-related community-based organizations serving
Asian and Pacific Islanders was under $100,000.

In general, the HIV prevention budgets of AIDS community-based or-
ganizations are not especially impressive. For example, Miller (2001) re-
ports a median annual prevention budget of $56,121 among a random
sample of providers in Illinois. The median prevention budget for
community-based organizations with an exclusive mission to serve ethnic
minorities was $83,138; community-based organizations that were not
ethnically focused had median prevention budgets of $50,000. In a sample
of the largest citywide providers of HIV prevention services in the United
States, DiFranciesco et al. (1999) report a median annual budget for HIV
prevention of $175,000. In all of the studies cited above, service providers
used these limited dollars to provide multiple prevention programs to
multiple target populations.

RESEARCH AND AIDS-RELATED COMMUNITY-BASED ORGANIZATIONS

Who Is the AIDS Expert and Why it Matters

In the early 1980s, AIDS medical professionals, government officials, af-
fected communities, and traditional sources of moral authority (e.g.,
churches) all vied to be seen as experts on the new disease. How AIDS
was conceptualized was a major tool in this struggle (Altman, 1994; Ep-
stein, 1996; Gagnon, 1992; Patton, 1986). Conceptualized as a biomedical
problem, AIDS would be under control of the medical establishment.
Conceptualized as a social and political issue, as community-based
groups argued, AIDS would require expertise in social and political
activism.

Until community-based groups and those from radically different so-
cial environments were able to define social problems for themselves, the
dominant discourse around the epidemic would inevitably reflect the ex-
periences of certain groups within the mainstream society (Altman, 1994;
Patton, 1986, 1990). Some have argued that scientists and community-
based organizations are engaged in waging fundamentally different battles
(Gagnon, 1992), with community-based organizations focused principally
on issues of civil and human rights and scientists focused principally on
how particular scientific tools and perspectives can contribute to solving
the medical and behavioral problems presented by the epidemic. Even
when community-based organizations and scientists express similar
concerns and goals, historical disagreements, such as the medical commu-
nity’s portrayal of homosexuals and drug users as diseased, make for an
uneasy and fragile alliance (Epstein; 1996). The ground has long been
laid for many community-based organizations and the communities
from which they originate to view scientific claims about prevention and
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treatment with skepticism. At the same time, the seriousness and scope of
the epidemic has reinforced the power of science to claim its authority to
define AIDS truths (Gagnon, 1992). That each views the epidemic differ-
ently should be unsurprising, as people evaluate their world according to
their group and individual interests (Aronson, 1984; Hilgartner & Bosk,
1988; Spector & Kitsuse, 1973; Stewart & Rappaport, this volume).

Determining who the expert is and how the disease and epidemic
are conceptualized is also important because the way the disease is de-
fined determines the sort of responses that are possible (Altman, 1994;
Perrow & Guillen, 1990). For example, if the disease is seen as a foreign
import, then screening and quarantine become attractive measures. If
the disease is understood as private behavior, there is likely to be an em-
phasis on education and skill development. Understood as a symptom of
social and economic oppression, grassroots organizing in the name of
social reform and structural and policy change are viewed as appropri-
ate responses.

A clear example of the tensions involved in defining AIDS lies in the
social and behavioral sciences research literatures. The need for a better
understanding of how effective changes in behavior can be generated
has produced both demands for more research and ongoing criticism of
the orthodox methodologies of psychological, sociological, and educa-
tional researchers (Altman, 1994). Early survey-style research (based on
knowledge-attitude-behavior-practices models) was set aside for qualita-
tive research that yields more information about the ways in which sexual
(or drug use) meanings, identities, and practices are constructed within
social settings, and how these relate to larger social and cultural con-
straints (Altman, 1994; Elwood, 1999; Herdt & Lindenbaum, 1992). These
lines of research challenged the value of objectivity in social and behav-
ioral research. However, the idea that expertise may grow as much from
lived experience and reflection as from objective academic study is still far
from universally accepted.

According to Patton (1990), community organizations have tended to
fluctuate between an acceptance of science as ‘above and outside the polis’
and a suspicion of the scientific and academic and establishment. Along
with the gay community, criticism of social scientific research has come
from other particularly marginalized groups, such as from communities
of color (Altman, 1994). Social scientists are viewed by some as defining
the larger AIDS agenda and as agents of government and medical surveil-
lance (Altman, 1994; Epstein, 1996; Patton, 1990). Collaboration between
social researchers and community organizations all too often means no
more than providing researchers with a better opportunity to recruit sub-
jects for study (Altman, 1994), a phenomenon that Riger (1999) refers to as
“drive-by data collection.” The stress on mainstream academic standards of
scholarship—researchers will receive far more kudos for publishing in a ref-
ereed journal than for devising imaginative ways of reporting back to the
people whose lives are being assessed—means that even well-intentioned
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research merely enforces existing discrepancies of power (Altman, 1994).
Altman (1994) urges that, “A radical critique of AIDS research would
stress the diverse forms of expertise and the different ways in which it is
created, would acknowledge in other words that there are needs and
bases for expertise” (p. 122). In short, research has not always been con-
ducted using a community lens or for the purpose of serving community
aims. As Jim Kelly noted to community psychologists in 1971, “We have
been protagonists for change and have been invested in interventions
without regard for the goals of the community. Our statements regarding
community goals have been limited to our own entrepreneurial interests
(p. 128).”

Community-Based Organizations’ Use of Science

Given the tenuous relationships between academic researchers and
community-based organizations, Goldstein and colleagues (1998) exam-
ined the extent to which service providers used the results from behav-
ioral science research to inform prevention programs. In a nation-wide
survey of 284 program managers of AIDS prevention programs, Goldstein
et al. (1998) found that the three most important sources for HIV preven-
tion information were peers and colleagues (53%); departments of public
health (44%); and the CDC (40%). Most program managers did not turn to
research, nor did they perceive it as an important source of information.

Goldstein et al. (1998) posited that inaccessibility, rather than a basic re-
sistance to research itself, may be the main reason research findings are
not widely used by community-based organizations. Most program pre-
vention managers in community-based organizations are not trained in
science (Goldstein et al., 1998). On the other hand, Goldstein et al. (1998)
added, scientists are not trained in or usually experienced in prevention
program design and implementation. They typically disseminate research
findings via academic meetings and publications where they rarely ad-
dress program implications in an applied or practical way. As noted most
recently by Mitchell, Florin, and Stevenson (2002), technology pushed
through traditional means will be inadequate to promote the use of scien-
tific findings.

Current attempts to disseminate effective HIV prevention programs to
practitioners have focused on developing replication packages, dissemi-
nating these packages to select community-based organizations, and pro-
viding these agencies with varying levels of support and assistance to
adopt the interventions (see, for example, Kelly et al., 2000; Neumann,
Sogolow, & Kelly, 2000). The principal scientific aim of these efforts is to
inform prevention scientists about how they can package interventions
to increase the likelihood that their programs are easily adopted and
faithfully implemented by community-based organizations. These efforts
have not taken full account of organizational theory or theory guiding the
use of scientific information, relying instead upon theories of communica-
tion and cognitive theories of individual behavior.
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The theoretical underpinnings of HIV prevention technology transfer
efforts originate from diverse fields and disciplines (Backer, David, &
Soucy, 1995). The paradigm that guides most recent work in technology
transfer originates from Rogers’s (1995) Diffusion of Innovations and sim-
ilar theories that trace the adoption decision-making process from the
perspective of prospective adopters. Kraft, Mezoff, Sogolow, Neumann,
and Thomas (2000) conducted a recent review and theoretical synthesis of
the literature on technology transfer and diffusion of innovations in pub-
lic health. Kraft et al., provide an integrative overview of the common
tenets of this paradigm, which we will briefly summarize.

Kraft and colleagues (2000) propose that the technology transfer pro-
cess begins with preimplementation activities. These activities include
identifying the need for an intervention, learning about prospective inter-
ventions, and assessing the prospective interventions’ fit with identified
needs. Preimplementation activities may include a range of actors (e.g.,
prevention planning group members, advisory board members) who are
jointly focused on the tasks associated with collecting and gathering
information. Preimplementation activities also include assessing the feasi-
bility of implementing the intervention and its overall fit with the organiz-
ation’s mission and philosophy. Assuming an organization decides to
adopt an intervention, the organization will then make necessary prepara-
tions for its adoption. Creating organizational readiness can include
preparing staff to adopt the intervention though training activities. Other
preparatory activities may include obtaining the political and fiscal support
to import the intervention successfully. Adapting the program to fit organ-
izational requirements and meet target population members’ needs may
also occur at this stage.

The second phase in the technology transfer process is implementation.
Implementation efforts focus primarily on obtaining necessary technical
assistance to ensure that the intervention is executed appropriately. This
phase also includes monitoring program implementation through process
evaluation activities. This phase could be characterized as a pilot stage in
which the organization is learning about the program’s proper implemen-
tation and acquiring basic experience carrying it out.

Should an organization decide to continue the program after its initial
implementation, a maintenance and evaluation phase will follow the im-
plementation phase. In this final phase, organizations work toward insti-
tutionalizing the program. Activities in this phase might include seeking
ongoing financial and political support, conducting further evaluation ac-
tivities, and developing means to allow the program to evolve in response
to changing conditions.

Despite its heuristic appeal for guiding the prevention scientist through
a dissemination effort, the dominate technology transfer paradigm has
significant limitations and is poorly informed by literature on how organ-
izations actually work. More important, the acontextual nature of the
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paradigm fails to accommodate the unique ecological space occupied by
activist, volunteer-based or professionalized AIDS-related community-
based organizations. In this next section, we critique the dominant paradigm
and draw implications for technology transfer theory in HIV prevention in
light of these critiques and our earlier discussion of the historical and current
conditions in which AIDS organizations carry out their work.

The Myth of the Rational Decision-Making Model In her critique of prevail-
ing views of research use, Carol Weiss (1981) argues against assuming a
rational decision–making model within organizations. She claims that the
following is untrue:

. . . that organizations make decisions according to a rational model: define
problems, generate options, search for information about the relative merits of
each option, and then, on the basis of the information, make a choice. As our
colleagues who study organizations tell us, this is a patently inaccurate view of
how organizations work. When we implicitly adopt this as our underlying the-
ory of organizations in studying research use, we inevitably reach distorted
conclusions. (1981, p. 26)

The technology transfer paradigm assumes that organizational decision-
making processes are influenced largely by considerations of the efficiency
and effectiveness of specific programs and that it is always obvious whether
a new technology is equal to or better than what it might replace. To the
scientist, it would be rational to select the prevention program that enjoys sci-
entific support and is cost-efficient. From an organizational perspective,
however, factors such as the extent to which the organization can maintain
its current ratio of energy to product, can continue to operate consistent with
its values and norms, can offer programs that aid in maintaining good com-
munity relations and legitimacy, and can appease regulatory bodies may be
more central to the decision-making process and to long-term organization-
al survival (Abrahamson, 1991; Baldridge & Burnham, 1975; Katz & Kahn,
1966; Meyer & Rowan, 1993; Miller, 2001; Miller, 2003; Oliver, 1991; Zibalese-
Crawford, 1993) than selecting a program or activity that has scientific sup-
port. And, it may not be evident that an outside program would be more
effective than what is currently provided, even if merely because so few pro-
grams offered by community-based organizations have undergone rigorous
evaluation (Miller, 1995). Although the implicit assumption in much of
the evidence-based practice literature is that the practices that evolve from
the community are substandard to those that have been scientifically derived
and assessed, there is little evidence as yet to verify that this assumption
is true.

In addition to its naive portrayal of organizational decision-making
processes, the technology transfer paradigm contains a strong proinno-
vation bias (Abrahamson, 1991). It assumes that innovations are good for
prospective adopter organizations and will improve their status quo. Yet,
innovations have the potential to harm organizations in numerous ways
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(Abrahamson, 1991). Some innovations may be effective and efficient un-
der field laboratory conditions, but inefficient in practice. For example,
small-group behavioral skills workshops have enjoyed widespread sup-
port in the prevention research literature (Johnson et al., 2002; Kalich-
man, Carey, & Johnson, 1996). Anecdotal evidence suggests, however,
that at best these programs reach very small numbers of highly motivated
volunteers and, as a result, may be an inefficient means for many
community-based organizations to fulfill the mandate of widespread
community-level prevention of HIV. These programs also require highly
skilled staff people who are familiar with cognitive-behavioral tech-
niques and can use the principles that underlie this approach to behavior
modification. As such, these programs may only benefit organizations
that have and can afford to maintain such staff. Employing highly skilled
professional staff may also cost the organization its community base by
necessitating the displacement of indigenous workers or removing them
from hands-on prevention roles. The shift to professional staff changes
the maintenance requirements of the prevention system in the organiz-
ation, because the worker that is now required must fulfill different role
requirements, manifest different professional motivations, and respond
to different organizational inducements. Absorbing the costs of a profes-
sional staff may also necessitate reduced efforts elsewhere in the organiz-
ation. Finally, these changes may prompt social costs to the organization,
such as lowering its legitimacy to some constituent groups.

Researchers have sought to identify how aspects of organizational
social networks and characteristics of the actors within them influence
dissemination of innovation. Our understanding of the function and
composition of organizations’ interorganizational networks has been
largely limited to exploring the communication channels via which infor-
mation about innovations may diffuse and the characteristics of those
who have influence within the network (see, for example, Goldstein et al.,
1998). The impact of other aspects of organizational network structure
and function, such as power imbalances, reciprocity, competition, cooper-
ation, and interorganizational interdependency has been poorly captured
in theory and research using the dominant technology transfer para-
digm. For example, an organization may resist adopting a particular
program because it duplicates what a local peer organization already pro-
vides or fails to preserve an organization’s unique local identity (Barton-
Villagrana, Bedney, & Miller, 2002; Miller, 2001).

Technologies may be harmful when organizations are asked to imple-
ment them rapidly (Abrahamson, 1991). The next new technology may be
imposed on the field before organizations have had adequate time to fig-
ure out how to make the older programs work. Rather than become expert
at a small number of highly specialized efforts, organizations may find
themselves following the latest trend and doing so poorly. In their case
study of prevention programs implemented by community-based organi-
zations during the 1980s, Freudenberg and Zimmerman (1995) note that
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funding institutions are often too impatient to allow programs adequate
time to be fine tuned and fully integrated into organizations’ program-
matic arsenal. Mitchell and colleagues (2002) also note the complex and
time-consuming nature of establishing and operating new programs
within organizations.

Technologies may also become harmful when they are so widespread
and regulated that the field as a whole is homogenized or isomorphic
and innovation and bottom-up development of technology is suppressed
(DiMaggio & Powell, 1983). Although evidence-based practice and re-
search can be a source of rejuvenation (see, for example, Singer & Weeks,
this volume; Singer, 1994), it can limit creativity both by promulgating a
particularly narrow world view of prevention and by creating the mis-
taken impression that equifinality in addressing HIV is impermissible.
The concept of equifinality suggests that multiple approaches are viable,
can coexist, and be mutually informative toward the end of preventing the
spread of HIV. The existing paradigm fails to recognize these possibilities.
Its reliance on rational decision–making models, proinnovation bias, igno-
rance of organizational network structures and functions, and preference
for homogeneity limit its usefulness in the real world context of AIDS
organizations.

TOWARD A NEW TECHNOLOGY TRANSFER PARADIGM

The Impact of Ecological Context on Organizational Functioning

As we have previously discussed, AIDS-related community-based organi-
zations exist within complex organizational fields (i.e., sets of organiza-
tions that produce similar services and have similar suppliers and
consumers; DiMaggio & Powell, 1983; Morrill & McKee, 1993). This eco-
logical complexity governs an organization’s basic functioning. A host of
factors may limit organizations’ freedom of choice regarding program-
ming, encourage organizations not to change, cause organizations to reject
or abandon effective programs, and enable resistance to pressure to follow
trends or become institutionalized (Abrahamson, 1991; DiMaggio & Powell,
1983; Hira & Hira, 2000; Katz & Kahn, 1966; Meyer & Rowan, 1993; Oliver,
1991; Salem, Foster-Fishman, & Goodkind, 2002). Drawing on institu-
tional theory and our earlier discussion of AIDS organizations, we iden-
tify several of these salient ecological forces here.

Institutional Controls

Coercive forces in the external environment, typically institutions on
which organizations are dependent, impose practices and controls on or-
ganizations (DiMaggio & Powell, 1983). For example, state and city gov-
ernment funding entities establish accountability standards to comply with
standards set by the federal institutions through which they obtain funds.
Community-based organizations that comprise the organizational field
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that receive these funds are bound by the same governmental mandates
and requirements. The operating constraints and requirements associ-
ated with federal mandates exert strong pressure on community-based
organizations that mold their programs and services in similar ways. Re-
quests for Proposals that reflect the local Planning Groups’ funding pri-
orities, accountability requirements, and the threat of loss of funds are
among the primary mechanisms by which funding institutions exert co-
ercive control on community-based organizations. This control shapes
what and how organizations provide prevention programs and that may
ultimately limit programmatic diversity. Lipsky and Smith (1989–1990)
argue that among the most common types of organizational changes
prompted by government contracting is compromise of the original mis-
sion to government priorities. Oliver (1991) contends that compliance
with coercion is most probable when the self-serving benefits of acqui-
escing are obvious.

Host Community Norms

For community-based organizations, coercion may also emerge from the lo-
cal community in which the organization is embedded. Communities may
possess limits of tolerance for particular types of preventive interventions
that may or may not coincide with organizations’ ideal approaches to pre-
vention. For example, a community newspaper may refuse to run adver-
tisements targeting gay and lesbian teenagers because it does not want to
“promote” homosexuality among youth, forcing a program to reach its au-
dience through other means. Schools may require that presentations omit
information about condom use or anal sex, fearing parent complaints. Com-
munities may protest the presence of needle exchanges, fearing that they
endorse and encourage drug use. Some organizations may need to find
ways to offer stealth prevention programs to remain locally viable. At the
same time, communities may seek to hold organizations accountable to de-
fend their civil rights.

Professional Norms

Professionalizing processes impose pressure on organizations. Professional-
ization standardizes the ways in which services are delivered across
institutions, conferring particular brands of legitimacy on organizations.
Professional networks and associations enable rapid diffusion of informa-
tion across organizations and lead to the common socialization of staff. Nor-
mative pressures create staff who view problems and solutions in similar
ways and who accept the types of organizational myths that promote organ-
izational stability and prestige (Meyer & Rowan, 1983). Adherence to pro-
fessional norms, standards, and principles limit programmatic choice
(DiMaggio & Powell, 1983). Professionalization also has the potential to co-
opt the organization and corrupt its social change and community-based
mission (Lipsky & Smith, 1989–1990; Wilson, 1995; Wohlfeiler, 2002). Profes-
sionalization may mean that the progressive and system-challenging way of
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addressing citizen-defined social problems drifts toward the paternalistic, top-
down model against which the self-same movements originally reared up in
protest, creating internal strain within the organization. According to Lipsky
and Smith (1989–1990), professionalization may also have the negative effect
of displacing staff and eroding the organization’s ability to be responsive to
emergent community concerns and needs. As the field progresses, the organi-
zations that comprise it may find it increasingly challenging to remain radical.
Organizations such as Act UP were founded in part out of frustration that ex-
isting AIDS community-based organizations had lost their adversarial edge
and had given in to becoming service organizations.

