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Embedded Systems: The Case of HIV/AIDS
Nonprofit Organizations in New York City

Howard Lune1,2 and Hillary Oberstein1

In this paper the notion of an embedded system is developed as an analytic model
to examine how state–nonprofit relations develop and become differentiated, us-
ing the case of HIV/AIDS nonprofit organizations. Drawing on extensive fieldwork
among three prominent HIV/AIDS nonprofit organizations in New York City, this
paper shows how the kinds of relationships these nonprofit organizations are likely
to form with state agencies are based on their embeddedness in the state–nonprofit
system of relations. Three forms of embeddedness are distinguished according to
the type and regularity of state–nonprofit contact—direct, outsider, and mediat-
ing. Importantly, it is shown how the configuration of relations within which an
organization is embedded determines many of the organization’s constraints and
opportunities.
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INTRODUCTION

Nonprofit organizations (NPOs) operate within the sphere of civil society,
acting on behalf of numerous constituencies and interests and maintaining many
modes of contact with state agencies and policy actors (Deakin, 1995). Nominally
the independent third sector, NPOs are increasingly being drawn into formally
defined locations in the delivery of health and human services in the United States
(Altheide, 1987; Smith and Lipsky, 1993; Wolch, 1990). As the role of NPOs con-
tinues to evolve, analysts seek measures by which to weigh potential gains in NPO
influence against potential losses in autonomy (Himmelstein, 1993; Humphreys
and Hamilton, 1995). Although aware of the constraints that are necessarily a factor
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in their relations with the state, nonprofits nevertheless willingly enter such rela-
tionships under the assumption that their organizations will profit through future
interactions.

In this paper, we take a step toward clarifying the interactions between the state
and nonprofit sectors through describing the diversity of strategies and locations
among community-based nonprofit organizations in an emerging field of work—
HIV/AIDS—in terms of the effects new forms of work have on the configuration
of relations throughout the field.

An organizational field may be defined as a bounded space of organized,
related activities, which may be quite large and diverse, and whose exact bound-
aries are a matter of interpretation. A single field of work concerned with, for
example, the variety of responses to a new health emergency will likely include
state agencies, commercial industries, and nonprofit organizations. Although the
notion of an organizational field has been applied in many ways to a variety of
problems, we adopt DiMaggio and Powell’s definition as “those organizations
that, in the aggregate, constitute a recognized area of institutional life” (1983,
p. 148). Membership in a field is defined more generally than participation in
an industry, and cuts across sectoral divisions, joining state, industry, and non-
profits. A field of organizations necessarily implies a field of interorganizational
relations.

In fields that incorporate nonprofit organizations acting in areas focused on
state agencies, the structure of the field reflects the relations between the orga-
nizations as well as the relations of the NPOs to the state. Organizing activities
take place within the field, and are thus defined in relation to the configuration
of relations throughout that field. The constraints and opportunities inherent in
a nonprofit organization’s location within the state–nonprofit system of relations
guide the organizational forms and actions chosen by different NPOs. This pa-
per will demonstrate that the strategic decisions taken by NPOs entering into an
emerging field of work—in this case HIV/AIDS—realign the configuration of re-
lations between the state and the nonprofit organizations to overcome recognizable
constraints and present new opportunities. The choice by one organization to spe-
cialize in a particular mission frees the others from responsibility for work in that
area.

The notion of embeddedness allows us to constructively conceptualize an or-
ganization’s location in a field, and hence, how its location informs the relationship
between the organization and its environment. In this study we distinguish three
forms of embeddedness according to the type and regularity of state–nonprofit
contact—direct, outsider, and mediating. These forms of embeddedness can be
depicted as shown in Fig. 1.

Directly embedded relations refer to organizations whose practices depend
primarily on state institutions. Directly embedded NPOs often depend on the
state, and build integrative relations or partnerships. Such partnerships have been
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Fig. 1. Differential locations in the state–community system of relations.

observed to be increasingly prominent in the delivery of social services in the
United States and Western Europe (Wolch, 1990; Smith and Lipsky, 1993; Ullman,
1998). Their immediate environment is still the community from which they arose,
but directly embedded organizations depend considerably on the routinization of
interactions with state agencies. Direct relations between community-based orga-
nizations and state agencies are sometimes referred to as “interest group” politics
(Spalter-Roth and Schreiber, 1995, p. 113).

