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ABSTRACT

This study looks at print media projects by and for people with HIV/AIDS. Three types
of publications are examined: newsletters; treatment publications; and general interest
magazines. Each of these media began as part of political organizing by people with HIV in
the context of the community-based response to the AIDS epidemic. The argument is made
that those involved in contemporary social movements produce their own media as a means
of constructing an alternative public sphere. The significance and function of this public realm
is twofold. First, it is a social space for people with HIV/AIDS that is independent of forms
of institutional influence and control. Second, it invites not only the articulation of opposition
to the dominant social order but an alternative to the status quo. This study demonstrates the
role of communication media - forums through which people can share their experiences and
knowledge - in the struggle for self representation and survival among people with

HIV/AIDS.



ACKNOWLEDGEMENTS

In conducting this research, I have been fortunate to have the support and encouragement
of a great number of people. Without their contributions this study would not have been
possible.

I would like to thank those people infected and affected by HIV/AIDS who agreed to be
involved in this project. In particular, I am grateful to those who were involved in The
Positive Side and Treatment Information Flash for welcoming me as a participant in their
media projects. I would also like to thank the staff and volunteers at the AIDS Committee of
Toronto, Community AIDS Treatment Information Exchange, the BCPWA Society, the
Hamilton AIDS Network, Body Positive (New York), POZ, and Diseased Pariah News for
their assistance and cooperation.

I would also like to thank the members of my PhD committee for their time, energy, and
guidance. Throughout this research, my supervisor, Graham Knight, has been invaluable in
helping me to overcome conceptual and practical difficulties that often seemed overwhelming.
Roy Cain was particularly influential in introducing me to the study of HIV/AIDS and in
guiding my research on, and involvement in, the community-based response to HIV/AIDS.
On numerous occasions, Dorothy Pawluch patiently listened to my ideas and always provided
thoughtful comments and suggestions. And, throughout my graduate program, Peter Donnelly
has helped me to stay focused and has consistently provided valuable insight into all of my
research endeavours. I feel tremendously fortunate to have had as a committee a group of

scholars who have been such wonderful mentors and good friends.

iv



On a personal level, I would like to thank my family for their patience, support and
inspiration. Rebecca and Hannah, through their love and enthusiasm, have helped me to keep
sight of my priorities while working on this research. Jasper, our lab, has also been inﬂuentia.L
accompanying me for long walks and offering a sympathetic ear. I owe a great deal to my
parents, Robert and Margaret Gillett, for their longstanding and unquestioning support of my
studies. And, I wish to thank Barbara and Clay Davis for their time and energy and for giving
me the opportunities that I needed to complete this project.

Most importantly, I would like to acknowledge the contribution of my partner, Meghan
Davis. This research would not have been possible without her encouragement,
understanding, and support. Much of what is written is a product of her editing and our long
discussions and debates. She has handled the pressures and the difficulties that this study has
created with great patience, grace and strength. Completing this dissertation is an

accomplishment that we both share together.



TABLE OF CONTENTS

CHAPTER ONE: INTRODUCTION .......cciiiiiiiiiiiieeeeeeeeeeeneeeeeee e 1
CHAPTER TWO: METHODS ...ttt e e 15
CHAPTER THREE: LITERATURE REVIEW ... e 39
CHAPTER FOUR: THEORETICAL FRAMEWORK ..........ccccciiiiiiiiiiiiiieeeeenenes 64
CHAPTER FIVE: NEWSLETTERS ...t eceeeceeeeees 83
CHAPTER SIX: TREATMENT PUBLICATIONS .......oiiiereeeeeeenen. 143
CHAPTER SEVEN: GENERAL INTEREST MAGAZINES .............ccccveeenne.. 203
CHAPTER EIGHT: CONCLUSION ...t ceeeee e eeeeee 249
BIBLIOGRAPHY ...ttt e e e s e e s ameee e 277



CHAPTER ONE: INTRODUCTION

‘Informed Survival’ is a slogan used by Community Prescription Service, a company that
orders and delivers medications and supplements for people living with HIV/AIDS.
Interestingly Community Prescription Service provides a selection of treatment publications
with each prescription. It is even possible to send copies to your primary care physician, if
desired. The rationale for this additional service is that people with HIV/AIDS need to be able
to make informed decisions about their health care in order to survive, and that treatment
publications are an important and reliable source of information about managing HIV
infection. According to the founders of the company, all of whom are HIV positive, it is not
enough to simply receive medications; people need to have information that will help them
develop an approach to living with HIV/AIDS.

Currently in North America, treatment publications are only one resource among many
that are available to people who wish to learn more about managing their HIV infection. In
fact, there is an abundance of information: guides to health management, books on spiritual
growth, advice on legal issues, manuals on safer sex, pamphlets on the latest treatment
protocols, and so on. In many cases, much of this information is published by govemmeﬂt
agencies, health professionals, pharmaceutical companies and even academics. However, an
interest in the needs and concerns of those HIV infected by social institutions like the state,

medicine, and corporations is a recent development. Instead, over the past fifteen years people
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with HIV/AIDS have informed each other in many cases through the programs and services

offered by community-based organizations. Sears (1991: 43) has described this organizing as
a diverse set of responses counterpoised from the onset to that of public health and
other state agencies... .These organizations range from relatively large staffed
agencies following a conventional social service model, to People With AIDS groups

based on philosophies of self help, to activist groups committed to mobilization for
social change ... .

The development of media projects has been a key component of this community-based
response to the AIDS epidemic. Publications, telephone hotlines, posters, fax, vided,
television, radio, and more recently the internet have been utilized as a means of outreach and
community development. Alternative forms of communication were necessary given the lack
of an institutional response to HIV/AIDS. The publications offered by the Community
Prescription Service - AIDS Treatment News, Beta, POZ, Notes from the Underground,
Treatment Updates - are examples of print media that have been created and sustained
through the AIDS movement. Rather than relying on social institutions, such media practices
among people with HIV/AIDS have sought to exert control over the meaning of HIV/AIDS.
While there are some indications that social institutions appear to be more responsive in
managing the AIDS epidemic it still remains unclear as to whether the lives of those infected
are considered to be a priority. It is in this sense that media by and for people with HIV/AIDS
(also referred to as PWA media) can be thought of as a form of activism. [1]

In this study I examine a selection of print media projects as examples of activism by
people with HIV/AIDS. The introduction to this research is divided into four parts. The first
traces the origins of the project and discusses the reasons why I chose to study PWA media.

The second provides an overview of PWA media projects with specific reference to those
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publications included in this study. The third section outlines the approach that I have taken
to the study of media activism by people with HIV/AIDS. And, the last section is a brief guide

to reading this study.

