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SEX, DRUGS AND T-CELLS:
SYMBOLIC MEANINGS AMONG GAY MEN WITH

ASYMPTOMATIC HIV INFECTION

Richard MacIntyre

This interpretive phenomenological study of gay men with
asymptomatic HIV-infection examined how experiences with HIV
infection, and beliefs about health, illness, HIV, immune function
monitoring and treatment options, shaped personal meanings and coping
patterns. The study design included in-depth conversations with
asymptomatic HIV-positive gay men. Transcriptions of these conversations
and field notes were treated as meaningful texts.

Both health-seeking and high-risk behaviors were explored within
the context of the thoughts, beliefs, feelings, and experiences related to
living with asymptomatic HIV infection in the gay community. Narrative
accounts of lived experiences were elicited through 17 in-depth, semi
Structured conversations supplemented by extensive participant
Observation data including conversations with and observations of gay men
in the investigator's extended social network.

While interview topics and lines of inquiry were astablished
beforehand, they were subordinated to the issues and concerns of the
participants. Four paradigm case stories are presented to introduce the
Ongoing informal discourse among gay men with asymptomatic HIV
infection. A major purpose of the study was to articulate that discourse so
that it might proceed more publicly, be taken more seriously; develop more
fully and contribute more meaningfully to an understanding of gay men
living with asymptomatic HIV infection. To this end, ideologies about
health and illness were explored in relation to standard and alternative
health practices.

Participants included both men who were not monitoring their T
Cells and those who were. Health care in general and T-cells in particular
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held a variety of symbolic meanings for the participants. Symbolic
meanings for T-cells ranged from a “male fetishism” with meaningless
numbers to an absolute indication of one's level of health; from normalized
nonsense to report cards. The power of these symbols was evident in the
emotional and behavioral reactions they evoked—terror, denial, anxiety,
anger, sadness, despair, uncertainty and self-doubt. But T-cell counts,
whether relatively high or simply stable, sometimes functioned to provide a
measure of hope, providing both a weapon against overwhelming
uncertainty and an impetus for lifestyle and treatment changes.
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INTRODUCTION

History and Phenomena

In 1980 two physicians in Los Angeles, Drs. Joel Weisman and Michael
Gottlieb, discovered a pattern of strange opportunistic infections and
cancer in gay men. There were other cases in San Francisco and New York,
but a pattern had not been recognized. The first five patients in Los Angeles
had all used poppers—amyl or butyl nitrate—and “Theory One" argued that
poppers were the cause (Black, 1985). In those early years there was
insufficient research data on acquired immune deficiency syndrome (AIDS)
to guide either public health policy or AIDS treatment. But soon
epidemiological theories pointed to a viral agent and infectious disease
theory posited four areas for further investigation—viral virility, ports of
entry, viral concentrations at ports of entry and host susceptibility
[MacIntyre, 1987). Many health professionals and gay activists assumed AIDS
was caused by a viral agent and, lacking evidence to the contrary, felt that a
prevention program based on a theoretical viral agent should be instituted.
Yet without an identified virus and an effective antiviral agent, some effort
needed to be directed at the other three dimensions of infectious disease

theory. The San Francisco gay community took action at probable ports of
entry through condom use well before the viral organism was identified in
either France or the United States (Shilts, 1987). Health professionals must
Continue to support and encourage community efforts at preventing
infection and reducing viral load at those ports of entry. But our greater
task is improving the general health of people in risk groups—gay and
bisexual men, intravenous drug users, hemophiliacs and their sexual
partners.

By 1984 Dr. Luc Montagnier at the Institut Pasteur and Dr. Robert
Gallo at the National Institute of Health identified a viral agent believed to
Cause AIDS. Montagnier named the virus Lymphadenopathy Virus (LAV)
and Gallo named it Human T-Cell Leukemia Virus III (HTLV III). In 1985 an
international commission changed the name to human immunodeficiency
Virus (HIV) to reduce confusion (Panem, 1987; Gallo and Montagnier, 1988).
The blood test for the HIV antibody was introduced in 1985 and anonymous
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testing sites were established in California and other states. This made it
possible to distinguish between people in “risk groups” and people who
were actually infected with the virus.

Health professionals confirmed suspected ports of entry and
discovered which body fluids had high concentrations of the virus.
Condoms were found to significantly reduce viral load transmitted during
Sexual intercourse and bleach was found to kill HIV transmitted via needles

shared by intravenous drug users. But one important piece is still missing.
We still do not know what decreases host susceptibility to the virus. We do
not know what people with HIV infection should be doing to fight the
virus and improve their immune functioning.

In the west, AIDS is different from most other twentieth-century
diseases and epidemics. First, the disease is spread through behaviors
Subject to strict taboo and social control: Sex and drug use. Second, AIDS is
a syndrome primarily affecting stigmatized groups: gay men, intravenous
drug users and their sexual partners. Of the latter two groups, most belong
to ethnic minorities, especially blacks and Hispanics. Third, the “dark
continent" of Africa and the “tainted bodies” of gay men are perceived as
having originated AIDS. Finally, because AIDS is both infectious and
Currently uncurable, our modern faith in the medical establishment's
p0Wer has been undermined.

HIV infection is an inclusive term for people who are asymptomatic
but infected with the virus (as evidenced by viral antibodies); people with
mild HIV-related symptomology; people with AIDS-related complex (ARC);
and people with full-blown AIDS. People who experience significant
physical symptomology (ARC-AIDS) generally have more severely depressed
immune systems as indicated by lower T-helper cell (CD4) counts. Their
Concerns are naturally different from those who do not experience acute
physical symptoms.

This research is concerned with gay men who have tested positive for
HIV antibodies but who remain relatively asymptomatic. In 1985 counselors
at anonymous testing sites were saying that only 15–20 percent of HIV

º



infected individuals would progress to AIDS. That figure has since been
increased to 70–100 percent (Moss, 1988). The Centers for Disease Control
(CDC, 1990a) estimates that between 650,000 and 1.4 million persons are
infected with HIV in the United States alone. These figures do not include
the more than 125,000 people diagnosed with AIDS (CDC, 1990b).

Aims, Background and Purpose

This study will examine how gay men with asymptomatic HIV
disease experience their situations. The primary aims are to gain practical
knowledge about (1) how individuals with asymptomatic HIV disease
understand and cope with HIV; (2) the meanings people create and the
experiences they have with monitoring and treating the infection; (3) the
experience of loss and the threat of future loss; and (4) how HIV-infected
gay men define themselves in relation to their infections and their
COmmunities.

Each of us has a background relationship to the health care
establishment and it is within this context or background that our own
experiences with health care take place. The HIV experience occurs on a
background relationship to health professionals that ranges from complete
trust, to fragile trust, to overt distrust and fear. An HIV-positive test result
Creates a situation most often filled with strong feelings, questions and
Conflicts. Cryptic medical labels such as “absolute T-helper cell count” and
"years since infection” take on a symbolic life of their own. While the
medical industry develops its own meanings about T-cell and related blood
Counts, medicalized meanings of diseases are frequently not taken up by
patients, especially when those patients are members of a marginalized
community.

The purpose of this study is to examine the meanings, associated
informal models of explanation, and patterns of coping that asymptomatic
HIV-positive gay men develop in response to monitoring, treatment
Options, and the threat of AIDS.
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Lines of Inquiry

My initial research question was how asymptomatic gay men with
HIV infection made choices about treatment options. Part of this interest
came from being a member of the gay community who had lost two lovers
and a number of very close friends to AIDS. Part of this interest came from
professional nursing experience with San Francisco Hospice and other AIDS
organizations. Some of my questions were personal and resulted from my
membership in the community. These are listed in Table II. Some of my
questions came from the interest I had in the HIV-positive gay community
as a doctoral student in nursing. While distinctions between the “sources”
of these distinctions are somewhat arbitrary, these are listed in Table III.

The questions listed in Tables II and III were translated into five lines
of inquiry that provided a general orientation to data collection, interviews
and Written interpretations. It was not expected that the data would
necessarily illuminate each of these lines of inquiry, nor that each of these
lines of inquiry would be employed to illuminate each individual interview
Or narrative analysis. While forming a general substructure or background
for the research project, they did not direct it. Actual self-understandings,
relationships and concerns directed the research project as they emerged
during the interviews. These in turn provided direction for the analysis.

m What self-understandings and experiences increase or
decrease a person's willingness to consider various
treatment options?

m Are treatment and monitoring decisions congruent with
the HIV-infected person's self-understandings and
experiences?

is How does the medical establishment's approval or
disapproval of various treatment options influence a
person's choices and self-understandings?

m How do family and community mores and expectations
around asymptomatic HIV infection influence a person's
choices and self-understandings?
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m What are the interpretations, informal explanatory models
and meanings associated with T-cell counts, percentages
and ratios?

These questions are both real and important to the HIV-positive
population. Yet they are not central enough to any of our health “sciences"
to warrant a serious and sustained research effort. The vast majority of HIV
research to date has focused on (1) the description and prevention of HIV
infection; (2) treating clinical AIDS; and (3) the psychosocial sequels of the
AIDS pandemic. Medicine is largely concerned with antiviral treatments
and, to a lesser degree, chemical means to bolster the immune system.
Public health officials are concerned more with preventing the spread of
HIV than with preventing the progression of HIV to AIDS. Psychology has
focused on high-risk behaviors and stress management, Nursing mirrors
the concerns of the other health disciplines, but is mostly concerned with
the physical and psychosocial care of seriously ill persons and their families.

With the possible exception of nursing, no one clinical science
focuses on biopsychosocial issues, but the concerns of the HIV-positive
population reflect biological, psychological and social concerns. Because no
One clinical science is interested in all of these questions, the best that can
be hoped for is that knowledge will be developed piecemeal by the various
health sciences and that health care practitioners will know how to apply
that knowledge to patients.

The lines of inquiry for this study are most likely “unanswerable” for
the population of HIV-infected people. They cannot even be addressed in
the same way for each person. But the questions are answered, for better or
Worse, by each person with HIV infection within the context of their own
lives. Michael Callen's (1990) question is both more elegant and traditional
than the lines of inquiry above: Why do some people with AIDS live longer
than others? Unfortunately, his question is probably unanswerable. He
quotes Dr. Richard Rothenberg, an AIDS researcher at the CDC:

A prospective study would of course be best. But even to do a
good retrospective study, we'd need to review the charts of
about 5,000 people with AIDS. We've also been hoisted by our
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own petard of confidentiality. I'm afraid we've just missed the
boat on this one. The best Study of long term AIDS survival
hasn't been done, and probably will never be done. The logistics
are insurmountable (Rothenberg, cited in Callen, 1990, p. 39).

Rothenberg's conclusion would be even more pessimistic had the
question of long-term survival been applied to people with asymptomatic
HIV infection. However, his conclusion rests on entrenched notions of good
"science.” Callen, who has had AIDS since 1982, continued to explore his
question by interviewing people who had survived a diagnosis of full-blown
AIDS for three years or longer—double the average survival time. His work
reflected the determination of a journalist: tracking down leads, talking to
the key players—patients, physicians, policymakers, researchers—and
reading all he could on the subject. Callen's determination, hope and
Courage have inspired me to continue with this present study.

Chapter Outline

Chapter I introduces the researcher and documents the processes
involved as this research unfolded. Traditional qualitative methods are
discussed briefly and dismissed as hopelessly confused attempts to preserve
latent positivistic fantasies and doctrines, including the one that human
researchers are scientists. Nonetheless, Burns' (1989) standards for
evaluating qualitative studies are used to organize and translate the
research project into the language of the social sciences.

Chapter II addresses epistemological problems that have excluded so
many important questions from systematic investigation in the human
"sciplines. It argues that human issues and concerns cannot be reduced to
the framework of the natural sciences and that biopsychosocial issues are
excluded due to inadequate conceptions of human persons and flawed
epistemological reasoning. This chapter argues that a hermeneutic
framework might salvage some important human questions for further
"stigation and concludes that a textual model for understanding
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persons has distinct advantages over both biomedical and so-called
biopsychosocial models.

Chapter III reviews the social text about AIDS and is organized
around the concepts of Survival and death. The survival section includes
professional research into survival patterns, the medical, public health and
nursing literature pertinent to asymptomatic HIV-positive people, the
psychosocial literature including cofactors associated with increased
progression to AIDS, and research on the mind-body connection. A great
number of health practices have resulted from the popularization of the
mind-body connection both in and out of the HIV-infected community
(Lowenberg, 1989; McGuire, 1988; Serinus, 1986). The section on death
includes the relationship of Stigma and taboo to cultural death anxiety and
the social construction of AIDS. Finally, survival is briefly revisited through
the holocaust literature in order to clarify human issues and concerns in
the face of threatened survival.

Chapter IV introduces four gay men living with asymptomatic HIV
infection: Matt, Gabe, Neil and Fred. Each paradigm case describes the life
circumstances of the participant and interprets particular meanings and
concerns relevant to living with HIV infection. To preserve each
participant's own voice, narrative accounts are extensively employed to
present each story.

Chapter V discusses four ideological positions on health: anti
medical; no apparent over-arching ideology; pro-medical; and holistic.
These ideological positions are not presented as “findings,” but rather as a
beginning interpretation of lived experiences. Seven more participants give
Voice to this chapter. The method employed throughout these two
Chapters is a constant comparative analysis, both between and within the
paradigm cases and ideological positions. Insights into one world are used
to illuminate another without excessive recourse to theoretical models and
abstractions.

Chapter VI analyzes the symbolic meanings T-cell counts (CD4
Counts) hold for the men in the study. Symbolic meanings are interpreted



in relation to ideological positions about health, health care providers and
the health care system. Often the ideological positions encountered in this
research dictate interpretations of T-cell counts and T-cell monitoring that
are very different from those held by health care providers. The researcher
argues for approaching T-cell counts as texts. As texts, T-cell counts and
other lab values are not open to just any interpretation, but are best
understood holistically, contextually and historically.

Chapter VII reflects on the processes involved and the meanings
uncovered in this study and suggests implications for the nursing
discipline.
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CHAPTER I

METHODS

The contributions of rational empiricism toward human health need
not be underestimated to appreciate that the central concern of any human
discipline must be a situated understanding of human persons (Taylor,
1989). Because the lives of human persons are mostly bounded by three
dimensional space and time, rational constructs about the atemporal and
context-free nature of human phenomena are often of little use to the
professions charged with caring for people as they are found in the
empirical world—that is, individual persons, particular families and
specific communities.

The methods of traditional science cannot effectively guide or direct
the scholarly endeavors of the caring professions. The quest for an absolute
certainty, the goals of prediction and control, the focus on reliability and
validity have all contributed to the objectification of human persons and
phenomena. While prediction and control are appropriate goals in many
Spheres of science and human life, knowledge gained in pursuit of these
goals often benefits those who would profit from managing or
manipulating people more than it does the people themselves.

Neither are the goals and methods of traditional Science appropriate
to guide or direct the scholarly work of the practice disciplines including
education, psychology and management. Human practices can be
abstracted into theory and structures for human practices might some day
be developed. But if our understanding of human practices is limited to
the formal structures and theories we might propose, we will have failed to
understand the essential, empirical and lived realities of nursing and other
human practices. A failure in understanding of this sort leads inevitably to
an impoverished discourse in nursing and other human professions. The
preOccupation with method over content in both nursing research and
Curriculum development suggests such an impoverished discourse and a
poverty of understanding about our patients, our work and ourselves as
nurses and scholars. A delimited professional discourse hampers our efforts



to articulate and market our services to the public as well as our political
advocacy for that public.

The predominance of the old positivist paradigm continues to
confuse efforts at developing a coherent approach to knowledge
development in practice disciplines. Rejecting the notion of the rational
element as being both superior to and independent of the emotional,
intuitive or creative elements in nature is harder than it might seem. It
runs against a long historical tradition, from the early Greek and
Enlightenment philosophers to the positivists in the Vienna Circle (Packer,
1989). The ramifications of this mistake have resounded throughout the
university and the culture. Disciplines new to the academy have tended to
eschew the scholarly traditions of the humanities in favor of the methods
found in the more powerful science departments.

Hermeneutics is the better paradigm for many reasons. First, more of
the empirical world and human experiences can be investigated with
hermeneutics. Second, hermeneutics has a better interpretation of
positivistic science than positivistic science has of hermeneutics. Third,
hermeneutics includes and respects the rational element as method while
positivistic science equates its rational method with truth and tends to
deny or ignore the essential hermeneutic nature of its own first principle—
Hegel's radical doubt (Taylor, 1985a).

For purposes of this study, persons are understood in the
hermeneutic and phenomenological traditions as texts (Taylor, 1985a) or
Works of art in progress (Habermas, 1971). Texts can be studied for structure,
meaning or both, but the propensity in the human and social sciences has
been to study texts for structure. Dunlap (1990) identifies content analysis
as the major alternative approach to hermeneutics and offers a
Comprehensive critique of its shortcomings. The main problem with
Content analysis and other qualitative methodologies popular in the social
Sciences is a paradigmatic confusion that results in neither good science
nor heuristic relevance.
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Following Rorty (1982) and Taylor (1989), the ethnography of the
illness experience of Benner and Wrubel (1989), and the interpretive
ethnography of Geertz (1972), this study has avoided pre-determined
methods. Like those transitional lovers that often follow a nasty divorce, the
literature on participant observation (Jorgensen, 1989), intuitive
interactionism (Denzin, 1989), grounded theory (Schatzman and Strauss,
1973), ethnography (Hammersley and Atkinson, 1983), and
ethnomethodology (Rogers, 1983) did not satisfy my soul. They had all been
too recently divorced themselves, and most seemed to hope for some kind
of reconciliation with logical positivism. In my graduate work, I found only
One of the several methods texts I read even slightly useful. This was Van
Manen's (1990) Researching the Lived Experience. Mostly, Van Manen's book
gave me permission to develop my own voice and dialogue with my
community in lieu of procedure.

While collecting data I felt like an investigative journalist. While
Writing textual interpretation, I felt like an English major. I was never given
a method by which to interpret a text in an English or great books course.
My undergraduate experience at the University of California, Santa Barbara
and my undergraduate teaching experience at St. Mary's College of
California were both shaped by faculty decisions to discourage students
from reading criticism and to develop their own critical abilities.

One liability inherent in this study is my own limited experience and
perspective. I neither have the field experience of an investigative
journalist, the reading or writing ability of a professor of literature, the
Cultural expertise of an anthropologist nor the intellectual mettle of a
philosopher. Though gay, I have not been an avid reader of gay writers, and
have only recently come to appreciate their importance. Nurses are
nonetheless experienced readers of live human texts and it is from my
perspective as a nurse that this work proceeds.

This work is neither journalism nor literature, but a novice's first
interpretive ethnography, and a doctoral dissertation in nursing. Nursing
has not yet embraced the humanities as models for scholarly work at the
doctoral level, nor journalism as research. I wish we would. “Methods"
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courses in these areas might have been helpful. It is therefore with some
ambivalence and somewhat by default that I have chosen to organize this
chapter around standards articulated by Burns (1989) in the Nursing
Science Quarterly—the “gold standard” for qualitative studies as Dr.
Marylin Dodd once mentioned in a doctoral seminar.

Textual Interpretation as Qualitative Research

The purpose of this chapter is to describe, justify and critique the
process of this research endeavor as it unfolded for my colleagues in the
nursing profession. The first two of Burns' (1989) five standards for
evaluating qualitative research, descriptive vividness and methodological
Congruence, and several of the 43 attendant threats to those two standards,
are employed to both frame and critique the study. Because this research is
as much personal as it is academic, I will make no attempt to depersonalize
the description by avoiding use of the first person.

Burns' remaining three standards, analytical preciseness, theoretical
Connectedness and heuristic relevance, relate to the stories and
interpretations found in the following chapters. The reader must evaluate
whether the stories and interpretations that follow are precise enough.
Because the purpose of this study has nothing to do with confirming or
disproving theory, thematic connectedness has been substituted for
theoretical connectedness. Judgments about heuristic relevance must also
be left to the reader. I struggled to make this study relevant to both the gay
and professional nursing communities.

Role of the Researcher and Time in the Field

Burns' (1989) first standard, descriptive vividness, is accompanied by
nine attendant threats: five relate to problems with the written
description—lack of essential information, clarity, credibility, depth, and
Writing skill; two have to do with observation and include poor observation
Skills and inadequate length of time in the field; two have to do with the
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researcher and include poor self-awareness and “a reluctance to reveal self
in written material” (p. 48). The following section pertains to two of these
threats: revealing the role of the researcher and time in the field.

I have been a member of San Francisco's gay community since 1975.
This journey has not, therefore, been wholly academic. It has been deeply
personal. From the beginning—which for me was sometime in 1982—
people I knew were getting AIDS. Like many of the participants in this
research, I did not know these people well. They were not close friends. One
was a man who cut my hair for a while. We had sex once or twice. But as the
numbers grew, the epidemic drew closer to my own door. One thing the
reader of this dissertation will learn early on is the complicated and
Somewhat incestuous network of interrelationships that both constituted
the gay community during the decades of the 70's and 80's and contributed
to the spread of the HIV infection, the subject of this work.

My good friend, Micky, died in 1983. His picture is still on the table in
my living room. Micky's lover, Sherman, was the best friend of my lover,
Steve. I had been Steve's lover from 1977 to 1983. In 1984, Leon died. I met
Leon through Kim, an ex-lover of Steve's. I had introduced Leon to Ernest, a
friend of mine from the early 70's in Santa Barbara. They became lovers, and
broke up. When I broke up with Steve, Ernest and I lived together as
r00mmates. In 1985 Kim died. My new lover, Martin (nicknamed Duckus),
and I stayed at his house the last night to help turn him. Duckus tested
p0sitive for the virus in September of 1985. It came as no real surprise to us. I
had been having “safer sex" since late 1982, assuming that HIV was caused by
a virus. If I had avoided it, I didn't want to contract it. If I had contracted it,
I neither wanted to infect others nor to increase my own viral load.

Steve was already sick in 1985. He died in 1986. Two weeks before the
first anniversary of Steve's death, Martin was diagnosed with AIDS and
Pneumocystis carinii pneumonia. Martin died in November of 1987.

c
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Between Steve and Martin's deaths, I worked as an on-call nurse for the San
Francisco AIDS Hospice and Homecare team."

The year 1988 was a good year. New Year's Eve was particularly
memorable—no one real close to me died that year. In 1989 a very good
friend, Howard, died. My best friend, Gabe, went on AZT. My brother, Bob,
married Audrey, a friend and colleague of mine. They met at Steve's
memorial service in 1986. 1990 was also a good year. No one close to me died.
Bob and Audrey had a baby girl, Jordanna. In August of 1991 my best friend
Gabe died.

Thus, it is as an insider that I approach the concerns of the
asymptomatic HIV-positive gay community. In 1988 I re-entered the
doctoral program I had been on leave from since 1984. The academic
nursing community at UCSF had a profound effect on shaping my
thinking and focusing my interests. A brief synopsis of this academic
journey follows.

My liberal politics might have led me to intravenous drug users, or
Women, or gay blacks and Hispanics with HIV. My background as a nurse
and experiences caring for friends and lovers with acute physical illnesses
might have led me to problems associated with advanced AIDS. My long
Standing interest in politics and public policy might have prompted
research on insurance or employment discrimination, FDA or CDC policies,
Or cost-effective health care delivery systems. My interest in
alternative/holistic therapies and health practices almost persuaded me to
Search for the ultimate survival regimen—some elusive combination of
eastern and western therapies, personal willpower, positive thinking,
Spiritual enlightenment.

"For a more complete description of my experiences caring for Steve and Martin see
MacIntyre, 1991.
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This last approach might have been consistent with another
interest—a re-definition of Rogers' human energy field (Rogers, 1970)—
assuring me a modicum of fame, fortune and happiness. Three things
worked against this temptation: the literature on death theory; the
“conversion experience" and accompanying “glory theology” (Luther, cited
in Schmidt, 1990) that seemed to form a pattern in the survival literature;
and the deep and profound ambivalence I felt about the position survivor
stories should occupy in the community. This ambivalence is reflected in
the debate between Des Pres (1976) and Bettelheim (1980) on the meaning of
surviving the Holocaust outlined in Chapter II.

Is the really important knowledge embedded in survivor stories as
Opposed to the stories of those who succumbed? Are the truly important
human questions about survival? Or are they about embodied human
beings fighting, facing or embracing death and vulnerability? My
dissertation sponsor, Dr. Patricia Benner, encouraged me to drop the
eitherlor, oppositional concern and establish my own ground. “Can't it be
What it is like to be a survivor in relationship rather than the 'King of the
Mountain' routine?” she asked. That seemed right. Surviving, living or
dying with HIV—the stories are about people coping with information
about their health status and experiencing the sicknesses and deaths of
their friends and loved ones. The stories are about how gay men construct
meaning in a community under siege. The stories do not offer recipes for
Survival. They are accounts of survival and death, hope and hopelessness,
decision and indecision.

Concept Identification and Abandonment

Well before the above questions were addressed in earnest, I was
forced to articulate my phenomena of interest in the beginning doctoral
course in nursing theory. I had been impressed that, early in the epidemic,
theory was more useful than research, simply because we had so little
research on which to base our health practices.

º
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My first-quarter nursing theory professor was a sociologist who
believed that field observations are often best way to begin theory
development. I decided to observe people at Project Inform meetings. This
was a community meeting where people with HIV infection tried to stay
current on what was working for whom. In order to bring some coherence
to those observations, I felt I needed a concept. Some of this “felt need" was
due to the environmental influences that impinge on doctoral students in
nursing. A favorite question among first year students was “What is your
concept?" To build a theory, one needed concepts (Hardy, 1974; Jacox, 1974;
Walker and Avant, 1983, cited in Stevens, 1984).

Rew, Stuppy & Becker (1988) “upped the ante” by asserting that
construct validity was the vital link between practice, theory and research. I
Was not altogether impressed by this reductive approach to theory or
knowledge development. Having not been formally introduced to methods
of grounded theory, hermeneutics or phenomenology, I proceeded to
identify choosing, and coping, as my concepts of interest, much like
declaring an undergraduate major that one hopes to change.

I watched a group of gay men trying to choose what treatment path
to follow and, at the same time, I observed other behaviors such as anger,
activism and helping others. These I lumped together as coping. Choosing
had promise as a concept because it fit Squarely into North American
Nursing Diagnosis Association (NANDA) taxonomy—something I thought
might develop into nursing theory. This taxonomy lists choosing as one of
nine major human response patterns and involves the selection of
alternatives. MacIntyre, Tueller and Wishon (1988) used the NANDA
taxonomy in their nursing care plans for people with HIV infection.

But finally, coping seemed broader than choosing. I wanted a broad
Concept that would include facing, denying, choosing, reacting, and
ignoring HIV disease, not one that would prematurely narrow my focus to
Something that might not ultimately we important, or even interesting.
The first non-obsolete definition of coping given by Webster (1972) is
maintaining a contest or combat situation, generally on even terms and
With success. This is particularly interesting in light of Dreuilhe's (1988)
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extended military metaphor describing his own “fight” with AIDS. But as
this autobiographical account of one man's own war against AIDS
demonstrates so vividly, the odds are not even. Success is uncertain. If
coping means “overcoming" life-threatening illnesses, then it is an
Outcome rather than a process, smaller, not larger than choosing. NANDA
(1988) articulates a narrow vision of coping as well in that they place
“alterations in coping" as a nursing diagnosis under the human response
pattern of choosing. The research of Lazarus (1984) and Benner (1989),
however, defines coping as a process rather than an outcome.

Even though I had lived in the San Francisco gay community
throughout the epidemic, even though I had cared for and loved many
people with AIDS, even though I had considered myself as “one of the
group” since 1982, I still was not sure what was of central importance.
Collecting “long-term survivor” stories in order to help people live longer
lives seemed an admirable goal. But I could not allow these stories to point
to any kind of light, path, salvation or truth that would in any way
denigrate the stories of those who had succumbed. I had too much love
invested in some of those other stories—Steve Martin (Duckus), and in 1991,
Gabe.

After the quarter I spent observing gay men at Project Inform
meetings, I turned to some theoretical problems. During my first year of
Study, I worked on problems Sarter (1988) had identified with Rogers'
human energy field. I also wrote a paper on the social construction of AIDS
and the function of stigma as a means of reducing cultural death anxiety,
the bulk of which is presented in Chapter III. Finally, I wrote a paper
reviewing four basic approaches to developing knowledge in the human
Sciences. This work is summarized in Chapter II.

Beginning Orientation to Structured Field Work

At the beginning of my second year I began a two-quarter sequence in
field research with Dr. Leonard Schatzman. According to Schatzman
(Schatzman and Strauss, 1973), the research problem is typically developed
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out of a literature review and framed within the relevant theoretical
constructs of the discipline. A design is selected that fits the problem and
data is subsequently collected and analyzed. However, field researchers
make decisions and develop attitudes about a “number of methodological
and philosophical issues ... often long before any particular research
project is undertaken” (p. 1). This has certainly been true in my case.
Furthermore, a precise “problem statement" never emerged. According to
Schatzman (1973),

Conventional wisdom suggests that a researcher prepare a
relatively articulated problem in advance of his inquiry. This
implies that he would not, or could not, begin his inquiry
without a problem. Yet, the field method process of discovery
may lead the researcher to his problem after it has led him
through much of the substance in his field. Problem statements
are not prerequisite to field research; they may emerge at any
point in the research process, even toward the very end (p. 3).

Descriptions of my phenomena, presented in the next section,
continued to change. During my field research course I developed a pilot
proposal and began collecting and analyzing data. In order to get through
the UCSF committee on human research, we were advised to frame our
phenomena as research questions. In March of 1990, the “question" was
Stated as follows:

What do asymptomatic HIV-positive gay men think about
Standard and alternative approaches to the management and
treatment of HIV infection? What does HIV mean to them; what
are their concerns about it; how do they see themselves in
relation to HIV; how is it affecting their lives; and finally, what
kind of decisions are they making about monitoring and
treatment issues?

Today, this description seems a bit narrow. In addition to what HIV
positive gay men are thinking, I am also concerned with what they are
experiencing and how they are feeling.
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My approach to data collection and analysis was informed by both
grounded theory and interpretive phenomenology. Grounded theory was
the focus of Dr. Schatzman's course and interpretive phenomenology was
the focus of my pre-doctoral study and is the method used by my
dissertation advisor, Dr. Patricia Benner. Both were appealing in that I was
interested in methods that focused more on the data than on theoretical

and operational definitions of concepts. Both gave permission to let
problems and questions emerge from the data. Neither required that
formal literature reviews precede data collection.

After my first interviews, I had a conversations with two participants
who indicated I should (1) ask questions about how people felt about AZT
after they decided to take it; and (2) ask more focused questions about safer
Sex. My initial interest was in how HIV-positive people made choices about
monitoring and treatment options. While the ultimate focus is broader
than coping or choosing, this underlying interest affected the construction
of the interview guide. While I was not sure if safer sex needed to be more
Specifically addressed, I recognized a need to elicit how treatment choices
had affected lives. The interview guide developed prior to the first three
interviews was revised to include these areas and is included here as

Appendix I.

Methodology

In the phenomenological perspective taken in this study, persons are
not viewed as having bodies, but as being embodied. Both the body and the
mind are knowers, the body experiencing and knowing in a non-reflective
manner. This phenomenological view of persons as described by Proust
(1913/1981), defined by Heidegger (1962), and more recently articulated by
Taylor (1985a, 1985b, 1989) and Benner and Wrubel (1989) forms the
framework for this study. In this view persons are partially constituted by
their worlds, the meanings they develop about those worlds, and their self
interpretations. This world is not something the self simply reacts to, but is
also partially constituted by the self. The world both limits and creates the
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possibilities that are available to persons. Indeed, our worlds and bodies are
the ground of our experience.

The methodology for this study is hermeneutic phenomenology (Van
Manen, 1990; Packer and Addison, 1989). According to Van Manen,
“phenomenology describes how [the researcher] orients to lived experience,
hermeneutics describes how one interprets the texts' of life....” (1990, p.
4).More than a descriptive or interpretive method, hermeneutic
phenomenology is also “a critical philosophy of action” (Van Manen, 1990,
p. 154). Phenomenological reflection not only deepens thought but also the
actions that flow from it. The orientation to lived experience comes from
the researcher's own discipline, in this case nursing. Because nursing is
inherently about practical action, a nursing orientation is necessarily action
focused. Individualized nursing care proceeds from our knowing or
understanding our patients. Phenomenology offers nurses a style of
knowing or interpreting that translates into forms of nursing practice
"virtually absent in the increasingly bureaucratized and technological
Spheres of [nursing] practice” (Van Manen, 1990, p. 154). Finally, unlike
positivistic approaches, hermeneutic phenomenology is oriented by a
personal world of lived experiences—one might say the real world—rather
than by an objectified world of codified laws and universals.
Phenomenological reflection is born out of personal engagement, caring
and commitment.

Though steeped in lived experience, “phenomenology is not an
empirical analytic science” (Van Manen, 1990). Unlike content analysis or
the taxonomic practices used by grounded theory and ethnographic
methods, where content areas are specified beforehand or dimensions are
Systematically structured according to perspectives, classes, properties,
boundaries, contexts, antecedent conditions and so forth (Schatzman and
Strauss, 1973), hermeneutic phenomenology seeks to discover what things
mean to people and how they experience them (Van Manen, 1990, p. 29). A
more complete discussion of hermeneutic phenomenology continues in
Chapter II.



Methodological Congruence and Elements of the Study

Burns' (1989) second criterion is methodological congruence and
includes four related standards: rigor in documentation, procedural rigor,
ethical rigor and threats to auditability. While the study is not auditable,
enough verbatim data is reported to facilitate alternative interpretations. A
profound respect for the persons and experiences disclosed, a sensitivity to
issues of confidentiality and a genuine concern for consequences that can
result from writing about marginalized communities have, I trust, resulted
in ethical rigor. Procedural rigor is a standard imported from science and
can best be understood in an interpretative study as reportorial accuracy.
Interpretation is not accomplished through procedure, however, no matter
how rigorous. The first related standard, rigor in documentation,

requires the presentation by the author of all the elements of the
study: phenomenon; purpose; research question; justification of
the significance of the phenomenon; identification of
assumptions; identification of metatheories; researcher
credentials; the context; role of the researcher, ethical
implications; sampling and subjects; data-gathering Strategies;
data-analysis strategies; theoretical development; conclusions;
implications and suggestions for further study and practice; and
a literature review (p. 48).

Several of these elements are addressed in the Section that follows.

Phenomenon

The broad phenomenon under study is gay men living with
asymptomatic HIV infection. “Asymptomatic" is a relative term that is
intentionally not operationally defined. By asymptomatic I mean people
who have not had pneumocystis, Kaposi's sarcoma and other significant
Opportunistic infections. Some participants had lymphadenopathy, hairy
leukoplakia, thrush, or fatigue.

*
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Some members of the academic community argue that the term
asymptomatic ought not be used as it implies the absence of psychosocial
problems or, worse, denigrates the significance of psychosocial problems. I
have two responses. First, the term asymptomatic has meaning in the lay
population and ought not be discarded because of turf wars within the
“priesthood" of healthcare professionals. Second, abandoning the term
asymptomatic is an insidious form of medicalization as the “priesthood"
seeks to bring ever-larger portions of the population under its purview. I
am willing to drop the term if and when the HIV/AIDS community drops
it, but I believe there are significant qualitative distinctions between living
with clinical AIDS and living with non-clinical HIV disease. The term pre
clinical perpetuates the hopelessness discourse about HIV. “Non-clinical”
may be an appropriate substitute.

Purpose

The purpose of this study is to increase understanding of gay men's
lived experience with HIV infection through an exploration of meanings,
aSSOciated informal models of explanation, and patterns of coping that
these men develop in response to monitoring, treatment options, and the
threat of AIDS. In addition, there are personal purposes and meanings for
my doing this study.

When I die, I assume that some holy committee will ask me to give an
account of myself. The demographic summary of my earthly incarnation
Will likely read: gay man, nurse, teacher, student; lived in San Francisco
during the AIDS epidemic. In addition to satisfying the tenure
requirements of my employer, my motivation for doing this research is to
Satisfy that committee. While the research itself has not functioned as a
World-defining commitment for me, it has been guided by a commitment
to its purpose. The purpose of this research is to become increasingly aware
of and sensitive to my brothers' and my own humanness; to come to a
better understanding of what my brothers and I are experiencing; to more
effectively care for myself and my brothers.
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Kierkegaard (1846/1962) would insist that an understanding of
persons be experienced. Understanding must embrace the finite as well as
the infinite. Understanding must go beyond probability statements about a
population that exists only in the abstract—for example, beyond the
academy. These understandings must go beyond the reflective appreciation
and vicarious experience (Kierkegaard, 1843/1971) that comes from reading
an ethnography of a strange culture—for example, beyond the sexual
revolution. These understandings must go beyond simple matters of justice
(Kierkegaard, 1843/1987)—for example, beyond AIDS activism. They must go
beyond resignation (Kierkegaard, 1855/1967)—for example, beyond
repentance, reform, “Shanti-deaths” and the “all we need is love”
movement. These understandings aspire to include an emerging faith
(Kierkegaard, 1848/1985) in what it is to be a person—mind and body,
mortal and immortal, sick and healthy, hopeful and resigned. The purpose
is primarily moral and only secondarily, useful; more about faith than
Works. Luther (1520/1988) writes

Though you were nothing but good works from the soles of your
feet to the crown of your head, you would still not ... [read:
fulfill the requirements of a modern secular humanist] since
God [read: humans] cannot be worshipped [read: Served] unless
you ascribe to him [them] the glory of truthfulness and all
goodness which is due him [them]. This cannot be done by
works but only by the faith of the heart (p. 16).

Utilitarian research, like Luther's works, is meaningless without a
Commitment to an understanding of humankind. The “glory of
truthfulness and all goodness" of humans is what Kierkegaard and every
Other moral philosopher is seeking.

This project is both similar and dissimilar to Krieger's (1985). Like
Krieger, I am using the research to gain insight “both about others and
about myself” (p. 321). I agree wholeheartedly with her position on self
disclosure:
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In social Science, I think, we must acknowledge the personal far
more than we do. We need to find new ways to explore it. We
need to link our statements about those we study with
statements about ourselves, for in reality neither stands alone (p.
321).

Krieger (1983) painted a pathological picture of a midwestern lesbian
community mirroring her own interest in identity and belonging.
However, I am not engaged in this research to “find a way out of a problem”
(Krieger, 1985, p. 321). I do not assume that the community has “a problem”
with HIV. Furthermore, I do not intend to “hide" my voice, to merge it with
the others, nor to merge the other voices with my own.

Research Questions

Five lines of inquiry are listed in the introduction. These are:

m What self-understandings and experiences increase or
decrease a person's willingness to consider various
treatment options?

is Are treatment and monitoring decisions congruent with
the HIV-infected person's self-understandings and
experiences?

m How does the medical establishment's approval or
disapproval of various treatment options influence a
person's choices and self-understandings?

m How do family and community mores and expectations
around asymptomatic HIV infection influence a person's
choices and self-understandings?

m What are the interpretations, informal explanatory models
and meanings associated with T-cell counts, percentages
and ratios?

A caveat or confession may be in order here. I did not post these on
the wall of my study for continued guidance in writing the analysis section,
in interpreting the narratives. I think I have internalized enough important
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"questions" and that any more conscious focus on questions would
interfere with my ability to respond to the voices in the texts.

Justification of Significance of Problem

The significance of HIV infection in those lives of gay men living with
asymptomatic HIV infection is profound and needs no further
"justification” whatsoever. However, in deference to convention, the
following professional context is offered.

The research agenda developed by the National Centers for Nursing
Research established seven priorities. Several of the topics listed under
these priorities pertain to asymptomatic HIV-positive gay men including:

m Identification of cofactors among high-risk groups which
are correlated with increased risk of (a) becoming infected
with the AIDS virus and (b) developing AIDS

m Survey of patient preferences with regard to delivery of care
options during various stages of illness

m Effect of HIV infection among asymptomatic individuals on
Sexual behavior with homosexual partners

m Psychological and social impact of HIV-positive status on
healthy individuals

m Impact of counseling programs on practices of HIV-positive
individuals (National Institutes of Health, 1987, as cited in
Larson, 1988, p. 61-2).

Of these, the “psychological and social impact of HIV-positive status
On healthy individuals” is most pertinent to this study.

While medical, public health and AIDS organizations have been
encouraging people to find out about their HIV antibody status and, if
positive, to receive regular medical checkups, the medical establishment
has had little to offer the asymptomatic HIV-positive community except for
T-helper cell (CD4) and related monitoring and, for CD4 counts less than
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500, AZT therapy. (AIDS is extremely rare among HIV-positive people whose
CD4 counts remain greater than 500.) A 29-page 1990 American Medical
Association (AMA) publication entitled “HIV Early Care: AMA Physician
Guidelines" (AMA, 1990) focuses on testing, staging, and psychosocial issues.
Only one paragraph is devoted to the treatment of asymptomatic HIV
positive individuals, all related to the possible benefits of AZT. Considerable
debate continues about the efficacy of AZT for HIV infection—especially
asymptomatic HIV infection—and no universal standard of care exists
(Abrams, 1992; Baker, 1993; Mitchell, 1993; Volberding, 1990; 1992). Many
physicians leave the decision about AZT up to their patients. If patients
worry too much, they are referred to mental health professionals.

The National Institute of Allergy and Infectious Diseases (1993)
released new guidelines for anti-viral therapy in HIV disease. These
guidelines, also reported in the June 17, 1993 issue of The New York Times,
Concur with one of the central assumptions in this study:

No average patient exists. Some patients will do better, and
Others, worse, than what clinical studies would predict. The HIV
epidemic has forced clinicians to recognize the limitations of
medical technology and reminded us that the finest expression
of medical practice still lies in the optimal blend of current
Science and the 'art' of patient care (Sande, 1993).

Recent studies are testing the extent to which CD4 cells are an
adequate surrogate marker for disease progression (Nightengale, Jockusch,
Haslund et al., 1993) and therapeutic efficacy (Sungsub, Lagakos, Schooley
and Volberding, 1993). However, no study to date has examined the
meanings associated with T-cells, T-cell monitoring and the treatment
p0SSibilities associated with T-cell levels. Issues of hope, intuitions about
One's own body, beliefs about disease and medical technology in general
and AIDS and its associated treatments in particular have not been
Systematically addressed in the literature.

However, organizations such as the AIDS Foundation in San
Francisco have used focus groups to help develop advertising campaigns
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designed to help people overcome their reluctance to get tested and seek
medical help-generally T-cell monitoring and, if indicated, drug
treatment. The premise behind such public health advertising campaigns
is that it is better for people to overcome their fears and denial and to seek
treatment. However, the literature does not indicate that fear and denial
are the major issues confronting people who are not fully complying with
standard medical recommendations. Even if these are the major issues, the
story is incomplete. In order to help patients overcome fear and denial, fear
and denial must be understood in relation to the patient's personal
meanings and lived experiences.

Identification of Assumptions

Apart from articulating the epistemological position presented in
Chapter I and the areas of theoretical interest presented in Chapter II,
assumptions are not explicitly identified. Any further explicit assumptions
Other than the general orientation of the researcher outlined in the first
two chapters would be inconsistent with the aims of this study. My own
Orientation to and beliefs about HIV, AZT, CD4 monitoring, death and
Survival are disclosed throughout the extensive monologues and dialogues
between myself and the participants in Chapters IV through VI. An analysis
of my own position and its relationship to the positions of others (in other
Words, my implicit assumptions) is left for the reader to consider, or for
future work.

Identification of Metatheories

If this were my list, it would begin with the articulation and defense
Of epistemological positions. No formal “theoretical framework" directs the
Study. The frameworks guiding this study are the assumptions about
knowledge development articulated in Chapter I and the experiences of the
researcher with the phenomena. These experiences were formulated into
Questions (Tables II and III) and later into five lines of inquiry. These are
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reflected in both the interview guide and my statements and questions
within the interviews themselves.

Theories neither guided data collection nor analysis and are only
sparingly used to assist with interpretation. Theoretical frameworks often
reduce qualitative research findings to the obvious, tell us little more about
the theory, and serve only to fulfill the demands of a sacred cow. The
theories presented in Chapter II are explored because they were interesting
to me. They are not rigorously applied to the data, and are offered more to
disclose the perspective and orientation of the researcher than to guide
data collection or analysis.

Role of Researcher

I decided to do this research primarily to pay greater attention to the
Ongoing informal discourse between gay men with asymptomatic HIV
infection. My role then is to articulate that discourse for the community in
Order that it might proceed more formally and be taken more seriously;
that it might evolve and develop, and contribute to our emerging
understandings of ourselves and our worlds. Like everyone else, I am both a
participant in and an observer of that discourse.

Ethical Implications

The issues raised in this research are inherently ethical and moral in
nature–disclosure, self-care, self-understandings. Two ethical principles,
autonomy and beneficence (Beauchamp and Childress, 1980; Gadow, 1983),
provide a critical reflective stance for the analysis and interpretation of
participants' stories and reflections about interactions with health care
providers. However, in keeping with an interpretive phenomenological
approach, every effort is made to present meanings in their own terms and
in the voice of the participants.
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Confidentiality is a difficult issue when writing an ethnography of
one's own community. A risk of participation in this type of research is that
it may involve a loss of privacy. Procedures to protect the confidentiality of
participants included changing names and, occasionally, occupations and
cities.

Sampling and Subjects

The research participants are self-identified, HIV-positive,
asymptomatic gay men, ages 21–46. Seventeen participants were
interviewed at length. A masters student conducted three of the interviews.
A convenience sample of participants who had previously identified
themselves as HIV-positive to the investigator was used. While participants
might be monitoring blood work, taking AZT, or enrolled in other studies,
they were otherwise free agents, and not under medical supervision for
Symptomology. Over the past several years, people I knew expressed interest
in participating in such a study.

I decided to interview people who were part of my own community
network, rather than people who visited a specific AIDS clinic or support
group, for several reasons. First, people who are associated with a particular
Clinic or support group are connected by virtue of a medical problem or
psychosocial concern. They are not a community nor representative of a
Community. In choosing myself as a kind of central point in the sample (all
respondents are minimally “connected" by virtue of an acquaintance with
me—many are also friends with each other), I have selected a natural
Community. Because I am a member of that community and made every
effort to create an egalitarian space for dialogue, I was privy to a high level
of Candor and openness. My own story is amazingly evident throughout the
14 interviews I conducted. At one point during an interview, the roles were
Completely reversed. Three interviews were conducted by a fellow graduate
Student.

Study participants are mostly white (one black, one Hispanic),
College-educated, HIV-positive gay men living in San Francisco or New

º º



York. The following occupations were included: phone man, student, free
lance writer, nurse, physician, travel agent, insurance broker, executive vice
president in a large securities firm, major shareholder/owner of a very
successful business, advertising executive, cook, free-lance computer
specialist, architect, special education teacher, artist. None of them had
significant symptomology at interview. Approximately 20 additional
people are referred to in my field notes in the same age and socioeconomic
range. Most of the respondents report using recreational drugs.

The theoretical sampling categories for the 17 interviews included
people who (1) were not monitoring their T-cells; (2) were participating in
alternative treatments; (3) were pursuing aggressive (and occasionally
experimental) treatment through standard medical practice; (4) had just
gone on AZT; (5) had only been recently tested; (6) believed strongly in
denial; (7) seemed especially fearful; (8) were long-term seropositives. For
those who were monitoring T-cells, counts ranged from 200 to 1,200.

The following thinking guided my selection of people to interview. I
first interviewed my best friend. He lived downstairs and I talked to him
every day. I had known him for over ten years. Then I interviewed a
psychiatrist whom I knew from the gym who had a holistic and spiritual
Orientation to health and a respect for alternative treatments and health
practices. The third person was selected primarily because he was not
monitoring his T-cells and questioned whether anyone should be. He felt
that AIDS had been over-medicalized and his seemed to represent an
extreme position. The fourth person was selected because he was pursuing
aggressive experimental treatment through standard medical practice. I've
known him for years, but not well. He suggested that I interview his
100mmate, who had just gone on AZT. I thought it might be wise to
include someone I had not specifically selected. The sixth was chosen
because he was also not monitoring T-cells and had only recently been
tested. He was interested in all sorts of alternative treatments and believed
Strongly in “denial." The seventh was interviewed because he had been HIV
p0Sitive since 1979 (due to participation in a study that retested blood left
Over from a previous study). The eighth and ninth were selected because
they were not monitoring T-cells. The tenth was selected because he
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seemed more fearful than the others and because he was Hispanic.
Respondents eleven through fourteen were people I had met on Fire Island.
One I had met the previous year (he was a guest in my home in the winter).
I interviewed another man with whom I had spent several days in the sun.
He introduced me to a friend with whom he had shared a house in

previous summers. I also spent a few days with a man who had a “share” in
the Fire Island house described in Shilts' (1987) book. This man is black, a
long-term seropositive, and has a very high T-cell count (over 1,000).

As mentioned, three of the interviews were done by a graduate
student who was working with me. He and I had spent considerable time
reviewing the purpose of the study, the interview guide and transcripts of
my first three interviews. He had had some exposure to phenomenology.
We decided he would interview two nurses he knew (one of whom I knew)
and the best friend of one of the other respondents—someone I knew as
well. I had initially thought that having multiple interviewers would
reduce some of the bias that I would bring to the study.

However, there were problems with all of those interviews. Despite
familiarity with phenomenological theory, this student still tried to be the
Objective scientist and engaged in excessive theory-speak in the interviews.
Interviews with the two RNs had very medicalized themes. Part of that was
due to the function of “nurse talk.” Some of this crept into my own
interview with the physician, and must be considered normal. A
Conversation between two health care providers will have a medical slant.
However, I felt the two RN interviews lacked the experiential flavor that I
had obtained in the other interviews. The third respondent interviewed by
the student contacted me later and related that the interview made him
Very uncomfortable and he said that he wished that I had done it. This was
the only instance where the interviewer and respondent did not have some
kind of social relationship unrelated to the research. In my experience, the
artificial nature of a formal interview is reduced when the interviewer and
respondent know each other and are simply tape-recording a conversation
Similar to one that might have spontaneously occurred on the street or in a
Cafe.

-
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I had great aspirations after reading the first transcripts, feeling that
there was enough data for ten dissertations. I decided to bring together an
interdisciplinary group of graduate students interested in HIV and
phenomenological approaches to research. We had a few meetings which I
summarized in my diary. My idea was to get several of us doing interviews,
transcribing and analyzing the data, critiquing each other's work. Instead of
looking at 20–30 interviews, we could look at 120 or so. Unfortunately, there
were too many problems for us to overcome including dissimilar
theoretical backgrounds and different approaches to the interview,
different notions of what constituted Scientific research, and different
positions on the nature and purpose of the healthcare disciplines.

Data-Gathering Strategies

A one-to-two-hour open-ended interview using the interview guide
(Appendix I) was conducted in the participant's home or other place of his
choosing. Interviews were taped after verbal permission was given for doing
S0. Brief field notes were taken that included notes on conversations with

and observations of people in the community, newspaper clippings and
notes on public speeches. Interviews were transcribed verbatim.

º

Data-Analysis Strategies

The interpretive work of hermeneutic phenomenology includes both
a Search for exemplars and paradigm cases in the data and thematic
analysis (Benner, 1985; Leonard, 1989). Exemplars are stories or vignettes
that serve as a “strong instance of a particularly meaningful transaction,
intention or capacity” (Benner, 1985, p. 10). In the same vein, paradigm cases
reflect particularly strong patterns of meaning. Paradigm cases may be
evident to the researcher before s/he clearly understands what their
meanings are. Four paradigm cases were selected from the data and are
presented in Chapter IV.
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An entire interview text is read several times for the purpose of
thematic analysis. After reading several interview texts, themes begin to
emerge. The themes generated from this approach are compared with the
initial themes which often lead to new themes and questions. The written
interpretation is thus based on a comprehensive reading of the texts. A
Scheme to select and organize major recurring themes and interpretations
is developed based on the data and the research questions.

The scheme used in this study was to first write the paradigm cases
as stories. This entailed editing, organizing and interpreting the interview
transcripts. (The original transcripts were of course preserved.) I then
constructed an index of themes for each of the four paradigm cases. Each of
the remaining transcripts was edited and organized according to the
particular themes that recurred within the interview. As each transcript
was so edited, an index to the new document was created. Interpretation
proceeded in multiple stages within each newly edited and organized
document. After all transcripts had been converted into edited and
Organized documents, a Grand Index of themes and categories was created
to facilitate better access to the data. Chapters V, VI and VII were written
Consecutively based on the themes and interpretations that preceded them.
Word processing was the only computer program used in the study.

According to Van Manen (1990), writing is a measure of our analytic
thoughtfulness. Writing helps us see meanings and lived experiences,
focuses our understandings and is the vehicle through which we can
illuminate these understandings to others. Hermeneutic
phenomenological research is primarily a form of writing, rather than the
final stage in the research process. Reading and writing promote and
Sustain the conversations we as nurses have about our patients, the
discourse about nursing practice, and the discourse about HIV in affected
Communities. Writing, re-reading and re-writing increases the precision
and quality of interpretive work.

º



Theoretical Development

Interpretative theory differs from conceptions of theory aimed at
explanation, prediction and control of human phenomena. Interpretative
theory provides a perspective or an interpretation aimed at understanding
some phenomenon (Jorgensen, 1989). This study has not resulted in an
interpretative theory. An interpretative theory should be more
comprehensive and more integrated than what I have done. Not all
interpretative ethnography will result in interpretative theory, but all
should nonetheless result in interpretations that foster understanding and
insight. Future work with this data should lead to more refined and
focused interpretations that might in turn lead to a more integrated
articulation of meanings, concerns and self-understandings. But
interpretative theory or commentary is not the ultimate goal of this work;
understanding is.

Walidity Issues

To address content validity, data was gathered from several sources
including the formal interview, field notes on conversations between
participants and the investigator and, in at least two instances, the
participants' own writing. Interviews have been conducted over a three
year period and most of the participants were available to the investigator
throughout that time. Multiple stages of interpretation occurred.
Interpretations were presented to selected study participants, HIV support
group members and other asymptomatic, HIV-positive gay men for their
feedback. My interpretations have tended to resonate with the lived
experiences of people in the community.

Reliability and validity are nonetheless inappropriate terms for
interpretative research. Interpretative research is either full of errors or
biases that might have been reasonably avoided or it is not. Interpretative
research, like investigative journalism, is either good or bad; interesting or
boring; insightful or superficial. It is not so important that interpretative
research be “right." Research that produces alternative interpretations from



the communities involved, whether lay, professional or academic, has done
its job. What is important is that interpretative research in the human
sciences sustain an ongoing dialogue. Arguments about the validity of
methods are irrelevant. In fact these arguments miss the point entirely
because interpretative research does not make ultimate, ahistorical and
absolute truth claims. This is not mean that interpretive work embraces
relativism. Interpretative studies seek to articulate a “best account" and
must complete with rival interpretations. If a meaningful discourse is to be
Sustained in the human Sciences, it will have to be more about content
than method. Rival interpretations help sustain such a discourse.

The theoretical and methodological assumptions guiding this study
are discussed more fully in the following chapter. This chapter outlines
four epistemological positions on knowledge development in the clinical
human sciences and argues that the interpretative paradigm is better
Suited to guide scholarly research on human concerns.
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CHAPTER II

AN EPISTEMOLOGY FOR NURSING

Knowledge development in the human and clinical sciences is
hampered by an inadequate conception of what it is to be human, a narrow
definition of knowledge, flawed epistemological reasoning, and
inappropriate research methodology.

Rubin (1988) asserts that clinical knowledge includes both a
knowledge of physical functioning (biology, anatomy, physiology) and a
knowledge of persons. Separating knowledge of bodies from knowledge of
persons perpetuates the dualistic conceptions of humankind that have
pitted one human quality against another for centuries: the rational versus
the emotional or physical (most of the early Greek philosophers); the flesh
and the spirit (most of the early and late Christian theologians); the mind
and the body (Descartes, 1641); Eros and Thanatos (Freud, 1940; Brown, 1985;
Becker, 1973). The resulting denigration of the body has rendered it a
suitable object for science and knowledge development (Gadow, 1980), and
for control and normalization (Foucault, 1975). Simultaneously,
psychosocial elements have been excluded from scientific investigation
(Engel, 1984). The university mirrors this split. Bodies are studied in the
natural Sciences; persons and cultures are studied in the humanities.
However, in a culture that equates science with knowledge, there are
Serious doubts about whether a knowledge of persons and cultures, or a
human science, is even possible.

Assuming for the present that the methodology of the natural
Sciences is appropriate for the study of human bodies, modern
philosophers of science have been grappling with two major questions
about knowledge of persons. First, what is “knowing” a person? Second,
how do we “know" when we know? Rubin (1988) states that there are four
major positions on the question of knowledge of persons. The first position
holds that the knowledge generated in the natural sciences is prototypic
knowledge. Other forms of “knowledge" are therefore either opinion,
interpretation, or at best pre-scientific or pre-knowledge. This is the
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position advocated by Grunbaum (1984) who argues that psychoanalysis is
not a science (which is code for it is not real). A second position holds that
clinical knowledge results from a combination of natural scientific
methods and interpretative or hermeneutic methods (Habermas, 1971). A
third position states that the human sciences are pseudosciences and that
knowledge does not exist per se but is manufactured by contemporary
systems of power (Foucault 1979a, 1979b, 1987). A fourth position holds that
the human sciences are neither pseudosciences nor like the natural
sciences. Rather, human sciences are concerned with human meanings and
concerns and are thus hermeneutic or interpretive (Taylor, 1985a, 1985b).
Each of these positions is informed by different conceptions of embodied
human persons living in a world.

Arguments Against Scienticism

The framework that has guided our scientific inquiry over the past
three centuries is based on theories developed by Rene Descartes. This
framework has both dictated our “scientific" method and prescribed the
questions appropriate to scientific investigation. It has five basic
Components: (1) reductionism—the idea that all complex phenomena can
be reduced to simple parts; (2) exclusionism—the exclusion from scientific
investigation of any question or experience that falls outside the dominant
view of reality; (3) mechanism—the idea that the universe, ourselves and all
things function like orderly machines; (4) determinism—the idea that all
effects have causes preceding them in time; and (5) mind-body dualism.
Benner and Wrubel (1989) note that this framework reduces Aristotle's
metaphysic of four causes to two. They summarize these four causes as
follows:

The material cause of an object is what it is made up of, as, for
instance, a house is composed of bricks. The efficient cause is the
force or agent that moves the object. If we continue the example
of the house, this could be the bricklayer. The formal cause is the
pattern or form of an object, such as bungalow, Split-level, or
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igloo. The final cause is the end or purpose of the object, as, for
instance, the purpose of a house is to provide shelter (p. 30).

The natural sciences have tended to exclude both ontological
questions (formal causes) and teleological questions (final causes) from
investigation in favor of material and efficient causes. This exclusion is
necessitated by a flawed epistemology. Nursing must address both
Ontological and teleological questions about humankind if it is to develop
the coherent metaphysic necessary for any scholarly human discipline.

From Descartes to Kant, studies in epistemology (or theories of
knowledge) begin with radical doubt. Hegel showed that every consistent
epistemology is caught in a circle:

What is demanded is thus the following: we should know the
cognitive faculty before we know. It is like wanting to swim
before going in the water. The investigation of the faculty of
knowledge is itself knowledge, and cannot arrive at its goal
because it is this goal already (Hegel, cited in Habermas, 1971, p.
7).

After Hegel demonstrated that epistemology itself was necessarily
Self-reflective and that any critique of reason had to somehow account for
that, epistemology gave way to philosophy of science. Knowledge has been
Confused with science ever since. Because the issues raised by radical doubt
Could not be resolved through scientific means, positivists and rationalists
accepted it in principle as a kind of first assumption, abandoned further
epistemological inquiry to philosophers, and set about proving what could
be proven.

|Positivists argue that] one cannot at the same time take all
principles as problematic. The Set of presuppositions that
defines the frame of reference of a given investigation should be
assumed as unproblematic for the course of the investigation.
The manifold repetition of this procedure is supposed to
provide an adequate guarantee that in principle all
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presuppositions can be called into question. However, the
choice of the first frame of reference and the sequence of the
additional stages of investigation remain arbitrary. Radical
doubt is excluded, because the procedure rests on a
conventionalism that precludes the logical foundation of its
premises. But the theory of knowledge, according to its
philosophical claim, is an enterprise directed at the whole
(Habermas, 1971, p. 7–8).

Thus, rather than a theory of knowledge that begins with radical
doubt, modern philosophy of science suspends doubt about methodology
and first premises, and replaces it with a “critical attitude that is
committed to the principles of rationalism but cannot itself be justified"
(Habermas, p. 13). He calls the resultant belief of science in itself and the
identification of knowledge with science “scienticism." The position that
holds that knowledge developed in the natural sciences is paradigmatic
knowledge, rather than one form of knowledge among many, begins with
Kant who thought that mathematics and physics exemplified the “sure
march of Science” (Habermas, 1971, p. 14).