Outsider relations refer to organizations who define themselves as extra-
institutional to state systems while still seeking to influence events in a shared
sphere of interest. Outsider groups share the same political targets across organi-
zational fields. Organizations with outsider relations occupy the familiar roles of
activists for social change. They challenge decision-making processes, leadership,
and power centers.

Mediating organizations operate within a public sphere of interest and inter-
act routinely with both state and community organizations. They target state-level
decisions affecting the ways directly embedded organizations are able to function.
Organizations at this location are often concerned with the role of community-
based NPOs in policy arenas, which typically involves some form of advocacy
work. Although service agencies also have advocacy interests, the two functions
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are often organizationally distinct (Jenkins, 1987, p. 297). Yet such mediating
roles should not be casually aggregated into studies of challengers engaged in
political activism. Analytically separating outsider from mediating forms of or-
ganizing allows us “to distinguish politically recognized advocacy organizations,
or ‘interest group organizations,’ from those that lie outside the institutionalized
system of decision-making, of ‘social movement organizations’” (Jenkins, 1987,
p. 298). Mediating organizations thus seek to alter the nature of state–community
relations.

To highlight the value of these three forms of embeddedness—of how they
advance an understanding of an organization’s location in a field, and how this
determines an organization’s constraints and opportunities—we turn to consider
the HIV/AIDS organizational field in New York City.

EMBEDDEDNESS IN THE HIV/AIDS ORGANIZATIONAL FIELD

Continually engaged in debates with the state over the meaning of the illness,
the nature of appropriate responses to it, and the state’s obligations to those di-
rectly affected by the epidemic, the collectivity of HIV/AIDS-related nonprofit
organizations maintain multiple points of contact with the state and multiple
forms of relations. In this organizational field, the directly embedded NPOs fre-
quently work closely with the agencies of Health and Human Services. AIDS
service organizations concentrate on case management and the provision of ad-
ditional and innovative services to those affected by HIV/AIDS. The organiza-
tions with mediating relations in this field tend to target government research
and appropriations processes, serving as patient advocates in public health cir-
cles and as treatment experts within their communities. Outsider organizations
target local and federal administrations, addressing policy goals more often than
implementation. In this field, that includes questions of the relative weight of
public health versus social control models in the development of HIV/AIDS
policies.

Three NPOs in the HIV/AIDS field are examined here as vehicles by which to
understand the different levels of embeddedness between agencies commonly con-
ceived of as having related goals and missions: Gay Men’s Health Crisis (GMHC),
AIDS Coalition to Unleash Power/New York (ACT UP/NY), and the Treatment
Action Group (TAG). Each group occupies a distinct location in relation to the state,
requiring each to adhere to different organizational tactics, and each are recognized
leaders among HIV/AIDS organizations within the public health arena. The three
focal organizations are the largest and, by reputation, dominant organizations of
their type (Lune, 1998). They also share a developmental history, which makes
comparative analysis even more attractive. The progress of a set of collective ac-
tors within a shared organizational space from one NPO to three demonstrates the
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increasing diversity of strategies and locations and the increasingly sophisticated
understanding of state–community relations. Analysis of the different patterns of
organizational decision-making by each of these NPOs reveals how embeddedness
relates to organizational action.

Observing the growth and development of a new field of nonprofit organizing
such as the HIV/AIDS organizations examined in this study, one can identify a
trajectory wherein an organization’s location reflects its ultimate goals. Whereas
prior studies of state–community relations in this field have indicated the pres-
ence of distinct, but related centers of nonprofit organizing, none have explored
the processes by which this configuration has come about. In the following sec-
tion, we will map this decision-making process through an in-depth review of
these three prominent NPOs in the newly emergent field of HIV/AIDS organizing.
GMHC, ACT UP/NY, and TAG pursue different types of missions within a shared
community, even as each enacts a different understanding of who that community
includes. Between them, they provide organizational centers for service provision,
activism, and advocacy, respectively, each of which relates to a different approach
to the state. Each form of relationship—service provider, activist, and advocate—
provides insight into the multifaceted dynamics associated with the link between
the state and NPOs.

The field of HIV/AIDS-related community-based NPOs offers a further ben-
efit for scholars of nonprofit organizations. The ambivalence of the state’s response
for the first 10 years or so of HIV/AIDS in the United States was itself remark-
able (Shilts, 1987; Cuthbert, 1990). The absence of a formal policy on an epi-
demic of such proportion left private organizations to define the public response
to HIV/AIDS (Elbaz, 1992). Hence, the organizations in this field were able, or
compelled, to form a complex set of interdependencies among themselves almost
devoid of either interference or assistance from the public health sector. The con-
figuration of nonprofit organizations was thus uniquely determined by community
organizing for some years prior to becoming fixed in a set of institutionally defined
relations with state agencies.

