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Ethnographic Research on AIDS Risk
Behavior and the Making of Policy

Margaret R, Weeks and Jean J. Schensul

‘Many of anthropology’s past contributions could be classi-
fied as policy related if one defines policy science as helping
decision-makers set guidelines for action’ (Weaver, 1985).

Policies are sets of ideas or guidelines for action. It is a2 commmon belief
that policy is set by governmental bodies through legislation and regu-
lations. We agree with Weaver, however, that guidelines for action can
be established and regulated in any context within which decisions are
made that affect or influence the lives of community residents. By
this definition, policy is generated in governmental institutions, pri-
vate organizations, non-profit organizations, public agencies, and the
media. If we accept this definition, policy-makers are actors in these
settings. Thus any citizen, by virtue of employment, voluntary par-
ticipation on boards, committees, and commissions, or community
activism, may be a policy-maker.

Because the individuals that participate in policy-making in these
arenas hold different ideas or theories about the way these guidelines
should be specified in any setting, we may speak about alternative
policies and their implications for action. Often these theories are con-
fused or conflicting,’and a policy-maker may simultaneously hold con-

tradictory theories which may make it difficult to make rational decisions
about an issue.

In public decision-making arenas in education, health, law enforce-
ment, and so on, there are generally conflicting sets of policies which
may change with changes in the setting. Furthermore, when multiple
organizations or agencies are involved in, or added to, a debate about
directions, theories of action and policy directions may change through
time. Thus policies are continually changing in relaticn to particular
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levents, actors, and settings (Patton, 1979). Espetially when theoretical
lassumptions are not clear, policies may be driven or confused by the
‘values, ideologies, and agendas of policy-makers rather than their
.constituents.

Policy-making is heavily influenced by the balance of power in the
group. Thus an understanding of power relationships and politics is
crucial for an understanding of how policies are formulated and the
ways in which compromises are reached between opposing interest
groups. As such, policy formulation is neither scientific nor unscien-
tific, although at various levels, the findings and writings of scientists
may or may not be utilized.

As social scientists, where do anthropologists fit in the interface of
research and policy formulation and implementation? Anthropologists
do their best work ‘close to the community’ because they are trained to
do ethnography in community settings and they seek employment in
orgarizations that permit or encourage them to do research in commun-
ities. Most of the domains of observation and interpretation and the
best ‘theoretical developments in anthropology have to do with the
ways in which communities or sectors of communities function and
the ways in which community residents articulate with wider society
institutions. Thus anthropologists are often best placed to articulate
policy with reference to the communities in which they are active.
Arithropologists can be useful in these complex social arenas in
several ways. First, they can specify and clarify the alternative and
competing theories that underpin suggested policy directions. They
can also siiggest particular policies and theories of action with reference
to a specific community problem for which they have data. Anthro-
pologists can provide data to inform policy-makers in different settings
about an issue and can create policy-making arenas within which the
anthropologists themselves can have direct influence, because they are
shaping the debate, guiding the discussion, and promoting the out-
comes. Finally, professional anthropologlsts and other social scientists
sometitnes seek to affect policy by developing programs or other activ-
ities designed to test theory or to establish environments within which
new policies can be formulated.

In any of these situations anthropologists may find themselves
confronting several central dilemmas. First, they may be asked to
represent the research community, which may not be politically fea-
sible, acceptable, or representative; second, they may not be prepared
to speak about policy at every level; third, they may not understand
the power relationships among sectors involved in the policy debate;
and finally, they may not be familiar with the social science or other
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theoretical frameworks which guide the competing positions of policy-
makers.

"To counter these problems, and to strengthen the Jikelihood that
anthropology and ethnographic research can play a major role in policy
formation, anthropologists must be directly involved in those settings
in which policy is made. One important strategy involves the anthro-
pologist in the active creation and administration of programs, consor-
tia, action research nerworks, and other similar activities that involve
community residents and the organizations that represent them in re-
search, action, and policy debate (Schensul, 1985). Schensul has referred
to this process as the creation of ‘policy clusters” (1985). The policy
cluster is an ad hoc group that comes ‘into existence to work on or
advocate for issues of public concern. . . . The policy cluster is a focus
of power in the policy process and varies in its degree of influence as
well as its involvement in action’ (1985) with the compuosition and scope
of its membership and the skill of its facilitator.