Taylor (1985a) argues against the tendency to model the human
Sciences on the natural sciences because the resultant theories are
implausible and lead to very bad science: “either they end up in wordy
elaborations of the obvious, or they fail altogether to address the interesting
questions" (Taylor, 1985a, p. 1). He offers a hermeneutic explanation for the
popularity of scientistic thinking, explaining that “it takes a very powerful
metaphysical set of preconceptions for one to ignore or override so much
that is so intuitively obvious about human life, for no valid scientific or
explanatory reason” (Taylor, 1985a, p. 1). These preconceptions derive their
strength from an underlying image of the self that is both “flattering and
inspiring" (p. 5) in that it pictures people as being able to disengage fromtheir world by objectifying it.

The ideal of disengagement defines a certain—typically
modern—notion of freedom, as the ability to act on one's own,
Without outside interference or subordination to outside
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authority. It defines its own peculiar notion of human dignity,
closely connected to freedom. And these in turn are linked to
ideals of efficacy, power, unperturbability, which for all their
links with earlier ideals are original with modern culture
(Taylor, 1985a, p. 5).

The ideal of disengagement is consistent with the Enlightenment's
instrumental stance towards both nature and people. Nature, human and
otherwise, was to be brought under the control of reason. Critical theory
and the Frankfurt School argue that to objectify human nature, to bring
desire under the control of reason, divides what should be a living unity
and introduces reason as a master within, while the proper relationship of
reason to nature is that of articulator (Taylor, 1985b, p. 159).

Randomized, placebo-controlled studies on AZT and other drugs
exemplify how the assumption of disengaged selves affects knowledge
development in health care. These studies reflect the disengagement ideal
by attempting to isolate the participant from his own beliefs, from the
beliefs of his health practitioners, and from his own world. Further, this
research design assumes that people who submit to a randomized trial are
Similar to the general population. Differences in self-concept and locus of
Control between people submitting to randomized placebo-controlled
Studies and the general population may well be significant.

Rotter and Lefcourt (cited in Miller, 1983) describe locus of control as
a rather stable personality trait. Persons with internal loci of control are
those who perceive life events as resulting from their own actions, as being
under their own personal control, while persons with external loci of
Control perceive life events as resulting from “chance, fate, or powerful
others" (p. 8). Miller (1983) proposes that persons with external loci of
°ontrol are more prone to powerlessness and hopelessness and that these
* Correlated with poorer health outcomes. If randomized clinical trials
have a greater percentage of people with external loci of control than the

8°neral population, drugs such as AZT may actually be more effective than*se trials would indicate.
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One of the gay community's AIDS organizations, Project Inform
(1988), states that placebo use occurs “not out of scientific necessity, but in
response to economic interests, knee-jerk thinking at the FDA, and
misguided scientific dogma” (p. 1). They continue to point out that
placebo-controlled studies overlook drugs which work for some people but
not others; that historical controls, untreated controls, comparative
controls or cross-over designs are effective designs for determining drug
efficacy in human subjects; and that placebos are never used to determine
the efficacy of a surgical procedure.

The scientistic approach to knowledge development in the human
Sciences is problematic for several reasons. First, it cannot be justified
epistemologically. Second, it seeks to objectify both human agents and the
Worlds in which they find themselves. Third, it attempts to separate
human agents from themselves by “controlling for" or separating out mind,
reason, and beliefs. Fourth, it attempts to isolate human agents from their
Worlds.

Finally, the scientistic approach to knowledge in the human sciences
does not meet its claim of value neutrality, but rather embraces the primacy
Of theoretical knowledge over practical knowledge advocated by Aristotle
(cir. 340 BC /1943a; 1962). Aristotle thought that a knowledge of individuals
Was a Contradiction in terms.

For practical purposes experience looks to be not at all inferior
to art [theory); we even see men of experience succeeding better
than those who have theory without experience. The reason is
that experience is knowledge of individual instances and art
knowledge of universals, and that whatever we do or make is
concerned with some individual. . . . If then a physician without
experience has the theory and knows the general principle but
not the individual covered by it, he will often go wrong with his
treatment, for the individual is what he has to cure. Nonetheless
we hold that knowledge and proficiency belong to art [theory)
rather than to experience and hence regard artists as wiser than
men of experience on the ground that wisdom depends always
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upon knowledge. And we think this because the former
understand the cause and the latter do not (Aristotle, cir. 340 BC
/1943a, p. 6).

The overriding goal in clinical practice, whether in medicine,
nursing or psychology, is the treatment of individuals. But because of this
focus on individuals and experience, clinical practice has been
subordinated to clinical science, where, since Aristotle, real knowledge is
thought to reside. This subordination became evident in 1910 when Flexner
(cited in Seldin, 1984) argued that medical education should be brought
into line with the mission of the university—paying less attention to caring
for the sick and more attention to generating knowledge.

Generating scientific knowledge depends on the development of
laws that can be applied to individual situations. Significant findings are
generalizable and data that is not generalizable is considered anecdotal
(individual). Anecdotal results are not taken seriously by medical journals
nor most medical practitioners because they are not seen as related to their
individual clinical practices. We have nothing to learn from them. Only the
general principles or data that have passed the generalizability standard are
Seen as applicable to individual clinical practices. Only what works for a
Statistically significant somebody can be scientifically applied to anybody.
Not only must the “what” be objectified and generalized, it must be able to
Work alone, without the beliefs of the patient or the practitioner, without
the support of the environment. Not surprisingly, that “what” is often a
drug manufactured by a large pharmaceutical company or a technical
procedure under the jurisdiction of a physician. Thus, not only is our
Science constrained by its inherent methodological beliefs and our practice
limited by our science, but the science itself is inextricably bound up with
power relationships in our society (Foucault, 1979a).

Thus, clinical medicine is nearly paralyzed when confronted with
asymptomatic HIV-positive people because it has come to be totally reliant
On generalizable knowledge or universals while having lost its ability to
know individuals.
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The Two-Sciences Position: Habermas

Habermas (1971) States that the natural science and hermeneutic
approaches to knowledge development are systematic continuations of a
singular cumulative learning process that is pre-scientific, but that they
differ in their aims. The goal of the first is to produce technically
exploitable knowledge and discloses reality from “the viewpoint of possible
technical control over objectified processes of nature” (p. 191), while the
goal of hermeneutics is to produce practical knowledge through
meaningful understanding and effective communication. Habermas uses
psychoanalysis as an example of a human Science, and argues that it is half
like the natural sciences and half hermeneutic or interpretive. He
maintains that psychoanalysis is partially interpretive, but partially meets
the natural science standards of causality and validity.

Causal connections between a patient's repressed past and current
behaviors or feelings are formulated hypothetically through an
interpretation. If the interpretation is accepted by the patient as valid and
translates into a new self-reflection, more meaningful understanding, and
more satisfying coping behaviors, the interpretation is valid and has
achieved explanatory power.

A causal connection is formulated hypothetically as a
hermeneutically understandable meaning structure. . . . Depth
hermeneutic understanding takes over the function of
explanation. It proves its explanatory power in self-reflection, in
which an objectivation that is both understood and explained is
also overcome (Habermas, 1971, p. 272).

The natural sciences are successful when they discover causal
Connections in nature, and profitable when those connections allow us to
Control nature. Psychoanalytic therapy, on the other hand, is successful
When causal connections are overcome. But refutability or falsification of a
general psychoanalytic theory or its specific application cannot be
established by the patient's rejection of it, because the patient may be
unconsciously deceiving himself. Rather,
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The interpretation of a case is corroborated only by the
successful continuation of a self-formative process, that is by the
completion of self-reflection, and not in any unmistakable way
by what the patient says or how he behaves. Here success and
failure cannot be intersubjectively established, as is possible in
the framework of instrumental action. (Habermas, 1971, p. 266).

The self-formative process is central to the hermeneutic
understanding of what it is to be a person and, not surprisingly, becomes
the focus for therapeutic intervention. Extraordinary life events, such as the
death of a lover, can interrupt or threaten this self-formative process or
narrative. Analysis is supposed to enable the patient to take up his or her
own narrative again. Habermas thinks that people objectify themselves in
response to a repressive society and that this objectification of the self also
interrupts the self-formative process. Habermas would have people avoid
Objectification by choosing their own roles and continuing their own
narratives. The shift in language from “AIDS patients" to “persons with
AIDS” (PWAS) is an example of a group of people moving away from an
Objectifying, socially-bestowed sick role, and back toward their essential
personhood or subjective selves.

HIV-positive people also need new ways of interpreting themselves. If
this re-interpretation is to be self-formative, it must result in effective
treatment choices because, according to Rubin (1988), Habermas leaves no
r00m for an end to the narrative text, no room for Suicide, no room for
declining treatment, no room for deciding to let nature take its course. But
this creates a problem. On one hand, Habermas presumes that people have
a kind of radical freedom—a freedom to re-interpret themselves in spite of
their past experiences, in spite of their mortal bodies, in spite of the
Common meanings that they share with others in their world. Yet, on the
Other hand, they are not allowed to shape the conclusion of their own
narratives, are not permitted to incorporate death into their self-formative
process. Perhaps this is because a self-interpretation that includes death
Creates a private experience, not unlike the non-shared, non-rational,
essentially non-linguistic and non-communicative experience of dreams
and repressed wishes.
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While psychoanalytic theory seems to be the prototype discipline for
the question of whether the human sciences can be scientific, the question
of how knowledge might be developed in the human sciences goes beyond
psychoanalytic theory. While Habermas decries the degeneration of
epistemology into philosophy of science, he is unable to free himself from
equating knowledge with science and refers to a natural or empirical
science and a hermeneutic science. Habermas (1971) approaches the human
subject as a “text,” and discusses the special problems that attend the
interpretation of human texts. His use of the term “interpretive science"
should be great news for the American academics in the humanities who
have not yet succeeded in attaching the suffix “science” to their disciplines.
Literary Science departments will replace English and Foreign Language
departments, and perhaps even departments of Music and Art will be able
to appropriate the coveted suffix.

Fortunately, the extreme ends of the Science-Art division, the “hard”
Sciences and the “interpretive" arts, will resist the requisite subordination
of content to method that has plagued the human disciplines. Rorty (1982)
would relieve all academic departments of the science suffix, arguing that
Science means nothing more than method, and whether empirical or
interpretive, these methods are not qualitatively different from Habermas'
"pre-scientific” learning processes. Artists use methodology or science to
develop knowledge of mediums and materials. Artists both reflect on and
interpret their work. Much of our modern and post-modern art can be
understood as a reflection on itself. Book and film critics create works that
reflect on other works. The effort to isolate science from nonscience

through “objectivity,” “rigor,” and “method" is nothing more than a
Väinglorious attempt to achieve some sort of “correspondence with reality"
(Rorty, 1982, p. 193). Psychoanalysis might well interpret this attempt to
achieve correspondence with reality as an effort to relieve the severe anxiety
felt when we were first tempted to detach ourselves from our worlds and
Our minds from our bodies in the first place.

Rorty's position is somewhat better mirrored in the German
language where uissenschaften simply means knowledge. Natural sciences
are known as wissenschaften, and the arts and humanities as
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Geistesuissenschaften, where geistes means spirit, mind or intellect
(Langenscheidt, 1970). While natural science and knowledge are not even
differentiated in German and the arts and humanities require an adjective
prefix, both the arts and the sciences are more easily understood as
legitimate forms of knowing than is possible in English.

The Pseudo-Science Position: Foucault

Foucault (1979a) argues that knowledge and truths about persons do
not exist per se, but rather are constituted by a complex and pervasive
network of power relationships. Foucault's understanding of power figures
prominently in Matt's story, the first paradigm case presented in Chapter
IV. Foucault defines power as a structured “multiplicity of force relations”
that is transformed, strengthened or reversed through ceaseless struggle
and confrontation. The general design of these power relationships is
"embodied in the state apparatus, in the formulation of the law, [and] in
the various social hegemonies" (1979b, p. 92-93).

These power relationships are totalizing, encompassing even the
forces that would overturn them. This construction is not unlike

Kierkegaard's (1962) concept of leveling, where the very act of resisting the
egalitarian-inspired destruction of significant qualitative distinctions (such
as public and private, sacred and profane, noble and base) is incorporated
into an unstoppable process of continued leveling.

Power relationships also produce a new understanding of the body.
Foucault (1979a) uses the term “docile bodies" to describe how bodies are
either useful (i.e. to the army or the school) or understandable (i.e. by the
hospital). Foucault (1979a) calls the intersection of modern power
relationships with the body biopouler, and asserts that the normalizing aim
of our central social disciplines or practices, whether in health care, penal
justice or education, makes this biopower totalizing.

Normalization becomes one of the great instruments of power at
the end of the classical age. For the marks that once indicated
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status, privilege and affiliation were increasingly replaced—or at
least supplemented—by a whole range of degrees of normality
indicating membership of a homogeneous social body but also
playing a part in classification, hierarchization and the
distribution of rank. In a sense, the power of normalization
imposes homogeneity; but it individualizes by making it
possible to measure gaps, to determine levels, to fix specialities
and to render the differences useful by fitting them one to
another (p. 184).

While normalization creates homogeneous groups, it also creates our
understanding of what it is to be an individual and gives us an
understanding of the self. The most successfully conformed self is the most
esteemed self; the most central or normal position, the most powerful, and
thereby most unique. Thus an understanding of persons as isolated
individuals, stratified according to proximity to various norms is made
p0SSible through our central practices in prisons, schools and hospitals.
Though homogenized, normalized and leveled, the modern individual is
nonetheless isolated from his or her community.

In classical Greece, persons were not understood as isolated entities,
but as integral parts of the community. Ontological questions about the
nature of man, purposeful action and right responses to the problems of
people in a changing and often unpredictable world were taken up by
COmmunities, and communities developed an understanding of
themselves through those questions. When Aeschylus' (cir. 458 BC/ 1953)
Orestes considered whether he ought to avenge his father's death by killing
his mother, there are none of the soul-searching, isolative soliloquies found
in Hamlet. Rather, Orestes, Electra, and the Chorus decry the conflicting
universal forces creating problems for them all. Aristotle (cir. 340 BC / 1943b)
insisted that in tragedy, individual characters exist only to portray action or
plot (what is shared by the whole community, what is visible to all). But
despite his hint on how tragedies of his time should be approached, our
p0St-Augustinian, post-Freudian understandings of persons as deep, dark
texts in need of rigorous depth-confessions or psychoanalysis drive us
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toward character analyses of Oedipus, rather than to the meaning of the
play for society as a whole.

Bellah et al. (1985) mourn the loss of community relationships that
once helped answer questions about basic human concerns and meanings.
But according to Foucault (1979a, 1979b), the ancient understanding of the
self as belonging to the community served the power relationships of the
time. In The History of Sexuality (1979b), Foucault asserts that power
relationships are served by our notion of private, individual selves, that
sexual appetites are elicited, channeled, monitored, censored, augmented
and directed by the discourses produced by the systems of power. Thus,
getting the patient to talk, to confess and complete his narrative with the
guidance of a professional may be far from liberating. For Foucault (1979b),
the notion of an objectified, repressed self in need of liberation through
discourse creates greater possibilities for normalization. By extending the
arena of normalizing practices from physiology and observable behavior to
thoughts and feelings, the totalizing nature of biopower is served.

Foucault's position provides an explanation for the pervasiveness of
Scientistic thinking in the university. And Foucault's concept of
psychoanalytic discourse as a part of a totalizing biopower offers an
explanation for why Habermas might be uncomfortable with a free subject
Writing himself out of or concluding his own narrative. Whether
employing the rational-empirical methodologies of the natural sciences or
the hermeneutic methodologies of the humanities, researchers risk
Subjugating participants to structured systems of power, despite intentions
as noble as liberation. But aside from this, Foucault's position that the
human sciences are pseudo-sciences because they tend to create the objects
Of their study through language and discourses is, while interesting, not
Very helpful. Taylor (1985a) suggests that we are all too deeply imbued with
the disengaged identity and too possessed of docile bodies to be able to
repudiate them.
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The Hermeneutic Position: Taylor

Charles Taylor (1985a, 1985b) offers a more purely hermeneutic view of
the human agent. He begins with a distinction between human and
animals. The primary distinction is our ability to evaluate our desires, to
determine which are desirable and which are undesirable. These evaluative

behaviors are further differentiated into weak evaluations, or concerns
about outcomes, and strong evaluations, where the concern is with the
quality of our desires. While weak evaluations are concerned with
outcomes, they are not entirely quantitative either. According to Taylor,

alternatives cannot necessarily be expressed in some common
units of calculation and in this Sense rendered commensurable.

This has often been obscured by the recurring ambition of our
rationalist civilization to turn practical reflection as much as
possible into calculation, an ambition whose major expression
has been the doctrine of utilitarianism. The bent of

utilitarianism has been to do away with qualitative distinctions
of worth on the grounds that they represent confused
perceptions of the real bases of our preferences which are
quantitative (Taylor, 1985a, p. 17).

Taylor gives an example of a bored professor who wants to escape to
Nepal, because staying in his tenured position feels like premature death.
But he questions his desire to break away to Nepal as adolescent nonsense.
Perhaps discipline and loyalty to his institution are the only things that
really create meaningful living. “It is part of the desirability characterization
of each that it has an undesirability story to tell about the other ... and
this introduces a new incommensurability” (Taylor, 1985a, p. 27). In other
Words, human beings have the ability to question their desires in terms of
meanings rather than outcomes.

A similar problem exists for many PWAs and HIV-positive
individuals. At times it seems that a business-as-usual approach to life is
Simply asking for death, that one should stop all unhealthy things
(meaningful and fun or not), should re-evaluate all priorities and choose a
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new lifestyle consistent with a holistic health paradigm (preferably in a
rural area where gays are thoroughly integrated with straights who aren't
dying). But another voice asserts that abandoning all that one has lived for,
fought for, and enjoyed, simply because it may lead to an early death, is
paramount to treason. To spend a major part of one's energy on staying
alive (or re-interpreting one's narrative) may be to lose most of one's life.
Taylor thinks that strong evaluators can be called “deep” because they
question action on the basis of “what kind of life, what quality of agent they
are to be. This is closely connected with the notion of identity” (p. 34).
Evaluative questions like those above are essential for the human agent
because they are the foundation on which identities are built, the horizon
against which people discover who they are.

Taylor (1985a) argues that Sartre's (as cited in Wiener, 1973) concepts
of absolute freedom and radical choice are not a way out of the difficulties
Strong evaluative questions present. For Taylor, Sartre's radical choice is
Only possible with “the most terrible mental alienation” (p. 35). This is
because radical choice requires that the horizon for meaningful evaluation
be absent, and without this horizon identity itself is impossible. Taylor
Concludes that values are not freely chosen. But neither is a system of values
described and clarified for individuals by cultures. Were this the case,
individuals could not, as Downie and Telfer (1970) argue, be held as morally
responsible for their values. Taylor thinks that human agents articulate
Values and that these articulations “are attempts to formulate what is
initially inchoate, or confused, or badly formulated” (p. 36). He goes on to
describe how the deepest evaluations are closest to who we really are and at
the same time, hard to get clear about,

Now precisely these deepest evaluations are the ones which are
least clear, least articulated, most easily subject to illusion and
distorting. It is those which are closest to what I am as a subject,
in the sense that shorn of them I would break down as a person,
which are among the hardest for me to be clear about (1985a, p.
40).
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Taylor then asks how Such deep evaluations can be carried out. Since
there is no metalanguage in which to assess rival self-interpretations, it
seems that a person must either try to make decisions on the utilitarian
principle or resort to radical choice. But Taylor thinks there is an
alternative: something he calls radical questioning:

If I am questioning whether smuggling a radio into the country
is honest, or judging everything by the utilitarian criterion, then
I have a yardstick, a definite yardstick. But if I go to the radical
questioning, then it is not exactly that I have no yardstick, in the
sense that anything goes, but rather that what takes the place of
the yardstick is my deepest unstructured sense of what is
important, which is as yet inchoate and which I am trying to
bring to definition (1985a, p. 41).

The problem with radical questioning is that it can go on
indefinitely without ever getting to choice. Yet the process of this radical
questioning is, at least to some degree, self-formative. Radical questioning
is a process that people use to construct some of the most important parts
of their narratives, and consequently a process that can cause much
difficulty. If health care professionals are to assist people in completing
their narratives, clarifying their values, forming new interpretations, or
achieving the sense of freedom, responsibility, and self-respect necessary to
make intelligent choices about health, they must be able to step into their
patients' worlds or circles of meanings (Benner and Wrubel, 1988).

The health professional is thus confronted with the same questions
the analyst must answer: Are the patient's world, self-understandings,
behaviors and experiences conflicted to such a degree that a cohesive Sense
of self is threatened? Or is the patient's world so restricted that many
decisions, behaviors and possibilities are excluded? Freud thought that
$0me tension was necessary to continue with analysis, or in Habermas'"ms, to take up the narrative.

It is possible to observe during the treatment that every
improvement in his condition reduces the rate at which he
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recovers and diminishes the instinctual force impelling him to
recovery. But this instinctual force is indispensable: reduction of
it endangers our aim—the patient's restoration to health....
Cruel as it may sound, we must see to it that the patient's
suffering, to a degree that is in some way or other effective, does
not come to an end prematurely (Freud, cited in Habermas, 1971,p. 234).

Is the tension that Freud thought was necessary to promote change
sufficient to motivate a person with HIV infection to struggle with taking
up his narrative again? Will that tension function to motivate the patient
to further exploration? Or does the suffering it brings loom so large as to
block out relevant questions and issues?

These are not questions for the psychoanalyst alone. They are issues
for primary health care providers because they are issues for patients—
especially when patients are ill. For example, if the context in which we
make treatments available to people is consistent with their worlds and
Self-interpretations, it is likely that compliance will increase, as will the
benefits of the placebo effect. If our treatments are not consistent with a
person's interpretations of self and world, the patient often complies at
least partially, due to the social power of health professionals in our
Culture. Rather than producing a healthy tension, modulated by the
analyst, we may well be contributing to a more fragmented, disengagedSense of Self.

Occasionally this is unavoidable. When the effects of particular
treatments are well known and established, a paternalistic, tension
Creating situation for the “self" may be more important than preserving
autonomy or a cohesive sense of self. But when the results of treatment are
lºss clear (which is true of treatments for AIDS, cancer and most chronic
illnesses), this approach is less defensible.

If health professionals are to succeed with these challenges, research
"ethods must be broad enough to handle both ontological and ontic
*tions at the same time (Dreyfus, lecture, University of California,
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Berkeley, 10 September 1989). An HIV-positive person's ontology—the
systems of meanings, values, experiences and beliefs that both determine
and shape his world—cannot be separated from the ontic content of his
life—his T-cell counts, his energy level, his pain, his breathing ability, and
so forth. Ontological and ontic realities determine both what people
experience as real, and the parameters of possibility for their lives (Benner
and Wrubel, 1989). Dividing ontological from ontic, subject from object,
mind from body in order to adhere to an idealistic set of methodologies is
not defensible. In ethnography, adopting the informant's self
interpretation over the researcher's interpretation of the informant—the
"emic" over the “etic” (Robertson and Boyle, 1984) is to make the samemistake.

Interpretation As Valid Knowledge

Taylor (1985b) offers an alternative approach for distinguishing
knowledge from belief, or valid interpretations from invalid ones. The
natural Sciences require a level of certainty that Taylor (1985b) thinks is
meaningless in the realm of human meanings and concerns:

such uncertainty is an ineradicable part of our epistemological
predicament; that even to characterize it as ‘uncertainty' is to
adopt an absurdly severe criterion of “certainty', which deprives
the concept of any sensible use.... the aim is rather to bring
understanding to an inner clarity which is absolute (Taylor,1985b, p. 18).

Taylor notes that in the natural sciences, insight has a role in
discovery, but no role in establishing the truth of its findings. But a
hermeneutic science relies on insight. This insight requires that one have
the Sensibility and understanding necessary to make and comprehend
*adings. Taylor (1985b) states that the sensibility and understanding
*ired to make and comprehend readings



cannot be communicated by the gathering of brute data, or
initiation in modes of formal reasoning or some combination of
these. It is unformalizable. But this is a scandalous result

according to the authoritative conception of science in our
tradition.... For it means that this is not a study in which
anyone can engage, regardless of their level of insight; that some
claims of the form: ‘if you don't understand, then your
intuitions are at fault, are blind or inadequate' will be justified;
that some differences will be non-arbitrable by further evidence,
but that each side can only make appeal to deeper insight on the
part of the other. The superiority of one position over another
will thus consist in this, that from the more adequate position
One can understand one's own stand and that of one's

opponent, but not the other way around (Taylor, 1985b, p. 53).

Taylor has attempted to do just this in his interpretation of why
Scienticism is so popular. The reality that must be accepted is that
Certainty, as understood in the natural sciences, is not possible in the
humanities or Geistesuissenschaften. But this is not to settle for second
best. Rather it is to understand that interpretations are an essential part of
What it is to be human. According to the hierarchical epistemology of
Systems theorists, knowledge of persons sits above, not below, knowledge of
brute data (Boulding, 1956).

To answer the questions raised at the beginning of this chapter
requires that health practitioners and researchers be able to make good
readings. The validity of readings and interpretations can be established
using criterion such as comprehensiveness, in the sense that the
interpretation provides explanations for other interpretations. Consensus
Within the communities of scholars, practitioners and study participants
Can also be used as a criteria for judging the validity of interpretations.
Additionally, the long list of criteria generated by Stevens (cited in Meleis,
1985) for evaluating theory—clarity, consistency, logical development,
adequacy, utility, significance, discrimination, complexity and scope,
aesthetic presentation—can also be used. Not surprisingly, these criteria are
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not unlike those an English professor would use to evaluate an essay on
Hamlet.

The probability of a good interpretation of Hamlet will increase if the
writer has experience reading books, reading Shakespeare, writing
interpretations and so forth. So it is for increasing the probability of good
interpretations about gay men with HIV infection. Researchers and
clinicians close to the communities experiencing HIV first hand, close to
sources of alienation, will be better able to see and interpret the human
meanings and concerns associated with HIV infection. Researchers and
clinicians who have learned to care for other people, whether envisioned as
self-interpreting beings (Habermas, 1971, Taylor 1985a, 1985b), bodies as
subjects (Gadow, 1980, 1983, 1984), embodied intelligences (Benner, 1988), or
even energy fields (Rogers, 1970), will be more successful at developing
useful knowledge than those who see people as disengaged entities.

The four epistemological positions on the human sciences presented
here result in three models of human persons: humans as biomedical
entities, humans as docile bodies constituted and moved by systems of
biopower, and humans as narrative texts, partially self-authored and
interpreted. Each of these models conceptualizes the three domain
Concepts that nursing has selected for itself—human, environment and
health—and the relationships between those concepts in its own fashion.

The positivist position borrows assumptions about reality that have
Worked well in chemistry and astronomy, translates them into dogmatic
Statements about the requirements of knowledge, and refuses to
acknowledge fundamental differences between objects of study in the
natural and human sciences. Consequently, medical Science uses the
molecule as its primary model and this model dominates medical research,
education and practice. The biological-body aspect of human beings is the
Clear focus.

A second epistemological position (Foucault, 1979a, 1979b) holds that
the human sciences are pseudosciences. Foucault argues that knowledge of
humans—whether as objects of investigation and control or as individual,
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private, seemingly self-defining and autonomous subjects—does not exist
per se. Rather, knowledge of persons and bodies is a social construction,
resulting from a pervasive network of power relationships.

Hermeneutics uses the term knowledge differently, Hermeneutics
acknowledges that human persons interpret themselves to themselves and
that this process is at least partially self-constitutive. The self
understandings that result from these interpretations can profitably be
substituted for Foucault's more narrow definition of knowledge. Better
interpretations yield better self-understandings. The content of human
lives can be interpreted from as many points as are useful or interesting.
Foucault's critical work on power relationships in society contributes to a
Social understanding of persons. A knowledge of structured systems of
power in a particular culture provides a general map or interpretation that
might be used to navigate the terrain of the super-ego,

The two hermeneutic positions articulated by Habermas (1968/1971)
and Taylor (1985a, 1985b) emphasize the rational, interpretive, moral and
evaluative natures of human beings. The hermeneutic positions aim to
build a knowledge of persons that is quite different from the truth claims
of Scientific knowledge. The hermeneutic positions are also more holistic,
Substituting “embodied persons" for the notion of persons with bodies.

Nursing Models and Theories

Models and theories can be effectively used to help develop
beginning interpretations of human phenomena. However, when models
Or theories are burdened with the dogmatism of science, theology or
politics, they function more like a grid superimposed on human
phenomena than a lens through which human phenomena might be
illuminated. This is one of Benner and Wrubel's (1989) criticisms of models
in nursing. Fawcett (1984) states that the utility of models “comes from the
Organization they provide for thinking, for observations, and for
interpreting what is seen. Conceptual models also give direction to the
Search for relevant questions about phenomena" (p. 3). A literal
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interpretation of Fawcett's statement could easily function as a preamble to
the value and worth of any nursing model introduced into the academy or
practice arena.

However, models, pictures or representations are needed to help
integrate past experiences into meaningful wholes because people live in
both experiential and representational worlds. Models also provide a
blueprint or perspective through which desirable experiences may emerge
in the future. Models are neither true nor false. Like maps, they can be
judged according to their accuracy in representing known reality
comprehensively. Models should also be coherent and specify linkages
between concepts and should help us construct a worldview or
metaparadigm that does not exclude phenomena relevant to our
discipline.

Nursing has created a number of models to help develop meaningful
knowledge about humankind. Humans have been described as energy fields
(R0gers, 1970); as biopsychosocial, and occasionally spiritual beings (Watson,
1986); and as a behavioral system with subsystems (Johnson, 1980). However,
none of these provides a picture or model of what it is to be a human being.
Except for Watson and Rogers, nursing theories tend toward the practical.
The ultimate goal of most nursing theories is not understanding, but
rather, intervention. Understanding is presumed to be a part of assessment
rather than prerequisite to it. Assessments, goal statements and diagnoses
are formulated in order to help us decide what to do. While this is
Sometimes appropriate for a practice discipline, some effort must be put
towards understanding the relationships between our three major domain
COncepts, human, health and environment.

The absence of coherent maps or models depicting relationships
between concepts as abstract as human, health and environment creates a
Schism between our experience as clinicians and the discourse in nursing
research and education. Still unable to discard Cartesian notions of mind
body dualism, the academic discourse in nursing has been overly cognitive,
representational and reductive. Clinical knowledge tends to be experiential
and anecdotal and our limited abilities to translate clinical knowledge into
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a scientific discourse contributes to the schism. Recent nursing studies
utilizing phenomenological and grounded theory approaches are helping
close this Schism.

In general, nursing conceptualizes human persons as biopsychosocial
beings. We focus less on disease causation and treatment and more on the
contextual and patterned responses people make to health problems. But
the biopsychosocial model, typically represented by three intersecting
circles, has two significant problems. First, relationships between the bio-,
psycho- and social components of the model are not adequately specified.
Areas of intersection are represented by the intersecting circles, but are
seldom systematically defined. The second problem with the
biopsychosocial model is the number of diverse phenomena that are
unceremoniously relegated to the "psycho" component. Here we place
feelings, conscious and unconscious thoughts, dreams, attitudes, behaviors,
beliefs and values. The theoretical definition of the “psycho" component of
the model is left to introductory general education courses or handled in
Such a way as to have been ignored or forgotten by most practicing nurses.
Fortunately, nurses come to an experiential awareness of the psychosocial
nature of human beings and use this in their practice. But a coherent,
theoretical construct of “psychosocial” does not exist. There is not even a
generally accepted list of attributes for the psychosocial component of
human persons.

A model should function like a map and a good map shows major
Sites and how to get from one place to another. The biopsychosocial model
tells us there are three main continents and that they are all connected. But
it does not say what connects them or how they are connected. Does the
land mass come together underground? Or is the connection maintained
by Something like boats transversing the ocean between continents?
Research in the areas of stress, psychoneuroimmunology, locus of control,
health belief models and social support have established relationships
between the bio-, psycho- and social spheres, but these are not related
Systematically in a coherent whole.
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Rogers' (1970) concept of an energy field comes closest to establishing
these connections. However, her love of wholes and aversion to identifying
parts makes her model incoherent. Rather than including the
biopsychosocial aspects of human nature within the human energy field,
Rogers suggests that the biopsychosocial might constitute additional fields.

Energy fields are postulated to constitute the fundamental unit
of both the living and the nonliving. ... Specifically, human
beings and environment are energy fields. They do not have
them. Moreover, human and environmental fields are not
biological fields or physical fields, or social or psychological
fields. Neither are human and environmental fields a

summation of biological, physical, social, and psychological
fields. This is not a denial of other fields. Rather, it is to make
clear that human and environmental fields have their own

identity and are not to be confused with parts (Rogers, cited in
Malinski, 1986, p. 4-5).

The present lack of theoretical clarity in the psychosocial realm
might be one reason Rogers does not make room for it in her theory. But if,
rather than having energy fields in addition to the “other fields,” humans
are energy fields, then the field must include or manifest our biological,
physical, social, psychological and spiritual aspects. Sarter (1988) identified
Several additional problems with Rogers' metaphysic, including the
relationship of consciousness, birth, and death to the field.

We need a picture of humans that differentiates mind from body
Without separating mind from body. We need a picture of human persons
that differentiates them from their worlds without separating them from
their worlds. We need a picture of human persons that integrates
acupuncture charts, Kirlian photography, anatomy texts and psychosocial
Concepts. We need a picture of human persons that is more reflective of
human experiences.

Texts, in many forms—plays, stories, conversations—help provide
Such a picture. While energy fields might eventually provide a

ºº º

59



metaframework to account for more of the empirical world than the
biomedical model; while energy fields might eventually depict
biopsychosocial relationships more explicitly than the biopsychosocial
model, they may still give too much obeisance to natural science. Energy
fields provide a “psychic-subatomic-light-like" framework where human
issues, concerns and practices could be assigned without being understood.
Energy field theory is a bit like mathematics—all form and no content
(Boulding, 1956). The experience of human persons dwelling in a world of
meanings would still escape us.

The limitations of the text as a model for the human sciences are the

reverse of the biomedical and energy field models. The text is stronger in
the psychosocial realm while the biomedical model is stronger in the
biological realm. The text is stronger in content, while the energy field
might eventually be stronger in form. However, narrative texts, such as
those obtained through interviews or conversations, include and relate the
biopsychosocial aspects of human persons. Texts can be emotive and reflect
both thoughts and feelings. They can even incorporate biological data
including physical experiences, diagnostic findings and professional
diagnoses and impressions. Relationships between the biopsychosocial
aspects of an individual's biopsychosocial world are integrated in a
narrative, albeit with varying degrees of success and difficulty. If the goal of
health care professionals is the care of individuals as well as populations,
then, despite Aristotle, a science or knowledge of individuals and the
meaningful content of their lives must be developed.

To understand better the experiences of gay men with asymptomatic
HIV infection, this study constructs and interprets several human texts.
Narrative accounts of personal experiences preserve contexts and personal
meanings that are often lost in more traditional qualitative methodologies.
Experiences with stigma and taboo, concerns about Sex and drugs, and
meanings of survival and death are reflected in these narrative accounts.
These experiences, concerns, meanings and narratives take place within a
larger cultural discourse on HIV and within larger cultural understandings
and practices. The following chapter outlines some of the Social texts
relevant to people with HIV including the professional literature. But the



professional literature is only part of the social text on HIV. Using the
concepts of stigma and taboo, the social construction of both gay men and
HIV infection is argued to be a manifestation of cultural death anxiety.
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CHAPTER III

THE SOCIAL TEXT

The social text on AIDS is not confined to the professional literature.
Rather, the Social text includes both the gay and straight media, case law,
legislation, institutional policies, literature, film, plays, essays, biographies
and autobiographies. It also includes the millions of conversations that take
place between people—gay and straight, HIV positive and negative, lay and
professional. The diversity of the social text—stories of people with HIV
infection; relevant psychosocial concepts such as stigma, death, Survival,
uncertainty, faith; the cancer literature—requires an interpretative
ethnography similar to Geertz (1972/1987).

Like the interviews, a literature review can only be understood as a
part of the emerging and changing discourses on AIDS. Both the social and
individual texts on AIDS can be conceptualized as being about living and
dying. All texts can be said to reflect life and death, and while it would be
absurd to reduce all human concerns to the meanings of Survival and
death, HIV infection “ups the ante” on these issues. Questions about the
meaning of life or death are outside the purview of scientific investigation,
yet are central to any understanding of persons. Given the centrality of
meaning in human life, it is better to abandon our clinging attachments to
Science than the questions themselves.

This chapter is therefore organized around the concepts of survival
and death. The survival section includes professional research into survival
patterns, the medical, public health and nursing literature pertinent to
HIV-positive people, the psychosocial literature including cofactors in
progression to AIDS, and research on the mind-body connection. The
Section on death includes the relationship of Stigma and taboo to cultural
death anxiety and the social construction of AIDS. Finally, survival is
revisited through the Holocaust literature and HIV/AIDS survivor stories in
Order to clarify human issues and concerns in the face of threatened
Survival.
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Survival

Medical and Epidemiological Literature

Medical research is largely concerned with describing disease
progression (Hessol, Lifson, O'Malley, Doll, Jaffe, and Rutherford, 1989;
Hessol, Rutherford, and O'Malley, 1987), investigating antiviral treatments,
treating opportunistic infections and, to a much lesser extent,
investigating chemical means to bolster the immune system. Several drugs
are available for treating opportunistic infections, but few drugs have
received FDA approval for immune modulation or anti-viral activity.

While several blood tests are used for monitoring early HIV disease
progression and staging, including Beta 2 Microglobulin, HIV antibody
titers, and p24 antigen titers, the CD4 count and its percentage of total
lymphocytes remain the most significant markers. AIDS is extremely rare
among HIV-positive people whose CD4 counts remain greater than 500
(Fahey, Taylor, and Korns, 1986; CDC, 1989).

Estimates about the average time from infection to development of
AIDS and estimates about the percentages of HIV-infected persons who will
eventually progress to AIDS are particularly relevant to the asymptomatic
HIV-positive population. In 1988 most modelers estimated that the average
period from infection to AIDS was between eight and nine years (Gail and
Brookmeyer, 1988; Lui, Darrow, and Rutherford, 1988; Mann, Chin, Piot, and
Quinn, 1988). However, this prediction was not unanimous. Heyward and
Curran (1988) state that “It is now estimated that about half of the people
infected with HIV will develop AIDS in 10 years” (p. 80) and Moss (1988)
reports that

at the recent fourth international conference on AIDS in
Stockholm the consensus was that in homosexuai men it takes

an average of up to 10 years to progress from infection to AIDS
and that 75–90 percent of those infected will develop AIDS
(p. 1,067).
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While Lui (Lui et al., 1988) notes his results imply that almost all HIV
infected homosexual men will eventually develop AIDS, he cautions that
“infected individuals who have not been diagnosed with AIDS by now are
more likely to represent persons who will never develop AIDS” (p. 1334).
While this seems obvious Moss (Moss, Bacchetti, Osmond, Krampf,
Shaisson, Stites, et al., 1988) disagrees, surmising that those with
asymptomatic HIV infection are not distinct from those with clinical AIDS.

Clearly, the subjects who have progressed to AIDS do not
represent a simple selecting out of a subgroup at risk, leaving
the rest of the cohort unaffected. On the contrary, the prognosis
for the rest of the cohort is worsening over time, two thirds
showing AIDS or ARC or laboratory results that are highly
predictive of AIDS at the third year of the study. ... Half of the
Seropositive subjects are predicted to progress to AIDS by six
years of follow up, or probably nine years from infection, three
quarters are predicted to progress to AIDS or ARC. ... We should
regard progression to clinical AIDS after infection with HIV as
the norm rather than the exception (Moss, 1988, p. 749-750).

The most optimistic projections of one's ability to survive HIV
infection indefinitely is less than 25 percent—and some predict it is zero.
However, epidemiologists are revising the projected average survival time
upward, estimating the median incubation period for homosexual and
bisexual men in San Francisco to be 11 years with a mean time of 11.8 years
(Lemp, Payne, Rutherford, Hessol, Winkelstein, Wiley, et al., 1990).2

These estimations were based on mathematical models and

Statistical projections (such as Kaplan Meier). Brookmeyer, Gail, and Polk
(1987) identified three sources of potential bias in these models: onset
Confounding, differential length-biased sampling, and frailty selection.
However, these assumptions are not reported and discussed in the lay

295 percent confidence interval: 10.6—13 years.



literature, which tends to uses phrases such as “according to scientists, the
average length of time . . .” The impact of this social phenomenon on HIV
infected communities is not known, but several participants in this study
spontaneously addressed it. Hessol (1989) states that “it is not possible to
say, based on current data, whether everyone infected with human
immunodeficiency virus will develop acquired immunodeficiency
syndrome" (p. 1174). Levy (1990) notes that

HIV infection, as with other viruses, has its ‘survivors'. Healthy
individuals, some now living 10–12 years after infection, serve
and have served as encouraging and valuable models for study in
my laboratory (p. 1).

Despite the above statements, health professionals continue to refer
to HIV infection as a 100 percent fatal disease, both at professional
conferences and in the professional and lay literature. These statements
may be due to ignorance or to an inflated sense of confidence in one's own
beliefs and conclusions. But the effect on the HIV-positive people can be
devastating. And all of this comes at a time when organizations such as the
San Francisco AIDS Foundation are trying to sell the gay community on the
notion that HIV infection is a treatable, though chronic, disease.

Public Health Literature

The public health literature focuses on tracking demographic
Variables such as sexual orientation, race, drug use, behaviors that may
Spread the HIV virus, and policy implications, both for primary prevention
and acute and chronic care. Of the approximately 115 AIDS articles in the
American Journal of Public Health from 1987 through 1990, only two had to
do with Secondary prevention (preventing the progression of HIV to AIDS).
At the Sixth International Conference on AIDS, June Osborn, Dean of the
School of Public Health at the University of Michigan, notes that

epidemiological science will further strengthen our conviction
about our ability to implement strategies of primary prevention
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of HIV spread; and biostatistical rigor will provide the
scaffolding for valid clinical trials in the context of secondary
prevention of HIV disease and treatment of AIDS and its
complicating illnesses (Osborn, 1990).

However, Osborn's conviction that the medical industry will develop
strategies to prevent secondary HIV disease is not universally shared.

The relevance of the HIV-positive population to public health
officials has been threefold. First, HIV-positive persons constitute a
potential threat to the public health. Second, policies generated to
minimize the first concern may result in serious infringements on civil
liberties for everyone. Most public health officials have insisted that policies
reflect the scientific thinking of the academy rather than the whims of
public opinion or political expedience. Finally, sex- and drug-related
behavioral changes in the gay community have dramatically reduced the
incidence of HIV infection. Osborn (1990) explains why this is so important
to public health:

If public health, as I define it, is to be well served, we must
Commit ourselves more deeply to it than we have. In our
technological age, we are inclined to assign value to insights and
scientific findings in proportion to their modernity. In fact if we
really mean this prevention business, we must sometimes
embrace much lower technology . . . . When a community that
had an annual incidence rate of new HIV infections of 18% drops
to nearly zero, the accomplishment ... should provide great
reassurance that we are on the right track. Conversely, if there is
Some recidivism ... we must not be instantly deflated . . .
|because] behavior change is not easy and we have made
unprecedented, if imperfect, progress.

Epidemiologists (Hessol et al., 1989), suggest that cofactors including
Other diseases, lifestyle and behavioral issues may affect the progression of
HIV infection to AIDS. Abstracts from the Sixth International AIDS
Conference identify positive correlations between smoking and HIV

º



progression in Haitian women (Halsey, Coberly and Boulos, 1990); persistent
intravenous drug users (as opposed to abstainers and methadone users) and
HIV progression (Robertson, Skidmore and Roberts, 1990); depression and a
decline in CD4 cells (Kemeny, Duran and Taylor, 1990). Numerous studies
have been published on recreational drug use and AIDS, and numbers of
sexual partners and AIDS, but no correlations have been reported linking
these behaviors to increased disease progression.

Nursing Research

Nursing mirrors the concerns of the other health disciplines, but is
mostly concerned with the physical and psychosocial care of seriously ill
persons and their families. In a survey of nursing literature from January
1983 through April 1987, Larson (1988) discovered 169 articles. None of the
articles reported nursing research and all were written by single authors.
The majority of these articles were about nursing care, public policy or
general review articles. Larson surveyed the medical literature for the same
time period and found that 46 percent of the 481 articles were research
reports, “primarily in the areas of descriptive epidemiology, pathology, and
complications of AIDS” (p. 61).

In addition, nursing has focused on the knowledge, attitudes and
practices of nurses related to AIDS patients. Swanson (Swanson, Chenitz,
Zalar, and Stolli, 1990) conducted an extensive review of this literature. She
found that the media was the main source of information about AIDS and
that widespread fear persisted. However, educational programs were
effective in decreasing negative attitudes. Accurate knowledge, personal
and professional experience with persons with AIDS (PWAS) were associated
With decreased negative fears and behaviors. She also found that “negative
attitudes toward homosexual men and women were associated with

negative attitudes toward working with PWAS" (p. 345).

The research agenda developed by the National Centers for Nursing
Research (National Institutes of Health, 1987) established seven priorities.
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Several of the topics listed under these priorities pertain to asymptomatic
HIV-positive gay men including:

is Identification of cofactors among high-risk groups which
are correlated with increased risk of (a) becoming infected
with the AIDS virus and (b) developing AIDS.

m Survey of patient preferences with regard to delivery of care
options during various stages of illness.

m Effect of HIV infection among asymptomatic individuals on
sexual behavior with homosexual partners.

m Psychological and social impact of HIV-positive status on
healthy individuals.

m Impact of counseling programs on practices of HIV-positive
individuals (NIH, as cited in Larson, 1987, p. 61-2).

Flaskerud's (1992) text devotes several pages to secondary prevention.
In addition to eliminating additional exposure to the virus through safer
Sexual practices and eliminating recreational drug use, Flaskerud Suggests
that HIV-positive gay men avoid malnutrition, emotional stress and
develop effective coping strategies. Effective coping includes changing
behaviors such as nutrition, drug and alcohol use and unsafe Sexual
practices; engaging in stress-reduction activities; and interpreting “HIV
status as an opportunity to practice health maintenance rather than as a
death sentence” (p. 337). Flaskerud reviews the literature on cofactors, both
those that increase exposure to the virus and those that trigger disease
progression. Most of the literature on “trigger cofactors" (p. 317) that might
be relevant to HIV-positive gay men is highly speculative.

Allan's (1990) study of coping and help-seeking among seropositive
gay men was overlooked by Larson (1991). Allan interviewed 11 gay men
about "the use of services and treatments in the professional and alternative
Care Sectors and about types of self-care activities” (p. 58). Her findings are
probably more useful to those outside the gay HIV-positive community
than to those within the community. Publication requirements and the
profession-centered framework of the study (self-care) may have
Contributed to the following reductive summation:
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Coding of help-seeking actions by health care sector resulted in
a total of 71 actions, 12 in the professional sector, 8 in the
alternative Sector, and 51 in the self-care sector. The men
interviewed reported activities that addressed five dimensions of
self-care—diet, exercise, stress reduction, life-style changes and
attitudinal adjustments. These self-care activities, grouped
according to the five dimensions, appear in the box (p. 59).

The strength and unique contribution of qualitative studies is
sacrificed when the identification of general structures is favored over
thoughtful interpretation. Furthermore, qualitative researchers should seek
to participate in the ongoing discourses and self-interpretative processes of
the communities they study. Nursing research that is relevant only to
nursing researchers, that adds to the body of theoretical nursing knowledge
without enriching the knowledge and insight of the involved
communities, is ultimately self-serving and reminiscent of Flexner’s (1910)
unfortunate advice that medicine focus less on caring for the sick and more
On building its own body of theoretical knowledge.

Psychosocial Literature

Coates (Coates, Temoshok, and Mandel, 1984) developed a research
agenda for HIV infection with four components: (1) preventing the spread
of HIV infection in the population; (2) the effect of psychosocial variables on
disease incidence and progression; (3) the impact of the disease process on
infected persons; and (4) the efficacy of interventions on individual Coping.
The last three are relevant to the asymptomatic HIV-positive population.
Notwithstanding these, the work of Coates (Coates, Stall, Mandel,
BOCCellari, Sorensen, Morales, et al., 1987) and others continues to focus on
the first component, preventing the spread of the disease within various
p0pulations.

Little is addressed to the asymptomatic HIV-positive population. In
an extensive annotated bibliography entitled The Psychosocial Aspects of
AIDS (Levine, Bruhn, and Turner, 1990) there are no chapter, section, or
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index headings concerned with asymptomatic HIV infection. What
research there is tends to focus on measuring compliance with public
health recommendations on antibody testing (Coates, Stall, Kegeles, Lo,
Morin, and McKusick, 1988), safer sex (Coates, 1990; Ekstrand and Coates,
1990; Coates, McKusick, Kuno, and Stites, 1989; Stall and Ostrow, 1989) and
drug use (Guydish, Abramowitz, Woods, Black, and Sorensen, 1990; Stall
and Ostrow, 1989).

The psychosocial literature on AIDS also addresses ethical issues such
as confidentiality and disclosure, social concepts such as stigma and
discrimination, psychological concepts such as coping, grieving and
behavioral changes, and social-economic costs. Several of these concepts
and concerns are relevant for HIV-positive persons, but the focus of these
studies tends to be on persons with clinical AIDS.

In a study of 672 San Francisco men from May 1984 to November 1985,
a multiple regression analysis yielded five significant (p less than .001)
Variables associated with levels of sexual-risk activity. Those associated with
higher risk included younger men, being in a relationship and depression,
While those associated with lower risk included personal efficacy and
agreement with the AIDS risk-reduction criteria. Unfortunately, data was
Collected before the HIV antibody test was widely available. In addition,
high-risk sexual activity was neither defined nor placed in context. Further
research that confines itself to the major high risk activities—anal and
Vaginal intercourse without condoms—is needed.

No empirical evidence exists to show that practicing safer sex will
prevent disease progression in HIV-positive people. While the theory that
reinfection may increase viral load and promote disease progression is
plausible, this has not been (and will probably never be) tested or
confirmed. Some HIV-positive gay men desirous of increased protection
against reinfection ask partners to withdraw before ejaculation, even when
using Condoms. Other HIV-positive men are less concerned about
reinfection and dispense with condom use, but withdraw before
ejaculation. Still others see the initial infection as a death sentence and
further protective behaviors as futile. Again, most of the research on sexual
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practices is concerned with preventing the spread of HIV to non-infected
persons.

Mind/Body Studies

A great number of health practices have resulted from the
popularization of the mind-body connection both in and out of the HIV
infected community (Lowenberg, 1989; McGuire, 1988; Serinus, 1986). Coates
(1987) notes that only a minority of those infected with HIV have developed
AIDS. While this minority has exceeded 50 percent in some cohorts, Coates
suggests that the body might have a limited capacity to hold the virus in
check in the absence of other immune-compromising factors. Suggesting
that the San Francisco Men's Health Study” will provide a rigorous test of
psychoneuroimmuno-logical hypotheses, Coates concludes that:

The clear and unequivocal demonstration of stress
management-associated immunoenhancement would be of
crucial importance for persons infected with HIV and for the
field of psychoneuroimmunology. . . . Infected persons are often
told by their physicians to reduce stress and live a “healthy"
lifestyle: evidence for the efficacy of this advice would perhaps
increase the frequency with which such advice is given and the
fervor with which it is followed (Coates et al., 1984, p. 24).

While very few studies address this issue in the HIV-positive
population, much effort has been put into establishing a “clear and
unequivocal" link between psychosocial and biological phenomena in
Cancer patients. Several studies have found that anxiety and distress are not
predictive for increased mortality and morbidity. Derogatis, Abeloff and
Melisaraatos (1979) found that anxious and hostile breast cancer patients
Outlived their less anxious and less hostile counterparts. Kiecolt-Glaser and

3 “A population-based cross-sectional and prospective study of a cohort of 843 single men”
that identified “putative risk factors" in 1984.
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Glaser (1987) note that while stressful events are associated with transient
immunological suppression, “evidence for a causal relationship between
stressful events and impaired health is not impressive” (p. 19). However,
these authors suggest that transient immunological suppression may have

. . . more important consequences in older adults with pre
existing age-related decrements in immune function . . . in
individuals whose health is already impaired, in patients with
immunosuppressive diseases (e.g. AIDS), in individuals exposed
to an infectious agent or carcinogen, or in individuals who have
undetected tumor cells (p. 19).

Other studies find that perceived lack of control and depression are
correlated with at least transient immunological changes (Kiecolt-Glaser
and Glaser, 1987; Stein, Keller, and Schleifer, 1985) and poorer health
Outcomes. For example, reviews of animal studies (Shavit and Martin, 1987;
Miller, 1983) show that a decreased ability to control distress frequently
results in increased morbidity. Lack of control over distressing events can
result from an inability to interpret, make decisions about or act on those
events (Averill, 1973).4 Furthermore, lack of control is antecedent to a
number of concepts developed in the literature including powerlessness,
learned helplessness, hopelessness, (Miller, 1983); uncertainty (Mishel, 1988);
unpredictability (Previn, 1963); and fear (Chuang, Devins, Hunsley, and Gill,
1989). Beliefs and illusions about control have also been correlated with

pain perception and learning ability (Glass, 1973) and form the basis of
Rotter's (1966) construct of locus of control.

Depression has been linked with both real and perceived lack of
Control and its consequent concepts (Donovan, 1975; Seligman, 1975;
Watson, 1967). For example, Kiecolt-Glaser notes that

*Averill uses the terms behavioral, decisional and cognitive, and places interpretation under
Cognitive. This seems unnecessarily confusing.
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Across most studies, depressed patients have poorer immune
function than nondepressed controls. For example, depressed
inpatients have a poorer proliferative response to mitogen
Stimulation ... and a lower percentage of T-lymphocytes. . . . It
has been suggested that the degree of immunosuppression may
be related to the severity of depression (Kiecolt-Glaser and
Glaser, 1987, p. 17).

A more recent study (Burack Stall, Barrett and Coates, 1992) showed
that depression hastens the onset of AIDS in HIV-positive people.

Despite hundreds of studies replete with theoretical and operational
definitions of psychosocial concepts, controlled and repeated measures,
prospective and retrospective designs and countless applications of
statistical formulae, the “clear and unequivocal link" between psychosocial
and biological phenomena remains elusive. Ample empirical evidence
Suggests a connection between the mind, body and environment. For
example, T-cells go down with depression and up with relaxation; natural
killer cell counts go down both with loneliness and during final exams
(Kiecolt-Glaser and Glaser, 1987). Immune function, as measured by
humoral changes, mitogen response, lymphocyte-mediated cytotoxicity,
Skin-graft rejection and antibody response, can be both diminished and
augmented by stress (Shavit and Martin, 1987). However, researchers and
Clinicians have been unable to interpret what these findings mean. The link
is still not clear.

The link is not clear because we are looking for what is not there:
instrumental control of the body by the mind and mastery over death.
Psychosocial factors found to predict longevity in prospective studies of the
general population do not prolong life in people with advanced malignant
disease (Cassileth, Lusk, Miller, Brown, and Miller, 1985). There comes a
time when even the most psychosocially fit die. Neither good personality
traits, psychosocial fitness nor mental control seems to be able to prolong
life in a Very sick, cancer-ridden body.
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However, Spiegel, Bloom, Kraemer and Gottheil (1989) found that a
configuration of psychosocial interventions that included relaxation, body
movement and Social Support almost doubled survival time in cancer
patients. What seems significant about this study is that the intention of
the intervention was on improving the quality of life, not increasing the
length of life. Perhaps this could be restated as a hypothesis for further
investigation, but before getting obsessed with what the methodological
problems might be, it may be useful to imagine what the practical
significance of confirmation might mean. The world that lends itself to
confirmation by scientific methods is a subset of the empirical world.
Rather than waiting for the translation of every meaningful hypothesis into
a format appropriate to the investigative methods of the natural sciences
(and running the risk of losing the question in the process), it might be
better, in some instances, to follow mathematics in assuming truth and
considering the logical consequences of the assumptions.

If the human sciences were to assume that attention to and

appreciation of quality of life might affect the quantity of life, how might
Spiegel's findings be interpreted? What ramifications would this create for
Our theoretical assumptions about people, our prior experience with and as
human beings, and our values concerning human life? What implications
Would this create for the health professions?

Spiegel's (1989) subjects were attempting to cope with their cancers
by finding meaning in lives confronting death. Rather than participating in
the dominant cultural practice of identifying the body as problematic and
denouncing its failure, or in the "new-age" practice of controlling the body
through a masterful and focused mind or self, Spiegel's subjects honored
their bodies through movement work and honored each other through
developing mutual supportive relationships. Perhaps they might be
understood as having developed a sense of value or appreciation of the
human condition, including their own, that moves beyond a pure
technological understanding of the self. A technologically or
mechanistically understood self cannot maintain its sense of worth in the
face of breakdown, sickness or death. A technological self can be valued only
to the extent that it is functional, or has the potential to function. A
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technologically understood self can only be valued through a utilitarian
ethic, and a utilitarian ethic thrives on knowledge about what is useful.

Certainty and control are central to a technological ethic and self
understanding. Yet our worlds and bodies are resistant to our quests for
complete certainty and control (whether instrumental or interpretive). Our
worlds and bodies are characterized by change and uncertainty, and are
possessed of their own subjective realities. This frustrates our narcissistic
notions of freedom, autonomy, and power and makes pain, sickness and
death unacceptable evils. Freud (1940), Brown (1985), and Becker (1973),
postulate that the fear of death is responsible for our conception of the
mind and body as separate entities. Thus, the body and the world become
suitable objects for research in a human science whose primary aims are
prediction and control.

The research findings cited earlier indicate that certainty and control
are very important to people and that facilitating these can increase
positive health outcomes. While hostility, anxiety and stress are less
predictable in their effects on health, depression, powerlessness and
hopelessness are correlative with negative health outcomes. Miller (1983)
lists seven “power resources” (p. 6)5 that work toward decreasing
powerlessness, hopelessness and helplessness. Most of the items in her list
help maintain certainty and control (knowledge, physical and
psychological stamina, energy). But Miller's (1983) model recognizes that
certainty and control are not always possible and lists hope, belief systems
and Self-esteem as additional resources to reduce powerlessness.

In other words, hope, belief systems, and self-esteem can help us
maintain faith in the meaningfulness of our lives and our worlds. This does
not mean we achieve complete control over our belief systems, become
absolutely certain about our own self-worth, nor discover the meaning of

5These include knowledge and insight, physical strength, psychological stamina and
support network, self-esteem, motivation, energy and hope.
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life. It simply means that in the face of certain death, faith in the meaning
and ultimate worth of one's own embodied human life on earth remains.

Both our conception of what it is to be embodied persons and our
notions of what is good drive the human sciences. If our understanding of
persons is mechanical and technological, our ethic will be utilitarian and
our notion of the good will include longevity, prediction and control. The
conclusions of Coates (Coates et al., 1987) will be warranted. However, if Our
understanding of humanity extends beyond the technological and our
ethic beyond the utilitarian, the concept of faith becomes possible. Faith is
an attitude in the face of uncertainty. If we assume that Spiegel's (Spiegel et
al., 1989) success was due to improving the quality of life by inspiring faith
in the meaning of life, and that improvements in the quality of life might
lead to a longer life, we might be tempted to design instruments to
measure faith and research studies to establish causal relationships between
faith and longevity. We might very well be excited and proud of our ability
to make the unpredictable predictable, and the uncertain certain. But in so
doing, our concept will vanish right under our instruments.

This is the problem with Mishel's (1988) concept of uncertainty. She
defines uncertainty as “the inability to structure meaning” (p. 225), filters it
through a belief system called “inference illusion” (p. 226), and appraises it
as either dangerous or meaningful. Somewhere the inability to find
meaning gets translated into meaningful information and the real, lived,
empirically grounded human experience with meaninglessness or
uncertainty becomes impossible. And where uncertainty is impossible, faith
is impossible.

Faith, according to Kierkegaard (1848/1985), is not just a particular
instance of mind over matter, one freely chosen attitude about embodied
life. Faith involves immersion in and commitment to a lived, bodily, mortal
reality. Kierkegaard's Knight of Faith is completely resigned to the death of
his beloved princess, but believes he will possess her once again
nonetheless. He neither denies the reality of her death nor cushions it with
$0me vision of an afterlife. The whole content and meaning of his life lies in
loving this mortal princess—not in some abstract mental concept like soul
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or God. He feels the pain of her death. He does not avoid his grief or his
pain. He does not choose another lover or another interpretation of his
situation. His faith that he will be reunited with her cannot be understood

within a logical framework.

Kierkegaard posits two preconditions for faith: total commitment to
something in this life, and therefore subject to loss, and infinite resignation
to that loss. Infinite resignation happens when all hope is abandoned. Only
then is faith possible. Hope, on the other hand, leaves a way out. With hope,
there is always a chance that what is hoped for will not be fulfilled. But
faith is an unconditional commitment in the face of uncertainty and loss.
When all that is meaningful to us is lost (whether love, health, wealth or
power), faith in meaning remains—and not just any meaning but the
specific meaning that we lost. The nature of faith is, in fact, absurd.