Data for this study come from four years of participant observation among
nonprofit community-based organizations (CBOs) engaged in work on HIV/AIDS
issues in New York City. Fieldnotes cover site visits with 38 CBOs including at least
ten meetings of each of the three organizations analyzed here. This fieldwork was
enhanced by 40 interviews with community organizers including up to five group
representatives and volunteers at each of the three focal NPOs. Unless otherwise
noted, quotes from activists and organizers come from these formal interviews.
Participant observation also included volunteer work in preparation for at least one
public event for each of the groups under discussion. In addition to interview data
and field work, we examined the periodical publications and newsletters produced
by GMHC, ACT UP/NY, and TAG during the period of study, from 1994 to 1997.
We consider each of the organizations in turn.
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GAY MEN’S HEALTH CRISIS (GMHC)

GMHC, the world’s first HIV/AIDS CBO, began operating in 1981, within
months of the first reported cases. Formed in response to what was then called
“gay cancer,” GMHC’s initial mission was quite simple: find out everything that
was known about the new health threat and disseminate this information as widely
as possible within their own community. They collected all available information,
and wrote pamphlets and letters to generate awareness among gay men. Later, as
disease demographics changed to include significant numbers of women, people of
color, and others who felt no particular affinity toward a gay-based organization,
GMHC found itself straining to incorporate all of the communities of people
affected by HIV/AIDS.

Within its first few months, GMHC formed close connections with members
of the Centers for Disease Control, the New York City Department of Health, and
clinicians who were treating AIDS patients. In conjunction with the New York
AIDS Network, which had close ties to city government and the state department
of health, GMHC influenced the shape and mission of the state’s AIDS Institute.
When the AIDS Institute took over many of the organization’s case management
responsibilities, which were already being referred to as “the GMHC model,” they
helped to secure the appointment of former GMHC executive director, Mel Rosen,
as the Institute’s first director.

Among the many community-based nonprofits of the early 1980s, GMHC
was the most self-conscious about defining the field of community work and
their own location within it. The group adopted the motto “First in the Fight
Against AIDS,” which has multiple meanings. Leaving research to the scientific
community, GMHC defined its own mission around the delivery of uncensored
information and daily living assistance to people living with HIV/AIDS, whose
needs they understood better than anyone else.

Although it faced no explicit pressures to do so, GMHC established itself
according to what its leaders perceived would win favor within the public health
sector (Perrow and Guill´en, 1990, p. 109, quoting Shilts, 1987, p. 325):

GMHC, originally a fairly innovative organization, was learning the ropes and would avoid
political confrontations. Just eighteen months after its birth, at the U.S. Conference of
Mayors in June 1983, GMHC impressed the participants with carefully presented docu-
mentation, including flowcharts and formal job descriptions, that, “to [GMHC] President
[Paul] Popham were the stuff of a sound organization.”

One GMHC staff member identified 1984 as the time when GMHC moved from
“street identity issues more firmly into service provision.” They positioned them-
selves to take responsibility for their communities’ service needs in exchange for
routine support from the public health sector.

GMHC chose its direction early on, defining types of work for which they
would not take the lead, thereby defining empty spaces in the community field for
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others to occupy. They elected to follow a professional, social service model and to
seek federal support. Several of the group’s initial organizers had backgrounds and
connections in social services, and knew how to work profitably in this arena. In
1986, then-president Richard Dunne wrote that, with their public image, GMHC
“has been very successful in getting funds allocated” (1987, p. 155). Eight years
later a department head echoed the same sentiment, “Federal agencies love us. . .

Grantsmanship is what we’re good at,” adding that this has necessarily precluded
some amount of participatory democracy, “One doesn’t run a multi-million dollar
agency that way.” Philip Kayal, a member who has written extensively about
the organization, characterized “GMHC’s ambiance” as “quite astounding, if not
notorious, for a community-based organization. It is well-housed, professionally
staffed, and remarkably well appointed” (1993, p. 109).