Peer Relationships

The behavior of peer organizations is a fourth constraint on organizations,
creating pressure to imitate and model what select organizations do.
DiMaggio & Powell (1983) assert that the tendency to imitate another or-
ganization is often born out of uncertainty in the field. When a particular
organization is perceived as more legitimate than or superior to other or-
ganizations, is a known and trusted player in the field, and the best way
of responding to a situation is unclear; copying the practices of the well-
regarded or model organization would confer legitimacy on those organi-
zations that mimic it. In the early years of the epidemic, fledgling AIDS
organizations looked to the “big six”—the six large, old, financially well-
off, and established AIDS organizations—for ideas about how to provide
assistance to those living with AIDS and for programs that served preven-
tion aims. Terms such as “safe sex” on the West coast and “safer sex” on the
East coast emerged from these organizations. In the early 1980s, variations
on Gay Men’s Health Crisis’s buddy program and its “Men Meeting Men”
and “Eroticizing Safer Sex” workshops, on San Francisco AIDS Founda-
tion’s earliest social marketing campaigns, and on AIDS Project Los Ange-
les’s AIDS Walk, among many other early efforts, rapidly spread to
organizations throughout the country. Activities and efforts that are legiti-
mated among organizational peers may be powerful influences on what
programs and services other organizations might provide.

D’Aunno, Vaughn, & McElroy (1999) explored the extent to which these
homogenizing processes have influenced service providers to become simi-
lar in their HIV prevention practices and adopt particular programs.
D’Aunno and his colleagues surveyed a nationally representative sample of
outpatient substance use treatment units in a mixed-panel design, which
combined cross-sectional and longitudinal elements. Results of D’Aunno
and his colleagues’ study suggest that counseling and testing practices and
outreach diffused rapidly and widely among substance use providers over a
7-year period. Adoption of these practices was strongly associated with
linkages to licensing and accrediting bodies (coercive and professionalizing
influences). Strong time effects were also evident in the data, suggesting
that units rapidly began to imitate one another in adopting these activities.
Interestingly, the stronger a unit’s ties were to its local community, the less
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likely it was to have adopted counseling and testing programs. D’Aunno
et al. hypothesize that strong local ties may promote organizations’ abili-
ties to refer their consumers to other providers, reducing the need to offer
services that might duplicate what is already locally available. It is also
possible that strong local ties may enable organizations to resist normative
pressures.

Acceptance, Acquiescence, or Resistance to Technology Transfer

Oliver (1991) contends that organizations do not merely acquiesce to exter-
nal forces such as those we have just described. She argues that organiza-
tions’ responses to pressures may include acquiescing, compromising,
avoiding, defying, and manipulating. She hypothesizes that conformity
and acquiescing to pressure is likely to occur when at least seven condi-
tions exist. The first condition is that the social legitimacy and economic
gains an organization might obtain from giving in to external pressure is
high. In other words, when the monetary and social benefits of succumbing
to pressure are great, organizations are most likely to give in to such pres-
sure. The second condition described by Oliver is that an organization’s
constituents have similar expectations of the organization. Homogeneity
in expectations provides for consensus about resistance or acquiescence to
pressure. Oliver’s third condition is that conformity to pressure is volun-
tary rather than imposed. Self-determination and autonomy in decisions
may engender more favorable attitudes toward demands from external
sources. Uncertainty about what to do is the fifth condition identified by
Oliver. As argued by DiMaggio and Powell (1983), when uncertainty
about the best course of action is high, organizations are more likely to re-
spond to external pressures to act in particular ways. Oliver’s sixth con-
dition concerns interconnectedness among organizations. She argues that
when organizations are not strongly connected to one another, they are
more likely to give in to external pressures. Finally, Oliver argues that ac-
quiescence to external pressures is greatest when the specific conformity
demands imposed from outside converge with the organization’s mis-
sion and ideology.

These conditions outlined by Oliver are rarely met in current efforts to
create conformity through efforts at technology transfer, though impor-
tant exceptions exist. By and large, however, it is a relatively rare case in
which the costs of evidence-based programs are fully supported so that
prospective gains in cost-efficiency can be realized; adoptions of evidence-
based programs are voluntary, rather than compulsory; evidence-based
programs are convergent with organizational ideology; and organiza-
tions’ Boards, staffs, local community constituents, funding agents, and
other key stakeholders agree on how prevention ought to be carried out.
Further, how an organization can best garner legitimacy from its commu-
nity may be in direct conflict with how it can acquire legitimacy from
other social agents. Given the activist roots of many AIDS organizations,
conflict of this kind is likely to occur when technology transfer efforts are
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forced. Recent studies provide preliminary evidence for the usefulness of
Oliver’s hypotheses in explaining technology transfer and resistance to it
among HIV prevention providers and other organizations founded to pur-
sue collective action (see Barton-Villgrana et al., 2002; Campbell, Baker, &
Mazurek, 1998; Miller, 2001; Milio, 1971; Salem et al., 2002).

To summarize, AIDS-related community-based organizations are situ-
ated within complex organizational fields. This ecological complexity
governs an organization’s basic operations, the probability that an organ-
ization may resist evidence-based practice, and the organizational conse-
quences of using research in the form of receiving research technology. In
Figure 9.1, we illustrate how these forces may coalesce to lead an organiz-
ation to accept or resist new programs.

CONCLUSION

AIDS organizations in the United States typically emerged from collective
action efforts that were designed to challenge mainstream inaction about
AIDS. Being outside the mainstream may be a cardinal organizational
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value and one that organizations seek to maintain. In this context, HIV
prevention is seen as a political act and one that is intimately connected to
the human rights of particular communities that are also often socially
marginalized and may have multiple other needs. Taking on the issues as-
sociated with HIV often also means adopting an organizational stance on
issues that are nationally and locally controversial, such as homosexuality,
drug use, and teenage sexuality. Further, underlying political and social
change concerns may create real and perceived tradeoffs when faced with
pressures to professionalize and accommodate funding requirements in
order to improve what is usually a very small financial resource base.
These contextual factors bear directly on the kinds of HIV prevention pro-
grams that organizations will, can, and do provide.

How can the HIV prevention scientist play an effective role in the prac-
tice of community-based organizations? How can we have an impact on lo-
cal communities through technology transfer efforts? An important
starting place is the sheer recognition that historical and environmental
factors exert a powerful influence on the development and implementation
of HIV-related prevention projects in community-based organizations.
HIV-related community-based organizations are not a passive audience
that eagerly awaits the latest well-tested program or piece of prevention re-
search. Rather, these organizations are currently implementing HIV pre-
vention activities in a demanding, dynamic environment that profoundly
shapes the nature of the prevention programming they can and do pro-
vide. To survive, community-based organizations model what they per-
ceive are successful, legitimate, and credible strategies and practices,
carefully balancing the quest for innovation against demands of funding
institutions and their local communities. Organizations balance the differ-
ing and sometimes contradictory demands of their funding institutions
and their host communities, struggling to enact programs that simultane-
ously correspond with their funding institutions’ prevention frameworks
and their own beliefs about what makes for an effective prevention pro-
gram. They do so in communities that may resist programs derived from
principles that are most responsive to the organizations’ target popula-
tions, as many of these organizations were founded as a challenge to the
mainstream perspectives in their local community regarding sexuality and
drug use.

Carol Weiss (1983) argues that ideological commitments and political
interests are strong indicators of whether or not social science information
has a chance of making an organizational impact. Whether the goal is to
persuade people to adopt a particular policy position, evolve a new con-
ceptual understanding of an issue, or improve implementation of a partic-
ular program, self-interests and guiding ideologies are powerful forces
affecting information use. For example, research and prevention pro-
grams that challenge the underlying ideological base of an organization
and undermine or refute its core values, is research that an organization is
unlikely to welcome. Similarly, research that plays no role in furthering
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the self-interests of the organization may also be perceived as of little rele-
vance and value. Technology transfer efforts that fail to situate themselves
within the context of the mission, commitment and role of the organiz-
ation as part of a social movement may have little impact. If the prevention
program to be adopted can play no role in the dynamism of the organiz-
ation or in sustaining the political movement on which the organization is
built, it may have little appeal. Further, research and new programs create
risks for organizations. By-products of research endeavors and new pro-
grams may be changes in an organization’s safely guarded image, its cred-
ibility, and its legitimacy. These changes may not always be positive.

To succeed in advancing an HIV prevention practice that is recipro-
cally beneficial, researchers must know the histories and cultures of the
community-based organizations with which they desire to work and
how they are placed within their local social and political contexts. Re-
searchers must begin to learn more about what organizations currently
do, what benefits, if any, accrue to those who are the intended beneficiar-
ies of the organization’s efforts, and what programmatic improvements
might enhance the likelihood that these indigenous efforts succeed. To
the extent that specific evidence-based programs generated by HIV pre-
vention scientists are likely to be better than or complement what is
already being implemented, the design of these programs ought to con-
sider the implementation context and actors fully, including financial and
nonfinancial resources, synergy with other efforts, and the political and
philosophical organizational stance toward prevention and the con-
stituent communities. It must also be said, however, that evidenced-based
practices may not always be positive or more effective than community-
based efforts. As noted earlier, extant research does not tip the scales, one
way or another. In both cases, the harms associated with implementing
HIV prevention programs must be fully considered and researched, in-
cluding those that concern the relationship between programming and
organizational survival.

For AIDS activists, service providers, and researchers, one significant
lesson of the epidemic is that community development is necessary to
create effective prevention and treatment services (Altman, 1994). The
epidemic has given an extraordinary impetus to the organization at the
grassroots level of groups who have been largely marginalized, whether
because of gender, race, poverty, or behavior (Altman, 1994; Wilson,
1995). Often, the struggle for political rights has become interwoven
with AIDS work. Miller (1996) highlights the following:

Since community-based organizations are by definition engaged in the process
of representing constituents while also providing services, the model of disease
prevention and care that these organizations have created is fundamentally po-
litical and has human rights at its core. These organizations are rooted in tradi-
tions of volunteerism and social activism; the cultivation of community and
empowerment are key principles of the organizations themselves and of the ac-
tual programs they provide. (p. 544)
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The future of successful technology transfer lies in its ability to serve these
same community development aims.

NOTE

1. We recognize that the term “technology transfer” is not ideal to describe the process of disseminat-

ing complex social programs. Lacking a succinct, appropriate label, we default to this terminology.

REFERENCES

Abrahamson, E. (1991). Managerial fads and fashions: The diffusion and rejection
of innovations. Academy of Management Review, 16, 586–612.

Altman D. (1994). Power and community: Organizational and cultural responses to
AIDS. Bristol, PA: Taylor & Francis.

Aronson, N. (1984). Science as a claims-making activity: Implications for social
problems research. In J. W. Schneider & J. I. Kitsuse (Eds.), Studies of the sociol-
ogy of social problems, (pp. 1–30). Norwood, NJ: Ablex Publishing.

Backer, T. E., David, S. L., & Soucy, G. (1995). Reviewing the behavioral science knowl-
edge base on technology transfer. Rockville, MD: National Institute on Drug Abuse.

Baldridge, J. V. & Burnham, R. A. (1975). Organizational innovation: Individual,
organizational, & environmental impacts. Administrative Science Quarterly, 20,
165–176.

Barton-Villagrana, H., Bedney, B. J., & Miller, R. L. (2002). Peer relationships
among community-based organizations providing HIV prevention services.
Journal of Primary Prevention, 23, 217–236.

Cain, R. (1993). Community-based AIDS services: formalization and depoliticiza-
tion. International Journal of Health Services, 23, 665–684.

Cain, R. (1995). Community-based AIDS organizations and the state: dilemmas of
dependence. AIDS and Public Policy Journal, 10, 83–93.

Cain, R. (1997). Environmental change and organizational evolution: reconsider-
ing the niche of community-based AIDS organizations. AIDS Care, 9, 331–344.

Campbell, R. C., Baker, C. K., & Mazurek, T. L. (1998). Remaining radical? Organ-
izational predictors of rape crisis centers’ social change initiatives. American
Journal of Community Psychology, 26, 457–483.

Casteneda, D. & Collins, B. (1997). Structure and activities of agencies providing
HIV and AIDS education and prevention to Latina/Latino communities. AIDS
Education and Prevention, 9, 533–550.

Chambre, S. M. (1995). Creating new nonprofit organizations as response to social
change: HIV/AIDS organizations in New York City. Policy Studies Review, 14,
117–126.

Chambre, S. M. (1999). Redundancy, third-party government, and consumer
choice: HIV/AIDS organizations in New York City. Policy Studies Journal, 27,
840–854.

Chng, C. L., Sy, F. S., Choi, S. T., Bau, I., & Asutdillo, R. (1998). Asian and Pacific Is-
lander American HIV community-based organizations: A nationwide survey.
AIDS Education and Prevention, 10(Suppl. A), 48–60.

D’Aunno, T., Vaughn, T. E., & McElroy, P. (1999). An institutional analysis of HIV
prevention efforts by the nation’s outpatient drug abuse treatment units. Journal
of Health and Social Behavior, 40, 175–192.

218 Community Interventions and AIDS



DiFranciesco, W., Kelly, J. A., Otto-Salaj, L., McAuliffe, T. L., Somlai, A. M., &
Hackl, K. (1999). Factors influencing attitudes within AIDS organizations to-
ward the use of research-based HIV prevention interventions. AIDS Education
and Prevention, 11, 72–86.

DiMaggio, P. J. & Powell, W. W. (1983). The iron cage revisited: Institutional iso-
morphism and collective rationality in organizational fields. American Sociologi-
cal Review, 48, 147–160.

Elwood, W. N. (1999). Power in the blood: A handbook on AIDS, politics, and communi-
cation. Mahwah, NJ: Lawrence Erlbaum Associates.

Emerson, R. E. (1962). Power-dependence relations. American Sociological Review,
27, 31–41.

Epstein, S. (1996). Impure science: AIDS, activism, and the politics of knowledge. Berke-
ley, CA: University of California Press.

Fredericksen, P. & London, R. (2000). Disconnect in the hollow state: The pivotal
role of organizational capacity in community-based development organiza-
tions. Public Administration Review, 60, 230–239.

Freudenberg, N. & Zimmerman, M. A. (Eds.). (1995). AIDS prevention in the com-
munity: Lessons from the first decade. Washington, DC, American Public Health
Association.

Gagnon, J. H. (1992). Epidemics and researchers: AIDS and the practice of social
studies In G. Herdt & S. Lindenbaum. The time of AIDS: Social analysis, theory,
and method (pp. 27–40). Newbury Park, CA: Sage.

Goldstein, E., Wrubel, J., Faigeles, B., & DeCarlo, P. (1998). Sources of information
for HIV prevention program managers: A national survey. AIDS Education and
Prevention, 10, 63–74.

Haynes-Sanstad, K., Stall, R., Goldstein, E., Everett, W., & Brousseau, R. (1999).
Collaborative community research consortium: A model for HIV prevention.
Health Education and Behavior, 26, 165–170.

Herdt, G. & Lindenbaum, S. (1992). The time of AIDS: Social analysis, theory, and
method. Newbury Park, CA. Sage.

Hilgartner, S. & Bostk, C. L. (1988). The rise and fall of social problems: A public
arenas model. American Journal of Sociology, 94, 53–78.

Hira, A. & Hira, R. (2000). The new institutionalism: Contradictory notions of
change. American Journal of Economics and Sociology, 59, 267–282.

Johnson, W. D, Hedges, L. V., Ramirez, G., Semaan, S., Norman, L. R., & Sogolow, E.,
et al. (2002). HIV prevention research for men who have sex with men: A sys-
tematic review and meta-analysis. Journal of Acquired Immune Deficiency Syn-
dromes, 30, S118–S129.

Kalichman, S. C., Carey, M. P., & Johnson, B. T. (1996). Prevention of sexually
transmitted HIV infection: A meta-analytic review of the behavioral outcome
literature. Annals of Behavioral Medicine, 18, 6–15.

Katz, D. & Kahn, R. L. (1966). The social psychology of organizations. New York, NY:
Wiley.

Kelly, J. G. (1971). The quest for valid preventive interventions. In G. Rosenblum
(Ed.) Issues in Community Psychology and Preventive Mental Health (pp. 109–139).
New York, NY: Behavioral Publications.

Kelly, J. A., Sogolow, E. D., & Neumann, M. S. (2000). Future directions and emerg-
ing issues in technology transfer between HIV prevention researchers and
community-based service providers. AIDS Education and Prevention, 12(Suppl.
5A), 126–141.

Transferring HIV Prevention Technology to CBOs 219



Kelly, J. A., Somlai, A. M., DiFranciesco, W J., Otto-Salaj, L. L., McAuliffe, 
T. L., Hackl, K. L., Heckman, T. G., Holtgrave, D. R., & Rompa, D. (2000).
Bridging the gap between the science and service of HIV prevention: Trans-
ferring effective research-based HIV prevention interventions to community
AIDS service providers. American Journal of Public Health, 90, 1082–1088.

Kraft, J. M., Mezoff, J. S., Sogolow, E. F., Neumann, M. S., & Thomas, P. (2000). A
technology transfer model of effective HIV/AIDS interventions: Science and
practice. AIDS Education and Prevention, 12(Supplement 5A), 7–20.

Lipsky, M. & Smith, S. R. (1989–1990). Nonprofit organizations, government, and
the welfare state. Political Science Quarterly, 104, 625–648.

Luckenbill, W. B. (1998). Eroticized AIDS/HIV information on public access televi-
sion: A study of obscenity, state censorship, and cultural resistance. AIDS Edu-
cation and Prevention, 10, 229–244.

McCormack & Associates. (1997). The McCormack Survey: A national survey of exec-
utive directors of AIDS service organizations and gay and lesbian social service agen-
cies. Los Angeles, CA: Author.

Meckler, L. (2002, October 1). HIV prevention groups says Bush administration is
targeting their work. Associated Press.

Meyer, J. W. & Rowan, B. (1993). Institutional isomorphism and informal social
control: Evidence from a community mediation center. Social Problems, 40,
445–463.

Milio, N. (1971). Health care organizations and innovations. Journal of Health &
Social Behavior, 12, 163–173.

Miller, R. L. (1995). Assisting gay men to maintain safer sex: An evaluation of an
AIDS service organization’s safer sex maintenance program. AIDS Education
and Prevention, 7(Suppl. 5), 48–63.

Miller, R. L. (1996). Review of Power and Community: Organizational and Cultural
Responses to AIDS. Health Education Quarterly, 23, 543–547.

Miller, R. L. (2001). Innovation in HIV prevention: Organizational and intervention
characteristics affecting program adoption. American Journal of Community Psy-
chology, 29, 195–205.

Miller, R. L. (2003). Adapting an evidence-based intervention: Tales of The Hustler
Project. AIDS Education and Prevention, 15(Suppl. 1), 127–138.

Mitchell, R. E., Florin, P., & Stevenson, J. F. (2002). Supporting community-based
prevention and health promotion initiatives: Developing effective technical as-
sistance systems. Health Education and Behavior, 29, 620–639.

Morrill, C. & McKee, C. (1993). Institutional isomorphism and informal social con-
trol: Evidence from a community mediation center. Social Problems, 40, 445–463.

Neumann, M. S., Sogolow, E. D., & Kelly, J. A. (Eds. ). (2000). Turning HIV preven-
tion research into practice [Special issue]. AIDS Education and Prevention,
12(Suppl. 5A).

Odets W. (1995). In the shadow of the epidemic: Being HIV negative in the age of AIDS.
Durham, NC: Duke University Press.

Oliver, C. (1991). Strategic responses to institutional processes. Academy of Manage-
ment Review, 16, 145–179.

Patton, C. (1986). Sex and germs: The politics of AIDS. Montreal, Canada: Black Rose
Books.

Patton, C. (1990). Inventing AIDS. New York, NY: Routledge.
Perrow, C. & Guillen, M. F. (1990). The AIDS disaster: The failure of organizations in

New York and the nation. New Haven, CT: Yale University Press.

220 Community Interventions and AIDS



Riger, S. (1984). Vehicles for empowerment: The case of feminist movement organ-
izations. Prevention in Human Services, 3, 99–117.