Infinite resignation is the last stage before faith, so that anyone
who has not made this movement does not have faith; for only
in infinite resignation does my eternal validity become
transparent to me, and only then can there be talk of grasping
existence on the strength of faith.... [The Knight of Faith)
infinitely renounces the claim to the love which is the content
of his life; he is reconciled in pain; but then comes the marvel,
he makes one more movement, more wonderful than anything
else, for he says: ‘I nevertheless believe that I shall get her, namely
on the strength of the absurd, on the strength of the fact that for
God all things are possible’ (Kierkegaard, 1848/1985, p. 75).

According to Kierkegaard, faith is the gift of the absurd, the
uncertain, the uncontrollable. Saint Paul Says that “Faith is the substance of
things hoped for, the evidence of things unseen" (Hebrews 11:1). In this
Sense, faith is not some pie-in-the-sky concept, but as real as anything
else—the substance of things hoped for. Faith is only possible when people
are engaged with, committed to, and appreciative of their finite worlds.
But faith is not instrumental. It can only be experienced after one has
understood the real possibility of losing everything that is important.



According to Saint Paul, faith constitutes evidence for things unseen.
Yet faith is invisible to a science focused on prediction and control. Human
meanings and concerns do not count as real unless they can be
operationally defined, isolated, controlled, and known. The uncertainty
associated with the unknown is faith's ground. To objectify and
pathologize the empirical reality of human uncertainty precludes an
involved, committed, and moral understanding of persons and their
biopsychosocial worlds. Instead of contributing to a knowledge of health,
our methods and resultant practices contribute to a disempowering
nihilism.

We cannot achieve simultaneous certainty about the theoretical
(form) and operational (content) definitions of psychosocial “variables" like
faith. This is no different from the uncertainty principle in physics—the
impossibility of achieving certainty about the speed and location of
Subatomic particles, simultaneously.

Several holistic practices would likewise be impossible to isolate and
control as psychosocial variables. “Scientific” research on the potential
benefits of these practices would be difficult. For example, when
transcendental meditation is done with the intention of prolonging life, it
Ceases to be transcendental and becomes yet another instance of
instrumentalism. Visualizing white cells eating viruses may be motivated
by fear one day and self-love the next; it may result in a sense of increased
mastery and control, or engender a sense of futility associated with a last
ditch effort when all else has failed. We cannot reduce psychosocial
phenomena—whether meditation, personality patterns or social support—
to a series of underlying attitudes or variables that can be identified,
isolated, and tested for a generalizable effect on longevity unless we ignore
the uncertainty that is inherent in the human condition. And ignoring
uncertainty excludes an encounter with lived human experiences.

Our psychosocial research efforts are directed to the same ends as our
biological research. The framework and ethic driving this science is both
technological and utilitarian. According to Foucault (1976/1979), this no
more approximates a search for truth than any other formal political or
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religious dogma. We are looking for interventions that will produce longer
lives. Our Cartesian backgrounds direct us to search for discrete
psychosocial variables that, independently or in combination, will produce
longevity. We want to be able to generalize our psychosocial interventions
to large groups of people. Yet this goal may have more to do with
increasing the economic and social power of our professions than reflecting
our altruistic concerns for humanity.

Coates' (Coates et al., 1987) psychosocial research agenda for HIV
infection is important. But to adequately address this agenda, theoretical
and methodological problems with concepts like uncertainty and faith
must be acknowledged. While quantitative methods and Cartesian
frameworks may be adequate for questions related to quantity of life, less
constraining approaches such as hermeneutical phenomenology (Benner
and Wrubel, 1988; Benner, 1985) are required to address quality-of-life issues.

Death

The Social Response to AIDS

The health professions are concerned with preventing and treating
Al■ ).S. Their focus is survival. Much of the public, however, would just as
S00n See people with HIV infection die. This section analyzes the public
response to AIDS including the relationship of Stigma and taboo to cultural
death anxiety and the social construction of AIDS.

The relatively value-neutral term “epidemic” does not really
Characterize the public conception of AIDS. Rather, words such as plague,
pollution, contamination, moral panic and stigma have been used by
Sontag (1988), Watney (1987), Brandt (1987) and others to describe the social
meanings of AIDS. Sontag (1988) calls plague the dominant metaphor for
AIDS and defines plague as the highest standard for collective calamity, evil
Or Scourge. But AIDS did not come to signify a “collective calamity" for the
nation as a whole as long as it was confined to gay men and intravenous
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drug users. Collective calamities are reported in the media. More than 800
cases of AIDS had been reported to the CDC by summer of 1982, but the
National Newspaper Index had not recorded a single story on AIDS until
July of that year (Panem, 1988). Even The New York Times had only written
three stories about the epidemic in 1981 and only three more in 1982. None
of these made the front page despite that half of the nation's AIDS cases
resided in New York City (Shilts, 1987).

Rather, the “collective calamity” began when hemophiliacs became
infected with the disease and the safety of the nation's blood supply was
questioned (albeit not by those selling blood products). However, even after
the blood supply was protected through use of antibody screening
measures, AIDS remained a “collective" national problem due to the fact
that heterosexual men could be exposed to HIV through prostitutes, and
children could be exposed to HIV in utero or through an infected mother's
milk. The nickname for AIDS has remained the “gay plague"—meaning it is
a gay disease that has become a “collective calamity" due to its potential for
affecting the “mainstream” population. Inherent in this distinction is the
concept of contamination of innocents by the guilty.

Public hysteria about contamination from AIDS continues to be
rampant despite medical evidence showing that AIDS is not casually
transmitted. Brandt (1987) notes that public anxiety about AIDS is
reminiscent of the days when people believed that syphilis could be
Communicated by toilet seats, door knobs and drinking cups. As late as fall
1985 “a New York Times/ CBS poll found that 47 percent of Americans
believed that AIDS could be transmitted via a shared drinking glass....” (as
Cited in Brandt, p. 192). Americans feared that syphilis, "originally obtained
in 'immoral' circumstances, could be passed to native, middle-class “moral'
Americans. Fear of contamination justified a distaste for Social contact with
the urban masses" (Brandt, 1987, p. 22). The fear of pollution or
Contamination was underscored during Meese's tenure at the Justice
Department with a 1986 ruling that allowed employers to bar people with
HIV infection from work if the employer feared the person might be
dangerous to others (Altman, 1987). This fear has taken a new form in the
Chapman amendment to the Americans with Disabilities Act, which
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allowed employers to reassign HIV-positive food handlers to other jobs. The
reason for the amendment is not to protect the public from HIV-positive
people, but to protect businesses by allowing them to respond to the fears
of the public.

The United States government's response to AIDS has been
inadequate and largely ineffective. Bureaucratic problems with
communication, coordination, management, and partisan politics create
many unnecessary delays in authorization (Panem, 1988). The
fragmentation of efforts between private agencies such as the American
Association of Blood Banks and the Red Cross and federal, state and local
governmental agencies points to a need for specific policies to deal with
public health emergencies and greater centralization in the public health
system. Panem (1988) documents the political realities surrounding the
Waxman subcommittee hearings—the contradictory administrative
testimony, the refusal to spend allotted funds—but her dispassionate
account omits Waxman's conclusion that homophobia was the major cause
of governmental inaction. Waxman's remarks are reported in Shilts' (1987)
aCCOunt:

There is no doubt in my mind that, if the same disease had
appeared among Americans of Norwegian descent, or among
tennis players, rather than gay males, the response of both the
government and the medical community would have been
different. Legionnaire's disease hit a group of predominantly
white, heterosexual, middle-aged members of the American
Legion. The respectability of the victims brought them a degree
of attention and funding for research and treatment far greater
than that made available so far to the victims of Kaposi's
Sarcoma. I want to emphasize the contrast, because the more
popular Legionnaire's disease affected fewer people and proved
less likely to be fatal. What society judged was not the severity of
the disease but the social acceptability of the individuals
affected with it.... (Waxman, as cited in Shilts, 1987, p. 143-144).
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While funding for AIDS research and treatment has increased
dramatically in recent years (Panem, 1988), our initial response as a Society
must not be forgotten or ignored.

Homophobia

The biomedical model cannot account for the media censure, public
hysteria and governmental inaction on AIDS. Yet these and other social
phenomena have seriously undermined AIDS prevention and treatment
efforts. Psychosocial concepts such as homophobia and moral panic have
been used to explain part of this public response (Altman, 1988; Bateson,
1988; Black, 1985; Brandt, 1987; Shilts, 1987; Sontag, 1988; Watney, 1987;
Weeks, 1985). The most interesting of these explanations is perhaps
Watney's (1987) description of attitudes toward homosexuality in England.
He quotes from a 1961 text on sex education:

The greatest danger in homosexuality lies in the introduction of
normal people to it. An act which will produce nothing but
disgust in a normal individual may quite easily become more
acceptable, until the time arrives when the normal person by
full acceptance of the abnormal act becomes a pervert too (p. 23).

The contagion metaphor has been applied to homosexuality in
general. Somehow, a sexual expression that is “disgusting" becomes
appealing when a “contagious” predator seduces an innocent victim. Such
a perception derives from the heterosexual “nature" paradigm for sexuality:
males are naturally predatory and females are just as naturally preyed upon
(Watney, 1987). Part of homophobia thus comes from projecting the
predatory nature of heterosexual men onto gay men who are then
fantasized as being so powerful and potent that innocent heterosexual men
might be seduced. The victims are thus “feminized" or functionally
Castrated by this powerful seducer (Watney, 1987). The other part of
homophobia derives from our misogynist attitudes toward women in
general and men who seem to be like them. Men who are "feminized" are at
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once feared (could this happen to me?) and loathed (for having allowed it
to happen).

But Watney argues that the term “phobia" lends a “spurious
psychological dignity” (p. 49) to what is simply prejudice. “Phobia" cannot
be considered causal for the media's ignoring AIDS until it threatened
heterosexuals, nor causal for its continual depiction of AIDS from a
heterosexual perspective, despite the fact that over 70 percent of people
with AIDS in the United States are gay men. Thus gays are portrayed as the
cause of a serious threat to the general public, rather than a part of the
public suffering and coping with a devastating disease. Goldstein (cited in
Watney, 1987) argues that the heterosexual and media notion that AIDS is a
threat to everyone demeans the communities that are really at risk. Watney
(1987) continues,

We must also consider the almost total blanketing of
information about the emotional and psychological
consequences of having tested positive to the virus' antibodies,
the terrible stress in thousands and tens of thousands of gay
relationships, let alone the experience of having AIDS itself.
Sympathy goes to mothers and children, to hemophiliacs and
those who contracted AIDS through blood transfusions which
were contaminated before the virus was even isolated. But for

gay men with AIDS there seems nothing but hatred, fear, and
thinly veiled contempt (p. 3–4).

Moral Panic

The most popular explanation among gay and lesbian commentators
On the social response to AIDS is the theory of moral panic (Watney, 1987).
Cohen (cited in Watney, 1987) writes that moral panics occur when “a
Condition, episode, person or groups of persons emerges to become defined
as a threat to societal values and interests" (p. 39). Which group emerges to
fulfill this definition tends to be shaped by the media whose role is to
Communicate “the normative contours of a Society ... the boundaries



beyond which one should not venture and ... the shapes the devil can
assume" (p. 39). Hall (cited in Watney, 1987) adds that a moral panic
functions to convince a silent majority to “support increasingly coercive
measures on the part of the state, and lends its legitimacy to a more than
usual exercise of control" (p. 40). This reflects the insidious nature of Social
forces toward normalization Foucault (1975/1079) calls biopower.

Ballot initiatives in California have shown that the public is willing
to forego civil liberties in the face of a moral panic. Proposition 99,
approved by the voters in 1988, allows for mandatory HIV testing of persons
arrested for sex Crimes—not convicted of sex crimes but arrested. Thus,
enormous additional power for regulating behavior is granted to the police.
While Reagan's Presidential Commission on AIDS and most medical and
public health authorities recommended against mandatory testing, there is
Still a loud and persistent clamor for state-imposed mandatory testing.
This clamor is consistent with the public's support of the death penalty,
whether or not it serves to deter murders. While neither position has any
utilitarian value, advocates are frequently uncomfortable relying on
"retributive justice” as their sole rational, and attempt to find utilitarian
links.

Moral panics, largely created and shaped by the press, construct and
reinforce a public identity (Watney, 1987). In America and Western
European countries this public self is white, heterosexual and organized
into family units and is created through a continual repetition of images
and symbols designed to reinforce a white, heterosexual identity. Moral
panics then “provide the raw materials, in the form of words and images, of
those moral constituencies with which individual subjects are encouraged
to identify their deepest interests and their very core of being” (p. 43).

But these deep interests go way beyond fears for biological integrity.
Biomedicine has clearly stated that fears for casual transmission of AIDS are
unfounded. The causative agent and its routes of transmission have been
identified. The biomedical model has done what it is supposed to do—
except for finding a vaccine or a cure. The model has shown which
behaviors put people at risk and which do not, yet a moral panic continues.
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The biomedical model cannot tell us whether socially constructed moral
constituencies create the “very core” of our being, or whether psychological
factors emanating from this core create these social constructions, or
whether this core is born out of a combination of the two.

Stigma and Taboo

The myriad concepts and images associated with AIDS—plague,
pollution, contamination, homophobia, moral panic—are perhaps better
understood in relation to the concepts of stigma and taboo. Stigma and
taboo embrace a pair of powerful opposites: the sacred and the profane. The
dualism inherent in each concept provides insight into the social
construction of AIDS and culture in general.

Stigma derives from stigmata defined by Webster (1972) as “bodily
marks or pains resembling the wounds of the crucified Christ and
SOmetimes accompanying religious ecstasy” (p. 861). The Stigmata are at
Once sacred, representing the suffering of Christ, and profane, representing
a violation of Christ's body. To receive the stigmata is to be blessed by God;
to be Stigmatized is to be cursed by a culture. While the former is clearly
preferable, Goffman (1986) focuses on the latter and identifies three kinds of
Stigma that reflect our biopsychosocial natures. The first type of stigma has
to do with an abomination of the body (bio); the second with individual
character defects (psycho); the third with a fear of the “other” based on race,
religion or nationality (social). Each of these types of Stigma can lead us to a
more comprehensive understanding of the moral panic surrounding AIDS
and the "core of being" that panic disturbs. While the connotations
associated with stigma are largely negative, the word suggests that
Stigmatized peoples suffer public evils much as Christ did. Jesus was put to
death in part because he refused to submit to religious authorities and
these authorities feared that his power would threaten theirs. Stigmatized
people are threatening because they are feared.
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Taboos have their origin in a fear of how “mana"—mysterious or
demonic powers—might manifest itself. Freud (1913/1918) quotes the
Encyclopaedia Britannica for a definition of taboo:

Properly speaking taboo includes only (a) the sacred (or unclean)
character of persons or things, (b) the kind of prohibition which
results from this character, and (c) the sanctity (or uncleanliness)
which results from a violation of the prohibition. The converse
of taboo in Polynesia is ‘noa' and allied forms which mean
'general' or ‘common'... (p. 27).

Taboos differ from religious or moral prohibitions and can be found
in the pre-religious age. Religious and moral prohibitions result from a
system of thought that gives justification or reasons for their necessity. For
example, religious prohibitions against homosexuality in particular and
Sexuality in general can be understood via a concept of nature (i.e. what is
natural, what nature intended), a need for procreation, or a need for social
political order and control. Taboo restrictions lack any type of justification
primarily because the feared power is both unknown and unbounded.
Taboo serves to protect people from an overwhelming sense of fear and
dread by isolating and ritualizing relations with people, objects and events
that possess extraordinary mystery or “mana." Freud (1913/1918) enumerates
Several objects of the taboo including securing people against the wrath of
the gods; protecting important persons (chiefs and priests); safeguarding
the weak from the powerful mana of these important persons; protecting
people against corpses; guarding the chief acts of life against interference
(birth, initiation, marriage, sexual functions).

Sex in general, and gay sex in particular, has always been associated
With powerful mana and subject to strict taboos. Because gay sex does not
result in procreation, it is frequently seen as a violation of the sacred,
heterosexual, life-affirming “nature model." Furthermore, AIDS linked gay
Sex directly to death just when the link between sex and death was
receding from the collective memory of the dominant culture. Successful
repression includes forgetting the wish to forget, the act of forgetting, and
the antecedent condition making forgetting possible—in this case



antibiotics. But taboos against male homosexuality also function to protect
men from themselves, from feminization, from their own misogyny. Men
were not to be preyed upon sexually. Just as in psychoanalytic theory where
a child fears punishment from the parent he wants to replace, so predatory
male behavior engenders fears of being preyed upon. Gay men are
fantasized to be the devils capable of meting out that punishment—devils
inspiring fear and dread.

Thus the fear that AIDS engenders in the public is both associated
with powerful cultural taboos and all three types of Stigma identified by
Goffman (1986): stigmas of body, character and otherness. All three of these
types of stigma have to do with deep-seated fears, and these fears are at the
root of the moral panic engendered by AIDS. Psychology and philosophy
can help us appreciate what these deep-seated fears are, how they develop,
and where (in what ontological entity) they reside. The works of Freud
(1940/1949), Brown (1985), Becker (1973), Kierkegaard (1849/1983) and Wilber
(1986) are invaluable toward this end.

Origins of Fear and Dread

Freud's (1940/1949) last work, An Outline of Psycho-analysis,
published after his death, postulated two basic instincts from which all
human activity derived.

After long hesitancies and vacillations we have decided to
assume the existence of only two basic instincts, Eros and the
destructive instinct. . . . The aim of the first of these basic
instincts is to establish ever greater unities and to preserve them
thus—in short, to bind together; the aim of the Second is, on the
contrary, to undo connections and so to destroy things. In the
case of the destructive instinct we may suppose that its final aim
is to lead what is living into an inorganic State. For this reason
We also call it the death instinct (p. 1).
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The majority of Freud's work concerned the function of Eros. Freud
did not even develop a concept analogous to libido for the death instinct.
Freud states that some portion of the death instinct remains within us (like
libidinal energy) until it at last succeeds in killing us. The death instinct is
turned inward with the establishment of the super-ego,

considerable amounts of the aggressive instinct are fixated in
the interior of the ego and operate there self-destructively. This
is one of the dangers to health by which human beings are faced
on their path to cultural development. Holding back
aggressiveness is in general unhealthy and leads to illness
(Freud, 1940/1949, p. 7).

Freud concludes that we die from our internal conflicts and that our

Species dies of its unsuccessful struggle against the external world.

Thus Freud posits a self that contains the seed of its own destruction.
An essential conflict between the self and the culture results when our only
hope for health lies in our ability to translate the instinct to die into an
instinct to kill (Brown, 1985). But if society results from the establishment
of unities and bonds (Eros), then the socially sanctioned acts of aggression
against others (stigmatized groups, foreign nations) in the form of moral
panics or wars could derive from Eros itself, and a “death” or aggressive
instinct is not helpful. Perhaps this was part of Freud's reluctance to posit a
death at all.

Nonetheless, the concept of Thanatos can provide a useful opening
for an initial understanding of "irrational" human behavior. Many gay men
who do not belong to the twelve-step sect share rituals of liberation and
transformation that might seem quite sick to the uninitiated. But drugs
and Sex, particularly S&M sex between gay men can help dissolve the
Oppressive and objectifying tendencies in men. In a psychoanalytic sense
normal masochism can help focus and balance the unconscious forces of
Eros and Thanatos, both individually and collectively. But the balance is
precarious.
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The Devil, as my dear Christian parents warned me, can be very
attractive. The Devil, or in a secular sense, Thanatos can be very attractive
indeed, especially in the company of good drugs and hot sex. But it is in
precisely this company that Thanatos should reign. Whatever self
destruction results from drug use and promiscuity, is miniscule in
comparison to that caused when Thanatos, suffocated in its rightful private
domain, re-emerges in the “holy” wars of both Church and State as Satans.
The transformation of Thanatos into Satans defiles both Church and State

with unspeakable horror.

Modern Concepts of the Self

Norman O. Brown (1985) rejects Freud's dualistic ontology and
postulates that it is anxiety about death, not the death instinct, that is
problematic. For Brown, the conscious fear and repression of death is only
manifested at the human level. If this is not an absolute distinction

between man and the animals, it is certainly qualitatively significant. Man
Stores up his dead, builds immortal cultures and makes history, all in an
attempt to escape from death. But for Brown, death anxiety is the same as
life's anxiety and to escape death is to escape individuation. “At the
Simplest organic level, any particular animal or plant has uniqueness and
individuality because it lives its own life and no other—that is to say,
because it dies" (p. 104). Since the death instinct is identified with
Separation just as Eros is identified with sexuality and unification, Brown
argues that the death instinct gives man his independence and
individuality. Eros insures species immortality and the death instinct
insures each individual's mortality. The fear of death becomes the fear of
Separation and individuality.

Brown's contribution helps explain the phenomenon of moral panic.
If persons fear separation and individuation, then socially constructed
public identities can help reduce that fear. The media fulfills this function
by regularly presenting images of the ideal identity (white, heterosexual
families) and by periodically publishing stories that portray the non-ideal,
Of non-conformed (non-whites, gays, single people) as a threat. The fear of
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individuation can also be seen in our willingness to submit to control of all
kinds including the control and regulation of sex.

Becker (1973) posits a slightly different dualistic problem for
humans—the relation between the self and the body.

The person is both a self and a body, and from the beginning
there is the confusion about where 'he' really ‘is’—in the
symbolic inner self or in the physical body. Each
phenomenological realm is different. The inner self represents
the freedom of thought, imagination and the infinite reach of
symbolism. The body represents determinism and boundness (p.
41–42).

Kierkegaard (1849/1983) shows that this dualism of personhood is
problematic. He describes persons as "a synthesis of which the finite is the
limiting and the infinite the extending constituent” (p. 30). Both the self
and the body present problems. If the self is not adequately anchored in the
body, schizophrenia, the sickness of infinitude, results. If anchored too
Securely, depression, the sickness of finitude, results. Becker focuses on the
body (the finite) as a problem for the self (the infinite). Unlike the animals,
humankind is not primarily driven by instincts and alive in the moment.
The inner symbolic self is all too aware that it is tiny, powerless and perhaps
even meaningless in relation to the vastness of the universe it perceives. The
Self can

contemplate not only what is edible for him, but everything that
grows. He not only lives in this moment but expands his inner
Self to yesterday, his curiosity to centuries ago, his fears to five
billion years from now when the sun will cool, his hopes to an
eternity from now (p. 51–52).

With such expansive conscious possibilities, Becker asks what it
means to be a self-conscious animal. He concludes that the very idea of
Such a self-conscious animal is both ludicrous and monstrous because it
means knowing that “one is food for worms” (p. 87). The self needs to
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defend itself from its creatureliness and accomplishes that in part by
building a “character.” This character helps let one “pretend and feel that
he is somebody, that the world is manageable, that there is a reason for
one's life, a ready justification for one's action” (p. 87). Gay people developed
new identities and new possibilities for character in the 1970's. When AIDS
hit, some gay men decided it was more important to preserve these
relatively new identities or character roles than it was to fight AIDS directly
(see Tim, Chapter IV).

But character also lets one live automatically and uncritically by
participating in one of the programmed character roles in the culture.
Kierkegaard (1849/1983) describes the despair or sickness that occurs when
the self gives itself over to the character roles available in the culture,

But whereas one kind of despair plunges wildly into the infinite
and loses itself, another kind of despair seems to permit itself to
be tricked out of its self by “the others.' Surrounded by hordes of
men, absorbed in all sorts of secular matters, more and more
shrewd about the ways of the world—such a person forgets
himself, forgets his name divinely understood, does not dare to
believe in himself, finds it too hazardous to be himself and far
easier and safer to be like the others, to become a copy, a
number, a mass man (p. 33–34).

This is the normal man for Kierkegaard: his individuation lost, his
Self merged and protected by the more powerful other.

According to Brown and Becker, the primary repression in society is
not seeking pleasure through sex, but the consciousness of death. Becker
removes the pathological connotations associated with Freud's death
instinct and Brown's death anxiety, and gives us two positive instincts: the
need to merge, achieve unity and transcendence; and the need for
individuation, separation and freedom. Becker reverses Freud's and Brown's
description of the instincts. He contends that the individualized self or ego
is a product of Eros rather than the result of human mortality. And rather
than equating the death instinct with separation, freedom and
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individuation, he sees it as the expression of a need to merge, unite and
identify with a larger power or force. Thus Thanatos becomes agape love;
Eros, Self-love. (See Table I.)

Ken Wilber (1986) expands on these revisions with a psycho
anthropological analysis of the evolution of human consciousness. His
work, drawing heavily from Freud, (1940/1949), Brown (1985), Becker (1973)
and Gebser (1972), asserts that the evolution of human consciousness has
some parallels with early human development. His conception of Eros and
Thanatos is similar to Becker's. Early man, like the newborn infant, did not
distinguish between subject and object, between his mother's body and his
own, between the world and himself. Wilber cites the Eden paradise-myths
as evidence for a time of unconscious embeddedness with Nature. Wilber,
like Brown and Becker, ties our individuation to a consciousness of death.
As our self-consciousness emerged, as our Eros instinct asserted its
individuality, so our consciousness of death and our need to repress it also
came into being. Taboos represented our first attempts to come to terms
With our death anxiety. Totemic cultures formed and people were able to
"merge or unite" with a larger power, even if it was only the larger power of
the totemic clan. Religious sacrifice offered one way to appease the
unknown force that demanded our deaths. In this way we could come into
a more powerful relationship with heaven. War offered another. If we and
Our gods can overcome them and their gods, the cultural immortality
project is strengthened. In this way we could come into a more powerful
relationship with the earth and our neighbors. Finally, sexual taboos
offered a way of controlling bodies. Whether body is conceived as offensive,
mortal shell, as in the Greek view, or as temple for Spirit, as in the Christian
view, the mortal body is both objectified and divided from the self.

The Perversion of Eros and Thanatos

Returning to Goffman's (1986) definition of stigma, we can clearly see
why the public reaction to AIDS is so hostile. Since the time of the early
Greeks and Romans, we have posited our inner spiritual selves as having
been in conflict with our mortal, evil bodies (Bullough and Bullough, 1977).
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Kierkegaard calls it a conflict between finitude and infinitude; Becker and
Brown, between the need for unity and individuation; Freud, between life
and death instincts. Health is the result of having both together, repressing
neither. But as each of the above theorists point out, this is a very difficult
task. Individuals and societies alternate between repressing, perverting, or
misdirecting both instincts.

The instinct towards unity and connection helps protect the self
through identification with something larger, stronger. The aim of this
instinct is transcendence, not as Freud would have it, the death of the
physical body. The vastness of the universe becomes less frightening and
overwhelming if one can somehow identify with and rest in it. When the
instinct towards unity achieves a transcendent identity or consciousness,
there is no conflict with the opposite instinct towards individuation. A
transcendent consciousness or perspective can appreciate both unity and
differentiation simultaneously. A transcendent perspective can bring a
measure of understanding to the seeming conflict between life and death.

But too often, people lose themselves in the process, give themselves
Over to slavish tyrants, adapt the character roles of the culture, worship false
and lesser gods. When this happens a public identity is substituted for
transcendence. When the instinct towards unity does not achieve
transcendence and settles for identification with the clan or public
persona, it becomes threatened by the instinct towards individuation and
fearful of death. This perverse identification with the public, rather than a
Sacred identification with God, the universe, or the transcendent self,
accentuates our fear and loathing of finite, individuated bodies—of
individual self-expression, of sexual freedom. Without a meaningful
relationship with a powerful God who could protect it from evil, the public
Self sees devils and demons everywhere. The public self is fearful that
differentiation will fragment its precarious identity, and so it creates
taboos—sexual and otherwise.

Gay men violate the taboos and threaten the public's fragile, worldly
identity. Eros enthusiasts who would individuate themselves from socially
Constructed norms, who would violate the taboos on Sexual expression,
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must be killed or banished for the public self's defense. Denied communion
with and meaningful participation in public life, gay people hold the
stigma of a culture that both fears and loathes its own embodied mortality.

Thus it is the threatened public self that resists rational AIDS
policies. Policies that could save lives through appropriate sex and drug
education would undermine the public's fragile identity and empower its
favorite scapegoats. Instead of rational policy, the moral panic around AIDS
leads us toward abdicating more of our individual rights to the state.
Brandt (1987) notes a relationship between early policies on venereal disease
and AIDS policy.

As was the case in the early twentieth century, public health
measures that require dramatic infringements of civil liberties
are again being proposed. All too often such measures have had
no positive impact on the public health. For example, rates of
venereal disease climbed rapidly during the First World War,
despite radical government measures for the incarceration of
prostitutes. ... The issue thus becomes not the desire to protect
the public from hazard ... [but] a transformation from
protection to punishment (p. 201).

The efforts to recriminalize homosexuality in America and other
Countries is about maintaining our false god, our public self. Watney (1987)
reports that for the first time in British history, a bill has been introduced
that would criminalize lesbianism, in addition to male homosexuality. This
is proposed in the name of protecting the public from AIDS. But since
lesbians are at lower risk for AIDS than any other segment of the
population, something else is obviously going on. The first fear of this
largely heterosexual male legislative body was of homosexual men and
derived from a projected fear of their own predatory behaviors. The move to
Outlaw lesbians seems to be about losing prey. But the greater fear is for
maintaining the socially constructed self that works to reduce our death
anxiety.
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Identification with the clan seeks to satisfy both instincts, unity and
individuation. But just as the public self fails to provide for transcendence,
so does it fail to give a real identity. The media-sustained public self needs
an “other" if it is to meet its second ontological need, individuation. The
“normal" public self has no individuated identity apart from an "other,"
apart from being defined by who it is not. This "other” is found in the form
of other races, religions, economic classes and sexualities through which
the leveled and normalized public self can feel differentiated. The
stigmatized “other” is readily available to the public self through the moral
panic over AIDS in the form of gay men, intravenous drug users, ethnic
minorities and prostitutes. Without a truly individuated identity, the
normalized self resorts to fantasies of omnipotence resulting in serious
misperceptions about individual character and patterns of individual
behavior. Brandt (1987) notes that,

behavior is not is not always subject to rational control.... The
underlying assumption about behavior, and one deeply
ingrained in our culture, is that it is entirely voluntary.
According to this logic, once appropriately informed about risks,
individuals ‘should’ modify their behaviors. Moreover, we know
too little about how to assist individuals who seek to make, and
maintain, difficult behavioral alterations (p. 191).

If one accepts Becker's and Wilber's definitions of the instincts, the
assumption that character and behavior result from the expression of the
individual will derives from an inflated sense of Eros or separation. This
inflated sense of the separate self, created by the will alone, results in an
unwillingness to engage in the collective actions that are necessary if
Collective, public health problems are to be overcome. It explains the
reluctance of the Reagan and Bush administrations to spend monies
appropriated for AIDS. Why should public funds be spent on a disease that
could largely be avoided—if separate selves exerted individual wills in
conformance with public standards of morality? If developing AIDS can be
perceived as a failure of individual will and character (and it generally is),
then all three of Goffman's (1986) stigmas converge on the person with
AIDS. He is an “other"—someone unlike and foreign to the public self. He
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has violated social taboos concerning the body through homosexual acts or
drug use. And he is deficient in the strength of individual character that
the public self fantasizes itself to possess.

The stigmatization of AIDS can be understood as a perversion of the
dual ontology of humankind. When our innate need for unification is
translated into a fear of death, a public self replaces the transcendent self.
When our innate need for individuation is translated into fantasies of

omnipotence, tyrants dispensing judgment and death replace heroes
dispensing salvation and life.

Social policy is frequently designed to maintain and protect the
Social identity, rather than to save money and lives. For example, we are
more inclined to fund widespread HIV testing than we are AIDS treatment
and prevention programs. Like the Biblical separation of the sheep from the
goats at the Last Judgment, HIV testing separates the saved from the
damned, assuring eternal life for the socially constructed public identity
(sometimes the majority) and eternal death for the “other.” Nothing
resolves our own deep-seated fears about death better than the sacrifice of
an “other.”

Surviving and Succumbing: AIDS and the Holocaust

The Holocaust produced a literature about survival under the most
adverse human conditions imaginable. Theologians and philosophers such
as Bonhoeffer (1953/1974) and Frankl (1963) made use of Holocaust
experiences to probe human meanings associated with suffering and death.
Frankl argues that questions about the meaning of life in general are not
What matters, but rather it is the specific meaning of a person's life at a
Specific point in time that is important. Frankl asserts that it is life itself
that asks us the question about meaning, and that our only possible
response is responsibility. Bonhoeffer (1953/1974) deals with much of the
Same subject matter Franki does: searching for meaning in suffering,
finding the good in death, working out problems related to losing the
future and “being in the now." Bonhoeffer also considers the limitations of
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these virtues and attempts to develop an ethic that includes responsible
action, bold faith and shared community experiences.

The meaning of survival—as opposed to suffering and death—is
addressed in a debate between Bettelheim (1961; 1980) and Des Pres (1976).
Des Pres argues that western culture reserves its highest praise for action
that culminates in death, sacrifice and martyrdom. In this way the hero
"resolves conflict by dying and through death ensure(s) that the spirit they
spoke or fought for shall not perish” (p. 5). Once again the human body is
subordinated to something “higher"—an idea, a rational, moral or spiritual
principle. Fortunato (1987) notes that when the Second Coming of Christ
did not occur, the promise of “life everlasting” was eschatologized by the
early Church and the body-soul split reinforced.

Consequently, “getting dead’ was seen as a wonderful
accomplishment. And in fact, martyrdom became so popular in
the early Church that the first Fathers had to caution the
faithful not to seek after it. But this was not intended to blunt

death's popularity (p. 50). . . . After the age of martyrdom had
passed, poverty, chastity, and obedience in the monastic setting
came to be viewed as the next best thing to being dead (p. 56).

This might seem contrary to the idea that a fear of death is behind
most of what we do as a culture. However, contempt for the body and
disdain for the world is more a product of fear than evidence fear has been
OVercome. Human bodies, equated with corruption and change, are
rejected in favor of the Mind of God, which is forever fixed, unchanging,
and, unfortunately, closed.

Des Pres (1976) rejects the infinite, and argues that the moral
principles for which martyrs die are simply compulsions of culture created
to “displace awareness of what is terrible ... through the death of the hero
... [whose] victimhood ... grants the rest of us an illusion of grace” (p. 5).
Surviving the death camps was often made suspect. Rejecting the martyr or
hero role and looking out for oneself was not enough. Survivors were
expected to tell what they had done to help others. Social forces designed
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to protect the public identity masquerade as moral principles exhorting
individuals to heroic sacrifice for cultural ideals. Des Pres argues that
attempts to interpret the survivor experience in other than its own terms
have done more harm than good. To him, the only thing that matters is
biological survival, and covert action to that end is encouraged.

Bettelheim (1980) applauds overt action, even when death is certain,
and puts moral principle over “mere survival.” He accuses Des Pres (1976) of
ignoring the stories of those who did not survive, noting that the problems
of both were “most intricately interwoven” (p. 291). Bettelheim promotes an
autonomy that is almost heroic, colored in part by his own experience in
the camps. While emphasizing the importance of individual biological
Survival without regard to moral principles imposed by the culture, Des
Pres seems to want to have it both ways by arguing for a sense of collective
responsibility.

I still find it difficult to compare writings on the Holocaust to AIDS.
Somehow, as difficult as these circumstances are, they do not seem to
Compare to the Holocaust, so it is with some misgiving that I attempt
Comparisons. We are not the only stigmatized people. Many Arabs still do
not recognize Israel’s right to exist. Israel does not recognize the
Palestinians' right to exist. Nonetheless, surviving HIV infection or AIDS in
a "homophobic" culture is problematic. The culture does not recognize our
right to exist in so many ways. While the medical industry and health
professions invest in our survival, continuing their profit-making ventures,
the public does not bless our struggle to survive. We are apart and we know
it. Even the medical establishment offers little hope, characterizing AIDS
and HIV infection as inevitably lethal. Bonhoeffer's (1953/1974) question
from prison, “are we still of any use?” (p. 17), is often echoed in my own
mind. Like Bettelheim, I believe that surviving HIV infection is often not
enough. We need both a telos and a polis, and so continue our struggle to
Serve openly in the armed forces. The need for individual purpose and
Community work is reflected in much of the cancer Survivor literature as
Well as the work of Simonton (1978), Siegel (1986), Serinus (1986), Spiegel
(1989) and Callen (1990).
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In relation to the polis, it is interesting that AIDS has given new life
to the right-to-die movement. Living wills and durable powers of attorney
for health care have become the norm for people with AIDS in San
Francisco. While intended to protect us from the well-meaning
paternalism of health professionals and to preserve the integrity and
autonomy of our chosen families, the occasion for reconsidering right-to
die issues should give us pause.

AIDS and cancer give people new identities (Sontag, 1988). The media
describes AIDS in terms of relentless suffering, heart-wrenching anguish,
dehumanizing symptoms—the worst of all possible fates, the worst of all
possible identities. It is so horrible, who would not want to die? But this is
not new. Sontag (1988) notes that “while cholera killed fewer people in
Western Europe in the nineteenth century than Smallpox did, it was more
feared, because of ... the indignity of the symptoms” (p. 38). In the same
Vein, rabies was feared not so much because it was fatal, but because it
turned people into mad animals. Diseases that preserved humanness were
less feared. Diseases that seemed less “organic” were less sinister and
diseases that spared the face, less dehumanizing.

Polio's effects could be horrifying—it withered the body—but it
did not mark or rot the flesh: it was not repulsive. Further, polio
affected the body only . . . not the face. The relatively
appropriate, unmetaphorical reaction to polio owes much to
the privileged status of the face. ... All the debunking of
Cartesian separation of mind and body by modern philosophy
and modern science has not reduced by one iota this culture's
conviction of the separation of face and body (Sontag, 1988, p.
39).

To be overcome by the sinister organic is to lose one's humanity. All
lofty notions of a human telos are reduced to dust, by dust. “Innocent"
Victims of contaminating, organic diseases (for AIDS: children and
recipients of blood products) are at the same time pitied and loathed.
Others (for AIDS: gay men, IV drug users and, often, their sexual partners)
are seen as reaping their just deserts and are ostracized.



Dunlap (1989) argues that causal models for HIV infection do not look
beyond viral phenomena and ignore the relevance of psychosocial factors
including issues of purpose and community:

In formulating any causal model, choices are made as to which
factors will be emphasized and which will be ignored or
trivialized. By keeping statistics as to the demographics of those
diagnosed with AIDS primarily by such limited variables as
sexual orientation, race and IV drug use, many other variables ...
become masked or obscured. The absence of statistics as to the

extent of homophobia, racism and other forms of bigotry
suffered by people with AIDS both before and after diagnosis
makes it unlikely that we will ever be able to conclude, using
current empirical principles of causation, that bigotry is a
medical cause of HIV vulnerability (p. 920).

The continued predominance of the biomedical model in public
health research has severely limited its contribution to secondary
prevention efforts. Like the Holocaust literature, Stories about those who
are surviving HIV infection and AIDS, and stories about those who do not,
Will help us understand life in fear, in suffering, in alienation, in death.
They will help us understand the relationship between our bodies and our
minds, our individual selves and our communities. The narratives will offer
insight about the current cultural possibilities and constraints facing
people with HIV infection. They may also show what sustains life and what
threatens it.
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CHAPTER IV

PARADIGM STORIES

Benner (1985) describes paradigm cases as “a strong instance of a
particular pattern of meanings” (p. 10). My initial research questions and
lines of inquiry were necessarily subordinated to the particular meanings
and concerns that emerged during each interview. Given the arguments
about narrative presented earlier, the term “case" seems out of place. While
"case" may be appropriate for many studies, I refer to the four "paradigm
cases" presented in this chapter as stories. This is not to minimize their
importance, but to recognize the importance of narratives, stories and
textual interpretation in the human disciplines and to build a bridge to
our all-but-forgotten colleagues in the humanities. It is also to recognize
that the research participants in this study are my friends, my people—not
CaSéS.

Benner's (1985) discussion of paradigm cases helps to build this
bridge. An English professor might ask a nurse, “How do nurses doing
textual interpretation choose the texts they interpret?" Dr. Benner might
answer, "... early in the interpretive effort the interpreter may recognize
Only that this case is a strong instance of a particular relationship or
meaning but may not be able to articulate why the case stands out or what
it depicts” (1985, p. 10). The same English professor might ask his child,
"Why do storytellers tell the stories they tell?" (All storytellers are
interpreters.) And his child might answer in the same vein as Dr. Benner,
"because they think there is something special about them; because they're
interesting; because we might learn something from them.”

I knew Matt's and Fred's interviews would probably be “paradigm.”
stories before I even interviewed them. I simply did not understand the way
they related to HIV infection but knew that they represented feelings
shared by many in the community. Gabe's reactions were also hard for me
to fully grasp, and he was my best friend. As I worked on his story, I
developed further insight into Matt's story. Neil, a psychiatrist, talked
plainly about his denial, his hope, his AZT and his Louise Hay tapes.
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Another reason I chose these particular stories is that these four men are
especially articulate. Some of the stories presented in Chapters V through
VII may have been presented more fully as paradigm stories as well.

Each of the following stories is “paradigmatic” in the sense that each
one is a vivid description of particular patterns of meanings that are
experienced in the gay community. Each story describes the life
circumstances of the participants and interprets particular meanings and
concerns relevant to living with HIV infection. Narrative accounts are
extensively employed to preserve each participant's own voice. Minor
editorial changes, including eliminating some “you knows” and the
Occasional transposition of words, are made without specific notations in
the text to facilitate the reader's ability to hear the voices more clearly.

Each story is presented in its own light. The major themes in each
Story are presented and interpreted, regardless of whether the themes
appeared in the others. However, themes raised in the subsequent
interviews are repeatedly employed to reflect back on interpretations
already completed and to illuminate the case at hand through contrast or
Comparison. Stories are presented in the order in which they were analyzed
S0 that the reader will be familiar with participants who are referred to
Within another participant's story. I worked on Matt's story first because it
had always been the most difficult for me.

Matt

The differences between one's ideology and one's lived experience
Can often be pronounced. Matt has one of the strongest and most pervasive
ideologies I have encountered during this research. I chose to interview
Matt because he had told me on several occasions that he didn't believe in
T-cells and thought that monitoring T-cells or taking AZT amounted to
"Selling out" to the medical establishment. I formally interviewed Matt in
December of 1989, four years after he had been tested for HIV antibodies.
Matt was 25 when he got tested. At the time of the formal interview he was
a doctoral student in anthropology and 29 years old.
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I arrive at Matt's house at 10:30 am. Although we had spoken on the
phone at 8:30, he answers the door in a bathrobe. We are friends. He is
talking on the phone with tonight's “date.” He finds out the “date” has just
started taking AZT and then asks what his T-cells are. I am somewhat
surprised and jokingly interrupt by saying that he is not allowed to ask
those questions, he doesn't believe in them, they are my questions. He goes
to take a shower, talking to me from the bathroom. This gives me an
opportunity to take notes. “How stupid,” he yells from the bathroom, “this
guy is on AZT.”

Tonight's date was described to me last night as very handsome and
as wanting to fist-fuck Matt. Matt has never experienced this before and is
interested in trying it with this guy. The date's lover had just died in
September. Matt notes that he met his last problematic lover, Eric, shortly
after Eric's lover had died. That, together with the fact that the guy just
started AZT, means that Matt might not be up for this date tonight. He
reads my notes:

In the past he has expressed to me that he won't ever get T-cells
done or do AZT. He would rather die than sell out to the

medical establishment.” He responded: “I don't know if I would
rather die than sell out—you make me sound like Joan of Arc■

Note from the participant/observer

For many of us in the 70's and early 80's, sex was the primary means
through which we sought, approached and related to gay men. For many of
uS, almost all our friendships started out sexually. We even joked that it was
best to get the sexual tension part out of the way so friendships could have
a chance. We objectified men, referred to them along a continuum that
went from “tricks" to boyfriends to lovers and generally took sex as seriously
as Some of our heterosexual counterparts take Sports.

We redefined ourselves during that time, rejecting the effete Boys in
the Band image of gay men common during the 50's and 60's and
Substituting a hyper-macho super-stud persona. The Castro Clone of the
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late 70's and early 80's endeavored to both look and perform like a perpetual
hard-on: hiking boots, tight 501 Levi's, long-sleeve flannel or short-sleeve
LaCoste shirt; short hair, mustache with or without short beard. No frills.
Workman keys worn on the right or left indicated top or bottom. Full black
leather was another option. Even drag queens frequently sported
mustaches and beards as gender-fuck became a political statement and an
art form. We celebrated both our sexuality and our masculinity.

We met gay men everywhere in our new village, not just in bars,
discos and bath houses but on the street, in the grocery store, on the bus, at
the beach—even at the VD clinic. Cruising never stopped. AIDS was always
more than a medical crisis. It was a major threat to a whole way of life, an
entire subculture. Sex was our way of meeting people, our mode, our dance.
And suddenly the music changed—one headset at a time.

I wanted to know when and how the music changed for Matt, but
Started with a question that he never answered directly: When I asked when
he first thought about protecting himself sexually, he invoked an ex-lover
to answer the question.

When did you first think about protecting yourself on a sexual
level?

Oh, well....

Or whether you should maybe think about protecting. . . .

Well, it depends what you mean by protecting. When I was 18 I
had a boyfriend named Lonnie.

Yeah.

And Lonnie was really upset because at the time he said that I
had trouble saying no. And he always thought, he didn't want
me to go have sex in San Francisco. We were living in San Jose,
and he never wanted me to go up there, because whenever I
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came back Lonnie said I was traumatized either physically or
emotionally. And he said [it was] because I didn't know how to
say no. He and I had long conversations on how to say no and
how to be more protective of my body and of my person,
sexually and stuff. He even thought I had a self-destructive
streak sexually, at the time, or that I expressed a self-destructive
streak through sex.

After broadening the question to include mental protection, Matt
explains the self-destructiveness that Lonnie was concerned about with a
description of gay sexual relationships. Self-protection on a physical level is
never a central, and rarely even a peripheral issue in this interview.

Well, I think that people were, and this is a male tendency, that
people were objectifying each other in the most extreme ways
that had ever been done, practically. I mean, men had no
barriers, no restraints to that objectifying tendency. And people
were nasty and they didn't think of the other person as a person
and they were basically disregardful.

Is that really hou, you would characterize 70's, early 80's Sex?

I think a lot was going on but I think that was definitely a
Component. I think there was an anger toward each other
expressed that way. And toward oneself and toward other gay
men. Both in the way cruising happened, the attitude that
people had, the way people took sexual cruising as an insult.

People took sexual cruising as an insult?

Sure. A lot of times. People reacted to someone showing interest,
like, ugh, how dare you.

Oh. If they weren't, if they didn't measure up?
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Yeah. Oh, it was ruthless, I thought. I think we treat each other
badly, very badly. And I'm sure, I'm convinced that that's partly
why AIDS happened. Because we were abusing each other and
ourselves. And that created the pathways for disease to spread.
That was the opening.

Sex and good looks constituted our worth, our currency. People who
did not have the currency were nonetheless caught up in the hyper-sexual
culture. If someone without sufficient sexual funding approached someone
more richly endowed, the rejection was often rude, hurtful and demeaning,
with the “princess” taking great offense that his greater charm had not been
immediately recognized by the peasant troll. While Matt's discussion of
Sexual fascism below includes the oppressive and pervasive imperative to
have sex all the time, it is the objectification of each other and the assigning
of worth based on looks that is more problematic for him. He was more
interested in power relations and imbalances than he was the pervasive
expression of sexuality, which was simply part of the culture. The following
Critique of the sex and party atmosphere in the gay community both
describes the times and demonstrates the strain Matt felt.

The gay community was very sexual, approaching what I even
wrote about at the time, sexual fascism, a very oppressively
sexual, a very obligatorily sexual ■ atmosphere). That was the
medium in which everything was decided and expressed.

You had to have an excuse not to want to have sex.

Yeah. All your worth was based on sex and based on looks. And it
was really oppressive. I actually left San Francisco because of it.
Around '80, '81. I was getting kind of disenchanted with it and
wanted to leave. I went to New York. (Laughter)

Completely different.

And also, you had to be obligatorily happy. You had to be happy
all the time. You couldn't be a nay-Sayer. ... At the time, both
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Kyle [Matt's best friend and another participant in this study
and I were sort of having trouble fitting in and being
comfortable with what was going on. We were getting a lot of
shit for it. ... We couldn't just go to the all-night discos, we
couldn't just go to the bath houses. We just weren't at ease.

Note from the participant/observer

My first response in the conversation with Matt above is in reference
to the implicit assumption that one needed a reason not to have sex.
Otherwise one could be accused of unconsciously adhering to heterosexual
norms. While this was not Matt's primary interest, there was some concern
about it in the community. My best friend, Gabe, also a participant in this
study, brought this to my attention in 1983. Shortly thereafter, I was
approached by a man in a bar who was not at all attractive to me. He did
not pick up on my obvious disinterest, but I would never allow myself to
tell someone I did not find attractive the truth. That was for the heartless

queens that Matt was referring to. Knowing that attractiveness would be
elusive, and that I would certainly approach people who would not
reciprocate, my rule was to reject them gently. But this guy was relentless
and really annoying. He made me sympathize with what so many women
have to endure. Not wanting to tell him he was simply unattractive to me
and an insensitive jerk to boot, I trotted out Gabe's response when he
persisted with “Why not?” “People should have a reason to fuck; they don't
need reasons not to fuck,” was my retort. It sounded great, and it worked,
although I knew at the time my own “reasons” for having sex were often
barely discernible.

According to Matt, Kyle and he were having trouble in different ways.
Kyle "was thinking of becoming a doctor, and he had worked in hospitals.
Our nickname for him at the time and up until recently, not lately, was
Nurse Level, because he is just very level-headed about these physical
things." Kyle's failure at “connecting" resulted from his level headedness.
Matt, on the other hand, had no problem “connecting" with people,
despite the objectification and fascism. Matt may have been a “nay-sayer,”
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but participated fully nonetheless. Matt did go to the all-night discos, did
go to the bath houses, and did have tons of objectifying, oppressive Sex.

I actually never had much trouble. When we went to the Jaguar
[a bookstore/sex club), there was this guy named J_ there who
was this big tall very sexy guy who I would always interact with.
And Kyle would never have fun. Kyle would never connect and
stuff. And even though I connected, I understood what he was
talking about because I sort of had those feelings. It just never
prevented me from connecting. But even while I connected, I
was also kind of uneasy about everything. I remember walking
out of there and walking down 18th toward Castro with Kyle
shaking his head going, ‘It’s wrong. Something's up. This isn't
going to work out.' He broke in half his Jaguar card and said,
‘Matt, something's up. This whole thing is going to come
crashing down.' ... People would comment on how we were
depressed. And we even thought that we were at a low level and
they were all waiting for us to get happy like everybody else. And
we even thought at the time, “Hunh'-uh, they're all going to get
unhappy like us, at some point. And later we thought we were
right.”

While we are both laughing at the notion of fleeing the sexual
Oppressiveness of San Francisco for safe haven in New York City, he takes up
the argument again later.

I did leave San Francisco because of all of this. And obviously, I
wanted to leave San Francisco and see the world. But I very
Consciously—I have it written in lots of places that I left because
of Sexual fascism, and because I thought [San Francisco] was not
a pleasant place to be. So I went to New York. ... I drove across
the country and did what I like to do, which was to fuck my way
lacross the land] while traveling. In Chicago, I met this guy at
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the Gold Coast, and I went back to his place, and we had a great
time. He was really fun. And he fucked me. And this was back in
'81 and people were still cumming, you know they were still
fucking to the point of cumming and that sort of stuff and the
whole idea of condoms wasn't there yet.... If you want an odd
thing, I was saying how Kyle and I had ... figured out, around
'81/82 that it had to be anal intercourse. We figured it out.
Because just listening to what was going on and who got it and
who didn't and how widespread it was and wasn't, we just
decided that it had to be something as specific as that.

In the first lines above, Matt argues that he left San Francisco because
of sexual fascism. He admits to wanting to see the world, but offers that he
has “it written in lots of places that [he] left because of sexual fascism.” This
offers a hint at how Matt might construct his self-understanding. His own
behavior never even approaches consistency with his ideology, as becomes
apparent in the next section. Yet to emphasize his point, to establish that
he really was upset about sexual fascism, he publishes his discontent in the
gay press. He can point back to it from that point on. While it might seem
Odd for a person to escape San Francisco's sexual fascism by fucking his way
across the country and settling in New York City, being upset by something
and turning from it are two different things. Discrepancies between ideals
and behaviors bother many people, but there is little evidence in this text
that this ever bothers Matt.

Matt's rational insight into how AIDS was transmitted did not help
him; did not change his behavior. He thinks that figuring it out was the
"Odd thing," not that figuring it out and continuing to have unprotected
Sex was odd. Since Matt has done extensive reading and writing about gay
issues, I was interested in whether he had read Larry Kramer's material in
the early 80's. Kramer was the leading voice against sex from within the gay
Community. Matt had read it, but didn't buy it.

They were nearly hysterical. I mean, Kramer and the rest would
be like, “You can't have sex, you can't have sex, don't you
understand.”
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Did any part of you, um, sympathize with that?

No. Actually not. I would sympathize with them a little bit but I
thought that was completely their own track to take. I thought
it was ridiculous and hysterical.... I knew for my own self that
there was no way one was going to stop having sex. I mean it
wasn't even putting a dent into my sex. It had not yet—even to
the point of protectiveness. And yet these people were out and
out saying don't have any sex. Or we have got to change
everything, clearly.

What was the effect on you? I mean did you think that they were
just politically incorrect? Or did it increase your fear?

Um (long pause).

Or was it kind of dismissed?

No. I was becoming worried that the social ramifications were
becoming worse than the physical ones; than the medical ones.

Ah. Ah. So it sort of looked like part of our community was
renouncing its gayness and renouncing its sexuality.

I thought obviously we have a biological problem here, but that
this hysteria, and this rejection—this wholesale rejection of gay
Culture, and even of gay sexuality—was going to compound the
problem immeasurably.

After hearing how horrible we had been to each other, how our social
and sexual relations were selfish, dangerous and objectifying, I wondered
What of our gay culture Matt thought needed preserving. His answer: the
gay discourse. More of Matt's ideology emerges here. Social-cultural forces
are more important than biological forces. But sex was the medium, the
essential medium through which we were creating and examining
OurSelves as gay men.
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What is it in this promiscuous, male, gay sexuality that Kramer
u■ as attacking? What is it that you felt was necessary to preserve?

Well, for one thing, I think people have forgotten that we were
aware, the gay community was aware, of what was going on. I
wasn't the only one that was aware of the sexual fascism and
critical of it. In fact . . . at the end of '79 [there was] a manifesto
type of thing—ten areas to deal with in the gay community—in
the NY Native. ... We were reaching on our own—without the
AIDS—a maturity, I thought. We were reappraising our sexuality
and our lifestyle—in a very Sober, serious way. In a constructive
Way.

Where was this happening? Where was this being reappraised?

It was happening on Christopher Street, in the NY Native. It was
happening with me and Kyle. It was happening all around.

It was happening in your discussions with Kyle, happening in
Kyle's life, although that really....

Oh, in mine, too. I mean, it wasn't changing but it was
happening. I mean, I look at it....

It was happening, at least on an intellectual level.

On an intellectual level and—it was going on. And I was aware of
it. I wanted to be a part of it. That was my whole goal at the
time. That's why I wrote my thesis the way I did, and I wanted to
join in on that whole dialogue. But then what happened, what I
thought Larry Kramer and the rest of them were doing was,
instead of critically and constructively talking about gay life,
they were getting hysterical about it. And they were going to,
instead of fixing it and dealing with it, and going through all
these problems (because we were going through them; I think
you have to go through them). But they were going to freeze it,
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and then dump on top, you know, freeze it at that horrible
stage, at that kind of unresolved, unbalanced state, and on top of
it all this guilt, all this recrimination, all this rejection of gay
pride, and of the gay body, of gay sexuality which was going to
hopelessly confound the situation, which I thought was very
dangerous.

Kramer's solution is biological–stop having sex. According to Matt,
that would simply “freeze,” not solve, our problems. Rather than a
courageous act to save lives, Matt sees Kramer's position as a myopic
attempt to assert the rational over the physical. And Matt thinks that
position backfired. Matt thinks the social construction of AIDS and
resultant destruction of the gay culture has taken more lives than the virus.

Note from the participant/observer

Kramer was freezing rather than fixing the problems gay men were
having with sex by putting sex on ice. This made us defenseless against
What Matt will refer to later as the “heterosexual onslaught.” This is hard
for Some people to understand. Many of us are not like Straight people at
all, though some of us might “pass” as straight. Progressive, liberal-minded
Straight people have come to see us as no different from themselves, except
for our sexual orientation. But this is not the case. According to Foucault
(1976/1979), gay people were not even invented as homosexuals until the
19th century. In the 1970's we developed a whole new identity that was in
large measure based on a promiscuous hyper-sexuality. We became visible.

Many gay men were hyper-sexual for some easy-to-identify reasons:
the Sexual revolution; a homophobic culture; an alienated adolescence; the
absence of a restraining female sexual energy; the rejection of monogamy as
a heterosexual value; and for some, gay meccas or ghettos that allowed for
release of pent-up sexual and affectional feelings. When this hyper
Sexuality was “cut off” or, minimally, threatened and radically altered, the
Whole gay subculture reverberated with the double whammy—friends and
lovers were dropping dead and our newly constructed, newly liberated
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identities and relationships, our whole way of being gay, was turned up
Side down.

Matt implies this where he says sex was the way he communicated
with people. We had sex first. Then, if the sex was good, we asked for
names. Many of us literally had sex with all or most of the men who
eventually became our friends. Our whole orientation to sexual interaction
with our own kind—always precarious due to the distrust and disgust it
produced in the dominant culture—was defined during the period of gay
liberation, from Stonewall in New York to Gay Pride in San Francisco. The
new identity that emerged in the 70's was fragile—politically,
psychologically and physically.

I was still not sure what needed preserving. The discourse is alive and
Kramer is a part of it, but we were fucking ourselves to death. For Matt, it is
his identity as a gay man, his self and his sexual culture that is threatened
and needs preserving. Directly after his description of sexual fascism, Matt
notes that sex was also a positive component of our subculture.

Also I think that sex was a collective, that there was a collective
community that was expressing itself sexually. There was a sense
of community that was glued together through sex. Which I
think is fine. There was just sheer enjoyment of sex. Sex became
a folk art. And people were busy practicing.

In the early 80's, the folk art was particularly colorful. There were bars
for leathermen, bars for upper-middle-class sweater queens, bars for young
boys, for drag queens, for video buffs, for hustlers and their tricks, for people
who just wanted to drink or dance. Bath houses were also specialized.
There were bath houses for gym boys, for the S&M crowd, for fist-fuckers,
for major drug-sex, for regular guys—and a giant bath house open 24 hours
a day, seven days a week, where one might find almost anybody.
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Neu! York

Matt's experience with sexual fascism in San Francisco was not
replaced by life-affirming gay sex in New York. He had no trouble getting
dates with the “A-gays,” the handsome, financially stable, “cool" crowd. In
the past, he and I had talked about the differences between whores and
sluts in the gay world, and he mentions, for the first time, that in New York
he had been a bit of both.

Yes. I was living with an ABC executive on West 14th Street. And
I was beginning to date people. I was dating very attractive—the
A-gay type in New York. It was real clear that I was having no
trouble entering into those circles. ... And I went out with a guy
named Devon who was incredibly good looking and who had a
house on Fire Island and was known as being one of the stars of
the A-gay track. I was dating the owner of Loft, he and his lover. I
mean it was just real clear that I had no trouble doing it. ...
Devon and I even talked about it. Like you know, ‘you’re smart
and you're sexy, and you're funny and you're different and, you
know, you could be a professional at this stuff if you liked' [as in
a model/whore], and that confused me. Because on the one
hand I was getting all that stuff, sexually, and on the other hand,
Sex was really dangerous. ... I was working in a bar, the Rawhide.
It was a pretty sleazy bar. And I was getting gradually more and
more uptight. I started wearing more and more clothes, and
baggier and baggier clothes, and getting more and more nervous
and resentful of the attention and stuff like that. And then the

bar manager actually realized that was going on. [He] put a
Quaalude on the bar in front of me and walked away and came
back with a shot of something and said ‘look it, you just don't
have the right attitude, you are just not with us. Take this and
you'll have more fun here.” Which I did. And then I kind of did
that for a while—only for a couple of weeks. I was unhappy.
(Several false starts, different words, incoherent.) [I] sort of
traded on—the sex stuff even more directly more than I had
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been. And um ... (aside) you're supposed to say ‘what?" or
something. You're not a very good interviewer, you're just. . . .

Traded on sex stuff?

Huh?

You got paid more directly?

I got paid more directly. Just to see what that was like. Anyway,
but the one time I did it I fell apart the next day. Absolutely fell
apart. And it wasn't so much I fell apart because, Oh my God, I
did something like that, it was I didn't feel in control of it.

Uh huh.