The creation of a policy cluster sanctions community survey re-
search and ethnography on sensitive topics. It empowers participants in
the consortia to use research as a tool in advocacy and public promotion
of platforms or directions in education, health, housing, and other areas
of public welfare. It ensures widespread community involvement in the
research, the program, and the activities around the promotion of policy
change. It avoids the problem faced by the anthropologist who is asked
to speak in isolation from the community within which research has
been conducted. Unlike research alone, involvement in the administra-
tion of action programs offers virtually automatic access to other arenas
within which policy is being discussed.

“This perspective differentiates between research on policy and policy
research. The former attempts to analyze the domains of policy as
process. The latter involves the researcher as actor in the policy arena.
The following case discussion reviews an ongoing program in which
anthropologists are both administrators and ethnographers in a broad
based, urban, multi-ethnic consortium which is attempting to change
high risk behaviors of injection drug users and their sex partners at risk
for HIV infection. At the same time, this program constitutes a policy
cluster which is attempting to change community, city, and state policy
around programs, services, and service co-ordination to meet the needs
of this target population. Members of the program consortium partici-
pate in other policy clusters, which also vary in strength and influence,
to address service co-ordination and case management needs of injection
drug users, state and local policies affecting substance abusing mothers
and pregnant women, culturally specific HIV educational needs of

urban women, the initiation and monitoring of needle exchange pro-
grams, and the promotion of continued funding of outreach demon-
stration projects at the national level.

The Need for Ethnographic Research on AIDS
Behavior

(The inability of survey research and experimental and quasi-experi-
‘mental design to provide fully satisfactory answers to a host of AIDS-
irelated questions has led some health science researchers to propose the
:‘ethnography’ as a critical aspect of evaluation research. The discovery
rmethods of ‘ethnography’ or ‘ethnographic evaluation” may be cited
as 2 solution to health policy, service delivery, or program evaluation
problems under specific circumstances. One appropriate condition is
when the disease is new and its natural history and social definition are
relatively unknown or emerging. Another is when the target popu-
lation is new, unknown, or unpopular, or when this population is
difficult to reach by public health officials, physicians, and so on.
Ethnographic methodology is also particularly useful when the health
problem is of considerable concern to the public, and when existing
research paradigms (that is, experimental design, or ¢pidemiology) do
‘not provide satisfactory answers to questions or problems concerning
‘the environment in which the disease is spread, the vectors or vehicles
for its contagion, popular responses to the problem, or unexplained
tdifferential or unanticipated effects of the disease or public response to
it. Finally, ethnography is particularly valuable when existing interven-
“tions have not solved the problem of infection or transmission, as in
-the case of malaria (Sevilla-Casa, 198Y), diarrhea, or acute respiratory
infection. ;
' Ethnography offers methods for identifying, observing, document-
‘ing, and analyzing culture (patterned beliefs and behaviors) in com-
munities, institutions, and target populations under difficult field
circumstances. In addition, the ethnographic perspective insists on
identification and interpretation of the meanings behind observed
behaviors, for example, responses to disease (Werner and Schoepfle,
1987; Weller and Romney, 1988). Ethnographers assume that patterns
of behavior and interpretation vary with ethnicity or cultural identity
-and, further, that ethnic groups are characterized by intra-ethnic diver-
sity, which must always be taken into consideration. The methods of
ethnography are generally utilized to understand how and why systems
are constructed, in what ways people interact with them, and how
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they interpret and explain both the systems and their own interactions
with them. The behaviors and ways of thinking of newly affected
target populations are relatively unknown to health policy-makers.
When these populations do not respond to interventions or services in
expected ways, ethnography can offer new interpretations to health
decision-makers and members of the target population themselves.

What Is Ethnographic Evaluation?

“The label ethnographic evaluator suggests a contradiction in
terms to some scholars. . . . First, it is 2 myth that anthropolo-
gists are completely non-judgmental. . . . The aim, however, is
to assume a non-judgmental orientation toward different cul-
tural practices. . . . Both traditional ethnographers and ethno-
graphic evaluators attempt to adopt this posture throughout a
study and to make explicit their more conscious and obvious
biases. A non-judgmental orientation and an evaluative approach
are not mutually exclusive. Evaluation simply represents an-
other level of analysis.

The major difference berween the traditional ethnographer
and the ethnographic evaluator is that the traditional ethno-
grapher concludes the study with a description of the culture,
whereas an ethnographic evaluator begins the evaluative seg-
ment of the study with a description of the culture. The ethno-
graphic evaluator describes what is going on and then makes a
qualitative leap beyond description to the explicit appraisal and
assessment of the cultural system in terms of its own cultural
norms (Fetterman, 1986).