Riger, S. (1999). Working together: Challenges in collaborative research on violence
against women. Violence Against Women, 5, 1099–1117.

Rogers, E. M. (1995). Diffusion of innovations (4th ed). New York, NY: The Free
Press.

Saidel, J. R. (1989). Dimensions of interdependence: The state and voluntary-sector
relationship. Nonprofit and Voluntary Sector Quarterly, 18, 335–347.

Saidel, J. R. (1991). Resource interdependence: The relationship between state
agencies and nonprofit organizations. Public Administration Review, 51, 543–553.

Salem, D. A., Foster-Fishman, P. G., & Goodkind, J. R. (2002). The adoption of in-
novation in collective action organizations. American Journal of Community Psy-
chology, 30, 681–710.

Shilts, R. (1988). And the band played on: Politics, people, and the AIDS epidemic. New
York: Penguin.

Singer, M. (1994). Community-centered praxis: Toward an alternative non-
dominative applied anthropology. Human Organization, 53, 336–344.

Singer, M. (1996). The evolution of AIDS work in a Puerto Rican community or-
ganization. Human Organization, 55, 67–75.

Singer, M., Castillo, Z., Davison, L., & Flores, C. (1990). Owning AIDS: Latino or-
ganizations and the AIDS epidemic. Hispanic Journal of Behavioral Sciences, 12,
196–211.

Singer, M., Flores, C., Davison, L., Burke, G., & Castillo, Z. (1991). Puerto Rican
community mobilizing in response to the AIDS crisis. Human Organization, 50,
73–81.

Spector, M. & Kitsuse, J. I. (1973). Social problems: A reformulation. Social Prob-
lems, 21, 145–159.

Stall, R. (1994). How to lose the fight against AIDS among gay men declare victory
and leave the field. British Medical Journal, 309, 685–686.

Stevenson, H. C. & White, J. J. (1994). AIDS prevention struggles in ethnocultural
neighborhoods: Why research partnerships with community-based organiza-
tions can’t wait. AIDS Education and Prevention, 6, 126–139.

Vaid, U. (1995). Virtual equality: The mainstreaming of gay and lesbian liberation. New
York: Doubleday.

Weiss, C. (1981). Measuring the use of evaluation. In J. A. Ciarlo (Ed.), Utilizing
evaluation: Concepts and measuring techniques (pp. 17–33). Beverly Hills, CA:
Sage.

Weiss, C. (1983). Ideology, interest, and information: The basis of policy decisions.
In D. Callahan & B. Jennings (Eds.), Ethics, the social sciences, and policy analysis
(pp. 213–245). New York, NY: Plenum.

Wilson, P. A. (1995). AIDS service organizations: Current issues and future chal-
lenges. Journal of Gay and Lesbian Health Services, 2, 121–144.

Wohlfeiler, D. (2002). From community to clients: The professionalisation of HIV
prevention among gay men and its implication for intervention selection. Sex
Transm Infect, 78(Suppl. 1), 176–182.

Zibalese-Crawford, M. (1993). Improving service delivery in HIV/AIDS organiza-
tions. In V. J. Lynch & G. A. Lloyd, (Eds). The changing face of AIDS: Implications
for social work practice (pp. 21–38). Westport, CT: Greenwood.

Transferring HIV Prevention Technology to CBOs 221



10

Community HIV Prevention Interventions:
Theoretical and Methodological
Considerations

Ralph J. DiClemente, Richard A. Crosby, & Gina M. Wingood

OVERVIEW

Despite advances in biomedical research, there is still no preventive vaccine
or medical cure for HIV/AIDS. Consequently, efforts to change high-risk
behaviors remain the best available means to prevent HIV transmission.
Because HIV is largely transmitted through sexual behavior and shared
injection drug use, it can be prevented through appropriate behavioral
changes. However, changing HIV risk behavior is particularly difficult be-
cause an individual’s propensity to adopt and maintain behaviors occurs
in the context of their social relationships and lifestyles. As such, these be-
haviors represent the endpoint of a complex decision-making process that
weighs the following relevant internal and external influences: interper-
sonal, social, economic, and psychological influences within a cultural
context superimposed over traditions, values, and patterns of social organ-
ization. While such a complex decision-making process is not easily
amenable to modification, HIV-associated risk-taking is not random, un-
controllable, or inevitable and, of particular importance, many of the fac-
tors that influence these behaviors are modifiable.

Historically, individual-level interventions (i.e., including small-group,
face-to-face interventions) have been designed to maximize direct interac-
tions between those involved in implementing a prevention program and
the recipients of that program. The assumption underling this approach
is that these programs can be intensive, personalized, and can specifically
target recipients’ barriers to adopting and maintaining HIV-protective be-
haviors. An alternative, and potentially more efficacious approach, would
broadly target pockets of at-risk individuals within communities rather
than specific individuals.

Community HIV prevention programs build upon and extend the more
traditional individual approaches. The fundamental premise or rationale for
using multidimensional community interventions is that disease etiology
stems from multiple sources, and thus requires many different approaches
to prevention. Given the magnitude of preventable human immunodefi-
ciency virus (HIV) infections, expanding program delivery to the commu-
nity may amplify the likelihood that substantial numbers of people will
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ultimately be “exposed” to the intervention and, as a consequence, will
subsequently adopt HIV-protective behaviors (Sweat & Denison, 1995;
Waldo & Coates, 2000).

This chapter examines community interventions in the context of HIV
prevention. Initially, we describe the contextual framework of these inter-
ventions and describe the rationale underlying their implementation. We
also describe how community interventions can effectively reduce HIV-
associated risk behavior, as well as key characteristics of community inter-
ventions in contrast to individual-level approaches. Subsequently, we
delineate five essential steps for planning and implementing community in-
terventions. We then devote a substantial portion of the chapter to method-
ological issues in the design of community intervention trials. Finally, we
offer future directions for the design and implementation of community
HIV prevention interventions.

RATIONALE FOR THE DEVELOPMENT AND IMPLEMENTATION
OF COMMUNITY INTERVENTIONS

Health and illness, historically, have been perceived largely as a function
of an individual’s behavior. This individualistic perspective has dominated
the field of health promotion and disease prevention (Crosby, Kegler, &
DiClemente, 2002; McLeroy, Bibeau, Steckler, & Glanz, 1988). As psycho-
logical theories of behavior change, such as Theory of Reasoned Action
(Ajzen & Fishbein, 1980), Social Cognitive Theory (Bandura, 1977; 1997),
and Stages of Change (DiClemente & Prochaska, 1998) were adapted to
health behaviors, individual-level HIV risk-reduction interventions based
on these theories began to address important proximal antecedents of risk
behaviors such as knowledge, attitudes, beliefs, motivation, peer norms,
risk-reduction, self-efficacy, and skill acquisition. These types of interven-
tions have demonstrated evidence, albeit modest, of effectiveness in re-
ducing HIV-risk behaviors (CDC, 1999).

In recent years, the recognition of the multiplicity of social, environmen-
tal, familial, and relational influences that affect an individual’s decision-
making calculus has contributed to an evolving paradigmatic shift from an
individual focus to a focus on the individual-within-community (Sweat &
Denison, 1995; Waldo & Coates, 2000). This broader contextual perspective
recognizes the importance of targeting the multiple sources of influences
that impact individual decision-making processes and, in turn, affect their
behavior.

A substantial body of research indicates that characteristics of commu-
nities may have an important influence on health outcomes and individual
risk behaviors (Robert, 1998; Cohen, Scribner, & Farley, 2000). Ecological
studies have documented associations between community-level social
and economic conditions and a variety of health outcomes (Acevedo-
Garcia, 2001; Cohen et al., 2000; Kaplan et al., 1996; Lynch et al., 1998;
Friedman, Perlis, & Des Jarlais, 2001; Kawachi, Kennedy, & Glass, 1999;
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Kawachi, Kennedy, Lochner, & Prothrow-Stith, 1997; Kreuter & Lezin,
2002). Moreover, community characteristics are associated both directly
and indirectly with individuals’ risks for poor health outcomes, even after
controlling for the effects of individual characteristics (Diez-Roux et al.,
1997; O’Campo, Xue, Wang, & Coughy, 1997).

Emerging HIV prevention research has begun to recognize the impor-
tance and relevance of a adopting a broader prevention perspective de-
signed to address an array of modifiable influences that may impact
individuals’ likelihood of adopting HIV-preventive or risk behaviors. In
their assessment of the relative advantages of the system versus the indi-
vidual approach for changing health behaviors, Green & Raeburn (1990)
suggested that the most appropriate and feasible method for stimulating
health enhancing behavior is at the community-level through multi-
dimensional, community interventions.

There are a number of advantages of community interventions relative
to individual-level interventions. One important advantage of delivering
programs at the community-level is that reaching a broad proportion of
the community may result in changing existing community norms to be
more supportive of health protection behaviors. In turn, these new norms
may prompt continued diffusion of health protective behaviors, reaching
beyond individuals directly exposed to the intervention (Farquhar, 1978).
Community strategies may also be more effective than individual- or
group-level intervention strategies because they integrate multiple levels of
influence (Sweat & Denison, 1995). For example, community strategies may
involve institutional, organizational, community, and policy changes de-
signed to amplify the adoption of HIV-preventive behaviors, as well as fac-
tors designed to affect intrapersonal and interpersonal influences on
behavior (Emmons, 2000; McLeroy et al., 1988). Such changes in commu-
nity organizations, social structures, and norms may promote the long-
term maintenance of HIV-preventive behaviors. Though the promise of
community interventions is considerable, relative to the field of chronic
disease prevention, which has initiated a number of large-scale community
intervention trials (Feinlab, 1996), far fewer have been developed, imple-
mented and evaluated in the field of HIV prevention.

Definition and Rationale for Community Interventions

Despite growing consensus that the community may be the most appro-
priate level at which to intervene with HIV prevention interventions, there
has been little agreement in what constitutes “community.” While com-
munity has been defined in numerous ways by social science researchers,
most definitions shared some common components such as geographic lo-
cation, shared social institutions or interactions, and personal or health
characteristics and/or interests of more or less homogeneous groups of
people who share common goals or purposes (Haglund, Weisbrod, &
Bracht, 1990; Jewkes & Murcott, 1996; Minkler, 1990). Internal strata may
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also define community, with the levels based on biological attributes such
as age, gender, disease status, or risk behavior, or on sociological charac-
teristics such as education or income. As used here, community HIV pre-
vention interventions are programs designed to promote the adoption and
maintenance of HIV-preventive behaviors in either subgroups or localized
populations. The interventions do not target the entire community per se,
but rather are tailored to at-risk segments within the broader community
(e.g., injection drug users).

Regardless of how the community is defined or segmented, it should be
remembered that communities are themselves part of the larger context of
the system or society in which they exist, and are thus subject to influences
from outside forces. Nevertheless, defining a community is a basic require-
ment to intervention planning in that it permits the definition of a more or
less delimited setting in which to implement HIV-prevention activities.

The community intervention approach (i.e., targeting an identified at-
risk subgroup) is a marked departure, philosophically, from the medical
model of disease and its prevention. That is, the community intervention
approach seeks to change not simply individuals but the distribution of
risk (and, by inference, the probability of disease and resulting morbidity
and mortality) in the at-risk subgroup within the broader population.
Within this paradigm, interventions target structures or social networks
rather than specific individuals. Stated differently, community-level inter-
ventions are designed to promote widespread behavior change by utiliz-
ing naturally occurring channels of influence (e.g., social/friendship
networks) and social institutions (e.g., media, social venues) while simul-
taneously providing supportive environmental structures that encourage
the adoption and maintenance of health-protective behaviors. These inter-
ventions may be “expert driven” or they may be based on collaborative
efforts between experts and members of a given community.

Unlike individual-level HIV interventions, the primary purpose (i.e.,
the desired outcome) of community interventions is to shift—in a down-
ward direction—the mean level of risk factors in a given subgroup within
the population (Rose, 1985, 1992). This approach is based on the concept
of population-attributable risk: that is, the amount of disease in a given
population attributable to a specified level of exposure (Hennekens &
Buring, 1987). Population-attributable risk is typically greatest in the cen-
tral part of a disease distribution (i.e., in the bell part of a normal curve).
Thus, the majority of the cases may be observed among individuals with
only moderate levels of risk factors.

Consequently, the community-level approach seeks to identify and alter
the underlying forces within communities that make the disease prevalent
in a given subgroup within the population. That is, rather than attempt
to identify characteristics of individuals that place them at risk for a partic-
ular disease, the community-level approach identifies socio-environmental
factors that are likely to (1) predispose individuals to the adoption of risk
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behavior; (2) prevent individuals from adopting protective behavior; or
(3) lead directly to increased risk for disease, regardless of individuals’ risk
behaviors (Link & Phelan, 1995).

Figure 10.1 (left side) schematically depicts the individual-level ap-
proach to HIV prevention. Individual-level HIV interventions commonly
target those persons identified as “at-risk,” based on some constellation of
behavioral or other characteristics, and efforts are directed specifically to-
ward changing an individuals’ risk behavior. Individual-level approaches to
HIV prevention, unfortunately, are usually not developed on a scale capa-
ble of reaching large segments of the at-risk population. Thus, while the
individual-level approach offers a treatment advantage for small numbers
of program recipients, large numbers of people are: (1) at-risk for HIV but
never identified, (2) at-risk for HIV and identified but do not participate in
an individual-level intervention program, or (3) not currently at-risk for
HIV who—in the absence of exposure to a preventive intervention pro-
gram—might subsequently acquire HIV-associated risk behaviors and
move into the at-risk population.

Figure 10.1 (right side), conversely, schematically depicts the
community-level approach to HIV prevention. Community-level interven-
tions target an at-risk subgroup within the community, however defined,
with HIV prevention messages, often delivered simultaneously through
multiple channels. The primary objective to is change risk behaviors
among a larger segment of the target community. The increase in safer sex
within a community, typified in Figure 10.1 (right side), effectively shifts
the bell portion of the curve; reducing the population-attributable risk. The
end result is an overall shift in risk behaviors from risky sex (left) to safer
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sex (right), reducing the risk trajectory of a community thereby reducing the
incidence rate of HIV infections.

Understanding the pathways through which community interventions
effect behavior change (i.e., reduce HIV-associated behaviors) is critical
for intervention planners and evaluators. Below we describe two broad
pathways of behavior change. Both pathways are derivatives of the com-
munity intervention approach.

COMMUNITY INTERVENTIONS CAN FACILITATE BEHAVIOR CHANGE
THROUGH TWO PATHWAYS

Community interventions can facilitate the adoption of HIV-preventive be-
haviors through two pathways: direct intervention effects (effects produced
through methods used in individual-level programs) or indirect interven-
tion effects (effects produced through methods unique to community inter-
vention programs). In the case of direct intervention effects, community
participants actually interact with program interveners/change agents or
are directly exposed to HIV prevention messages. For instance, direct in-
tervention effects would be palpable in street outreach interventions where
trained outreach works or health educators approach and provide brief, tai-
lored counseling and prevention materials, usually stage-matched or other
motivational-tailored print media, to individuals.

In the case of indirect intervention effects, participants in a target com-
munity do not have to actually interact with behavior change agents for
the intervention to have an impact their behavior. Within the framework
of community interventions, the indirect pathway is most critical to pro-
grammatic efficacy, with respect to both the adoption of HIV-protective
behaviors and the maintenance of these behaviors over protracted time in-
tervals. Nonetheless, it is the synergy created as a function of both path-
ways that magnifies the potential of community interventions to produce
the desired outcome: a downward shift in the mean level of risk factors
found in a given community (see Figure 10.1).

Community interventions also differ from individual-level forms of in-
terventions in that they commonly utilize a broader array of strategies de-
signed to target and integrate multiple levels of influence. HIV-associated
risk and preventive behaviors reflect learned responses shaped largely
through social, political, economic, cultural, and environmental factors,
Thus, promoting behavior change usually requires a simultaneous, multi-
faceted intervention, delivered through many different channels before the
individual, embedded within the community, can make and sustain health-
ful behavior changes (Flora, Saphir, Schooler, & Rimal, 1997). Such HIV
community strategies may involve institutional, organizational, commu-
nity, and policy influences designed to amplify the adoption and mainte-
nance of health promoting behaviors, as well as activities designed to affect
intrapersonal and interpersonal influences on HIV-risk behavior (Sweat &
Denison, 1995; Waldo & Coates, 2000).
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COMMUNITY INVOLVEMENT: A CORE CHARACTERISTIC
OF COMMUNITY INTERVENTIONS

The emphasis on community involvement has evolved over the past few
decades, from programs imposed on the community (usually by well-
meaning public health officials) to interventions developed with the active
involvement of community stakeholders. Such community involvement is
intended to serve multiple goals. It ensures “buy-in” by community mem-
bers, increases avenues for dissemination of intervention components, and
promotes trust between interventionists and consumers. Furthermore,
community ownership increases the likelihood that the program will
be sustained after the initial intervention has been completed and outside
resources (i.e., funding and trained personnel) have been withdrawn (But-
terfoss & Kegler, 2002). In addition, community interventions are more
likely to be successful when they are part of a community initiative rather
than a program imposed from the outside (Thompson & Kinne, 1990). In
the field of HIV prevention, for example, many of the initial community
interventions were developed by grassroots service organizations.

The primary core characteristic, then, is to empower the local commu-
nity (however it is defined) to change lifestyle behaviors detrimental to
health by their inclusion in efforts to alter political, social, economic, and
environmental structures to promote rather than hinder needed changes
(Guldan, 1996). Developing a sense of ownership for community interven-
tions usually begins with an initial organizing effort. Thus, it is often as-
sumed that the success of any community intervention is dependent on
how much community involvement the intervention generates. No inter-
vention can be optimally successful without being accepted by the audi-
ence for which it was designed. To facilitate the community organization
process, Bracht and Kingsbury (1990) have proposed a five-stage process
that involves members of the community in the following aspects of the
community intervention: community analysis, design and initiation, im-
plementation, maintenance and consolidation, and dissemination and re-
assessment of the process.

While there is some research focusing on the role of community in-
volvement in community interventions (Butterfoss & Kegler, 2002), empir-
ical evidence establishing the value of such involvement in the successful
implementation of community interventions has not been provided. For
example, it is unclear what level of community involvement is needed, at a
minimum, to achieve and sustain intervention effects. As the field of com-
munity intervention research matures, we can begin to develop a coordi-
nated program of research designed to address this key issue.

PLANNING COMMUNITY INTERVENTIONS

The following five fundamental planning factors enhance the success of
community interventions:
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1. Conduct a thorough and comprehensive needs assessment. A thorough
and comprehensive qualitative and quantitative needs assessment
should be conducted by individuals knowledgeable in these
procedures. Determining the social character of the intended
intervention community or target population and analyzing edu-
cational needs, readiness, and support, facilitate the design and
success of the community intervention. When engaging in com-
munity assessment, and when implementing and evaluating the
intervention, it is important to be aware of and sensitive to the cul-
ture, beliefs, and needs of the target population. In this aspect of
planning, community involvement ensures a better understand-
ing of the community and garners the local support that is essen-
tial to program success. When conducting randomized controlled
trials, community involvement is typically designed to facilitate the
development and implementation of an effective intervention
rather than shape the research design, measurement instruments,
or evaluation criteria.

Assessment procedures should include modes that ensure a
multidimensional analysis of the target community, including
data on social, educational, epidemiological, and organizational
factors that serve to directly or indirectly influence health status.
Social issues essential to a community assessment include, but are
not limited to, socio-economic characteristics of the proposed tar-
get population and access to health and other support facilities. A
determination of health or other needs as perceived by commu-
nity members is perhaps the most important part of a needs as-
sessment. Actual patterns of morbidity and premature mortality
are identified in the epidemiological component of the assess-
ment. Having a theoretical framework on which to base the needs
assessment can help to ensure that all relevant information is
gathered (see below).