GMHC chose to avoid addressing any judgmental questions regarding sexual
activity or expression, or political advocacy of any single “appropriate” policy.
This meant that they could not take a stand on the safety of bathhouses, and did not
want to become involved in politics, even as others in the community organized
protests and rallies on these very topics. In their second newsletter in February of
1983, GMHC appealed to the gay community to adopt political abstinence when
facing HIV/AIDS. “There is one thing we must not allow AIDS to become, and
that is apolitical issue among ourselves. It’s not. It’s a health issue for us” (Kramer,
1989, p. 27, quoting GMHC, emphasis in original). The target of this phase of their
work was principally the gay community, particularly people with AIDS (PWAs),
and also healthy others whom they recruited as volunteers, invited to education
forums, and pressed for donations.

Although GMHC has been singled out for its participation in the bureaucracy
of the public health service system, (or, as one informant asked, “why is there
a dress code at an AIDS organization?”), they also participate in the less formal
community support system. Organizers were aware of the potential limitations of
that position, but hopeful that they would be taken seriously by policy makers. Just
prior to the formation of ACT UP in early 1987, “there were active debates. . .

over institutionalism versus street activism.” A different source said that they had
struggled against becoming part of “the wallpaper” of the AIDS world. The group
was committed to not being a social movement organization, but they knew that
“both needed to be done.”3

By 1987, as GMHC sat solidly in the center of a web of AIDS service orga-
nizations (Chambr´e, 1996), dissatisfaction with the lack of progress on all other
fronts had generated a heated discussion in the gay press and in community fo-
rums. Volunteers, caregivers, political organizers, and others debated the role of
the community in relation to the state and the public health sector. In an example
of what Galatowitsch (1999) has called “the failure of success,” confidence in a

3An ACT UP informant used this precise phrase during an interview, but several sources from GMHC
and TAG have used almost exactly the same wording.
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public–private service partnership that had proven effective for less challenging
health concerns blunted the activists’ calls for sweeping changes. The pursuit of
institutionally defined legitimacy had placed the organization at odds with many
of its most dedicated supporters who valued their connection to “the community”
above administrative practicality (Kayal, 1993). GMHC had chosen to bend its
form to match the preferences of the public service sector, but the harmony be-
tween GMHC and state health agencies, coupled with the increasing diversity of
communities of people affected by HIV/AIDS, engendered a sense among many
that the organization no longer stood up for its constituency; or, as one informant
suggested, “GMHC had lost its ‘C’.”

AIDS COALITION TO UNLEASH POWER/NEW YORK (ACT UP/NY)

Recalling this period, activist Maxine Wolfe wrote that “it had become ap-
parent to some members of the lesbian and gay community in New York that no
matter how many service organizations we created, unless there were treatments
available, all we could do was help people to die” (1994, p. 217). Wolfe and others
advocated for new forms of organization to focus specifically on treatment and
research. Then, in March 1987, at a community forum at the Lesbian and Gay
Community Center, GMHC cofounder Larry Kramer challenged his audience to
turn its frustration into a political force. His seemingly simple question, “do we
want to start a new organization devoted solely to political action?” resonated
with an “already existing energy that [was] out there and help[ed] find a focus for
its outlet” (Kramer, 1989, pp. 135, 137). Several organizational meetings quickly
followed, and ACT UP, the AIDS Coalition To Unleash Power, was born.

ACT UP/NY defined itself from the start in contrast to GMHC, and in op-
position to the state. ACT UP/NY was intended to be the real street activists,
the voiceof the community, not a bureaucracyservingthe community. One in-
formant who had initially joined ACT UP/NY as “anger therapy” while working
for GMHC, eventually decided that GMHC had become a “big social service
monstrosity,” and felt that he could accomplish more within the ACT UP/NY
framework. Although ACT UP/NY was never exclusively gay, it was an important
part of post-AIDS gay identity. Established organizations had become, in a word,
established, and the newer offshoots and recently activated constituencies had a
strong base of both knowledge and organizing on which to build. For a time, many
people, including many of our informants, worked with both organizations wearing
“different hats.”