The Origins of this Project

In 1994 I was hired as a research assistant for a project on the role of people with HIV
in the Canadian AIDS movement. [2] This work involved reviewing the literature on
organizing among people with HIV/AIDS in North America. After much searching and
frustration, I realized that while there was literature on the community based response to
HIV/AIDS, the contributions of people with HIV/AIDS had not been examined in any depth
(Altman, 1986; Patten, 1985; 1990; Cain, 1993a). In fact, it was difficult to find any
background information on organizing by and for people with HIV/AIDS (also referred to
as the PWA self empowerment movement, or simply the PWA movement). The librarian at
the AIDS Committee of Toronto suggested that I look at the periodicals in their resource
centre. Here I found a wealth of information about the PWA movement in publications like
Newslines, Body Positive, Beta, and Positive Living. Moreover, I was fascinated to learn that
people with HIV/AIDS, through their involvement in the AIDS movement, had created their
own publications as a means of self empowerment and self representation. As I read through
these publications, it occurred to me that looking at the alternative media projects that have
been developed by and for people with HIV/AIDS would make an interesting research

project.
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The rationale for this study was not based on personal interest alone. I was also aware
that a study of PWA media would be relevant to several substantive areas in the literature on
HIV/AIDS in the social sciences. For instance, in terms of research on the community-based
response to HIV/AIDS, examining PWA media would be a way of further understanding the
PWA movement. Also, I was aware that research on HIV/AIDS and the media had focused
on mass communication (Buxton, 1991; Nelkin, 1991). A study of publications by and for
people with HIV/AIDS would be an opportunity to focus on alternative media practices. And
lastly, it had become evident from my reading that there were few studies of people living
with HIV/AIDS. I thought a study about PWA media would be an opportunity to look at the
way in which the experience of HIV/AIDS had been represented by those living with the
disease. Part of the appeal of this project was that it provided an occasion to address
questions in the existing literature in sociology and the social sciences generally (AIDS
organizing, HIV/AIDS and the media, and the experiences of people with HIV/AIDS) that
had not yet been examined. It also reflected a shift in my own thinking about sociology.
Instead of focusing on aspects of the dominant social order, I wanted to develop a study that
examined the critical practices of marginalized or oppressed groups.

In 1995, I began to develop a plan of study for this project. I started by tracking down
and reading the back issues of four media projects that I thought would be good candidates
for the study. I subscribed to each of these publications and started to read all of the current
issues. After this background work, I began contacting people for interviews and for more
detailed information. At this time, I had the opportunity to became involved in the production

of two local treatment publications. They fit well into the framework that had emerged for
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the project so they were added to the study. Over the past three years I have become
immersed in various aspects of these six media projects. My reading of these publications, and

my contact with those involved in their production, has served as the basis for this study.

An Overview of PWA Print Media

The development of PWA print media has been a key component of organizing by and
for people with HIV/AIDS over the past fifteen years. The prevalence of such projects is
understandable given the emphasis that has been placed on staying informed as essential to
survival within the PWA movement. Generally speaking, publications by and for people with
HIV/AIDS tend to fall into three categories: newsletters, treatment publications, and general
interest magazines. It is interesting to note that each type of PWA media emerged at a distinct
period in the PWA movement. Generally speaking, newsletters were the first type of media
project, emerging during the early period of the PWA movement. They were followed by
treatment publications which became most prevalent four or five years into the history of
organizing by and for people with HIV/AIDS. And lastly, general interest magazines have
become more prevalent in the last five years, the most recent period of the PWA movement.
The argument could be made that during each period of the PWA movement a different type
of media project predominated: newsletters during the early period, treatment publications
during the middle period, and general interest magazines during the most recent period. In
terms of this project, I felt it was important to include examples of PWA media from each of
these three categories; hence, there are two newsletters, two treatment publications, and two

general interest magazines. [3]



Newsletters

In the 1980s, when people with HIV/AIDS began to form their own organizations, they
also started agency newsletters. As the PWA movement has expanded, it is a common
practice for new organizations to produce their own publications. As a result, newsletters are
arguably the largest category of PWA media. Generally, such media are used in two ways.
First, they provide information about their parent organization. And second, they are a form
of support and education for people with HIV/AIDS and are often built into the programs and
services offered by organizations.

BCPWA News is the oldest of the two newsletters in this study. It is a publication of the
British Columbia Persons with AIDS Society, a Vancouver based organization that formed
in 1985. The newsletter follows the mandate of the organization which is to “empower
persons living with HIV disease and AIDS through mutual support and collective action.”
Bodly Positive, the second newsletter, is produced by an organization of the same name. Body
Positive began in New York in 1987 to assist people when they first acknowledge the impact
of HIV/AIDS in their lives. For instance, Body Positive is oriented toward people who have
been newly diagnosed with HIV or AIDS. Like the programs offered by the organization,
Body Positive is based on a “peer model of self help that offers information and support to
help make decisions that can increase life expectancy and quality of life.” This chapter
examnines how newsletters have evolved in relation to changes in the PWA self empowerment

movement.



Treatment Publications

In the 1980s there were a sparse number of grassroots AIDS treatment publications. Into
the 1990s treatment media projects began to flourish on a much broader scale. The two
treatment publications in this study are The Positive Side and the Treatment Information
Flash. Each were started as part of this general trend toward the development of print media
dedicated exclusively to the provision of information about health and health care.

The Positive Side was started in 1991 in Toronto. It was the product of a collective made
up of people with HTIV/AIDS. The intent was to create a forum for health information and
viewpoints that placed emphasis on the different approaches that people with HIV/AIDS were
using to manage their health. The group wanted to popularize information about treatments
and reach as wide an audience as possible. To meet this end, the collective worked in
association with, and later as a part of, a Toronto based organization called the Community
AIDS Treatment Information Exchange (CATIE).

Early treatment media provided a basis for subsequent projects, as in the case of the
Treatment Information Flash, the second treatment publication included in this study. The
objective of this project was,

to provide treatment information that is current, accessible and relevant to the needs

of people with HIV/AIDS in our area. We intend to involve a diversity of people in

the HIV/AIDS community, including people with HIV/AIDS, caregivers, doctors,

nurses, and complementary therapists.

The Treatment Information Flash was initiated in 1996 by a group of people infected by

HIV/AIDS and volunteers as part of the peer support program at the Hamilton AIDS

Network.
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Unlike agency newsletters, many AIDS treatment publications, including the two in this
study, have not survived. The chapter on treatment publications focuses on two issues. First,
it examines the rise of such projects, driven by collectives of people with HIV/AIDS. And
second, it looks at their subsequent decline, as print media have been replaced by electronic
media and treatment counsellors as the preferred approach to providing health care

information to people with HIV/AIDS.