And I felt that everybody was, I felt that my whole world was
being based on my ability to project a sexual energy and to
Weave sexual spells and all that type of stuff. And therefore
everybody, all of everyone's interest and desire for me was
conditional based on my ability to maintain it. And therefore I
was basically all alone. And the sex was—through AIDS—was
Suspect anyway, and dangerous. And I just sort of fell apart. And
it was totally involved with issues of self-worth and drugs. And
it got very confusing for a poor little twenty-one-year-old to deal
With.

Not feeling in control became a central theme during the New York
period. His New York story contained no references to sexual fascism, no
COmparisons with San Francisco, and only one reference about someone
being nicer to him than the others. He feels objectified by the “attention”
While working as a bartender, but not necessarily while he is whoring—
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possibly because the whoring was construed as a power game between more
equally matched players".

He doesn't talk about writing in New York. He tells two more stories
about “dates” in New York:

And I was dating this Nick guy who was this star of, one of the
stars of New York. Even J_ knew about him. 'Oh you were going
out with Nick, oh my God.' And I didn't want to go out with
Nick. And yet I didn't know how to say no because he was, you
know, such a catch, supposedly. And I remember being on these
dates and calling Ed and Lonnie, just in tears, just saying how I
wanted to go home, how this guy was killing me and I just
couldn't say no. And Ed would say, ‘Walk over to him. Say you
have to go home. Come back here. Hang up the phone.' And
after a month or two of that I just left New York.

Then you came back to the fascist city on the West Coast?

(laughter) Yes. And that was about the time I started ... there
was this whole period, this whole transitional period where I
was fucking with this one guy, who I really liked, who worked at
ABC in the publishing department. And he was very cultured
and he really liked me—and in a much nicer way than these
other people did. And he was about ten years older. He did
things like—he had me read Henry James, and said 'now you are
in New York, and I can see that it is kind of rough, but you can
do it. There are just three things that you have to maintain, and

"These are not the same in the gay and straight worlds. Heterosexual women and gay men
lose power with age. Both are primarily valued for their sex appeal and live in worlds
where sexual power is the primary currency. Heterosexual men and lesinian women gain
power with age, because both live in worlds where money, stability and independence
constitute the primary currency.
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that's food, shelter and clothing. And as long as you keep those
three at a certain level, you'll be alright.' And we would fuck, and
we would fuck to the point of cumming ■ inside). I didn't really
fuck him. And every time we did that I liked it. I really liked him
physically and I really liked my interactions with him. But every
time that would happen I would go running into the bathroom
and discharge it as fast as I could and look and look and look
and examine it to see if there was any blood, and ... if I’d been
fucked without causing any blood, I'd be relieved. But if there
was blood I would agonize and want to cry and sort of slap
myself to get it back together and go back out to the bedroom
and stuff like that.

He finally returns to San Francisco with a nervous breakdown and
Cries for three months before going back to school.

Rational Idealism vs. Lived Experience

The dominance of our rational selves over our feeling selves has been
advocated from Plato (cir. 400 BC/ 1942) to Descartes (1641/1986). This model
is accepted by many in the gay community. A fellow doctoral student who
is HIV positive remarked to me that people needed to get over their feelings
about HIV testing, T-cell monitoring and AZT. “If the body dies, feelings
become irrelevant,” he said. These same feelings were expressed in a
Support group I attended in 1992. One member could not believe that
people in the group were still having unsafe sex. “It’s beyond my
Comprehension; I just don't get it,” he said. Another member responded
With anger: “You better get it, dear, because it's people like you who make
talking about what a lot of people are doing impossible. It's people like you
who drive the topic underground, who contribute to the facade that we are
all dutifully doing what we are told, what we should."7

"These are not verbatim quotes, but are taken from notes I made in my diary after a meeting.
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Matt doesn't stop having sex. He looks for blood in the toilet after
he's done. The only way out that he can envision is leaving, and he endures
an enormous amount of emotional turmoil before doing so. He left San
Francisco to escape sexual fascism. He left New York because of a near
nervous breakdown. Leaving works for Matt. Changing behaviors where he
is does not.

Matt does not agonize over not following his reasoning, his feelings
or even his ideology. The following lengthy exchange attempts to discover
the limits to Matt's understanding of himself as a socially constructed
entity. He had just told me that in 1982 he and Kyle figured out that the
new plague had to be spread by anal intercourse.

How do you account for that? The fact that you knew it, you had
figured it out, that was the connection. How do you account
for....

Still getting fucked?

For still getting fucked.

It just goes to show how really obligatory sex was at the time.
And how absolutely essential it was to have sex, and how forceful
and how strong it was. It was really, and still is, but back then it
Was truly oppressive.

It's just interesting—your take here. You are leaving San
Francisco because of this social oppressive force that is driving
everyone to fascist sex. Yet you say that you left to go across the
Country in order to fuck your way across the country.

Yeah, well. ...

Or getting fucked in New York, I mean in Chicago, do you think
that most of that came from a kind of fascist, outside, social
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force or was it something—because you also said it was
something that you liked to do.

Oh, definitely, I think, well (long pauses). . . .

What I'm asking is—is there an individual part of it?

Well, yes. I also think, you know, that California was extreme.
There were reasons why San Francisco developed the way it did,
and California, and Californians. ... Men are very sexual, gay
Inen. . .

He continues with an explanation of Californian sexuality that had
to do with recent immigrants having very few ties to pasts, religion,
ethnicity; advertising, capitalism and so forth. When I asked how people in
Chicago or New York were different he gives another socially constructed
explanation—both of himself and his behavior:

I just think that California pioneered—and you asked me why
I.... That's why I think I was so sexual, that I was a product of all
those: being a Californian, being in San Francisco, being gay. It
made me very sexual.

You have an intellectual perspective on yourself as a socially
created being, it sounds like, or a socially determined being, to a
large extent. I'm interested in when that intellectual perspective
Spilled over—either due to emotional things or spiritual things
or experiential things—spilled over into behavior where you
Separated yourself out, if that ever happened. Especially in terms
of deciding, well, anything like safe sex or protecting yourself, or
distinguishing or separating yourself out in any way from the
Socially determined self.

Well, you know, let's back up a little bit. Because I can do that, I
Can tell you when. But—

º
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So tell me (laughing).

I know but we have to, in '80 or '81 I was still coming to these
conclusions, these ideas about sex and men and stuff like that.
And actually at this time I’d already written that world-famous
paper now: “Male images: The politics of gender.” So I had really
thought about this stuff. When I went to Chicago, I fucked with
this guy and then later moved to, got settled in New York. There
was like the first Time article on AIDS. Well, the guy's picture
was in it as one of the first people to come down with AIDS. It
turned out he was the director of the Sherman and was very
prominent in the Chicago gay community, and had AIDS. And I
just remember, I went (gasp!)

The guy you had fucked unith?

Yeah (laughing) in Chicago. So, that was May of '81 or so.

How did that feel?

It was shocking! You know, it was very upsetting. It made me
very worried. Made me feel exposed, contaminated, affected, you
know, all those things. But it was also kind of confusing, you
know, because what I had done once I'd moved to New York, is
what I do, is that I slept—I keep a record of my, you know. I had
an engagement calendar that I write everything down in. And if
you look at my first couple months in New York there is nearly,
you know, a new person every single night, a different person,
you know. (pause) And I really enjoyed it. But I really felt crazy by
it. 'Cause you feel kind of eaten up and torn apart and used and
Stuff. And then on top of it is to know that you may have a life
threatening disease that you don't quite understand and it's
terrifying. It was, you know, and I was only 21. It was all kind of
Confusing. I got very, I guess I did get worried. I was very worried.
And actually I kind of fell apart emotionally in New York and I
think that was all part of it.
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After a relentless effort to get Matt to move from social commentary
to an individual story, he finally finds a way back to his own story. But even
this is by way of an article in Time! While most academics in the social
sciences believe that people are socially constituted, the majority of Matt's
self-understanding is expressed in these terms. Individual choices make up
a significant part of most of the other interviews, in terms of lifestyle
changes, sexual practices and medical care. Decision-making plays almost
no role in structuring Matt's narratives. He leaves San Francisco because of
Sexual fascism—or because it is no longer pleasant to him—and fucks his
way across the country. Why New York? While I did not ask this in the
interview, I imagine his response would be “Where else?” As a young,
Sexually active, bright, would-be-worldly gay man, he had to go to New
York. As a product of social forces, as a member of a culture undergoing a
Sexual revolution, as a Californian, he had to have a different person almost
every night. And sex, socially and biologically constructed to threaten both
Our physical health and our gay identity, would necessarily be both
enjoyable and disturbing.

Many gay men were and are just like Matt. Some of us were able to
Stem the tide a bit because, in addition to being hyper-sexual, we fell in
love. While having a lover did not prevent one from having several tricks a
month, it did tend to reduce the new-one-every-night syndrome, especially
if you lived together. But when the love affair was over, many of us lived like
Matt. The major difference is some of us thought we had a choice in the
matter. Some of us at least considered that we might be happier with less
anonymous sex—perhaps even fewer tricks whose names we actually knew.
Choice does not appear in Matt's narrative. He never says, “I’ve got to stop
this," and if he did, he didn't stick with the idea long enough for it to
become part of his self-understanding or a viable option. Sex and Love
Anonymous had not yet come to the gay community, offering addiction as
a means for understanding ourselves, but when it did, Matt did not
embrace it.

Matt gave three reasons for getting tested in 1985: to find out if
heterosexuality was still a possibility for him; to serve his interests as an
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academic and journalist; and, parenthetically, to find out if he might be
negative.

[I] wanted to experiment outside of gay sexuality. . . . For some
reason—and I still think it—if I was HIV positive, I wouldn't have
the access to heterosexuality and women and stuff that I would
have had if I was negative. [It] would have sort of shut the door
and sort of ghettoized me, forcibly ghettoized me.

Matt has in fact lived most of his adult life in a gay ghetto—the
Castro district in San Francisco. Most of his writing and much of the
informal conversation we have had over the past several years focused on
gay Sexuality, hyper-sexuality and gender issues. He has resisted this
“ghettoization" in very few ways. His sustained interest in staying
connected to the South Bay (where we both grew up) may be an example.
But even there, his primary interests have been gay-oriented, whether
through lovers or political activities. In 1993 he mentioned his work at the
university as evidence against his having been “ghettoized," but his research
there is a continuation of his writing for the gay press here—writing on sex,
gender and power relationships.

There is no lament about not having children, nor any personal story
about past attractions to or thoughts about women. His fear of
"ghettoization” is about limiting possibilities or a kind of social
determinism—a social force that literally constructs identity by closing
doors. The defining moment(s) for “shutting the door" on heterosexual
relations come at different times for different people. This may have been a
defining moment for Matt tinged with a fear of getting trapped—a fear he
tells me is common among anthropologists who constantly need to escape
to foreign places.

There is also an unspoken "it" that will forcibly ghettoize Matt. Later
in the interview this “it” will surface again and again as male power and
authority, Matt is especially leery of the male power and authority that
manifests itself in biomedical technology. Matt is a Foucaultian, believing
that structured systems of power are as big as the three omni's of God
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(omnipresence, omniscience, omnipotence). Like Foucault's, Matt's
structured systems of power are inherently evil. Like Foucault, he believes
that the resistance to pervasive power in fact feeds and supports pervasive
power. Unlike Foucault, this belief is purely academic and does not
interfere with a more intense belief in social activism, fighting for justice
and fixing the culture.

For Matt, the pervasive, truth-creating, powerful “it” constructs and
determines much of our identity. This is much more than an abstract,
academic position for Matt. Social determinism surfaces throughout Matt's
stories, both through what is in them and through what is not.

Matt's second reason for getting tested identifies the enemy and is
full of military metaphors found throughout the interview. It is the most
ideological reason, the least personal reason and, I believe, the most
important reason in this text. The first reason is never referred to again (nor
has it been mentioned before or since the interview) and the third reason—
that he “kind of wondered if he was or wasn't" —is offered almost

parenthetically.

The second reason was that I viewed testing and the whole
medical model as hostile toward gay men. And I saw the whole
thing, the whole AIDS conception and the testing and the
labeling process, as an attack and as an offensive, like in a war.
And I knew that a lot of gay men were succumbing to it. And I
knew that the testing, which had just been started—it had only
been happening for like a half year—was one of the more potent
weapons of this whole onslaught, this whole offensive. And as
you know, I write about this stuff and I think about it. So I
thought to be really effective I would have to undergo it myself.
To see how it was affecting gay men, and what type of issues it
brought up and what type of self-imaging it created and ideas it
produced about one's self and one's relation to the world. And
So I sort of volunteered myself, in my own studies, to undergo it,
So I could better analyze it and write about it. That was
Conscious. It sounds strange, but that was very conscious. I kind
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of wondered if I–and I guess the third thing is that I simply
wondered if I was or wasn't. Because I was very healthy and
hadn't had any symptoms that I knew of. So I thought there was
a chance I would be negative.

Matt's explanation to himself was that he had to undergo the test to
see how it was affecting gay men, not primarily to see how it would affect
him. Personal experience has always been the primary lens through which
Matt critiqued gay culture. We have had many conversations about this,
both before and after the 1989 interview. Matt identifies problematic or
interesting passions and experiences in his own life and writes about
them—assigning both subject matter and voice to others.” According to his
best friend, projection is the primary means through which he comes to
understand other people. The test would produce ideas for Matt about his
new relationship to his world, about how the medicalized HIV world
affected people—useful ideas for his work as a writer and critic. It would
not produce ideas about Matt as an individual.

If Matt defines himself through sex he also defines himself through
his writing, just as many men define themselves through their work. On
New Year's Eve 1992, I spoke with him on the phone. He was depressed and
Said that his writing was not enough for him to live for—as if he actually
thought that it was and expected that it would continue to be. Does his
Writing give meaning to experiences that are otherwise meaningless to
him? Most of his writing deals with sex, gender and power. And in this
interview text, all of the personal narratives, as opposed to his reflective

*While this makes for interesting journalism, we have had methodological arguments about
using this approach in research. Matt has no problem with taking ideas or theories from
one's own life and finding “evidence" for them in the culture. He rejects the notion that
findings and interpretations emerge from data. He thinks my not having an outline of the
important points I want to make in this dissertation is both unorganized and a naive,
unconscious belief that a researcher can come into a situation with a blank slate. As a
method, phenomenological hermeneutics rejects the “ideal" of a blank slate. The
researcher brings an involved perspective to the project. For this study, those perspectives
include being a nurse and a member of an afflicted and marginalized community. But it
rejects imposing a theoretical, methodological or ideological grid on narrative texts.
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analysis of the culture, are about sex. Matt's narrative about the antibody
test is not told in terms of his own mortality, but rather in terms of a sexual
system under assault.

Because sexual relationships—especially those carried out in the
bedroom as opposed to sex clubs and other venues—are so central to Matt's
life (and the lives of many gay men), the positive test result had a huge
impact on Matt's life. This may seem like an understatement, but it did not
have a huge impact on everyone's life—especially in 1985. I remember being
told at the test site that only 15–25 percent of the people who tested
positive were expected to come down with AIDS. They may have said
within two years, but that is not how I interpreted it. And many people,
including myself, had suspected that they were “in the group" since 1982 or
1983. So confirmation was not always the horrific shock that it is often
portrayed as in the press. Nor did everyone experience the disruption in
Sexual relations that Matt did. Labeling, contamination and disclosure
were not always the major issues for everyone, but Matt's story is not
unique.

Then at the end of ’85 I got tested, and it came out positive. And
it was weird. It was definitely weird for me. I went through this
whole period that was probably the most destructive of my sex
life—even more than the early 80's. 'Cause suddenly I didn't
know when or how to talk to people. And that was the first time
that my whole sexual behavior, that my system, my approach,
my strategy got threatened and dysfunctional. Because I was still
having, [and] wanted to have sex. That was my mode, my way of
meeting people and stuff. Yet I was confused and didn't know
what I should say or what I shouldn't say or if I could say it. And
I kind of didn't believe it, but then again I wasn't quite sure. So I
would get paralyzed during sex, and I um—

'Cause you didn't know if you should tell them?

Yeah. And I didn’t want to tell them because I hated the idea of

being contaminated. At the same time I felt that I should tell
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them. So it was bugging me the whole time if I didn't tell
them. . . .

When Matt said knowledge of his seropositive status was even more
destructive of his sex life than the early 80's, I was surprised. Compared to
his New York experiences, the story he tells about sex after testing positive
seems mild. At first I didn't understand why disclosure was such an issue
for him. Many people experience anxiety about disclosing their HIV status.
I have not had much anxiety around this personally—perhaps because I
assume everyone is positive and try to behave accordingly; perhaps because
my own ideology is pretty intact and feel like everyone else who has lived in
San Francisco for over a year and who is over 18 ought to be assuming the
same things. There are many HIV-positive gay men who do not feel
contaminated around sex. Even Matt does not have this problem now. But
he did in 1985.

Matt tells the following story about his first sexual encounter with
David to illustrate how his sex life was devastated. David eventually became
Matt's lover: They met a few days or weeks after Matt was tested in 1985.

Around '85–86 I was really coming into my own in the sense that
people who I really liked, really really liked, I found that I could
get them if I wanted. And this one guy, that I just thought was
gorgeous, absolutely the sexiest person, and I had really wanted
him. I kind of flirted, and he responded, and I thought, wow,
this is neat. And it was all around the time that it was literally a
couple of weeks or a couple of days after I got tested, and the sex
fell apart. Absolutely. And I got really nervous and anxious, and
wasn't enjoying it. [I] finally told him in the middle of it, and he
just sort of stopped and he said, ‘Look. I've been around the
block and you've been around the block. Don't worry about it.’
And I never quite recovered, and never really got back into the
swing of it. It was really upsetting. ... We'd been doing it for
about an hour, and I was getting more and more uncomfortable,
and finally I said “Look it, you know. I really have to tell you
Something....' But it definitely stops the momentum.
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For you?

For me and for him. It kind of made him sad.... Then the guy
wanted to date again and wanted me to fuck him. And I found
that absolutely impossible.

You found it impossible to fuck someone with a rubber on?
(thinking/remembering that this can be difficult at first).

With a rubber.... (snicker). By then I was a little bit unbalanced
with all my attitudes and all my fears and my desires. Because he
kept using Lube, out of a container. And this was '85, and in '82–
'83 I had a horrible case of amoebas. So I was petrified that he
kept using this Lube. So finally I told him that I couldn't use
that Lube. He just thought that I was....

Too far medicalized?

Yeah. (laughing) That I had totally disconnected him from the
Sex and de-sexualized the situation. And I even thought I was
crazy at the time.

Because Matt's stated belief was that only anal Sex without condoms
put people at significant risk, and he had held this belief since 1981 or 1982,
I spent quite a bit of time exploring why Matt felt he needed to tell David
about his antibody status. One possibility—that he was respecting others
who might not hold the same beliefs—was explored. Further efforts to get
clarification on why he felt this obligation failed and he rejected all of my
rational explanations for his feeling:

I wasn't entirely sure so I was trying to figure it out. I was trying
to figure out lots of things. I was trying to figure out what
everybody else's assumptions were: whether they were going
under the assumption that people were negative unless you said
Something, or whether they were going under the assumption
that everyone was positive unless you said something; whether it
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was the person who was positive's responsibility; whether it was
the person who was negative's responsibility to find things out;
whether people prefer just not to know and if they did know
they were annoyed because you ruined the whole thing and
interjected a note of death and kind of gloom and doom into a
sex-positive, life-enhancing situation. I was dealing with all
those things and I couldn't quite get a grip on it.

These questions and feelings were common among people in my
community—but not uniformly. They are not as pressing when Matt meets
men in a sex club, or in a park. These questions were most pressing in more
intimate situations, when Matt really liked someone. But he does not
necessarily ascertain the answer to these questions before having sex—even
when he really likes someone. The above questions are also noteworthy in
that the fear of putting someone else at risk is not on the list, and over time
has not been a part of our conversations. Because David already indicated
that he had been “around the block,” Matt's main concern may have shifted
from protecting David to understanding his own role and obligations. But
the ethical concern expressed above is about social roles, interactions and
Obligations. Matt's ethical concern is not so much with his duty to the
person he is having sex with as it is with the disruption of gay sex in
general

Four years later, Matt is still talking about the above incidents as
having been the most destructive of his sex life—even more destructive
than the early 80's. Sex functions as an ideology, or idealized practice for
him. So much so that four years later, a temporary setback in an otherwise
flawless record as one of our most accomplished sexual athletes—a single
loss of sexual momentum, a couple of awkward moments—is remembered
as the most destructive force ever to penetrate the shields and missiles
deployed throughout his sexual kingdom. No matter that he “got the
girl"—made David his lover. An evil presence had invaded his most sacred
Space—the space where gay men encounter their sacred and profane
natures; the space where gay brothers experience communion and ritual;
the Space where gay people perform ...eir folk dances.
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Not the virus. Not death. These are not what offend Matt. Matt is

enraged at the defilement of our sacrament, the closing of our temples, the
disruption of our rituals, public and private. AIDS could be cured. Deaths
could be mourned. But the fabric of our emergent identities had been
ripped, and it would never be the same.

Matt's best friend, Kyle, was not someone to whom he would disclose
his antibody status.

I was part of a very small minority at that point who did know
they were positive. I don't know if you remember. Back then
there was social pressure not to get tested. The Sentinel, the NY
Native would have these big huge headlines, ‘Don’t take the
Test.’ Actually Kyle and I had talked about it. And we thought it
was dangerous to take the test because it would pull you more
into that negative, labeling, mass-hysteria stuff of the dangerous
medical world.... I didn't tell Kyle that I got tested, because I
didn't want to put—I thought he was more vulnerable to all
that than I was. So I didn't want to pull him into that with me.
And he didn't know for a year that I had tested positive. I never
told him.

For Matt, protecting Kyle was probably the most acceptable reason to
give for not telling him. But his ability publicly and socially to maintain his
anti-medical stance in his lived experience with Kyle also preserved an
important component of his social identity.

According to Kyle, as well as my own observations of the two of them,
duplicity has been a major feature of their relationship for some time.
Whether duplicity, denial or fear, the negative value judgments that
frequently accompany analysis, diagnosis, or labeling of this sort focus our
efforts as health professionals toward confirming our assessments or
proposing interventions to change them, without necessarily
understanding how they might function in an individual's life. I remember
a group of nursing students trying to label the behavior of a single elderly
Veteran with bilateral amputations of both feet, chronic obstructive
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pulmonary disease and throat cancer. He had been in the hospital for
Several months in the past year. We never saw a visitor. The shock they felt
when they saw him smoking through his tracheotomy had to be named. Of
course he had been told not to smoke. Once the behavior was named, they
could shake their heads in disbelief. One task of the clinician shares with

the interpretive researcher, however, is to understand how something like
duplicity, denial or “self-destructive” behavior functions in a person's life,
because no meaningful understanding of persons is otherwise possible.

Because ideology and the world of ideas are so important to Matt,
duplicity may let him translate some of his ideology into experience. Matt
could live with Kyle as if he had never taken the test. By withholding that
he had been tested from Kyle, Matt could have a powerful experience of
having refused the test—powerful because the shared of assumptions about
medicine, politics and AIDS that he held with his friends. Powerful because
he could receive support in his public life for a position that he had in fact
abandoned in his private life. Duplicity may give one the ability to live in
more than one world. On the other hand, duplicity requires more than one
World, which can lead to fragmentation.9

Matt could withstand the medical onslaught, but Kyle would not.
But even if Kyle were HIV positive and able to withstand the medical
labeling and metaphors of contamination, he would need to lean heavily
On Matt to do so, draining Matt's energy. And if Kyle happened to be HIV
negative, he would a priori be more powerful, would be perceived as having
Worth in the sexual marketplace, would be uncontaminated. So Kyle's
taking the test is bound to have negative consequences in Matt's life,
regardless of the results.

"I shared this analysis with Kyle, Matt's best friend, and he concurred. Kyle was also
interviewed for this research.
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Contamination appears as a metaphor in several interviews. Several
HIV-positive gay men in my own support group have mentioned fear of
being rejected by HIV-negative gay men. The fear is not without some basis.
Gay men looking for Sexual partners in the want ads have always found
themselves excluded by age, weight, cock size—but now HIV antibody
status is often included among the criteria.

The antibody test may have locked Matt into the gay ghetto. But for
him the continued ghettoization of his sexual-affectional life is not half as
frightening as the forced medicalization of that life. He could quietly
establish as permanent choices he had already made as a gay man. The
perceived restriction from heterosexual relationships would not radically
change his life. But accepting a medical label outside of the bedroom,
disclosing that medical label to friends, participating in the medically and
Socially constructed distinctions between healthy and contaminated, and
being vulnerable to those distinctions—all of this was threatening and
Would have a profound impact on Matt's life.

The Ideology

_*
º

Matt is hostile towards the power and authority invested in and
emanating from white straight males. His ideology is pro-gay and pro-sex.
He conceptualizes a struggle between the dominant culture and the gay
Subculture using Victor Turner's (1969) work on how communities are
Constrained from moving too far away from the mainstream culture.
Anxiety is invariably produced both in the main culture and in the
Subculture that would be different.

I think that gay men had gone to the extreme of creating, of
going away from the rest of Society and had gotten very anxious
about it. They wanted both to be gay and to be part of society.
And it was impossible to be openly gay in an antigay society. So
there had to be—you couldn't have both full membership in the
gay community and full membership in straight society—and
there was going to have to be some sort of adjustment. And I
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think that is actually what happened. Personally, I think there
was [a time when] two value systems had matured to the point
that they were in total competition. And one had to give. And
AIDS was used to get rid of the gay reality, basically.

AIDS was used by the dominant culture to get rid of the gay reality.
Many of us would argue that the gay reality is not altogether gone. And
Matt didn't stop having sex—lots of the same kind of sex he had had before.
But for him and many others, the reality changed. I ought to have asked
who got rid of the gay reality; how did they do it; was there resistance? But
his first statement above and other statements in this interview answer the

question in part. For Matt the gay community participated in getting rid of
the gay reality by accepting the social construct of AIDS, by giving up power
to the medical establishment, and by getting frightened to death. For Matt,
gay hyper-sex was our major defense against a hostile culture. It was the
Only thing that could save us from a homophobic society and our own
internalized homophobia. It was life-enhancing, and thus offered some
protection from the successive wave of diseases 10 that we were enduring.

You had this way of living. You had perhaps been
immunocompromised through successive epidemics. You are a
gay man who has been told all his life that ■ he is] bad. And you
have developed this system to counter, this ideology to counter
it.

The ideology it counter it is fuck, fuck fuck fuck.

Well, and all the other gay pride stuff, gay liberation plus hyper
sex. So you are a gay man, already in a weakened state, because
you live in a homophobic society, and physically because of the
successive wave of diseases. But you have an ideology that

"Early in the interview, Matt gives a brief history of this pre-AIDS wave of diseases the gay
Community was enduring. Along with typical STD’s these included hepatitis, anal warts
and several varieties of intestinal parasites.
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counters it. And suddenly that ideology is stripped away from
you and, in fact, it is said that it is wrong in the first place.
Which totally activates the homophobia that is at the basis of
your personality.... You no longer have access to all the ways of
living that legitimized and gave you sustenance—bad as they
were, you no longer had any of that. You can't fuck; you can't do
anything. But you still have those desires, so you're torn. And
they suddenly mean bad things to you. And people are telling
you right and left that you are a bad person which goes, again,
back to those early bad fundamental parts of you, [the]
homophobic first layers of your being, of your personality and
stuff. Your friends start to die, which causes a lot of grief. You
have intense anxiety about your own future. You feel cut off
from any involvement with other people, any long-term
involvement. Life seems pretty bleak, just in general, because you
think you're going to die pretty soon. So that causes anxiety.
And on top of this, they start giving you poison, to counteract
the virus that's inside of you.

The objectifying sexual fascism, bad as it was, still offered us a haven
from a homophobic society. It also offered some measure of health, whether
physical, emotional or mental, in response to the successive wave of diseases
We encountered, even as it caused those diseases to flourish. It was our
Culture, and Matt, the anthropologist, reminds us that when cultures are
taken away from people, even bad, unhealthy cultures, people die. The only
defense against this “heterosexual onslaught" is our gay ideology, our gay
Sexuality, our gay culture. For Matt, of course, these three categories are
0né,

In this interview, Matt tended to reserve the first-person voice for
describing his personal sexual experiences. In fact, sexual experience is the
Only individual narrative that Matt seems to have. He understands himself
as a socially constructed being who can only become individuated through
Sex. Sex breaks down his socially constructed identity, violates both social
and biological rules and creates a new gay identity. Our gay ideology and
the prevailing sexual atmosphere of abuse and objectification facilitated
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this deconstructed self, this “abrogation" or “destruction” of self that would
lead to a new self.

This new self, constructed in a new gay subculture through sex and
the resultant discourse about it, is the new ethic or community ethos. Like
the Christian ethic, Matt's ethic requires that individual particularity and
preferences be transcended in favor the greater power that creates, shapes
and owns us. Without culture we are nothing. Without culture we die.
Without our own culture, we cease to exist as gay people. Matt's only self
story is a sexual story. Without the sexual culture, he does not exist as an
individual at all. Matt's self-understanding is consistent with Foucault's
work (1976/1979), tracing the emergent construction of individuals as
Subjective selves through historical changes in the Sexual discourse.

It's like we were employing homophobic tendencies to break
down our homophobic self. To create, to break down the man in
us... to create a new gay individual, on a personal level and on a
community level. ... Sex does have that masochistic streak, or
aspect, that is completely valid and unavoidable. But I think it
reached a threshold that caused a situation in which ill health

did occur. The good side was the creation of a gay community
and a personality in a gay individual. The bad side was the
unhygienic and biologically destructive situation that followed.

And you also mentioned a kind of mental destructiveness.

Well, sure. A part of it.

That we didn't seem to respect each other's person?

We weren't very nurturing. It's like the worth of the male, in an
all-male, in a homo-social Society. In an all-male Society the
Worst of male values, the worst of the male personality came out.
And we were very destructive and abusive and used and
exploited each other. [We were] not nurturing and not caring
and loving at all. And which had the effect, like we said, of
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destroying the male ego and the male personality and breaking
down the self, and allowing for a new one to build.

When u■ as there a shift for you, in any of that personally?

Well, who knows, if ever. I'm still pretty abusive and exploitive.

The language Matt uses to describe the gay community, the gay
identity, the new gay self, is full of complexity, ambiguity and respect. It is
not entirely logical, but underneath it all, Matt is vitally interested in
preserving and creating a gay community and identity—despite problems
with maleness and sexual fascism, and despite not knowing how. He is
invested in sustaining a discourse, not just of sexual freedom but of
morality and responsibility as well. He does not set himself up as an
example for others to follow. When he says he is still exploitive and abusive,
he is not just being modest. His ideology of gay male sexuality is non
objectifying, nurturing and caring. That his own behavior does not
conform to his ideology is not problematic for Matt, but rather evidence
that an ideology is needed.

This position is hard for people to take seriously. In many arenas—
fitness and health, ethics and morality—people feel free to reject a message
if the messenger's behavior is not consistent with it. Preachers can be
Sinners conceptually, but not practically. Big-Sinning preachers are
replaced. The masses look for prophets and leaders who have integrated
their ideologies into their lives. But the purpose of this study is not to
identify problems with Matt's ideology, but rather to understand how it
Shapes his lived experience, no matter how inconsistently.

Matt's ideology of gay sex, homophobia and objectification is as
central to him as sin and salvation are to a fundamentalist. After admitting
to their individual sinfulness, fundamentalists are saved from the
consequences of their individual sins and original sin (which is essentially
Collective) by grace—not works, will power or behavior modification.
Salvation is granted to all who confess their sins, convert to and believe in
the ideology. Continued sinful behavior is expected to decrease (and offers
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some evidence of one's sincerity), but not altogether. Continued sinfulness
simply reflects an inherent and inherited sinful nature. Matt's confession
recognizes his exploitive and abusive behavior (individual sin) as socially
constructed (and therefore a part of the collective original sin). The evil,
male-dominated, homophobic Society has instilled abusive and
homophobic tendencies in gay men. So he does not require salvation
(except from hostile social forces); society requires salvation. To save that
society, and himself from it, he develops an ideology that both confronts
Social evils and affirms his own sexuality. Continuing the analogy, it is the
evil social forces in the Garden of Eden—the processes of prohibition,
temptation and entrapment; the structured systems of power played out in
the Fall; and in our own society, processes of objectification, exploitation,
and male dominance—that require salvation, not Adam and Steve.

Boning—The Press and the Medical Establishment

While Matt might embody and reflect evil social forces in his
treatment of other gay men, he will not be easily tempted by the fruit of the
medical and political establishments. His indictment of the medical
establishment is damning, and his language describes it in terms of
murder, hate and power.

But for me the enemy has never been just the AIDS virus at all.
The enemy has always been the medicalization process that I
thought was more lethal than the virus itself: the whole loss of
gay culture and reinstitution of anti-gay, medicalized
pseudoheterosexual culture. That scientists, politicians and
physicians have articulated this AIDS concept makes me right
off the bat suspicious. I just know that institutionally, it's going
to have an anti-gay bias to it—both institutionally and
ideologically. Second, I don't believe in the medical model in
the sense that you focus on a biological, Solely, I mean not even
primarily, but solely on the biological model.

º º
- º
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He continues to note that promiscuous, gay male sexuality
constituted our identity at the time, and that our identity was destroyed
more by the medical-political establishment than it was by the virus. The
virus only destroys the biological. But the structured systems of medical
power and male authority destroy everything—our culture, our hope, our
lives and our bodies. Several respondents referred to the studies Matt cites
below as having a horrible influence on them and their ability to maintain
hope.

You have got to remember at that time that on the flimsiest
statistical stuff, the flimsiest studies, at '86, '85, when the
epidemic was at its height in the sense of its chargedness, you
know, because right now it's kind of receded it a way.

What's receded?

The presence of the epidemic. It's kind of gotten boring. And
people can kind of get used to anything. It no longer has its, I
(no longer] feel its sharpness. Which is good, thank God. But in
'86, around that time when it was really lethal, the conception,
the imaging powers, the lethalness of the ideas, they were just
Writing right and left how everybody was going to die, that there
was no hope, don't have sex at all. On the flimsiest of stuff. The
Studies were small, the Statistics were worst-case Scenarios, and
they gleefully would say in The New York Times and other
authoritative places, how everybody who was positive was going
to die. Now, they're reevaluating it. Now they're saying, gosh,
that isn't how it is going to happen, and that's buried on the
tenth page. Whereas when they were telling everybody they were
going to die, it was like front [page] news, was headline stuff. I
just felt the Times was irresponsible, not irresponsible, it was
conscious on their part, almost conscious—their desire to have
gay men die.

There are several possible explanations for this—the power that some
groups (particularly medicine) accrue during a perceived crisis; the fact
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that death and calamity are often front page news while survival is usually
not—but this is beyond the purview of this study. According to Matt, these
irresponsible utterances kill. Matt is convinced that people can be
convinced or compelled to die by powerful influences in society.
Anthropology calls this “boning.” Only a conscious, hostile break with the
culture that produces it can save one from the effects of boning. Only the
establishment of a viable alternative culture will ensure survival. But thatculture has been “taken away.”

Well, this self-loathing and the destruction of life, of lifestyles,
the destruction of the ability to lead your life in a normal,
Satisfactory and Sustaining way. It wasn't just that we got
infected with the virus. It was that our ability to lead our lives in
a satisfactory way was taken away from us. Anthropology is really
clear about this. There are a lot of studies, a lot of studies of what
is called boning. How people can be convinced to die, or
compelled to die, from what we can see is no basis, no biological
basis, so we don't understand why they die. But they are treated
as if they are going to die, they are denied, their relationships are
cut off, they enter into a death role, a dying role, and a whole
bunch of things, and lo and behold they die within a week ortWO or within a month.

And that's why you don't have your T-cells monitored?

Yes, that's why I stay away from it. That's why I don't get
involved in all that stuff. Definitely. And that's why Kyle and I
decided we were not going to get tested. We weren't going toget into that.

The media is not the only enemy. Health professionals everywhere
Continue to say that HIV is 100 percent fatal. Those who are entrusted With
our care are participating, albeit unwittingly at times, in the process of
boning. Matt's description of the power dynamics in the doctor's office
tellects his deep distrust of physicians and is a good example of how people
Tom minority cultures might experience an office visit.

º tº
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And in fact, the couple of times that I have done it, you know–
Think about what happens when you go into a doctor's office.
You are dealing with crucial issues with life and death. They're
almost religious. Enter a person who has been given all the
magical powers that our society bestows on anybody. He is
wearing—usually he, male authority—is wearing a white robe,
you know. Wash your hands and stuff like that. The power
dynamics are that you're coming in and asking for divination.
You are being told what your status is, what your condition is.
You're nervous because your very integrity as a person [is
threatened] and you're told that you're near death. And it's
given the full weight that our society can give it.

The inconsistencies between Matt's belief structure and his

encounters with the world are everywhere apparent, even as they are
adumbrated here. On the one hand, Matt expects physicians to function as
“plumbers” (implied below and made explicit later). On the other hand, he
tends to favor psychosocial approaches over biological ones, even if only to
even the score. In 1992 when Kyle and I were talking about whether he
should be on antivirals or prophylacting for pneumocystis, Matt got furious
because I was adjusting my recommendation based on an emerging
understanding of what was important to Kyle, how Kyle viewed his
situation. Matt's expectation was that health professionals would stick to
"science”—even though we have had countless discussions about the
dangers of scientism, and the error in applying population findings to
individuals without regard to the special characteristics of the individual.
This expectation surfaced in the 1989 interview.

I use student health at Berkeley and I use UCSF clinics that way.
I don't have a doctor. You know, I don't do all that. I kind of
figure it out. I talk to my friends who are knowledgeable about
medicine and then I can make my own decisions and go to
where I think it's necessary... and Berkeley is a proponent of
that. They try to educate you and make you totally responsible
for your own health care. And they refuse to play the role of theShaman.
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The physician must not be a shaman, but the medical establishment
is blamed for having developed a singular biological understanding of
health and disease. Matt has a position on figuring it all out for himself, but
is plagued with anxiety over minor symptoms and is frequently asking me
for diagnoses which I have never been able to provide. This is another
instance where his ideology and his practice are different. Matt is not the
“super-patient” he refers to below. He has not made himself knowledgeable
about drugs and lab values and is not very familiar with the
epidemiological research on HIV. Clinical AIDS nurses recognize these
super-patients easily. Matt may be one some day, but is not one now. Matt
believes in super-patients. It does not occur to him—or does not advance
his argument—that HIV-positive people with less economic power and less
education may not be any more interested in becoming super
knowledgeable about HIV, and the diagnosis, monitoring and treatment of
its associated conditions, than he is. Yet one purpose of his ideology is todefend the powerless.

After his description of the doctor's office visit, I confronted his
language, which was full of the word “you," as if he were painting a general
picture of the world, instead of describing his personal experience. His
initial response was that he should have used the word “one." It was
extremely difficult to move him away from his anthropological
understanding of the culture and into his personal story. He seemed much
more comfortable articulating his position than talking about himself. I
Objected to his description of the doctor's office visit by saying that would
not be true for me, in the hope that he would further describe what wastrue for him. His response was:

Well, you're a nurse. And more than that, a nurse has a definite
institutional and ideological stance against doctors. Therefore
you are a little more defended. I'm an anthropologist. I've
thought about this too. I'm pretty defended. But imagine those
people who aren't, who subscribe to the dominant ideology ofdoctors.

But I'm wondering—
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They are extremely defenseless—

I love that part that you just said, because I think it adequately
and importantly captures the way a lot of people feel. But I'm
wondering whether you, as Matt, could have substituted the
word “I” for everything you said. Or are you detached from that
narrative that you told about being vulnerable in the doctor's
office, being there in front of the male authority, being scared
about all this? Is that why you, as Matt, don't go?

Yes, because....

Because you are vulnerable, because you feel like you would lose
your power (bad, bad, bad. I should have waited for him).

Yes, yes, yes. Yes, I don't do it, because I do feel vulnerable. I saw
how vulnerable I was when I did get tested. I mean I was really
Scared for a while actually when I did get tested. I went 'Oh my
God, I'm going to die.’ And it wasn't because I was afraid of the
AIDS virus. It was because I had crossed the line and entered that
whole reality. And that I wasn't going to be strong enough toCOunter it.

And were you?

It looks like it.

Here my rational, clinical orientation took over. If he survived the
HIV test, why not T-cells? Couldn't we move away from some of these
metaphors of power and construct another understanding about health
Care and its associated technology. I was wondering, couldn't we create
Some sort of super-feminist nurse to make western medicine possible for
Matt? Matt and I normally argue about these things anyway. My goal in the
*Change that started above and continues below was to see if there was a
Way to neutralize the power gradient between patient and physician, for
Matt Later in our conversation I would try to see if the medical technology
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we had developed as a society could be reclaimed for the people as it were,
or whether it would forever be the exclusive property of the modern noble
class—Matt's “male dominated structured systems of power."

Can you foresee a scenario, where I, as super-nurse, could
somehow be able to demystify and somehouy be able to suck the
power out of the medical establishment, equalize the
relationship such that you could have the knowledge that they
supposedly have, and that you're interpreting in sort of a power
position over you? Is there anyu'ay that a super-nurse could
neutralize all of that?

No, in fact, I think that's the opposite way to go.

Tell me about that.

What I personally feel is that until the status and the role of
doctors and the medical profession are reduced to that of a
plumber, and medical information and education in the general
public is increased—so that everybody knows enough about
common-sense medical and health issues, so that they can
decide—like Kyle and I–so that we can sort of figure out on our
own what we basically need. Then go to a mere-plumber-type of
person, a doctor, to like prescribe the stuff or to set the bone or
to do the T-cells or something. Until the roles become that
equal, I think getting involved with the medical world is
dangerous.

Of course, I perfectly agree with that and see that as the function
of the nurse.

Yeah. But then you said, super-nurse.

I meant super-nurse only in the sense of being strong enough to
neutralize the medical establishment's power relationship over
patients.
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Basically what we need is a super-patient.

Right. Which is hard. A super-nurse is some one who believes in
advocacy and super-patients.

Which, you know, now that we're talking about it, which might
be what's happening to the gay community. I mean God, do we
know a lot about health.

And lab tests and values.

You know, Kyle and I have decided that we don't need doctors
to a large extent. We just don't. We can figure it out. We even go
to DSM III—no that's the psychological one, we go to the....

PDR2

PDR thing and look it up ourselves.

Note from the participant/observer

I once considered having someone interview me so that I could
differentiate my own story from the other participants. But my own
position is pretty well captured during this exchange with Matt. In the
next 20 pages of the interview transcript I try to articulate the purpose for
this research to Matt, and at the same time to explain my own position on
medical technology in opposition to his, I distrust his position, but am
really trying to understand it. I took a very argumentative, oppositional
Stance with him in order to get him to be more articulate about his own
p0Sition.

I sense that T-cells, percents, beta microglobulins, hemoglobins,
are all neutral technological information. ... I realize they all
have meanings to certain people, and metaphors.
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Yeah, the meanings. They fall into a structured field of power
relations. They don't ... that information does not come in a
vacuum. You get that information within the context of
doctors, within the context of doctor-patient relationships, in
the context of the whole medical, authoritative ideology.

So what I u■ ant you to help me do, as a neo-Foucaultian nurse
u■ ho owns and understands that information as u■ ell as any
MD–(Both laughing) How ■ might] that structured field of pou■ er
be changed, if nurses were the ones upho were getting ... that
information for people?

From what I can tell from T-cell Stuff, is that it’s a manifestation
of that sort of male, technological fetishism with numbers, of
technology, of that type of stuff. I think the same information
can be experientially determined by how you feel, by how fit you
are, by how well you can exercise. And I think that we mistrust
that because it's not numbers and it’s not technical and stuff

like that. It's experiential, it's feeling, it's not—whatever side of
the brain that comes from. I think you can get the same
information by looking at the texture of the skin, the color of
the eyes, the state of your bowels, you know, all this type of stuff.
That you don't need to get hooked into that techno-, numerical,
male dominance of the environment type of thing. You can do it
in a whole other realm, which is what I prefer to do. Maybe you
can double-check it every once in awhile by doing the minimum
lab tests possible, which I've done actually. Every once in awhile I
get my CBC or whatever it's called done. And they have been
fine, up 'til now. And again, even if your T-cells are low, I don't
know what you are going to do. I don't think taking poison is a
very good idea. I think the stress overwhelmingly should be on
having a balanced life.

What is a balanced life?
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Eating well, being happy, getting touched, having sex, feeling
good about yourself, feeling good about others, you know, basic
stuff. In our society, that's very hard to do. So instead of putting
so much energy into the techno-medical aspect of everything,
put energy into making this a functional, livable society, which
means, taking all one's life energy. [If] all those people who put
so much life energy and so much expertise and intelligence and
care into the medical aspect of things; if all those people would
put that into social activism, into creating a new society, into
criticizing our society and trying to come up with solutions at
the same time; if all those people who dealt with things in a
medical way did all that in a social-activist way instead, I think
that they would see far more results in creating and increasing
the general health of everybody. And again, not just of gays but
of everybody. Making this a workable society and reducing
alienation, reducing anger, reducing violence, you know, drug
addiction—all those things which go into ill health are the
causes we live in [a] society that basically doesn't function and
needs to be revamped.

See, I agree with all that. What I disagree with is that you can get
all the information looking at the color of your eyes and the
texture of your skin. And I disagree that the quantification is
purely a manifestation of male, rational thinking. . . . To me your
position on the T-cell seems like the same position Someone
would take against looking at anything under a microscope, or
through a telescope. It's simply, I mean, I'm going to argue with
you that it is absolutely neutral, it is simply another lens.

I don't see how you can argue that because, again, it's in the
Context of a structured field of power relations. ... One could
envision a time and a place where it is just another lens, just
another information, and just another technique. But it's not,
right now, within the system we live in, within the society we
live in.
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Not here, not now. It can't be done. The information is not neutral
now and cannot be made neutral now. It still seems to me as though he is
unnecessarily ceding useful scientific technology to the evil male
dominated medical industry. I decide to push one more time and get him
to agree that some technology might be available to us.

The thinking that emerges ... kind of gives the body and the
physical and the biological over to the medical establishment. I
guess that I want to reassert that it never belonged to them in the
first place.

That's a good point. That's a very good point.

And, that the number of T-cells that we can see—obviously
Society created the microscope, the technology that got us there—
but I believe that it was still on our backs that we got there.... it
was still a product of human culture that was not inherently
bad, and I don't think that they own it.

I agree with you.

º
ºº ºThe fundamentalist Christians ceded a lot of the universe to

Satan. They cede astrology, all the movements of the planets and
everything that goes along with the planets. That's in Satan's
realm. Sex outside of marriage is in Satan's realm. There is this
huge—they call it the occult—anything that is hidden is in the
realm of Satan. And as a 20-year-old I started thinking about
monotheism, and Jung's Answer to Job, where there wasn't a
Satan, and I thought, Jesus, u■ e've ceded huge amounts of our
world to the Devil. I want to reclaim it and say it doesn't belong
to the Devil. A Christian can be interested in astrology, just as
well as anything else.

I agree. I think that that is a very interesting and valid point.
And I do think I'm in danger of ceding the (biological] body, or
giving the body over and forgetting about it. Because actually,
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I'm not in principle opposed to use of pharmaceuticals. But, it's
hard to find any that I find to be safe—in the sense of outside
power relations, and not poison, and part of an attitude of
bringing things into balance rather than intervention.

Well, the virus isn't safe.

Well, again, I'm sorry. Viral stuff seems to me to be a very murky
area. I don't know why I don't have that with bacteria, but
retroviruses, viruses, seem to be—I don't know very much about
them but they just seem to me to be open to a lot of
interpretations.

Viruses are open to a lot of interpretations, and the pharmaceuticals
that are being used against them are contaminated by their connection to
Structured systems of male power and authority. Power and authority that
have always hated us now offer “help” with killing a “murky virus" in the
form of poison. Matt is not the only one who distrusts their motives and
Wisdom. While the murky virus has killed a lot of people, many are
Surviving the virus longer and longer without drugs that are admittedly
toxic.

For Matt, the bio-technological aspect of medicine has been
Overemphasized to the point where he will need to “actively fight against
it" in order to achieve a balance. But I am not convinced. I wanted to know
if Matt would be willing to take a drug that demonstrated its effectiveness
against HIV more clearly—a silver bullet—or whether he would stick to his
position.

But then once you do find the silver bullet, then [it's] suddenly
demystified. It no longer has any of its social weight. It's no
longer a terrain.

That's the problem with the silver bullet. It increases our
reliance on the biological-technological understanding.

_*
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Yeah, and then I probably would take the silver bullet and go on
to the next thing. But it's not at that point yet. You know, it's
really like a paradox. But once that happens, then this battle is
over, it's a moot point and you go on.

And it reestablishes our belief in it—in a physical, biological,
technological—

It's like we got away this time.

Again.

Again.

And our old understandings of things in our oun way, and our
old way of approaching things is reconfirmed.

Again. But it doesn't mean that they were right.

Exactly.

A long time ago a friend of mine and I went out to land that his
family owned in Humboldt or something, and he had these two
houses on it. And there was this big huge wonderful house and
there was this small little one. And this guy, this is when we
were both seniors at Berkeley, and he wanted to go to the small
one.... He thought of himself as a progressive and stuff like
that, and he said, ‘I simply just can't, with all the hunger in the
World, I just can't use that big house, it just strikes me as really
bad.' And I looked at him and said, ‘I'm sure that all the poor
people in India appreciate your concern, but we are going to go
to the big house.” (both laughing) And I think it's on that level
... I mean, I wouldn't not take the silver bullet in order—I
wouldn't die. That would be a silly reason to die, a silly way to
die. But it's not at that point yet. It's not there. And so, it's
ridiculous to act as if it is there. Or it's just not productive. It's
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still on the level of, do you deal with the social, and even if you
do take the silver bullet, the danger with the silver bullet is that
you forget about the social issues. And the social issues remain
the same and a new epidemic will arise. ... But, in fact, where
we find ourselves in western civilization, and globally, is that we
have relied on these silver bullets and it's gotten to the point
where we are running out of silver. We can't get by on them
anymore. We can't ignore the social issues or that aspect of the
whole situation.

Some of the Social issues that are important to Matt have been
mentioned earlier—the objectifying way gay men had sex with each other,
the progression of the normal “masochistic" element in sex to a dangerous,
Self-destructive biological situation. A silver bullet would mask our
tendencies toward objectification and self-destruction and delay progress
toward their resolution. These are personal as well as social issues for Matt.

Over and over he has said that the real threat is not HIV, but the
medical reality created around it, the destruction of gay culture and, in
particular, the disruption of his sex life. Denial and anger are both
apparent. But the obvious insight demonstrated above is accompanied by a
kind of magical-religious thinking that runs throughout the interview. He
presents an alternative way HIV might have been understood below.

If, at the beginning, AIDS was never invented, and it was simply
a matter of a virus, and everyone kept their heads, and it didn't
grow into this phenomenon that it grew into, then I would be
more amenable to the aspect of just taking AZT or something to
deal with it, and forget it. That would have been, you know, you
wear a condom, you treat everybody nicely, you take AZT if its
warranted, and it's not that big of a deal. But it since has become
a big, big deal; a huge deal. It is one of the main battlegrounds in
Our Society right now. It has the weight of the reformation. It has
the weight of religious war.

**
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So would you say that ACT-UP's diatribe against the Burroughs
Wellcome company is totally misguided?

Totally.

A good example of the Foucaultian resistance—

Completely.

. . . to the established systems of power.

And how it's shocking and so upsetting as a matter of fact. Yeah,
completely.

Yeah, and it kind of buys into the medical model, that you're
keeping from us the one thing that can save us.

True, it reinforces techno-authority. It reinforces that we're all
dying. It reinforces the whole medicalization of gays. It totally
shifts the issue away from what I find to be the more interesting
or fundamental thing: male authority destroying the world.

Matt, however, is still pretty “exploitive and abusive”and is not using
Condoms all the time. Even with the world-wide AIDS epidemic, Matt had
a great deal of difficulty making the men he had sex with wear condoms.
The battleground is a land of ideas, morals, ideology. Matt's preferred
ideological and metaphor-less answer to the AIDS crisis, “that would have
been ... you wear a condom, treat people nicely, take AZT if warranted,” is
all in the unreal condition of the subjunctive. In fact, Matt does none of
this with anything approaching the fervor of a religious war. He is
Somehow relieved of duties on the battleground of bodily experiences—the
Condom issue. He abhors vulnerability in friends and lovers and idealizes
behaviors expressed in the movie Dangerous Liaisons. The body may be
"believed in" but, like most people, Matt takes it for granted unless it is
showing problems.
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I think the only real answer to AIDS is condoms. Condoms could
have been introduced into the gay lifestyle a lot more calmly
than it was in the early 80's.

Do you think that condoms could have been introduced without
AIDS?

Yes. I do.

Houy?

Just a general awareness that we live in a biological world. That
sex has its risk. That if you love yourself and other people you
minimize those risks. It's as simple as that. It didn't need this
heavy-duty AIDS stuff. It didn't need an epidemic of world-wide
proportions and stuff. It didn't need this medicalization of the
entire gay community and gay lifestyle. All it needed was some
care and some self-love. And that's all it needed.

When did condoms enter into your au/areness?

Relatively soon at this point. After I came back to San Francisco.

They were using condoms in NY in 1982?

No. Actually, Eric was the first guy who used them on me.

The guy from ABC?

No, the guy who—

The super-star.

Yes. Because I wouldn't let him fuck me. By this time—

So did you demand condoms from there on out?
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No. (pause) Half the time.

About half the time?

Okay. So then the next thing was that I came back from San
Francisco and—

Note from the participant/observer

Matt and I have talked before about doing what we know we
shouldn't do, yet are driven to do. Generally, our conversations have been
around speed-sex. Neither of us ever wanted to give up drugs entirely nor
the sex that went so nicely with them. Twelve-step programs to combat
addictive patterns were out of the question. We talked about our desire to
Walk the thin line between use and abuse and made a pact to confront each
Other if one of us was falling over the edge. Twelve-step programs, we
agreed, would be necessary if we fell over the edge. Both falling over the
edge and attending meetings seemed awful enough to help us stay
balanced.

But Matt evidently did not want to talk about his personal struggle
With condom use here. In 1993, however, after many conversations on the
topic, Matt told me how he went to a sex club with condoms in his pocket
and he just put them on the men he wanted.

Condoms and love. We don't seem to have enough of either. There
are ambiguities in the human condition that are not explainable rationally,
yet are very much real. Matt's experience with feeling violated sexually and
Still having sex every night is an example. His recognition of exploitive and
abusive relationships in himself and others does not translate into
Conscious anxiety about not being able to change. But his alternative to the
present social understanding of AIDS is simply fuzzy-headed. In his own
life not even AIDS has created sufficient impetus to use condoms
consistently.
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Matt's ideology and ethic is about social groups, not individuals. Like
many ideologies, Matt's takes precedence over saving individual lives. Matt
can't argue this so he asserts that his ideology would save lives. But this is
specious since many, including Matt, cannot conform to the ideal. Matt's
ideal does not malign bodies, but at times risks ignoring both the biological
realities with which bodies must contend as well as their inherently
individual aspects.

Matt sees individuals as being constructed out of social forces, and
thus relatively unable to establish their own meanings apart from socially
determined meanings. On the other hand, Matt's social constructionism is
full of infinite possibility. The social system itself is really quite radically
free. It is as if society is “free" to construct any meanings it wants, including
biological meanings. Matt's ideology is an extreme form of subjectivism
and radical freedom. But according to Benner (1993) “the individual,
Socially constructed in this radically free way, is radically unfree." Despite
Matt's obvious intelligence, sex, anger and denial may be the only possible
means of coping available to him.

Gabe

I'm not quite sure how to introduce this man. He was my best friend
for 14 years. For the last seven, he lived downstairs from me in a building we
bought together. We had promised each other not to let careers or lovers
ever Separate us. We wore wedding bands to signify this commitment. Our
relationship was not sexual.

Gabe was the first person I interviewed for this study. If I failed to
understand those closest to me, if I could not develop insight into the lives
of my friends, I would never fully understand myself, or anyone else. If I was
to do research on HIV, I needed to start at home. The interview took place
in Gabe's living room in the fall of 1989. While asymptomatic when the
interview took place, Gabe died in August of 1991.
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Gabe was a writer, and by far the smartest person I ever knew.
Physically he was striking. Standing six feet, four inches tall and weighing
215 pounds, Gabe had a commanding presence, even at the gym he
attended religiously for over 20 years. He had a massive back, huge pecs and
a 30-inch waist. He loved the ballet first, but had passions for music,
painting, all types of dance and as many types of men. He wrote several
books, mostly on dance, and a few TV shows. One of his TV shows on
Michael Sumin's The Tempest was narrated by Gene Kelly. Mikhail
Baryshnikov narrated his documentary on Bronislava Nijinska. His show on
Beach Blanket Babylon was nominated for an Emmy. He was as sexually
prolific as Wilt Chamberlain. He was a big man in the big leagues. His voice
reveals his spirit.

Four Bodies: Dying and Dead

One experience Matt did not have repeated itself several times in
Gabe's life. Gabe's narrative is partially shaped by his experiences with dying
friends. He does not talk much about his personal sense of loss or grief,
although his grief was sometimes intense. Instead his narrative reflects the
fascination bodies have always held for him. Bodies are the central theme
running through Gabe's stories about the deaths of his friends.

Leon

Actually, the first person I ever saw dead was a person with AIDS.
For whatever number of reasons I've come of age in an era in
America where we shunted aside dead people, so there was never
anyone sick growing up. When I was growing up in my house
there were no elderly grandparents around who were sick and
then subsequently died. And for whatever other reasons due to
chance, I had never literally attended a funeral and certainly
never touched a person who had died.... I had a very good
friend Leon, who was a nurse, who was actually the first close
person who I was seeing on a fairly regular basis, who both came
down with AIDS and then subsequently died. And it must be
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almost six years ago, five and a half years ago. And, we were
taking care of Leon with several other friends. And, one day I was
actually supposed to go to the hospital, and my shift, so to
speak, was that day, and instead I got a phone call early from
Ernest who was both Leon's lover and the person who was the
shift directly preceding mine, and so I wasn't surprised when
Ernest called me. I thought he was just calling me to say come
early or something. Instead, I think I was actually surprised and
shocked, he said, ‘Leon is dead, could you come over and help?
And so, I was at work and left work and was very agitated and
met Ernest in the hallway and then realized, I mean, the many
other issues aside and the many other emotions aside, that I was
going to have to go into the room and see Leon dead.

And, you had never seen anyone dead before?

And, I had never seen anyone dead before. And, the many other
issues, needless to say, my own grief, my own concern for Leon,
my own concern for Ernest, and any number of other issues, was
also colored by the fact that all of a sudden I was going to do
something I had never done, and I didn't know exactly how I
was going to respond or react. And, I actually went in, and in my
fashion, it's my fashion to always, so to speak, particularly in the
presence of other people, to rise to the occasion.

º**.º

The contrast with Matt's experience is evident already. Matt had also
never seen a dead person, but the experience was thrust upon him when
his lover's roommate died and the family had an open-casket funeral. Matt
found the open casket as disgusting as the family's culturally required
hysteria over a man they had always shunned, both for being gay and for
having AIDS. In January of 1993, Matt announced, with significant pride,
that a very sick friend of his, Pam, had turned all of her friends into care
givers—all that is except Matt. Now that Pam was feeling better, she
Wanted her friend, and Matt was able to resume his former role, his pre
AIDS role with her.
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It is very difficult for Matt to embrace personally the suffering of
another. Pain, suffering and death have no place in his ideology for they
require a personal engagement. Many fundamentalists and new-age
psycho-spiritualists can skirt personal engagement with suffering with
trite references to God's will, karma or self-created learning experiences.
While not reflected in his interview, Matt often skirts personal engagement
with references to the number of species becoming extinct each day or
some other global horror story.

Leon's lover, Ernest, was a special education teacher and a very old
friend and former roommate of mine. Leon and many of his friends were
nurses. There wasn't an hour during Leon's hospitalization that he wasn't
attended by one of his friends. (Many nurses are loath to leave their loved
Ones in the care of professional strangers.) Gabe, a writer, readily joined in
and was trusted by Leon and his group of care-giver friends.

In his involvements with other people, Gabe's “fashion" is to “rise to
the occasion.” He feels compelled to give personal performances, engaged
performances. The above quotation shows a willingness to repress issues of
personal protection in order to go forward with the performance. Gabe
does not explain to himself that he “had to do it for Ernest." He is fully
aware that he performs when others are around because it is his “fashion.”
In other words, he does it for himself as well as for others.

So I took over from Ernest for awhile. We had a third friend,
Richardll, assure us that he would join us, who was also a nurse.
So that made things a lot easier. But until Richard got there, I
thought it was my responsibility to help Ernest. And so, I did
things like start to, I didn't know what I was doing, but I

"This "Richard" is the researcher. I didn't understand why he refered to me in the third
person until after the interview. Gabe had interviewed several people for television
documentaries and in that medium, interviewers try to get the people they interview to
restate questions and fashion answers so that they can stand alone. So Gabe was trying to do
me a favor.