For the most part, these activists channeled their protest activities through
ACT UP/NY in addition to their ongoing work in GMHC and other AIDS ser-
vice organizations. They did not seek to replace the community service perspec-
tive with the activism framework. Ideologically, the new organization did not
seek to supersede or undermine GMHC, but to introduce a new, nondestructive
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organizational form to the field of community-based AIDS work, free of the con-
straints inherent in the growing state–community partnership. For many, the ability
to single-mindedly pursue protest actions with ACT UP/NY allowed them to work
more comfortably within the GMHC framework at their “day jobs.” Although there
were evident personality conflicts enacted in ACT UP/NY’s formation (Kramer,
1989), the groups still maintained a high degree of membership overlap. The formal
organizational distinction between GMHC as the site of service and information
dissemination working with the public health sector, and ACT UP/NY as the site
of protest and policy demands working against it, represented a new level of com-
plexity in the division of labor within the field of AIDS work. Operating outside
of state institutions afforded the group the freedom to make the state the primary
target of their actions, as many had wished.4 ACT UP/NY engendered a two-faced
relationship between the state and the organized community. As one volunteer
expressed it, “We can’t get a meeting with Rudy [Giuliani, Mayor of New York].
GMHC can. I don’t consider this a failure. ACT UP/NY kicks the door down, then
someone in a skirt or tie can go in and have a meeting.”

ACT UP/NY became the organizational center of AIDS activism almost
from its first day, averaging one demonstration every 2 weeks for nearly a year
(Wolfe, 1994). In its first few months, ACT UP/NY staged demonstrations about
drug pricing, clinical trials, and mandatory testing proposals. Throughout the next
few years ACT UP/NY struggled to forge alliances with scientists while attack-
ing research as a set of institutionalized practices, occasionally attending medi-
cal conferences as both presenters and protestors. Their activities spread across
a wide range of protest and watchdog practices. ACT UP/NY organized boy-
cotts against drug companies whom they accused of profiteering and slowing the
release of drugs, and doctors across the country actually initiated contact with
ACT UP/NY in order to join them (Elbaz, 1992). Many of the activist organiza-
tions in New York whose missions are more specialized began as ACT UP/NY
committees. These splits, though not always friendly, provided the HIV/AIDS
activist community with seasoned organizers who shared many experiences and
assumptions.

TREATMENT ACTION GROUP (TAG)

The Treatment Action Group was born out of ACT UP/NY’s Treatment and
Data Working Group (T&D) in late 1991. T&D’s work had strongly influenced
changes in the Food and Drug Administration’s (FDA) procedures for the review

4The organization’s mission statement, read at the start of each meeting, describes participants as
“united in anger.” Principally targeting the state’s research and policy agendas, ACT UP/NY organized
numerous protests carrying placards such as “we die, they do nothing” and “the government has blood
on its hands.” These angry accusations epitomized ACT UP/NY’s reaction to the state’s lackluster
medical and pharmaceutical response to HIV/AIDS, while fashioning an imperiled style by which
they would soon be defined.
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of new drugs, and led to the National Institutes of Health’s reorganization of
the AIDS Treatment Evaluation Units in New York City. Mediating between the
activists prototypical of ACT UP/NY and the policy analysts working at GMHC,
TAG members sought to represent community interests in the research arena. TAG
introduced a new form of collective action, called treatment activism, which relied
on the growing relationship between research experts in government and their
counterparts in the community (Epstein, 1996).

TAG’s origins derived from the most surprising successes of ACT UP/NY.
Through their expertise and their selective targeting, the T&D activists found their
access to the political system increasing. At that time, however, they were working
from within an organizational framework that sought to represent all of the people
threatened by HIV/AIDS, on all political matters. The access that the group was
offered was clearly limited to certain forums where a small group of activists had
achieved proficiency in the language and technology that was already in place,
and where issues of gender, class, and routine discrimination were secondary to
research and the provision of care. It was also based on the premise that the activists
would participate in an existing system of policy-making on the state’s own terms.
For ACT UP/NY, the new insider access was the opportunity to gain concessions
in one arena in exchange for a reduction of efforts in all others, which amounted
to a form of organizational, and possibly political, suicide.

Stephen Epstein (1996) relates that the “men” behind T&D sought the part-
nership that TAG would ultimately achieve with the state health policy sector.
However not all branches of AIDS activism sought such accommodation with the
state, whether the opportunity existed or not. Members of ACT UP/NY’s T&D
group recalled that an “element” of ACT UP/NY who felt that “you should never
be on the inside” became quite “antagonistic” to the new form of work. Many
in ACT UP/NY feared, realistically, that the organization would lose its unique
position if it got too “cozy” with the state. The Women’s Action Committee, in
particular, felt that the growing focus on treatment work was damaging the rest
of the organization’s mission, and they proposed a 6-month moratorium on direct
contact with the government. T&D adamantly opposed this. The moratorium, in
keeping with the principles of the organization, would have committed the treat-
ment activists to a policy of outsider agitation, rather than the new insider tactics
at which they were becoming experts.