As Fetterman suggests, the term ethnographic evaluation poses a con-
tradiction for the following reason. Evaluation refers to judgment against
an already defined standard; ethnography poses a theoretical framework
to account for or predict the ways in which cultural systems are con-
structed. Evaluation is prescriptive; ethnography is descriptive (Wolcott,
1984). Evaluation tests outcomes against a theory of action. Explicitly
stated as a consequence of theoretical framework is a set of clearly
articulated goals and objectives, and an action plan (Rossi and Freeman,
1985; Suchman, 1967). Ethnography, in contrast, is a set of ‘discovery
procedures’ through which theory of action -— or program theory — is
generated, and goals, objectives, and action can be clearly defined as
they are being implemented. Ethnographic evaluations ‘begin with the
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raim of ethnography - to understand. However, they make the next
fogical step — to assess what is understood’ (Fetterman, 1984).
Ethnography works best in evaluation when the model is emerg-
.ing or developing, that is, in the early stages of program development,
or when the program is viewed as constantiy having to adapt to chang-
Emg circumstances. Ethnography is most useful when theory, stand-
-ards, goals and objectives are viewed as ‘fuzzy’, ‘flexible’, ‘discoverable’,
‘and changeable, in other words, when it can assist in generating or
- discovering the theory and methods underlying a program approach.
: Evaluations based on experimental or quasi-experimental designs
“and guantitative outcome measures assume clear cut positive or negative
- outcomes as evidenced by a selected set of outcome measures. Ethno-
 graphy, on the other hand, works best when there is a stated desire to
 seek expanded and unanticipated outcomes, a willingness to accept and
explore negative outcomes, and a recognition that the target population
‘is diverse and unknown and that the program is likely to affect that
. population in different, and not fully predictable, ways. Quantitative
“evaluation of individual outcomes generally compares ‘classes’ of indi-
viduals; ethnography is most useful in examining and explaining differ-
ential outcomes and vartation in outcomes among individuals or across
subgroups within target populations.

In short, ethnography can play a critical role in AIDS program
evaluation under several circumstances. The first is when there is a
recognized need to understand cultural variations in target populations
in order to increase efficacy of outreach and prevention/education ef-
forts. A second is when AIDS prevention programs are in the forma-
' tive stages and information about the process of the program, the
_organizational base, the community context of the program, and the

target population are critical to shaping the program itself. A third is
when the program is ongoing, but theory, goals, objectives, methods,
and even desired results are not clearly stated or understood. A fourth
s when there is a clear discrepancy between the program standard and
rogram operation and the reasons for this discrepancy, as well as its
| consequences, are not understood. A fifth is when aspects of a program
" are not working as anticipated and an explanation is required. A sixth
is when outcomes are uneven or not as anticipated and the explanation
is believed to lie with as yet unidentified patterns of difference among
program participants. Finally, ethnographic evaluation can be critical
when there is an interest in describing or demonstrating operational
~aspects of a program for adaptation by others.
: In the remainder of this chapter we will describe the use of ethno-
graphic evaluation in AIDS programs and its importance for defining
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policy on AIDS issues. We will begin with a description of AIDS
prevention programs, using the case of one specific demonstration re-
search project, in which ethnographic evaluation is utilized in combina-
tion with quantitative outcome measures within a quasi-experimental
design. Following this, we will outline ways that ethnographic docu-
mentation and assessment of AIDS intervention programs can be
carried out by program staff to complement the collection and analysis
of quantitative data. With this, we will indicate some of the advantages
and disadvantages of using program staff for ethnographic evaluation,
and the training they received in one project in which they contributed
to carrying out such data collection. Finally, we will discuss some of
the ways this program has used data gathered through its ethnographic
and quantitative evaluation methods to affect local and national policy
on AIDS prevention among injection drug users and their sex partners.

AIDS Programs

Almost all AIDS programs are prevention oriented, AIDS prevention
programs fall into three classes (Fischl, 1988; Hopkins, 1987; Mason,
1988). These include, AIDS prevention education intended to change high
risk behavior in order to reduce exposure to HIV; AIDS post-test
counseling for those whose IV antibody test results are positive and
who may be at risk for continuing exposure to HIV or for transmitting
the virus to others; and prevention, education and support programs for people
with HIV and people who anticipate or who are already experiencing
symptoms and diseases associated with AIDS.