2. Adopt a theoretical framework for guiding development, implementation,
and program evaluation of community HIV prevention interventions.
Knowledge and utilization of an appropriate planning framework
gives structure to the community intervention by facilitating the as-
sessment process and guiding the development of subsequent in-
tervention components. It focuses on assessing intrapersonal,
interpersonal, institutional, community and/or public policy fac-
tors that may influence individual and community health morbid-
ity (Haglund et al., 1990). Unlike psychosocial theories that
describe individual cognitive factors and predispositions associ-
ated with behavior, community planning frameworks guide and
tailor the design, implementation, and evaluation of interventions
for specific at-risk subgroups within a population or community.

A number of models can be used to facilitate the planning,
implementation, and evaluation of specific community health
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interventions. Perhaps the most influential planning model is
PRECEDE-PROCEED, developed by Green and Kreuter (1991).
PRECEDE is an acronym that stands for “predisposing, reinforc-
ing and enabling causes in educational diagnosis and evalua-
tion”. The PROCEED component of the model stands for “policy,
regulatory, organizational constructs in educational and environ-
mental development”. The model can guide the interventionist
through a multidimensional diagnosis of the population, its
needs, and other factors that may influence health status in both
individuals and the community. Application of the PRECEDE-
PROCEED model requires the intervention plan to evaluate so-
cial, educational, and organizational factors that can influence
health status potential. In addition, it helps in negotiating with or-
ganizational structures to access available resources.

A similar model often used to facilitate the development of
community interventions is PATCH, or “planned approach to
community health”. Developed by the United States Public
Health Service in 1981, PATCH provides a structured approach to
developing interventions that are truly community programs,
adapted to local characteristics and needs. The model has three
major components: (1) community mobilization, (2) community
diagnosis, and (3) community intervention. PATCH stresses hori-
zontal and vertical collaborations among local, state, and federal
agencies to provide the resources and support needed to imple-
ment the community intervention.

Another useful, and more recent, planning framework is
MATCH (“multilevel approach to community health”; Simons-
Morton, Greene, & Gottlieb, 1995). MATCH is also concerned
with involving the local community in planning and implemen-
tation of community health interventions. Both PATCH and
MATCH provide for a structured assessment of various factors that
may influence the health status of individuals and communities
alike. Each model shares common elements with PRECEDE-
PROCEED. However, PRECEDE- PROCEED focuses predomi-
nantly on an extensive needs assessment, while PATCH emphasizes
collaboration between the community and local, state, and federal
partners (Kreuter, 1992; Simons-Morton et al., 1995), and MATCH
stresses implementation of an intervention.

3. Integrate socio-ecological theories of behavior change into the interven-
tion program. In addition to the planning models mentioned
above, a number of theories of behavior change have been used to
plan and structure community interventions, in both the field of
chronic diseases and the field of HIV prevention. These theories
are used to predict and explain why people do or do not engage in
preventive health behaviors. Most can be subsumed under the cat-
egory of social learning models; including the health belief model
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(Becker, 1974; Rosenstock, 1990; Janz & Becker, 1984), Bandura’s
(1994) social cognitive theory, the theory of reasoned action
(Ajzen & Fishbein, 1980) and its extension, the theory of planned
behavior, and the transtheoretical model (Prochaska, DiClemente,
Norcross, 1992). There is substantial evidence that the use of be-
havior change theories is instrumental for the design of effective
HIV risk-reduction interventions across diverse populations (Pe-
terson and DiClemente, 2000).

However, a major limitation of these theories is their over-
emphasis on intrapersonal influences (i.e., attitude, beliefs, inten-
tions) and a lack of recognition of the integral role that ecological
and cultural influences play in influencing behavior. While the
core constructs of some psychosocial theories (i.e., social cogni-
tive theory, transtheoretical model of behavior change) do, in fact,
include environmental influences and constraints, they are rarely
assessed and, when assessed, they are poorly operationalized.
Thus, as noted in preceding sections of this chapter, behavior
change theories alone, though useful for guiding individual-level
interventions, lack robustness of effects given their limited focus
on intrapersonal influences.

Newer models of behavior change that address the socio-
ecological causes of risk and protective behaviors across different
levels of causation are sorely needed to explain more fully the
complexity of health behavior, including HIV-associated risk and
protective behavior (Crosby et al., 2002; McLeroy et al., 1993). An
emerging generation of social and ecological models explicitly as-
sess the impact of the social environment as a key determinant of
individual’s behavior (Hovell, Wahlgren, & Gehrman, 2002; Win-
good & DiClemente, 2002; Crosby et al., 2002). In addition, they
view individual behavior as resulting from a transaction between
individuals and their environment, sometimes referred to as “re-
ciprocal causation”.

Taken together, the models shift attention to interventions di-
rected at changing interpersonal, organizational, community, and
public policy. They follow the indirect pathway of behavior
change outlined earlier and assume that appropriate changes in
the social environment will produce changes in individuals. They
also include community involvement as integral for implement-
ing environmental changes. Because these newer models address
the social causes of risk and protective behaviors across different
levels of causation, they may be better suited to guide community
interventions, given their broader, contextual focus.

4. Use implementation models to guide intervention delivery. Often over-
looked in the design of community interventions is the use of
implementation models. Implementation models are used to
structure and execute the intervention. Methods and techniques
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typically used in individual behavior change interventions, such
as one-on-one counseling or small-group intervention sessions,
would be prohibitively expensive if applied to an entire commu-
nity. Hence, other strategies are necessary when implementing
community intervention programs where the need is to reach a
wide audience, either the general population or one or more spe-
cific target groups. Messages for a broad, diverse audience are by
definition, less personalized and easier for the individual to ig-
nore. Thus, reaching a community audience requires that the mes-
sage be repeated through as many channels as possible and as
often and in as many different forms as possible. Selection of chan-
nel delivery and diversity of message channels is therefore vital to
reaching different audience segments.

Print media, often referred to as small media in HIV commu-
nity interventions, has been an integral component of many inter-
ventions. Use of print media is supported by Flora et al. (1997),
who present research suggesting that print media channels pro-
duce higher-involvement cognitive processing of information than
television and demonstrate larger increases in knowledge and
greater behavior changes. Nevertheless, not all individuals will re-
spond to print material either because of problems with reading
and interpretation, primarily attributable to low literacy, lack of ex-
posure to printed material, or other reasons. Therefore, it is essen-
tial to know the socio-demographic profile of the target community
or group for whom the message is intended in order to design a
message or messages that are pertinent and effective for a particu-
lar audience.

Two theoretical models used to guide the implementation of
community interventions for HIV prevention are social marketing
(Kennedy & Crosby, 2002) and diffusion of innovation (Rogers,
1995). Social marketing is a process by which specifically designed
programs, messages, or ideas are promoted to a particular audi-
ence, using advertising techniques originally designed to sell con-
sumer goods. Targeted messages, formulated to bring about
behavioral change, are disseminated throughout a selected site
and via a given mode to increase their probability of acceptance by
the target population (Lefebvre & Flora, 1988). Use of social mar-
keting strategies enables greater penetration and promotion of a
message to various segments of a community. The success of so-
cial marketing efforts depends on the consumer’s interpretation
of the message and his or her belief that the message is beneficial.
The message content, clarity, presentation, and delivery channels
are vitally important and must be thoroughly researched as to ap-
propriateness and effectiveness for the target population. Knowl-
edge of optimal communication and distribution strategies is also
essential.
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While social marketing interventions are not widely evaluated
in the U.S., there is evidence that social marketing (particular
media-based approaches) can help increase awareness of the HIV
epidemic and encourage public funding for prevention, treatment
and social services. In a number of European countries, as well as
in Canada, New Zealand and Australia, social marketing cam-
paigns have been instrumental in creating a social climate that
makes a wide spectrum of prevention strategies more acceptable.
In addition, messages about HIV disseminated through the social
marketing, particularly the use of mass media, may facilitate more
open discussion of sexuality in circumstances where this was pre-
viously not possible. The widespread promotion of condoms, for
example, that is now common in most countries of Western Euro-
pe may reflect, to some extent, the attention given to the HIV epi-
demic by mass media (Rivers & Aggleton, 2000).

Social marketing and media interventions are not a panacea.
Whether such media campaigns would enjoy support and success
in the United States is arguable. However, media programs, even
those that may be less candid or innovative, may still serve to cre-
ate a social climate conducive to open discussion about sex, STDs
and HIV. Media messages may also reinforce prevention messages
for individuals exposed to other, more intensive interventions (i.e.,
individual-level, relational-level, or family-level). In this way, me-
dia campaigns may directly impact individuals’ behavior and
may indirectly influence behavior by affecting social norms to
help sustain newly adopted HIV-preventive behaviors or rein-
force maintenance of low risk behaviors in the face of countervail-
ing social pressures.

Diffusion of innovation theory attempts to explain how a
change or innovation is disseminated throughout cultural or so-
cial systems (Oldenburg, Hardcastle, & Kok, 1997; Rogers, 1995).
The innovation may be a product, a new way of doing things, or
an idea about appropriate health behaviors. This theory centers
on the distribution of a message or innovation to one or more
groups or subgroups in a community over a selected and pre-
determined period of time. The theory suggests that change is
adopted by a sequential process of awareness of the innovation,
persuasion of the benefits of the making the change, making the
decision and implementing change, and finally, confirmation that
the innovation is beneficial (Rogers, 1995).

The diffusion process is enhanced by identifying specific inter-
ventions, channels, methods, and modalities likely to reach the
greatest proportion of the target community (Bracht, 1990). Most
importantly, diffusion is fostered by initially promoting adoption
among key opinion leaders who then influence others to adopt
the innovation. As progressively larger numbers of people adopt
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the innovation, the behavior becomes more normative and thus
lends itself to further dissemination. Many community HIV inter-
ventions have successfully utilized variants of diffusion of innova-
tion as the guiding dissemination model.

5. Use diverse intervention modalities. As the review of theoretical
models above indicates, community interventions may optimize
their efficacy by using a diverse array of intervention modalities,
strategies, and techniques delivered through a broad spectrum of
implementation channels. Using a variety of intervention strate-
gies and methodologies increases the probability that the inter-
vention messages will reach, and be understood by, members of
the target population. This, of course, requires a detailed commu-
nity assessment and formative research to identify and character-
ize those strategies and implementation channels that may be
most relevant, appropriate and effective at accessing the target
community and encouraging behavior change.

Table 10.1 summarizes five representative studies to outline the inter-
vention strategies and channels commonly utilized in community HIV in-
terventions. Programs universally relied on two primary strategies:
dissemination of HIV-prevention education materials and the use of peer
educators. The latter method may be one of the most important activities
in that it creates the possibility of a diffusion effect. Ideally, key opinion
leaders foster “buy in” from members in the target community because
they are people who are trusted and respected by members of the target
population. In addition, they are also people with whom the target popu-
lation could identify, thus enhancing the credibility and salience of the
prevention messages. In turn, these community members may influence
others to adopt and advocate HIV preventive behaviors. While the goal of
adopting the protective behavior is the desired study endpoint, the goal of
convincing people to also become advocates of others’ behavior change
accelerates the trajectory of the diffusion process. Of interest, an impor-
tant study noted that persons who agree to advocate condom use to others
are especially likely to become regular condom users (Stone et al., 1994).

Outreach has also been a common method. Unlike peer diffusion tech-
niques, outreach is based on the efforts of project staff members (who may
or may not be key opinion leaders of the community). Consistent with the
peer diffusion model, evidence suggests that employing outreach workers
who are also respected community members may be especially effective
(Eng & Parker, 2002). Although outreach workers diffuse HIV-prevention
messages, they may also conduct small-group sessions and organize “com-
munity events” that are designed to attract members of the target audience.
Events may include safer sex parties, community workshops, (Lauby et al.,
2000), musical events, and potluck dinners (Sikkema et al., 2000). Select-
ing venues and themes for these events is a process best addressed by
member-driven project advisory boards. For example, in a study reported
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Table 10.1 Implementation Methods Reported in Five Selected Trials of Community-Level HIV Intervention Programs

Methods

Education Business 
Study Materials Peers Involvement Outreach1 Events Condoms Media Groups

Kelly et al., 1997 X X X

Sikkema et al., 2000 X X X X X X

Lauby et al., 2000 X X X X X X X

Kegeles et al., 1996 X X X X X X

CDC, 1999 X X X X X

1 Involves the use of trained staff or community members who specifically agree to diffuse HIV prevention messages.



by Kegeles et al. (1996), a “core group” of community members served as
the primary decision-making body for all project-related activities.

Finally, two other methods of community intervention are shown in
Table 10.1: condom distribution and media promotion of HIV-prevention
messages. While the former is common in the context of individual-level
HIV prevention programs, the latter is unique to and, in fact, defines com-
munity programs. Each method may contribute to promoting condom use
and other forms of HIV-protective behavior as normative. Indeed, a hall-
mark of community HIV prevention interventions is to foster community-
wide norms that support the practice of safer sex. As described in many
behavior change theories such as the theory of reasoned action, the theory
of planned behavior, and the transtheoretical model; increasing indi-
viduals’ perceptions of supportive norms may be an important catalyst
of behavior change. While each of the methods provides a distinctive
contribution to community-level HIV/ASIDS intervention, it is the use of
multiple methods in concert that define the distinctive community-level
approach.

METHODOLOGICAL CONSIDERATIONS

Rigorous evaluation of community interventions is critical to assessing
program efficacy and providing feedback to enhance program perfor-
mance. Community intervention trials necessarily require acute attention
to design and analysis. It is beyond the breadth and scope of this chapter
to present an in-depth analysis of the methodological issues in the design
and analysis of community intervention trials in general, or HIV commu-
nity intervention trials in particular. We will, however, describe some of
the fundamental methodological issues that impact the design and analy-
sis of community HIV intervention trials.

Community Intervention Trials May Include Nonrandomized
or Randomized Designs

Nonrandomized Designs Nonrandomized community intervention trials
employ identifiable groups as the unit of assignment but do not employ
randomization. As such, they represent a form of quasi-experimental de-
sign. Analogous to other nonrandomized individual-level designs, these
community intervention trials face substantially greater threats to internal
validity than do randomized trials. At the same time, if circumstances pre-
vent randomization, a nonrandomized group trial may be the only design
alternative. Although such quasi-experimental designs lack the internal va-
lidity provided by experimental designs, they may be a better approxima-
tion of the “real world” and therefore have greater external validity. Indeed,
HIV interventions have not typically randomized communities to treat-
ment conditions because doing so would present insurmountable practical
and political barriers.
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Group-randomized Trials Group-randomized trials represent a subset of a
larger class of designs referred to as nested, hierarchical, multilevel, or clus-
tered designs. Units of observation are typically nested within identifiable
groups or clusters, which are in turn nested within study conditions. As
used here, the label group-randomized trial refers to a design in which
identifiable groups are assigned to study conditions for the express pur-
pose of assessing the impact of one or more interventions on study end-
points. The terms nested, hierarchical, multilevel, and clustered designs
refer more broadly to any data set that has a hierarchical structure, as well
as comparative studies (Bryk & Raudenbush, 1992).

In public health and medicine, the standard for assessing the efficacy of
an intervention has been the randomized clinical trial, a tightly controlled
experiment designed to maximize the investigator’s ability to draw a
causal inference about the effect of the treatment(s) on trial endpoint(s).
Although similarities between clinical trials and community interventions
exist, numerous differences define the two strategies (see Table 10.2).

The clinical trial in which individuals are randomly assigned to condi-
tion is well-known (e.g., two eminently readable texts are by Piantadosi,
1997; Pocock, 1983). These trials are characterized by randomization of
individuals to study conditions, often after extensive screening for eligi-
bility. They often have strong internal validity, allowing clearer causal in-
ference, but weak external validity, or the ability to generalize the findings
to individuals outside the trial. The participants may or may not represent
any identifiable population or subpopulation, but they are always ran-
domized as individuals to the study conditions. The study conditions may
not reflect the “real world” well; however, the design hallmark of these tri-
als is optimal experimental control.

By contrast, in community trials the unit of assignment is an identifiable
group rather than an individual. Such groups are not formed at random,
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Table 10.2 Key Differences Between Randomized, Controlled, Clinical Trials and Community
Intervention Trials

Clinical Trials Community Trials

1 Single layer structure Hierarchical structure

(the person is the unit of (the person is only the 

assignment and observation) unit of observation)

2 Strong internal validity Strong external validity

3 Bias is random Bias may be systematic

4 Random assignment Matched assignments

5 Statistical power can be strong Statistical power is generally

problematic

6 Usually based on a convenience Communities are purposefully

sample selected



but rather through some connection among their members. Groups may be
defined by their physical structure, as is the case for schools, bars, clinics,
etc. In other cases, the groups may be defined by geography, as with whole
communities and counties. Alternatively, groups may be characterized by
HIV-associated risk behaviors (e.g., injection drug users). Other examples
are neighborhoods or, in other cases, the groups may be defined by a social
connection, as with a church or other social organization.

Community trials employ random allocation of identifiable groups to
study conditions; as a result, they are true experiments. Randomization
provides a statistical basis for the assumption of independence of errors at
the level of the unit of assignment and serves to distribute potential
sources of bias evenly across the study conditions. If a sufficient number of
groups are randomized to each condition, inferences based on a valid
analysis can be as strong as those obtained from a randomized trial of in-
dividuals. For this reason, the community-randomized trial is the stan-
dard in public health when identification of specific groups is feasible.

However, while the units of observation (i.e., the source of measure-
ment) are individuals comprising the groups that serve as units of assign-
ment, they typically involve only a limited number of assignment units in
each study condition. Because only a limited number of discrete groups are
typically available, there is usually an insufficient number of assignment
units to ensure that randomization has an opportunity to evenly distribute
potential sources of bias across the intervention conditions. This increases
the potential for bias in community-randomized trials.

Key Design and Analytic Issues

The design of community-level HIV prevention interventions is intimately
linked to a host of analytic issues; thus, design and analysis should be
planned concurrently. First, as mentioned above, community-level trials
are unique in that they typically involve few units of analysis. This creates
multiple problems of analysis and interpretation. For example, Murray
(1998) noted that even with random assignment of communities in
community-level trials, randomization might not always be effective, par-
ticularly in trials involving small numbers of communities. The few units
of analysis in community-level interventions also give rise to low statisti-
cal power.

Several solutions have been suggested to remedy problems associated
with low statistical power. Murray (1998) emphasized measurement of all
possible sources of variance, assuring that all statistical assumptions are
met, and designing the study to focus on a single, primary endpoint. An ad-
ditional solution is to analyze the unit of observation (i.e., individuals) and
statistically control for similarities within the unit of randomization (i.e.,
account for the intraclass correlation often observed within clusters such
as communities). Fishbein (1996) suggested that precisely defining the
behavioral endpoint of the community-level intervention and defining/
clarifying the outcome measure with equal precision could enhance power.
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Despite methods of compensating for low statistical power, the major-
ity of community-level interventions have been underpowered, resulting
in only modest evidence to support effectiveness (Fishbein, 1996). Indeed,
Fishbein has noted that community interventions often lack power to de-
tect even medium effect sizes, let alone small effect sizes. This is unfortu-
nate because small effect sizes in community-level interventions may be
very meaningful at the population level (Fishbein, 1996).

Koepsell, Diehr, Cheadle, and Kristal (1995) pointed out that loss of sta-
tistical power in community-level interventions commonly results from
matching communities on variables that are not strongly correlated to the
outcome measures. Accordingly, they advocated matching communities
based on careful assessments of associations between community charac-
teristics and trial endpoints. This process requires time and resources to
conduct thorough preliminary analyses of the communities. Although it
can result in increased statistical power, this practice is not usually included
in the design of community interventions.