General Interest Publications

In the 1990s a new type of PWA media emerged, in part because people with HIV/AIDS
with an interest in writing and in journalism began to produce their own publications. I have
referred to this type of publishing collectively as general interest magazines, but in fact there
are two types of media included in this category. For instance, those involved in the first
general interest magazine Diseased Pariah News (DPN) consider the publication to be a ‘zine’
not a magazine. Zines are independently produced (self funded) publications, usually through
desk top publishing, that are like a magazine in spirit, only smaller, rougher, and often
satirical, personal, and political in content, tone and style. Diseased Pariah News was started
in 1990 in San Francisco by a group of gay men with HIV/AIDS. According to the founders,
DPN is

a patently offensive publication of| by, and for people with HIV disease (and their

friends and loved ones). We are a forum for infected people to share their thoughts,

feelings, art, writing, and brownie recipes in an atmosphere free of teddy bears,
magic rocks, and seronegative guilt.
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In addition to zines, there are also several HIV/AIDS specific publications that are much more
akin to mainstream glossy magazines in appearance, content, style, and tone. POZ, the second
general interest magazine in this study, has been at the forefront of such media projects. This
magazine is supported primarily through subscriptions and advertisements from AIDS
industries like pharmaceutical companies. In terms of its main objective, according to the
magazine’s founder Sean Strubb, POZ “sprang out of my desire to simplify, popularize and
broadly disseminate the huge volume of life-sustaining information - and inspiration - I had
already found critical to my own survival.”

Distinct from prior PWA Media, publications like POZ and DPN tend to be more
autonomous. They are not formally linked to or supported by PWA organizations and they
are directly committed to being a forum for the writings, opinions, and profiles of those HIV
infected and affected. The chapter on general interest magazines examines how POZ and DPN
have represented what it means to be a person with HIV/AIDS from the perspective of the

PWA movement.

PWA Media as a Genre

The distinction between newsletters, treatment publications, and general interest
magazines provides a framework for the structure of my analysis. Nonetheless, having looked
at countless publications in Canada and the United States, it is evident that, even though there
are differences, all share certain qualities that make them part of the same genre. First, they
are informed by the political ideologies that have provided the foundation for the PWA

movement. A central feature of this ideology is that those infected and directly affected by
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HIV/AIDS need to be directly involved in and have control over the decisions that affect their
lives. Second, media by and for people with HIV/AIDS are also supported, directly or
indirectly, by the organized HIV/AIDS community. Third, the content of PWA media - text
and images - is conveyed from the perspective of those infected with HIV/AIDS. In most
cases this perspective is the direct expression of people living with HIV/AIDS. And fourth,
there is an emphasis in PWA media on conveying or sharing useful information or practical
knowledge about surviving and living with HIV/AIDS.

The PWA movement has had a significant impact on addressing the needs and interests
of people with HIV/AIDS through strategies of self help and self empowerment. By
organizing, people with HIV/AIDS have developed needed programs and services and
transformed the meaning of HIV/AIDS. Among the advances made by people with
HIV/AIDS, one of the most distinctive aspects of the PWA movement has been thé
development of this genre of print media projects. More than in other social movements in
health, people with HIV/AIDS have taken advantage of alternative media as a form of self

representation and self empowerment.

My Approach to the Study of PWA Media

In examining PWA media - as a genre - my approach has been to treat them as part of
efforts among those involved in new social movements to construct an alternative public
sphere (Fraser, 1992). As Marshall (1991) has argued, contemporary social movements -
feminism, environmentalism, gay liberation - have each created alternative public spheres

through the use and development of communication media like print media, hotlines, videos,
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film, radio, and so on. Such alternative media function as a public forum on two levels. First,
they provide a means for people to share and articulate a critique of existing forms of
domination. And, second, they provide a means for people to share their experiences and
construct collective identities. It is in this dual sense that social movement media can be
considered counter-hegemonic: in creating a public sphere they provide an alternative
perspective to ideas and meanings legitimated and reproduced through the dominant social
order.

In the case of the PWA movement, the construction of an alternative public sphere has
focused primarily on fostering collective identities among people with HIV/AIDS. Objectives
like educating the general public or influencing public policy have generally been secondary,
though clearly addressed in terms of encouraging those infected to become politically
involved. The formation of community-based PWA organizations has been at the centre of
such efforts. As Altman (1994:62) has noted,

PWA organizations function as much as self-help groups as they do as advocacy

organizations, and for many their most important role is indeed the creation of a

space where people with AIDS can share experiences and find the comfort of not

having to explain the realities of their situation because it is taken for granted.
The forums and social spaces that have emerged through PWA organizing, of which print
media have been an important part, have provided the means by which those infected can
foster and construct collective identities based on a positive and empowered concept of what
it means to be a person with HIV/AIDS. In many respects, this process of identity formation

is considered to be essential to the provision of education, support, and advocacy by and for

people with HIV/AIDS (Rank et al, 1992; Ariss, 1993).
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This understanding of the connection between alternative media and social movements
raises several questions in terms of the publications included in this study:
1. How have print media - as a public forum - changed in response to changes in the
PWA self empowerment movement and changes in the AIDS epidemic?
2. How are PWA print media distinctive as an expression of those with HIV writing for
the benefit of the HIV/AIDS community?
3. How do PWA media represent what it means to be a person with HIV/AIDS, or in
other words, how do they construct PWA collective identities?
In my analysis of newsletters, treatment publications, and general interest magazines I address
these questions in an attempt to understand how PWA media projects have contributed to the

construction of an alternative public sphere for people with HIV/AIDS.

A Brief Guide to Reading this Study

Organizationally, this study is divided into two parts. The first part consists of three
chapters that outline the academic context for researching PWA media: relevant literature in
the social sciences; methods and methodology; and the overarching theoretical framework.
The second part consists three chapters that address substantive issues and questions
regarding PWA media. Each substantive chapter explores a specific question in regard to a
particular type of PWA media. The first chapter examines PWA newsletters - specifically, the
social forces that have contributed to their evolution and development. In the second
substantive chapter, I look at the role of small scale treatment publications in providing

“community-based” information about health and health care is produced and disseminated.
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The chapter on general interest magazines examines the way in which HIV/AIDS has been
represented in magazines produced by and for people with HIV/AIDS. In the conclusion I
explore the connections between the PWA movement and social movements in health in terms
of the potential of media projects in the construction of alternative public spheres.