One AIDS prevention program that includes all of these activities
is Project COPE (Community Qutreach Prevention Effort), a demon-
stration research program run by a consortium of community-based
research and service agencies in Hartford, Connecticut. The project is
funded by the National Institute on Drug Abuse (NIDAY as part of a
National AIDS Demonstration Research (NADR) program to develop
and evaluate experimental interventions for people at risk of HIV infec-
tion through needle use or unprotected sex with needle users. Among
these NADR projects, Project COPE is unique in that it is one of only
two that are consortia. Project COPE policies are determined by a
Steering Committee made up of representatives from each of the six
collaborating agencies, including two research and program develop-
ment agencies {the Institute for Community Research and the Hispanic
Health Council), three community-based service agencies (the Urban
League of Greater Hartford, Latinos/as Contra SIDA, and the Hartford
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Dispensary), and the City of Hartford Health Department. Steering
Committee members are generally directors of their agencies or depart-
ment heads within them and act as co-investigators for the project.
These individuals are able to use their positions to insure the link be-
tween the project and the community, and to influence community
policy using information obtained from the project.

' Project COPE targets injection drug users (1DUs) and their sex
partners for group and individual education, counseling, service refer-
ral, group support, and pre- and post- HIV antibody test counseling.
The primary goal of this project is to test and compare the effectiveness
of three intervention programs. The first is a culturally appropriate
program for African American participants, which is conducted by
African American staff at an agency located in the center of Hartford’s
African American community. The second is a Latino culturally appro-
priate intervention primarily targeting Hartford’s at-risk Puerto Rican
[P Us and their partners, which is run by Latino staff and located in the
city’s Latino community. "The third is a non-culturally specific inter-
vention for a randomly assigned mixed group of African Americans,
Latinos, Whites, and others in the project, which is located in a drug
treatment clinic and is provided by a multi-cthnic staff. The basic hy-
pothesis this project aims to test is that intervention that incorporates
elements of ethnic culture in its content and presentation format, is
provided by ethnically similar program operators, and is located within
the ethnic community to be served, can more effectively bring about
behawor change necessary to reduce risks of HIV infection than inter-
vp:uuon provided outside the community in mainstream health care
n?sntutlons,

i Preliminary indications of the project’s outcomes support this
tﬁypothcsis Measures available to date include rates of initiation of
participants assigned to each intervention and rates of completion of
their assigned programs. Both African American and Latino partici-
pants assigned to the culturally appropriate programs preferred to enter
those interventions more so than African American and Latino partici-
pants assigned to the standard intervention in the drug treatment health
clinic (38 per cent of African Americans and 59 per cent of Latinos
entered the culturally appropriate interventions; 33 per cent of African
Americans and 20 per cent of Latinos entered the standard). Participants
were also more likely to remain in the culturally appropriate interven-
tions to completion; 55 per cent of African Americans and 45 per cent
of Latinos who entered the culturally appropriate interventions stayed
to completion, compared to 23 per cent of African Americans and 35
per cent of Latinos who entered the standard’ intervention. These data
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suggest the need to place culturally oriented interventions within spe-
cific ethnic communities to provide effective intervention for people at
risk there.

AIDS prevention programs, like Project COPE, have multiple
target groups and stafls differentiated by ethnicity, gender, HIV status,
education, and other factors., They may also provide services in multi-
ple sites. Such programs are susceptible to changes in administration
and staff, funding level, the results of new research, and many other
factors that impact on program implementation and outcomes.

It is helpful to think of AIDS prevention programs, including
Project COPE, as containing the following components, which may
influence the ways in which the programs operate:

Institutional base The base from which the program

to be evaluated is operating

The population in a comnunity set
ting from which program particip-
ants are drawn and against which
they may be evaluated

Target population

Program standard Theoretical framework, goals, ob-

jectives, and action plan

Human, technical/material, eco-
nomic, informational

Inputs or resources

Process Activities, actions, and interactions
which may or may not be related
to the target population, may or
may not be anticipated, intended,
expected, or recognized, and may
have unintended as well as intended
consequences bearing on outcomes

Consequences and outcomes  Short, intermediate, and long termy;
desired, undesired, and/or unre-
cognized

A comprehensive evaluation must take all of these program elements
and their interactive effects into consideration. Unfortunately, the con-
straints of program funding generally do not favor comprehensive
program documentation. Even programs that include ethnographers on

the staff must make choices concerning what the ethnographer will
document. One solution is to improve the observation and documen-~
tation skills of program staff. This strategy has several benefus. First,
program staff become increasingly self-conscious and self-aware in se-
lecting elements of their own interventions, in carrying out street

- outreach, or in administration. Second, program staff, through active
| participation, learn to value evaluation. T hird, the distinctions among
" ‘researchers’ and ‘activist’, or program staff, are eliminated.