Second, community HIV interventions typically use nested cross-
sectional designs, nested cohort designs, or a combination of the two de-
signs. Nested cohort studies follow members, “nested” within selected
communities. In the context of nested cohort designs, a common problem
is high attrition rates. Alternatively, nested cross-sectional studies require
successive waves of surveys administered to random samples of commu-
nity members. One problem with this approach is that the time of the year
when the survey is administered must be common across each commu-
nity (Murray, 1995). In addition, measures should be taken to avoid an in-
teractive effect between the community and the person administering the
survey (Murray, 1998).

An additional issue with community interventions is community se-
lection. Community selection should be based on several criteria, includ-
ing ample distance (including nonoverlapping media markets) between
selected communities to avoid contamination effects. If communities
are to be randomized, then all communities involved must first express
willingness to be assigned to any of the intervention conditions, includ-
ing any “no-treatment” or “wait-list” condition included in the study
design.

When communities are matched, it is critical to assess comparability
with respect to potential socio-demographic confounders, for example,
race, age, income and education. When differences between matched com-
munities are discovered, they should be controlled for statistically. A par-
ticularly important confounding variable that should be avoided is the
existence of similar programs in either the intervention or comparison
communities. Similar programs in the comparison communities create a
bias toward the null hypothesis (i.e., no difference between the interven-
tion and comparison communities) and result in Type-2 error; whereas,
similar programs in the intervention communities may complement or
amplify planned intervention activities and, thus, create a bias toward
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Type-1 error (i.e., falsely rejecting the null hypothesis in favor of the re-
search hypothesis).

Effectiveness versus Efficacy

Efficacy, a measure of impact under ideal circumstances, is more charac-
teristic of individual-level randomized interventions. Alternatively, effec-
tiveness, a measure of impact under ordinary circumstances, more aptly
describes community interventions. Thus, findings from community in-
terventions are much more likely than those from individual-level inter-
ventions to reflect the “true” effect of the intervention on the target
population.

INTERPRETING FINDINGS FROM COMMUNITY INTERVENTIONS

Community trial design and the analytic methods may over-represent or
under-represent efficacy of the intervention. Several critical factors should
be considered subsequent to observing significant or insignificant results.
Some of the more important factors follow:

1. In nested cohort designs, findings may be biased by differences
between the cohort recruited from a target community and the
greater community. This may be particularly problematic when
cohort participation rates are low and attrition rates are high. For
example, when cohort participation is low, there is the potential
for a selection bias (i.e., individuals who have elect to participate
in the cohort differ on some measured or unmeasured character-
istics from those who chose not to participate). In this instance,
the cohort may or may not be representative of the target commu-
nity. High attrition rates in the cohort may also jeopardize the va-
lidity of the findings. In this case, individuals who drop out of the
trial may differ on measured or unmeasured characteristics from
those who complete the trial (i.e., those remaining in the cohort
may not be representative of the entire cohort or the greater com-
munity.

2. The use of biological endpoints in HIV prevention intervention
trials is becoming increasingly more desirable because they pro-
vide an objective and quantifiable measure of intervention effects
(DiClemente, 2000). However, with respect to community HIV
trials, assessed biological endpoints may under-represent the ef-
ficacy of the intervention. For example, assume that in a well-
designed and carefully implemented community trial, the
investigators used sexually transmitted diseases (STDs) as a
proxy measure for HIV risk (given the greater prevalence and in-
cidence of STDs relative to HIV infection). The data analysis,
equally well-planned and -conducted, observed no treatment
effect; that is, there was no difference in the incidence of STDs
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between the intervention and comparison communities. How-
ever, an analysis of behavior change identifies significant differ-
ences (between intervention conditions) in the HIV-associated
risk behaviors that were targeted by the intervention, with the in-
tervention communities having significantly higher rates of
condom-protected sexual intercourse. Thus, the null findings ob-
served with respect to the biological outcome may not represent
lack of an intervention effect. Monitoring changes in HIV risk be-
haviors (i.e., reductions in risky sex or use of unclean injection
equipment) rather than relying on changes in biological out-
comes (e.g., STD incidence) may better reflect intermediate levels
of intervention efficacy.

Furthermore, as more trials begin to incorporate biological
measures to complement behavioral measures of efficacy (Fish-
bein & Pequegnat, 1999), data analytic strategies will need to as-
sess intervention impact for both intermediate or proximal
outcomes (i.e., risk behaviors) and the primary or distal outcome
(i.e., disease incidence). Also, behavior change may not necessar-
ily result in decreased incidence of disease because other factors
(e.g., social mixing patterns and sexual “bridges” between socio-
sexual networks) may have a profound influence on disease out-
comes independent of increases in sexual-protective behavior.
Only by examining both outcomes can we truly evaluate pro-
grammatic efficacy.

3. As noted by Lauby et al. (2000), intervention effects may not be
observed immediately post intervention, but may take protracted
time periods before they occur and can be accurately measured.
This is particularly important given that community effects are
dependent on a diffusion process that may lag behind implemen-
tation of the intervention. Thus, having a narrow follow-up pe-
riod to monitor intervention impact may result in determining
that a “truly” effective intervention is ineffective.

FUTURE DIRECTIONS FOR COMMUNITY HIV PREVENTION RESEARCH

There are many challenges to the use of community HIV prevention trials.
Understanding these challenges, their effect on the validity of the find-
ings, and the strategies that are available to meet them is critically impor-
tant. There is no question that it is more challenging to change the health
behavior and risk profile of a whole community than to make similar
changes in smaller identifiable groups such as those at worksites, physi-
cian practices, schools, and churches. And while no meta-analysis has
been published, it is quite possible that the magnitude of the intervention
effects reported for community intervention trials have been greater for
trials that involved smaller groups than for trials involving such large ag-
gregates as whole communities.
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Communities are not homogeneous entities. Rather, they are a mosaic
of subgroups and micro cultures, differing in their propensity to engage
in HIV-associated risk behaviors. Thus, the occurrence of HIV risk is not
evenly distributed in the population but is segmented in pockets of high
prevalence. Viewing communities in terms of the risk of identifiable seg-
ments and types of social networks should allow us to much better tailor,
focus, and deliver community HIV prevention interventions to those at
greatest risk. It may also allow us to better understand what community
characteristics serve to increase the vulnerability to HIV among popula-
tion members and what community characteristics seem to protect against
risk (Kelly, 1999).

There are several reasons why community HIV intervention trials would
do well to focus on discrete groups rather than on whole cities or similar
aggregates. Targeting smaller groups allows the inclusion of more groups
in the design, thereby improving the statistical power and the validity of
the trial. With smaller groups, it is also easier to tailor and focus interven-
tion activities on the target population. Also, with smaller groups, the cost
and difficulty of the implementation of the study generally are reduced.

Community HIV intervention trials, as noted above, confront a host of
theoretical and methodological challenges. However, they hold great
promise for accessing and modifying HIV-associated risk behaviors, in a
cost-effective way, among large segments of the population. Clearly, we
should gather the knowledge necessary to refine our approaches (Susser,
1996). For scientific reasons we prefer community HIV randomized trials
over quasi-experimental designs. We need to develop increasingly sophis-
ticated ways to construct such trials so that they are (1) sufficiently rigor-
ous to avoid the pitfalls common to all comparative trials, as well as those
peculiar to group-randomized trials, (2) powerful enough to provide an
answer to the question of interest, and (3) inexpensive enough to be prac-
tical. For example, research could investigate 1) the use of continuous sur-
veillance as a method that would allow monitoring of trends in the
endpoints, 2) the use of community indicators as endpoints (i.e., collective
self-efficacy), 3) the use of frequent but small surveys in lieu of infrequent
but large surveys, 4) improved data analytic methods, and 5) analytic
methods for the comparison of model-based and randomization-based
methods to identify the conditions under which one approach is preferred
over the other.

There is every reason to expect that continuing methodological improve-
ments will lead to better trials and that better trials will have more satisfac-
tory results. For example, Rooney and Murray (1996) presented the results
of a meta-analysis of community intervention trials in the smoking-
prevention field. One of the findings was that stronger intervention effects
were associated with greater methodological rigor. Stronger intervention ef-
fects were reported for studies that planned from the beginning to employ
the unit of assignment as the unit of analysis, that randomized a sufficient
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number of assignment units to each condition, that adjusted for baseline dif-
ferences in important confounding variables, that had extended follow-up,
and that had limited attrition.

Future HIV community trials will be stronger and more likely to report
satisfactory results if they (1) address an important and very specific re-
search question, (2) employ an intervention that has a strong theoretical
base and preliminary evidence of feasibility and efficacy, (3) randomize a
sufficient number of assignment units to each study condition so as to have
good power, (4) are designed in recognition of the major threats to the va-
lidity of the design and analysis of group-randomized trials, (5) employ
good quality-control measures to monitor fidelity of implementation of in-
tervention and measurement protocols, (6) are well-executed, (7) employ
good process-evaluation measures to assess effects on intermediate end-
points, (8) employ reliable and valid endpoint measures, (9) are analyzed
using methods appropriate to the design of the study and the nature of the
primary endpoints, and (10) are interpreted in light of the strengths and
weaknesses of the study.

Concomitantly, improvements in methodological rigor, while necessary,
will not be sufficient. No matter how well-designed and -evaluated a com-
munity HIV trial may be, strengths in design and analysis cannot over-
come a weak intervention. Future trials will need to draw on a deeper
understanding, now lacking, of methods for bringing about social change
(Susser, 1995), and the nature of the change process in a broader societal
context. To some extent, HIV community interventions, though effective,
have not fully captured the complexity of community dynamics, the intri-
cacies of formal, as well as informal community structures, and the effects
of countervailing societal and economic forces that impact change pro-
cesses. Thus, HIV community trials will benefit from a deeper understand-
ing of (1) the array of community influences that impact and reinforce
individual’s HIV-preventive and risk behaviors for diverse populations
(DiClemente, Wingood, & Crosby, 2003; DiClemente & Crosby, 2003),
(2) the nature of resistance to change and sources of this resistance, and
(3) how to measure change in the HIV prevention fabric of a community
(Kelly, 1999).

CONCLUSION

Community HIV interventions marshal new kinds of data, ask new and
broader questions regarding the range of influences that affect risk of
HIV, and most importantly, create new and promising options for HIV pre-
vention. Just as the chronic disease community demonstration programs
enriched our knowledge base, the recently concluded community HIV in-
tervention programs may give us impetus to uncover the complex
dynamics that govern the adoption and the long term maintenance of
HIV-preventive behaviors. As community HIV interventions become an

Community HIV Prevention Interventions 243



increasingly promising weapon in our prevention armamentarium, further
development of these interventions is an essential public health priority
(Kelly, 1999). However, for the science of community HIV interventions to
progress more rapidly with respect to theory, behavior change strategies,
and design and analytic methodology, a comprehensive and coordinated
infrastructure to conceptualize, stimulate and support community HIV in-
tervention research remains of critical importance.
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11

Comprehensive Dynamic Trial Designs
for Behavioral Prevention Research With
Communities: Overcoming Inadequacies of
the Randomized Controlled Trial Paradigm

Bruce D. Rapkin & Edison J. Trickett

In considering how behavioral prevention research could best lead to sus-
tained risk reduction at community or population levels, we focus on the
following question: How does the prevention research paradigm help or
hinder our ability to develop sustainable community-level change? “The
prevention research paradigm” refers to the routine way in which our sci-
entific community identifies, tests, and draws conclusions about strate-
gies to reduce HIV risk behavior (Wandersman, 2003).

The heart of this paradigm is the randomized controlled experiment to
compare one or more prevention approaches (DesJarlais et al., 2004). The
randomized controlled trial (RCT) paradigm is so central to the work that
we do that it often treated as synonymous with science and rigor (Black,
2001; Stephenson & Imrie, 1998; Victoria, Habicht, & Bryce, 2004). Preven-
tion approaches in such trials are most often cast in a standard or “manu-
alized” form. Evaluation includes at least one baseline assessment prior to
the intervention, followed by one or several post-intervention reassess-
ments. This behavioral prevention paradigm has become increasingly so-
phisticated, often including direct measures of psychological mediators
and checks of fidelity to protocols (Neumann et al., 2002; Semaan et al.,
2002).

When asked to address how the RCT might relate to the community
impact of HIV prevention research, one of us (Rapkin) found himself de-
railed by two incidents. First, a colleague and I were seeking biostatistical
consultation on an intervention trial to help newly diagnosed women
make decisions about disclosing their HIV status. We wanted to see
whether our intervention helped women optimize outcomes in all relevant
life domains, a choice necessitating multiple potential outcome variables.
However, our consultant insisted that since we were conducting an RCT,
we needed to specify a primary outcome. We pointed out that the most
important outcomes for women who choose to conceal their status might
be irrelevant to others who chose to disclose. Nonetheless, rules of the
RCT dictated that there had to be a “primary outcome” so we would know
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how to power the study. Rather than have outcomes that address the con-
text of women’s lives as we had hoped, we had to settle on psychological
distress as the primary variable of interest, equally applicable to all
women, but also several steps removed from the decisions we were inter-
ested in.

Second, another colleague presented a proposed intervention study us-
ing a two-arm RCT to compare spirituality-based patient support groups
to standard mutual support groups. Pilot work had suggested that many
patients would prefer spirituality-based coping strategies. For rigor’s
sake, he proposed to randomly assign patients to these two intervention
arms. The following question arose: If this new method is intended to ac-
commodate patient preferences, does it make sense to ignore them in test-
ing the program? If people are not “neutral” about their spiritual beliefs
and practices, randomly assigning them to a condition that they would
not choose could grossly affect the results. Patients who feel strongest
about their placement may drop out, refuse randomization, or choose not
to respond to study advertisements and would thus be underrepresented
in the research. The investigator acknowledged this problem but was con-
cerned about how grant reviewers would respond if he deviated from the
RCT paradigm.

Why do researchers have to simplify or distort their questions for the
sake of the RCT design? If we know that patients’ preferences matter, why
is it more scientific to ignore them when we compare interventions? Should
investigators design studies that conform to the RCT template simply to
satisfy review committees? Is the RCT always the strongest design for
studying interventions? What are the unintended consequences of subscrib-
ing to the RCT paradigm? What other paradigms might we consider?

This chapter explores the RCT paradigm using the following structure:
First, we consider the scientific rationale for using the RCT design when
studying phenomena as complex as community-based HIV prevention in-
terventions. Second, we examine the “investigator-subject” relationship
presupposed by the RCT paradigm, to highlight potential unintended
consequences engendered by this relationship in HIV prevention research.
Third, we outline a series of alternative research designs to demonstrate
how we might begin to advance and broaden our research agenda. Finally,
we discuss the place of the RCT in a more inclusive scientific paradigm
that may better serve public health by promoting more responsive and
sustainable approaches to HIV prevention.

DOES THE RCT DESIGN ENSURE SCIENTIFIC RIGOR IN TESTS
OF HIV PREVENTION INTERVENTIONS?

To evaluate the scientific merits of RCT for testing HIV prevention inter-
ventions, it is useful to examine four concepts central to this paradigm:
random assignment, experimental treatment effects, independence, and
generalization. Each poses particular problems when considering current
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understanding of HIV risk, behavioral change, and community-level pro-
cesses (Oakley, 1990; Victoria et al., 2004).

Random Assignment

The purpose of random assignment is to ensure that all other plausible
known and unknown causes for an outcome are equally distributed
among experimental conditions, effectively isolating the effects of a given
independent variable (Campbell & Stanley, 1963). But how tenable is this
assumption? In commenting on discrepancies concerning the benefits of
mammography, Strauss (2000; Strauss & Dominioni, 2000) argues that the
failure to replicate findings across trials may in part be due to the complex
nature of error. Complex outcomes, like occurrence and early detection of
a tumor or health behavior, are determined by many different variables,
some known and measurable, and some not. These factors can interact
with one another in a myriad of ways, creating multiple possible paths to
a single outcome.

Strauss contends that so many different combinations of health status,
genetic, and environmental risk factors underlie breast cancer that ran-
domization may fail, even in trials including tens of thousands of people.
How much more of this problem exists in trials examining sexual risk be-
havior, which are influenced by the preferences and histories of partners
rather than individuals, depend on outcome measures aggregated across
multiple situations, and usually include several hundred participants?

We conducted a simulation to look at how well randomization handles
underlying factors. Using SPSS for Windows (2002), we generated a “pop-
ulation” of 100,000 cases. Each case was assigned a score of 1 or 0 on three
binary variables, A, B, and C, representing three confounds or correlates
of risk. Variable A occurs at 50% prevalence, variable B at 33.3% preva-
lence, and variable C at 66.7% prevalence. Values to these variables were
assigned to cases at random. We next drew at random 100 samples of 250
cases each (without replacement), half randomly assigned to an “experi-
mental” arm and the other half designated as “controls”.

Random assignment did a good job in forming equivalent groups on
confounds A, B, and C, taken independently. However, to examine how
well randomization produces samples that were relatively comparable in
terms of combinations of A, B, and C, we calculated the proportion of
each combination of AxBxC (8 possible combinations) in both the experi-
mental and the control group. The important question was whether ran-
dom assignment to condition split each sample evenly. To test this, we
computed the ratio of cases assigned to the experimental arm versus the
control arm for each of the 8 AxBxC combinations. If the arms were com-
parable, this ratio would be close to 1 (for example, 6% divided by 6%).
We decided to see how often assignment of the cases displaying any given
combination differed by 50% or more. Random assignment achieved rea-
sonably high comparability in only 5% of the 100 random samples of 250
cases (125 per arm). Random assignment yielded experimental arms that
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were noncomparable on one of the eight combinations in 24% of the sam-
ples, noncomparable on two combinations in 37% of the samples, and
noncomparable on three to five combinations in 34% of the samples.

What this simulation demonstrated is that when we randomly assign
people to intervention arms, we cannot guarantee that groups are truly
comparable in terms of combinations of variables that influence treatment
responses and outcomes (Black, 1996; 2001; DesJarlais et al., 2004; Victoria
et al., 2004). The implication is that human diversity, evident in the inter-
play of determinants of complex behavior, may preclude reliance on eval-
uation techniques that depend solely upon comparisons of group responses
to isolate the effects of treatment.

Treatment Effect

Hypotheses in RCTs are generally framed in terms of single monolithic
models and outcomes. The notion that people will respond in a lock step
fashion to treatment may be a major impediment to discovery. For exam-
ple, some people may do just fine in an intervention group while others do
not. Some people may benefit from sexually explicit materials and models
that embarrass or offend others. Our methodological infatuation with
“THE” treatment effect precludes considering these likely scenarios.

Fortunately, the RCT design per se does not limit our ability to explore
treatment effects in some detail. In an earlier paper, Rapkin (2002) dis-
cusses empirical techniques that can be used to identify patients who re-
spond to interventions in different ways. For example, participants may
demonstrate different trajectories on key outcome variables, including dif-
ferent rates of response or responses in different areas on a multivariate
profile of outcomes (Hedeker & Mermelstein, 2000; Zeger & Liang, 1992).

Although we need to reexamine interventions to understand different
outcome patterns and trajectories, our goal should be to anticipate and
model these effects. One challenge may be to formulate families of hy-
potheses associated with different possible expected trajectories, and then
to specify variables that predict which trajectory people will follow. For
example, participants who are in a brand new relationship, or who live
with a partner, or who have a friend recently diagnosed with HIV, all may
have beneficial outcomes from a given intervention. The same intervention
may lead participants in new relationships to start using condoms, partic-
ipants in established relationships to get tested, and participants with
HIV+ friends to initiate conversations about their needs and risks.