~ºsº
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thought we were supposed to clean Leon up a little bit because
his Mom was in transit across country at that time on an
airplane. And Ernest wanted Leon's ring, and for some reason
couldn't take the ring off, and I said I would, things like that.
But, I was, my real response, I had a very strange one, that part of
me was totally freaked out, but that part I kept to myself. And,
the other part was, I don't want to say intellectual, but I was SO
curious or bewildered by what was going on, in that I have had a
lot of sex in my life, and I have been next to a lot of bodies, men's
bodies in my life, and in touching Leon and in changing him,
there was no heartbeat. And, it was one of the most radically
disturbing and intriguing acts that I remember in my life. It was
like, it was all of a sudden, the very basic components of the
human body were rent open or something. It was the most basic
thing that you know about the human body, it flushes and it's
warm and it beats. All of a sudden that basic premise was no
longer there. And I remember feeling him and touching him as
he was getting colder, but the most strange thing was that there
was no heartbeat. And, I at first didn't know what to make of
that. But, on the surface, I was working. I mean I was doing
things for Ernest, and I was helping Richard, and I was trying to
take care of things. But, I remember afterwards in my typical
fashion at the end of a very long day when other issues were
finally taken care of, and it was a very, very long day, his Mom
finally arrived, and there were many, many details. But finally,
when I was alone, I remember not freaking out in any clinical
sense, but the reverberations of the event finally took over, and I
realized what was happening and what I had seen, what I had
done. And, I couldn't fully comprehend it.

Gabe was by far the brightest and most Sophisticated man I ever knew
(and among Queens, these qualities are not in short supply). He certainly
knew intellectually that hearts do not beat in dead bodies. But he had not
known this experientially, and his personal engagement with Leon's dead
body profoundly moved him. Gabe's vision of transcendence and freedom
Will become apparent later, but his encounter with Leon's dead body may
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well have been the first major disruption of that vision. Nonetheless, rather
than protecting the vision by looking away or letting the “freaked out" part
take over, Gabe became completely engaged with the disruption.

What is not related in this interview is that for the first time in his

life, Gabe went to see a psychiatrist for a short while after Leon died. Gabe
was not so close to Leon that he needed to work out his grief with a
counselor. He needed help with the “reverberations” that he could not fully
"comprehend.” His engagement with Leon affected him personally.

Kim

Leon died in 1984. I actually met Leon through Kim, who was an ex
lover of my ex-lover, Steve. Kim died in 1985, just a year before Steve died.
Gabe recounts his encounter with Kim's death below.

Another friend of Steve's was Kim. ... That was one of the great,
great weird moments in my life. Again, he was a mutual friend
of Richard's and myself and Steve's. I hadn't seen him for awhile.
It was more like, what I count as in-laws, you know, the people
that you would see at Thanksgiving, Christmas, parties,
birthdays, and things. And so, although I knew Kim and at one
time in fact Kim, I think, was actually interested in maybe
dating me or something like that, and although we never did,
we liked each other a lot, and I certainly had been to a lot of
parties. I hadn't seen him much when he was sick. And then,
when he was dying, actually the week he was dying, Richard
asked me to go over to see whether I could help with things. I
Went over and I remember walking into the room, and I hadn't
Seen Kim for awhile. And sometimes the mind works faster than

anything else. I remember looking at the room and saying, “I’m
in the wrong house.' I mean that was my first [thought]. I'm in
the wrong room. Or I thought I was in the hospital and I had
Somehow entered the wrong room because Kim looked so
changed. That had nothing to do—I couldn't see the Kim that I
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knew there at all on the bed in that one second. And then I had

to stop and catch my breath and then look closely and realized
that it in fact was Kim. It was, do you know, like when we go to
movies, and there are horror movies or sci-fi movies or fantasy
films, and we think, 'oh, this is just ridiculous; this doesn't
happen.' But in some sense crazy things do happen in life as far
as physical changes, and it was [much like such] a
transformation to see Kim there. It was like a disappearing act;
black magic. It had nothing to do with the person I knew, and
where that other person went in that instant—I’m talking about
that very first instant. I mean obviously after that your rational
processes take over and you realize, ‘oh, he's just lost a lot of
weight, he's aged a lot, etc., etc.' But, in that first instant, it was
like those movies where Jekyll becomes Hyde or, you know, the
beast becomes the man or the frog becomes the prince or some
mythic, radical, dramatic, almost unfathomable transformation.
And I thought, ‘I’m in the wrong house, how do I get out?”

Did you see Kim after he died?

Yes.

Did you—

Yes, but that was only the next day actually. There was only a day
or two. I think I was there the Friday, and he died on Saturday,
and by that time, I mean it sounds so awful, it's all so interesting
and perhaps disturbing how close, how quickly you assimilate
all this. The second day it didn't, you know what I mean, by the
time I went back the next day, and he was dead, his appearance
didn't, it didn't disturb me. I since have had a similar experience
of walking into a hospital room, literally a hospital room. ... I
had heard [through friends] that a friend was sick and if you
Wanted to go see him, you should see him now, and he's in room
222, and you’d walk into room 222 and think, ‘Oh, I must have
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walked into room 223, because I don't know this person.' And,
that's happened quite a bit.

There is so much strain in the above account. The time required for
mourning has been denied here. We went to Kim's memorial service and
within a couple of months, my ex-lover Steve was requiring 24-hour care
after surviving a 25-minute seizure. On the first anniversary of Steve's death,
Duckus was being treated for his first bout with pneumocystis. There were
Other friends in between. Of course Gabe does not “assimilate all this.”

quickly. Nobody does.

Steve

Steve was my lover from 1977 to 1983. He got sick in 1985, shortly after
I met Duckus (Martin). During Steve's illness, Duckus, Gabe and I took care
of him, along with several other of his friends.

The funny thing is, it's strange that in life—I actually hadn't
thought of this before. There was a very clear progression. I saw
Leon after he was dead, but I didn't really take care of Leon that
much when he was in the hospital. I took care of Leon in other
ways. I would buy him food. I remember helping him go
Shopping. And, in between Leon and Duckus there was Steve.
And Steve I took care of a lot physically, when he was ill. He had
a seizure and I remember holding him during the seizure, and
he was having lots of troubles, and I would actually get in bed
with him and hold him or try to calm down his breathing or any
number of things. I’m not a nurse, so I don't do the physical
applications, but a lot of the other kinds of things, from
changing sheets, just holding someone, or hand-feeding them,
or bathing them by hand; you know, trying to get them to a
bathtub when someone doesn't have their full capacities and
stuff like that. I saw Steve shortly before he died and shortly after
he died. I just wasn’t physically present at the moment of death,
but I was there the whole day before and the whole day after.
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What can you tell us about Steve's death relative to Leon and
Duckus?

I can't. Steve's was such a different case than either the two of

them. Steve put up such a, what seemed from my point of view,
a struggle. Steven had a seizure in September and didn't die
until February 1st, which is almost five months, six months,
something like that.... And during most of those four or five
months, he was, as far as I was concerned, he was kind of gone. I
mean Richard had different feelings about it, but he was, I mean
I was still very interested in taking care of him, and we didn't
know—it was still early, relatively early on in the disease and we
didn't know quite what was going on. And, Steven was taken
care of at home, so he required a lot of care.

Did it seem the issue that had come up uith Leon, what was it, it
just didn't come up for you?

No, not at that time. The other thing is ... although a lot of
people thought that Steven and I were somewhat alike, actually
when Steven had the seizure afterwards, I–I mean I somewhat
disassociated myself from that part of him, in that I couldn't
imagine, I could be totally wrong, how do you know about these
things, I couldn't imagine myself ever fighting like that, I mean
holding on. I would have just thought I would have died,
because, I mean, I thought he would have died too, because I'm
Sure the Steven that we knew didn't want to have anything to
do with the Steven that he turned into. But he must have

because he stayed around for a long time. But, he didn't have
most of his capacities and, although he certainly enjoyed certain
things, his great pleasures in life were no longer available to him
as far as I could tell from my limited point of view. And so, it was
more like, what, why is he, it was kind of a strange thing, why is
he holding on so long, and something like that.
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Even in the brightest, most self-aware minds, the narratives we create
about ourselves do not often conform with what will actually come to be.
Here Gabe's vision of himself could not be reconciled with the experiences
Steve was undergoing. Gabe knew, loved and identified with Steve. Leon
died in the hospital on a respirator and his lifeless body intrigued Gabe.
Kim's devastated body surprised Gabe, but he somehow processed changes
quickly and had no special reaction to Kim's dead body. But Gabe was
simply puzzled by Steve's illness and death. Here, for the first time, Gabe is
engaged with a very sick person at home for an extended period of time.
The body is no longer Gabe's focus. The person Steve was and the person he
had become were incommensurate for Gabe. Gabe's vision of how a bright,
articulate gay man might die—how Gabe might die—and the reality of
Steve's illness and death were also incommensurate.

Duckus

Gabe's comments on the death of my next lover follow. As a nurse, I
have seen many people die, including three men I loved dearly—my ex
lover Steve, my lover Martin and in 1991, my best friend, Gabe. Martin, who
Gabe nick-named Duckus, died in the most dramatic and conscious
manner I have ever seen. It has been almost six years since Duckus died and
almost two years since Gabe died. Gabe's description brings it all back so
Vividly that I cannot re-read it without being there again, without fighting
tearS.

w

Gabe lived in the flat right beneath Duckus and myself but the three
of us essentially shared the two flats. When Duckus Sat straight up after
almost 18 hours in bed, we called Gabe immediately and he was up in
SeCOnds,

I'm very much a home, a domestic person. So where seeing Leon
die in the hospital was disturbing, it didn't, it was somewhat
easier to, it wasn't easy, but when I came home, my home was
still home. ... I got friendly with Leon after he had been
diagnosed, whereas with Duckus I had a long history of being
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friendly and knowing Duckus from the gym and knowing him
as my best friend's lover. When he was diagnosed he actually
lived with me, and then lived with us. And so, I had been used to
eating dinner with him every night, etc. So, there was that much
more emotional resonance. And it was faster, his death, and it
was known. We knew that he was going to die. And, so the week
before he was going to die, that whole week was very, very
tumultuous, and the actual day that he died, I was already
under pressure to the point where I could barely get out of bed
that morning, which is not like me at all. And, I finally did. It
was a very, very beautiful day, and I won't give all the details.
Actually, what had happened was that Duckus chose a moment
when all his close friends were present to die. And so I was
physically present at that moment, as were Richard and his
Mom and several other friends. And, I got up there, and he was
already dying, when I got into the room, when they called me to
come to his bedroom, and he was already dying. And, I had so
many mixed emotions. Obviously I started to cry right away, but
everyone else was telling him to let go. And, at first I had a little
trouble with that because we have so many instincts to hold on.
But, he seemed he wasn't, he didn't seem to be in any great deal
of pain. I just remember his eyes opening up, and his eyes
opening up more, and his eyes opening up more and more and
more and more as he was dying. And, there are moments in life,
whether it's watching a movie or watching someone act or
dance or sing that, for whatever reason, as human beings we
jump into the other person. You somehow identify with them
to such an extent that you become them, to a certain extent.
And, at that moment, I became Duckus. You know, I always
thought the phrase ‘that a part of me died with him,' meant
Something different. I always thought that, you know, the part
of you that had fun, or a part of you that lived your life with that
person died. But at that moment that phrase meant something
totally different. ‘A part of me died' was almost literally ■ true)
because I was there, present. And because I could leap into him,
jump into him, or identify with him, it seemed like I was dying
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as well, but not scarily so, because he didn't seem frightened.
And, there were many, many details that I am not sure are
relevant here about what we did with the body afterwards and
what we did to, so to speak, celebrate his life. We ordered
balloons and champagne, and we ate dinner at his house, and
we all did an incredible number of rituals that day with the
body, including dressing him and bathing him and getting him
ready eventually ten hours later to be taken out. But, maybe the
most relevant thing for me was that for many, many hours
afterward—it was about ten hours we kept him here in the
house before the funeral home picked him up. I cannot to this
day believe that we had him for ten hours, because I don't know
what we did for the ten hours. I mean it just seems like, how
could I have stayed in the house for ten hours and what did I do?
But, more importantly, I was high as a kite. I don't mean that
literally. I wasn't on drugs or anything. But although there was
enormous sense of loss, the most I think—there were many,
many emotions happening at once—the most powerful one was
I was high. It was such an intense experience that I was swept up
in the energy of it, and his energy so pervaded the house, and
the metaphysical reality of one minute his being there and one
minute his not being there, but his body still remaining was so
dizzying and electrifying at the same time, that I felt intoxicated
Somehow. I felt, it was much later, a day or so later, that some of
the pain came in. I was not in an enormous amount of pain. I
was partially there. I was as much with him in whatever world
he was in as I was in this world. So this world had very little
reality for me at that moment. And so, I was swept away by
where he could possibly be and tried to transport myself with
him, knowing that I had full ability to come back. ... And, when
he died, I mean there was one slight moment where he took a
breath back and looked like he was going to somewhat, you
know, struggle, just not really struggle, but a little bit of fight
back to keep alive, but for the most part his eyes opened and his
face was, you know, I mean this sounds cliched, his face was
beatific, and his eyes opened, and it looked like he was god, and

º

àgà
164



he looked like the doors of heaven. I mean you could basically
hear the music come on, and everything that you hold sacred
about heaven and that kind of transcendence and

transformation and that going on to a different plane seemed
utterly palpable on his face. So, to see that look, I mean how you
could feel initially very sad when you were seeing death and
transfiguration right in front of your face. I mean how many
times in life do you get to see that transfiguration, that powerful
transformation, that transmogrification right there in front of
your eyes on someone's face you were very used to reading, you
know, because I had known his face well. And, he still physically
was very beautiful when he died.

This shows that Gabe was not afraid to look at things, even difficult
and painful things, and when he looked, he usually saw clearly. Duckus is
Gabe's model for dying.

Note from the participant/observer

Gabe was an unusually articulate member of our community. Often
it must seem as if he delivered prepared texts, but that is not the case. Gabe
thought in larger units than most people—paragraphs rather than phrases,
it seemed. I included these four encounters with death for several reasons.

First, he told these four stories in the interview. One other participant
(Kirk) told a long story about the death of a friend. But Kirk's family was in
the funeral business and he had encountered death several times before
AlBS. Unlike Kirk, Gabe's whole orientation to death is shaped by AIDS. And
unlike Matt, Gabe's whole orientation to HIV is shaped by death. While I am
Certain I have not adequately incorporated these narrative accounts into an
understanding or interpretation of my best friend, they nonetheless
illuminate some of our private darkness. Gabe's stories are so vivid and
Compelling that death comes back to life and our history is preserved.
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Pervasive Influence of HIV on Gabe's Life

AIDS has affected Gabe's life in such a pervasive fashion that he
responded to my opening question—intended to be both laughable and
non-directive—with the following:

What would you say are the most profound effects that AIDS has
had on your life? How has AIDS changed your life?

That's actually, I find that a difficult question in the sense that
it's so large that it's somewhat unwieldy. It's like asking, my
initial response is like saying, what effect did your parents have
on your life, or what effect being raised in California had on your
life, or what effect being Catholic or Jewish had on your life. It's a
very large question, because it's a very large part of my life for the
past almost decade.

Gabe shares Matt's opinion that being raised in California and
experiencing AIDS in San Francisco in the 1980's are equally world-defining.
But for Gabe, the metaphors linking sex and death were not manufactured
by structured systems of power. Rather, these metaphors are created out of
Very private personal experiences. In Matt's interview, personal experience
was difficult to elicit, except for sexual stories—as if sex were his only access
to a personal self. Matt's first personal story about AIDS is about a date from
Chicago whose picture he had seen in Time. But Matt does not talk much
about him.

While Gabe's narrative is full of personal anecdotes and meanings, it
is as community oriented as Matt's. While both men look outside
themselves and fashion their stories in cultural terms, the cultural models
Or templates Gabe uses to tell his story are active and engaging. Gabe comes
to his personal understandings through movies, myths and rituals. Gabe
Structures and individuates himself through things that are shared and
enacted. The first non-sexual story Matt tells about himself is about
isolation rather than sharing. He withholds the fact that he had been tested
for HIV from his best friend, Kyle. Thus while Matt buys into social
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constructionism his lived experience is far more isolated and his personal
understandings far more abstract, philosophical and ideological.

Like many participants, AIDS entered Gabe's life gradually, starting at
the periphery of his social relationships and moving to close friends and
family.

After about the initial year or so of knowing that there was a
disease rampant, the first year or two, I just thought that it was a
particular fringe segment of the community. But then I realized
that most likely I was included in that segment of the
community that was infected with whatever disease it was.... I
don't think, to be honest, that with few exceptions that there
was all of a sudden a day when something ... was demarcated.
It's almost been a full decade now that we've been living with
AIDS. And I think that it's been a far more gradual shift from one
color into another. It's very hard sometimes to exactly to
demarcate the exact moment or the exact instance. I think

though that Mike's illness and death was one of those shifts. I
think that something did shift at that time because he was up
here. I mean he went out and partied more, and he probably
went out and fucked more, but he was up here, and he was
somebody I knew. So it had a certain kind of specificity and
immediacy, even though he was not a close friend by any stretch
of the imagination. He was certainly somebody I knew
personally, and somebody who travelled in my circle of friends.

While Gabe describes his personal connection with AIDS as
Something that developed gradually, in shifts, it is important to note that
there are a “few exceptions,” times when the experiences of a day left
"demarcations" on his life. Like most of the other participants, Gabe's
interview is full of personal accounts including reactions to the deaths of
four friends and thoughts about his own mortality. Unlike Matt, whose
narrative account of AIDS outside the bedroom centers on the community
rather than his own life, Gabe is at the center of his own narrative. For
example, Matt's narrative quickly dispenses with the issue of his own
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mortality, and moves outward to what is for him more compelling and
more interesting: Sexual relations and community concerns. Gabe's
narrative moves in the opposite direction, from outside events to personal
meanings.

Matt: I wasn't so afraid that I was going to die. For some reason I
won't allow that idea. It seems like a kind of unproductive idea
and I know that it's dangerous to believe that in practical terms
and I just sort of dumped that—I seem healthy and all that sort
of Stuff. c
Gabe: In my thirties, which is a time when you're not exactly cº
about to necessarily dig your grave and find your tombstone, C/2
you're nevertheless, as you approach forty, you are coming to --TT
terms with certain issues of getting older and mortality. Maybe

not quite as, not intensely so, but since this whole decade of my ■
thirties has also coincided with AIDS, it's made that somewhat CC,
normal process of coming to terms with your mortality that ***

much more intense. Inescapably intense. ... I think one of the :0
most important things to remember, at least for those of us who >
are HIV positive, is that it's a day-to-day thing. It's not a year-to- :0
year thing; it's not a month-to-month thing. It's a day-to-day ■ º
reminder. And I don't think that's an exaggeration. A day does
not go by in my life, I mean maybe a few hours go by, but not a
day. A day does not go by in my life where I have not had to
come to terms with some issue related to AIDS, either through a
friend or myself—[from] some very large, abstract philosophical
issue to something very specific; from] I have to go to the
hospital to see somebody, to what is this thing on my face, to
why do I feel tired, to how does this relate to my whole life
Structure, whatever. It's a very day-to-day thing. And, over the
days, then, I mean you can imagine, 365 days times maybe ten
years. That's going to be a lot of changes.

Gabe did not have ten years. He had two. Even though mostly
asymptomatic, Gabe mentions that HIV has been an “every-day thing" on
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several occasions during the interview. Matt frequently yearns to run away
from San Francisco because it is infected with HIV, physically, emotionally
and socially. He uses getting away from HIV as a “reason" for traveling to
Europe or even to the suburbs. After Gabe was already experiencing
symptoms, he spent several days at Sea Ranch doing interviews for a
television documentary. When he returned he remarked that it was strange
and interesting to have been in a place where HIV was not all around. Gabe
noticed the difference, but did not seek it. His world, though radically
altered by HIV, was still clearly his world. Gabe's concept of his own body
and his feelings about sex and men are also altered, but he struggles with
the processes and new metaphors, not against them.

I think it's very hard for people outside the situation to realize
what it's like to live on a day-to-day basis with the plague in
your community—in a community that you have loved and
embraced and that has supported you. And to see that and to
not know when it's going to end, whether you're included, even
if not, how it affects your other friends, your lovers, your
colleagues, your co-workers, your house mates. To see it, to See a
world that's been devastated like that, and changed as medical
knowledge increases—on a day-to-day basis, how that works
with your professional life, your romantic life, your sexual life,
your emotional life, your spiritual life. All of a sudden it's like a
new thread being woven into the fabric. And new colors and
new patterns all of a sudden emerge.

For Gabe, the fabric is radically changed with “new colors and new
patterns." For Matt the old fabric is torn to bits. Matt's world is destroyed
by changing metaphors and the intrusion of medicine into our lives. For
Matt, the gay community is the ground for creating new identities, new
Social possibilities, new power dynamics, and this ground must be
defended. Gabe has “loved,” “embraced" and been “supported" by his
Community. He doesn't talk about liking or hating the "new colors and new
patterns," just about how pervasive they are in his world.

169



Radical Changes

This study is about gay men with asymptomatic HIV infection. Even
though some people with relatively asymptomatic HIV infection
experience some symptoms, and many experience significant side effects
when they begin antivirals, I wanted to explore meanings and concerns
that developed out of abstract personal and social knowledge. Specifically, I
was interested in meanings generated from living with abstract knowledge
about antibody status and T-cell counts. I was really afraid that Gabe was
moving out of my “sample” and into the realm of the sick, so I did not
pursue his thoughts, feelings and experiences with symptoms.Nonetheless, some are offered.

The other thing I would say—and I know I said that earlier in a
different sense but I think that it needed to be reiterated—that
it's a constant thing. Some people have the luxury of looking at
AIDS on the cover of Time magazine every few years, or hearing
about it, and although it certainly has infiltrated the general
population as far as everyone knows what the word means and
everyone is still afraid of it, I think that some people still have
the luxury of, you know (laughs), forgetting about it for months,
for years or certainly weeks. And those of us who are HIV positive
and those of us who live in cities like San Francisco where SO
many people are HIV positive, don't have that luxury, for better
or for worse. That it is something that, as I said, I think about
every day. And also the changes that have happened to me
recently are radical. I've been a very healthy person and, I'm not a
physical person in the sense of a million sports, but I go to the
gym every day of my life, I mean five days a week for the past 20
years. And all of a sudden I cannot run up the steps. I mean I can
lift 450 pounds at the gym, more than anyone else because it's
not an aerobic exercise. But because I'm now somewhat anemic,
I cannot run up to the top of the stairs. My legs just give out. It
sounds like such a little thing compared to my friends who have
undergone personality changes because they've lost their
memory or they are in a seizure or in a coma. It doesn't sound
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very severe, but it is a radical identity change. I'm no longer a
person (laughs), it sounds silly, who can run up the stairs. And
I'm actually a little nervous sometimes. The other night [was]
the first time I fucked a lot [since] I've been on the AZT. And I
was a little nervous whether I would get winded fucking. I
didn't. It was really nice. But I was really nervous. I thought,
what happens if I get winded fucking this guy. Because I always
think of myself as virile, and with an excess of energy, and of
Sexual energy—and all of a sudden there is a part of me that is a
little feeble, and that's been a real shock.

When recounting what it was like to learn he was sero-positive, Matt
tells a story of failed communication, of confused responsibilities, of
interrupted sex. His perceived socially constructed self-understanding is
both suddenly and radically altered. The script is revised, the cues change,
and it is unclear what lines belong to whom. This is classic role confusion.
Gabe's understandings about his sexual self undergo major shifts as well.
While Gabe is also worried about possible sexual dysfunction, his story is
not about the difficulties inherent in disclosing his antibody status. Gabe
has no difficulty integrating new abstract concepts (like antibody status)
into his social relationships. Gabe's difficulty is with the possibility of
physical limitations; new understandings of his own body, and the bodiesOf his friends.

I think the other thing is that the body for me was always—both
because of my own history of going to the gym for so long a time
and having a body that particularly in the late 70's was very
attractive and very much in demand in that sense. I See myself as
a present to the world in a way. And to be able to go out into the
world and to present that present to the world, to share it—as
opposed to the AIDS world where the body was this vessel for
disease—and penetrating someone else with that disease,
namely my dick. It was a radical change to think of my cock as
no longer an instrument of pleasure but an instrument of death.
It was potentially an instrument of death. I mean after a few
years we certainly knew about condoms. But, even so, the funny
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thing, even with condoms, I mean I'm very glad I know about
condoms, and I certainly use them all the time, and it makes me
safe, and I've learned different tricks in order not to try to infect
other people—both use the condoms and pulling out even with
a condom prior to an orgasm. Nevertheless the metaphor is far
more powerful than the condom. That the metaphor, that the
idea in my head that I could be infecting someone with the
virus, even when I'm taking precautions, that the virus is in me,
has colored my own sense of my body and my dick, at least in
Some ways. At other times, to be honest, it's very hard to believe
that that virus is in you, because it's invisible, you know.

Gabe's comment about it being “hard to believe that the virus is in
you, because it's invisible” is especially pertinent to people who are
asymptomatic. Unlike most life-threatening diseases, HIV can remain
relatively dormant for so long that sustaining a sense of crisis or urgency
becomes impossible. Not only is the virus invisible, its early effects are often
imperceptible. With other life-threatening conditions, the issue of whether
to endure a treatment like chemotherapy and loose some quality of life, or
to maintain normality for as long as possible, is decided in part by
projecting how long the asymptomatic period might last. Because
asymptomatic HIV infection can last for so long, one might begin and
discontinue several treatments or lifestyle changes during the
asymptomatic stage, depending on how HIV is constructed and interpreted
in any given life. Like treatment decisions, the meanings of HIV infection
and the related metaphors and self-understandings can change, not just
gradually over time, but, as Gabe emphasized several times, from day to day.

The metaphors and self-understandings Gabe is describing are not
related to homophobic impulses in society. While many people infected
With HIV experience profound feelings of contamination, shame and guilt,
these are not Gabe's self-understandings. Reconceptualizing his cock as a
"potential instrument of death" is not the same as feeling shame, guilt and
contamination. Neither the tone nor the content of Gabe's interview is
consistent with a sense of contamination or unworthiness. Even though his
understandings about his body undergo a radical change—from a “present
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to be shared with the world” to “a vessel for disease,” he does not
appropriate the frequently associated feelings and meanings of
contamination.

When considering whether or not he should go on AZT, Gabe was
emphatic that the body, his body, deserved care and respect. He had to
decide whether he thought AZT was a poison, or something that might
keep the virus at bay until something better came along, because the
central issue was the value of his body. This is not consistent with a
contaminated self-understanding.

One [position—taking AZT on the advice of a physician alone] is
looking at the body as something that deserves to be poisoned,
and the other [position] is to say that the body is, for whatever
reason right now, even though the body might be undergoing a
siege, or undergoing a difficult time, that there are still other
resources for the body, and that the body deserves those other
reSOur CeS.

The experiences Gabe had with HIV and the consequent
reinterpretations of his body would have been the same even if everyone
followed Matt's ideological prescription for the community—wear
Condoms and treat people nicely—which Gabe did religiously. Gabe really
Cared about not infecting and re-infecting people in the real biological
World. His concern was appropriately, from my point of view, grounded in
biological reality. Gabe balanced prudent concerns with an appreciation for
maintaining hot and meaningful sexual relations in the community. So he
WOre Condoms all the time.

Matt is ambivalent about infecting others and confided to me that he
no longer cares whether he infects someone who is negative. But more
importantly, he is ambivalent about reinfecting himself as well. Perhaps
this is just another instance of ideology masking practice, ideology as
partial self-deception—just as the strict ideological “righteousness" so
Common to fundamentalists in several religions functions to mask the
In0St unrighteous attitudes and behaviors.
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If Gabe's body was a present to the gay world, his mind was a present
to the dance and art worlds. Gabe could easily have assumed Matt's “super
patient” role in that he had the education, self-esteem and resources to do
so. But like others in this study, Gabe is not interested in becoming a Super
patient, and many others are simply not able to do so. The metaphors Gabe
must grapple with are of his own making, such as his new understanding
of his cock as an instrument of death rather than pleasure. He is thus a
good example of the limitations of Matt's community ideology.

Sontag's (1988) position that we ought to retreat from metaphors to
the “real world" of medical science is not tenable. People create or
appropriate metaphors and meanings to make sense out of their lives, and
this is as fundamental to the human experience as breathing. What is more
interesting is who constructs what metaphors, who takes them up, and
who benefits from the new understandings.

Many of the social issues that Matt raised are addressed in Gabe's
commentary on the gay community. Gay sexuality “came out" as an
identity creating and self-affirming force in the 1970's. When AIDS
appeared, the basic assumptions, self-understandings and community
understandings “flip-flopped.” The “flip-flop” in assumptions about
Ourselves and our sexual lives was momentous for both Gabe and Matt. But
While there is significant correspondence in content, the two
Commentaries differ radically in tone and perspective.

Gay men, particularly in the late 70's and early 80's, operated, like
any community, upon a certain set of assumptions, many of
which were not articulated, but nevertheless are so large that
they need to be articulated. And, one of those assumptions was
that sex was healthy, you know, literally and otherwise; and
metaphorically, that sex did not need to be monitored, that the
Sexual impulse was a good one to indulge in, that any kind of
attempt to monitor or regulate it was a residue of Victorian
repression or Puritanical impulses in American life. Here we
Were, one of the first generations and one of the first
Communities within that generation to fully embrace the sexual
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impulse—that sex was healthy, and the human body was
healthy, and all of a sudden AIDS came along. And, it was like, it
was like in a bad play or a bad novel, it totally took that
metaphor and turned it upside down, and sex was, if not
literally, it was all of a sudden associated with disease, literally.
And so that the human body, as opposed to being this incredible
vessel for pleasure and for exploration and adventure, all of a
sudden became a vehicle for disease and death. And, that in such
a short time to flip-flop, that to reverse it, was really very, very
difficult for me, and I think, for a lot of other people that I
talked to. I think any plague, any disease would be difficult for
any community. But I think if you took [any] community that
had so clearly, powerfully, and persuasively identified the
human body with pleasure and with sex—I mean ■ ours) was the
one community ... that had been basing its whole identity as a
community upon that sexual impulse—and then all of a sudden
said: ‘hey folks, it's no longer....' It's very hard sometimes to
remember our parents' generation or previous generations, but
we were the first generation to fully live in a post-penicillin
world, I think.... If you read Shakespeare, love and sex are
always alive with metaphors of disease, of decay, and death.
That's not only Shakespeare's sensibility, it's also the fact that
people were dying from syphilis and gonorrhea and that they
had to be very careful about such diseases. And we've lived in a
generation in which I never even knew [about the connection
between sex and death] because we had penicillin. Then, when I
came of age sexually, there were no questions about disease.
There was no possibility of diseases. The floodgates just opened
up in our generation, not only as being part of the 60's in the
Sexual revolution, but also living in a post-penicillin generation.
And then on top of that, a gay generation that did not even have
to worry about birth control. There was no history of monitoring
your sexual impulse for any health or Societal ... or prevention
reasons. So, I was so accustomed to indulging whenever I
Wanted to, and to philosophically associating that indulgence
with a certain kind of liberation. When AIDS came along and
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reversed those associations, all of a sudden new associations, new
metaphors, new imagery came along. It really has totally
changed—or radically changed, not totally changed—my Sense
of the body, my sense of the sexual impulse, and what sex is
about.

A major difference between the two commentaries is the presence or
absence of a passive voice implying ubiquitous and conspiring forces. This
voice is common in Matt's narrative and is consistent with his intellectual

understandings about social and cultural phenomena. Gabe's perspective
on AIDS in the gay community is derived more from history than from
Critical theory. For Gabe, AIDS was not a result of dominant cultural forces
working against the self-understandings gay men were creating through
sexual adventure. Rather, AIDS returned us to the biological reality that had
been temporarily suspended with the confluence of antibiotics and the
Sexual revolution.

The only time Gabe uses a passive voice to tell his story is when he
talks about the future. He raises the issue of the future in response to my
question about lifestyle changes,

You talked a little about sexual changes that you made in your
life since AIDS has been a reality. Did you do anything or feel
motivated or compelled to make any lifestyle changes? Lifestyle,
vitamins, or things like that?

Lifestyle or vitamins?

Yeah,

As far as vitamins and that kind of stuff, no. It's not the level I
Operate on. Other people do. I've always been pretty good about
Sleep and things like that. And although I certainly took my fair
Share of drugs in the 70's, by the 80's I was already doing far less
drugs and now I do just about nothing. And those kinds of
issues—that's never been the level on which my most important
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decisions take place—although I honor that level. In my world,
it's more like lifestyle changes. ... The future was no longer in
infinite supply by 1985 or '86. And the assumption that most
people in their twenties and early thirties, and probably in their
forties and even fifties have is that delayed gratification [is only]
a delay. We live so much of our lives in delayed gratification
because of the assumption that it will eventually be gratified.
Namely, in a future. And that was just taken away by 1985, '86.
And not that I was clear that we were all going to die, but you
couldn't count on a future. ... You have no idea the number of

decisions we make in our lives that are based on what we might
want to do ten years from now or 15 years from now. Everything
from buying a second home to if I do this in my career now it
will lead to step A which will lead to step B to C to D–all those
kinds of things, all that kind of linear thinking—all those steps.
Once you took the first step away, the whole set of dominoes fell,
for me and for a lot of my friends. So a lot of decisions were no
longer based on that. It was what to do today, what to do next
month, maybe what to do next year. But the lines that so
naturally and so quickly extend out from our own narratives
about ourselves, that extend out into the future—all those lines,
all of a sudden were chopped, all of a sudden had an abrupt
chasm. The lines didn't extend very far out into the future. They
could go only from here to maybe tomorrow, from here maybe
to next month.

How did you deal with that?

I started making decisions (laughter) about tomorrow as
Opposed to making decisions about what could happen ten
years from now.

Did that feel to you like you were making a healthy lifestyle
change?
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It was a little bit of both. To be honest, I think far too much of
our culture is about delayed gratification, about future tripping,
about what could happen 15 to 20 years from now. And we don't
live frequently enough in the present. We are interested in
becoming, not being. And so in some sense I was filled with
being, and that was quite nice. I really did live more completely
in the present. The down side is that the future is also quite a
nice place. And a certain amount of our lives is based on
decisions way down the road, and it's fun to think about
decisions way down the road sometimes. I don't think about it
much anymore (sad tone).

I remember that sometimes you used to say that you thought it
was important for us to start planning a future so that there
would be one.

It is harder sometimes. It's harder to do.

Here Gabe is giving me a very sad message. It is getting harder for him
to be hopeful. He thinks he might get sick soon. The balancing act between
the present and the future is both sad and difficult. Gabe embraces the
present, but at the cost of the future. He adopts what he can from the new
age “be in the now” attitude, but the excitement some new-age converts
feel about being in the present does not mask the sadness Gabe feels about
the future he has lost.

Gabe seems resigned, stuck and hopeless. Vitamins and lifestyle
Changes other than living more in the present are not the “level” he
Operates on. Neither are acupuncture and herbs. Even living more in the
present is not appraised as being fully healthy. While Gabe ultimately
decides to take AZT, it is with minimal enthusiasm. The lines in Gabe's
narrative are really “cut off,” and there do not seem to be any new territories
for him to explore. Just as the socially constructed Matt puts more distance
between himself and medical intervention than may be necessary, Gabe's
Strong Sense of who he is as an individual seems to rule out many eastern
and other holistic approaches. His sense of being trapped is reflected in a
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rare descent into the passive voice in this narrative, a rare instance in which
he is being acted upon rather than enacting his reality.

Vision and Virtue

Gabe's sexual practices are every bit as kinky and explorative as
Matt's. But his world is not defined by power, oppression and social
struggle, but rather by magical possibility. The following letter to a
boyfriend (whose sexual relationship with Gabe was anything but vanilla)
shows how light and dark impulses can co-exist in beauty and harmony.

1. October, 1980
Dear Dennis,

Walking down Castro Street the other day, you looked utterly
beautiful: luminous. Someone once told me a fable (I was very
young and can no longer remember the exact details of the
Story) about a boy whose beauty and goodness were so intense
that no harm could come to him. This wondrous boy-creature
could pass through the most tortuous of ordeals unscathed,
through the darkest of sins untainted. His beauty—inviolable—
was his only weapon; nothing could surpass its powers.
Seeing you Monday afternoon reminded me of that boy, because
everything about you—your eyes, your Smile, your skin, even that
Strange off-balanced way you have of holding your body—
Suggested unassailable innocence. Sometimes I think you could
do anything, fuck in alleyways or whatever, and keep your purity
intact: you always seem to have at least one eye on heaven.
So perhaps I shouldn't be surprised that you make my spirits
Soar in great leaps of faith.

This is a different vision of the powerful beauty that served as the
major currency in the gay men's community. For Matt, a beautiful young
man was either an oppressive subject or an oppressed object, depending on
his relationship to structured systems of power. As an offensive weapon,
beauty could kill. Or, like lights in the night, beauty could simply
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illuminate a target for a predator's bombing mission. Matt's ideal warrior
uses his superior feminist perspective and sexual powers to trap and
ensnare the objectifying male egos that threaten the world. But Matt
decries powerful male energy even as he is seduced by it, so Matt exhorts
the male madonna-whore to resistance, reformation and revolution.

Matt just re-read Dangerous Liaisons, intrigued by the covert,
manipulative, destructive and evil power of the Marque. He takes pleasure
in his mastery of these powers, this ritualistic dance of the snakes. But Matt
thinks his participation in that dance is to save the masses, not because he
is himself a snake. Thus Matt's identity is consistent with Foucault's idea of
resistance movements ultimately serving the very structured systems of
power against which they fight.

Gabe, on the other hand, sees beauty as a defensive weapon,
Something mystically powerful in and of itself, both “inviolable" and
"unassailable." The boy “fucking in an alley, or whatever" is seduced but not
consumed by his attraction to the darkness. With “one eye on heaven,”
Gabe's boy undergoes his own magical transformation, merging, or at least
experiencing, both his subject and object selves, his light and dark selves,
his innocent and depraved selves. Gabe's vision embraces the male
madonna-whore as angel, as prince, as hero. Gabe's wish is that the male
madonna-whore will recognize himself for who he is. Gabe's vision
celebrates the new gay identity as a heroic and powerful synthesis of
universal forces.

The Meaning of Sex: Reconstructed Selves

Antibiotics and the sexual revolution afforded many gay men the
Opportunity to re-invent themselves sexually. Both Matt and Gabe talked
Spontaneously about the dissolution and re-creation of the self that was
possible in the promiscuous hypersexual atmosphere of the 70's and 80's.
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It really has totally changed—or radically changed, not totally
changed—my sense of the body, my sense of the sexual impulse,
and what Sex is about.

What is that about?

Well, for one thing ... it was about a sense of adventure. It was, I
think, that our culture is so clearly in favor of stability and a
conservative impulse, for good reason, that there are very few
outlets in the late Twentieth Century for a middle-class person
such as myself to enjoy the unknown, the exotic, etc. Sex (did
that] for my generation, in gay places. You would just plunge
into the unknown, the exotic, into new senses of self. The self
was something to be reinvented at the baths, to be created. You
went with a self that could be changed, manipulated, altered,
modified, created, constructed right there on the spot. And, all
of a sudden, because when AIDS came along, it was no longer
quite, I don't mean to be crude, it wasn't fun, it wasn't as
adventuresome. And so that impulse, that arena of play, that
arena of the dissolution of the self was lost to me for many, many
years. And I mourn losing that sense of adventure as well—as I
mourn the deaths of my friends.

Gabe mourns losing the ability to dissolve and recreate the self. Sex
was the vehicle through which this occurred. For Matt, the sexual
dissolution of the self is described in terms of breaking down our old
homophobic male selves so a new gay self could emerge. For Matt the
process of breaking down and re-forming our identities isn't about mystical
rebirth, or even about the body. It is about evolution and revolution. Many
practices contribute to this sexual dissolution and reconstruction of the
Self. Central among these practices is the penetration of the male. The man
becomes the object of another's desire, the beloved rather than the lover. In
S&M sex between gay men, both traditional predator and victim roles are
experienced and transformed. Matt sees this as breaking down socially
imposed male identities. But many gay men could never assume these
identities in the first place.
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For Gabe, sex is more than psychosocial dramatic therapy. For Gabe,
the dissolution of the self through sex is a wonderful celebration of the
body. The body is not an instrument to overcome homophobic impulses,
but an “incredible vessel for pleasure and for exploration and adventure.”
Gabe does not bemoan his notion that sex is one of the only paths where a
middle-class man might discover adventure, might embark on the hero's
journey, No, Gabe celebrates the body's ability to do so.

It is perhaps important to note that Gabe rarely experienced
homophobia. He accounts for this in part by being raised in a liberal,
educated middle-class family (father Jewish, mother Protestant, neither
religious) and coming of age during a time when straight young liberals
saw being gay as a politically correct expression of anti-establishment and
anti-war sentiments. He never experienced rejection by friends or family
members when he came out in his early twenties.

In Gabe's world, the possibilities for adventure are the same for both
gay and straight men. Because gays seldom married and had children, they
could more often take advantage of opportunities for “adventure.” Likewise,
adventure is not portrayed as a social ideal, but as an escape from the
"necessarily conservative impulses" in society—impulses toward the hearth
and family; impulses toward stable social identities and structures. While
these conservative impulses work against the drive toward individuation,
Gabe does not vilify them. Adventure for Gabe is not to disrupt or challenge
entrenched traditions or systems of power. But neither is it about
isolationism or simple hedonism. Rather, adventure is what happens on
the “hero's journey”—a metaphor I heard many times during our lives
together. The hero's adventure includes leaving the hearth, undergoing
hardship, confronting adversity, and discovering new worlds, new desires,
and a new, more powerful self. The kingdom is enriched by the hero's
Teturn, not revolutionized.

Because gay men were not as able to take on the available socially
constructed male identities in the 70's, the re-creation of the self through
Sex was of paramount importance. For Matt, the dissolution and re
Creation of the self is in response to oppressive male Systems of power. For
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Gabe, the dissolution of the self is in response to boredom with life in the
clan. Gabe seldom had a negative word about his family. He always
described them as supportive and loving. But he was aghast that, except for
him, they all (two sisters, a brother, their parents, spouses and kids) still live
within miles of each other, and they all still spend their summer vacations
together. For Gabe, individuation is more important than membership.

Gabe's penchant for one-to-one relationships with his friends is part
of the new pattern he established for himself, a pattern very different from
his family's. Individuation and adventure are not as easy in a group. Several
of Gabe's very closest friends never met until just before his death, and most
of them found this quite strange. But Gabe's idea of a good time was never
to bring all of his special friends together for a party or a meal. He talks
about his one-to-one approach to life in reference to a question about
Support groups.

Support groups. I’ve attended a few little things here and there.
Although I honor those kinds of endeavors, it's something that's
not congruent with the rest of my life. My profession is that I
work alone. I'm a writer. I work at home. My one big sport is
going to the gym which is the one sport you don't need a
partner for. I’m not a loner at all, but I’ve tended to work things
out on a one-to one basis, small groups and thing like that. So it
would be very strange for me to go to see a support group. I
don't rule [support groups] out in any sense, but it wouldn't be
congruent with the way I've addressed other problems in my
life. The other thing, that living in a city like San Francisco,
although there are support groups here and several people
certainly receive benefits from them, I also think that in some
sense that the very word support group might be a misnomer. I
feel that the whole community is a support group.

“Congruence with the rest of my life" emerges several times in the
interview in response to why he does not seriously consider alternative
therapies. Because of the very close relationship I had with Gabe, I am often
unable to maintain a critical perspective about his articulated positions

183



±√±***■ w-ww-*a\i\i\!*



and health practices. In many ways, I wish that Gabe had pursued some
alternative therapies. I also wish I had been a more powerful and positive
influence, enough to have saved his life. I recognize this wish as naive.
When this work is finished, I look forward to reading Guibert's (1990/1991)
To the friend u■ ho did not save my life.

I cannot argue for or against the possibility that Gabe's world and
sense of self may have been unnecessarily constricted. I cannot say whether
Habermas would find Gabe as unable to take up his own narrative or self
formative process in a new way—especially because Habermas never talks
about the end of our stories. My relative inability to get a toehold on these
issues reflects one limitation of the insider's perspective.

Nonetheless, Gabe's story facilitates understanding Matt's by way of
comparison. While different in tone, Gabe's opinions about the medical
industry's complicity in promulgating a discourse of hopelessness around
HIV are the same as Matt's.

And the other thing you didn't really ask are political questions.
Like how do I feel about the governmental response or how do I
treat this as a political creature or as a Social Creature as opposed
to a personal one. And while I don't subscribe to some of ACT
UP's philosophies, I'm not quite as angry because I never looked
to the government for quick action. I still am slightly langry) at
the medical community because they did a great disservice to
us. I don't know what they did but each year they would come
along and say now we think the incubation period is five years
then six, seven, eight years. And maybe they are just trying to
cover their own asses and being safe and coming up with the
most dire figures, the darkest predictions. But they never
realized how those predictions would function in the
Community. Not that they should censor those predictions. But
I thought the predictions were stupid, and I thought that years
ago.
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The predictions about hou■ long it would take before an HIV
positive person would develop AIDS?

And also the percentage of HIV-positive people who would go
on to develop AIDS. We hear a lot now—this is October of '89–
that no longer is it going to be 100 percent, but that wasn't what
we heard for years and years. But it was my belief years ago,
though medicine is not my field, but I've never heard of a virus
moving through a population in a single, consistent, monolithic
fashion. Namely, that it kills everybody. I always thought there
would be a spectrum, a continuum. It may not be a simple bell
shaped curve, but I always thought that it would move through
a population in different ways. It seemed evident that that was
the case. Some of my friends were being infected and dying in
two years. Others were being infected and getting sick eight
years later. Some were being infected and not getting sick at all
nine years later. So obviously there were other co-factors that the
virus was co-existing in bodies in different ways. That does not
mean I am unduly optimistic about everyone. But I thought that
the medical community should have recognized [it] first and
foremost. Perhaps, as a summary, I always think, both as a writer
and a person who loves narratives and myths and legends, that it
is incredibly important—whether I survive or not is not the
relevant thing—what is very important as an individual and a
Community, is to always generate Some narrative, some scenario,
in which there is somebody who survives, where there is some
outcome that makes sense. Because without it, if you really did
believe five years ago that it was 100 percent and everyone was
going to die, how could you possibly ever look for alternatives—
whether it be AZT or acupuncture or herbs? Unless there is some
Scenario in your mind, some narrative, some dramatic line in
which your community will survive and someone will overcome
the virus, then there is no possibility of overcoming the virus.
You have already said the virus is stronger than your
community. So I think it's very important, whether I am the one
who is the character in that scenario who survives isn't the most
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relevant thing, [but] the fact that the scenario is there. And I
actually feel very proud of our community [because] over the
years we looked for different scenarios. Whether it was dd■ or
drugs—some of which didn't work out—that is not the relevant
thing. They were looking for scenarios. They were looking for
narratives in which someone would triumph, in which someone
would win, in which someone, if for no other reason would be
there to chronicle and play witness to that majority of us who
were dying. And I thought that was really important. And I felt
that the medical community never acknowledged it. And now
finally, years later, we are hearing doctors say (laughter), ‘by the
way, more people might survive than we thought. The 90's
might not be what we predicted.' I thought that in some sense
that it was unconscionable. That's a hard word. It was not just a
single body of doctors. I’m actually much prouder of what the
gay community did than what the medical community did.

The absence of a hope discourse on HIV is unconscionable, and both
Gabe and Matt hold the media and medical industry responsible. While
Gabe states it does not matter if he survives as an individual, he may well
have diagnosed a contributing factor to his own demise. There is no
alternative scenario for Gabe. When he tries to list some, all he can come up
With are AZT, acupuncture and herbs. He tries AZT, but nothing translates
into a hopeful alternative for Gabe.

Note from the participant/observer

As Gabe's best friend and as a nurse, I was both concerned about his
changing blood work and his reluctance to take AZT. Once during a
Conversation on another topic I abruptly asked him what the first thing was
that came to his mind when he heard “AZT." His first response was “death."
At one point in the interview he said, “Some people say 'silence equals
death.' For me it has always been AZT equals death." As a nurse and as his
friend, I offered reasons why he might have had this association. As a
Community we weren't measuring T-cells much before 1986/1987. Therefore
the only people who got AZT were those who were already manifesting
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symptoms. On top of that, we gave more than twice the dose we are giving
today and it made very sick people that much sicker. And so I tried to
loosen the metaphor for him.

I was also concerned that he might be in some sort of “denial.” He
had waited much longer than others to get tested. He waited until 1989 to
get his T-cells checked. I never quite trusted and never quite understood
Gabe's hesitation to begin monitoring—except that, like Matt, he seemed
resistant to “medicalizing" his life. Today I have second thoughts about
having encouraged AZT. It did not help him at all. He died before being on
the medication two years, and was mostly asymptomatic when he started
it. I sometimes wonder if he wouldn't have been better off doing herbs and
acupuncture. But acupuncture and herbs were not “part of his world,” and
it probably would have been harder to get him to do that than it was to get
him on AZT. The “good boy” in Steve may have been persuaded to take his
medicine (AZT). But acupuncture was simply not something “good boys"
would even consider, Gabe was not a Californian by birth.

On the other hand, people with life-threatening illness must often
Cope with hoards of helpful suggestions from family and friends; hoards of
Ways to continue narratives having nothing to do with the preceding
chapters; hoards of detours that amount to nothing more than irrelevant
Codas or sloppy endings. Gabe did not fall prey to these.

Neil

Like Matt's, Neil's story also begins in 1981. Neil was a second-year
medical student who contracted Hepatitis B in October, 1981. By December,
he had swollen lymph nodes and was worried even then that he might have
What we now call AIDS. His physician told him not to worry—the new
disease was so rare. But he felt bad —“like mono" for an entire year. In the
Summer of 1982 he began a year's leave of absence from medical school and
in October he went to an AIDS specialist who did skin testing.
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This is great. Good story. I already finished two years of medical
school and so I knew what skin testing meant. She kept shaking
her head. The message I got from her was that you are typical,
you are doomed. I was supposed to come back and have the
results read. I did not have any reaction [to the skin tests]. And
rather than realizing that that was a....

Bad sign?

Well, I’m sure I did on some level but I totally blocked it out. I
was in total denial. I’ve never had a case of denial that extreme in

my life. I canceled my appointment and the nurse said you have
to come in and have your skin test read and I said, “don’t worry,
I’m fine, I’m fine.’

Did you know?

I'm sure I did. Let's put it this way. I may not have known what
it really meant, but it would have taken about 30 seconds to
figure it out.

Did we know we were dealing with an immune problem at that
point?

Yes. We definitely did. It's real elementary. Then I forgot I had
the test. It was a whole year later. It scared me that much.

The fact that the skin tests were negative Scared you so much
that you went into denial?

Oh, yes. It scared me a lot. It terrified me a lot because it meant I
had no immune system. I was back in medical school and was
doing skin testing on somebody. And all of a sudden I
remembered that I had had the test and the results were

negative and I was horrified.

\88



■

º

:
2
ºf

{j
|
■ º

§



Symbolic meanings for medical information are apparent
throughout this physician's narrative. For Neil, the negative skin test meant
he had no immune system. Though a medical student, his interpretation of
his own skin test was not scientific but symbolic. Neil's psychological
response to his symbolic interpretation of a diagnostic test was “total
denial.” Neil does not say whether his reaction was a healthy or
pathological defense mechanism, but his denial was not all-encompassing.
The unconscious aspect of his denial was confined to the skin test. He did
not continue on as if everything were normal, but took a year off from
medical school. One positive aspect of his denial is evident in the following:

But during the year I was off from medical school, about midway
through the year, which was a year after I had started feeling
lousy, I started feeling great. I moved to Puerto Rico in the
middle of that year and I was just on the beach and sleeping and
playing and having a great time and I started feeling much
much better, like myself again. What I think was that that whole
first year was my initial infection, then I bounced back, then
started the gradual decline, you know the way the curve goes.

By “decline,” Neil does not mean his health, which had improved
and was still excellent. He was referring to CD4 cells. The “curve” had been
published in numerous articles between 1986 and 1989, all showing that
Over time HIV-infected individuals gradually experienced a loss of CD4
cells, eventually leading to AIDS and death.

In addition to denying the skin test results and fleeing to the beach,
Neil was living in conscious fear. Only what was most dangerous to his
Sense of self—having no immune system whatsoever—was repressed. He
needed more than simple “hope” and constructed a “theory" that indicated
he would not be among those who were dying.

In winter of '83 I went to Puerto Rico and came back feeling
great. I guess for this whole period of time—it's hard to
remember back—I lived in fear. I was sure that whatever it was

that I had it, and I did not know what to do. I just lived with the
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fear. I did not change my [sex and drug behavior. There was a
fair amount of denial. There were so few people who had died
from this thing that I was sure I would not be one of them. I
used to make an analogy with Hep. B–where I was sick initially
with it—and I probably have antibodies to it now, and I'll be
fine—and probably the people who die of AIDS are the ones who
never form antibodies, like chronic Hep. B carriers. But I
thought I was probably fine and that nothing more would
happen. That was my theory that allowed me to keep going and
not be totally paranoid. Then in December of 1984 on a routine
physical, my platelets came back at 60,000, normal being close to
150,000. So, that really flipped me out. The doctor did not really
know what to make of it. A week after that the New England
Journal came out with an article about HIV-related

thrombocytopenia. So we figured it was that. So, once again, I
had never been tested, but there was no doubt in my mind.

:
ºsº

They didn't have the test yet.

That's right. When did they have the test?

In 1985.

So I moved here [to San Francisco] in May of 1985 and that is
when I started having safe sex. Because in Philadelphia people
didn't up until that time. Then I came here and people did. So I
just did what everybody else was doing. When I look back I can't
believe that Philadelphia was so far behind.

Neil's comment about his changed sexual practices demonstrates the
power of community norms on individual sexual practices. Philadelphia
Was in denial, and while he lived in Philadelphia he participated in denial
On that level. In addition to doing “what everybody else was doing,” Neil
discovered it was impossible to be in denial about AIDS in San Francisco.
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It was really on everybody's mind and I couldn't really escape it.
People were sick all around and the B.A.R. [Bay Area Reporter—a
gay weekly newspaper in San Francisco] with their obituaries
every week. It was just so present you couldn't really block it out.
So there were periods where I felt hopeless about it and periods
where I felt okay about it. But I hadn't really found an effective
way of dealing with it. I never found anything to give me any
peace about it, let's put it that way.

A recurrent theme in Neil's narrative is his movement between

negative feeling states such as being "depressed, freaked out and scared,”
and periods where he did not “think very much about it. I'd just sort of
fluctuate back and forth." This fluctuation is evident in his story about
getting tested.

Like Matt, Neil did not want to be tested. Like Matt, he offers that he
was mostly afraid of the “social ramifications” associated with disclosing his
antibody status in a sexual situation. But unlike Matt, he tells a story about
his personal emotional reaction. Unlike Matt, he does not reject the
medical model. It simply had nothing to offer at the time, not even AZT.
Neil's antibody test story follows.

In the Spring of ’86 I went to get tested. And I had really not
wanted to do it. I’m trying to remember what my thinking was.
Number one, I was terrified of the social ramifications. If I didn't
know my antibody status, then I could always tell people, ‘well I
don't know.' But if I was positive I felt I would be obligated to
tell people. If I was dating someone, I was afraid that nobody
would want to be with me. And so as long as I didn't know it
was easy. But as soon as I knew I had a certain responsibility, that
I didn't want to have. Even though I knew I was positive anyway,
I could always say, ‘I haven't been tested.' So I went to get tested
in April of ’86, and then freaked out, changed my mind and
never went to find out the results (laughter).
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Neil is facing several forms of terror simultaneously. Not only must
Neil cope with the possibility of a terminal illness and death, he must cope
with his fear of being rejected by his own people. Like Matt, Neil realizes
that once he accepts a medical label, there will be no turning back. New
“responsibilities” will follow him into the bedroom, into his intimate
relationships. These possibilities proved to be overwhelming and so he
decided not to avail himself of the results.

A few months after that, a very close friend was diagnosed with
AIDS, which was a significant development for me in the whole
process. In Spring of ’87 I went for a routine physical and my
white count came back at 3.9. And my doctor said you have to
get tested because this is an indication that something might be
wrong and there is really no excuse not to get tested at this
point. So I agreed to go ahead and finally get tested at this point.
If everything had been okay I would still have not gotten tested,
but given that the white count was low, I felt I really had to face
it. And I was fully prepared for a positive result. But I wasn't fully
prepared to find out that my T-cells were 226. So what
happened actually was that I got the results of the T-cells before
I got the results of the HIV test.

Unlike the skin test results, which had to be repressed, the low
platelet and low WBC counts are incorporated into Neil's self
understanding, his presumption that he had “whatever it was.” In 1984 Neil
incorporates the New England Journal of Medicine's explanation of HIV
related thrombocytopenia as an explanation for his low platelet count. But
in 1986 he cannot bring himself to have his supposition of being HIV
positive and his own medical explanation for his low platelets confirmed.
He gets tested, freaks out and cannot go back for the results. In 1987 he
accepts his personal physician's concern that a low WBC might be HIV
related and takes the HIV test again. But the emotional weight—the freak
Out factor of confirming what he already “knew"—was eclipsed by news of a
new medical measurement, CD4 counts, and his entire test story about
getting the results is focused on the CD4 count, not the antibody test. To
repeat:

-
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And I was fully prepared for a positive result. But I wasn't fully
prepared to find out that my T-cells were 226. So what
happened actually was that I got the results of the T-cells before
I got the results of the HIV test. I’ll never forget it. It was Friday
evening at 7:00. I was just about to go out and the phone rang
and it was my doctor and he said I have the results of your test.
And my knees just went weak and I started shaking all over. He
said, ‘The first one is the T-cells,' and he said, “Are you sitting
down?” Oh god, what an asshole. I was really pissed. I thought he
was joking. Like why, like it was such a stupid thing to say.

It is a stupid thing to say, isn't it?

Swear to god. I couldn't believe it. I thought he had to be joking.

But he was an internist. They are not taught how to talk.

Right. I think he learned something because I gave him shit. He
said, ‘Are you sitting down? And I said, ‘Yeah, go ahead, what?—
what!' And my knees were weak and I was getting shaky and my
heart was racing and he said, ‘226.’ And I went totally—I’ve never
reacted like that to any situation in my life—just went
completely into panic. I was like on the floor. I could barely
Speak. I was hyper-ventilating. And then after I gathered my wits
about me I yelled at him and told him it was really a stupid
thing to do. I said, ‘How could you call me at home like this and
tell me this?’ And he said, ‘Are you okay?' I said, ‘I’m fine, I'm
fine. I just need to get off the phone.’ And he was all freaked out
and didn't want to let me off the phone and said, ‘Are you sure
you are going to be okay?' I said I was fine, I just needed to get off
this damn phone, and I slammed the phone down and popped
a Xanax. And I laid down on the bed and immediately called my
best friend in Philadelphia. I was shaking so much that the
telephone was rattling against my ear. I could barely hold it still
to talk. I remember when the Xanax finally took effect because
my hand finally stopped shaking. What freaked me out so much
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was that I wasn't familiar with the numbers and I really didn't
know what they meant. And so, to me, I had just learned about
what the ranges were. And I had heard that 200–400 was ARC. So
immediately in my mind I had ARC. And anything under 200
you were vulnerable to opportunistic infections. And I didn't
know anything about how T-cells could stay in the same place
for a long time. Or that, I didn't know anything. Even being a
doctor, I didn't know anything. So what I thought that meant
was that any day I would come down with AIDS. It was like, sorry
I have to tell you this but you only have a year to live.

To Neil, his low CD4 count (226) meant he had ARC (AIDS-related
complex), even though he had no symptoms and thus did not have ARC, by
today's definition. To Neil, having ARC meant he had only a year to live,
even though many people survive full-blown AIDS for much longer than a
year. Neil was obviously terrified and his medical education did little to
reduce that terror or the symbolic interpretations that grew out of it.

Probably the most biological, classical major depression of my
life followed my finding that out. Only for seven days. It was the
only time in my life that I really couldn't eat. I had this lump in
my throat. It was hard to swallow. I lost five pounds. I couldn't
get out of bed. I did, but barely. I felt completely hopeless. I was
more stunned than weepy, so I was more numbed. I wasn't really
crying a lot, after the first day. I was just in shock.

Even being a doctor, he didn't “know" anything. But “in his mind”
there were meanings, interpretations, reactions. We had the medical
technology to measure these numbers in 1987, but not the background of
experience against which to make much sense out of them. Neil did not
rationally choose the meanings he assigned to these numbers. He
interpreted them—reacted to them—in the context in which they were
given: “Are you sitting down?" The scientific community was just
beginning to sort out the ranges. For awhile people were saying that the
200–400 range meant ARC, or at least vulnerability to ARC. Less than 200
meant one was vulnerable to opportunistic infections.
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Neil's reactions reflect both personal denial and cultural terror. Matt
translates fear into anger and projects it onto the medical establishment.
But Matt yearns to escape the whole drama. Gabe must enter the drama,
because unlike Matt, his close friends get sick and die. Freaking out is not a
possibility for Gabe. Gabe's narrative is inextricably tied to the narratives of
Leon, Kim, Steve, Duckus and others. Mourning tears at the soul, making
connections with others painfully apparent. Gabe cannot indulge in Neil's
personal drama or Matt's escape fantasy. Neil is a physician and cannot
project his anger onto the medical establishment. But unlike Gabe, Neil has
granted himself permission to “freak out" about the possibility of his own
personal demise.