Dividing the substantive chapters up into three discrete case studies involving different
types of PWA media was necessary to manage the breadth of data resulting from field work,
interviews, and texts from current and back issues of the six publications. Moreover, in many
ways the analysis grew from common themes within types of media. For instance, it made
sense to focus on the history of newsletters because they have been the most enduring type
of PWA media. Similarly, general interest magazines have devoted the greatest attention to
struggles over the meaning of HIV/AIDS by highlighting the experiences and reflections of
those infected. As a result, the content lent itself to an analysis of how PWA media have
constructed PWA collective identities. However, the analysis conveyed in each chapter was
not completed in isolation. Data collected from all six publications was used to inform the
analysis of each specific type of PWA media. To bring the study to a close, I expand on the
idea that, despite the divisions in terms of type, print media by and for people with HIV/AIDS

are still inter-related as part of a struggle for self representation.
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FOOTNOTES

1. ‘PWA’ refers to persons with AIDS. It refers usually to a project or organization or
movement by and for people with HIV/AIDS. Since not all people with HIV are diagnosed
with AIDS the use of PWA to refer to individuals has become less common and less
favourable, although it is still dominant. Instead, several different acronyms are currently used
to refer to people with HIV or AIDS: PHA (people with HIV or AIDS); HIVers (persons
with HIV but not AIDS); PWARC (persons with AIDS Related Complex, a term used prior
to the test for HIV infection); PLWHA (people living with HIV or AIDS). In this study I use
the term PWA in reference to organizations and media projects. I have tried to avoid using
acronyms for people with HIV/AIDS.

2. This project was eventually published as a book, entitled Living and Serving: The Role
of People with HIV in the Canadian AIDS Movement (Roy, 1995).

3. Therationale that I used for selecting the publications in this study is discussed in more
detail in the methodology chapter.



CHAPTER TWO: METHODOLOGY

In the social sciences there is a growing trend toward developing methodologies that
foster a closer alliance between academics and those groups, communities, or individuals who
are the subjects of social research. This shift to a more community-oriented approach has
been promoted in many different forms: action research, activist research, participatory
research, and most recently, participatory action research (Whyte, 1991). The common
elements among these methodologies, according to Petras & Porpora (1993:108), are:

(1) a commitment to the needs and interests of the community; (2) a direct

engagement with the community so as to permit its problems and goals to be defined

in its own voice; and (3) a moral commitment to the transformation of social,

political, and economic injustices directly affecting the community studied.
This general approach to research, which I will refer to as participatory action research
(PAR), has emerged from several sources: community projects in developing nations, research
with intercity communities, and feminist methodologies. There are similarities between PAR
and early forms of qualitative research emphasizing participant observation and an
identification with the powerless or the underdog (Becker, 1967; Denzin, 1992). What
distinguishes PAR is the degree to which groups or communities have direct control over the
research process, and the emphasis on integrating initiatives for social change into the
research agenda.

The extent to which these objectives are upheld varies according to whether academic or

community issues are emphasized in the research. In the area of HIV/AIDS, Smith’s activist

15
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ethnography of the group AIDS ACTION NOW! is an example of a more ‘pure’ form of
participatory action research (Smith, 1990). With pressures on academics from universities
and funding agencies, this more activist form of PAR tends to be the exception rather than
the rule. When Cancian (1993) interviewed academics who subscribe to PAR, she found thaf
they developed strategies allowing them to retain control over the research process, and they
negotiated a compromise between their interests as academics and the interests of the
communities they studied. For instance, the implementation of ‘action’ initiatives depended
on the availability of resources and the pressure placed on them to publish.

In developing an approach to this study, I was drawn to the ideals of PAR. I realized
quickly, though, that this was unrealistic given my status as a graduate student and my
relationship to the community-based AIDS movement. After reading an article in Body
Positive in which stated, “AIDS activists need allies ... among scientists, the press, and in
government in order to prevail,” it occurred to me that the idea of allied social research might
provide a compromise between PAR and the objectivism of conventional sociology. In this
chapter I clarify what I mean by allied research and outline why I felt it was necessary. I also
outline the methodological framework that was used. And lastly, I describe the research

process involved in conducting this study.

Allied Research
Why was participation action research not an option for this study? First, it is an approach
that is not particularly suited to conducting research as a graduate student. Using a

methodology grounded in the principles of PAR has benefits and drawbacks for graduate
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students. This approach provides valuable insight into the politics of academic research and
the need for greater accountability and commitment within the social sciences to the world
beyond the university. At the same time, though, PAR can create unrealistic expectations if
graduate students place more emphasis on making their research useful and applied rather
than on fulfilling the objectives of their program of study. In conducting this research I have
learnt that, in a field like sociology, a PhD dissertation should be primarily an academic
exercise, designed to develop research skills and to demonstrate competency within a speciﬁp
social scientific discipline. I am not saying that graduate students cannot or should not
conduct PAR. However, they need to be fully aware of the time and commitment that is
required and that this approach to research is viewed as marginal and unorthodox, even
inappropriate, within many academic circles.

A second barrier to making use of PAR was my own ambivalent relationship to those
communities directly affected by HIV/AIDS. As an HIV negative, heterosexual man with very
little involvement in the community-based AIDS movement, I had not yet established and did
not feel comfortable with my own position in relation to AIDS organizing or those
communities directly affected by HIV/AIDS. On an academic level I knew that it was
impossible for me to study PWA media and not be a part of the AIDS movement. B&
selecting the social aspects of AIDS as a topic to study I was by implication involved in the
AIDS movement. Weber made this fact of social research clear in his idea of a value free
sociology (Weber, 1949). According to Weber, sociologists should exercise their values in
selecting a topic to study, but, once the topic is selected, they need to remain as objective as

possible. In contemporary sociology, more scholars are recognizing that it is not possible to
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provide an account of the social world that is free from subjective interpretation, as Weber
had envisioned (Belsey, 1980). My perspective on this issue follows that of Bourdieu (1996),
who argues that rather than creating a cloak of objectivity, the sociologist should try to be
aware of his or her perspective and make this point of view explicit when conducting and
writing social research. The decision to conduct this research was at the same time a decision
to become more involved in the community-based response to HIV/AIDS, and a decision to
become more involved in print media by and for people living with HIV/AIDS.

The question, then, was not whether I would be involved personally but figuring out how
and at what level I was going to be involved in PWA media projects and AIDS organizing
generally. The challenge was to develop an approach that allowed me to articulate a point of
view that I felt comfortable with - a point of view that would allow me to participate in a
community-based movement on a personal level and as a researcher when I was not in fact
a person infected or affected by HTIV/AIDS. As well, I needed an approach that would allow
me to produce a research project that would allow me to progress toward completing my
degree, and that would be relevant to the needs and interests of people with HIV/AIDS and
the community-based AIDS movement.