Another factor in understanding differential responses to interventions
involves “response shift”. Response shift refers to a property of all evalu-
ative scales that are subject not only to change in the behavior or attribute
of interest, but also to changes in the understanding or meaning of that
behavior or attribute. In quality of life research, Sprangers and Schwartz
(1999) posit three different types of response shift: recalibration, or
changes in the use or understanding of a rating scale; reprioritization, or
changes in the relative importance of different factors involved in making
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a rating; and reconceptualization, or changes in the very meaning of the
construct of interest. Rapkin and Schwartz (2004) discuss changes in
frame of reference, standards of comparison, and implicit rules for recall-
ing and prioritizing experience that account for response shifts.

Although developed most recently in the context of quality of life re-
search, the response shift model has direct relevance for understanding
risk behavioral outcomes in RCTs. Almost all of the behavior that we con-
sider in HIV prevention RCTs cannot be directly observed. Thus, we are
dependent upon self-reported outcomes of sexual activity and substance
use. Clearly, interventions may do more than affect these behaviors; they
can also influence the criteria people use to appraise these behaviors,
changing the sensitivity and even the meaning of our outcome measures.
(see Table 11.1).

A traditional RCT analysis that directly compares arms without consid-
ering and correcting for differential response shifts in risk appraisal may
obscure treatment effects. A remedy would be to include direct measures
of response shifts in risk appraisal as moderators of the RCT evaluation or
any other design. Schwartz and Sprangers (2000) recommend such ap-
proaches as the “retrospective pretest” that asks participants to rerate past
behavior using current standards; think aloud techniques to get people to
explicate the criteria they use to rate key items; and measures of degree of
comfort in discussing highly personal and stigmatized behavior to exam-
ine self-censuring. Rapkin and Schwartz (2004) discuss assessment and
design options for dealing with response shift in quality of life outcomes
research that can be adapted to studies of perceived risk.

Independence, Contamination, and the Individual Level of Analysis

There is a troubling paradox inherent in the use of RCT to foster HIV pre-
vention. Even though our goal is inevitably to change the behavior and the
norms of large groups of people, we often design and evaluate programs
in a way that precludes “contamination” between experimental and control
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Table 11.1 Response Shift Phenomena That Can Attenuate the Apparent Treatment Effects
of HIV Prevention RCTs

Response Shift Construct Applicability to the Evaluation of HIV Prevention RCTs

Recalibration Intervention makes participants more critical of their 

own risk behavior; respondents use rating scales

in a more nuanced or precise manner.

Reprioritization Intervention leads participants to become more aware

of risk; respondents pay attention to events and 

activities that they might have previously ignored;

Reconceptualization Intervention causes participants to see behavior in

a new way; things that they might not have 

“counted” as sex or drug use is now considered.



groups. In the ideal case, we would want to develop programs that are so
good that they even help the people who receive the program indirectly.
However, requirements of independence and concerns about contamina-
tion essentially require us to operate with one hand tied behind our
proverbial back.

If we were testing the effects of a drug, the fact that participants inhabit
common settings and have social relationships would not be expected to
influence its biological effects (although these factors might affect self-
reports of symptoms, side effects etc.). However, when it comes to HIV
risk behavior, nonindependence may come into play in ways rarely con-
sidered in RCT studies.

1. Social facilitation of sampling: If participants are attracted to stud-
ies by like participants, then the composition of a sample does not
approximate a population. People may sign up because they see
other people in the setting doing so (cf. Suarez et al., 1994).

2. Change in ambient norms within networks and settings: Even if
intervention participants follow the rules and don’t talk about the
program, they may express beliefs or model behavior that
demonstrates the influence of the intervention. If Suzie breaks up
with Jimmy because she doesn’t like that he is pressuring her to
have unsafe sex, you can bet her friends will know.

3. Partnering within bounded networks: If an intervention targets
a relatively self-contained setting or delimited subgroup (e.g., a
church, linguistic minority group, the gay community in a spe-
cific locale), over time, a study will be more likely to sample new
participants who have had partners that have already experi-
enced the intervention. Prior exposure to a program participant
may restrict range on outcome measures of interest because prior
participants may have influenced the risk behavior of new parti-
cipants through contact.

The most important examples of nonindependence arise in studies
where interventions are administered to people in groups (Murray, Var-
nell & Blitstein, 2004). It is a testament to the power of the RCT model and
its emphasis on the individual level of analysis that virtually all studies
of group HIV interventions focus exclusively on cognitive mediators of
change and examine effects solely at the individual level of analysis (Neu-
mann et al., 2002; Semaan et al., 2002). Even though programs are admin-
istered by common leaders in a group context, and participants are
encouraged to share their stories, we virtually ignore group process in our
understanding of outcomes.

Table 11.2 outlines a variety of social processes that occur in group-
administered HIV prevention interventions (Shinn & Rapkin, 2000; Rap-
kin & Dumont, 2000) along with hypotheses that might influence the
outcome of the intervention and suggested methods to examine how these
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Table 11.2 Social Processes That May Account for Individual Differences in Response to
Group-Administered HIV Prevention Interventions

Social Interactions and Hypothesized Impact on Methods to Examine within 
Group Relationships HIV Prevention Effect Experimental Arms

Friends may enroll in a Attending together will Assess ties at enrollment; 

study and attend a foster retention in the Correlate ties with 

group together. program and sustained retention and magnitude 

change. of change; Test intraclass

correlation in outcomes;

People in a program may Relationships that form Post-assessment of group 

get to know one in group programs members as a network; 

another, and stay in will help to sustain Correlate support, 

touch afterward. intervention effects; density, and contact after 

more connected expe- program with outcomes.

rience most benefit.

Individuals will feel Group “outliers” in terms Define outliers on 

more or less similar to of age, ethnicity, variables of interest 

others in their group, religion, neighborhood and/or measure

according to salient etc. will benefit less identification. Correlate 

characteristics. from program. with change in behavior.

Individuals will achieve Members with attributes Ethnographic or 

status within their that impart special sociometric peer 

group, based status within a group nomination techniques 

on education, will tend to benefit to identify members’

communication skills, more. status. Correlate status 

sexual experience, etc. variables with change in

behavior.

Members may actively Groups that are aware Observation to 

try to help one another  of and respond to determine group 

deal with problems members’ problems responses to members’

and to succeed with adhering to intervention difficulties and specific 

the intervention. will have fewer support directed 

treatment “failures.” members with problems.

Performance of the group Group members’ skill HLM analysis to

may enhance or acquisition will be determine level of effect.

inhibit  performance correlated; Individuals Regression to see if 

of individual will benefit from overall group changes in 

members. group improvement in mediators explains

skill, above and beyond individual outcomes.

their own gain.

processes influence outcomes. The different examples address individuals’
connectedness prior to joining a group, relationships that form within the
group, relative diversity and status of group members, the groups targeted
or discretionary response to members’ difficulties, and group enhance-
ment (or attenuation) of individual outcomes.



Just because the prevailing HIV prevention RCT paradigm treats peo-
ple as being isolated and independent from one another doesn’t mean that
they are. The potent role that social processes may play in HIV prevention
supports the rationale for programs that explicitly encourage and capital-
ize upon diffusion of intervention effects from the outset, such as network
interventions, opinion leader models, and peer-based interventions.

Generalizability

The entire RCT edifice exists to produce a treatment condition by time ef-
fect: that the intervention is likely to be associated with a change in risk
behavior that is different from zero in the population. But how meaningful
or definitive is a treatment effect estimated in a RCT (Sackett et al., 1996;
Strauss, 2000)? Given the potential for unknown moderators or combina-
tions of moderators, it may be more meaningful to think of an observed
effect as an amalgam of influences, highly sensitive to sample characteris-
tics and constraints, rather than as an estimate of some universal popula-
tion parameter. For example, an intervention to reduce unsafe sex may
reliably have one kind of effect (E1) on participants who start new rela-
tionships during the program and reliably have another effect (E2) on par-
ticipants with stable partners throughout the program. No matter how
strong the treatment effect, the results of any prevention trial are contin-
gent upon particular conditions that hold sway in a given sample.

This argues for repeating key experiments in multiple settings and sam-
ples. Such repeated experiments should be viewed as “corroborative” stud-
ies, designed to determine contextual and historical factors that modify
intervention effects (Popper, 1959). If a particular treatment effect associated
with a given intervention holds up in sample after sample under different
circumstances and surrounding conditions, then we should feel more confi-
dent about its generalizability to a broader population. Alternatively, if re-
sults are difficult to corroborate in different samples, they suggest a need to
look across studies to better understand the circumstances necessary for a
given intervention to succeed.

This need for corroboration raises an additional set of issues related to
generalizability: exactly what constitutes an “intervention” (Backer, 2001;
Bauman, Stein and Ireys, 1991)? Which critical components and transac-
tions are essential to the intervention, which are secondary, and which are
unimportant? Table 11.3 lists a number of the factors that may vary in a
replication study.

Clearly, it would be impractical if not impossible for every single HIV
prevention intervention RCT to be repeated varying every one of these
features. Even if resources were available for such an exercise, we simply
could not keep up with the epidemic.

It may be helpful to reframe this problem by recalling our original ques-
tion, what constitutes an intervention? The universe of existing HIV pre-
vention programs draw on a finite set of theoretical models and processes
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of change. Programs may try to impart similar information for similar rea-
sons, but one uses a video to convey the message, another uses a peer, and
another uses a family planning nurse. Are these different curricula or
merely different media? Some programs ask people to practice refusal
skills in five sessions while others do this in two. Are these different inter-
ventions, or just different doses? At some level, each manualized program
can be thought of as an application of a fundamental set of principles of
behavior change. Samples of programs would have to be thoughtfully de-
fined, taking into account theoretical orientations or features that invoke
unique principles of change. Meta-analysis can then be employed to iden-
tify variables associated with sample composition and program imple-
mentation that modify treatment effects (Wilson, 2000).

Summary

This section began with the question, “Does the RCT design ensure scien-
tific rigor in tests of HIV prevention interventions?” The answer to this
question is “no” (albeit with qualifications, discussed below). The RCT
cannot guarantee intervention arms that are balanced in terms of factors
that can potentially bias or confound results. Intervention effects mea-
sured using quantitative outcomes may be subject to response shifts in the
meaning of the outcome indicator itself. Further, the same intervention
may manifest different outcomes for different individuals and subgroups,
depending upon interplay of personal circumstances and intervention
features. In addition, HIV preventive interventions cannot and prob-
ably should not attempt to meet the assumption of independence and
individual level of effect that is fundamental to the classical RCT. The
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Table 11.3 Variables in the Implementation of an Intervention

• Curricular Components

• Leader Characteristics

• Intervention Format (group, individual, dyad)

• Number of Sessions

• Length of Sessions

• Timing of Sessions

• Population Characteristics

• Recruitment and Sampling Procedures

• Incentives

• Intervention Setting

• Participants’ Relationship to Setting

• Background Seroprevalence and Incidence

• Community “Standard of Care” for HIV Prevention



notion that an RCT can provide a definitive test of the efficacy of an inter-
vention breaks down when we consider limits to the generalizability of
any one experiment, and the large number of factors that must be consid-
ered in corroborating a particular result.

While this may appear to be an overly pessimistic take on the HIV pre-
vention RCT, we find it to be liberating. By calling into question the
“tyranny” of the RCT, we level the “playing field” for other research de-
signs and methods, such as natural history studies, case studies, interven-
tion process analysis, health services research, qualitative research and
participatory action research. All these research methods need to be used
in tandem to open up the “black box” of the randomized experiment.

DOES THE RCT ENCOURAGE EFFECTIVE PARTNERSHIPS 
FOR THE PROMOTION OF PUBLIC HEALTH?

This question assumes that academic-community partnership is ultimately
needed to translate findings of HIV prevention research so that communi-
ties can adapt and apply the findings of studies to the greatest possible
effect (Israel et al., 1998). But how does the RCT paradigm affect this
partnership?

Generally, HIV intervention researchers approach communities at two
different junctures. The first is when researchers want to test a new inter-
vention and want a place to implement the program and/or recruit partic-
ipants (Susser, 1995). The second is when researchers want to disseminate
an already developed intervention (Green, 2001). Scientific issues relating
to the RCT paradigm constrain what researchers can and must do in each
of these situations.

It is important to put a discussion of these two points in context. First,
the “community” side of the partnership refers to those individuals and
organizations involved in making decisions or providing resources neces-
sary to carry out an RCT in a given locality. This may pertain to potential
study subjects, to their intermediaries (such as parents or employers), lo-
cal service agencies, and formal and informal leaders and gatekeepers in a
setting. Second, it would be easy but wrong to depict a “straw man” carica-
ture of the ivory tower academic interested only in the next paper or grant.
As a rule, that is not who is in this field. Over the past 20 years, many very
committed people have taken on the problem of HIV in diverse communi-
ties using the best tools that science has had to offer. They enter communi-
ties with an honest intention to learn better ways to promote health, seek to
empower people by providing them with accurate information, necessary
skills, and needed resources, and strive to be respectful, culturally sensi-
tive, and as responsive as possible to local context and concerns. However,
there is an often unexplored tension between the values of committed and
responsible researchers and the prevailing scientific paradigm of the RCT
(Green, 2001; Wandersman, 2003).
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Undertaking a New HIV Prevention Trial

The RCT paradigm can and often does interfere with two imperatives of
effective prevention programs: the need to address diversity and to em-
power people to act on their own behalf.

Problem 1: Randomization Creates Inequities In medical treatment research,
the ethical justification for randomization is “therapeutic equipoise.” This
means that there is a balance between what is known about the likely ben-
efits and the likely risks involved in the decision to apply a new treatment.
The research is designed to tip that balance one way or the other. This bal-
ance is determined by making comparisons to the best available standard
of care. Ideally, this standard of care is well-established and widely ac-
cepted. At minimum, the comparison treatment would be well-defined
according to a protocol. Placebos or substandard comparisons are not eth-
ically acceptable when known effective treatments are available (Victoria
et al., 2004).

Equipoise is an applicable criterion in HIV prevention studies because
prevention research trials must hold up under public scrutiny. In any RCT,
we ask people to trust that random assignment is imperative and in their
overall best interest. Participants’ understanding of the justification for
randomization figures into decisions about getting involved in a given
study. Thus, it is worthwhile to examine the ethical justification for ran-
dom assignment in prevention trials in light of the need for equipoise.
Consider the following options:

• No Treatment: Although we may not know whether a new inter-
vention will work, it strains credulity to suggest that a new pro-
gram that has received hundreds of thousands of dollars of grant
money to test may be no better than nothing at all.

• Standard of Care: The standard of care comparison is often ill-
defined. In some instances, “standard of care” may mean that no
special skill-building or support for prevention is offered. Other
times, the effective “standard of care” may vary widely from par-
ticipant to participant.

• Waitlist Control: It takes many months to observe program out-
comes in HIV prevention studies. Withholding assistance for
months from interested participants is difficult to justify as the no
treatment comparison.

• Attention Placebo: Many HIV prevention programs approximate
an attention placebo by comparing HIV programs to such non-
HIV alternatives as social support, general wellness, or smoking
prevention. While this appears to resolve the problem of therapeu-
tic equipoise, it is like saying two wrongs make a right: 100% of
participants get something they need, but 100% of participants
also remain underserved in some regard.
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In each of these cases, the RCT paradigm pits an HIV prevention pro-
gram against a comparison that must be viewed as substandard care.
There are several approaches that have been used to work around this
problem (DesJarlais et al., 2004). In some instances, it is possible to make
the case that random assignment is necessary due to scarce resources, al-
though scarcity of resources is a different justification than a scientific deci-
sion based on equipoise. The most defensible position is to offer two (or
more) active arms, so that everyone gets the best available program or a vi-
able experimental alternative. Unfortunately, the RCT paradigm takes
substantial statistical power to distinguish differences among nonzero ag-
gregate treatment effects, and “the best available program” may not be
well-defined.

Problem 2: Personal Preferences Are Ignored Randomization means that peo-
ple do not get to choose conditions (Brewin & Bradley, 1996; Stephenson &
Imrie, 1998). The logic of this approach is elusive at best. Almost all of our
interventions seek to give people a greater sense of control, self-efficacy,
and empowerment, yet we start by denying them that control. For some
participants, that lack of control may not be salient; for others, it may mat-
ter a great deal. Of course, people can drop out if they do not like their con-
dition assignment or avoid research altogether because they do not like
having no choice. However, this raises the issue of ecological validity:
When an intervention program is implemented outside of the research con-
text, presumably most if not all the people who receive the program will do
so by choice. Thus, to the extent that research samples are disproportion-
ately made up of individuals who don’t care what treatment they receive,
studies cannot represent the clients that will attend a program in practice.

In addition, the need to get participants to accept a study without re-
gard to preference may encourage researchers to present relatively little
information about study conditions during recruitment. How often, for
example, are participants given an opportunity to examine a study proto-
col or measures prior to making a decision to consent to join a study (Agre
et al., 2003)? This stance can communicate that what the community wants
does not matter, that researchers know what is good for them. At worst, it
contributes to lack of trust between the researcher and community and de-
creases the potential for positive community impact. (Israel et al., 1998).

Problem 3: RCT Is Antagonistic to the Value of Diversity There is another,
more subtle implication of randomization. Random assignment is in-
tended to negate the need to attend to potential confounds by creating
groups that are equivalent on all factors accept the experimental manip-
ulation. Individual and situational differences are not supposed to mat-
ter. Each participant is simply a case, supposedly equivalent to any
other. Human diversity is noise. Contextual variation in resources is
noise. By directing our attention away from particulars in favor of uni-
versals, the RCT paradigm assumes that everyone should respond in the
same way and be treated in the same way (Simmons et al., 2002).
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For example, a one-size-fits-all protocol means that interventions are
finished after a set number of sessions. Rarely are provisions made to vary
the length of an intervention contingent upon individual needs. Although
it might be possible to refer individuals for additional assistance after
completion of a program, this would be construed as a deviation from the
protocol or contaminating the follow-up data. To the extent that the RCT
paradigm leads us to say “no” when a participant still wants or needs help,
we are subverting our relationship with the community for methodological
reasons (Minkler & Wallerstein, 2003).

Problem 4: RCTs Cannot Readily Change in Response to Feedback Once be-
gun, HIV prevention trials have a momentum of their own. Protocols are
essentially frozen and fixed at the beginning of a study. Participants on
day one are supposed to receive the same intervention as participants on
the last day. Unfortunately, RCT protocols do not fully incorporate con-
cepts of continuous quality improvement to take advantage of lessons
learned (Berwick, 1989; 1996; Wandersman, 2003). Fundamental modifica-
tions of the protocol are not permitted.

The inability to modify a program once it is in the field can greatly con-
strain the ways that prevention researchers relate to program participants
and communities. The collective wisdom of clients, community partners,
and line staff must be saved up for the next study and are not usually pre-
sented by investigators in their formal evaluations. Thus, the RCT para-
digms makes it unlikely that mechanisms for continued program
innovation responsive to local input are accessible to the community on an
ongoing basis.

Disseminating a Tested HIV Prevention Trial The RCT rules and conditions
that hold sway when we try to replicate or scale up an intervention create
further constraints on partnerships between HIV prevention researchers
and communities. These constraints further limit our ability to increase
the impact of community-based prevention interventions.

Problem 5: Emphasis on Fidelity Impedes Local Innovation Consistent with
the rules of the medical model, the preferred approach to intervention dis-
semination is to adhere to the original program model as closely as possi-
ble. High fidelity is seen as requisite to program dissemination, and
deviations from fidelity as diluting intervention potency (Backer, 2001;
Bauman Stein & Ireys, 1991). Unfortunately, high fidelity comes at a cost.
To the extent that we enter settings with a prepackaged, highly scripted in-
tervention protocol, we preempt, discourage, or greatly constrain, local
creativity. Moreover, we are in the position of having to deflect or attenu-
ate community suggestions to modify an intervention in order to conform
to the original protocol.