Disclosure

Neil provides a first-person account of the fears that Matt describes
in the third person. Like Matt's, Neil's fears are also not economic; not
about jobs or health insurance. They are not about being rejected by his
family or heterosexual teachers and peers. Neil fears being rejected by his
own people.

I found the process of telling people I was HIV positive [was] sort
of like coming out. It was like that all over again. Thinking who I
could trust enough to say it to. Worrying about the rejection,
What people would think and whatnot. Interestingly, I was more
comfortable telling people at work, like my whole residency
group I told. ... I had this fear that the guys at the gym would
Somehow all ostracize me (laughter). I was afraid no one would
want to go out with me. No one would want to sleep with me.
That kind of stuff. No one would want to be my lover. All of
those kinds of things. So I was actually more afraid for people to

know in the gay community.

You're not alone there.

I'm sure I’m not.
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There are those of us who don't give a rat's ass ... but you're not
alone. I've been real surprised at who feels that way. ... Some
people don't mind anyone knowing that they're HIV positive for
years, but then when their T-cells drop they don't want anyone to
know.

Exactly. Right. I've felt that way, too. Part of it for me is that I
was both at the same time. I was HIV positive and I had low T
cells. If I ever did tell anyone I was HIV positive, I just hoped they
didn't ask me what my T-cells were (laughter). Because again
there was the thought: who would want to get involved with
somebody who is on the brink of AIDS? T-cells in the 200's—
people are going to be reading me as being on the brink of being
sick, and they wouldn't want to form a relationship with me. So
it's fine to say I'm HIV positive and my T-cells are at 1,200, so I've
got enough mileage or I'm never going to get sick. But when
they're that low people think that you're going to get sick soon.

You've been running around with low T-cells since '87, did you
say?

’87, yeah. May of ’87 is when I found out.... The first T-cells I had
checked were at 226. And I could not believe that they could be
that low. So I immediately had them rechecked, and they were
315 a week later. So I learned my first lesson about T-cells from
that—that they could vary a hundred points—that it didn't
mean anything necessarily.

When Neil says “that it didn't mean anything necessarily,” he means
he is not necessarily going to get sick and die within the year. His reading of
the Social meanings and fears are still experienced, are still real.

*

->

º%2.
rº

*-*

M96



vvvv
i
l-iLaei\!\i\:



Holistic Practices

After a week of being “in shock," Neil embarked on a do-it-all holistic
regimen. What is interesting about this story is that Neil is a western
physician. But medicine cannot help him. He has no symptoms and
medicine has no therapy. While Neil's alternative health practices are not
dictated by an overarching ideology, they do result from a general holistic
orientation that is emerging in his life. Like Gabe, Neil is at the center of his
own narrative. His story is very personal. His anecdotes are about
experiences with not feeling well, reacting to medical information and
telling his family.

*

=5
Then I decided—I don't know where I came across it, I came Z)
across one of those newsletters, Healing AIDS Naturally. I've -T-1
always been somewhat holistically minded. I decided to start *

researching everything I could possibly do for myself. And AZT *

wasn't a possibility at that point. It was still just experimental. 73
There were really no treatments at that point. So I just went
completely into all the alternative things. Within a week after ...]
being in a major depression I was out there doing, let me think, t”
there is a whole list. First I started doing complete vitamin º
therapy, like (laughter) several hundred dollars on vitamins. I *
got this list and I bought every single one on the list. I started
doing acupuncture, Chinese herbs. I started jogging regularly,
meditating, visualization. Six months previously I had started
reading A Course In Miracles which is the first spiritual work
that ever touched me in any way. That had been collecting dust

in a corner so I pulled that out again. I started reading things
like Louise Hay, Bernie Siegel, a lot of inspirational things about
mind over body. I joined a support group at the Center for
Attitudinal Healing which I attended for 15 months. That was it.
(Laughter). Then I took six months off from my residency while I

was instituting all of these things. I did come out to my
Supervisor, training director, whatnot. I told them what was

going on and they were very supportive. So I was given the time
off with pay, which was really nice.
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That's amazing. You did everything.

I did everything.

I actually have a little list that I use in these interviews. Do you
do this, do you do that.(Laughter). How did that feel doing all ofthose things? What was that like?

It was empowering. It gave me the feeling that I could have
control over this. Particularly when I read things from Louise
Hay. Actually, I also attended seminars and what not. And I read
Bernie Siegel, I got it into my mind that I'm not going to be a
victim of this. I can take charge. I can have control over this. And
my theory at the time, it's changed significantly since then, was
that if I don't want to die, I'm not going to die. I can will this
thing into submission (laughter). And I needed to feel that at
the time. So once I had those thoughts, then everything I was
doing for it, the meditation, etc., made me feel like this was my
way of controlling it. As long as I was doing those things, this
thing was not going to get me. I felt real positive about that.

Neil's story is not a typical example of a conversion to a new “holistic"
ideology, common in Simonton's (1978) work. This kind of holistic
"conversion" often includes recognizing that one's old life was meaningless
and, barring this intense experience with a life-threatening disease, would
still be meaningless. The new ideology gives new purpose, new thoughts,
new attitudes, new feelings and new practices—in short, the old self dies
and a new one is born. Several examples of these conversion-type
experiences have been evidenced in the gay community over the last several
years (Serinus, 1986). Yet many of those who gave anecdotal accounts ofTeCOVery are now dead.

While some of Neil's story looks like the enthusiasm of a new convert,
Neil understands these new practices as a way of getting temporary
"control" over awesome fear. Neil's fear was not pervasive or lasting. Neil
alternates between denial and control strategies to manage his fear. In time

198



vvv
i
LiLji\!\i\!



Neil achieves a level of self-awareness that allows him to discontinue Some

of these alternative practices.

I gradually throughout that year started dropping all the things
I had started. I didn't feel like going for acupuncture anymore.
The herbs were a pain in the ass. The vitamins were too
expensive (laughter).

How u■ ere the herbs a pain in the ass?

Oh, boiling that shit every morning and the smell was horrible.
It was expensive, going for the herbs and the acupuncture stuff.
Sixty dollars or something.

So hou, long did you stick upith that?

The herbs about six weeks. The vitamins even less time. I was

taking everything (laughter). All these trace minerals and
enzymes. All this shit and I finally boiled it down to a multi
vitamin, multi-mineral, E and C. So that’s what I've been taking
since then. Then I started doing AL721. I did that for an entire
year. The only thing it probably did was put weight on me. But
again these things were important because they gave me
confidence psychologically. That I wasn't just sitting there
doing nothing.... So what I found was that as time went on and
I realized I'm still alive and not getting sick. In other words I
needed to do all those other things before to give me a sense of
power. [When] I regained my confidence that I wasn't ready to
drop dead, I was able to stop doing a lot of those things.

What followed over the next two years (between 1987 and now,
1989)?

It's so hard to remember what happened from time to time.
From what I recall, the pattern was one of alternately feeling like

I had control over it—feeling spiritually like I was real tuned in;
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doing meditations; studying A Course in Miracles and thinking
as long as I was leading this kind of very aware life where I was
open and loving and not suppressing a lot of junk I'd be okay—
that was one phase. There'd be another phase when I was just in
denial about everything. I just didn't think about HIV as
anything. It was nonexistent.

Neil gives a more detailed account of what he means when he says he
was “in denial about everything” below. While the denial Neil experiences is
common, it is not an available coping response for everyone. Matt wishes he
could achieve this kind of denial and would fly to Berlin to get away from
thinking about HIV. Gabe's narrative contains no similar instances of
denial. Gabe mourns losing the future and emphasizes the unrelenting
effects of HIV in his life. It is almost as if Gabe always had such a perspective
On his own life, was so conscious, that some coping or defense mechanisms
were simply unavailable to him.

I realized of course that there was something to worry about but
emotionally I just wasn't thinking about it. I was just going
about my daily business. I was going to work, coming home,
cooking dinner, and not really thinking about being HIV
positive. I would plan for the future and what I was going to do
ten years from now, well not ten years, but I would think about
next year and the year after that and finishing my residency and
what I wanted to do. With no regard to being HIV positive.
That's what I mean when I say denial. But I think in part it was
related to ... thinking I had control over it. And in part there
were times when it wasn't thought out. It was usually times
when I was plugged up, cut off in a lot of other ways. I was just
going through the motions of life and not thinking about
things very much. In some ways a grayish, depressed time. I
wasn't feeling great and I wasn't thinking about anything. I was
Sort of not tuning into anything, just my daily business.

This is not one of those stories about discovering the meaning of life
through a terminal illness common among holistic health enthusiasts.
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Neil's denial was depressing. But Neil see-saws between a depressing denial
and an empowering control through alternative health practices. Both
seem to keep debilitating fear at bay.

There were times when I'd do nothing at all. And that would
scare me. I would think I'm not doing anything to help myself
right now. I'm not exercising, I'm Smoking cigarettes. I was
doing no kind of treatments. I would get scared and think,
‘you’ve got to do something here.” Other times I’d be going
through my support group. I always liked to have at least one
thing. I stopped the Support group after about a year.

While neither Gabe nor Matt experiences conflict over whether or
not they are doing enough to take care of themselves, Neil vacillates
between doing everything (herbs, acupuncture, vitamins, etc.) and doing
nothing. Doing nothing darkens the “grayish depression" and seems to
Stimulate its opposite: more self-care. If Neil's self-care activity or
alternative health practices get tiring, he stops them. Neil is a psychiatrist,
but even talk gets boring, and when it does, he leaves.

I got so tired of the new people coming in, freaked out... "Oh
my God I'm HIV positive.” God, I don't want to hear this shit. I
don't want to listen to this. I'm tired of this subject. I was tired
of helping people get through the initial parts. I wanted to
move on. I didn't want to keep going over and over it. It just
seemed like enough is enough. So I quit. Then I joined a group
for HIV-positive male psychotherapists (laughter). It was just
once a month and I thought this will be really great. People can
really process things. I was really looking forward to it. I went
Once or twice and then I started building some incredible
resistance to going. I realized I didn't want to go to that either so
I quit. I realized I didn’t want to sit around talking about it
anymore. I just wanted to live. I was so tired of talking about it.
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Being tired of talking about it turned into being tired of hearing
about it as well. He has little patience for people who were not struggling;
for people who had given up.

Another way I had for coping was during my fourth year of
residence, one year after I had gotten my test. As an elective, half
time, I formed an HIV/AIDS clinic at the VA hospital for mental
health. Interesting things came up for me though. I had very
little empathy for people who came in with a victim
consciousness. There were people who came in with ARC who
wanted to go onto disability, who were drinking and partying,
and it used to piss me off. The hard thing was that I was seeing
myself as a victim and it was real hard to see others who were so
obvious with it. This was a big issue in my Supervision,

Disclosure to Family

Neil balances two very different approaches to combat his fear of
being a victim—denial and control. Neil values balance. In the story that
follows Neil talks about his parents' ability to be supportive while at the
Same time avoiding denial. Neil also values hopefulness, but not the
arrogant denial that often masks abject terror.

I flew home about three weeks into this whole thing to visit my
family. It was an emergency sort of thing. My family lives in
Pittsburgh. I've always been very close to my parents and I
needed to tell them and I didn't want to tell them by phone, but
they got all alarmed anyway when they knew I was coming
home. I walked in the door and my mother said “What is the
matter? This is not like you. Why did you come home just like
this?’ And I said, ‘I'm fine, I'm fine, I’m fine.’ And we sat down to
dinner—I didn’t want to tell them before dinner because I
didn't want to ruin dinner, so I sat there, and I was still in a lot
of emotion and shock about the whole thing still. I was dreading
that moment when dinner ended. And my mother looked at me
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and said, ‘Why did you come home?' And I was, this is
something I learned from the beginning, when I was very upset
about it, then anyone I told would get upset about it. Then later
on, like the way it is now, when I tell people I'm HIV positive
they go, 'Oh' [it's no big deal]; but at the time we all started
crying. So it was that kind of a scene. They were very supportive
and my father and mother and I sat on the couch and huddled
together and cried. It was actually a very wonderful supportive
moment that I will never forget as long as I live. I was worried
that my mother would be too overly dramatic and hysterical.
But, in fact, both of them struck a really nice balance between
being supportive and yet not being in denial—but not being
overly dramatic. I had my Louise Hay tape with me. It was a
videotape of the group she had done in LA. And within an hour
after I told them I popped this video in the VCR and told them,
'See, I don't have to die from this. Listen to these people. I don't
want you to feel hopeless about this thing because I’m going to
be fine.’ And they really appreciated that video. My father
especially really just loved it, thought it was wonderful stuff.
From then on I started educating them. I gave them Love
Medicine and Miracles. But there was a big concern about
telling my mother because I had always been her support and I
didn't want to be her support through this. I wanted her to be
my support.

Here again, Neil demonstrates a remarkable balancing ability. He is
very clear about what he wants from his mother this time. He is very clear
that he is no longer interested in supporting her through this. Over the
past four years, Neil has managed to avoid supporting his mother's feelings
about his HIV. But he is not at all insensitive. Even when confronting a
Situation as serious as HIV, even when confronting the possibility of his
Own death, Neil does not “want to ruin dinner.” Even in this situation Neil
Subordinates his needs to those of others.
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Meanings of AZT

The following passage reveals a multitude of understandings and
feelings associated with Neil's western medical therapies. While alternative
therapies gave Neil a sense of control and at times, omnipotence, AZT
confronts his denial.

I used to have a need to say that I'm healthy. In agreeing to take
the AZT, it has brought me to the place of acknowledging that I
have a life-threatening condition, and that that is okay. There is
more of a feeling of acceptance. I'm not fighting against it
anymore. I'm not giving up. But I'm not fighting against my
denial. It is a symbol of letting go of denial.

What about the meaning AZT had as a poison?

I'm still worried about that. In two and a half years my T-cells
have stayed relatively constant. So my body may have its own
wisdom and the AZT may fuck it up. I have a feeling of anger
Sometimes. I was feeling fine without it and it angers me that
now I feel shitty. And I really don't have a choice. I feel that I've
given the AZT some of my power. If I would stop taking the AZT
now, I would feel very vulnerable. So I feel kind of trapped. It
makes me feel lousy but I can't stop. Now that might not be
true. I might stop taking it if I really felt bad month after month.
The same day I was told about needing to be on AZT, I was told I
needed to go on pentamidine, and that I should fill out a
durable power of attorney. So I really flipped out. That was the
same day my ANC was 800. My doctor believes in full-strength
AZT and now he thinks, because of the ANC, that I was in too
terrible a state to be on full-strength AZT So now I have a MD
visit every two weeks; a blood draw every two weeks, a once a
month pentamadine appointment. So now I feel that I will
never be able to stop thinking about AIDS. I'm now tied to a
schedule of getting my arm stuck every two weeks. I can never go
back. It is just like it was getting tested. I could never go back to
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saying that I didn't know. These treatments are for life, or until
something better comes along or until I die. And that is real
depressing for me.

Neil lives out Matt's worst nightmare. Not only is his long-standing
denial upset by having his antibody status confirmed, he is presented with
low T-cells as well—low enough for his physician to recommend
prophylactic pentamidine; low enough to be told to fill out a durable
power-of-attorney form; low enough for AZT, but an ANC too low for full
strength AZT His life has become medicalized. Even as a physician, Neil
resents the every-two-week office visit and blood draw.

AZT changed Neil's self-understanding. Like Fred, whose story
follows, Neil has a need to understand himself as healthy. Taking AZT
forces Neil to “acknowledge” his life-threatening condition as “okay." Of
course life-threatening conditions are not okay, but Neil frames his new
understanding in healthy terms: “acceptance" and “letting go of denial.”

At the same time, Neil and many others who share his holistic beliefs
equate submission to western medicine as an abrogation of personal power.
It makes him feel bad, may interfere with his body's own wisdom, and is an
open-ended commitment. In 1989 taking a 16-week course of AZT was
unheard of. Fred will avoid AZT precisely because he knows one cannot take
it for “time immemorial.”

While reducing what Neil sees as unhealthy denial, AZT produces
bad feelings. The modern holistic health movement has roots in Mary Baker
Eddy's Christian Science. Bad thoughts and attitudes produce bad effects
in the body. Gabe worked hard to make a 180-degree turn in his metaphoric
understandings of AZT before he started taking it. Even without an explicit
holistic ideology, Gabe wanted to avoid these negative effects and to
Continue honoring his body. But Neil simply experiences the conflicts.

This interview was conducted shortly after Neil Started AZT. Further
evidence of his “letting go of denial" follows.
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All along I’ve denied that I've had symptoms, but it's not really
true. I really feel like I’m ten years ahead in the aging process. I
cannot imagine staying out all night anymore, and I should still
be able to do that at 32. And that was going on even before the
AZT. I have to get to bed at nine or ten o'clock. One of my biggest
fears is dementia. I feel that I have less of a buffer zone in terms

of my capacity to insult my brain with substances. There is no
longer the buffer zone. The slightest thing will throw off my
thinking. For example, when I went on the cruise last April, I let
myself go nuts. I drank, did a few drugs, stayed up late. It took
me two weeks to recover. My body was okay but my brain felt
sluggish. Whenever I don't get enough sleep, if I have any
alcohol, I worry because my brain is not as sharp. This is a
continual fear for me—that I might get demented, or psychotic.

These feelings ultimately changed. I had Neil read the last draft of
this section in June of 1993. Neil remarked on “how powerful these things
were at that point in his life.” Today he thinks he really was experiencing
the differences that come with age. Many, many gay men with
asymptomatic HIV infection wonder about whether their decreased energy
is related to age or HIV.

Around 1991 Neil had two T-cell counts in a row that were below

200–around 170 or 180. “I got horribly depressed. I thought this is it. It's
inevitable. There are two of them now.' So he started Prozac and his T-cells
went back to above 200. He is still on Prozac in 1993. Neil stopped AZT on
the advice of his new physician. He had been taking it for three years. He
tried DDC and got canker sores. He tried ddl and got diarrhea. Two months
later his T-cells went up again. In 1993, Neil reports, ‘I never thought the
AZT did much at all. There was never a bump in my T-cells.' The awesome
metaphoric power AZT had for Neil in 1989 is no more,

In 1989 Neil was perhaps coping with two fears. The fear of getting
demented or psychotic requires that he exert some control, to the extent
that he is able. But control cannot grow into magical thinking, cannot get
large enough to take care of his basic fear of death, although he seems to try
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at times. The fear of death is so awesome, it must be avoided or denied as
much as possible. To turn back momentarily to the earlier discussion of
Freud's (1940/1949) instinct theory, Neil has managed to individuate
himself quite well. But his transcendent need is not met, and he has clearly
embarked on a spiritual journey to meet this need. Death terrifies him
because he has no way to interpret it.

Another thing that came up at this conference was that
someone said two Indian gurus recently died of cancer, and that
it may be part of our soul healing to experience a death. This was
really meaningful to me because it helps me to let go of some of
the control.

Neil's fear of death and tendency towards magical thinking come
from his implicit interpretation of death as essentially unhealthy and
unnecessary for the soul. He is afraid there is no purpose in death and,
Worse, that it is a sign of failure. The purposeful death of two gurus is
comforting to Neil. It opens the possibility that death might really be okay.
But it was the death of his father that shattered his sense of omnipotence,
and obliterated the centrality of his personal drama. His father died in
February of 1993. The following is taken from notes I made during our
COnversation:

Today Neil feels like he's kind of numbed out. A year and a half
ago his father was diagnosed with cancer and was given six
months to live. Neil put his own health issues aside as his
father's illness became “the most important thing.' He spent the
next year taking care of his father. 'Dad fought with it all, and
the tumors shrunk for awhile and he felt real good and everyone
went, “Oh this is what a positive attitude can do.” But then his
Dad got sick and died. Neil did the nursing with his mother for
the last two weeks. They had flown his father to Tijuana for a
month of Laetrile therapy. This is only June so the death is very
recent for Neil. He doesn't care as much what happens now. His
Spiritual pathway is still A Course in Miracles. But he hasn't
touched ‘the course' since his father died. He feels real jaded
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now. Another significant event is that another one of his very
best friends from Philadelphia died. He had a ‘long lingering
death—horrible.' He was one of the people Neil thought would
never progress to AIDS. It 'chipped away more of the denial.' Neil
'no longer lives in fear, nor ignores it. It's just kind of there.' He
‘plans for the future' now. He is buying a house, but no longer
feels “omnipotent, like I won't 'cause I'm me, kind of thing.’

From the deaths of his father and best friend, Neil simultaneously
loses a sense of his personal terror and isolation. Although he “doesn't care *

as much what happens now," Neil seems to gain both perspective and a *

greater sense of connectedness. The positive effects denial and control had ->
on decreasing his fear are also gone. He doesn't need them as much. His /)
father mounted a valiant struggle, employed eastern and western therapies, TT
Summoned vast stores of personal fortitude and inner strength, and died.
With less fear and less magical thinking, Neil faces the future with as much
pragmatism as possible in the face of so much uncertainty. Neil has done
this before. During the initial interview in 1989, Neil talks about his
decision to finish his residency.

I gradually, seriously considered dropping out of the residency
because I thought I worked ten years at that point towards the
goal of being a psychiatrist and if I’m going to die in the next
couple of years, why the fuck do I want to kill myself for two
more years of residency only to then get sick and not be able to
use this stuff. So I strongly considered dropping out. I really was
tortured by that for a while, till finally I decided I was going to
proceed because I started to realize I had no way of predicting
the course of this thing and if two years from then I was still fine
and sitting there with ten years of wasted education I'd be really
pissed (laughter). Of course we know how that ended. I actually
finished, thank God I did. So I went back.

Neil speaks for many of us here. In 1993, Neil is not taking antivirals.
He works, goes to the gym, looks great and feels good. This story started in
1981.
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Fred

I met Fred and Mickey in 1988, shortly after my lover Duckus died. We
became close friends right away, often sharing dinner together. We shared a
kind of “airy-fairy holistic spiritualism,” similar to Neil's, but were
otherwise very different. Fred and Mickey immediately became the center
of a large circle of friends, mostly from the gym—a kind of first family to
San Francisco's muscle queens. I knew most of the people that came to
their numerous parties casually.

I arrive at Fred's house at 8:45 a.m. on February 1, 1990 for the
interview. He is just getting out of the shower. I thought the interview
might be a bit rushed since he is always late for everything. But he decided
not to go into work today, so we will have plenty of time. He is making fruit
and tea and has just told me that he has picked up tickets to the Saint12
party in New York—party boy to the max! We eat a bit of breakfast and then
he gets a phone call. Today is the fourth anniversary of my ex-lover Steve's
death. After the interview I talked to Fred about Steve and feelings about a
Current boyfriend. I cried some with Fred because of the connections I was
feeling between Steve and the boyfriend.

Fred is an attractive man in his early thirties who has had marked
lymphadenopathy for the last couple of years. I have known him and
Mickey since they moved to San Francisco from New York. The house looks
as it always does: neat and clean with 50's-style furniture. Both Fred and
Mickey are designers—solid middle-class queens. They rent their house,
share a car, and travel all the time. Their dream has always been to buy a
farm in the Bahamas, which they have since done.

When they told me that neither of them had been tested for HIV and
Were not practicing safe sex, I screamed, told them they were foolish and

*The Saint was the most notorious gay disco in America. Fred's crowd arrives around 1:00 in
the morning. Sex, drugs and disco music will keep them going past sunrise. The closest
thing comparable in straight society was probably Studio 54.
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pushed them both to get tested. One reason they gave for not taking the
test was that neither wanted to live if the other one died. As it turned out, I
was not the only one pressuring them to get tested. When they finally
succumbed to the pressure, Fred turned out positive and his lover,
negative. They reportedly changed their sexual practices to protect Mickey.

The first two pages of the transcript are included below. Two
important themes appear right away. Fred is very suspicious of AZT, the
government, the medical establishment and the connections between
them. Without trust in established systems of authority, Fred bases his
health-care decisions on the experiences of his immediate community and
his own intuition.

The interview rambled a bit but I think I got the flavor of what HIV
has been like for him. In this interview, I had the opportunity to capture a
typical example of the ongoing discourse on HIV in the community. My
field notes read: “Normal conversation in the community between two
queens who talk about these things.” Any other type of conversation
between the two of us would have been artificial. Without being a
"limitation” in the scientistic sense of the word, the purpose of this study is
limited to understanding a community of lives very near to my own. It
Seeks to capture variations in a small group of fellow travelers sharing a
central experience: asymptomatic HIV infection. As a kind of bridge
between the gay lay and medical worlds, I am in an ideal position to
capture certain pictures and stories—pictures and stories of asymptomatic
HIV-positive gay men understanding themselves in relation to HIV disease
and the medical community. In many previous discussions, Fred had made
it clear he was very suspicious of AZT. So his opening statement in this
interview really surprised me.

I decided to go on AZT.

You decided you're going to do AZT”

Yeah.
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When did you decide that?

Yesterday. In a restaurant. In the bathroom.

Yesterday in the restaurant bathroom (sounding incredulous/?

Yeah. There was this article about insurance companies and AZT
on the front page of the Examiner—where the FDA
recommended it—and I thought, ‘Well, obviously, this is the
general consensus, that AZT is useful (laughs).’

I don't believe you! I don't believe you, Mavis. That stupid article
in the paper. Do you know what I thought when I read that
article? I thought, Do you know hou, old that news is? Oh God.
You know u■ hat that news is about? It's about hou■ long it takes
the FDA to do what everybody's known and what the scientific
research has shoun for months. But if it had a positive effect on
you, that's really interesting.

My remarks above overstate my own position. Taken out of context it
looks as though I were more pro-AZT than I really thought I was at the
time. But I had a strong feeling that Fred was in some sort of denial that
Was not healthy or adaptive. Consequently, I tended to take a more extreme
position with him at times. I’m not at all sure it was right, or that there
Would not have been a better way for me to have approached the issue with
him as both a nurse and as a good friend. A secondary purpose of this
research is to better articulate, understand and refine my own ethical
position with people like Fred. Because all nurses wind up taking care of
and giving advice to friends, exploring nurse-friend relationships—or
presenting instances of that relationship for others to explore and
interpret—has potential for generating useful knowledge for the
profession.

The struggle Fred experiences over whether to take AZT reflects a
Conflict between his own beliefs and the experiences of his friends.

211



Uvu■Lll)i\■ \■ \
!



Well, it’s not that I have faith in the FDA. You know,
immediately I started to think, well, maybe-you know me and
my mistrust of government agencies. I thought, ‘Hmm, if the
FDA is recommending that more people do AZT, maybe it's
because they want more of us to be dead.' I decided to do it if my
T-cells go down again. I'm not going to struggle anymore.

That's the same thing you told me a week ago. I thought you
decided.

I was just appeasing you.

Oh, you were appeasing me.

I really saved my decision till the last minute. But I really did
realize that something happened. Well, first of all Lance's doing
it... and he's fine. ... Sam's doing it. And I didn't even know.
He didn't talk about it very much, but his T-cells went down.
And so I asked all these people who started doing it, what their
T-cells were, and they went like 300 or 400. And they were all like
freaked out. I thought, maybe I should be more concerned. But
I'm not. And see, that's really where my struggle is. And I feel
very, you know, I feel fine. I mean I feel fine inside. I feel
healthy.... I think if I was in danger or something I would
know. I’m just that type of person. You know what I mean? I just
Sense situations all the time, even little things, that are going to
happen. Like if I’m going to need a pen in a meeting and I'm
going out the door in the morning and I think you should bring
those pens now. There's some at the office but in the end I forget
to take them from the office. I’m very psychically aware like that,
I feel very strongly that I should not be doing AZT. It's very toxic.
My body is not going to deal with it very well. I have a hard
enough time with pentamidine, My whole face and shoulders
all break out. This is with a half a dose of pentamidine. It's very
toxic, you know. I mean I know that you know. See, you don't.
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You view it differently than I do because you live in that medical
world and I don’t. I've never had a trust of all of that. You know?

I didn't have a trust in it at the beginning. I didn't trust it in 1983.

Plus I mistrust who backs it. You know the fact that you push it
is different. But the fact that it's being backed by the whole
group of organizations that I mistrust completely—

Who are those groups?

Well, the whole government (laughing). The entire government.
They are basically responsible—you know. Do you want to get
into that? (Laughing) I've gone into that so many times.

You mean you're, um, yeah, well, briefly. You think the
government is backing people taking AZT2 Supporting it or
getting off on it?

No. I think that the government is behind, you know, approving
AZT, because they know that it is not a cure. And so that, people
are so hyper about finding something to do, and there is such a
hype-up about AZT. Because it's the only thing so far. They can
Spend years just slowly going through this process of AZT, where
everybody starts to do AZT, but in the end, everyone is going to
die from the AZT. They all are going to slowly break their
Systems down and kill off their bone marrow cells. Eventually,
they just can't keep doing AZT for time immemorial. They have
to, you know, how many, how many, you know we don't know
how long we can last on AZT. But we know with the other dose
you could last 14 months to two years so. Now (with a lower
dose] maybe you can last maybe three years, maybe even five
years, but it's just a dead end.

This is not paranoia. Fred is a control queen, and knows it. Many of
his friends won't even wash dishes at his house, because they have to be
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done in a certain way. None of us understands how Mickey puts up with
him, but he is a doll, nonetheless. Control queens have a hard time
expressing both helplessness and terror directly, so these are displaced as
anger. The government or otherwise unidentified “they” common in Matt's
narrative functions as a suitable object for this anger.

In the text above, Fred's struggle is largely between his holistic
ideology, his knowledge of AZT's limitations, and the examples of his
friends. The paramount importance of community in the lives of Fred and
Mickey becomes clearer throughout the interview. Fred uses “our tribe” and
“our group” to refer to a huge extended family of friends.

Fred trusts his feelings, his intuition and his friends. But these are
not always in agreement. Fred feels fine and can't imagine that he could be
in danger and not know it. It is almost impossible for Fred to comprehend
that his body could be in serious danger without his knowing, feeling or
intuiting it. Fred did not go to the physician for divination, for a clean bill
of health. Unlike many Americans impressed with the physician's ability to
See where they can't, Fred can't imagine that a physician could tell him
much about his body that he wouldn't already somehow “know.”

This self-knowledge is a very important part of Fred's identity and
Self-understanding. The possibility that he might be in danger and not
know it means he should shift at least some of this trust from himself to
the government scientists and drug barons. But these people belong to
another clan and follow other gods—and not just any other clan or god, but
the one he revolted from in order to discover his identity, his tribe and his
beliefs about good and evil, sickness and health, life and death. Forever on
guard against mucous-producing dairy, cancer-inducing additives, and
foods robbed of essential life forces through mass production, processing
and packaging, Fred mistrusts any chemical that does not make people
high.

Unlike Matt's, Fred's ideology cannot be divorced from his practical
experience, and is consequently a source of Struggle for him. His stance
against AZT is countered by his friends, Lance and Sam, who are both
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tolerating their AZT. He distrusts the intentions of those who back AZT,
but he trusts his friends—“the fact that you push it is different,” he tells me.
However, Fred does not feel that his body will handle AZT. “My body is not
going to deal with it very well. I have a hard enough time with
Pentamadine.”

Like Matt's, Fred's world is populated with hateful enemies. For
Matt, heterosexual assumptions about gender and procreation as
promulgated by governments and churches constitute an evil force with
horrific dimensions, not just for gay people, but for the entire planet. Fred
would not make the same academic arguments, but he would certainly
agree with them. Like Matt, he distrusts both western medicine and the
government supporting it in favor of more holistic approaches and
understandings. Like Matt he feels animosity toward the dominant culture.

In the end there is a real big hype about AZT and (coughing) I
didn't want to get on it. I just would rather not get involved in
anything that is backed by the government, or the FDA in any
way. Because I just don't believe in it. I believe that they are
ultimately responsible for the whole epidemic in the first place.
They are the cause of it. They created it. They have let it run
rampant. And they are still to this day. Even Reagan just made
his little commercial. And it was about children with AIDS. Who

gives a fuck? I don't give a fuck (laughing). I don't give a fuck
about children with AIDS, actually. I don't. They're nothing
compared to our community. We are devastated. So a few little
children get AIDS and they can all run around like the kid that
fell in the well. Who gives a shit about that one little two-year
old that fell in the well. Millions of people are dying. People are
starving to death every day. And this one little baby. And they
make this whole big thing about the precious life of a child. But
they can turn their back on the rest of us. That's the real truth.
That's where their hearts are really at. That's why I don't want to
have anything to do with AZT and the government and the way
that they back it.
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Neither Fred nor Matt is a misanthrope. Neither is isolative or overly
suspicious, despite what the transcripts might look like out of context.
Fred is one of the major “socialites” in the gay community—popular,
outgoing and friendly. The heart is important to Fred, and gay people have
no place in the “heart” of the government and the people who elected it.
Matt labels it “homophobia.” Fred just feels the ambivalence and the hatred
and returns it in kind.

Note from the participant/observer

The notion of innocent victims implies that the rest of us are guilty.
The dominant culture has fewer problems with people who eat, drink or
smoke themselves to death than it has with gay men who fuck themselves
to death. But even the “innocent" victims of AIDS are stigmatized by masses
of people, whether through ignorance or evil. The anger gay men feel is not
always the result of displaced helplessness. Our anger is directed against
heterosexuals whose governments regulate our passions and whose
religions condemn our souls. Our anger is directed against the mindless
totalitarianism inherent in social institutions from school dances to

marriage; from family health insurance to funeral leave. Our anger is
directed against the closet and the U.S. Joint Chiefs who would keep us
there.

We have joined Pat Buchanan's cultural war. Our anger is directed
against his entire culture, which from our point of view lacks taste, vision
and morals. His is a culture of war, famine, and Orwellian nightmare. While
we believe heterosexuality must be tolerated, it need not be encouraged.
Heterosexuality among human beings is totally unnecessary, both for the
Survival of the species and the planet. Lesbians and gay men could continue
propagating the species with technology no more advanced than a turkey
baster, And if lesbians and gay men were responsible for conceiving and
raising children, the heterosexual and misogynist practice now common in
China—aborting female fetuses—would end. In fact, abortion would all but
disappear. Our vision and morality would require that we breed no more
than we could feed. The sexual abuse of children would all but stop, as
neither lesbians nor gay men gay men would subordinate the situation to
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their own affectional pathologies. The world might well be a much better
place with more of us and fewer of them.

º

Each of the four men presented in this chapter is angry. But Fred is
also struggling with HIV and whether to take the government-sanctioned
drug AZT. He knows that AZT is not a long-term solution—“they can't just
keep doing AZT for time immemorial.” But despite problems with AZT
Zapping bone marrow, his mistrust of government scientists and drug
barons, his negative intuitions about how his body will handle AZT, and a
trust in his ability to recognize when he might be “in danger"—despite all
of this, Fred decides to take AZT. Either the experiences of those in his
community have become so compelling that he suspends the above
considerations, or he comes to a new understanding about being “in
danger." Community is perhaps a more powerful force in Fred's life than
his own self-understanding and holistic beliefs. The following story reflects
a process of self-identification through “my group—their group"
distinctions.

My cousin who lives back East is gay.... He was lovers with this
guy, Glen, who eventually got into our circle of friends from
New York, from the Saint. He was friends with all of my friends
from Boston and New York. So I used to see him around, and the
next thing you know, that was 1985 or 1986, he died. But still,
that was in the days when there were only 3,000 deaths or so. I
always thought it would never get to be anything major. I can
remember feeling that way when Glen died.... Then my group
stayed very unaffected. We still did our thing. We didn't know
anybody who was sick. I hardly knew anybody who was sick.
There was a couple in Boston—actually they used to have a lot of
parties—and they had a third lover that they were always
involved with. And he died of pneumonia as well in 1986. ... I
was getting that old attitude—the people I knew that were
dying were very promiscuous—that was definitely the case with

:
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these three. Hal had a different partner every two days. He was
really very active. They were always having big parties and orgies
at their house. They were the wild people. Of course, I had sex
with all of them, but it didn't faze me. I thought, ‘Oh, that will
never mean anything.' It's weird how I did that. I don't know if
that was denial or not. I just automatically assumed that—

You had sex with all of them. But you weren't promiscuous?
(laughs)

No. I thought, ‘Well, I’ve only had sex with these guys once and
they're having sex with everyone in town." It was the same with
Glen. ... And I knew from all of their sexual experiences that
they tended to be more like Glen, as always hanging out at the
Mine Shaft (a notorious gay bath house]. They tended to be more
passive and even get a little bit more negated. We've talked
before about healthy sexual practices.

You mean they were masochists. They were bottoms?

Yeah. They liked to be abused or mentally dominated. So at that
time there was a general theory that a lot of buying into AIDS
had to do with issues in your head, and a lot of it was guilt. Very
early theories around the whole Louise Hay thing were coming
out, and we really believed all that. Of course, we were all doing
Ecstasy every weekend, so for us it was normal. We just believed
... well, if you looked at all the people we knew who had been
sick, they were all really in a state of being down on themselves
and sexual guilt and non-acceptance, which was coming out in
the way they lived their lives.

Fred and I had talked about what he considered unhealthy sexual
practices, mostly because he felt guilty about his own masochistic practices
With his lover. He often managed to get his lover to feel guilty about them
too. When Fred says they were doing Ecstasy every weekend, “so for us it was
normal,” he means Louise Hay and the Ecstasy crowd had something in

:
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common. Ecstasy was the drug of their group, so it was by definition okay.
They took it together and went dancing. On the drug, they tended to love
everyone. We used to make jokes about the dangers of picking up someone
while on Ecstasy—you could really love anyone on the drug. Taking Ecstasy
and going dancing all night with friends (and having sex later with your
lover, a three-way or what have you) meant you were not down on yourself,
but having a good time. Taking crystal and having sex all night at the Mine
Shaft would be an example of being down on yourself. This is an example of
how “good boys" differentiated themselves from “bad boys.” Of course,
people like Fred liked nothing better than to play with one of the bad boys,
as is evident above.

Fred can be promiscuous without identifying with the promiscuous
group. He can play with the bad boys without being a bad boy. But the ante
is upped with S&M sex. His idea of himself as a new-age, full-of-love, sexy
gay man is confronted by his erotic, physical responses to masochistic
fantasies. This scares him because his fantasy or ideation is so obviously
connected to his body. Fred's sexual ideation, understood as negative,
harmful, and debasing, produces erotic responses in his body. So Fred is
Conflicted. He wants a sex life grounded in his physical body, which is
perceived as natural; not in his mental fantasies, which are perceived as
unhealthy. His body is natural. His ideology is holistic. His spirituality is
loving. But his sexual fantasies come from the Devil. Like a Christian
Scientist, Fred fears that his body may be suffering the effects of a depraved
mind.

I think that there can be things that people do that are not life
affirming and are not exalting.

What are some of the things that you do that are not life
affirming and exalting?

Well, I think that our sex life tends to be that way. You know,
our sex life is very much based on fantasy.

Yours and Mickey's?

:
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Yeah. And it’s not one-on-one loving each other. And since I’m
such a control person and my whole life exists in the realm of
me being in charge of things. That's what my field of work is. I'm
the great organizer. I have all these people that work and I figure
out how to do things and build buildings and break down all
the pieces and put all the pieces in order and see that it all
comes together. It's like my whole life. So I like to be in a
position where I'm not in control.

Sexually?

Right. So all of our fantasies revolve around dominating type
things, which tend to be master-slave things or things on that
level. And to me, that's not healthy. Because it's not about loving
the other person. There is a total way of releasing. ... But as far as
the dominant and passive and leathery-type sex goes, I just
don't think it's healthy. I never have thought it was very healthy.
I don't understand why there should be any sort of mental
degradation or physical pain connected with loving. It does not
make sense to me at all. And you cannot explain it to me either,
because that's just how I feel.

I think I could. It means that you don't understand your ouyn
erotic impulses.

No. I think that I do. I think a lot of it comes from guilt—feeling
guilty that you're gay. The feeling that you can be dominated by
a couple of big daddy types who poke your lights out is a sheer
example of the feeling that you're not responsible for what
you're doing. It's denial.

I think that S&M activities are a normal and mainstream part of
almost everyone's sexual relationships. And I think that this
idealized form of love and mutuality is just so much soap-opera
Construction that's fabricated on a mental sort of fantasy level
that doesn't exist in reality. I think in reality people play out lots
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of S&M games in their sex lives—straight, gay, black, white. I
think it is part of the normal human function.

That may be. But for me it's never sat quite right.

Because society has given us this other notion of what love
making is supposed to be. It's like another controlled, restricted,
and prescribed activity about what loving, mutual—

But it just makes sense to me that it doesn't seem right that
there should be any sort of desire to hurt anyone or to humiliate
other people. All of that is not about love.

Oh, I think not wanting to humiliate someone who gets off on
humiliation erotically is not about love. Because it's not
accepting that whole person—who they are. It's putting them
into a little box and Saying hou, they have to be.

But that's just like saying that not giving a drug addict his drug
when he wants it is not good. Somewhere along the line we
make Social judgments.

That's an interesting analogy.

It's true. Maybe people who are abused as children or something
want to be abused as adults. But that doesn't mean—or maybe
people who are denied love—I didn't have a lot of love in my
family.

Is it really abuse when it's mutual? I mean, child abuse is not
mutually consensual. There are huge power differences. But
adults can play games and attenuate that stuff, like translating it
into a sexual erotic experience that they're actually controlling.
You are never out of control. The only way you can get out of
Control is to have a fantasy about it now and then. That's the
closest to out of control that you'll ever see.
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Yeah.

What would your life be u■ ithout the fantasy of being out of
control?

It leaves me very empty. It's not fulfilling me. And so I'm at a
point of wanting to change that in my life. And I make major
efforts. And I find that maybe what happens is we don't have
sex—not even half as much as we used to. We'll go for a month
and maybe have sex once every two weeks. But when we do, we
have real connection because we actually connect with each
other, and I feel a lot better. But See, we're into this addictive
pattern of what we get turned on by—more raunchy, seedy sex.

That's not okay, is it?

No, I guess I don't feel it's okay. But I must think it's okay since I
do it all the time. But see, therein lies a big problem, which is
that I'm continually doing things I don't think are okay. I feel as
though I’ve got to do something to deal with that. Either that or
make it okay.

That kind of conflict may not be healthy.

No. It's not healthy. I agree. I either have to make it okay or I have
to stop doing it.

Have you tried both?

Yes. And both works for me to a degree. It depends on the level
of whatever we're doing, or whatever we're fantasizing about.
But you know, the bottom line is that I feel I need more love. I
need more real love, more trust, more real faith. We have a lot of
issues that come up for us.

:
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Here Fred is not tempted to adopt another understanding in the
community. He is not interested in how others make S&M sex okay. Sex
and AIDS have a moral equivalent for Fred. To some extent, he thinks we
deserve it, or create it. For Matt sex is ideological. Matt's position protects
his sexual practices against the onslaught of homophobic forces that would
destroy his culture. If Matt's sexual practices don't quite conform, the
ideology will interpret them as evolving, provoking a discourse, providing
further material for reflection. Matt's ideology, while essentially sexual, is
full of mercy and salvation.

Fred's ideology is essentially moral. It stands against and condemns
his sexual life. His masochistic fantasies are understood as the end product
of Wrong thinking, internalized homophobia. He does not understand
letting go of control to a “Big Daddy" as breaking down a male self (in
Matt's words) or self-dissolution (in Gabe's words). Becoming erotically
objectified through fantasy sex is “denial” for Fred. And denying one's
essential subjectivity is especially difficult for a control freak.

Test Story: Buying Into the Consciousness of the Disease

The mind-body connection is paramount for Fred. As his masochistic
fantasies so ruthlessly show, once the connection between idea and body is
made, it can be impossible to break, try as he might. Likewise, once he buys
into the consciousness of HIV disease, he is doomed. Like Matt and Neil, the
antibody test represents a first step into dangerous territory.

When did you get tested?

February 1989. It's amazing that I waited that long to get tested.
But for me it was a major breakthrough—

I Screamed at you for six months about not getting tested.

Yes, you were very influential. I want you to know, because
Otherwise. ... I mean, look at the group of people I come from.

º 2.
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Nobody wanted to be tested because they didn't want to buyinto it.

What are you buying into? What does that mean?

Well, you're buying into the consciousness of the disease. And
it's very hard to fight the battle. It's like swimming upstream
against the battle that you'll eventually die from AIDS. It's a
mental concept. It's still what society believes and it's out there,
you know. The hundredth monkey has not thought yet that it's
a manageable disease condition. We're still living in the
condition that we're all going to die from it. But I wonder how
long people would live if they weren't tested. They might live 20
or 30 years and just go through normal illnesses and get better
because they believe that they'll get better, instead of . See now,
I watch my T-cells go down and I think, ‘Uh-oh. They might
never go back up again.' Well, with that attitude, your chances
are cut in half that they will. See, I really do believe that still. I
believe that getting tested is not for everybody, because you have
to be willing and able to overcome your fears.

:
.

AIDS is a mental concept. Fred not only has to overcome his own
magical thinking. He has to overcome the magical thinking of a whole
group of old friends from Boston. The mind-body connection functions to
maintain the Boston crowd's denial. But San Francisco-style holism is more
demanding. The San Francisco crowd has experienced too many deaths to
Stay in denial. The San Francisco crowd exhorts its members to overcome
their fears, to face their deaths and to take their AZT. The message Fred
hears in San Francisco is, “Get real, girl. You can do it."

This is my take. In addition to having to deal with our beliefs and
our minds, because our minds affect our bodies, we have a virus
to fight. It is a real thing. People are dropping dead and it's notbecause of their minds.

I agree.
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There's a real thing out there. And our minds and belief systems
affect our bodies, like you said, in terms of buying into this death
model. . . . What can we do to support a kind of community
consciousness touard health that doesn't operate out of fear and
denial? How do we get the best of both uyorlds? Hou■ do we
rationally deal with a real virus while keeping our mental health
and our belief system where it needs to be, without being afraid?

I don't think that any of those support group things really work.
Only because they're—to me it's like a bunch of people getting
together who feel that they've got to somehow struggle to
survive. I don't even want to think that I have to Survive. Once

you get down to the level of finding out you've got something,
once you start fighting to survive, then you've put into existence
that there's something that's trying to kill you.

Fred doesn't get real. The magical thinking is unrelenting: “You've
put into existence." But this magical thinking is not in the service of denial
here. Fred is holding onto a belief structure that, like Matt's, is more
threatened by western medicine than it is by HIV. While his beliefs are very
Similar to Neil's, Fred is not a physician. He is not convinced that germ
Warfare in the body is the best approach.

Remember we always used to say that maybe the thing to do was
to get into harmony with the virus and say, ‘Okay, you're living
here, and as soon as I die, you're dead, so we just have to live here
together.' I try to do that—try to be at peace with it. I thought I
would be a major stressed-out mess. I don't know, maybe I have
been. My friends would know better. But I don't think so. I think
that I basically deal with it better than I thought I ever would.
And better than most people I know. Well, other than a few. But
you know, a lot of people get tested and it's like a tragedy.

In the following long exchange between Fred and myself, the end to
which he will push his mind-over-matter philosophy becomes clear.
Negative thoughts are not allowed because they can create disease.

:
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Statistical probabilities are rejected as negative thoughts. He almost tries to
blame a drop in his T-cell count on finding out his antibody status. But he
sees the San Francisco community as “incredible” and his Boston and Los
Angeles friends as being less aware. Fred's conflict is between growing into
healthy awareness and buying into the consciousness of AIDS.

The difference for me is that I think chances are nine out of ten
or greater than 50/50 that when I die, it will probably be of AIDS.
More likely to be of AIDS than anything else. You know, I'm not
struggling to survive, but I think 'Jesus Christ, with a ten-year
average survival rate with HIV infection, even if you just take the
average, that's ten years.’ Of course, I don't know whether my ten
years are up yet.

Well, my nine years are up. I already know.

(You know] when you were infected?

Yeah. Because when I look back I can see. And not only that but I
just know.

:
º

But that was without intervention. Without any medication.
Without any kind of conscious holistic intervention of any sort.
Without any lifestyle changes. So I'm looking at—maybe the new
average is 15 years. If you beat the average, maybe you've got 20
years, if you fight a little bit more. So if there's a chance for 20
years, Jesus!

AZT is not part of that. See, that's the thing. I think that what
you say is true. I've already lived for the ten years and I went just
according to all the statistics, that your T-cells drop about 100 a
year in a normal healthy person. . . . Well now they've dropped
240 points in one year, probably because I've been so hyper

i
º
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conscious worrying about everything. I was doing perfectly fine.
AS Soon as I got tested and found out, Suddenly 1 started to—of
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course I did get tested at a certain level, where things do start to
show up, like all the little skin things and stuff like that.

Never mind your lymphadenopathy. How long have you had
that?

They went up through the summer of 1988. They weren't up at
the Saint. The closing of the Saint would have been May, and I
know I was fine then. I was dealing with other things then, but I
didn't have lymph nodes. By the time I got the lymph nodes, I
knew that lymph nodes were a sign of something. Once I moved
here—see, living here, we're like, totally in it. We are totally
aware. Our community is incredible. But you go back to
Boston—they don't know. Even friends that call me from LA
(don't knowl. And none of my friends in Boston had ever been
tested. Even George still hasn't been tested. Nobody wanted to
be tested. They felt that by being tested they were buying into it.

George hasn't been tested?

Nobody was in favor of me going out and being tested.

Nobody except—

I mean nobody out there has ever supported the idea that I got
tested.

So that whole community that you came from in Boston and
New York, your Saint party crowd, most of them hadn't been
tested in 1986?

No, or 1987.

So that community of friends from Boston, did they ever get
tested? George hasn't?

:
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I don't believe that they have either. Larry's been tested. He's
been on AZT now for about a year. No, most of them haven't
been tested. I find that odd when I think about it. But it's

different back there than it is here. Even today.

It's not that different. Because this is the group of people that go
to the Saint a lot, go into NYC a lot. It's not like they're off in a
rural area somewhere and not having sex with anybody.

No, but it's a different attitude. We're much more AIDS
conscious here. I mean, what do you do when you open the
paper at night? I look for AIDS first in every caption. I flip
through the paper and look for any news about AIDS, anything
that says ‘AIDS' or ‘gay' or ‘HIV-related’ or anything. They don't
live like that.

His consciousness changed. Before he lived here, he hated San
Francisco because of the unrelenting focus on AIDS. San Francisco was
getting a bad reputation in Gay America. People we were saying we didn't
know how to party anymore.

When we were in San Francisco, I had a lot of night sweats for
months and months. San Francisco was just depressed. You
could just feel it. I used to come out here for years to party. And
it was just permeated by AIDS. Saturated with it. The spirit of
the City was just thick. And we didn't like it. We couldn't deal
With it and just wanted to get away from it. I wonder how much
Our moving to the Bahamas was to get away from it all anyway.
Then when we came back, we found it to be a little better nine
months later. Eventually we kind of fell in love with being here
and decided that this place needed us to be here [to show us
how to party again]. And we just fell into this group of people
that really liked us and wanted us to stay. That was in December
of 1987.

º º ºg
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Finding that San Francisco was depressed was especially hard for
Fred because he had just experienced the death of his beloved Saint. He
used to wear a T-shirt from the last Saint party and I used to accuse him of
being a tired old widow who had lost her Saint.

And then when the Saint closed—that was a thing for me.

A major even for you, Mavis! [one of his nicknames).

It's true, you know. I've never really talked about it, but now that
I think about it, the Saint closing was to me the single most
blatant statement that our community was dying.

(Laughs) Oh no, that the community was dying!

Well, it was because so many people were dead. So many people
that used to go there were dead or dying or sick. You know,
most of the guys we knew from the Saint had lost two lovers.
Robert was like that. Jack had lost two lovers. ... I remember him
saying that one night, ‘I have 17 friends who are sick right now'.

Fred's conflict is intense. First he doesn't want to buy into AIDS.
Then he flips through the paper to read everything he can about it. It is the
Same way with his T-cells. First he doesn't want to monitor them. Then he
becomes more obsessed with the numbers than anyone I know. At times
Fred's holistic mind-body orientation functions as an alternative to western
medical thinking that he is certain is flawed. But the beliefs that emerge
below are clearly in the service of maintaining denial. He is not denying the
virus here. He will make peace with the virus. He is not even denying
medicine here. What he needs to deny at all costs is that AIDS might kill
him. This is a very dangerous thought and he is astounded that I can hold
it and still be the airy fairy he knows me to be. Perhaps if there were a bit of
a hope discourse around HIV, Fred would not need to maintain such Strong
denial.

:
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I wanted to say something about what you said. "I figure that
when I do die it will be from AIDS.’ Well, that's just what I've
been trying to not figure. Because you know that deep down you
believe that whatever you believe is what you're creating in your
life. So don’t believe that.

I don't believe it, I'm just looking at, I mean, I just look at
probabilities.

None of that matters.

I think that's different from a deep-seated belief. I don't have any
deep-seated belief that I'm going to die of AIDS that I'm au/are of
I just look and say, 'Chances are better than 50/50 that when you
die, it will be of AIDS.’ Well, what are the other things I could die
of? With my driving, I could easily die in a car accident. Plane
crashes, earthquakes.

All of those things are 50/50. Either you will or you won't. That's
the possibility.

It's not a matter of buying into ... I just realize I have the AIDS
Uirus in me and I have to deal with it.

But so do 1.5 million people and so far only a tenth of those have
died. I mean, are sick. We know that 1.5 million or more people
have the AIDS virus. I really do think that if we believe we'll
eventually die from AIDS then we certainly will.

Do you think that there's something deeply wrong with me if I
think the chances are more than 50/50?

I can't understand why you’d want to think that!

I'm HIV positive!
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So what? So are—

So realistically my chances are higher that I will die of AIDS than
anything else than an HIV-negative person. I mean, do the
statistics, honey, for Christ's sake!

What about the 1.35 million people who haven't gotten sick yet?
They're not all dead.

Let's put it this way. People who are HIV negative—their chances
of dying from AIDS are less than people who are HIV positive.

The point is, why do you want to think about dying from AIDS?

The point is, why do you have a hard time accepting that?

Because there is a potential that—

Mickey is HIV negative, right? You are HIV positive. Chances are,
you have a higher chance of dying from AIDS than Mickey does.

Yeah, but that's different.

Hou■ ?

It's different than saying that my chances of dying of AIDS are
very high.

I didn't say they were very high.

You originally started out by saying 'nine in ten' and then you
Said, 'at least more than 50/50” that you'll die of AIDS as opposed
to anything.

So what else am I going to die of I'm 37 years old.

:
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You could die of old age, for heaven's sake. You could never die
of AIDS. You could never even contract it. See, that's the thing.
As soon as we get positive, we just wait until the day that
something starts happening to us.

The day I turn 50, I might not think that my chances of dying of
AIDS are 50/50 anymore. If I make it to 50, then I'm getting closer
to the age where I can die of other things, right? But I'm not at
the age where I can die of other things really. I mean, men in
their forties don't tend to die of other things. So if I die in the next
ten years, chances are high that it will be of AIDS or a car
accident.

Or who knows, you could die of

Somebody could murder me. It could be a drug overdose.

No, you could just die of some other thing.

Natural causes?

Some other thing. You could get some other strange something.

Oh, but chances are that I'm not going to get a strange
Something.

Well, the thing is that, more than any other disease, I think, you
have to have a positive attitude with HIV. You can't sit around
thinking that you're going to get sick.

My argument with you is that you say that you're not afraid of
dying and I think that you are. Because you can't stare it in the
face and say, ‘This could kill me.'

No, I'm not afraid of it. I just don't want to die right now. I'm
not done. I didn't do all I wanted to do.

:
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I'm not done either. You think I want to spend the last four years
of my life working on a fucking PhD? Get my PhD and then die?

See, I'm not doing things that I don't want to do anymore.
That's one thing that's really changed.

I do want to be doing it.

Yeah, because you really don't believe that you'll be dead. You
believe that you'll go on to do more things, which is probably
why you will. I think the ones who focus on dying and sickness
the least are the healthiest ones to face death.

Of course I agree with Fred. There is an element of truth underlying
his somewhat magical thinking. But my argument about getting my PhD
and then dying was bogus. I had already decided to do the PhD even if it
was the last thing I ever did. I was able to do this because my professors
were willing to work with me without an expectation that I was preparing
myself for a research career. I would only continue my studies if I thought
they were valuable in and of themselves. So Fred's interpretation at the end
is off as well. I was not at all certain that I would not be dead, although I
Certainly hoped I would not be dead. But, “believed I wouldn't be dead?"—
that is probably going too far.

Our conversation turned to a discussion of meanings of AZT, but
quickly moved back to an exploration of denial. I use Dreuilhe's (1987/1988)
military metaphor as opposed to the pacifist one Fred used earlier, but he
follows my lead.

I don't think that there's going be a cure. I think there's going to
be AZT and dd■ and maybe Q will help some people and maybe
Some of the stuff won't help people. But meanwhile, we've got
Some of these weapons in the arsenal, and it's just about
choosing when to shoot them off.
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Right, but if you only know that you have so many weapons in
the house, and you're being attacked by thousands of virus cells,
you shouldn't use all your weapons in the beginning (laughs).
That's my feeling. That's why I keep resisting. I keep figuring, ‘AS
long as I’m healthy, I have to believe that I'm healthy. Once I
start to do AZT, I've got no—'

Do you know why I can't believe that? Do you know why it's
impossible for me to believe that?

To believe what?

This crap about 'as long as I feel healthy, I'm okay.' Because
Duckus was healthy, buffed, beefy and working out up until a
week before he had 30 T-cells and pneumocystis.

Yeah, but was he having his T-cells done?

No.

Well, see, I don't have 30 T-cells. When my T-cells go below 200–

I'm not saying you're doing that. I'm just saying that the belief
about, 'If I feel healthy, I'm not sick,' is garbage. Billy was the
same way—Billy from LA. He looked fabulous and felt fine. He
got a little bit of a flu and it turned into pneumocystis. I mean,
I'm not saying that hou, people feel about their health isn't
important—but u■ amen who have breast lumps and don't go to
the doctor about it—it's the standard sort of thing—they feel fine
So they don't go to the doctor and it spreads all through their
body and they die.

Well, you know I'm obviously not into the totality of that
thing—where I feel fine so I'm not doing anything. You know
I'm doing lots of things. I think the people who feel that way are
all my old friends in Boston, who basically feel fine so they're not
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doing anything. They're not being tested.... So they're the ones
who will suddenly find out that they have 65 T-cells and come
down with something. Whereas, see, I’m at least monitoring. I'm
just not choosing to take any aggressive counter-viral action
right now. I’m just choosing to try to have harmony. Because I
have a lot of inner-peace things that I need to get together. And I
know that when I start taking that drug then I'm going to have
to deal with that too, with that drug in my body. You know, it's
like if we started to drink three espressos every day, we'd have to
deal with it. It would change our lives, right?

It has mine! (laughs)

It's the same with the AZT. And you know that's true. It's going
to be a whole new thing to deal with. And it affects me going
out and getting a new job. It affects a lot of things—whether or
not we move—doing the project in the Bahamas—all that stuff
revolves around my T-cells and whether I'm going to start AZT
Or not.

The power of community to help people face difficult information is
very apparent here. Fred can differentiate himself from his friends in
Boston now that he is monitoring. And he wants credit for monitoring T
Cells: “I’m at least monitoring. I'm just not choosing to take any aggressive
Counter-viral action right now. I'm just choosing to try to have harmony.”
Choosing harmony and monitoring his T-cells are difficult enough for
Fred,

Fred and I return to this theme after talking about his alternative
health practices. Fred has a much greater commitment to these alternative
health practices than Matt who doesn't actually do any of them, ostensibly
because he cannot afford them. Like Matt, Fred feels he has to defend these
beliefs against the onslaught of popular western opinion that these
approaches are “stupid.” While I fight to make T-cell monitoring and AZT
more acceptable to my holistic brothers, Matt and Fred may be fighting
against forces that prevent people like Gabe from even seriously considering

2.
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these practices. Despite our love affair with personal autonomy and choice,
when it comes to health care, validation from one's community is essential.

While Fred surely feels a greater sense of control, his enthusiasm and
commitment to things like acupuncture are even greater than Neil's.

I’m doing herbal things and different tinctures, mostly just
herbal stuff and then acupuncture. Acupuncture is incredible.
It's just incredible. I come out of there and I feel like a new
person. I do it every week on Friday morning. Last week I had
this cold. I had it all week. When I came out of there on Friday
afternoon, I just felt like a million dollars. I had all my energy
back and was really revitalized. I've come to really see that there
is something. ... See, this leads to the whole problem with the
FDA and AZT and all that. There's still this thing of like, ‘This is
our way, and your way is stupid.’ And that doesn't work. I think
you have to do both things together if you're going to do any
sort of western medicine at all. I don't really have a lot of faith in
western medicine. These are the people who give you things to
thin out your blood when you have a headache. This is not the
model of healing.