Use of AIDS Prevention Program Staff for
Qualitative Data Collection

In the absence of a project ethnographer to conduct ethnographic
studies or carry out the collection of qualitative data to supplement
quantitative measures and to do process evaluation, it is possible to
rely on a variety of project staff to participate in these activities. Several
general factors affect the ability of these staff to act as partial ethno-
graphers and collect these kinds of data. First, all staff are already
overextended with responsibilities of their positions. They are only
minimally available for the time-consuming tasks of collecting and
organizing qualitative data. Second, most staff are untrained in the
collection of these data. They have not been trained in skills of ob-
servation and documentation, in rigor and consistency in data collec-
tion, and in developing an analytical framework within which to place
the information and questions that develop through the process of
ethnographic work.

When considering staff to participate in qualitative data collection,
it is important to address the issues deemed important by the staff
themselves. It is essential to involve these staff in the planning process
to decide what is to be collected and through what means. This insures,
first, that their own issues will be addressed by the data collection
process. Second, it increases the likelihood that they will find usefulness
in the tasks they are performing and that they will understand the
inherent need to perform them.

Contributions of Specific Staff to Qualitative Data Collection

In Project COPE, staff in a variety of roles have contributed to the
collection of qualitative data from the vantage point of their own po-
sitions. Some of the ways people in different roles have participated
within the frameworks of their other responsibilities follow.
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Profect administrators  In the process of organizing and implementing
demonstration research, project administrators can participate in a
number of activities to pursue questions of interest to the project and
can contribute on an ongoing basis to process evaluation. Questions of
interest may spring from initial set-up needs of the project; others may
develop while carrying out the program.

In Project COPE, project administrators (three out of eight of
whom are trained ethnographers) conducted preliminary focus groups
with injection drug vsers and prostitutes to gain a sense of the project
target population needs and interests and to provide background infor-
mation on the city in general. Notes from the focus groups provided
information useful in locating and recruiting these targeted groups and
in designing interventions that could address their needs appropriately.
Additionally, administrative staff played a key role in documenting
project set-up and revisions in project design and structure during early
implementation of the program. :

Additional activities to which administrative staff can contribute
include designing and documenting development of appropriate meth-
ods to address ongoing problems and issues that arise while imple-
menting the project. These methods often require addressing the issues
in a manner that is appropriate within the theoretical framework of the
project design, Issues that arise in the NADR projects include such
problems as why the project is not reaching certain groups, and how
the project can document and then analyze differential participation by
clients in the interventions (in order to operationalize project activities
to measure and analyze outcomes). Project COPE has an additional set
of issues resulting from a research design oriented toward the develop-
ment of culturally appropriate interventions for specific ethnic groups.
Project adiministrators have been grappling with the problem of creat-
ing a common understanding among all project staff of conceprs like
‘culture’ and ‘culturally appropriate’. They then have had to find ways
to use this common language to document the cultural components of
the project’s interventions.

In summary, project administrators can participate in the analytical
tasks of defining issues and then develop appropriate methods to ad-
dress them, they can revise the research design or project structure to
incorporate new knowledge or conditions in the project’s environment,
and they can help determine issues that are in need of further inquiry
to keep the project up with changes in the city, among target populations,
and within their own project.

Aside from these contributions, staff in administrative positions
are limited in the degree to which they can contribute to ethnographic

data collection and in organization and analysis of qualitative data. In
many NADR projects, administrative personnel are not trained in

~ qualitative data collection. Additionally, they do not have time available
- to do complete and systematic ethnographic work and to exhaust a
: particular question. Even in the documentation of their own project’s
| activities, because of the difficulty (or impossibility) of being always

present when outreach or intervention is taking place, administrative
staff must depend on other project staff to provide documentation of
these activities.

Outreach workers  In the context of their street, agency, or other outreach

. AIDS education activities, outreach workers can contribute greatly to
© the project’s knowledge and awareness of activities in the city and issues

affecting the project participants. Because they are on the streets, they
can pursue specific questions and provide critical information to keep
the project in touch with changes in the general environment and those
that affect participant needs.

In Project COPE, outreach workers have been asked to pursue

several key questions. In the early stages of the project, street outreach
. workers observed and documented activities in specified areas of the
. city to look for patterns and new activities. They were also asked to

pursue with male participants the question of why these men do not
want to bring in their partners. Finally, outreach workers made at-
tempts to find some project participants who had dropped out of the
program before their intervention was completed or who never at-
tended any intervention, and to ask why they left.