The rationale for fidelity boils down to two primary assumptions:
(1) sticking to the protocol guarantees a particular outcome, and, (2)
sticking to the protocol allows us to compare what happens from setting
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to setting. Is this rationale warranted in the case of community preven-
tion protocols?

The rationale emanates from the medical model, where the active inter-
vention is generally a specific drug, procedure, or finite combination of
such treatments. Medical protocols presume a standard, highly regulated,
clinical infrastructure that includes patients seeking care from providers
able to administer and monitor treatment. Such protocols can be closely
followed in such settings. Further, such circumscribed and tightly scripted
medical interventions are likely to work in consistent way across a similar
group of patients, allowing a direct comparison across findings from mul-
tiple settings.

However, in community prevention interventions that have appropri-
ated this paradigm it is difficult to single out active ingredients (Black,
1996; Blumenthal & DiClimente, 2004; Victoria, Habicht, & Bryce, 2004).
Any prevention curriculum is probably best viewed as an omnibus inter-
vention, including many, many transactions expected to increase a variety
of skills and enhance motivation to use these skills. Further, there are mul-
tiple pathways to change in response to a preventive intervention and
multiple mechanisms at work. It is hard to argue that fidelity to an inter-
vention will necessarily yield the same outcome in new settings because
what happens simply depends on too many variables (Green, 2001).

The assumption that fidelity permits comparability from setting to set-
ting is also problematic. As listed in Table 11.3, relatively arbitrary aspects
of intervention administration can differ from setting to setting. At the
point of dissemination, aspects of intervention setting history, existing
programs and services, relationships with the community, staffing, and
accessibility can all interact with and change the results of a prevention
trial. Behavioral outcomes are affected by these surrounding conditions.

We may or may not be able to get communities to buy into the idea of fi-
delity for the sake of science, but even if we can, our rationale so may be
specious. When we insist on conformity to protocols developed else-
where, we ignore local norms and expectations about how programs and
services happen. In addition, our insistence on conformity may preclude
dissemination to communities with the greatest need and least resources
to implement a protocol in a way that conforms to the original RCT.

If the rationale for rigid conformity to protocols breaks down in the con-
text of community-based prevention trials, what are we left with? Laurie
Bauman et al. (1991) make the case for maintaining fidelity to the essential
theoretical ingredients of interventions, but allowing local conditions to
dictate how programs are carried out. Her arguments suggest that we
begin to discuss implementation standards for the dissemination of
community-based prevention trials. An emphasis on implementation stan-
dards would invite a dialogue between researchers and communities. The
idea would be to raise questions about implementation, and to suggest
a process by which settings and researchers would reach satisfactory
answers.
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In a study of the dissemination of family-focused programs to frontline
AIDS care providers, Rapkin, Lounsbury, and Murphy (2003) have devel-
oped a “Memorandum of Understanding” procedure that lays out the key
choice points with community collaborators before the study begins. Al-
though each location has instituted somewhat different procedures and
approaches, all of them have maintained fidelity to a process of implemen-
tation. This approach has been welcomed by different settings, is highly
replicable, and explicitly draws upon local expertise.

Problem 6: The Process of Discovery is Artificially Separated from the Diffusion
of Innovation Thus far we have not challenged a prevailing assumption of
the RCT paradigm: that the process of scientific discovery is essentially a
top-down enterprise, with researchers developing ideas, testing them
with experiments, and sending them out into communities. The top-down
approach to prevention does not invite community input into the design
of studies, articulation of local theories and beliefs about HIV risk behav-
ior, or even homegrown techniques and strategies to promote change. Al-
ternatively, emerging participatory action research and empowerment
models centrally involve the community in the process of discovery.

The lessons of participatory research and empowerment have certainly
been heeded by many who do work in HIV prevention (cf. Bauman, Stein,
& Iyers, 1991; Hays, Rebchook, & Kegles, 2003; Yoshikawa et al., 2003). De-
velopment of interventions often involves members of the community in
various substantive roles. Input is solicited and efforts are made to incorpo-
rate cultural norms and other features to welcome and engage participants.
However, after we have framed, developed and tested such a community-
oriented intervention, is it appropriate to disseminated it in a top-down
manner, such as the Center for Disease Control and Prevention’s national
initiative on “Replicating Effective Programs” (Centers for Disease Control
[CDC], 2004)? Once a prevention program has been manualized, can it be
directly translated to other settings, and, if so, what is the community’s role
in the subsequent recipient communities? How is the process of discovery
embedded in the process of diffusion? These issues are dealt with below
where we propose alternative designs to the RCT for community-based
HIV preventive interventions and community impact.

Summary

This section dealt with the question of whether the RCT design fosters ef-
fective partnerships between communities and researchers. Even with the
best intentions, researchers burdened with design-driven obligations to
limit and control community choice, access to information, programmatic
decisions, and responsiveness to special circumstances run the risk of
alienating communities. Added to this is the intrinsic top-down nature of
the RCT, including the need to discount local experience and expertise
for the sake of standardization. It is truly a testament to the ingenuity
and commitment of HIV prevention researchers that they have been
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successful in making inroads and accomplishing all they have, given these
constraints.

Analysis of the scientific basis underlying these constraints on our
community partnerships is telling. Use of randomization is ethically prob-
lematic due to the difficulty in achieving true equipoise. Random assign-
ment also ignores choice at the expense of ecological validity, a factor that
can significantly bias trial samples and attenuate outcomes. The RCT de-
sign assumption that one size must fit all, and that people will respond to
interventions in uniform and consistent ways does not correspond to what
we know about human diversity, multiple pathways and mechanisms of
change, and differential trajectories in response to outcomes. The empha-
sis on fidelity to fixed protocols ignores the inherent changes and oppor-
tunities for continuous quality improvement that naturally arise over time
in the conduct of any trial. Emphasis on rigid fidelity also ignores the local
contexts and meanings that arise in efforts to disseminate RCTs. Finally,
the top-down nature of the RCT precludes other modes of discovery re-
lated to intervention development and determining mechanisms of
change.

ARE THERE VIABLE ALTERNATIVES TO THE RCT DESIGN?

Analysis of the limits of the RCT in HIV prevention research points to sev-
eral valuable lessons. First, designs must take into account diversity inher-
ent in the determinants of health and risk behavior. Second, designs must
recognize that different people can respond to the same intervention in
different ways, or in the same way for different reasons. Third, designs
must accommodate personal choice and preference. Fourth, designs must
anticipate nonindependence and significant potential benefits associated
with contamination across arms. Fifth, designs must avoid ethical dilem-
mas associated with substandard treatment of some participants. Sixth,
designs must be responsive to evolving understanding of how to best ad-
minister an intervention, and to local innovations and ideas. Seventh, de-
signs must contribute to community capacity building and empowerment
at every step of the research process.

With these lessons and ideals in mind, we propose a class of designs
that we call comprehensive dynamic trials or CDT. They are “comprehen-
sive” in that they make use of complete information from multiple sources
to understand what is happening in a trial. They are “dynamic” in that
they build in recurring mechanisms for feedback in order to respond to
different needs and changing circumstances (cf. Schulz, Krieger, & Galea,
2002; Williams & Lykes, 2003). The three examples of CDTs summarized
in Table 11.4 bear similarities to observational studies of utilization and
outcome from health services research and action research. By formaliz-
ing these designs, explicitly linking them to intervention processes and sur-
rounding them with sufficient assessment, CDT approaches may offer a
strong alternative for community prevention research anchored by the RCT.
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Table 11.4 Characteristics of Three Comprehensive Dynamic Trials Designs

III. Collaborative Consultation and 
Design Characteristics I. Continuous Quality Improvement II. Titration-Mastery Algorithms Empowerment

Dynamic Intervention Reinvent the intervention by Continually assess stage of adoption Provide “cafeteria” of options plus 
Processes modifying the manual until of participants; treat individuals tools to make choices and to

desired quality of service achieved as indicated until results achieved evaluate implications of those 
choices

Theoretical Foundation Diffusion of Innovation Stages of Change Empowerment via mediating 
structures

Business Model Total quality management Medical care; Psychotherapy Cooperative extension; library

Values Maximized Input, shared decision making Beneficence Autonomy, diversity, preference

Comprehensive Maximize retention, attendance, Not risk reduction per se because Level of risk is both outcome and 
Assessment of  client satisfaction, staff goal is 100% response rate, input to subsequent steps. Interest 
Response productivity and satisfaction, but time and steps needed to in how people make use of 
Variables as well as risk reduction achieve reduction resources

Major Analytic Multilevel Modeling of persons Survival Analysis and Event History Growth curve analysis—determine
Paradigm nested within intervention Analysis to predict time to how differential use of resources 

“epochs,” which have parameters attainment of criterion shapes trajectories for different 
that vary over time individuals

Potential to Increase Evolutionary mechanisms built into Resources allocated most Flexible resources, with on-going 
and Sustain intervention—optimized and efficiently, so those with greatest encouragement of self-monitoring
Community tailored to specific contexts need get most help to motivate and sustain behavioral 
Impact change

Potential for Intervention may be planted as a “seed” Appropriate algorithm needed to Intrinsically amenable, because of 
Dissemination in many communities, can evolve suit community. Mix of focus on responding to 

according to context individuals may require more or preferences
less intensive levels

Novel Resources and Intervention process analysis; Decision Monitoring; Feedback; Multiple Education; Knowledge base; 
Capacities Needed making body; Rapid procedures interventions; Client navigation Monitoring; Feedback

for revision



Continuous Quality Improvement Design (CDT-QI)

The first design incorporates the concept of continuous quality improve-
ment, familiar in clinical care (Berwick, 1989; 1996), to refine and tailor
manualized interventions (Wandersman, 2003). Interventions throw off an
enormous amount of information concerning their performance: accept-
ability of the program, attendance, use of curricular material, interactions
among clients and between clients and staff, draw on existing resources and
new resources, and reactions to the program from participants, providers
and the surrounding community. In the RCT, there is no systematic way to
capture these “lessons learned” and incorporate them back into the trial.
CDT-QI takes advantage of lessons learned as an intervention progresses
(Leshan et al., 1997).

The first step is the formation an oversight body capable of making on-
going decisions about trial modifications. Intervention researchers, agency
staff, community members, consumer advocates, and other interested
parties should meet while a program is being developed to determine the
major performance variables to be monitored and develop procedures for
monitoring them (Harrison, 2001). For example, in an intervention to
promote safer sex among young adult heterosexual couples, indicators of
program outcomes (e.g., negotiated safer sex), unintended consequences
(e.g., using repeated HIV testing without condom use as a “prevention”
method) and adverse events (e.g., increased conflict between partners re-
lated to the intervention) would be monitored. For each of these indica-
tors, assessment criteria would be built directly into the protocol, using a
combination of qualitative, quantitative, and archival methods.

Program implementation of the CDT-QI would be based on theory, pi-
lot work, prior intervention experience, practice standards, available
resources, and local custom, exactly analogous to the RCT. Initial imple-
mentation would be considered the “reference epoch,” a term chosen to
indicate a finite period of time during which an intervention is conducted
under a given set of operating conditions. Data on all quality and perfor-
mance indicators would be gathered and tracked from the onset of the
“reference epoch” using a routine schedule for program review developed
by the project advisory committee (Shortell, Bennett, & Byck, 1998;
Spencer et al., 1999).

If program modifications are warranted, the program advisory com-
mittee would initiate a quality improvement planning process, including
development of an acceptable problem definition about what is happen-
ing with the reference epoch, brainstorming solutions, weighing conse-
quences, and developing a plan to modify the intervention accordingly
(Berwick, 1989; Green & Kreuter, 1999). Modifications might involve
scheduling and timing, intervention group composition, eligibility crite-
ria, curricular components, and the like. The program advisory commit-
tee would subsequently prompt intervention developers to amend the
protocol, initiating a new epoch in the intervention. Successive epochs
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would occur, incorporating lessons learned and retooling as needed.
Over successive epochs, it is likely that the need for modifications would
diminish.

Ultimately, such continuous quality improvement could be a compo-
nent built into all HIV prevention intervention manuals. Because the em-
phasis is optimizing an intervention, use of a no-treatment control group
would add relatively little. It would be more beneficial to try out the pro-
gram over a larger number of cases, to have more examples under differ-
ent epochs. Therapeutic equipoise is achieved because earlier participants
benefit from getting the program sooner, while later participants benefit
from earlier lessons learned.

The CDT-QI lends itself directly to replication and dissemination. In
general, one would start with the final epoch of a prior incarnation of an
intervention and take it from there. Although the machinery for adapta-
tion is already built into a CDT-QI protocol, it would be necessary to com-
pose a new advisory body for each new local community. In addition to
the study results and manual, dissemination of the intervention should in-
clude tracking data on the various quality indicators, as well a record of
the earlier advisory committee’s problem solving deliberations. Dissemi-
nation of a single CDT-QI intervention would likely yield somewhat dif-
ferent programs in different places, in response to local context and
resources. Fidelity to the original program is much less important than
optimizing program performance indicators in each site.

Titration-Mastery Algorithm Designs (CDT-TM)

If the metaphor for CDT-QI is quality improvement in service industries,
the second example of a CDT design draws its inspiration from clinical
practice such as primary care or psychotherapy. The goal of the “titration-
mastery algorithm” intervention design is to develop optimal algorithms
for coordinating a multi-component intervention, including procedures
for adding services and making “dose” adjustments (cf. McMahon &
Puett, 1999). The purpose is to ensure that each participant receives the
services needed to reach the desired outcome in mastery of skills and abil-
ity to reduce HIV risk behavior (Block & Burns, 1976; Dolan, 1986; Guskey,
1985). In the RCT, the intent is to test a single intervention to determine
whether and how well it works for different individuals. In the CDT-TM,
the intent is to develop a hierarchy of interventions to help every partici-
pant attain their best possible outcome.

One of the most challenging aspects of the CDT-TM design is to de-
velop an appropriate hierarchy of interventions (Jumper-Thurman et al.,
2004). It is first necessary to identify a range of candidate interventions
and approaches, and organize them in terms of level of intensity and ef-
fort. To carry out titration of the dose or intensity of the intervention, it is
also necessary to implement ongoing assessment of client response to
determine whether they benefited from a given level of intervention
or whether more intensive work is necessary. Pilot work would require
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intervention researchers to enter the community, prepared to experiment
with different combinations and sequences of programs. Through clinical
experience, hypotheses concerning the different types of interventions
could be developed about the types of interventions that should be rou-
tinely offered and criteria to trigger movement along the algorithm.

A second challenge facing CDT-TM studies involves the development
of mechanisms to engage study participants. In order to accomplish suc-
cessive steps of intervention and assessment to achieve appropriate titra-
tion of services, the intervention team must maintain a close alliance over
time with participants. One way to achieve this is to implement the CDT-
TM in the context of stable settings where many potential intervention
participants have sufficiently long-term roles, such as schools, workplaces,
religious institutions, and primary care settings (cf. Winett et al., 1999).
Since CDT-TM trials are designed to support participants’ efforts to
achieve a particular prevention goal, different individuals will receive only
those program components necessary. Outcome variables would involve
the time and resources necessary to help clients attain this goal.

The real appeal of the CDT-TM design is the opportunity to offer com-
prehensive services to all participants involved (Pruett & Jackson, 1999).
Efforts to replicate and disseminate titration-model programs would in-
volve finding communities interested in offering a similar mix of services.
It would be necessary to verify that criteria used to screen participants and
direct them to services can translate directly from setting to setting. In ad-
dition to dissemination across settings, it could be useful to periodically
repeat CDT-TM campaigns within the same, already treated, community,
as individuals may change their risk status or encounter new surrounding
concerns.

CDT-TM designs challenge our traditional notion of what constitutes
an intervention. Rather than focus on testing a single component manual,
the idea is to mount a comprehensive and multifaceted effort, intended to
efficiently address individuals according to the difficulties they encounter
in changing their HIV risk behaviors (Lafferty & Mahoney, 2003). The par-
ticular mix of HIV and supportive services would be dictated by local
needs. Whatever the mix of services, there is a considerable advantage
gained by organizing a common point of entry, administering methods to
level of need, coordinating transitions between levels of care, and engag-
ing participants in an ongoing relationship to maximize benefits of pre-
ventive services.

Collaborative Consultation and Empowerment Designs (CDT-CE)

This final example of a comprehensive dynamic trial design employs a
third metaphor for community intervention: the library or the cooperative
extension. Unlike the titration or quality improvement models, which pre-
serve much of the intervention researchers’ control over program content
and organization (Wallerstein, 1999), the CDT-CE design is explicitly a
vehicle to promote transfer of intervention technology (Arcury, 2000;
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Brakefield-Caldwell & Parker, 2000; Green, 2001). However, rather than
transfer one manual at a time, the intervention researcher is charged with
making the state of the art in prevention science available for communities
to learn, query, and challenge. In this design, the researcher brings infor-
mation about best practice intervention approaches, manuals, videos, and
research findings to the community. The task is to facilitate a process in
which community members are guided and supported in using informa-
tion to craft and then evaluate their own strategies to address HIV trans-
mission (Lantz et al., 2001; Shadish et al., 1999).

This approach is intended to empower the community to find the inter-
vention(s) that work best for them (Syme, 2004). The intervention re-
searcher’s role is to facilitate a process of program planning, implemen-
tation, and evaluation intended to lead to interventions that are highly
responsive to local needs and conditions and highly sustainable because
they are developed “in place.”

With respect to community impact, it is best to gear this model toward
community-based organizations. Community organizations can serve as
intermediaries for their members or clients through deploying resources
to meet public health needs in a way that is most responsive to local con-
text, culture, values and needs. Thus, a critical task involves identification
of a sample of potential “mediating structures” (Berger & Neuhaus, 1996).
Criteria for serving as a mediating structure involve community organiza-
tions’ readiness and capacity to fulfill a variety of roles, depending upon
the goals of a particular CDT-CE trial (Edwards et al., 2000; Oetting et al.,
2001). Such roles might include providing oversight, supplying connec-
tions to populations of interest, and assisting in program evaluation. It is
preferable to partner with existing organizations within the community,
to draw on their experience, expertise and infrastructure. If community
partners able to serve as mediating structures cannot be identified, it
would be necessary to bring people and groups together to establish this
community base (Jones, 2000).

There are several considerations involved in mounting CDT-CE stud-
ies (Foster-Fishman et al., 2001; Rapkin et al., n.d.; Schulz et al., 1998). It is
most effective to identify several key representatives of community agen-
cies to serve as primary contacts and to work with partner organizations
to develop and extend their capacity to engage in this work. Partner or-
ganizations and intervention researchers must also work out memoranda
of understanding regarding what a CDT-CE involves: expectations, time-
lines, problem solving mechanisms, issues of privacy for organization,
staff, and members/clients, use of data, mechanisms for feedback, and
even authorship.

In addition to primary contacts, the CDT-CE design requires that each
community organization form an advisory committee to work in tandem
with intervention researchers. Unlike the single overall advisory body re-
quired recommended for the CDT-QI, the CDT-CE requires each partici-
pating community organization to form an advisory panel so that each
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organization can make independent program decisions best suited to the
local community.

A fundamental task to conducting CDT-CE is the assembly of a knowl-
edge base that organizes what we know about reducing HIV risk and pro-
vides the raw material for carrying out the intervention trial. Communities
may benefit from both academic and popular articles pertaining to HIV
transmission and relevant interventions for the population of interest, in-
cluding meta-analyses, relevant intervention programs, manuals, videos,
public service ads, and brochures. In addition, the knowledge base ought
to provide access to local expertise. The goal of CDT-CE is to make this
knowledge base useful and accessible to the community, including cre-
ation of searchable retrieval records, and providing physical access to de-
sirable information.