Are you still doing the St. John's uport?

Uh-huh.

And u■ hat are the tinctures?

It's a mixture of different mushroom things—immune
mushroom stuff. I was doing red clover for a while because it's
real good to detoxify. I'm not doing a lot of different things. I'm
just taking it really easy. I have taken a less aggressive approach
basically. I go to the acupuncturist and he balances my body and
he tells me every week, ‘This is your pulse, this is that, have you
been doing this and that?’ And he usually knows what I've been
doing based on my pulses. He can tell if I’ve been eating or

236



UUS■Llöi\\■ \\



drinking right or stressed out. He's very good. Plus he's an
ordained Zen monk, so he's so relaxing to be with. By 11:00 on a
Friday morning, the whole week has gone by and I’m like
majorly stressed out and wired.

Is this guy an MD?

He's an OMD or something. You know, I get up there and I
actually fall asleep on the table. You know me. I can't fall asleep
at night, right (laughs)? And I’m going 90 miles per hour, and I
actually fall asleep. I just totally go out. He really knows how to
relax me. See, you know what I'm much more prone to do than
anything? Compound Q. That, to me, is something that I'm
much more—

Oh, I'm sure, because it comes from a Chinese mushroom or
something, right? (laughs)

Yeah, just because it's a natural product. And it's been used as a
disease treatment and as an immune stimulant for thousands of

years. It's just applying something in a different way.... I think
I'm basically very healthy. I eat right, you know me. I eat all the
right stuff and I don't really drink all that much, and I'm not
doing drugs anymore.... And in October when they went up to
368, then I started laying off of all my carefully ... I wasn't so
Careful. I started drinking again. We started going out on
weekends and having a few margaritas here or there. And then I
Started smoking pot a little bit and then there you go—

Next thing you know, you're doing Ecstasy every Saturday night.

No, but the next thing you know, my T-cells dropped down to
240 again.

I think you're more vulnerable to getting sucked into the Western
way of doing things and it's more detrimental for you, because
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for all your resistance to it, you get sucked into it a lot. I mean, a
lot of focusing on T-cells. I mean, for instance, you think you
have to go the acupuncturist and you have to do this and that
because you're going to have your T-cells done in a month and
you have to improve your fucking count. That is all, from a
holistic point of view, 1000 percent bullshit. Because from a
holistic point of view. . . .

That's what he says. “Don’t worry about your T-cells.' But then I
have all of my other friends who love me barraging me with this
information: ‘Well, we're not going to tell you what to do, but if
your T-cells are down, we want to support you doing whatever
you want to do, but you really should—.’ So I think, all these
people are not just here in my life telling me this because they
don't like me, you know.

Because they're government agents.

So I think, ‘Okay, I will have faith in this situation because it's
backed by people that I love.' Even Ted, my doctor, cares about
me. I mean, he cares about all his patients, but I mean, I have a
relationship with him which makes it a lot easier for me,
because normally I would just wait until [I had only one T-cell
before I did anything (laughs). But the fact that I have a
relationship with Ted makes it even easier for me to go in there
and to deal with that. Because I can tell him just what I tell you.
I can argue with him about it. I don't accept it as blanket truth,
which of course I never did anyway. But I don't have to sit there
and take it as blanket truth. I can argue because he's my friend.

The community is a powerful force in Fred's life. People he loves
Confront and advise him, and he takes them seriously. Some of his friends
(and his physician, it seems) want him to drop the instrumental attitude
and magical expectations he has about holistic practices raising his T-cells.
Holistic practices such as meditation and acupuncture are meant to affirm,
balance and support life, not raise T-cells. An instrumental attitude
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conflicts with his holistic principles and makes him imagine himself to be
more powerful, more responsible and more guilty than he is.

The stories that have been presented in this chapter have not
included anyone with a basic faith in western medicine. Four such
examples will be presented in Chapter V. But without a basic faith in
traditional community health practices, Matt, Neil and Fred must find new
approaches to cope with HIV infection. Thus their denial, anger and hope
manifest in both ordinary and extraordinary ways. Without any prior
experience with significant loss through death, Matt, Neil and Fred are
more reluctant to face their own mortality than Gabe was. Fred struggles
with the same premature “cuts” in his personal narrative that Gabe
mentioned, but refuses to accept them. He employs serious magical
thinking to recreate his narrative. His attitude towards this reconstructed
narrative moves from faith to real belief to knowledge.

I used to see Tara [his niece] and I would think: I'm never going
to see her. She won’t ever even remember me, because I'll
probably die when she's four or five and so she'll never
remember me. I don't remember people from when I was four or
five. And I just think about that. Basically, I started to think,
‘Well, why don't you start to think that you'll live for five more
years. Just start to believe that for a while.' So I did and little by
little I accepted that, and now I really believe that I will. Before it
was just faith. I had to make myself think it. But now I really
believe. Now I completely know it inside that I'm not going ... I
would be very surprised if I die of AIDS within the next two to
three years. I really believe I'll live for five more years. And so now
I've started to project that I'll live for ten more years—or I'll live
to be 40, which will be like, seven more years. And then I start to
think the more that you affirm that, you think, “40 doesn't seem
like very long, I should certainly be able to survive that long.'
And in that process, you realize how much you buy into dying
without even thinking about it. Like all of a sudden you're
thinking, ‘Oh, I should be able to survive that long.' Well, you're
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not even sick! (laughs) So you should certainly be able to survive
that long.

I would be very much surprised if you died of AIDS in three years.
I would be very surprised.

This last line reflects a combination of my hope, my expectations and
my experience at the time. That would soon change. Fred is fighting full
blown AIDS in 1993. Gabe's T-cells plunged and he died in 1991. I have
experienced more variability in the pattern now—including both long
term survival with low T-cells, and rapid declines leading to ill health and
death.

Why? I only have 240 T-cells. I could.

Well, it takes longer than that.

But I would be surprised too.

I don't think there's any reason you shouldn't live to be 40.

No. The reason is that by then I would have survived. Let's see, I
was exposed in 1981. How old was I? Twenty-five. I would have
survived for 15 years, right?

So? Why shouldn't you survive for 15 years?

I should, I think.

I am beginning to recognize that Fred needs hopeful support as
much or more than he needs to be coaxed out of his denial. In 1989 I

Wanted my friends to be more open to western medicine, and so shared
Gabe's experiences with AZT. Essentially, I was trying to figure out how to
be helpful and more understanding.

;
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Gabe had a lot of skin stuff, and he had some problems with the
AZT. There were some side effects with it, but they seem to be
over. He seems to be over the hump. And he had real
psychological reactions to it, like you. Incredible ones. He used
to scream at me for not being more supportive—that he had
changed so fast and got on the AZT. A couple months ago he
said, ‘You want nothing better for me than to be on AZT.’ And I
looked at him and said, “That's right.' He thought that was
awful. But, you know, now he is on it and he's fine. He's not
having any trouble.

Ethical Discussion

We know our friends. Not well enough to tell them what to do in
most circumstances, but we know them. We see light in their souls. We
Smell fear in their denial. We are humble enough to know that we may even
Confuse light and fear at times—but not usually. So what would appear to
be overbearing by a nurse, may be tolerated in a friend. As a friend, I am
allowed, no, even required to make my case—or simply give voice to an
alternate interpretation. But I am still a nurse. My friendships cannot be
divorced from that entirely. When health-care issues come up in my
personal relationships, I have a bit more power sometimes because I am a
nurse, just as Fred would have more power if we were discussing drawings
of my dream house (he's a designer).

It is not possible to escape these power differentials in our personal
and professional relationships without skirting the special responsibilities
that accompany that power. In the last few years we have paid more
attention to preserving our patients' autonomy. But this attention is not
intended to relieve us of the responsibility to recommend treatment that is
inherent in our roles. In fact, our responsibility goes well beyond
recommending treatment based on research findings. Just as
psychoanalysts must offer interpretations that can be both accepted and
integrated into patients' lives, so must health professionals offer care in
Such a way that patients can accept it without losing their essential
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CHAPTER V

IDEOLOGIES OF HEALTH AND ILLNESS

No strong western ideology of health or illness surfaced in the
preceding four stories. Rather, three distinctly non-western positions
appear in the texts. The most ideological of these was the anti-medical
position articulated by Matt, the first story told in chapter four. Like Matt's,
Gabe's story neither embraces western medicine nor its popular
alternatives. Gabe's beliefs about health, illness and treatment did not seem
to constitute a coherent “ideology” at all. But Neil and Fred revealed what is
generally understood as a “holistic" orientation to health and illness. In this
chapter a distinctly pro-medical position presents itself in interviews with
Donald, Andrew, Larry, and Tony.

This chapter begins by returning to the anti-medical position raised
in Matt's story. Second, Gabe's “no ideology” position is revisited through
an interview with Dick. Next, the pro-medical position is explored through
four new stories. Finally, the holistic position articulated in Neil's and
Fred's stories is explored in relation to those of two more participants. The
method employed throughout is constant comparative analysis, both
among and within the four ideological positions listed above. Whether the
ideologies show up or not in actual practices is of special interest. Insights
into one world can be used to illuminate another, without recourse to
theoretical abstractions. The above categories are not presented as
"findings,” but rather as a beginning interpretation of lived experiences.

Anti-Medical Ideology

The anti-medical position, discussed at length in Matt's story, can be
understood as a form of alienation. Matt and other “non-believers” think

that the medically institutionalized rituals that absolve the guilt associated
With sickness, that restore patients to their larger communities, that relieve
Suffering and offer hope are either dangerous or meaningless. Conversely, a
Culture may withhold important rituals or services from Stigmatized or
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marginalized groups as a means of maintaining its own identity. Those
who do not believe in western medicine must find other means to absolve

guilt, to establish community, to relieve suffering and maintain hope.
Frequently, these other means include new or opposing ideologies.

The dominant culture distinguishes innocent victims of HIV from
gay men and intravenous drug users. In these two groups suffering is often
believed to result from evil deeds, and a discourse of hope is altogether
absent, especially in the medical community.13 The dominant culture
prefers that death follow its stigmatizations. Death reinforces the strength
of a culture's taboos and the “moral" purpose behind its stigmatizations.
Those who adopt the public persona of the dominant culture take comfort
in imagining that adhering to cultural taboos will provide protection from
mysterious forces like death.

Despite educational and economic differences, medical communities
are more often reflective of cultures than they are different from them.
Thus, people from marginalized groups (including several men in this
Study—Matt, Gabe, Fred, Kyle, Dick, Damian) are often be suspicious of the
entire medical endeavor—its epistemological understandings of health and
disease, its guiding moral and ethical principles, its economic motivation,
its normalizing and hegemonic power and its effectiveness with “people
like me.”

While liberals might shrink from the assertion that the dominant
culture would prefer gay people dead, four men in this study
Spontaneously referred to what Gabe called “irresponsibility" and Matt
called “boning" (see page 140). Kirk is a bright, energetic, hot, young artist
from New York whose family was in the funeral business and who has had
Significant experience with loss. Like Fred, Kirk has distinct holistic beliefs
and practices. He learned about his positive antibody status in 1986. At that

*I have never yet attended an AIDS conference where HIV wasn't referred to as 100% fatal.
How they know that we will all die of AIDS has always escaped me.
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time his T-cells were 750. His anger over the hopelessness in the press is less
vitriolic than Matt's, but nonetheless clear.

What does anger me is the attitude ... in the press when the HIV
antibody was discovered, that to test positive was a positive
death sentence. People—I don't know who might have given
them the first idea—but people grabbed hold of that big time! It
was in a sea of unknowns, which was all anybody had when it
came to AIDS. People would grab anything that they were told.
And to say that now there's an antibody, and it means you were
exposed to it so you're going to die—that really bothers me
because I don't think that's the case anymore. Maybe I did at the
time, because I believed it as well. But now that I’ve tested
positive for four years, I seem to be on some stable course ...
They've been testing since '85, right? I know somebody who was
in the initial stages in San Francisco when they began testing.
He's been positive for five to six years and he's doing great.

“In a sea of unknowns,” when people were very vulnerable, the press
pronounces your death sentence. Kirk shares some of Fred's belief that
buying into the hopelessness associated with being HIV positive is
dangerous. Matt describes the same issue through the anthropological
concept of boning. Gabe offers his personal reaction to the reported
“average” survival time being revised upward every year. But for Matt's best
friend, Kyle, pressure to accept the role of the dying comes both from the
medical community and well-meaning friends.

I almost think that the medical community is sort of dangerous,
because it's the medical community that quantifies it and gives
you the statistics and tells you that it's a fatal illness and tells
you that these are the numbers and this is what's going to
happen to you. It's all very negative. And then there's this! I
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mean, you!4 do this too. You call it an illness. So one minute I
was healthy and fine and the next minute after I got my test
result back, I have a fatal illness. This doctor felt sorry for me...
That really has a big influence and impact on how [one] would
live [one's] life, and I imagine on [one's] immune system. And if
you bought really heavily into that—I think it's scary.

When the doctor told you that you were positive, did you all of a
sudden feel like you were not able to physically do anything?

She treated me like I was physically unable to do stuff. And my
friends sort of treated me like I was ill. People suddenly were
saying things like, “You can come up to Sonoma with your cats
and I'll take care of you." Thanks. You know, it's all this subtle
kind of stuff about “you're sick” or “you're fine now but you have
HIV and you're going to be sick. At some point you're going to
need to be taken care of,” or that type of stuff. Does that answer
your question?

Nobody talked about the 2%, 5%, 10% of people who are HIV
positive who don't become sick or who we haven't seen develop
disease yet?

No. The emphasis is on people who develop disease, in my
experience. As a matter of fact, when I would mention that a
percentage of people don't get sick, I'd be accused of being in
denial, like “You're not dealing with this. You are going to get
Sick. You're in denial.”

Illich (1975) notes how the pervasive discourse of hope surrounding
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terminal illnesses like cancer causes much undue suffering among people,
while simultaneously providing funds to design and refurbish the Temple

*This is one of the interviews conducted by a fellow graduate student.
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of Tantalus, Illich's analogy for the modern hospital. However, the absence
of a hope discourse for HIV, especially during the first decade, is
nonetheless also troublesome. If news is understood as a commodity, then
death is simply worth more than Survival. If a new infectious illness is billed
as 100 percent fatal, then the resulting sense of national crisis will bring
increased power and influence to the medical industry. As long as poverty,
disease and death predominate in marginalized communities, the more
normalized, public identity and its corresponding taboos are strengthened
(see chapter three). Both the media and the medical industry contribute to
hope's preservation in normalized groups by hope's destruction inmarginalized ones.

No Ideology—Dick

Dick, a big, striking, long-haired, Black-Irish computer consultant in
his mid-thirties has an ideology which falls somewhere between Matt and
Gabe's. Like Matt and Gabe, Dick doesn't believe that medicine has
anything to offer, and he is even less likely than Gabe to explore medical
alternatives. But unlike Matt, Dick does not rail against medicine. His
skepticism does not assume ideological proportions. Like Gabe, he seems
individually grounded in his own life, his own understandings and his ownpractices.

The absence of a hope discourse is not solely the result of forces
outside the gay community. Neither Gabe nor Dick has much hope in
medicine and neither has an alternative ideological stance. Neither of them
seems gripped with fear or denial. Both seem firmly rooted in their Own
understandings and practices. Both are well educated, well informed and
well integrated into the community. Dick's discussion of his own hopefollows:

Do I want to start doing prophylaxis of some sort? Do I Want to
start employing aggressive techniques to try to Stave off the
onset of AIDS? I hear a lot of hopeful things. I spoke to somebody
last week who told me that in a month there will be some
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results published about compound Q and peptide T which are
very hopeful. And we have all heard rumors of therapies that
have been at one point or another very hopeful for quite a few
years now. But we're all still dying (laughs). So that's where that
gets you. I mean, hope lets you continue to live, but it's hope
tempered by the fact that hope before has proven not to pan out
in terms of an effective therapy or a cure. So I'm sort of
guardedly hopeful or cynically hopeful.

Dick cannot wholly abandon hope because he recognizes that he
needs hope to keep living. Yet his hope is tempered by his experience
which is that HIV invariably leads to AIDS, and AIDS invariably leads to
death. Like Gabe, Dick mourns losing his future. While Gabe never lost his
innocence or his faith in the world, Gabe's experience with losing the world
and body he knew is fairly analogous to what Dick describes as losing faith
and innocence below.

When Peter died, the last scrap of belief in the world as a safe
and happy place disintegrated. I just didn't believe that
anymore.

Was there a safe and happy place beyond the world for you?

No. I was raised as a Catholic in a dogmatic sort of way by not
particularly well-educated Irish and Scottish first-generation
American parents who didn't go to college and didn't think
critically and were brought up as dogmatic sort of Catholics.

So you lost your innocence, your sense of the world as a safe
place—

That I could lead a happy life and have love and a future and
long-term goals and all that stuff. The possibility of all those
things went away when I found out that I was antibody positive.

Have you regained any of that?
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YeS.

How did that happen?

Gradually. Because I am basically a fairly positive person who
likes himself and likes his life and is fairly self-confident and
enjoys having a good time. Somebody charted my planets for me
once, and I have seven out of nine planets in Leo. You know, Leo
with a Leo rising.

Roar!

Yeah! So you know, I’m out for a good time. I want things to—
you know what all that is. So I just couldn't stay miserable
forever. It was the longest year of my whole life, where I really
was miserable all the time and life was just black. And then over
the period of the second year it got grayer, progressively lighter.
And in the last half year or so, I think that I'm a hell of a lot
happier than I was then. Not like I was before it happened,
because that was a sort of childish innocence based on

ignorance. Now I feel sort of older, wiser ... I don't feel that sort
of youthful, everything's going to get better as I go along, I’m in
the prime of my life, I'm going to conquer the world. Now I
realize that death happens and things end. But I think that one
can know that and be happy instead, or be happy anyway. It's
sort of like, to draw on an old Catholic metaphor, it's sort of like
the fall from grace. You know, the thing that is before having
knowledge, the metaphor for the first people, Adam and Eve,
this sort of blissful ignorance, like a blithe happy state where
everything was always perfect and they didn't know anything
other. But they had knowledge and that changed everything.
They were visible for a while and so they got thrown out of the
good situation they were in. That's Sort of what happened to me.
Now I know what death is. I have the knowledge of death. So I
feel older and wiser and am certain that I will never have the
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innocent quality of happiness I had before I knew of death. But I
think it is still possible for me to be happy anyway.

Dick's life is transformed from blissful ignorance to encounters with
death to wisdom. He is resigned to the fact that things end, but twice said,
“I think it is still possible for me to be happy anyway.” Dick is struggling
with the central problem in Kierkegaard's work—how to achieve happiness
by fully engaging with life in this world, yet without pretending anything
lasts forever. Like one of Joseph Campbell's (1949) heroes, and like Gabe, Dick
makes his journey through a world full of AIDS without a specific guiding
ideology of health. Dick relies instead on his own understanding and
experience. Like Gabe, he finds his place in the common lot of humanity
through myth and metaphor, sex and friendship. Although he has little
belief in medicine or new age holism, Dick's narrative reflects profound
insight and a clear self understanding. He does not monitor his T-cells. We
will meet Dick again in chapter six.

The Medical Ideology

This position is less pronounced than Matt's anti-medical stance and
less ideological, in part because it is largely consistent with dominant
Cultural understandings and practices. In fact, it does not really function as
an ideology at all for the men in this study. These men are believers, but not
in the fundamentalist Protestant sense. The “pro-medical" position is more
akin to membership in a European State Church. Membership has not been
renounced to avoid paying church taxes, but neither are the beliefs world
defining, as they are for the truly devout.

Alienation from the dominant culture's medical rituals and

Sacraments is less predominant than it might be because, living in either
San Francisco or New York, the men in this study have so identified with
the gay sub-culture that many have largely escaped the hostility of the
dominant culture. Like other marginalized groups, the gay men whose
Stories appear next continue to look to the medical establishment for grace,
mercy and hope.
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Longest Known Survivor—Donald

Donald was about 45 years old at the time of his interview—
handsome, popular and very financially secure. He was involved in a 14
year relationship with Howard, a brilliant appellate attorney who was
diagnosed with KS in 1986 and died in 1989. I interviewed Donald because
he has been HIV positive since 1978, his status having been documented due
to his participation in the San Francisco hepatitis study. Thus, he is the
longest survivor of HIV that I knew.

Gabe, Matt and I had often theorized about what kind person might
survive HIV infection. Since Donald was our living example of a survivor, he
became a kind of lay case study. I presented Donald with a summary of our
analysis during the interview. He was non-plused and neither confirmed
nor denied it—which for Donald probably meant that he simply dismissed
it.

I know that a newspaper would say that you're average and that
you've lived the average amount of time since being HIV positive.
Of course, as you keep living longer they keep upping the average.
But it is also the longest amount of time in our experience—
never mind what the statisticians are saying about the future—
you're the longest surviving HIV-positive person we know about.
So I'm pretending that I'm an anthropologist going to those
places where people live to be 110 and asking them what the
Secret of their longevity is (laughs).

I don't like that. Someone said something to me a couple of
years ago and said, “You’re the people that give us hope because
we see that you've been positive all these years and you seem to
be fine.” And it's a responsibility I'm not real thrilled about. And
I have the feeling that if I get sick, it's going to wreck all these
people.
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Well, I know you don't like that kind of responsibility, and I'm
not sure that you need to take it, but it's also true. I've probably
said that to you a few times (laughs).

If I get sick, I figure it's enough for me to be sick without
worrying about how everyone else is reacting—that they're
having problems not because I'm sick but because it affects
them, you know. They're coming over but I'm not sure if they're
concerned about me or about themselves.

I can understand that. But... right nou, you have managed for a
long time with this. And researchers always want to paint a
profile of survivors. Whether you get sick or not, you're still at
this point in the survivor profile, in the survival mode. I used you
and a couple of other people in my own mind to generate some
theories of what it takes to survive. And I've talked to Gabe about
this and he agrees. I've said, “I think Donald is the model for
survival because he's one of those people that combines a lot of
opposites. He cares about other people but he's totally self
obsessed. He's neurotic, he's anxious, but he knows about
what's out there. He looks at it all and doesn't really believe in
anything. Skeptical. It's almost a kind of healthy neurosis that's
not about denial and it's not about acceptance and it's not about
belief—and it seems to be walking this very fine line. It's not
about repressing a huge amount of feelings; it's not about giving
vent to all the feelings.” You're this odd combination of
responses to—

Then how come I can't get a good date?

With his physician's blessing but without his recommendation,
Donald started taking AZT in February 1990 with a T-cell count of just over
500. Our interview took place in April of that year. The following discussion
about the meaning of Donald's 1978 and 1986 antibody tests reflects the
general uncertainty and confusion people like Donald and myself
experienced in the mid eighties.

.
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When did Howard get sick?

Four years ago. And I was certainly well aware of AIDS way beforethat.

Because he got diagnosed shortly after Steve died, I think. Steve
died in February 1986, so I think Howard was diagnosedprobably that spring of 1986.

In April.

When did you take the HIV test? Had you done it before?

No. We both felt at that point that there was no point in doing
an HIV test because you couldn't do anything with it and it
would just sort of upset us. And I had already been contacted by
the City and told that they had blood samples of mine from 1978
and blood samples from Howard from 1979. So we knew that
those were sitting there. And we had a long history—we were
waiting for something to happen; for a reason to take the HIV
test. Then when Howard was diagnosed I went and had the HIVteSt.

As a part of continuing in that hepatitis study or—

No. I continued with that but I just didn't get the results. I had
been cooperating with them. I just didn't want the results. Once
he was diagnosed, I decided, I assumed I was positive, SO I Went
ahead and took the test. It was probably about three or four
months after he was diagnosed. About a month after he was
diagnosed we left for Europe for two months. When we cameback I had the test.

Given that Howard had already been diagnosed, what was that
like getting those test results? Was it hard?

.
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Yeah, it was still very difficult because you still—there's always a
chance that you're negative, even though you assume you're
positive. One reason you don't get tested is that you think
there's a chance that you're negative. I had a friend whose lover
had died and he was tested and was negative.

Right. What was your reaction to being positive?

Well, my reaction to being positive wasn't as bad as it could have
been. If I had gone in and been told I was positive, I think it
would have felt like the earth was moving and the floor was
falling out from under me. But I was basically told, “You're
positive, and you've been positive since 1978.” So I was already
positive for quite a number of years.

And what did that mean? I mean, how did you interpret that?

I interpreted that as a good sign. Because they didn't know what
the incubation period was at that point, and they were talking
about two to three years, and I was well beyond that and I
figured that was a good sign. I would have been more concerned
if I had been diagnosed as positive and it was just from that
point. I felt better having all those years under me. As it turns
out, I don't feel better about it now, because they've just
changed the incubation period to 11 years.

Note from the participant observer

In 1987 I was asked to return to the hepatitis study. I had tested
positive in 1985 and hoped that my 1978 test result would be positive—
because that would have meant that I had fought off disease all these years
and I might therefore be able to continue fighting it off. The clinic worker
told me that it was better that I was negative in 1978, because the only thing
that correlated with moving from being HIV positive to having AIDS was
time. That was real disappointing. It meant the virus was stronger than
everyone; the virus would catch up with everyone; nothing correlated with
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survival—but I didn't totally believe his conclusion. Just because science
had not discovered any correlations with disease progression (other than
time since infection) did not mean genetic or psychosocial correlations did
not exist. But the pronouncements of researchers are made with such
conviction that even skeptics such as myself are tempted to abandon theirhope.

Donald's disappointment is not due to the same thing. His
disappointment results from a realization that he has not survived beyond
expectations. In 1986, being HIV positive since 1978 seemed to mean he had
a high chance of being in the group that might “survive"—whatever that
might mean. In 1990, when this interview was conducted, the expanded
“average” time from infection to AIDS (from two to three years to eleven
years) meant that he was only one year beyond the “average."15 The annual
raising of the average amount of time from infection to AIDS is good
news—even though many of us are angry about the initial pessimistic
estimates and the fact that these estimates were both so far off and accepted
as gospel truth by the mainstream press. But for Donald, this annual
change means the same thing it did to Gabe: This is your year to die. We
thought it was last year, but we were wrong. It's this year. Whether from the
inflated sense of self importance in AIDS researchers, or from the media's
uncritical faith in their utterances, a measure of cruelty emanated from
those reports that affected even those of us who doubted them from thebeginning.

11.5—they change it every year.

Yeah. They keep raising it. And so I thought that I was past the
incubation period and it's just not happening that Way. I’m at 12and 1/2 years now.

*I could find an article that substantiated his 2-3 year estimated infection time I suppose, but
that is not the point here. This was information that he received, and was therefore the IVinformation that he used to develop his personal understanding of and relationship to HIV.

-
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Right. So in 1986 you weren't that bothered by it. They were also
telling us in 1986 that probably only 20% to 30% of us would
come down with AIDS. I don't know if that's what you heard, but
in 1985 that's what they were saying.

No. I thought it was more like 80%. That's what I was told.

In 1986 they were saying that?

Well, that was just one doctor's opinion.

The above historical discussion represents what must have been very
common. We did not have clear—or even ball park answers to these
questions yet. But people needed to interpret their situations and get along
with their lives. In 1985 I was told 20% or so of those who were HIV positive
would eventually develop AIDS. I heard it from a number of sources,
including the test site center. By 1986, Donald is hearing the opposite (20%
may not get AIDS) from his physician, who happens to be my physician as
well. Donald started monitoring T-cells in 1986, as soon as he got tested,
both at the clinic and with his physician. I was tested in 1985 but my T-cells
were done the first time at the clinic study in 1987. Our physician, who also
holds a masters degree in public health, started monitoring my T-cells in
1988.

So they were around 500, 600. Is that where they are now?

Yes. At the lower end of that. But they've always stayed in the
Same general range.

And have you done anything in terms of lifestyle changes or
anything as a result of being positive or having 500 or 600 T-cells?

Yeah. It's not that it's 500 or 600 T-cells. I think I would have

made the same changes if they were 700 or 800. Do you want
medical?

º.
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Whatever.

Well, I started taking acyclovir four years ago, and my feeling was
that I thought that AIDS was going to be associated with
herpes. 16 I figured why bother getting them. I’d never had them,
and I figured that I could take a preventative. And my doctor
said it wasn't harmful to take acyclovir. I felt like I was doing
something, so I’ve been taking acyclovir since 1986. I've tried
various things. I took that muck you put in the blender, AL-721. I
did that for about a year, I've tried various things.

Are you still doing the acyclovir?

Yeah, and I started AZT two months ago.

Then what about going on AZT” How did you make decisions
about that?

My decision about that was from the research coming out.
There's a range that they get (T-cells] within. So I don't see any
difference if I'm 525 or 475. I think it's all about the same. My
doctor seemed to think that when you get below 500—I think
they have an attitude of “When?” It’s like they're waiting. This is
Sort of creeping up on you. I figure as long as it's going to be
eventual—they keep telling me it's eventual—that it's going to
happen when they drop another 25 or another 10 or whatever. I
might as well just start it now.

And what were Ken's arguments? I can guess what some of them
might have been.

º.
-

*While I have not reviewed these studies, many in the community sought to avoid sunburn,
Poison oak and herpes because these had been associated with increased viral replication in
the gay press.





For not taking the AZTº There's no research done above 500—no
statistics to show that it does anything. The only ones [were] in
the 200 to 500 level. Granted, it was significant, but the sample
was so Small that he didn’t consider it relevant because it was

such a small sample.

What are your feelings about that?

I disagree. I know a number of people who are taking AZT and
have had dramatic increases in their T-cells, which I find
Strange.

So you disagreed. Is it more of the same thing with the AZT* That
you feel like you should be doing something?

Well, it's not that I just feel like I should be doing something. I
have this horrible feeling that at some point we'll find out that
this is what you should have been doing and now it's too late.
You should have been doing this two years ago or whatever. So I
figure I should do something. AZT is all that's out there at the
moment that's approved, and it seems to be relatively nontoxic
or relatively safe. I had a friend who was just killed by dd■ —from
pancreatic failure. And I don't have those worries about AZT.
Since I've started taking it, I had my blood work done again this
week, and my red and white cells are fine. Ken said that my
white cells were up and so were my red cells.

So you're obviously not getting anemic from it. You said you've
been on it for two months?

Yeah.

Have you had any side effects?

Oh yes, I beep all the time.

º
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Oh, you have the beeper. Are you using Houard's?

No. I used his and I lost it. It didn't close well and the pills
would fall out in my pocket. The side effects: I get tired in the
middle of the afternoon and I seem to urinate at night—I have
to get up to go to the bathroom like three or four times.
Obviously part of it is because I’m having a glass of water before I
go to bed when I take the 11:00 pill. But it seems like I'm going
to the bathroom an awful lot.

What do you do when you're tired in the middle of the
afternoon?

Lie down usually.

Do you sleep?

Not usually. Sometimes a little bit. If I sleep it's like 15 minutes
or something. I had one day when I was in Florida in a shopping
mall with my mother, and my reaction was, if I didn't get to sit
down soon I was going to keel over. That's only happened a
couple of times—that I've gotten that tired.

When you say you felt like you were going to keel over, what do
you mean?

I felt like I was just going to fall asleep. I was that tired.

Did you feel a little light-headed?

No more than usual (laughs). I just felt tired—and heavy—like
my body had to go down. The other side effect is that I seem to
have not a great deal of interest in sex, which is highly unusual
for me.

When you say “not a great deal of interest,” what do you mean?

.
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Well, I have a date over and instead of having sex we'll watch TV
and I'll fall asleep. Or, the other night the guy I've been dating
was out of town, and I was going to go down to Folsom Street to
party at the 890 (a sex club] at about 10:30. But I thought I'd
rather go to sleep—sounded like more fun. So I went to sleep.

I'm really intrigued because this has happened to me a few times as
well. I continued pursuing this because of my own experiences with
absolutely losing all of my energy in the middle of the day. What is really
significant here is that when Donald is tired, he lies down. He stops. He
does what he feels like doing. He is infinitely more interested in and
concerned about himself in the moment than he is meeting some pre
established expectations—his own or those of others. Even when he has
planned a date or a trip to a sex club, if his attitude or energy changes, he
goes with it.

Like Gabe, Donald has little use for eastern approaches, although he
has a greater appreciation for western medicine. For example, Donald sees
AZT as "relatively nontoxic or relatively safe." He also has little use for
psychological self reflection. For example, his rational for taking acyclovir
and AZT before his physician recommended it has nothing to do with
needing a sense of power or control. Rather it is expressed in very pragmatic
terms: “I have this horrible feeling that at some point we'll find out that
this is what you should have been doing and now it's too late. ... So I figure
I should do something.” With a positive antibody test in 1978, this may be a
reasonable fear.

Neil felt he should be doing at least one thing in order to stay
hopeful, to stay mobilized. Donald understands himself as having power
and control already. He is already fully mobilized and hope is about the
future. Yet hope and the future do not appear at all in his narrative. At one
point I tried to find out if he experienced any anticipatory grief before
Howard died, but to no avail. I am including a long selection from our
transcript here without comment in the hope that others may discover
things I haven't. Donald's story is important. He tested positive in 1978. It is
July of 1993. Donald still has not developed AIDS.

:
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What was it—this might be a little hard—the years from 1986
until Houard died—if you were to describe those—

Well, once Howard was diagnosed and we got over the initial
shock, things didn't change much. The major change was that
Howard wasn't going to work anymore. He went on disability
and was home all the time. But when three or four months had

gone by and nothing happened and he seemed fine—he wasn't
getting sick—AIDS just became something to live with. There
was a period for at least a year when I really didn't think about
anything further than the moment. I just really didn't think in
terms of Howard getting any sicker. You never know. Some
people just go on. So it wasn't really an issue. And it didn't
become an issue until about two years after he was diagnosed,
when we noticed some changes in his health.

So for two years you tried hard to just kind of deny it?

I don't think we were denying it. We were just saying that—the
previous idea was that you get AIDS and you die—and the new
idea developing was that you have AIDS and you live with it. It
was part of our lives, but it wasn't the only thing—which it had
been for the prior period. After being diagnosed, AIDS was our
life. But then life went on. Then when he got sick, AIDS became
Our life again.

In those two years, you adopted this living-with-AIDS mentality
to get through the day. But do you feel like there was increased
anxiety or sadness or apprehension or grief or fear that Houard
might get sick or die?

It's hard to separate. Because people all around us were dying,
and that was a constant reminder. I think if we'd been
Somewhat more isolated that wouldn't have been so much the

Case. But you're there, and people are suddenly getting sick and
dying. And people that were diagnosed after Howard was were

º.
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dying. You know, it made it more “there” but it wasn't
something that was dwelled upon. . . .

cº, 2

Howard developed other interests. He was kind of going out
there with his spiritual people and his crystals and things that I
did not share his interest in. Not so much that it created friction

to have different interests. It just created a separation. My feeling
is that whatever one believes, if it helps them, then that's good.
But, I mean, some of the stuff with psychics got to be a bit much
for me.

Okay, and Houard for a while was real into exploring all kinds
of different things.

That didn't surprise me. I mean, you go and you explore until
you find what fits. And Howard went into each thing with gusto
and picked up pieces of each thing that worked for him. Some
things worked better than others, and he stuck with them.
Things that didn't work, he'd take what he got out of it and just
combine them into his little patchwork of whatever was going
to help.

So it wasn't so much that you had difficulty dealing upith all
these things—it was that you just weren't interested in all of it.

I had interest in some things and doubts about others. Some of
it seemed totally ridiculous. It was difficult at times for me to
not share that with him, which was not being very supportive,
but I could only go so far with some of it....

■ º y
(2

I went to Tom B's service because I thought his mother would
want me to because there weren't going to be a lot of people. I
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always had this thing where I would go if there was going to be a
disappointing crowd. I would want to go to just in general make
the surviving relatives feel that their son hadn't died alone—
there were friends and stuff. But if it seems there are sufficient

people, I see no need to go.

What was the part you said you had trouble about?

Oh, I've always had this thing that I'm going to have a memorial
service and there won't be many people there. So I'm doing
things in my life to make sure I have a good crowd so when my
mother comes she'll say, “Oh look at all these people here in
memory of David.”

Because it would be important to your mother?

And to me too. Maybe I'll be hovering around up there watching
or something. I don't know what happens when one dies. I can
See who doesn't show up.

See who doesn't show up (laughs)! So are you attending a few
more services now in case other people are checking when you
shou up?

People think that I don't like going to those things. People who
regularly go, people who thrive on that Stuff are always going to
Services. . . .

I stepped out of Shanti mode yesterday. I was talking to this guy
for about a half hour, and I said “Well, do you want this to be a
Shanti conversation, where I'll be supportive of whatever you
want to do and tell you the answers are within you—that type of
thing—or do you want advice? What are you looking for? Should
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I be there as a Shanti person or as a friend who's going to give
advice, which may be wrong.”

Which Shanti people aren't supposed to do?

I find that a good portion of the Shanti volunteers don't do
what they're supposed to do. And they try to tell people what to
do—run their lives and give value judgments. And I very much
try not to do that. I do it all the time with my friends, and
Shanti's a nice place to not do it. But I haven't gone to one of
their [Shanti's] grief groups. I just thought that my grieving was
something private. And I don't think it helps me to sit in there
with a bunch of strangers and talk about my grief. In order to
know my grief, one has to know me and know what I’m grieving
about.... One thing we learned in Shanti is that grief is relative.
And that what's important to one person isn't as important to
someone else. ... The death of their dog when they were six
years old may be as important as the death of someone's parents
when they were twelve. I can understand that there's different
grief for different people. But I think people can't exactly
understand it. In order to understand my grief, you'd have to
know me and you'd have to know Howard,

Do you feel like you've had ample opportunity to express your
grief with the people who knew both of you?

No.

Tell me about that, because I'm one of those people.

Well, I'm not sure what there is. I think part of it was—I almost
felt like I lost Howard about six months before he died. There

was suddenly this wedge between us that wasn't there before.
And I was there as a caretaker, I felt. It was just sort of an
emotional change maybe four or five months or whatever. But I
was aware of it before his final illness. I kind of withdrew myself
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from it a little bit. And I feel there's probably still something
there that hasn't come out. I don't know. I had very little in the
way of tears after he died. I was just sort of numb for a while—
and a couple of times I’d get very—and then I'd think that a lot
of it was just pushed out of my mind. I still have Howard in the
box upstairs—and I’m reluctant to part with it—and I haven't
opened it. I was going to take Some to Italy and some to the
country but I figured, well, I don't want to have him all over
different places. How would he get back together again? I find it
strange that I'm keeping the box of ashes there. I used to keep it
out. I kept it on the counter. But yesterday I put it away. I put it
under the counter. It was sitting on the bathroom counter and I
was straightening up and I figured it had been there for two
months. When I was in the other house I didn't want it in the

closet because it was dark. So I kept it out in the box—sealed in
the aluminum-lined box. I find it all a little peculiar,

I haven't scattered Duckus's ashes. If I ever do scatter Duckus's
ashes, it will be in one place.

Why?

I think that that's what he would want. Yet he never told me

exactly what to do with them.

Howard didn't care. He was quite specific that he didn't care
What happened to them. I guess I could bring them—what is
it—20 pounds?

No.

It's quite heavy, though. I don't know how much it weighs. I
thought I might take a cup of it and dump it in the river in
Florence—or someplace—but who knows.
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Do you think about—I'm just wondering, because I do—I mostly
don't know where to put Martin (Duckus) because I don't know
where I'm going to put me?

No, because I haven't decided what will happen to me. I don't
know that I want to be cremated. I may want to go into a family
plot. On the other hand, being underground sounds so
unappealing. But I don't want to be burned either.

Many of the above issues—losing people before they die, deciding
what to do with a loved one's ashes—are beyond the scope of this chapter.
While these issues are reflective of wider cultural phenomena, they are
particularly relevant to lesbians and gay men as they establish new
identities, families, and communities.

Andrew

Andrew's narrative is even clearly pro-medical than Donald's.
Andrew, is a 36 year old very buffed muscle queen, as is his lover of eight
years, Buck. Both are HIV positive and both look great, although the effects
of HIV and/or the antivirals have aged Buck some. The interview was
conducted in December of 1989 and both of them continue to be doing well
and looking good in 1993, and Andrew's ideological stance has not
significantly changed. Andrew works as an insurance broker, owns a very
nice house full of expensive furniture and art work, and is both sweet and
Outgoing.

We had the test around '85 and you had it done around '87. Why
didn't you do the test the first couple of years?

There was no known treatment for it. They'd just tell you to
clean up your act with safe sex. So I want to do safe sex anyway,
because I don't want to infect anybody. If I wasn't infected I
didn't want to get infected. I always knew that drinking and
drugs and late nights and all that kind of stuff was bad for you. I
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wanted to cut out that kind of thing. So in leading a clean,
healthy life, I just tried to clean up my act. There wasn't any
treatment so I figured why get upset. If I can go through life
feeling more optimistic [that] will only make me feel better. But
the minute I found out through Buck that AZT was around and
was being effective for treatment then we both decided to go
down and take the test. We both decided to do it because we

didn't know if we wanted to take these drugs unless we were
actually positive. The minute we knew there was some kind of
positive action we could take, besides just living a good clean
life, then it made sense to take the test. Now that I can do
something about it, it won't be such a disaster when I find out
that I’m positive. I never had much doubt in my mind, maybe
ten or twenty percent chance that I thought I might have been
negative. I was surprised though when I found out other people
were positive. I wasn't surprised about myself. I wasn't happy
about it, but I wasn't surprised.

Did you have any sort of reactions after you got the test?

Well I think I would've been okay but two things scared me to
death. They sat me down at the clinic to give me the results and
were so heavy about it that it scared me. And then they
Suggested that I go to a support group at Project Inform, so I did
that. That was the most horrible experience of my life. It was like
twenty or thirty people that all sat around and talked about how
great life was before AIDS and that they would be dead in a year.
So instead of being supported I ended up cheering everybody
up, which in a way was good because I felt good about that. It
was a bunch of defeatist people saying “it’s over.” And they sat
around saying, “How am I going to tell my parents, or my
mother, or whatever, that I'm positive and I’m going to be
getting sicker and sicker and they're going to have to take care of
me." The whole feeling was death. There wasn't one person in
the group that I felt was thinking that they'd make it, that one
of them who was HIV positive might not ever come down with
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AIDS or ARC, or any way that they could live a normal life span,
except for me. That was one of the worst experiences I've gone
through since the day that I found out that I was almost going
to be drafted through the lottery.

Here Andrew sounds like Fred. Everyone at the support group is
hopeless. Andrew needs to cheer everyone up. My guess is that those in
attendance did not share Andrew's belief system and faith in medical
science. Worse perhaps, those leading the group seem like members of
Fred's "religion.”

Then I went back and told my doctor that I had done it, and he
was horrified. And he said he wished I hadn't gone to that.... I
was just not happy at the clinic because they practically forced
you go. They made it sound like it was standard procedure to do
it and that it would be really helpful for you. And they made you
feel like if you didn't to it, you weren't doing everything possible
to help yourself. The whole testing procedure up to that point º

was fine.
t

The grief counselor was just real heavy?

They could've handled it differently. They sat you down like it
was the biggest thing in your life and made you feel like
everyone they tested in the last several weeks came up negative
although I came out positive. I really got the impression that
they were singling me out.

It Sounds like you just got a bad counselor. They're Supposed to
tune into what your reaction seems to be. Some people are
devastated.

I sort of went in knowing I was going to be positive. I went out
totally broken. I went and visited my best friend because Buck
was at work, and he made me feel better. Then by the end of the
evening I felt fine. Until I started going to that group three to
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four days later, and then it was horrible. And then I decided I
wasn't going to go to that group anymore.... They made you do
meditation and all that kind of stuff and I’m not into that. And

then I felt guilty because I'm not into meditation and self
healing and all this stuff. I'm a kind of a real medical person. I
would've preferred them saying they're doing this research and
they have this drug and that drug. Even if it wasn't true, that
would have made me feel better. I just went one day. You're
supposed to go like once a week, but it scared the hell out of me
and I never went back. And from that moment on I felt better

and better and better.

Andrew is a “real medical person," although he does not believe that
all HIV-positive people will get sick. He does not embrace self healing, but
is not willing to give up either. The testing procedure and the medical
information was “fine.” The psychosocial intervention was frightening.
Here is another instance where a health professional missed the mark and
forced his or her own meanings on to the patient. If the patient is not
reacting, perhaps s/he is in denial, so some counselors up the emotional
ante until the patient “gets it.” Some people doing antibody test
Counseling just didn't get it either. By the end of 1987 I had buried two
lovers. Had I been tested at that point, and had someone expected a
positive test result would be the most significant event in my life, they
Would have been dead wrong. Some people really assumed they were
positive and not everyone reacted with denial, anger or depression when
the supposition was confirmed.

Matt's position, that medical information is never neutral but that
the metaphors are more deadly than the biological reality is interesting in
light of Andrew's reaction. The information for Andrew was neutral, but
the meanings and metaphors that surrounded it were terrifying. For
Andrew the test result was neutral because it was received within a context
of hope and care. As a medically sanctioned intervention, AZT provided the
impetus and the courage to take the test in the first place. People at the
Project Inform meeting did not share Andrew's faith and hope, thus the
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psycho-social-spiritual interventions offered in its place were as comforting
to Andrew as a bottle of AZT would have been to Matt or Fred.

His physician's agreement that he should not have gone to the
Project Inform meeting is included in Andrew's narrative because it lends
authoritative weight to his own experience and decision not to go back.
Andrew's narrative indicates both a responsiveness to authority and an
unconscious adherence to the sick role responsibilities articulated by
Parson (1951). Andrew was “made to feel” that if he did not go to the
support group he was not doing “everything possible to help [himself]." He
is made to feel guilty for not liking meditation while feeling forced to do it.
(Personally I love it when the roles are reversed. If more medical people
faced subtle coercion to meditate, get acupuncture and practice other
things holistic folks thought were essential, the whole medical enterprise
might be less overbearing.) Andrew does not simply respond to the meeting
by getting angry, or bored, or by dismissing the whole thing as utter
nonsense. He responds with horror and guilt.

Aggressive Medical Therapy

Andrew and Buck were dissatisfied with standard research

Confirmed medical practices and decided to go to a medical clinic with a
reputation for treating HIV aggressively.

After my first appointment I felt a thousand times better
because these people were saying that you don't have to die from
AIDS and research is showing that there are treatments for it,
maybe not cures. They were doing things that were more radical,
like putting people on AZT when their T-cell count was 400,
when other doctors were using it at 200 or less. Everything
they've come up with has become more standard practice.
They're very optimistic. Several doctors there are HIV positive.
That makes me feel better only because I know that this guy is in
the same boat as I am. He's not some Straight doctor who doesn't
have a fear about getting AIDS himself. Buck had a lower T-cell
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count than I did and they were more radical with his treatment
and I saw him improve very quickly and has stayed improved for
a year and a half to two years. They got the T-cells out of the
danger zone into the normal zone. They were 240 or less. He also
went to the doctor because he had shingles on his face. That was
the first sign for either of us because up to that point we were
both asymptomatic. His shingles cleared up and his herpes
■ outbreaks decreased]. . . . His general health has improved. His
T-cell count is in the upper 400's and has been staying there for
two years so it's almost doubled. Mine's gone down a lot because
my doctor wasn't doing as aggressive treatment. My T-cell count
never went below 400. It's been staying in the 400-500 range. I
don't seem to deteriorate and it seems to be stabilizing.

So Buck was on AZT2

From the very beginning—from two years ago.... They're
hoping that other medications will come out that will be better,
like that daI. So the longer you can wait, the better.

So what did you go on?

Just dextran sulfate—three milligrams—eight pills a day—so
2400 milligrams a day. I've been doing that for almost two years. I
still tend to believe that it's better to do something—better safe
than sorry. I’m not the kind of person that wants to stick his
head in the sand and say it may or may not affect me. I'd rather
Say, “It may not affect me, but I'm not going to take the chance.”

Do you pay attention to any other numbers besides your
absolute T-cell count?

Well, he does, and Buck does. I don't really understand it all and
don't know if I really want to. I figure if I’m going to pay him, I'll
let him do that work for me. Yeah, he looks at platelets and
certain ratios and stuff. Like maybe even though my T-cell count
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was in the normal range, where it was okay, some other ratio was
in there that was below normal and my platelets were either too
high or too low. But those have improved too lately. But he
explains it all to me. When he goes over the results, he doesn't
stress one count more than the other. But I don't really know
what it all means. It's like when you get your car fixed and they
start explaining it all to you and showing you the parts. I figure,
“Well, I'll just trust you, that's fine.”

Does Buck keep track of all that stuff for you—like does he know
where your percents and ratios are?

He asked me to bring home my sheet one time so I gave it to
him. We don't discuss it too much. If it's going well, we just say
it's fine; if it’s going bad, we'll discuss it. It seems to be going
well for both of us.

I'm telling my doctor I want to be more aggressive with my
treatment. But he says I'm in an area now where I am healthy
enough and don't need stronger treatment. And he says, “We’re
monitoring you very closely. If there's any major change, there'll
be plenty of time to get you on a stronger treatment. We won't
let you get sick.” So talking about dropping this or that test or
this or that drug—it would be like saying you need a bodyguard
24 hours a day—and then you decided you're going to drop it for
an hour or so a day and save some money. Well, how do you
know you won't be attacked during that hour. It's the same
thing. If you don't monitor this particular blood test for six
months or a year, you wouldn't know if it's dropping or not. I
think that's why I get tested so much. The more information
that you give them, the more he can discover, the better chances
of treating you properly. Even if he didn't suggest it, I'd probably
Suggest it myself. That's just the way I was brought up, having a
lot of doctors in the family and having a lot of faith in medical
Science. To me, knowledge is the most important thing.
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Andrew is the perfect patient—belief without question; faith without
knowledge. His technological understanding of the body (as reflected in his
car mechanic analogy) is consistent with the underlying assumptions of
western medical Science. He sees disease as an intruder and medicine as a

body guard. As an insurance broker, he understands the folly in letting
coverage lapse to save a little money, so he does not complain about
diagnostic testing. Andrew accepts the dominate cultural model of health
as his own. As a consequence, he experiences little of the conflict and
discomfort apparent in the paradigm cases presented in chapter four.

Larry

Like Andrew, Larry's faith in medicine may have to do with his
proximity to it, both personally and professionally. Larry worked guiding
tours for physicians and nurses. (One might develop a whole new
perspective caring for physicians and nurses on their precious vacations!)
Larry is able to get his medical care from a friend.

I have a woman friend who's a doctor. It's really nice having a
good friend who's a physician. She would take care of my
medical stuff for me and I would bring her back dolls for her
children from around the world. And that was our trade-off.

And then I thought I should be tested, so she tested me and it
was done confidentially and I thought, well alright, this is
important. The test came back positive and that disturbed me,
but it wasn't too overpowering at the time, because I was
expecting a positive result. And then, Soon after that we decided
to have the T-cells done. So, once again, Shirley did the T-cells
and it came back about maybe 600 or so. And I thought that was
reasonable, that was okay at the time. And then they were ... 600
640, something like that. And then they came back 180.

y

All of a sudden?
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Yeah. Like four months later. They came back 180. All this was
done when I was in New York. I had a couple of hours and I’d see
Shirley and the kids. I'd meet her at the office and she would do
the test. So it wasn't very formal. It was really kind of casual.
Something to do, kind of, with Shirley. And I was spending time
with her. She was an old friend. And this, and the 180 came back.
This was August of '89.

So, August of '89 they came back 180. Then u■ hat happened?

Then my parents came over. This was in New York. I was visiting
in New York and they were visiting New York. And my dad really
wanted me to take out something to do with life insurance, or a
twenty year bond or something really long term. ... There were
just some investments they were thinking about me doing that
had worked okay for them that would have ■ entailed] putting
money away for twenty years or something. And here I just got
back a T-cell count of 180. It was really hard to think about a
twenty-year anything. And that was really the worst. And that
was really hard. I wish they hadn't been there.

Did you tell them?

No. There was no reason to tell them. I had to get used to it
before I could even discuss it with them. So, now, I would, I
never—it never occurred to me to tell them. I just hoped that if
we started to argue that I wouldn't use it as like “Oh yeah?—kind
of thing.” So no, I wouldn't bring it up and they still don't know
about all those tests. I think I told them I was positive and it was
never mentioned again.... Only when I returned from that
layover in New York did I really actively start dealing with it, I
guess.... Well, it was just an awkward week-end. I heard this
news about the T-cell drop and they were visiting on the same
day. It was just really bad timing and—I just wanted to get home
and start dealing with the situation. You all right?
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Yeah. Yeah, I don't think those stupid things mean anything.
Whether they're up or whether they're not up. They're just hung
in our faces.

Um, so I came home and I started dealing with it and I started
on AZT and Pentamadine immediately.

What a slip! Why did I say that? The low T-cells obviously do mean
something to me. Why did I lie to him? Perhaps the whole thing was
starting to get too depressing. I'm really shocked at my response. I certainly
felt much sadness for Larry. I was probably feeling sadness for myself as well.
If Larry's T-cells fell from 600 to 180 in three months or so, mine could too.
But I think it was more the former.

I have long tried to down-play the psychological effect this research
has had on me. A dissertation takes its toll anyway and I very much wanted
to do something I believed in. While a research study in nursing, this
project is also about developing knowledge of myself and my community. I
have often been intrigued by inconsistencies both within belief systems and
between those belief systems and behaviors. The kind of inconsistency
between what I believe to be true and what I said above indicates a degree of
pressure between the demands of getting on with life and the demands
asSociated with grieving multiple losses. This inconsistency may also reflect
an unconscious prioritization of values as communicating care and
empathy became more important than communicating information,
interpretations and beliefs.

Larry's description of his doctor's office visits is very different from
Matt's, in part because Shirley is his friend.

It was done in such a casual way. I think it was the best for me.
She was a friend, you know. It was done in this way where I go
in, she would do blood work, we'd have lunch, I'd see the kids,
and it was all part of. It wasn't as if I was sitting in a doctor's
office waiting to have my T-Cells done and finding out I was
positive. It was really comfortable. You know, here was this
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woman I’ve known for ten, fifteen years, doing all this stuff and
who I knew really cared about me. And she was a physician and
she was good at her work and someone who I could really feel
comfortable with.

One reason this description is so different from Matt's is that it is an
engaged account as opposed to a detached or theoretical one. Matt gets his
care in clinics and eschews the notion of a personal relationship with his
physician. Another reason is that Shirley is obviously Larry's friend, more
like the traditional family doctor of times past. While Larry chose to get
what could be emotionally charged information—antibody and T-cell
results—from his friend, Larry lives in San Francisco and gets most of his
care from a physician who is not a friend. The trust he established with
Shirley is at least somewhat transferable to other physicians.

But even my [San Francisco] doctor had said, you know, when I
brought him in the copy of the lab work, he said the same thing.
I asked him. I said “Should I be worried?” and he said “Do you
want to be worried?” And that's pretty well how I go through
the day or the week about it. Sometimes it's on my mind all the
time and sometimes I don't think about it at all.... A lot of

people who are, have perfectly healthy lives are going on with
their lives, you know, taking AZT or dealing with it. She [the
New York doctor] looked at the tests coming back, and she said
“Well, you know, I'd start AZT immediately.” And when I got
back here he said the same thing. And that was never a problem.
You know, it was strange at first having to take pills, you know,
every three or four hours or whatever. But every time I thought,
“Oh this is kind of horrible,” it became less horrible. And then
the next thing, it all became part of the process. It was alright.

One striking difference between Larry and Gabe's stories is the
manner in which they approached AZT. Gabe needed a radical change in
his thoughts and feelings about AZT before he could take it. When I asked
Gabe what it would have been like to have taken the AZT on his physician's
recommendation without a radical re-conceptualization, he said,
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One ■ position—taking AZT on the advice of a physician alonel is
looking at the body as something that deserves to be poisoned,
and the other [position] is to say that the body is, for whatever
reason right now, even though the body might be undergoing a
siege, or undergoing a difficult time, that there are still other
resources for the body and that the body deserves those other
TeSOUITCéS.

Those like Gabe, who feel uncomfortable with relinquishing this
responsibility, cannot tolerate the cognitive dissonance Larry endured.
Gabe has to bring his feelings into alignment with his therapy. Larry can
just do the therapy and let his feelings catch up later. Larry took his AZT on
the recommendation of two physicians. While he never referred to AZT as
“poison,” taking it was “horrible” at first—and he was not referring to side
effects. I wish I had followed up on his statement that it was “horrible.” Yet
when any routine to prevent death and disease is superimposed on life, life
is reminded of its own fragility. Larry takes the bitter medicine anyway and
the mental horror disappears with time. One advantage of full
participation in the sick role outlined by Parson's (1951) is being relieved of
responsibility for one's care.

During the interview Larry told a story about forgetting his AZT
while on a sixteen day trip. As he went on, it became clear that he did not
know he was being monitored for possible anemia. And he wasn't really
interested in this knowledge. His only problem with the AZT was some
initial diarrhea.

You know, the attitude I have to take [is that] I have to be as
relaxed as I can about this. I don't feel the need to run to the

library to read up about all kinds, as much as I can. Everyone
takes a different approach on it. I have to trust Dick, my doctor,
and I have to trust myself to take as good a care of myself and
hopefully that will be enough. Because otherwise I think I could
really upset myself a lot.

º

277





Larry is the antithesis of Matt's “super patient,” but he is not alone in
this respect. Others in this study, including Gabe and Kyle, simply felt there
were more interesting things to be concerned about and involved in than
issues relating to health. Larry “has to trust" both his physician and himself.
The physician is trusted for his professional expertise. Larry has to trust
himself to do “as good” a job at caring for himself as he can, and hopes that
will be enough. The part of this self care that Larry articulates is staying
relaxed.

AZT is not totally unproblematic for Larry, however. He does not have
to deal with the efficacy issue, or the poison issue. His trust in his
physicians and in medicine relieves him of these potential conflicts. In the
story below, Larry tells how his new boyfriend and he disclosed their
antibody status to each other. They are both positive. The issue for Larry is
whether to tell him he is on AZT. HIV is not discussed much. T-cells are not

discussed at all. For Larry, it is the AZT that reduces his worth as a potential
boyfriend or lover. AZT was initially “horrible" for him, but it no longer
Signifies impending doom—except in this very special social situation.

Have you had any interest in doing acupuncture, herbs or all
those sorts of things.

Ed is doing acupuncture now.

Now, Ed? [Clarified that Ed is his new boyfriend).

Ed is doing acupuncture and Ed is my problem with this whole
thing now. Ed is positive. We were on a second date and this is
about forty dates ago. Ed's beautiful, you know. He's just the
best. And we were talking about self image and how he doesn't
feel he's at all good looking. He's awkward with his body. He's so
big that he really feels he got shafted—that he's not attractive at
all. And I can't, I couldn't quite, I didn't understand what he was
talking about and then finally he said, “Well, you know, there are
things about me you just don't know.” And I said, “Well, do you
want me to know?" I dragged it out of him and finally he said,

!

278



UCSFLIBRARY



“Well, you know, I'm positive.” I said, “Ah, yeah, well, yeah, okay.
So am I." You know, and then we never brought it up again. It
was never discussed. I know he goes to acupuncture.

You've never discussed it again?

We've never discussed it again. I don't know why and now I wish
we had gone a little further into it sometimes because it
becomes ... I really don't know the answer to this question.
Should I tell Ed I’m On AZT2

You haven't told him you're on AZT”

Well, Richard, I–

This is, this is very interesting.

It's very, yeah, it's very interesting.

This is a neup story.

It's a real legal, moral, ethical, not legal, it's certainly a moral
decision. I don't know, uh. I don't know, I just—

Well houy is it moral?

It's moral 'cause I don't know if this is a-I don't know whether

he has the right to know. I don't know whether I am
comfortable yet telling him. And I just don't know if he has to
know this yet. I have a feeling the longer this goes on the harder
it's going to be to tell him.

When did you meet him?

Around Halloween. We haven't been apart a day since.
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You went on AZT in August, um, you met him in October?

A lot of people don't know I'm on AZT. I mean, good friends
know I'm on AZT. It's hardly a secret.

But he never asked.

He never asked and I never asked him.

You never asked him uwhat his T-Cells were?

Don't know what his T-Cells are.

Does he know?

Does he know what his T-Cells are? I have no idea. He lost a lover

about five years ago to cancer. Then he spent the last year, from
what I heard, traveling around the world trying to find some
sort of cure. He said he could never, never deal with a lover dying
again. The pressure on me is really getting—

Oh, so he's told you it's not, it's not, not allowed to die?

No.

In so many unords?

Look my feelings are that right now I would not want Ed out of
my life and this is really a tough one for me. I'm putting it off
now because it's Christmas and I'm not going to tell him
now.... I realize I'm not addressing the issue with Ed. But I just
don't know how. I can't tell him now. I don't know if I'm going
to tell him. I don't know what to do with this. I asked my doctor
about it. He says “Well, you're certainly the millionth one who's
coming from the same problem.” And he thinks I should tell
him. What do you do? Do you tell him? I don't know and I really
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haven't a clue yet what's going to happen with this. I think
because he had this experience with Bert, who died of cancer.
And I can imagine it was frightening for him. It's funny, I can't, I
don't see myself as getting ... sick as far as, I mean, I feel fine. I
know lots of guys have said that before but with Ed, it's an issue
only in my mind. So far I haven't felt—I don't know what I could
tell him; if I should tell him; if he has a right to know; if I have
an obligation to even tell him.