One informant recalled this period as a particularly existential crisis. Over the
course of several weeks the group endured an “acrimonious debate” concerning
its identity and public role, with no emerging proposal on which to vote. The
deadlock was broken when members of T&D independently proposed that they
would leave ACT UP/NY to form a new organization. Late in 1991, core members
of the T&D group split from ACT UP/NY to form TAG. Although it had taken time
to recognize it, the organization had come to occupy two distinct niches within
their field, and they needed to split them apart in order to protect the integrity
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and independence of both. Many members of both organizations perceived the
split as both a fracture and a strategic division of labor. Informants concur that
although the two organizations were able to collaborate following the split, there
were individuals who were unable to bridge that gap. One TAG member, describing
the role of ACT UP/NY as the perennial “bad cop,” defined the new organization
as a necessary compliment to it; “TAG can be considered a good cop by the
medical research establishment, but a bad cop by the pharmaceutical industry. . .

The important point is to be aware of the value of these roles and to be willing to
use them towards a given purpose.”

TAG’s mission is defined in general terms around the treatment needs of all
people living with HIV, present and future. TAG takes on multiple roles, both
meeting with government officials and organizing acts of civil disobedience. As
treatment specialists, TAG has sought collaborations with medical professionals.
Members hold numerous community advisory seats on the National Institutes of
Health (NIH) panels and routinely review clinical trial protocols before they are
submitted to the FDA. As activists, they are prepared to disrupt these panels or
undermine subsequent policy recommendations if they do not feel that the interests
of their community are being served. As experts, they bring their messages to the
sites of clinical research—attending virology meetings, AIDS conferences, and
visiting research campuses, invited or otherwise. Yet as community representatives,
they also bring their charts and tables to neighborhoods where current clinical data
is hard to come by and where their expertise is viewed with suspicion.

TAG’s presence outside of state and activist communities often forces both
sides to accept compromises, at the risk of alienating everyone. TAG’s role is curi-
ous, because they are known by the people with whom they interact as former out-
siders who are now working on the inside. In a sense, they chose to emphasize their
collaborations with research over their community location, but ultimately they
formed a new bridge between the two. Unlike other advocacy organizations such
as Mothers’ Voices, which one staff member described as “ACT UP in [GMHC]’s
clothing,” TAG had to move through different locations in the field before finding
their “unusual niche.” TAG members, as activists in ACT UP/NY’s T&D group, had
gained considerable ground with their remarkable knowledge, which, along with
their hard work, only increased as they acquired the right to participate in review
panels, clinical trial design committees, and policy-planning strategies. But they
did not participate as clinical experts; they participated alongside of clinical experts.
Their role was that of community representatives (see, Epstein, 1996, p. 252).

Even if researchers were dubious about the patient community’s ability to gauge what
research was most important, they certainly recognized the practical values of cooperation
and negotiation in order to ensure accrual. In this sense, a basic “credibility achievement” of
treatment activists has been their capacity to present themselves as the legitimate, organized
voice of the people with AIDS or HIV infection (or, more specifically, the current or potential
clinical trial subject population).
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Their increasing visibility, as well as the recruitment of allies within the NIH,
eventually led to the routine participation of community representatives in all
aspects of HIV/AIDS research, from agency appropriations to the selection of
clinical endpoint markers during drug trials.

EMBEDDEDNESS AND THE STATE–NONPROFIT
SYSTEM OF RELATIONS

GMHC, having set community-based AIDS work in motion, could have pur-
sued any location in relation to the state. As Larry Kramer (1989) documents,
and our informants validate, the organization’s leaders were well aware of their
options. After lengthy consideration, they deliberately chose to steer the group to-
ward cooperative integration with the state, and to work directly with the agencies
concerned with health and human services. All significant organizational decisions
following this one showed considerable convergence.