With partnerships, advisory bodies, and knowledge base in place, the
CDT-CE trial involves a cycle of activities, including the following:

1. Obtaining elicitation data concerning clients’ HIV prevention
needs and preferences, as well as review of any existing data on
HIV and STI prevalence.

2. Reviewing this data with a partner’s advisory committee to de-
termine local problems, trends and conditions that shape HIV
transmission and risk behavior.

3. Searching the knowledge base for pertinent research findings
and intervention examples best suited to the community-based
organizations’ target population.

4. Drawing on the curricular materials, local resources, and aca-
demic expertise in the database to develop a preliminary inter-
vention program suited to the agency.

5. Obtaining or creating necessary materials and resources plus
conducting staff orientation and training as needed to mount the
intervention.

6. Gathering predata from a sample of agency members, clients, or
other constituents on HIV risk behavioral, beliefs, and other rel-
evant variables.

7. Implementing the program for an agreed upon period.
8. Gathering post-data to determine intervention reach and impact.
9. Reviewing quantitative, qualitative, and anecdotal data on pro-

gram results with the local advisory panel to formulate plans for
next steps.

10. Planning bodies may decide to repeat some of the planning
steps (1–4) above to prepare for subsequent steps.

This cycle of planning, implementation, development can be continued
until desired intervention objectives are achieved. Empowerment is re-
flected in increased community capacity to direct and undertake more
and better programs and do so with greater control of resources necessary
to do so (Minkler et al., 2003; Silka, 2000).
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The CDT-CE design completely and intentionally blurs distinctions be-
tween initial planning of a trial and program dissemination. Every new trial
represents “dissemination” in the sense that it build upon (or is a reaction
to) what is available in the library. Replications of CDT-CE studies would
not require new communities and settings to use the same materials as their
predecessors, but to replicate the process. As with the titration design, com-
munity impact may be sustained by perpetuating or reintroduce the CDT-
CE design in the same community over a number of repeated planning
cycles. Ideally, over time we should be able to assess and encourage organi-
zations’ creativity and effectiveness in their roles as mediating structures.

Threats to Validity in Comprehensive Dynamic Trials

Given the novelty of the CDT designs, it is reasonable to ask, “Is this sci-
ence?” Our reply is, “We don’t see why not.” These designs are complex,
but no more so than the randomized trial. As we gain experiences with
these approaches, norms and standards for how to accomplish certain reg-
ular steps will be established, just as RCT research has customs around fi-
delity, pilot testing or data safety. The rules of evidence in CDT studies are
not based on statistical inference, but on comprehensive in-depth under-
standing based on direct experience. However, findings based on the de-
signs proposed above will be subject to a variety of threats to validity,
including the following:

1. Choices based on incomplete information: Community advisory
groups and planning may make decisions based on incomplete
elicitation procedures or a partial search of the knowledge base.
Titration decisions may be made using data that does not fully
capture risk. Steps must be taken to minimize these problems.

2. The appropriate role of community or client preference in driving
interventions: In the CDT designs, community decision makers
are given considerable latitude in choosing what they think is
best. There is no guarantee that this is optimal. Ideally, built in
procedures for feedback and review of data should serve a correc-
tive function.

3. Close (unblinded) relationship between the conduct of the inter-
vention and the ongoing analysis of data: Communities, clients,
and researchers all have a vested interest in things going well.
Given the complete absence of blinding in all of the CDT models,
there is the potential that evaluations will be biased.

4. Potential for “contamination” within bounded networks: Like the
RCT, effective CDTs are subject to contamination within bounded
networks. As noted above, analytic models that can look at poten-
tial temporal and social network effects in data may be especially
important in CDTs.

5. Accounting for the huge number of combinations of choice points
and branches CDT implies: There are clearly many possible
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decisions and choice points involved throughout the CDT-QI and
CE studies, and in establishing the initial service mix in TM stud-
ies. CDT studies will have to develop a methodology for describing
principles of intervention planning and decision-making processes
to determine whether the planning processes are sound.

The Role of the Intervention Researcher in Comprehensive
Dynamic Trials Research

Just as the RCT presupposes and shapes the relationship between investi-
gators and communities, the CDT also requires certain standards and ac-
tivities. Perhaps the most important feature of this type of design is the
need for investigators (or centers) to anticipate and maintain close, long-
term working relationships with communities. Established relationships
with advisory groups, the awareness that they can rely on the researcher
to provide promised support, opportunities to solve problems together
and effectively address community needs, all contribute to trust. From the
perspective of the CDT, building and strengthening community relation-
ships for prevention are more important than the results of any one itera-
tion of an intervention trial.

Supporting this sort of relationship will entail the development of new
types of funding mechanisms, new funding cycles, and new models of ac-
countability. CDT interventions require support that balances a high-level
of accountability with a high-level of flexibility to make on-line decisions
and change direction as they go. Year-to-year funding decisions ought to
be based on criteria that include the functioning and potential of the
community-academic relationship along with the scientific yield.

Comprehensive Dynamic Trials and the Scientific Enterprise

This paper makes the case that the scientific enterprise has largely been
shaped by the RCT model. The CDT paradigm invites an opportunity to
reconsider how our discipline functions and how we work with one an-
other. It will be useful to close this discussion by reflecting on several ways
that our field might change if we broaden our views about what counts as
science (Aguinis, 1993).

1. Primary evaluation criteria for studies will include soundness of
researchers’ relationships with communities.

2. Multiple sources of data will gain increasing importance
3. New norms will be invented around authorship to include com-

munity members
4. Case studies regarding the use of different processes for plan-

ning, decision making and community involvement will be
highly important

5. Significant results of any single trial will be important, but will
not be given undue weight because of the awareness of how de-
pendent such results are on local conditions
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6. Investigators may work together in tandem to create more effec-
tive titration-mastery service suites and more useful knowledge
bases for community empowerment studies.

7. Meta-analysis will grow increasingly important as a way of inte-
grating information from multiple sources and multiple types of
studies.

What is the role of the RCT in this new paradigm? Rather than be the
centerpiece for HIV prevention research, the RCT may be applied as an
“embedded experiment” in the context of an ongoing CDT program. If an
advisory body chooses to test whether one focal approach works better
than another in a given context, the RCT is a sound way to get that infor-
mation. However, the research edifice that we need to do effective commu-
nity intervention research should not be driven by large-scale RCTs but by
large scale and high-quality relationships with necessary community part-
ners. The opportunities for discovery before, during, and after any one fo-
cal experiment are manifold (Sarason, 2003). The only way that we will
increase the community impact of HIV prevention research in under-
served and at-risk communities is by finding systematic ways to fully cap-
italize on the lessons and the expertise to be found there.
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Toward the Next Generation of AIDS
Interventions With Community Impact

Willo Pequegnat

Risk for HIV transmission and other public-health problems with a be-
havioral component have multiple causes that are embedded in the social
organization of society. The effort to prevent further HIV infections is of-
ten compared to the smoking campaign that has resulted in a change in
the social norms and rules about smoking. Entrenched norms about smok-
ing that are supported by the culture, reinforced by personal addiction,
and strongly sustained by commercial interests finally gave way to public-
health interests. It has taken time for the evidence from research and
community-level interventions to lead to these changes in social policy
and personal habits. In the 1950s, it would have been unthinkable to envi-
sion a smoke-free environment.

If AIDS prevention efforts are going to use lessons from the smoking
cessation movement, they should be the following:

• Changes in social norms and personal behaviors take a long time;
• intervention must occur at multiple levels (individual, family, insti-

tutional, community, media, and social policy).
• While community interventions may be more difficult to mount,

measure, and achieve, they are essential to ensuring widespread
impact of AIDS prevention programs.

Almost 20 years of AIDS prevention research have demonstrated that
we can change individual behavior (Coutinho & Cates, 2000). Changing
individual behavior is necessary, but not sufficient, to make an impact on a
public-health epidemic like AIDS. It is time to develop prevention models
at the community level so that each new generation adopts safe behaviors
from the beginning rather than needing to change high-risk behaviors.

In the same way that the level of readiness to mobilize for change may
vary between individuals, the preparedness of various communities to
launch an effective AIDS prevention campaign directed at these multiple
levels may differ. First, the community must be aware that it has a major
health problem. Then, this awareness of the problem must be translated
into concern. Next, a community-wide initiative must be developed, and
the infrastructure for connecting the different components for an effective
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AIDS prevention campaign must be put in place. Finally, the campaign
must become an ingrained part of the social community, and evaluation of
its effectiveness must be made so that it can constantly be fine tuned in re-
sponse to changing conditions.

AIDS prevention researchers and community leaders can work effec-
tively together during different phases of this process. Effective ways for
alerting communities about major health problems and making them a
personal, local concern can be addressed; community leaders know what
will be acceptable to the community and who the key people at the dif-
ferent levels are. AIDS prevention researchers have experience devel-
oping AIDS interventions that are appropriate for different populations;
community leaders know who will be heard and who has the most rele-
vant experience. AIDS prevention researchers have experience in 
program evaluation and can help community leaders identify the compo-
nents.

While federal and state governments can establish AIDS prevention pol-
icy and develop models, it is at the community level that action must be
taken to develop appropriate plans that address the confluence of complex
issues at the local level. The traditional approach to community health has
often been embedded in a social and psychological approach that evaluates
success as changes in risk behaviors of individuals. A newly emerging ap-
proach is that of social ecology where changing individual risk behavior is
considered within the social and cultural context in which it occurs. Pre-
vention programs developed using this paradigm are directed more at the
social forces that are operative in the environment than at individual mo-
tives, attitudes, and knowledge.

CONCEPT OF COMMUNITY

In AIDS research, the concept of community has often been invoked but has
not been well-defined. In order to develop the next generation of AIDS pre-
vention with community impact, it is important to reach consensus on the
definition of terms such as community-based research, community collabo-
ration, community-level research, community-implemented programs, and
community impact. To begin this dialog, the following sections propose
some definitions of these terms.

Community-Based Programs

While research has often been developed in laboratories where constructs
can be well-controlled and a strict experimental design can be imple-
mented, AIDS research has a tradition of being community based. That is,
the recruitment and conduct of the prevention programs have been tested
in STD clinics, nongovernment organizations (NGOs), and public-health
agencies. An example of a community-based research study is the Na-
tional Institute of Mental Health (NIMH) Multisite HIV Prevention Trial
that was conducted in 37 clinics and women’s health clinics nationally
(NIMH Multisite HIV Prevention Trial Group, 1998).
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Community Collaboration

Community collaboration involves the participation of community mem-
bers in the development of the research protocol and the conduct of the
study. The Chicago HIV Prevention and Adolescent Mental Health Project
(CHAMP), which is overseen by a collaborative partnership of community
parents, school staff, and university-based researchers, is an example of
community collaboration (McKay et al., 2000). The community collabora-
tive boards actively participate in all aspects of the research (recruiting
subjects, reviewing all aspects of the protocol, coding behavior in video-
tapes, interpreting data), and some have even become employees of the
university.

Community-Level Research

Community-level research involves prevention programs that are deliv-
ered to the community rather than to individuals. One such program is the
Popular Opinion Leader (POL) intervention developed by Kelly et al.
(1997), which is based on the Theory of Innovations (Rogers, 1983). Lead-
ers in a community are identified and trained to deliver prevention mes-
sages to their friends and neighbors. These messages diffuse throughout
the social networks in the community, and gradually the community
norms about safer HIV-related behavior change. Changing community
norms, attitudes, collective self-efficacy, and risk-behavior practices in pop-
ulations vulnerable to AIDS are essential to mounting a social movement
(Kelly, 1999).

Community-Implemented Programs

Community-implemented programs are conducted under real-world cir-
cumstances. After prevention programs have been demonstrated to be
efficacious in Phase 3 studies (RCT), Phase 4 (effectiveness) studies are
critical in demonstrating that a prevention program works in a commu-
nity when the rigorous design components of a clinical trial are relaxed. It
is extremely important to demonstrate that these programs can work in
the real world in order to have them widely adopted.

Community Impact

Community impact indicates the extent to which an AIDS prevention pro-
gram has a broad effect on the largest number of people in the community.
Even interventions focused on individuals, couples, or a school can dif-
fuse into the community and have a tremendous affect on the risk behav-
iors of people who did not directly receive the intervention.

The preceding chapters have suggested future research efforts that fo-
cus on enhancing community impact in HIV/STD prevention. This strat-
egy involves the development of basic knowledge about understanding
the varied ways that community-level factors may affect the sexual risk
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behavior of individuals (Yoshikawa, Wilson, Peterson, & Shinn, this vol-
ume) as well as planned efforts to chang the aspects of the community
context that shape the norms, opportunities, and constraints related to
risk behavior. The preceding chapters provide examples of work needed
to develop HIV/STD interventions that can achieve community impact. In
this chapter, the important themes in those chapters are discussed and a
research agenda that can serve as an action plan for HIV/STD prevention
investigators to enhance community impact is presented.

THE MULTILEVEL IMPACT OF HIV/STD PREVENTION PROGRAMS

One major theme underscores the importance of multilevel influences on
individual behavior: While individuals must change their behaviors in or-
der to stop the HIV/STD epidemic, interventions intended to impact the
individual can be delivered at the couple, family, community, or societal
levels. The shift from an individual perspective to a community one raises
many methodological and measurement challenges. A case could be made
that multilevel interventions may be the only effective way to develop the
kind of social movement that has been so successful in the antismoking
campaign.

This approach raises multiple research questions:

• How can the community-level impacts of multilevel interventions
be measured?

• How can the independent effect of multilevel intervention designs
be assessed?

• How can multiple methods be coordinated in the design, imple-
mentation, and assessment of community-impact interventions?

• How can existing data from efficacious interventions be explored
to assess group and community-level effects?

• How is individual sexual behavior affected by factors such as com-
munity cohesion, peer group norms, or the presence or absence
of an organized community support network at higher levels of
analysis?

• What are the community contexts within which risk is greatest for
different sociocultural groups and people of different ages?

• What institutional norms support risky behavior and therefore un-
dermine efforts to sustain change conducted at the individual
level?

CULTURAL INFLUENCES ON THE COMMUNITY IMPACT OF INTERVENTIONS

Another theme is the perspective that, regardless of level of analysis, it is
important to understand the role of cultural and social context when at-
tempting to either replicate programs or transfer programs developed in
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one context to another. The role of cultural influences over all aspects of
community interventions is increasingly appreciated in AIDS research.

The following questions warrant further investigation:

• How do culturally defined gender roles affect interventions de-
signed to change social norms related to risk behavior?

• In what ways does the concept of culture affect the feasibility and
impact of community interventions in diverse communities?

• How are cultural differences related to efforts to replicate interven-
tions across cultural and social contexts?

THE LONG-TERM IMPACT OF COMMUNITY-LEVEL INTERVENTIONS

Another theme is the need to document not only the immediate but also
the long-term community impact of HIV/STD prevention efforts, which
involves two concepts. One concept assesses the sustainability of the orig-
inal impact of the intervention. The second concept involves identifying
the continuing benefits to the community that may evolve from the origi-
nal intervention over a longer period of time. Ethnographic research meth-
ods can assess the congruence of the intervention with the local setting
and population and identify local resources that may sustain the interven-
tion. This is critical because the effects of interventions on communities
can be expected to occur over a protracted time period, not solely in the
immediate aftermath of the intervention itself. Such outcomes may be pos-
itive (e.g., the development of subsequent community-based programs
stimulated by the success of the original intervention) or negative (e.g., in-
creased antagonism to outsiders because of promising more than was
delivered).

The following are questions about sustaining community impact and
assessing permutations of the intervention over time:

• How can the fit between the intervention and the community con-
text be assessed, and what effect does the fit between the preven-
tion program and the context have on the intervention’s community
impact and sustainability?

• What resources are left in the community when the intervention
ends and how does this affect the sustainability?

• How do cultural and contextual community differences contribute
to the diffusion of intervention over time in one population but not
in others?

• What mechanisms need to be developed to follow the impact of
community-level interventions over a significant time period?

• How can the continuing and evolving effects of interventions on
individuals, their social networks, and community norms be iden-
tified?

• How can intended and unintended outcomes of community inter-
ventions be assessed?
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REPLICATING COMMUNITY-LEVEL INTERVENTIONS

Research should be initiated that transfers interventions developed under
one set of circumstances to another so that the interventions can be suc-
cessful and sustained. The factors that determine whether an intervention
is generalizable to other communities should be identified. Journals and
other publications should be encouraged to publish process issues related
to program implementation in differing contexts.

Additional research questions related to linking programs and context
remain:

• What components must be adapted to replicate an intervention in
another setting, and how does this impact the fidelity?

• How do the resource assumptions of the intervention mesh with
the community resources available to carry it out over time?

• How can interventions be designed to assess the effects of compo-
nents across diverse populations and levels of analysis so they can
be replicated?

• What community and organizational factors affect the adoption of
HIV/STD prevention programs?

• What strategies might be developed to balance existing, locally de-
veloping programs with a plan to replicate HIV/STD prevention
programs?

• How can efficacious, individually based programs be constructed
to increase their community impact when they are replicated?

• What methods can be developed to describe the interaction and
mutual influence of investigators and local service providers in
program design and implementation?

NATURALLY OCCURRING EXPERIMENTS

Another theme is that naturally occurring experiments are continually
happening in communities as new programs are implemented, new laws
are passed, and natural disasters occur that disrupt community services.
Documenting baseline data prior to the event is critical in assessing the im-
pact on the community HIV/STD prevention program of naturally occur-
ring experiments. RADAR (Rapid Action Deployment of AIDS Research)
is a program announcement that accepts grant proposal submissions at
any time in order to capture a naturally occurring experiment.

Some of the research questions that might be addressed are the following:

• What impact will the passage of laws on HIV testing, sterile needle
sales, or aspects of care have on the community HIV/STD 
prevention effort?

• What impact will the infusion of new populations into a community
(e.g., the presence of a student with AIDS in a high school or the in-
flux of a refugee group into a neighborhood with preexisting high
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rates of HIV/STD prevalence) have on community norms about
HIV/STD risk behaviors?

• What impact will a natural disaster, such as a fire, tornado, hurri-
cane, or earthquake have on risky behaviors in the community?

• What is the synergy between the initiation of HIV/STD research
programs and the local community programs designed to have
broad community impact as a basis for further program develop-
ment?

RELATIONSHIP BETWEEN INVESTIGATORS AND COMMUNITY MEMBERS

The importance of the relationship between investigators and communi-
ties is a pervasive theme. The research agenda associated with this issue
includes the following questions:

• What is the impact of the researcher/community relationship on
(a) program development relevant to local issues and responsive-
ness to local definitions of problem solutions; (b) the provision of
evaluation and consultative activities that affect service delivery in
local agencies; and (c) the opportunity for developing guidelines
about tailoring programs to local contexts?

• What effect does the nature of this relationship have on the success
and sustainability of HIV/STD prevention programs?

• How can collaborations between investigators and community
agencies be sustained over time and across projects?

CONCLUSION

This book has presented a description of AIDS prevention programs de-
veloped over the past 20 years and has laid out a research agenda for the
future. The zeitgeist for behavioral HIV/STD prevention research is
clearly multilevel interventions that have community impact.

Even if a vaccine were to be developed in the next few years, it is doubt-
ful that it would approach 90% to 100% efficacy. There will be a continuing
role for behavioral interventions, especially those that have community im-
pact and serve to support individual resolve to engage in safer HIV/AIDS
behaviors.
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