As is often the case, I came upon an adequate approach gradually as the project
developed. When I first became involved in research on the social aspects of HIV/AIDS, the
subject matter felt abstract and removed from my everyday life. Most of what I knew about
HIV and AIDS came from the mass media and my readings as an undergraduate. Fo.r
instance, when I first became involved in AIDS research as a graduate student, my only

introduction to identity politics and the AIDS movement came from reading “Is the Rectum
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a Grave?” by Bersani (1988) as part of an undergraduate contemporary theory course. This
article illustrated to me for the first time how institutional discourses about HIV/AIDS were
being created not in order to guide a constructive response to a potentially devastating health
crisis, but instead, to police, repress, and oppress forms of sexuality in general and gay sexual
liberation in particular. I found this argument compelling; it seemed to me to provide a critical
insight into the politics surrounding HIV/AIDS. At the same time, though, topics that th;e
article dealt with - gay sexuality and HIV infection - felt abstract and foreign. Having the
opportunity as a graduate student to participate in research on AIDS organizing brought me
closer to the social world of HIV/AIDS and to the people and the issues that I had only read
about previously in articles and books.

By the time I began this project, my relationship with the AIDS movement, though still
ambivalent, had developed. My participation in research about AIDS continued and I was
fortunate to become involved in projects on the use of alternative therapies by gay men with
HIV/AIDS and on the role of people with HIV/AIDS in the AIDS movement. Through this
research I was introduced to many people infected and directly affected by HIV/AIDS who
had a strong commitment to the AIDS movement. Greater proximity to those connected with
AIDS organizing helped me to foster a greater personal identification with the efforts directed
at providing education, support and advocacy for people with HIV/AIDS. Eventually, this
contact was one of the main reasons why I chose to look at the communication and self
representation strategies used by groups of people with HIV/AIDS.

In developing an approach to this study my initial ambivalence and distance from the lived

experience of HIV/AIDS made it difficult to imagine entering into a research project about
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media projects by and for people with HIV/AIDS that subscribed to the ideals of PAR. I

simply was not prepared, nor did I have the background, to be an activist ethnographer. At
the same time, I wanted this research to at least remain consistent with the broad objectives
of PAR. For instance, I felt that research on HIV/AIDS had not adequately looked at topics
regarding the needs and interests of people with HIV/AIDS. Additionally, it was important
to me that I engage directly with those involved in media projects in order to understand their
perspective. However, for practical reasons mostly, I was less interested in sharing control
of the project, though I was open to direction and guidance from those in the project.
Similarly, I was wary of building “action” initiatives into the study as part of a morgl
commitment to transforming injustices affecting people with HIV/AIDS, though, I tried to
look at topics that might be useful to those who are involved in community-based media
projects (like the factors that have contributed to the success and failure of media projects in
the study). In weighing these factors, I decided to orient the study toward academic versus
community issues (after all it is an academic dissertation, written by a sociologist for
sociologists) but tried as much as possible to understand, become involved in and be sensitive
to the struggles of people with HIV/AIDS to represent themselves through the development
of media projects.

It is in this sense that I think of my approach as being allied with the community-based
AIDS movement. It has directly informed how I have conducted this study. Initially, when the
research began, I entered the field by reading every back issue of every AIDS publication that
I could find. This required that I spend much of my time at the resource centre at the AIDS

Committee of Toronto. At this early stage, I perceived myself as a familiar nuisance, digging
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through the vertical file of periodicals and monopolizing the photocopier whenever it was not
being used. At approximately the same time I decided to start volunteering at the Hamilton
AIDS Network (HAN), initially with their resource centre, then later with the publications
they produce, and then as a member of their Board of Directors. Soon after this, I also started
volunteering at the Community AIDS Treatment Information Exchange (CATIE). At this
stage of the research I tried to balance my interests as a researcher and a volunteer. I
explained that my volunteering was part of developing a project on AIDS publications and
because I was interested in getting more personally involved at the community level.

As I became more involved in volunteering with local publications I started to contact
those involved in different print media to see if they would be interested in participating.
When I spoke to the staff of publications in Vancouver, New York, and San Francisco 1
presented the research both as my PhD dissertation and as a project that would be beneficial
to the publications that I was involved in at HAN and CATIE. I believe that if I had
approached the publications in other cities without some affiliation to local AIDS groups, they
would have been less open and accommodating. At the same time, I was concerned about not
being perceived as an opportunist who is taking advantage of and perhaps misrepresenting
the efforts of people with HIV/AIDS and community-based AIDS organizing. Demonstrating
my involvement in AIDS work at the community level was a means of justifying the study to
respondents and to myself.

As the research developed so did my personal involvement in volunteering. While I did
feel a closer identification with the AIDS movement, nothing reminded me more of my

marginal position than those situations that required disclosure. I felt awkward volunteering
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as a person who is not a member of those communities directly affected by HIV/AIDS - I felt
consistently like a guest visiting the AIDS movement, mostly welcomed but occasionally
unwelcomed. In addition, as a white middle class straight man, I am part of a privileged class
in North America that has been particularly hostile toward issues of gay liberation, women’s
rights, and PWA self empowerment. The difficulty of disclosure was the several layers of fear
that it engendered: I did not want to be viewed as the oppressor; I did not want to be rejected;
and I did not want to create distrust and distance between myself and those people that I was
working with and those who were respondents in this study.

Disclosure also raised the issue of acceptance and legitimacy in the research setting - if
I was perceived as too much of an outsider, then that forced me to question what right I had
to conduct this research. By volunteering, my acceptance felt like an endorsement for my
research as well. It was important that I remain marginal - too much involvement met with
suspicion while not enough meant that I was not serious about the research. There were times
when I did not disclose my sexuality when I probably should have because the situation felt
too uncomfortable. Occasionally, my identity was questioned and challenged by those people
I was working with or interviewing - I had to disclose and justify my involvement whether I
wanted to or not. There were other times when I challenged myself - when it would have beeﬁ
easier to pretend that my sexuality or my HIV status was not an issue - and disclosed because
I knew it was indeed an issue. Disclosure was an ongoing challenge for me in this research.
As my comfort level increased, so did people’s trust that my involvement was as an ally; they

believed that I did not have an ulterior motive in conducting this research.
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While conducting this research I felt more comfortable about my involvement in the
community-based response to HIV/AIDS. I tried to be aware of the interests and concerns
of people living with HIV/AIDS. I also tried to support and endorse struggles toward
liberation and self empowerment and efforts to challenge social inequalities and forms of
oppression. For instance, while completing this project there are times when I write about
people with HIV/AIDS, but I have tried to resist speaking for those infected. Instead, I have
tried to highlight ways in which people with HIV/AIDS have tried to speak for themselves
and for each other.