ACT UP/NY literally grew out of public discussion on the limitations inher-
ent in the organized community’s cooperative relationship with the state. Although
the flow of money and information had improved considerably by the mid-1980s,
the Reagan administration gave no indication that it shared the community’s sense
of urgency about HIV/AIDS. The organized community, as a source of services
and information gathering, had a certain influence on HIV/AIDS policies, but
it lacked power. ACT UP/NY mobilized the potential power of the community
against the state, which most active members considered negligent in combating
HIV/AIDS (Elbaz, 1992, p. 70). In its most prominent demonstrations, the orga-
nization seized offices at Burroughs-Wellcome in order to pressure the company
into reducing the cost of AZT, shut down the stock exchange to protest “AIDS
profiteering,” and blocked access to the FDA’s Rockville, Maryland campus car-
rying “I died on placebo” placards to initiate changes in clinical trial design (Arno
and Feiden, 1992). At each event they declared themselves with their signature
motto “ACT UP, Fight Back, Fight AIDS” in which fighting back presumably de-
clared their antithetical attitude toward the state, thereby breaking the pattern of
state–community cooperation.

TAG’s mission statement refers to both meeting with government officials
and leading acts of civil disobedience. Almost as angry as ACT UP, not quite
as professional as GMHC, TAG could only define themselves in an environment
that already supported the two extremes. They made themselves the activists who
were willing to negotiate, freeing ACT UP/NY from having to do so, and thereby
reinforcing ACT UP’s uncompromising stance. Responding to TAG’s mediat-
ing stance, agencies of the public health sector used them as the point of entry
to the community able to minimize the contention that accompanied each new
study.
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GMHC might be the most successful policy and money insiders, but TAG
formed a link with the NIH through which the state negotiated with the community.
This is a role that GMHC could not have sought. Their relations with the state
were already too established; GMHC was a good supplicant and the state a good
provider. The treatment activists, who often met NIH institute heads for dinners and
other social occasions, had, as members of ACT UP/NY’s T&D group, previously
burned more than one of these directors in effigy. As a TAG staff member once
observed, “only Nixon could go to China.”

GMHC viewed itself as the first stop for the newly diagnosed, which one
informant called “checking in with headquarters.” In this capacity they allowed the
state to offload responsibility for direct service provision to people with AIDS. ACT
UP/NY, as a site of community activism, brought together members of the affected
communities to speak and act in their own voice. ACT UP/NY working groups
have carried out numerous acts of civil disobedience, several of which led to mass
arrests and occasional trials. TAG, as indigenous clinical experts and appointed
community representatives acted on behalf of the community within policy debates
that occur outside of the community. Without a clearly identifiable constituency,
TAG has had little to do with community mobilization efforts, concentrating their
efforts on gaining voice in debates on research strategies, federal appropriations,
and technical oversight.

Within this domain, service organizations like GMHC experienced the ben-
efits and constraints inherent in directly embedded relations. They sponsored
conferences and community forums that brought state funders and service agen-
cies into direct contact with street-level community service providers. Leaders of
community-based AIDS service organizations in New York have served on the
advisory boards of City agencies, thereby acquiring routine access to local and
state policy processes. The activists in ACT UP/NY and other political groups
experienced first-hand the opportunities and constraints that came from outsider
locations. They have neither advised the city, nor sought its support. Instead,
through their rallies, newsletters, e-mail alerts, and phone activation networks,
they channeled the virtual power of the affected communities into media events
and civil disobedience in an ongoing effort to keep the government “honest.”

Advocacy organizations in policy domains, such as TAG, have the opportu-
nity to occupy a mediating location. Within research and policy arenas, they can
speak legitimately as community representatives, without actually organizing a
constituency or tarnishing their personal connections through protest or threats.
On occasion, however, TAG members handed their insider information over to
their colleagues at ACT UP/NY, and quietly watched as the “outsiders” brought
pressure to bear. The groups benefited strategically from each others’ different
relations with the state. Concurrently, their middle position made the treatment
activists valuable allies to the public health sector. Within community forums they
explained medical options and standards of care to rooms full of people living
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with HIV/AIDS, using their own blood assays as visual aids, partially overcoming
the taint of the state’s history of neglect or outright hostility toward the affected
communities.

Each of the distinct locations offers organizational incentives. By choosing
their locations strategically, service providers, activists, and advocates can benefit
from the various opportunities attached to them. The forms of interactions are
not determined by the groups’ missions, but exist as possibilities inherent in the
configuration of the field.

The structural characteristics are ideal-typical of the forms of organization
prevalent in the different strata of the field under consideration. Thus GMHC
is the exemplar of the subfield of AIDS service organizations that have grown
around it, and most closely defines the type. ACT UP/NY is the leading activist
organization with connections to other, less prominent groups of similar form. It
adopted the familiar form of a grassroots protest organization while choosing an
implementation particular to the needs of its members. TAG coordinates its work
with a handful of other New York City NPOs where the groups’ missions overlap.
However, only TAG works exclusively within what we define as a mediating model.
Although all of the NPOs are multifaceted, and all change over time, the multiple
case study emphasizes the continuity of the postures toward the state that the
groups have adopted in pursuit of those goals that relate to politics and policy.