Outreach workers can also play significant roles in qualitative
documentation for the project. Most of the NADR programs have
their outreach workers keep quantitative records of street contacts to
document who the project'is reaching. These data are, in many pro-
grams, augmented with fog records that provide anecdotal informa-
tion pointing to relevant questions or answers to questions that come
out of doing outreach. In Project COPE, agency outreach workers
have also been doing in-depth interviewing with agency stafl and service
providers on more general issues of the socio-cultural environment for
the provision of services to the project’s targeted groups. Direct and
regular contact that outreach workers have with the streets and social
service agencies makes them suitable staff to pursue questions and
issues of interest in these areas.

Nevertheless, these staff, in most cases, cannot provide thorough
ethnographic or qualitative documentation while they are concur-
rently recruiting or providing AIDS education and intervention. Their
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greatest limitations to providing these data are time and training. These
limitations make it difficult for outreach workers to be systematic in
their collection of data. It is also extremely difficult for them to pursue
a question to completion, either through observation or in-depth inter-
viewing. Though anecdotal information in logs and even limited an-
swers to question of interest pursued on the streets and in agencies can
be useful and interesting, it is likely to be incomplete (and thercfore
possibly misleading) and is generally without a theoretical framework
from which 1o assess and analyze these data.

Social workers and other intervention providers Because of their direct
contact with participants to provide intervention and education, several
tasks in qualitative data collection and documentation naturally fall to
the social workers. In addition to keeping records of their own activ-
ities, they can contribute to the collection of other important qualita-
tive data for the project.

In documenting their intervention activities, they are able to pro-
vide detailed descriptions of the kinds of intervention they offer, the
general outline of their intervention program, and records of how much
intervention they have given to each participant. Several NADR projects
have found it necessary to develop forms to detail the level of partici-
pation and amount of intervention for each participant. These forms
often include records of qualitative data, such as participant feedback on
the impact of the intervention, including group sessions, one-on-one
counseling, and other formal or informal intervention provided them.
It is important to note that the original ideas for the content of the
forms being used by Project COPE originated from similar forms the
social workers were using for their own documentation needs. These
forms were then augmented to address research needs of the project
with the assistance of and feedback from those who would mainly be
using them.

Additionally, social workers are in a strategic position to collect
more in-depth information that comes out of the process of providing
intervention, within the confines of maintaining information on isstes
most critical for specific groups, for example female injection drug
users, female sex partners, specific ethnic groups, and so on. They can
also provide key information on the variation within groups of partici-
pants, their responses to the intervention, and the issues participants
feel are critical.

Limitations social workers face in the collection of qualitative data
stem first from their responsibilities to provide intervention. It is not
possible for them to observe and document themselves and how they
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ran a group session while in the process of doing it. Another observer
is required to fill this function. They are also not able to do exhaustive
‘documentation of issues that come out of interventions, either for in-

dividuals or special groups, nor can they be expected to record all the
variations in responses to interventions. The focus of social workers is
to provide services, not to pursue research questions. Paperwork is

time-consuming and, for them, secondary to implementing interven-
tion. A possible solution to these limitations is to have other project
staff regularly interview the social workers about some of the issues
that come out of the interventions with groups or for individuals.
The best solution to limitations of project staff to do qualitative
data collection is to combine the efforts of people in different positions

‘and have them work in conjunction with each other. For example, in
‘Project COPE, interviewers will be working with social workers to
_observe and document activities in group sessions at the intervention
‘sites. Sharing the time required to do this kind of documentation and
collection of other qualitative data is necessary because all staff are
éiimited by the demands of their various project responsibilities.

Training of Project Staff in Ethnographic Data Collection

‘ Proper training of project staff is critical in preparation for qualitative

data collection. This preparation should serve two purposes: a) project
improvement by improving inquiry, observation, and interpretation
skills to strengthen outreach and capacity; and b) project dissemination

. by collecting data leading to more accurate description of interventions
for project replication.

Project COPE has made 2 commitment £o train interviewers, agency

" outreach stafl, and project social workers in ethnographic data collec-
' tion and analysis. In Project COPE, interviewers are also assigned to
" agency outreach and the documentation of the project’s culturally

targeted interventions. To increase their ability to document agency
support systems for injection drug uscrs and their partners, and the
intervention process, program administrators who are trained ethno-
graphers developed an ethnographic training curriculum. After re-
viewing this curriculum, project social workers also saw the advantage
of working on observation skills and asked if they could join the training
group. The social workers are the central figures in Project COPE’s
prevention interventions. Their participation in these sessions offered
the potential for developing observer/ facilitator documentation teams
(cf. Erickson, 1977). This was an exciting option for the project.
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Observer/facilitator team work offers rich possibilities for raising crit-
ical questions, offering multiple perspectives on project activities,
decpening ability to understand and interprey participant responses,
and expanding explanatory material for use in manuals and guides to
interventions.