The struggle for representation is common in social situations dominated by identity
politics. And, it raised an interesting methodological issue as the research progressed. Initially,
I began the research as an outsider based on my identity and my proximity to AIDS
organizing. However, as my proximity and involvement in AIDS organizing increased I
became, on one level, more of an insider - I was directly aware of the issues and problems
faced by people with HIV/AIDS in AIDS organizing. At the same time, I still considered
myself as an outsider. The position that I occupied as a researcher was paradoxical; I was
both inside and outside of the situation that I was studying. As in any research, this
perspective had its advantages and disadvantages. For instance, as an outsider, learning to feel
comfortable writing about people with HIV/AIDS was difficult and took at long time
especially given that I was looking at how those infected have struggled to create the means
to write about themselves rather than having people write about them. As the same time,
accepting that at another level I was also an insider gave me the permission to learn to write

about the ways in which people with HIV/AIDS have created their own means of
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representation. I like to think that this continued ambivalent position as a researcher in
relation to AIDS organizing has helped me to provide insights into media activism among

people with HIV/AIDS.

Methodological Framework

Turning to the methodological framework used in this research, the strategies used to
collect, code, and analyse the data for this research are drawn from both cultural studies and
grounded theory. In cultural studies, several models of cultural circulation have been
proposed in order to better understand the production and consumption of cultural
commodities within late industrial capitalism (Hall, 1980). The model developed by Johnson
(1986/7) provides the most useful conceptual framework for this research. This ‘circuit of
culture’ model divides all forms of cultural production into four interrelated historical
moments: (1) production, (2) texts, (3) readership, and (4) lived cultures. It was designed, in
part, as a means of providing some structure to the emerging field of cultural studies. Each
historical moment also refers to an area of research within cultural studies. For instancé,
historically work in cultural studies has focused on cultural texts or the political economy of
cultural production (the first and second moment). Recently, there has been a trend toward
examining how texts are read by audiences, and the impact of this reading on local lived
cultures (the second and third moment). Johnson, in creating this model, has tried to foster
a field of research that examines, at some level, all aspects of cultural production and

consumption - particulariy in light of how they are linked.
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For the purposes of this research, I began using this ‘circuit of culture’ as way of
conceptualizing the production, distribution and consumption of print media by and for people
living with HIV/AIDS. The difficulty that I found was in considering all moments in a single
study. As a result, I began to use this model by taking the perspective of those producing
these print media and I used the four moments as the basis for the development of research
questions in which to guide the collection, coding and analysis of data. Taking this approach
led to four main questions: (1) how are PWA media produced? (2) what is represented in
PWA media? (3) who is the intended audience for PWA media and how are they reached? (4)
what assumptions are made about how people use PWA media? I soon realized that this
approach was too broad. It would be difficult to address the last two questions given that I
was primarily looking at interviews with producers and the content of the publications. As a
result, early in the process of collecting and analysing the data, I decided to focus more
specifically on questions regarding the production and the content of the print media and the
relationship between the print media and the community-based AIDS movement. I still asked
questions regarding the intended audience and use by readers but only in terms of how
producers understood and addressed these issues in their work.

With this more practical and concrete focus in mind, I turned to grounded theory as a
means of collecting the data around each issue or question. Using a pre-established
framework precluded the option of using grounded theory in its ‘pure’ form (Glaser and
Strauss, 1967). If I were to use grounded theory in this way, my focus would have come from
the data in an emergent and naturalistic manner. As Schatzman and Strauss (1973: 7) explain.,

“in a grounded theory approach to research, theory and method continually inform each other
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on the basis of “strategic decisions, instrumental actions and analytical processes...which go
on throughout the entire research enterprise.”

There are theoretical assumptions built into the cultural studies framework that I have
chosen for this research. The structure of the research, and the data collection, coding, and
analysis, are already driven by assumptions about the process involved in cultural production
and consumption. This approach does not however preclude the use of grounded theory. I
have used a grounded theory approach within each of the four moments in Johnson’s circuit
of culture. For instance, in exploring the question of how AIDS publications are produced,
I did not impose prior notions of what I expected was the case on the research setting.
Instead, I allowed themes to emerge from of the various forms of data that I had collected.
Instead of entering into the field and developing a focus for the project based on the issues
and questions as they emerged from the data, I used Johnson’s model as a pre-set framework
for my data collection. As the research process evolved I tried to work within this framework

but also to adapt it in relation to the data that I was collecting. [1]

Research Process

The research process itself occurred in three phases. In the first phase I concentrated on
collecting data from the publications, from field work, and from interviews. The second phase
involved reviewing, coding, and analysing the information that I had collected. The final phase
focused on formulating and writing my analysis of PWA media projects. As is apparent in my

discussion of each phase, there was not a direct linear progression from data collection, to
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analysis, to writing; instead, the research process moved back and forth between phases
slowly moving closer to a completed written analysis.

At the beginning of the project my focus was on collecting data. I started by collecting
and reading back issues of the publications. In some cases, they were made available by the
organizations for a minimal charge. If back issues were not available I relied on the archives
of local AIDS organizations. Fortunately, the AIDS Committee of Toronto resource centre
had a complete archive of most of the publications in the study. Issues missing from their
collection were found by accessing the archive at the Community AIDS Treatment
Information Exchange. [2] One of the interesting qualities of archives like the one at the
AIDS Committee of Toronto resource centre is that they are ever changing - issues disappear,
but as soon as they are gone, another set of back issues magically re-appear because someone
has donated their collection of publications. For instance, for many of the early issues of the
BCPWA News were missing - then they appeared one week, giving me time to photocopy
them, and the next month they were gone again. Another obstacle was the inconsistency in
publishing issues. Often publications that claimed to be produced bimonthly actually were
only able to produce three of four issues a year. It was difficult to investigate whether the
missing issues were not available or whether they existed at all. [3]

At this time I also subscribed to all the publications in order to receive new issues. In fact,
I have continued my subscriptions throughout the research process. Instead of identifying a
clear date at which to stop analysing the publications I have continued to look at new issues

as they arrive. For practical reasons, I stopped coding and analysing each issue in depth once
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I began the writing process. However, I still look through new issues as they arrive to keep
in touch with the publications and the questions they raise.

Once I had started the process of reading back issues, I began to volunteer for the
Treatment Information Flash and the Hamilton AIDS Network and for The Positive Side at
the Community Treatment Information Exchange (CATIE). Becoming involved locally in
AIDS organizations in Hamilton and Toronto provided opportunities for me to experience
first hand what is involved in producing print media by and for people living with HIV/AIDS.
Unfortunately, neither of these publications are currently being produced.