CONCLUSION

HIV/AIDS-related NPOs have collectively defined a variety of locations with
regard to the state. In order to understand this relationship, it is necessary to con-
sider how the field developed. The sequence of forms of work adopted by NPOs
reveal the negotiable status of state–community systems. This negotiation process
indicates that discrete organizational strategies depend on both the structure of or-
ganizational fields at the collective level and the configuration of relations between
fields and their environments. Their interdependencies reveal why organizations
in a shared field seek to work both with and against the state and how they are able
to do both.

One could argue that the task of maintaining control over a diverse and grow-
ing population of interest groups would be untenable, and that fragmentation is
inevitable. Such an argument would view the diversity that we have described as
a failure to organize. Instead, we view the formation of many forms of interor-
ganizational relations as a strategic contribution by multiple organizations to a
shared set of goals. The more relevant measures of organizational success concern
autonomy and influence, as organizations weigh their potential influence against
the immediate costs. The debates preceding the formation of both ACT UP/NY
and TAG provide explicit examples. In both cases organizers wished to expand
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their work into new areas, using different tactics, but feared that the new approach
would compromise the benefits of their ongoing work. In both cases, community
organizers pursued both strategies by expanding the field of organizations.

Organizations in diverse fields serve their mutual interests by maintaining
a variety of postures toward the state. The variety of organizational forms in
dynamic fields of work need not be considered evidence of competition, as in
for-profit interactions. Rather, it allows late-comer organizations to build upon the
relations established by the early risers. Once a relationship has been established
between nonprofits and the state in policy arenas, that relationship may then be
used as a resource for further organizational efforts. An organization that adopts
a mediating role may explicitly play one set of relations off another for strategic
advantage.

This multiorganizational negotiation process provides some degree of protec-
tion to community autonomy while allowing them to form necessary alignments
with state agencies. By providing alternative forms within the same domain of
action, NPOs can represent their communities of origin, often against the inter-
ests of the state, without fostering an entirely hostile pattern of interaction. The
state, which shares these interests in goods and services provided by the AIDS
service organizations, has incentives to encourage the growth of the independent
third sector, but not its independence. By funding nonprofits as its agent, the state
gains a measure of control, thereby bringing the NPOs into the public health sys-
tem without taking responsibility for the success or failure of the organizations
or their missions (Seibel, 1989). Formal support relations therefore reduce the
nonprofits’ autonomy, but only for those organizations that participate in such
relations.

Contemporary community organizers and sociologists share an awareness of
the dangers inherent in working with state agencies. Co-optation is part of the
language of mobilization, and NPOs must consistently renegotiate their relations
with the state at each step of their development. Organizers in our study and
elsewhere have come to recognize the strategic advantages inherent in multiple
points of work with only loose ties between them.

Studies of professionalization in social movements, drawing on the resource
mobilization tradition, have frequently compared directly embedded, cooperative
NPOs with outsider antagonists in order to ask which has more successfully mo-
bilized their resources (Zald and McCarthy, 1987). Not surprisingly, organizations
that maintain routine contact with economic and political elites have more suc-
cessfully attracted reliable sources of support. But such studies play down the
significance of context (Hathaway and Meyer, 1994). Mainstream and radical
organizations are able to specialize in this way because each may relegate neces-
sary functions to the other (Stoller, 1997). In certain cases, which Herbert Haines
called “the radical flank effect,” increases in elite contributions to mainstream
exchange partners have been directly attributed to recent activism by radical groups
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(Haines, 1984; McAdam, 1982). Where such a division of labor occurs, mediating
organizations may attempt to manipulate the dichotomy to further advantage, some
of which will also be reflected in increased resources, although many other mea-
sures of success exist.

Future studies of private NPOs operating in a public domain will benefit from
greater attention to the configuration of the field under study and the location
of their study groups within it. Analysts will then be better equipped to predict
the kinds of relationships NPOs are likely to form with state agencies based on
their locations within the organizational field. In the end, we are provided with
knowledge about the diverse nature of organizational decision-making. Individual
nonprofit organizational strategies cannot be understood in isolation; rather they
derive meaning from their place in the larger structure of embedded systems.
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