The first seven ethnographic training sessions of the curriculum
designed by project administrators addressed the observer as instru-
ment of observation, observer bias, observation, recording and note-
taking, interpretation and analysis, elements of a program, components
of Project COPE interventions, and process questions raised by
observer/facilitator teams. Additional sessions yet to be conducted will
focus on social mapping, activity sequences, ways of measuring risk
perception, facilitator/participant interaction, intragroup diversity in
participation in interventions, and cultural symbolism in curriculum
content,

Curricula from each of the sessions, coupled with exercises, notes,
and comments produced by these sessions, are being collected as the
basis for an ethnographic/process evaluation training manual for use by
staffs of other AIDS prevention programs. The next challenge is to
monitor, manage, maintain, and present the ethnographic data obtained
through observation, interviewing, pile sorts, maps, and other materi-
als so that its utility is guaranteed.

Ethnographic Data and the AIDS Policy Arena

Various kinds of qualitative data have thus far resulted from the activ-
ities of COPE staff trained in basic observation and documentation
techniques. These primarily include descriptions of the cultural aspects
of the interventions (cf, Weeks et al., 1993; Haughton ef al., 1990) and
anecdotal information on specific issues, such as needs of project par-
ticipants, how they prioritize these needs, their attitudes toward needle
exchange, and so on. Project stafl have used these data in several policy
arenas by working through the project or their agencies in a variety of
policy clusters. The following outlines some of the uses of project
information, including that collected through ethnographic methods, to
affect policy locally and nationally.

The Project COPE Steering Committee members have interacted
both individually and as a team to affect policy on AIDS prevention
for IDUs and their partners. Several members were directly involved
in the development and activities of a city-wide AIDS Collaborative.
This organization brought together research, health care, and support
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agencies. It grew out of 1 need to identify service providers and to
© review existing services for people with AIDS. The serious lack of

services for people with AIDS or with HIV that quickly became evident
led the Collaborative to build a prevention component. One of the
Project COPE principal investigators participated in shaping the pre-
vention direction of this collaborative. Additionally, the project director
participated in the funding commitiee, whose goal was to look for
sources of revenue that could be brought into the city and to direct
information on potential funding to appropriate members of the Col-
laborative. Qualitative data on service needs of Project COPE parti-

. cipants also aided in orienting the direction of the Collaborative.

After two years of activity, the AIDS Collaborative developed 2

broader, regional focus, and the local efforts to collaborate around AIDS

were taken up by the HIV Action Initiative. The Action Initiative

. was created through a combined effort of a local class of the American
. Leadership Forum, the City of Hartford Health Department, and other
- Jocal AIDS organizations. The HIV Action Initiative is an attempt to
© structure local collaborative efforts through a three-tiered system, with

a steering cominittee, operating committee, and work groups. The goal
of the Action Initiative is to identify gaps, prioritize the city’s pre-
vention/education, support service, primary care, and research needs,

" and focus resources accordingly. All members of the Project COPE

Steering Committee sit on either the Action Initiative’s steering

committee or its operating committec. On both levels, COPE co-

investigators have played an important role in orienting this committee
to serve the needs of African American and Latino people with HIV

and AIDS miore effectively. Other staff in Project COPE participate in

one or more of the work groups, including the Research, Education/
Prevention, and Support Services Work Groups. In the Legal Services
subcommittee of the Support Services Work Group, Project COPE
social workers will present their experiences of trying to access services
and supports for COPE participants who are HIV-positive. This infor-
mation will be used to advocate for better access, and minimizing bar-
riers, to services. Additionally, Project COPE data have been presented
at HIV Action Steering Committee and other work group meetings
to help assess local service gaps and provide direction for program
development.