At the Network I wrote and researched articles for the publications on topics such as
mental health and HIV and the role of pets as a form of social support. I worked with a group
of volunteers under the supervision of a staff member responsible for the peer support
department of the agency. This publication was designed to provide more services around
treatment and support to people with HIV/AIDS. It was also intended to encourage greater
involvement by people with HIV/AIDS in the organization.

At CATIE, I asked to become involved in a small collective of volunteers who produced
The Positive Side. This publication provided general health information, but mostlsl
information about alternative health care. Although most people in the collective are HIV
positive the group is open to those people interested in holistic health and HIV/AIDS. As part
of this group, I was involved in monthly editorial meetings, writing and researching articles,
and endeavouring to ensure that the publication survived.

This involvement in the field provided insights into community-based publishing that I

would not have gained through interviews or through reading back issues. While it was not
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possible for me to become involved in all of the publications, being involved in two projectﬁ,
in addition to reading all of the back issues, enabled me to develop a more precise interview
guide in which to base the interviews with people involved in the other four publications.

After several months of field research I began contacting those involved in the other
publications and arranging interviews. The interview guide that I developed was loosely
structured around the six main areas. First, I asked respondents to talk about their history
with the publication and their understanding of the publication’s historical development.
Second, I asked a series of questions regarding the relationship between the publications and
the AIDS movement (connections to AIDS organizing, the PWA movement, the organized
gay community). The third set of questions related to the overall purpose or objective of the
publication. Fourth, respondents were asked to describe how the publication is produced on
an issue to issue basis and how this production has changed over time. In relation to
production, questions were also asked about the role of people with HIV/AIDS and how the
production process was funded. The fifth series of questions related to the content of the
publication. Respondents were asked about the rationale for the information in each issue and
the role of the editors in this process, how people with HIV/AIDS are portrayed, and whether
there is a particular emphasis placed on AIDS prevention, education, or support. Lastly,
respondents were asked questions about how the publication is distributed, who the intended
readers are, and what impact they thought the publication had among readers.

Most of the interviews with local people were conducted face to face and lasted
approximately 45 to 90 minutes. The interviews with those involved in the publications in

Vancouver and New York were conducted over the phone. I faxed the interview information
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to these respondents prior to the interview so that they would be prepared for the issues and
questions addressed in the interview. This strategy tended to work very well. It is possible
that using the phone created barriers to the type of information I collected during the
interview; however, there did not appear to be any significant differences in the interviews
conducted face to face than over the telephone.

I interviewed face to face several of the people who are involved in Diseased Pariah
News. During a trip to San Francisco several of the members of the group and I met at the
house in which the publication is produced. After initial discussions about the zine, I
interviewed each person for approximately 90 minutes. I kept detailed field notes of my entire
visit with the group. After the trip I spoke by phone with those members of the group who
could not meet with me during my stay in California.

One difficulty that arose in conducting interviews was getting in touch with people who
were originally involved with the publications. The combined factor of people moving on to
other pursuits and the reality of people with HIV becoming ill, meant there were a lack of
respondents who could speak on the early history and origins of the older publications in the
study, particularly Body Positive and the BCPWA News. Some of the details about this history
are contained in the texts of the publications; unfortunately, they tend not to be in-depth or
personal accounts.

A total of fifty interviews were conducted for this study. The number varied with each of
the publications. With the BCPWA News I interviewed eight people. Three were members of
the staff at the BCPWA Society and the remaining five were volunteers. All of interviews

were with men. The volunteers were HIV positive but the staff members did not disclose their



31

HIV status. I conducted nine interviews with people involved in Body Positive. Five of the
respondents were men and four were women. Of the nine, seven were staff members at Body
Positive and two were volunteers. Four of the nine disclosed as HIV positive - two staff
members and two volunteers. Eleven interviews were conducted with people associated with
or involved in The Positive Side. Eight of the interviews were conducted with members of
The Positive Side collective. The remaining interviews were conducted with staff members
of CATIE and people who had written for the publication. Of the eleven, nine interviews were
conducted with men and two with women. Seven people disclosed as HIV positive. Ten
interviews were conducted with people involved in the Treatment Information Flash - six
were volunteers and four were staff members of the Hamilton AIDS Network. Three women
and seven men participated. Three of the ten respondents disclosed as HIV positive. I
conducted six interviews during my contact with those involved in DPN. All of the interviews
were with gay men and all but one disclosed as HIV positive. Six interviews were conducted
with those involved in POZ. All of the interviews were with men - none disclosed their HIV
status. Four of the interviews were conducted with employees at POZ - two interviews were
conducted with interns at the magazine.

Once most of the interviews were finished, I returned to the publications and began to
read and code them in a more organized and systematic fashion. At this time my involvement
in field research and in conducting interviews became less of a priority. I began concentrating
more on coding the data, beginning the analysis, and starting to plan out the structure of the
written work. The coding and analysis were guided first and foremost by the two aspects of

community-based publishing defined by the methodological framework of the study: the
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production and the content of the print media. All the sources of data, my field notes
included, were examined in relation to these two issues or questions. The analysis was based
on the emergent themes regarding the content and production of the print media.

Writing about PWA media created more methodological problems than I had anticipated.
The main issue was finding a way of depicting all the publications as a single type of
alternative media without obscuring or inadequately acknowledging the unique aspects of
each publication. Using the themes of production and content were useful to a certain degree;
however, through the data collection more substantive themes emerged that were not entirely
consistent with this initial framework. For instance, it was evident that the historical evolution
of print media in relation to the PWA movement was an important issue but did not fall
directly into either production or content. Also, the role of publications as a forum for
treatment information by and for people with HIV/AIDS was also a central theme but
similarly did not relate directly to production or content. In response, I had to refocus my
analysis in order to take into consideration the themes that emerged from the data. Thls
variation meant that I had to alter the framework that I had started with at the beginning of
the project. A second difficulty in composing my analysis was taking into consideration all six
publications in each chapter. For instance, I simply did not have the space to look at the
historical evolution of all six publications. Even dividing them into types - newsletters,
treatment publications, and general interest magazines - made the analysis too broad. In
addressing this problem I found that certain types of publications leant themselves to the
particular question or issue that I was interested in examining. For instance, newsletters have

the longest history; hence, they were an ideal case study of the link between the PWA
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movement and PWA media. Similarly, the general interest magazines have tended to focus
on portraying the lives of people with HIV/AIDS; hence, they were suited to an more in-
depth analysis of how PWA media have struggled over what it means to be a person with
HIV/AIDS. Looking back, it was surprising to me how essential writing was to the research
process. Often in discussions of methodology, attention is devoted to the methods used and
the process involved in coding and analysing the data. The task of writing the analysis is often

taken for granted. In this case, however, the analysis emerged through the written work.

Limitations

The methodological approach that I have taken to this research has its shortcomings. The
limitations that I can identify fall into two broad categories. The first relates to the process
involved in selecting the publications that are a part of this project. I chose the six publications
included in this research because they reflected the diverse range of PWA media that is
currently being produced. In order to have this range, it was necessary to approach a diversity
of AIDS groups located across North America. This raises serious concerns about the extent
to which it is possible to compare PWA media with such divergent characteristics. Apart from
Body Positive and POZ, which are based in New York, they are all located in vastly different
social contexts. For instance, can you compare PWA media that are produced in San
Francisco, California and Hamilton, Ontario? The people and resources that each group has
to draw on varied greatly.

I have tried to address this issue in a number of ways. First, in the analysis I try to take

into consideration the differences and similarities between the social forces that influence
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PWA media in Canada and the United States. For instance, there are many similarities
between the form that community-based AIDS organizing has taken in large urban centres,
regardless of their location in Canada or the United States. Similarly, the ideology informing
the self help movement by people with HIV/AIDS has also crossed national boundaries in
North America. Conversely, there are differences between social systems in United States and
Canada which have had a significant influence on the character of AIDS organizing and PWA
self empowerment in each country. For instance, in Canada there appears to be more direct
involvement by government in funding and directing those programs and services offered by
community-based AIDS organizations. The population differences in terms of density and
character between Canada and United States has also meant that the AIDS epidemic, and the
response to the epidemic by communities, have taken a much different form. For instance, the
PWA movement in the United States has been more widespread than in Canada in part simply
because of the greater number people living with HIV/AIDS in the United States. There are
many distinctions that could be made between the AIDS movement in Canada and the United
States. I would argue, though, that there are grounds for comparison, and I have tried to
make these comparisons, always keeping in mind the social factors that make each instance
of PWA media production distinct.

The second limitation relates to the way I have approached the use of qualitative methods
as a means of understanding the process of media activism. Under ideal circumstance, I would
have conducted field research with all the publications and I would have conducted face to
face interviews with all of the people involved in the AIDS publications in the study.

Unfortunately, I was not able to conduct these interviews because of time and financial
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constraints. In the case of local organizations, it was possible to conduct field research and
extensive face to face interviews with key people involved in each of the publications. With
organizations in New York, Vancouver, and San Francisco it was much harder to gain access
to the social world of each publication. When possible, I visited the publications and asked
to be shown around, introduced to people, and conducted as many interviews as time
permitted. For the most part, though, I relied on one key person in each publication to ask
staff and volunteers who work on the publications if they would be willing to be interviewed
about their involvement. Despite my efforts, it was difficult with the larger publications in the
United States to speak to as many people as I would have liked. For instance, it was cnly after
months of persistent phone calls was I able to talk to several of the writers and editors at
POZ. However, given the size of the publications it would have been better if I had the
opportunity to speak with more of the staff.

I would argue that even though the type of data collection varied considerably between
publications, the methodological framework of the study was comprehensive enough to
compensate for this shortcoming. The fact that I was able to speak with several people from
each of the publications about the main themes in this research (production and content)
provided the foundation for an extensive and detailed analysis. Furthermore, I was able to
analyse all of the texts from all of the publications. This material provided information about
the publications that I was not able to acquire through interviews or field research.

The last limitation that I would like to address is the greater attention spent on the
production and content of the publications and the lack of attention to the audience and the

way the readership uses the publications. Again, under ideal circumstance, I would have tried
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to bring the perspective of those who actually subscribe and read the publication to bear on
the issues that I examine in this study. While I try to examine issues around readership and
uses from the perspective of those who produce the publication, the aspect that is absent from
the analysis is the voices of those who consume, as opposed to produce, the publications. This
approach makes it difficult to address the issue of whether anyone actually reads and makes
use of these publications. This is a question that was raised throughout the study by those
involved in PWA. media projects. In retrospect, it may have been possible for me to integrate
a reader response element into the study. In fact, this may have been the most practical and
instructive part of the research for those groups involved in AIDS publishing. Given the
resources required to produce a publication on an ongoing basis it is difficult to devote time
and money to examine who is reading it and how it is being used. Unfortunately, a reader
response component did not seem to be possible given the constraints placed on this research.
Furthermore, there is an argument for looking at the consumption of AIDS publications as

a separate study.

Conclusion

Approaches to methodology in the social sciences tends to fall into two camps: those who
wish to foster an interpretative model for social research and those who wish to hold on to
the idea that a scientific model can be adapted adequately to the study of the social world.
Bourdieu (1996: 18) has recently commented on this methodological division within the social

sciences:
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The positivist dream of an epistemological state of perfect innocence has the
consequence of masking the fact that the crucial difference is not between a science
which effects a construction and one which does not, but between a science which
does this without knowing it and one which, being aware of this, attempts to
discover and master as completely as possible the nature of its inevitable acts of
construction and the equally inevitable effects which they produce.

In this chapter I have tried to provide a detailed account of the methods and the methodology

used in this study. More than that, though, following through on Bourdieu’s point, in this

research I have tried to account for my acts of construction and the inevitable effects of this

construction.

During the course of the project I have learned a great deal about the advantages and
difficulties of taking an interpretative approach to sociology as a graduate student conducting
research within a particular political context. In the end, this project was not participatory
action research. Instead, I used some of the objectives of PAR as a guide for this research.
I was less able or interested in sharing control of the research process or developing actiop
initiatives that targeted social injustice. Instead, following the advice of Adam (1992), as
quoted in Schneider & Huber (1992: xv), I have tried to conduct this research

from the perspective of people with HIV/AIDS rather than from those who dominate

cultural discourses and political and social institutions. In taking the point of view

of persons living with AIDS [I have tried to] confront questions of who the research

is for and to what end it will be put.

In terms of these questions I have tried to be pragmatic and approach this project as an
academic requirement. At the same time, I have also tried through my involvement to be of

help to those involved in PWA media projects, and in conducting this research, to shed light

on the history and the process involved in media production.






CHAPTER THREE: LITERATURE REVIEW

Media activism by people with HIV/AIDS can be related to many areas of research in the
social sciences. Rather than focus on one, my approach in this chapter is to situate media
activism at the intersection of three aspects of the literature on HIV/AIDS. The first is studies
of the community-based response to HIV/AIDS. This work provides the political context for
the emergence and development of PWA media projects. It also identifies several trends in
the AIDS movement that might be applied to the study of PWA media. Research on
HIV/AIDS and the media is the second substantive area that is relevant to this study. The
development of media projects by people with HIV/AIDS was partially a response to the mass
media. As a result, studies on the mass media provide an overview of the social factors that
led those infected and affected to organize and ch