Another issue of direct interest to Project COPE is needle ex-
change, whereby injection drug users can exchange used needles for
sterile ones in a controlled setting, without risk of police interference
and with counseling and support for getting into drug treatment.
Connecticut is one of only eleven states in which possession of
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non-prescription injection equipment is illegal. There is currently a
move to establish an experimental needle exchange program in Hartford
similar to that in another Connecticut city, New Haven. Proponents of
such a program refer to the need to use whatever means available to
reduce the number of people potentially at risk of exposure to HIV
through sharing of needles and other drug paraphernalia. Opponents
see needle exchange as a band-aid solution to 2 major problem and as
ethically questionable because it enables the IDU to continue using.
Local African American opponents of such a program also fear a message
to people in their community, especially children, that condones drug
abuse by virtue of locating a needle exchange program in their
neighborhoods. Local advocates of the idea from the same community,
however, believe that the potential number of lives saved outweighs
the ethical problem of enabling drug users. Project COPE and other
local survey data have been utilized in the local debate, first at a public
forum in a local university, then at a presentation to the city council
(Singer, ef al., 1991).

Qualitative and other information gathered through Project COPE
have also been used to address local policy issues other than AIDS.
Local political efforts by the State Permanent Commission on the Sta-
tus of Women to promote more liberal legislation to protect the rights
of women substance abusers to retain their children, called upon anec-
dotal and other qualitative data on women in Project COPE. The di-
rector of the Commission utilized information on substance-abusing
women’s multiple issues and needs for services and supports in order
to deal with their drug and alcohol problems. This information was
also used to counter the emphasis on punitive measures by pressing for
more treatment programs for pregnant women and women with chil-

-dren. Efforts to deal with this issue community-wide in Hartford led
to the Women’s Community Alliance for Recovery, a collaboration of
health care, service, and treatment agencies brought together by the
Director of Research at the Hispanic Health Council (who is also the
principal investigator of Project COPE) around the issue of treatment
for pregnant substance abusers.

In addition to policy-related activity on the local level, Project
COPE staff have used information collected through the project to
advocate for sustaining funding for AIDS prevention programs for
IDUs, their partners, and others at risk. COPE directors have been
involved with state legislators for continued funding for outreach pro-
grams. They have also presented project findings at national confer-
ences at the invitation of NIDA staff in Washington. For example, one
of the principal investigators on the project attended the most recent
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conference on substance abuse policy in Washington to promote
continued funding for AIDS prevention, demonstration research, and
culturally appropriate programming to reach specific ethnic groups
with education and services. Project findings are also presented by staff
from all roles in the project at the annual NADR conferences, at which
information is shared with other projects like COPE on effective
strategies to reach and provide intervention to IDUs and their partners.

Conclusion

Ethnographic documentation of AIDS prevention programs offers unique
insight into multiple factors that impact on individuals at risk of HIV
infection. Likewise, ethnographic evaluation of such programs can pro-
vide an assessment tool to determine the most effective ways to guide
at-risk individuals toward changes in behavior to protect themselves.
Data collected through ethnographic techniques complement quantita-
tive outcome data by providing information on how interventions
‘work’', factors influencing levels of participation in interventions, intra-
cultural variations in participation and outcomes, and inter-site varia-
tions in process and outcome. Effective documentation is invaluable
because it is the best means by which the rich detail of intervention
activities can be captured as examples for others of what can be expected
through time and across ethnic and other cultural groupings. Such
detail is most valuable when it can be used to bring greater understand-
ing to policy makers and players in any arena in which policy is created
and affected.

AIDS prevention project staff, given basic training in ethnographic
data collection skills, can.contribute greatly to the collection of these
data and their utilization in a variety of policy spheres within the com-
munity. The most effective mode for documentation and interpretation
is the obsepver/facilitator team model, in which the observer (who may
or may not be a formally trained ethnographer) works closely with
facilitators on site as a participant-observer. This relationship is espe-
cially critical for project ethnographers, who frequently find themselves
outside the project mainstream, because it gives them a central role in
relation to interveners. But it is equally important for any observer to
enhance understanding, eliminate the hierarchical and disciplinary dis-
tinction between research and action, and ensure the utility of research
process and research results for facilitators and adaptors. It provides a
valuable connection between research, documentation, and evaluation
and the community or beyond, where decisions are made that impact
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upon the ability to implement needed programs to address specific
needs. :

Such a link is critical to AIDS prevention for IDUs and their
partners, in light of the social, economic, and political difficulties many
face as a result of stigmatization by mainstream class and ethnic groups.
Collaboration between researchers and service providers to collect and
disseminate information on project processes and outcomes insures a
greater capacity of the project to advocate for programs that are appro-
priate to people of different class and ethnic backgrounds and that are
better designed to address their needs. Mutual commitment of all project
staff to collect and disseminate in-depth information on the project and
its participants brings a powerful force to bear on policy-making
bodies.
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