You haven't asked him. He may be on AZT too.

Yeah, he might. He might. I couldn't say why I don't think he is.
I don't know. He could be. Who knows what his—17

Or worse, worse in my mind, not necessarily in everyone's mind,
worse, he may have 50 T-Cells and not be on AZT.

Well.

Or not have done his T-Cells at all or, I mean there's—

There are lots of possibilities.

There's a lot that you don't know that you haven't asked him
either.

That's right. That's right. Well I can only say that it wouldn't
matter to me if he had 100 or 200 or 300 T-Cells.

In terms of being boyfriends.

"Remember Kyle and others who assumed that the people they were attracted to were HIV
negative? This is about self-worth.
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In terms of being boyfriends.

Right.

You know, we've never had anything but a lot of safe sex. And it
was never even discussed whether to have safe Sex. I mean it was

always understood from the very start.

Uh huh.

So it's been fine with all that. We had a really interesting
problem last week. He owns a building. He just bought a
building and he has to rent out the in-law apartment. And a
very nice guy came by who he found out had twenty-two T
Cells. And Ed wouldn't rent to him. Because he was just afraid
that this guy could maybe get sick. Ed would have to absorb this
guy's rent as well and he couldn't turn him out on the street
because he just couldn't do that. But the money he would need
to generate to stay where he is would be lost from this guy. And
he felt really badly because if we turn against each other, (if we
turn each other down, who's going to help us out? He felt this
was really bad. He had a hard time with this. The guy was fine.
The guy had a good job.... I said, “Well, what happens if this
guy had a million T-cells and lost his job and couldn't afford the
rent and you'd be in the same kind of position?" "Yeah, but then
he wouldn't be sick and I could ask him to leave and it would be

a lot easier.” These are the kinds of things that are on my mind
these days. I feel good, I take care of myself as well as I can. But
Suddenly I feel I have somebody else to consider who I suspect is
going to be around a long time in my life.

Are you afraid that if you tell him that he might go away?

Yes.

So that's the reason not to tell him?
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Yeah, yeah. And I wouldn't want him to—

Or you want to wait until he's hooked first and then tell him.

He's hooked now.

He's hooked now?

He asked me if I loved him yesterday. I said, “Oh God—
(Laughter)—I don't know.”

You said you didn't know?

Uh, no it was like “Uh I don't know” ... I didn't know if he was
serious about it. You know, Richard, every ten years when
someone tells me they love me (laughter) I don't have a lot of
experience with this kind of thing and it came out of, out of the
blue. And it also has to do a lot with my self image. I mean, I look
at him and I think he's the greatest gift. You know, he's my best
Christmas present. He's like the best toy I ever had. I don't want
anything to mess that up right now. I’m really thankful for him.
Maybe its the season, you know, the holiday season and all. I’m
not really a challenging kind of guy or looking for a-I don't
probe a lot. It doesn't matter to me. I’m really happy, pretty
much; certainly happy with him. And I don't know, if ... he was
on AZT, if he—who am I to think anything of it. We could sit
and take our pills together, I guess. That would be one thing,
but uh

Well you're so in love, you're just caught—

Oh, puke, right? Isn't that just terr–, am I misting? Well you
know I've wanted a boyfriend for a long time, since I've moved
here.

283



UCSFLIBRARY



It's the nurse in me that I guess I can't separate out. Because I
would never want to know somebody's T-Cells for the basis of
whether I wanted to be their lover or not. I would alu■ ays u■ ant to
know their T-Cells based on whether I thought they u■ ere doing
what they were supposed to be doing.

Good point.

And to give them my advice and to get theirs. You know I can
really understand. You're sort of relying on your doctor to tell you
what you should do and ... I guess you're relying on his doctor
to tell him what he should do.

Yeah. I guess that's about right. I trust his judgment totally. I
just think he's really smart and probably capable of taking care
of his business. And I don't know. Maybe we're not yet ready to.
Maybe this is really, really personal and we're not ready to go
into it yet.

While Larry is reluctant to tell Ed about being on AZT, he does not
feel alienation from his community in general. But the community is
experiencing alienation within itself. Moral quandaries pervade both
personal and business relationships—from whether to disclose one's T-cell
count (or the fact one is taking AZT) to a new lover, to whether to rent an
apartment to someone with low T-cells. Larry does not rely on medicine
alone. Larry depends on the support he experiences through his
relationships with others in his community and pays attention to both his
emotional health and his relationships.

I think if you try to stay happier or more positive, you'll feel
better. If you're obsessed and down and really so, so stressed out,
I think you’ll feel worse. ... My temperament seems to be really
on an even keel. I do not want to really get so happy or so down
on things. I think I handle most things pretty well. There are
very few times when I get really so upset about my situation. I
know so many people who've passed away, and they were great
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guys. They were just real models, I think, who had huge careers
or huge personalities or they had something really special about
them. And I think knowing, having seen all these guys go before
me, I'd be in good company if something happened to me.

So they had some sort of belief about life after death or?

Yeah, but I'm not clear on it. But I have a feeling that something
else is going on. I don't know exactly what's out there. I don't
think I'm going to go heaven and see all these old friends and
we're going to, you know, hang out.

But you said something about.

But there's just—I just suspect—it just seems so final that in
that I'm dead and there's nothing left after me, of me for a while.
I just have a feeling that I–

That doesn't make any sense to you?

That doesn't make any sense to me. I figure there's some sort of
transformation that's going to happen. But I'm, I don't know
what.

Yeah.

And it doesn't even almost matter. I don't have to know as long
as I—I can't see myself just kind of bones in a ditch. It doesn't
seem like that's it either. But having seen all these guys go off, I
mean, these guys were heroes.

Like heroes. How were they like heroes?

The dignity and the class that they showed when they were sick
enables me never to be afraid. These guys were, you know, such
examples of How could I—I’d be proud then, to be with these
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guys in that way; to learn something from them. They were my,
Some of my favorite people. It's almost like I couldn't ... letthem down.

Yeah, yeah. I know what you mean.

So, you know it really is very helpful. I think I would have been a
horrible example if something had ever happened to me earlier
on. But now it's a lot easier. You know, being here certainly
makes it easier. The idea that I would have Andrew, Buck,
maybe, maybe Ed, maybe around. It's hard to say what would
happen and I don't think about it a lot. I just don't. What would
happen if I got really, really ill? It crosses my mind but since I
don't know what would happen—but, having these guys around
would make it better. Better than anything. Better than any
other situation I could possibly envision.

Larry understands the importance of social support in his own life.
Even friends who have died function as heroes, examples and role models
for Larry and for many of us. Those for whom we grieve helped pave the
way, helped show us what in our shared humanity remains possible in the
midst suffering and death. In this community of suffering there remains a
Sense of idealism, a mythic or heroic allegiance to a group of friends that
transcends the moral quandaries and crises that also beset our community.

Tony

All four men in this section, Donald, Andrew, Larry, and Tony used to
go to the same gym I did. Out of hundreds of members, Tony had the best
biceps and possibly the best legs. At just over six feet, Tony was the phone
man from heaven. At the gym, Tony would discreetly expose a few
washboard abdominals, and ask in all seriousness if he wasn't too fat. A
month or two later, with the same shy, worried expression, he would ask if
he wasn't too skinny. Get a grip, girlfriend. Everyone loves Tony.
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I think the first time I heard about AIDS was in 1982, when I first
moved to the City. They didn't used to call it AIDS. They called it
“gay cancer.” And it was when I saw a few pictures of how the
cancer was. Those pictures were being shown in Walgreen's
windows or somewhere—

Right. I remember that.

And I remember seeing a purple sore. But at that time I never
heard about pneumocystis or whatever, just gay cancer. There
was panic here. I remember I used to check my legs every
morning to see if I had them.

Did you know anybody who was sick?

At that time, no. Then, a few months later, I heard about people
getting sick in the neighborhood. But the most terrible thing for
me was when one of my friends from Puerto Rico got sick. I said,
“Oh my god, it's in the family already.”

Were you still checking your legs every day in 1984? Or did that
stop after a while?

I was still looking, but less. But I was very scared. Very scared. I
think I stopped looking because I thought I might find one. And
I didn't want to see it.

Tony describes himself as a bit of a hypochondriac, so it is perhaps
not surprising that he immediately included himself in the group that
might be affected. Other participants initially felt that the new “gay
disease" was affecting the major party boys, the speed-sex and fist fucking
Crowds. But not Tony. He was frightened from the beginning. Like Donald,
Neil and others in this study, Tony deferred getting his antibody test
results for some time. Like Fred and Andrew, Tony got tested largely due to
encouragement from friends.

287



UCSF||BRARY



Tony was too frightened to get the antibody test done, so decided to
check his T-cells first. While checking T-cells is even more frightening for
many gay men, especially those who assume they are positive anyway, Tony
was more frightened by the antibody test.

Why did you monitor your T-cells?

Because I heard from people that they had the AIDS test. And
then after that, they had the T-cells to see if they had to start
some treatment to prevent symptoms. And I just wanted to start
with the T-cells and not with the test just because I was scared
to hear the bad news. ... Before the AIDS test, I was testing my T
cells to see how they were. And the doctors said they were
normal, but it wasn't excellent like an HIV negative would have.
It was when I really got the feeling that I was exposed. I was
scared. At least I had a little hope. Maybe I have something in my
body that is making me a little low in T-cells. I didn't want to
believe that I was positive. But people started telling me about
things that you can do if you know you are positive, things you
can do to protect yourself and live longer. Then I decided to do
it.

Tell me what those things were and who told you.

Well, you told me. You were one of them. My roommate
thought taking the test was a good idea too, and some other
friends had the test and they were not that scared about it. Well,
they were scared but they thought it was a smart idea. You
know, if you know ■ how] your immune system is—if the doctor
knows how low it is—it can affect your decisions. Like you can
Start AZT and make your immune system stronger or prevent
other symptoms.

And your doctor agreed to [just do T-cells]?
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He agreed to do the T-cell test, but he suggested the antibody
test. By the way, after having the T-cells and knowing the
results—that they were not bad but they were kind of showing
that I was positive—I told him that I wanted the HIV antibody
test. And I had it. I was just too scared to go and get the results.
And I didn't do it. I kept saying that I had forgotten my secret
number or something. And I really lost it because I lost my
wallet by mistake. But really I had the test right away when I
checked my T-cells, it's just that I never went to find the results.

Did you have the test done at the alternative test center or at your
doctor's office?

At the doctor's Office.

What was it like for you to get the results?

Well, by that time, I took it easy. I wasn't that scared, because I
was so scared for almost five years—like sometimes thinking too
much about it and crying and torturing myself so much—that
by the time I really found out about the results, I just said, “Well,
I have to take care of myself to live longer.” I think that didn't
affect me much because I was already a mess from before.

Yeah, I remember when you tortured yourself! (laughs)

Yeah, I think that it helped me to get better. It helped me in the
way that I just said, “Well, I'm one more that has to be careful.”

When you got the (T-cells) in 1988, and they were 643, then how
often did you do the T-cells after that?

Every four months.

And did they stay the same? Or did they go up or down?

!
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They went down a little to 589 and then back exactly to 643. That
was the last one, from last week, ten days ago.

So, very stable.

Yes, very stable. I hope next time I go up instead of down.

Are you doing anything different to make yourself healthier? Did
you change anything in your life?

Yeah, I changed. If I go to a bar, instead of having seven drinks I
have one or two or none. Yeah, and also I try to sleep more. I try
not to let things stress me out. I try to take it easy.

That's it?

I keep working out faithfully and take more vitamins than
before.

What do you take?

A lot of Vitamin B and C. A multiple. Most of the time I buy
those PowerPac boxes.

Expensive!

That's why I cannot keep them all the time. Sometimes when I
finish it I have to let it go for 1-2 weeks and then buy it again.

Are you doing any herbs or acupuncture?

No, I cannot really afford [them] and I don't think I need them
so much. I think that I know what I need to keep myself healthy.
I don't know if I should call myself healthy because I'm HIV
positive, you know. But I don't have any diseases yet and, I
would say I'm healthy now.
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So have you ever thought about going on AZT”

Yes, if I have to or want to. I believe a lot in medicine and
doctors. They studied enough. They should know something
about how to make you feel better. And if the time comes when
my T-cells are lower and I have to go on AZT, I want it.

Tony does not say, “I hope next time my T-cells go up." He says, “I
hope I go up.” People who have had very low T-cell counts for a long time
would probably not put it quite this way. But for many HIV-positive people
like Tony, the T-cell count represents an important part of their identity.
When Tony questions whether he should describe himself as “healthy,” it is
largely an academic question. Asymptomatic HIV-positive people
sometimes vacillate between thinking of themselves as sick or healthy. But
for people with an anti-medical or holistic philosophy, the question is
much more than academic. Matt asserts his health. So does Kyle, but with
fewer T-cells, he is less certain. His “think-positive” philosophy intensifies
the question and the importance of answering it favorably. Fred's holistic
ideology forces a similar position and problem.

As is evident in all four of the preceding interviews, optimism is not
an attitude exclusive to the holistic folks. Andrew felt he was the only
person with a positive attitude at a Project Inform meeting. And Tony
managed to overcome much of his hypochondria during the last several
years as he was forced to deal with HIV. He finds real hope in medicine.

My mother and father, and my brother and sister... think that
I'm a hypochondriac because I was always complaining about
diseases. And really, I'm a little hypochondriac. Now I am less
hypochondriac because, what the hell, I have a mortal disease,
no? I'm HIV positive and that makes me—don't think I don't
Still love life. I still love life, but I am less scared now. I think that
I have—I know I can have a fatal disease and I can die. And I

know that I’m not going to live forever.

How long do you think you'll live?
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How long? I think that I’m going to live until they find a cure.

Yeah?

Yes. I know that I'm HIV positive but I'm not taking it like, “Oh
my god, what was I supposed to do with my life that I didn't
do?” I’m not torturing myself about what I was supposed to do—
“Oh, why I was so stupid and got infected.” No. I got infected
and I can't help it now. I'm already HIV positive so I have to live
with it. Like most people, I want to live long. I'm going to live a
long time, until they find a cure. I’m positive.

And you feel pretty confident of that?

Yeah, I'm pretty confident.

It's hard to know, but—

It's hard to know, but why be negative about it? I know it's hard
because three of our friends—that you know too—two of them
died this week and another one is very sick and another one is
dying. It's hard, but it happened and you have to continue living
because you're still strong.

Except for the incredible hope and optimism demonstrated
throughout, Tony's story and the three preceding it all reflect
understandings of HIV infection that are largely consistent with the general
assumptions of western medicine. On the other hand, several participants
understand mind and body, health and disease, life and death, in very
different ways. Consequently, their understandings of HIV infection and
their personal relationships to it are also very different. I have broadly
labeled these alternative assumptions and understandings “holistic."
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Holistic Ideology

Lowenberg's (1989) comprehensive analysis of the holistic health
model identifies seven basic “parameters” or constructs that appear
consistently and with an amazing “uniformity of meanings” throughout
the literature of the preceding twelve years. The first construct is the
general concept of holism which functions in opposition to the tradition of
Cartesian dualism, the philosophical foundation of western medical
practice. Rather than separating mind from body, individual from
community, organs from systems, parts from wholes, holism orients both
practitioner and patient to “assess and treat the entire person, rather than a
specific set of symptoms or a disease” (p. 18). Physical, mental, emotional
and spiritual dimensions are assumed to be interrelated, despite that
academic and professional turf wars have partitioned living persons into
Sections, much as the city of Berlin was partitioned between the Americans,
French, English and Russians. Lowenberg continues:

A further assumption views humans as dynamically interacting with
their environment. Mythical views of the individual in harmony with
nature and the environment and a romanticization of nature underlie

these meanings (1989, p. 18).

While the holistic movement tends to romanticize nature, western
medical science tends to see nature and especially death as the enemy.
Holism struggles to make death acceptable while fully embracing life; to
Construct metaphors of underlying and essential harmony. Western
medicine constructs metaphors of war, pitting life against death.

This dualistic approach to basic human phenomena is reflected in
the tension between population-based sciences and individual practices,
between rational theory and lived experience. Whether in psychology,
management, medicine or nursing the lived experience and the sentient,
Skilled body are unreflectively ignored as rational theory subsumes both.
From Aristotle, who divides theoretical from practical knowledge and
asserts that a science of individuals is a contradiction in terms to Bourdieu
(1990), who attempts to articulate an economic exchange of non-static,
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individual human processes and practices, scholars have grappled with the
problems associated with objectification. To produce human knowledge or
human health or human cooperation, we subject others to objectifying
practices we would ourselves resist. Unless the predominant orientation to
knowledge production undergoes a radical shift, nursing's vainglorious
attempt to become a “research-based” profession will be at the expense of
our human ethic, if it manages to stay relevant at all.

While much of the focus in nursing education and practice
continues to emphasize the essential dignity of individual persons and an
ethic of individualized care and care planning, the predominant discourse
among nurse researchers and administrators is about standards of practice,
Standards of care, standard protocols, standardized procedures, Standing
orders, statistical significance and generalizable findings. Instead of
guiding or providing general direction for treatment, research findings are
too often used to determine individual treatment approaches.

Other constructs identified by Lowenberg (1989) include a focus on
“health promotion; the meanings attached to illness; individual
responsibility for health, illness and healing; the practitioner's role as
health educator, consultant, and wellness facilitator; cultural diversity in
healing practices; and an alternative world view or consciousness" (p. 52).
Holism and alternative world view or consciousness are starkly different
from the allopathic or medical world view:

Biomedical medicine in based on the world-view of scientific

materialism—a view that holds that the world of matter is a complete, self
Contained causal system consisting of objects located in space and time and
related to each other solely by the laws of cause and effect. Space is a fixed
framework and time proceeds only in one direction, with causes always
preceding their effects ... biomedical medicine considers psychological
and spiritual experiences to be irrelevant to the causal chain" (Frank, cited
in Lowenberg, 1989, p. 21).

Several men in this study would find the constructs of holism as
articulated by Lowenberg to be closer to their conceptions and experiences
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of self and world than the above description of scientistic biomedical
materialism. The two constructs Lowenberg identifies that are most often
referred to by men in this study are “meanings of health and illness” and
“individual responsibility.” Damian and Kirk, whose stories follow, connect
these two constructs. Both find that increased personal responsibility is one
of the central meanings of HIV in their lives.

Damian

Damian is not necessarily an archetypal representative of this
position. Holism does not seem to function as an ideology for him, but
rather as a way to orient himself to his world. I met Damian on Fire Island
in 1990. He was a graduate student in social work at the time. He first heard
of AIDS around 1983 when he was living in New York City. He “didn't take
big note of it at the time" because he “was going under the assumption that
it was [only effecting] debilitated, drug-addicted homosexuals."

Where did you hear about it first? The Times or a gay paper?

Probably in a regular newspaper. But I think then I picked up
Some of the gay newspapers to get a better perspective of what
was happening in the community, I had just been out a couple
of years then. I really just came out in 1980—not even coming
out then. That's just when I started having sex with men. So I
was still fighting a lot of my own—just coming to terms with
being homosexual and just beginning to let my family and
friends know. So I wasn't completely entrenched in the whole
homosexual world.

When did you get tested?

About three years ago. Spring of 1987.

So fairly early on. What prompted you to have the test?
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I’d had a full work-up. I'd just gotten a private doctor at the
time, and he suggested I get tested for my own knowledge. He
said I had some slightly swollen glands and that my T-cells were
low [250). He suspected that I probably was anyway but it would
be a good idea to know for sure.

So you suspected that you were?

I was pretty certain I was at that point. I really didn't even need
to be tested.

Why were you certain?

Because I'd had a lot of contact and I knew enough people who
were getting sick and testing positive. I mean, I had more
knowledge at that point of how widespread this thing was. It
would have surprised me if I had escaped.

What is interesting here is what Damian does not say. He does not say
he thought he was positive because his T-cells were low, or because he had
Swollen lymph nodes, or even because his doctor thought he probably was.
He thought he was positive because he had “had a lot of contact” and knew
"how widespread this thing was.” His referent point is not what is going on
in his own body, but who he is in relation to the rest of his world.

Were there any reasons why you didn't get the test done before
1987?

I guess I was scared to have it finalized, for one reason. I wasn't
sure how I would react to the absolute, you know, absolutely
finding out. There was no out at that point. There was nothing.
You were just helpless and [there was] nothing positive to do to
Save yourself. So I was going under the assumption that I was
anyway. There didn't seem to be a real necessity at the time. It
wasn't going to tell me anything that I didn't know already. Plus
I don't like going to doctors. I don't like technicians. I can't
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stand the whole atmosphere and I didn't want to be in a
situation where I had this huge strong emotional reaction to
something, and have some idiot (laughs) who's being very
distant and objective standing there telling me this incredibly
horrible news, and I’d fall apart and have no one to lean on. I just
didn’t want to.

You u■ ent to this private doctor because you had suollen glands?

No. I went for a physical. I wanted a doctor and I knew this guy
through a friend of mine.

You wanted a doctor because of the HIV situation and—

Yeah, and I knew people were truly getting ill and that it could
be anybody—that it was no longer just—not just a select few. So
I wanted to be secured with a doctor I was comfortable with. I

wanted to have someone to help me through if something
happened.

What was it like then to get the results from the doctor? What
were the results?

I have a pretty incredible doctor. So I was lucky in the way it was
presented to me. I wasn't—it was hard, but I wasn't crushed, and
he was very kind and very sensitive to what was going on. And he
was very positive in a lot of respects. He suggested what I could
do at that time, which wasn't much. But he also did the best he
could to let me know statistically there was no way of
knowing—that it was not a death sentence. I was crying and—

So even though you assumed you were positive, when you got
the positive results—though they were delivered in a good way—
there was still a lot of emotion attached to it.
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Yeah. I was sort of surprised. I really didn't expect to get the rush
of emotion that I got.

You were crying and you felt—

You know, I had to—when you find out, you have to come face
to face with the possibility of your death in a few years. As much
as I said I went around thinking that I was positive anyway,
there's a difference between thinking you're positive and dealing
with your death. And I think that until I really heard that I was
positive that the reality hadn't really set in.

This is a very consistent self story. Damian anticipates he will have an
emotional reaction to “absolutely finding out” what he suspected was true
anyway. He recognizes his dislike of doctors, technicians—“some idiot
who's being very distant.” He finds a “pretty incredible" doctor, and
experiences what he anticipated. The intellectual assumption that one is
HIV positive is one thing. The empirical confirmation of the fact is
Sometimes something else.

For me, this was not the case. If the counselors had handled it
differently, it wouldn't have been the case for Andrew either. In this study
neither Larry nor Donald was traumatized. Some participants even
anticipated that confirmation might motivate them towards more holistic
interventions or practices, and for myself, that was initially the case. By the
time I was tested, my ex-lover, was already seriously ill. Perhaps I was too
Consumed with my own grief to worry about what might happen to me
when. Then again, I thought there was only a twenty percent chance that I
would eventually get AIDS. But for Damian, getting the test result is an
Occasion to deal with his own death: “there's a difference between thinking
you're positive and dealing with your death.”

Like others, Damian isn't sure what is worse, his grief about being
HIV-positive or watching his “family go through it.” He had not yet
endured significant multiple loss from AIDS, and so does not consider this
as an additional worse possible scenario. But like many people who develop

*
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holistic perspectives to confront serious illness, Damian finds some “good"
in his situation.

And how are they going through it?

They've just been absolutely fantastic. They've all rallied around.
The whole thing has completely changed my life and my
relationship with them. I got a different perspective. A lot of
things became much more immediate for me. I started dealing
with things that I wasn't dealing with before—a lot of family
stuff, my career goals. Lots of things came right into my face. In a
lot of ways, it's been very lucky in a weird way. I've made changes
in my life that have been—I don't know how long it would have
taken me to do it.

What kind of changes?

I finally got my act together to go back to school and
professionalize myself. I was having a very hard time getting
serious about what I was doing. I had been working in social
Services since I was 15 years old, and I just wouldn't get myself
back in school. I kept avoiding it, you know? Now I've gotten
back into school and I'm working on my career goals.

You know, a lot of people have trouble doing that—especially
people your age and a little younger, in terms of finding out
they're HIV positive and then deciding to go to school. You went
into a two-year program that includes summer school, to
prepare for a future that is questionable.

I didn't do that in the beginning. In the beginning I thought I
was going to die and I was very depressed and I became ... I was
going out more, I was drinking and drugging more and I just
Said, “To fuck with it. I'm going to get it. I'm going to die, and
that's it.” That went on for maybe six months and then I realized
that it wasn't going to get me, I was going to get myself. That I
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was just beating myself up—basically trying to kill myself. So I
just picked up my stuff and went home.

So you thought maybe you'd live for a while? Or was it because it
didn't matter whether you lived for a while or not—you still
needed to do something?

It was more like that, I don't know that I’m going to live for a
while. There's no way for me to know it. I just figured that I have
to just continue. And I had to figure out what I wanted to
continue to do, what was important to me. And when I looked
at my life, I knew what was important to me. It's what I've been
doing my whole life. And I knew I wasn't anywhere near my
potential in doing that kind of work. And one of the only ways I
was going to further that was to go back to school and educate
myself and continue on as far as it goes. It's funny. The guy who
roomed with me, who was my roommate at this internship, got
lymphoma in February and died in three months. And he was in
the last year of his master's program.

Wheu■ .

Yeah. It was an incredible blow to the whole group of us who
were in this internship. And they graduated him in the
ceremony, etc. But that was my biggest fear in some ways, to do
all this work—because it has been very difficult for me.... I've
also fought off going back to school because I don't like school.
I've never felt comfortable in the academic world, for some
reason. I've been surprised at how well I've come off this time
around, but it's been very hard on me. Part of it is to go through
all this (laughs) kind of hell, and then die in the last few
months. I don't know. I say that, well, I can't look at it that way,
too, because it's got to be more like ... I have to be much more
day-to-day about things, regardless of whether I get this degree
or not. My own personal growth and learning has ultimately
been more important. And I've been impressed by myself getting
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through and doing as well as I have. It's been good feedback for
me to come to this point from where I was a couple of years
ago—and hopefully to go a lot further.

God, that sounds big. Big stuff.

Real big. I would never be here, I’m sure, if it hadn't of been for
this disease.

You mean, you never would have—

I'd never be at this point. I probably wouldn't have ... I mean,
professionalizing myself is just an outcome of a place I’ve come
to internally. It has more to do with how I've grown emotionally
and spiritually probably than anything else. That's probably
been the biggest benefit of this disease.

Kind of an inward growing up?

Absolutely.

So do you feel like you're one of those cancer patients that say,
“My cancer in some ways—"

In a funny way, yes. I hate to say it, but yeah. It's absolutely true.
If I hadn’t had to deal with this thing and fallen the way I fell
when I did initially deal with it and had to pick myself up, etc.,
I'm sure I would have been going along the way I was for quite
Some time. I think I also felt on unconscious level that my
Survival was all hooked up into this, you know? If I was going to
be an autonomous person again and go off and take care of
myself, I had to have this degree. I can't function any longer on
the kind of salaries and limited opportunity I had before. And if
I couldn't get this degree I don't know what I would have done.
So it meant an awful lot to me, and I hadn't been in school for
ten years, and I was not a great student in the past. In any case,
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things have picked up since then, and I've calmed down—
especially since the summer—and feeling much more relaxed
and in control of the situation of school (laughs).

Damian's response to his HIV-positive test results includes an
increased sense of personal responsibility. This awareness comes about six
months after testing positive—"and then I realized that it (HIV) wasn't
going to get me, I was going to get myself.” He cleans up his act, reduces
drinking and drug use, starts exercising again and goes back to School.

Nowhere in Damian's story does he seem to blame himself for
contracting the virus. There is no talk of “manifesting" HIV in order to learn
something important. In fact, nobody in this study talks like that. The body
simply does not manifest HIV, so unlike holistically minded cancer
patients, there is less of a need to wrestle with unconscious death wishes
and the guilt that so frequently accompanies personal responsibility for
health and illness. Perhaps because the men in this study were all part of
affirming communities, none expressed guilt about the sexual activities
that brought them into contact with the virus in the first place. Our
fundamentalist enemies—Christian, Muslim and Jew—would initially be
Surprised, before pointing to our lack of shame and guilt as evidence for our
deep depravity.

No, the guilt discourse of holistically-minded, self-respecting queens
tends to be about stress management, drug and alcohol use, not meditating
or exercising enough and current problems with adhering to safe sex
guidelines. The difficulty with such adherence in fact becomes the subject
of the next part of our conversation.

When did you occasionally stop using rubbers—or what kinds of
things happened so that you sometimes didn't use rubbers—

Well, alright. For one, when you're with one person and you
make a commitment to doing it, you just do it. After we broke
up, and I had multiple partners at different times, it was more
difficult to always insist on them—to always bring it up. You
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know, once you're heated up and you're having a first initial
contact with somebody—I found it more difficult.

So your experience goes against the published research which
says that people within relationships are having the hardest
time using rubbers, and those who are outside of relationships
have it easier. That's not true in your experience.

Not true in my case.

Because the attraction of that initial contact somehow makes it
difficult. Do you go through, like, any rationalizations? Or is it
just really the heat of the moment?

Well, I mean, rationalizations, sure, to some degree. The medical
community is so iffy about what's going on—whether more than
contact is really detrimental. Nobody has ever come in me in
years and years.

So u■ e're talking about fucking without rubbers but not to the
point of ejaculation?

Definitely not.

Did knowing that you were HIV positive or assuming that you
were—was that a reason that it's okay to get fucked for a little
while without a rubber, or to fuck without a rubber, because you
were already infected and you're not putting yourself at risk?

Oh, I’m sure, yeah. If I had been negative, I'm sure I would have
been more diligent. Absolutely.

Do you feel like you're putting yourself significantly more at risk
when you fuck without rubbers?

!
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I don’t know how to determine that because there doesn't seem

to be any absolute determination of whether you are or you
aren't.

I mean, what does it feel like to you. I don't mean what is the
scientific—

Well, there's a question in my mind. So sometimes I leave it with
a question in my head and I'm not sure. I'm not sure. Sometimes
I feel like maybe I am. It's hard for me to determine. I guess that's
why I do it, because I don't know for sure. And there is nothing
that comes close to that kind of—one of the few things that I
find pleasurable in life is having good sex. It's just a very difficult
thing to say no to. There are so many questions on what is or
what isn't. And I can hypothesize as much as I'd like and I can
not allow myself to have certain things, and then be run down
on the street the next day and not die from this thing at all. You
know? I don't know about being that disciplined. I have enough
guilt and anxiety at times that I certainly many times don't have
risky sex, and depending on the person I happen to be with and
what the energy is between us, it doesn't always even come to
that question. I don't always have that kind of intimate sex with
every person I have sex with, not at all.

As both a gay man and a nurse, I am concerned with Damian's
inability to consistently practice safer sex. If the issue is self esteem,
repeated messages from public institutions might serve to increase it by
reducing the profound alienation experienced by all of the marginalized
Communities at significant risk for HIV. I imagine that the salvation armies
from the Stop AIDS Project and the San Francisco AIDS Foundation collect
these kinds of narratives because they have produced some very appropriate
ad campaigns. For example, “You don't have to be good: You just have to be
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safe” 18 is a very insightful message to the S&M crowd. I tried to analyze this
text and Dick's as well (see chapter six) to see if I couldn't come up with an
ad that would speak to them. But all I could think of was the chorus from
an old hymn, “Be ve -ry sure; Beve - ry sure. Your an - chor holds—; and
grips the so - lid rock." But this would probably not reach the hearts or
libidos of sexually active gay men in the Big Apple.

Perhaps the issue is self esteem. If so, repeated messages urging the
community to adopt safer sexual practices will help build this esteem. It is
very wrong to conceptualize these prevention efforts as “education” because
too many people equate education with information. The community
needs information, but successful prevention programs must target self
esteem. When gay men discover public institutions are genuinely
interested in their health, as opposed to their conformity, alienation is
reduced. Except among a small number of saints, alienation is
incompatible with high self esteem.

On the other hand, life is not inherently rational. If life can be saved
only when rationality recreates life in its own image, life may not be saved
at all. If the human race held only the variety present in a group of rule
abiding fundamentalists, Mormons and AIDS activists, I would want out.
But if greater rationality about our sex lives is an essential evolutionary
change, and if gay men like Damian and Dick are therefore unsuited for
further participation in the human gene pool, then most religious
fundamentalists will find themselves excluded as well.

So are you fairly satisfied with these changes you've made?

No. I'm not completely satisfied. I'd love to be perfect at
everything. I'd love to be completely disciplined in every aspect
of my life. This is just another part of the whole scheme of

*I'm not sure who originated this ad. I saw it, but have forgotten where. My friends at the San
Francisco AIDS Foundation and at the Stop AIDS Project tell me it didn't come from them.
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things. I'm not perfect. I’m not completely disciplined. And this
is just another area where I’m not. I know we're talking life and
death, but we're also talking a lot of vagueness.19

Particularly a lot of vagueness for the person who's HIV-positive
already, isn't it?

Yeah, if someone is negative, that would have a bigger impact on
me—on what I would and wouldn't do.

We continued to talk about the degree of risk HIV-positive people
who have sex without condoms but who do not ejaculate might be
sustaining in relation to the pleasure and joy derived from such activity. We
both agreed that public health policy and the public health message had to
be unequivocal. We both agreed that the concepts of viral load and
reinfection were important. We also agreed that occasional departures from
Safer sex guidelines carried a risk. But neither of us was certain about how
great or significant that risk might be.

Our discussion then turned to situations where Damian might take
responsibility for protecting someone who might be HIV negative. Mostly,
he feels people need to be responsible for themselves. But like many gay
men, he treats people he considers young or naive a bit differently.

Damian's only experience with “guilt” is about his inability to follow
through with healthy living in general. In the following story, Damian
"freaks out" about not being able to “spontaneously rid” himself of a
problem. This is the closest instance to the self blame that holistic
responsibility sometimes creates in cancer patients. But Damian's story is
not about guilt or self loathing, but rather motivation born out of fear.

"Both Matt and Fred mentioned this “vagueness" as well.
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Actually, I did go on some medication for a while. I went on
some—I don't remember the name of it right now. That stuff
they give heroin addicts—

Not methadone. Naltrexone?

Yes.

Which seemed like a completely innocuous thing to do.

Right. I knew it was innocuous. I knew it wouldn't be
debilitating. People have maintained on it for like twenty years
or something without any effects.

Yeah. I've forgotten the theory behind that, but I remember it was
attractive.

Yeah. It was supposed to help pull your T-cells up.

Did it?

No, I was on it for less than a year. I had started it in November
1988, and my T-cells didn't seem to go anywhere. And then I had
an infection last summer—a fistula that had to be removed

surgically. That freaked me out. I had never experienced
anything that I couldn't spontaneously rid myself of basically.
And it scared me and I went off the stuff before the surgery. ...
So I went off it and then I really cleaned up my act. I wasn't
drinking or smoking or doing anything. I was just like working
out and running and taking care of myself—more so than I
probably had ever done in my life—more stringently and in a
very disciplined way—for two months or so. Then I went back on
the Stuff about two weeks before going to get tested again, and
my T-cells had gone up to over 500. I didn't attribute it to—

So how long were you off the naltrexone?
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Oh, like six or eight weeks.

So your T-cells were up to 500, but you didn't attribute it to the
naltrexone?

No, because I had been off it for eight weeks and only back on for
two weeks, and had never had a change in my T-cells when I was
on it before. Only very slight changes.

So they were up to 500 after your fistula?

Right. At that point I began to think that this had more to do
with taking care of myself and less to do with taking that stuff.
So I stopped taking it.

Then what? Since last summer you've been in school—taking
care of yourself and not doing drugs?

No. I haven't been that great about it, to be honest with you. I've
been off and on, I think—but nothing like years ago. But off an
on I’ve been drinking some.

So less than before, but still more than you were doing last
Summer?

Yeah.

Even with a rise in T-cells Damian attributes to taking better care of
himself, he is unable to sustain his stringent, disciplined life style. It is
extremely difficult for some of us to sustain our own notions of perfection,
even in the face of death. Fear motivates to a point, for awhile. But it
doesn't sound as if Damian enjoyed his stringent, disciplined life. It doesn't
Sound as if it were very nurturing for him. If he stopped drinking and
doing drugs completely, he might have cut himself off from his social
group. While this may be necessary for people with self-identified
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addiction, recreational users and social drinkers may derive more benefit
from sustained social relationships than abstinence.

Despite the positive effect on his T-cells, a holistic assessment might
conclude that the lapse in his disciplined regimen was essential and
healthy. Damian offers none of these rationalizations, but I sense that while
wishing he were perfect, he accepts himself as is, in spite of imperfections.

Damian's resistance to AZT is not so much from a disbelief in

medicine (and his personal observations of people who had tried it), as
from his expectation that he should be able to handle HIV on his own.
Damian's experience with the fistula was the first time his body did not
heal by itself. That the fistula required outside intervention was a defeat for
Damian, and this first defeat was very frightening.

In February I was retested and was in the high 300's. It had gone
down. [My physician and I] discussed it, and he was suggesting
AZT. I told him I didn't want to go on it at that point, that I
wanted to wait it out and be tested a few more times. I haven't

been back yet, but I'm going in a couple of weeks.

He feels I’m borderline [and said, “It may be a lot of the stress
that's going on in your life that brought it back down.” He
wasn't sure. He said he'd be willing to go either way with me
right now because of where I've been over all these years.

So what do you think of AZT and that research? Are you familiar
with the research that came out in September of last year?

Saying that people who were HIV positive tended to ward off
ARC or AIDS symptoms? Yeah, I was aware of it. I’m not
comfortable being on a medication—something as strong as
AZT. It seems to be fairly debilitating for an extended period of
time. If I can help it. That's a big issue for me. I certainly will go
on it. I’m not completely adverse to it anymore. In the beginning
I was really adverse to the concept. It seemed like people who
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were going on it in the beginning were getting as sick from the
AZT as they were from the illness, and I couldn't quite
understand the point. I don't know. I'm going to see how I test
again and depending on what that is—Perhaps if I'm staying in
the 300'S or lower then I'll go on it. I don't like the idea. It's
frightening to start on a medication. It's sort of an admission
that I can't handle this thing on my own. And I want to be able
to. I don't want to be dependent on a medication to keep mealive.

The reluctance Damian feels about being dependent on surgery to
treat his fistula or being dependent on AZT to treat HIV is full of emotional
affect and significance. The dependence that both surgery and pills signify
is associated with an admission of defeat. This issue of dependence also
figured strongly in Neil's interview. The holistic vision both of them share
includes a mind-body rich with healing possibility. But the abstract
possibility for self healing, the somewhat mystical vision of a perfectly
balanced and harmonious life is confronted with realistic appraisals of
probable scenarios in the social world of experience.

At this point, I foresee myself going on it, to tell you the truth,
because I’m not able to maintain the kind of discipline I'd like
to. You know, there are times when I do go out and drink and
get loaded and ... It's hard for me to be completely—in the
midst of all the stress I'm under at school and all the running
around I've been doing, it's hard for me to maintain a
completely healthy lifestyle.

Do you think the AZT will help you maintain a healthy lifestyle?

No. But it will help me maintain my T-cells. And [AZT will help
me hold off the virus, hold off the viral action.

Okay, so you sort of envision yourself maybe gulping down the
AZT with a margarita?
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No.

Well, I don't mean every day—

Hopefully, this whole I don't know what it's going to do as far
as that's concerned. I just hope it's going to help me maintain

health. That's a whole—another issue that I'm not looking to
AZT for. That's Something I have to look to myself for, at otherlevels than a pill.

I guess I'm Imagining, since I'm not on it yet either, the little
ritual of taking AZT three times a day.

See that's my other issue With it. I have a hard time taking
vitamins every day, you know, once a day. When I was taking
that other stuff, I had a hard time taking that once a day. ... I
just don't have that kind of mentality. I'm not one of those
people who enjoy—you know, there are Certain people who love
that pill dependency. They love to be on it and take their little
pill. I went out with a guy last summer who had a little beeper
and just goes everywhere with his beeper and he's really into it.

That used to be the rage in San Francisco. Everybody had beeper
Pill boxes. Was it the same in New York?

| guess. I mean, he does too. I'd meet people later on who would
Say, "Oh god. I hear Ron's beeper all the time. Is he on AZT”
(laughs) Yeah, whatever. Isn't it obvious what he has it for? What
else does he have a pill beeper for? I don't know.

For Damian, Pills are overdetermined. Gabe did not like taking
Vitamins or pills either, but there was no evidence in his narrative to
explain his position further. As a person who has no problems with pills,
"hether vitamins, herbs or pharmaceuticals, I had failed to appreciate this
*nce for some time. I think of pills, herbs and vitamins as being magical. I
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don't always take them regularly. I don't feel dependent on them. I go on
and off herbs and vitamins and some pharmaceuticals without any real
rationale. I don't have any real beliefs about any of them—just a hope that I
might be led to the right magic at the right time. But Gabe and Damian do
not find magical possibility in pills. Damian's reluctance to take AZT is
influenced by two people in particular, his holistic therapist and his father.

I work with a therapist who does a lot of body manipulations
and he works Spiritually, psychologically, physically all wound
up in one. He's very progressive and perhaps even crazy (laughs).
I mean, he believes—I know underneath it all, he would never
suggest that I not go on medications or anything—but he does
believe that you can maintain, that we're inundated with all
kinds of viruses all the time and that if you're in a healthy state
that you can maintain your health despite the attacks of viruses.
[Viruses] are a constant thing in our lives anyway. We're
constantly warding them off. Why should this one be any more
of a killer than any other virus has been over the years? But I'm
not in a hurry to get on medication for any reason. It's a last
ditch effort, as far as I'm concerned. And I don't mean as far as
getting sick—not that last ditch. But last ditch for staying above
the disease line before I start to get sick.

So it has this symbolic—

Definitely it does, absolutely. I mean anything you have to be
dependent on has a symbolic influence. I think it's also exactly
the thing I'm trying to get away from—the thing that's tugging
on me. I'm trying to get to a point of independence in my life
that I don't think I've ever truly reached. So I'm striving for that
at the same time I have this pull to be dependent on a pill. I
guess true independence can't really be achieved. We're all
dependent on each other to some degree. But I just want to
avoid that kind of dependence. And I don't want to have to be
constantly questioning what the result of this medication is,
and what's the result of AIDS and what's going on. My father is
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on all these medications for his heart. And he is trying like hell
to determine—he's so out of touch anyway—but he goes
through all kinds of hell trying to determine what’s the side
effects of the medication and what's his heart and what's

gastrointestinal and what's just him feeling bad. And he's in a
constant state of complete anxiety.

So you've got a fairly negative role model about u■ hat it is to be a
kind of medicalized person in your father.

Absolutely.

Do you know any people who are in your similar T-cell situation
who are on AZT”

Yeah.

Hou■ are they doing?

The guy I went out with last year who's on it. He's the only
person I know that's on it [who is] close to me.

So you only know one person that's close to you who's on AZT
who's asymptomatic?

Uh-huh.

It sounds like you have no real community of positive role
models for hou, you might be on AZT and manage the side
effects. You don't have a group of people who are handling that
successfully, to compare experiences with. So you're going to be
relying on your doctor for all the advice about how to take AZT
and what the problems are and when to go off and what's
anemia, and the half dose and all those Sorts of things.
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Yeah, basically. . . . Although if I start on AZT I may join groups
or something. It's more of a medical issue to me. It's not a matter
of what the trend is. And I don't want that influence in my life. I
don't want to go to a group of HIV positive people and
everybody's like, taking their AZT and this is really great and you
should do it too, and be under pressure to take AZT because
everybody is. That's not the kind of person I am. I want to make
my own—I don't want to be under peer pressure to take my AZT.
I want to do it because I feel it's right.

It looks to me like you're putting an enormous amount of choice
into it. When you choose to take AZT, you'll take AZT. ... Right
now, it has the meaning of a last-ditch effort, like you said. But
then choosing to take it as a preventative thing, u/hich you may
do, might actually change that sort of last-ditch—

Well, last-ditch preventative measure is what I mean. I don't
mean last-ditch—I don't even want to be on it. I mean, I even see

being on it preventively as being a last-ditch effort. And I don't
want to be on it. But I don't mean last-ditch for before I get sick.
No. I don't want to wait until my T-cells are at 200 before I start
taking AZT. Absolutely not. If I'm maintaining, which it seems I
am, what's going on here if I can't get myself up over 500? I will
go on it at this point, I'm sure—probably. (laughs)

But you certainly don't want a group of you don't want a trendy
group of HIV people talking about—

Absolutely not. I don't need to be part of the gang. And peoples'
experiences are their experiences, they're not my experiences.
And I don't know that what they're going through isn't for who
knows-what other reasons.

Damian's narrative reflects significant conflict around the issue of

*

AZT, His statement that, “if I start on AZT I may join groups or something,"
is opposed to “I don't what that influence in my life; I don't want to go to a
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group.” Damian's narrative does not demonstrate the ideological stance
found in Fred's, but their conflicts are similar. Both feel community
pressure to take AZT and this conflicts with the personal symbolic
meanings AZT has for each of them.

Unlike Kirk's, whose story follows and concludes this chapter,
Damian's is not about facing facts. Damian actually winds up facing himself
more than the virus. He doubts that the personal growth he experienced
would have occurred without HIV.

But Damian's feeling that important changes would not have
occurred in his life without HIV, is the opposite of Matt's assessment about
the gay community's growth. Matt feels we might have been convinced to
begin using condoms without the AIDS epidemic. Unfortunately, we will
never know if Matt is right.

Damian realized that he was killing himself, not the virus. Matt and
others might interpret Damian's late night drinking and drug use as
evidence for the potency of the social metaphors of HIV, metaphors Matt
has always said were more deadly than the virus. But Damian does not
locate the problem outside himself. His story does not mention the absence
of a hope discourse for HIV nor the fatalism of the press and most of the
medical establishment. He does not get angry or become an AIDS activist.
As a social worker, he does not focus on mobilizing hope in the community.
Rather, Damian withdraws his reluctant and short-lived focus from the
virus and turns it on himself. In so doing, the attendant metaphoric power
of the virus is attenuated.

Anthony Downes (cited in Fox, 1984) once observed that our
intractable social problems (AIDS phobia, homophobia, objectification, the
absence of a hope discourse around HIV, the absence of relevant HIV
prevention programs) have one thing in common. The status quo benefits
someone. That someone can either be a majority of the population or a very
powerful minority. Using cancer as an example Fox (1984) notes that we
often cast our intractable social problems as individual problems. The
danger with this approach is that our problem solving—from assessment to

*
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intervention to evaluation—is focused on the individual rather than Society
(Zola, 1984). But given the difficulty of wresting “benefits" from a majority
of the population and the near impossibility of wresting benefits from a
powerful minority, individual solutions may be the only way forward.

The strict social constructionist position that is evident in Matt's
interview may imprison the would-be freedom fighter in his ivory lookout
tower. Granted he may be able to publish pamphlets to embolden the
resistance, but if Foucault (1975/1979) is right, fringe resistance movements
are a prior co-opted into and serve the very structured systems of power the
resistance fights against. In addition, the social constructionist perspective
can itself become objectifying. By turning inward, Damian achieves a kind
of subjectivity Matt does not. Matt stays focused on dangerously powerful
metaphors while Damian seems to walk away from them. Foucault's
position is a more academic version of the holistic maxim that anger or fear
can actually bind us to things from which we would prefer to escape. The
danger for both Matt and Damian is that metaphors of hopelessness,
powerlessness and death stimulate self destructive behavior patterns that
are themselves socially based.

In March of 1993 I called Damian on the phone. He finished school
and is directing a social welfare program, has a small private practice and is
running HIV support groups. He is monitoring T-cells “every now and
then—not real religiously.” Since the summer we were on the island they
have been in the high 200's and low 300's. He went on AZT for three months
but then went off, not really due to side effects but mostly because he does
not like medications. His doctor, the same one mentioned in this interview,
is encouraging AZT. I added my encouragement. His last T-cell count was
in the low 200's and he did not know what his percent was. He is still
Working with the holistic practitioner mentioned above. He reiterated that
he had grown a lot in the last several years, and probably would not have
made the educational and career changes had it not been for the virus. He
Still sees the virus as having had a positive impact on his life.
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Kirk

“You know, that's how things come
to you in the larger world—[through]
the big media. You hear them, see
them, read them. And then as they
get closer, they come to you through
other people's experiences. And then
finally they touch you”—Kirk

Kirk is a slight, Sexy man in his early thirties. Like many New Yorkers,
he has played many roles—actor, artist, waiter, butler and cook. Perhaps
more than any of the other participants, Kirk combines an airy fairy holism
with a down-to-earth realism. We had this conversation on the beach—a

couple walks east of Harbor, Fire Island, August, 1990.

So when did you have the test done?

In 1986. I think it was late spring or early summer.

Why did you do it?

Well, I knew that I had to be tested. I figured I would test
positive. I had to know. I'm a firm believer in truth. You got to
face it, one way or the other. Also, at the time, I don't remember
what I was dealing with, but I wasn't feeling great. So I went to
the doctor to have a physical, and of course he posed the
question right away, “Have you tested? Do you want to take the
test?” And I said, “Yes, definitely. It's time to know.”

Why didn't you take the test earlier?

I don't know. I don't know when. First of all, I’m not sure when

the notion of everybody taking the test actually came into play. I
don't think it was that long after the idea that there was a test
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out there ... to find out if you've been exposed. I don't think it
was that long after that I took it. I don't know, when was that?

I think it came out in the summer of 1985.

Yeah, so it wasn't that long.

So you didn't go through this business of “Oh, should I take it,
Shouldn't I?

Yeah, a little bit. But like I said, I figured I would test positive,
and therefore I should know about it. I had faced a “life

threatening” illness before in 1982, when I moved to San
Francisco and came down with hepatitis B. I got hit with it
pretty bad.

Kirk's notion of what is not a long time is noteworthy here. The test
was available in 1985, and Kirk was tested a year later. Given the social
construction of the test and the political and medical ambivalence
Surrounding it, I agree that a year was certainly not a sign of denial. Several
men who had the test done in 1985 or 1986 pointed to some event—not
feeling well or a new lover—as their main reason for having the test done.

Kirk has had personal experience with a life-threatening condition
before. But what distinguishes him from Matt and Kyle (and a host of
others who knew they were at significant risk in 1985 but did not take the
test until years later) is his notion of “truth,” and his “firm belief" in facing
it. Kirk offers no rationale for the good that might result from taking the
test. For instance, when Andrew took the test in 1987, it was because AZT
became available—there was something he could do about it. Andrew had
no interest in learning about his antibody status for the knowledge alone.
Unless there was a practical intervention, it would be a waste of time for
Andrew to take the test. Kirk was at least in part motivated by his not
feeling well, but the story he tells is not about not feeling well. It is about
needing to “face it.”
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Neither is Kirk dissuaded from taking the test because there was
nothing to do at that point. That was Dick's practical reasoning for not
getting tested earlier, a reasoning voiced by many others in the community.
Kirk must face the presence or absence of the virus in his body, not the
presence or absence of a treatment plan. While Kirk assumed he was
antibody positive, facing it was not the same thing as assuming it.

Back in 1986, Kirk had both lymphadenopathy and hairy leukoplakia.
At that point he was told that the two in combination with his antibody
status meant he had ARC. The label did not mean much to Kirk, but he
took advantage of the label by signing up with the Gay Men's Health Crisis.
Even though he has never needed their services, he felt comforted by that
fact that he could get them if he needed them. Both his lymphadenopathy
and his hairy leukoplakia resolved themselves with his treatment regime of
acyclovir, wheatgrass, no junk food and plenty of good food, including
meat. “I tried the vegetarian scene for awhile. I couldn't do it, especially in
New York. This city just throws off too much energy, too much whatever.
Maybe some people can do it, but I realized I needed some meat protein to
keep me sort of grounded.” Kirk's explanation for his treatment regime and
his description of his physician blends allopathic and holistic approaches,
much as did Neil's.

I've been on a maintenance dosage of Zovirax, a prophylactic
dosage, for a while, and I think that came into play as well. I
mean, hepatitis is a virus. If you're able to curb any other viral
activity or keep it at a low ebb, your body healing process is
going to be able to concentrate more in a weak area. ... Back
then, they didn't know what the fuck Zovirax was going to be
good for. They just knew that it seemed to have some antiviral
effects and didn't seem toxic. My doctor's attitude, and
consequently my own—it made sense to me—was that “if it
doesn't seem to hurt me, why not?"

But adopting his physician's attitude toward the Zovirax as his own
Was more of an active decision than simply accepting and following a

}
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recommendation. Kirk Still had concerns that were similar to Neil's and
Damian's.

I had real problems resolving the fact that I might be dependent
on some sort of chemical. Good, bad, or indifferent, Zovirax is a
drug, a substance. And I didn't like the idea that one might have
to keep that in your life all the time. I like to be able to think
that our bodies can take care of themselves through their own
natural means. But in certain respects, I don't know if that's true
anymore. I think in the long run what HIV is coming to mean is
this debilitating illness, like diabetes or heart problems or
whatever. It gives you a message. You'd better fucking listen to it
or you're going to be in a bad boat. And if it means you have to
sustain yourself through means of some minor medication, then
that’s what it means.

The holistic ideology comes through clearly here. HIV “gives you a
message.” Kirk's message is not the socially constructed metaphor that
concerns Matt. The message for Kirk is personal. The message is so
important that the holistic doctrine against dependence on pills is
Suspended in favor of another doctrine, that illness and loss are meant to
teach us something, to be transformative. The following is in reference to
the death of his best friend.

I've learned to find an appreciation for what this whole thing
was. It enriched my life. I’m sorry to say that I lost an enriching
part of my life because of it, you know. But it's give and take. You
gain from something. I don't think any of us grow unless we can
learn from whatever we experience. If you look at it all in that
bad light—the loss—then you're never going to get anywhere as
a human being. You just aren't going to develop. You're going to
be stuck in some quagmire of ego-inflated neuroses. Unless
you're able to take any issue no matter how painful and find a
good side to it, you're going to be in tough shape.

º

320



UCSFLIBRARY



Like Damian and others with a “holistic" orientation to life, Kirk
thinks it is essential to learn, to create meanings from tragedy, suffering
and loss. In so doing Damian and Kirk recreate themselves. But Kirk's
ideology is ecumenical. His physician belongs to another “religion" entirely.

My doctor is very interesting. I've been with him since 1986. He's
a Buddhist. He's gay—been in a relationship for quite some time.
I'd say he's in his forties. But god, his name is Klaus, and he's just
as German as the name implies. He is a hard-assed cynical son
of-a-bitch in many ways. It's hard to realize that this man could
be a Buddhist. He is really pragmatic in terms of what he'll
actually give serious attention to. He almost scoffed at anything I
might have to say about wheatgrass juice. A good friend of mine
went to a place in Arizona—a detox center—and got himself
cleaned out. And I asked my doctor once what kind of merit he
would put in something like that, and he said, “None
whatsoever. If I wanted to leave being a doctor and go into any
sort of medical business and make a lot of money being a
charlatan, that's the sort of thing I would do.” So he doesn't have
much faith in anything but straight western approaches to
medicine and science. I appreciate the fact that he's very
analytical and critical, but I don't listen solely to him. My god,
he comes off really pessimistic. He really does.

Kirk's description of his physician shows that not all people with
holistic ideologies require that their physicians hold the same beliefs. Kirk
appreciates Klaus's analytical approach, but does not experience the office
visit the same way Matt's fictitious patient would (and Matt did not even
make his white-robed physician German). Kirk is his own priest, his own
Confessor, his own counselor. And he offers his own sermons about holistic
health.

Exercising regularly is vital. I was no major jock when I was a
kid, by any means. I played tennis and Swam a lot, but I don't
think young people are as aware of the true merits of physical
exercise. They just sort of take it for granted. But as I’ve gotten

}
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older and continued to exercise, I think that's vital for any
human health, any human stability. And when I say exercise, it's
not just moving your muscles, but even more important, it's
moving the oxygen around, having a clear oxygen exchange in
yourself. Your respiratory system, one of our basic life supports—
what are there, five systems in the body? But to thoroughly give
yourself an oxygen exchange every day or every other day, is vital.
It means you're getting rid of all that bad air, that bad energy,
and taking in the good and healthy stuff. It's the only way your
blood—I mean, this thing affects the blood—it's the only way
your blood will stay healthy and alive.

Sex and Drugs

In each of the interviews, I tried to get the participants to talk about
their sex and drug lives. Kirk's responses are included here not because they
are typical of the “sample,” but because they mesh a holistic ideology with
the marginalized rituals of a marginalized community. Kirk successfully
does what Matt and I call “walking on the edge,” one element in our very
informal understanding of HIV survival.

What have sex and drugs been like for you since testing positive?

Well, let's see. I don't necessarily put Sex and drugs together; by
no means. Let's just deal with drugs first because that's much
more cut and dry. I appreciate them. I value the altered
experience. Everybody has addictive tendencies. I'm one as well.
But I seem to be able to control them a little better than some

people I know. I believe anything's okay in moderation. My sense
of moderation has become much more moderate than it used to

be. And if I want to use any substances, I do it every so often and I
make sure that I supplement myself and my time and
everything real well at the time that I do that. Lots of vitamins. I
sleep. I eat. Because I believe that they can wear your body down
and have an affect. They don't have to if you respond as well. You
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know, you have a cold and your body deals with it by telling you
to sleep, so you sleep and you get over it. The same with drugs.
You don't push yourself. These people who do a weekend and
they don't go to sleep and do one drug after the next. I don't
understand it! Jesus! I could do it maybe when I was 18. But I
don't know how they do it.

So hou■ much?

What sort of quantity? Well, I do not buy marijuana any longer,
because that is the one drug that, if I have it, I’ll smoke it, even if
it's one hit a day. I'll smoke it and it begins to have a long-term
effect on me. I'll share a joint now and again and that's fine,
because I'm not going to have it the next day. But I will not buy
it. I do not do speed anymore. I don't do cocaine. I never bought
it or did much of it in the first place. I do Ecstasy now and again.
I did some mushrooms not too long ago, which I like a lot. But
you can't get them very often. How often do I do it? Once every
six weeks, maybe four. Summertime is more, undoubtedly. And
that’s fine.

Do you ever have any conflict with yourself over, “I should be
doing this or I shouldn't be doing that?”

Well, that's just feeling guilt over something; doing something
and then giving yourself shit about it. Well, goddammit, if
you're going to do it, then do it and enjoy it and get over it.
Accept it. I do like the experience, the altered state, the high.

So it's resolved for you? It's not a source of conflict?

I'll tell you why. As I do drugs now, as I enjoy them, they do not
seem to be affecting my health in a manner that I can see. Long
term, who knows? I would stop using whatever I do use if I
began to see something happening. You know, some things go
downhill. I know people that begin to get sick and they double
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whatever they're doing. They have a death wish. I don't. So I can
say right now that I don't have a conflict with it. I was raised in
the Midwest as a Roman Catholic, so deep down there's some
inherent learned guilty voice that does come up now and again
and says, “You dumb-ass." But I've learned to address that voice
pretty well and say, this is really unnecessary to put myself
through. In my opinion, if you're going to do something, then
do it full out. Commitment is a major word in my life and my
experience. If you want to do something, then commit yourself
fully to it. Try not to do something half-assed.

I'm real interested in what the death wish thing is about. Do you
have any of it?

Death wish?

You Said no, but talk about that a little.

I used to think that—when I used to be a major party animal—
and I used to be able to really carry on in college. When I first
came out, I could be ridiculous. I used to think that maybe that
was part of what was behind my behavior at the time. And
maybe it was—that I had some sort of death wish. I don't
associate a death wish with any of my behavior now. I associate it
more with a living experience. Maybe I'm kidding myself, but
when it comes to death wish, I can only talk about how I see it
exhibited in other people. I don't know. Am I being self-serving
in saying that there's none in myself? I don't know. There could
be some in everybody. There's not much of one in me. I'm a
pretty firm believer and practitioner of life, of living. And I think
that I can say that [because] I recognize that death is a vital part
of life. So the death wish I see in other people? It bothers me. It
makes me realize that the human response is not as life-serving
as I’d like to think it could be—its expression in society as a
Whole. I just saw one person recently really do this to himself. He
was so fucked up every time I saw him. And he knew he was sick
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and he was like, “Oh I'm just dancing till I drop.” And he
recently did.

Did that make sense to you? Or did it disturb you?

Well, I try not to judge it. He was doing whatever he had to do;
learning in whatever way he had to. It all becomes a question of
how much empathy can you have? How much can you relate?
Identify with it? I don't identify much with it. It would be
interesting as an actor to explore the death wish.

What about your sex life? How has that been affected?

Well, I've learned to take the cold shower. I was complete trash
before I took the test. I mean, I knew I would test positive. I was a
bath house babe. When I kicked down that fucking repressive
Midwestern door, I did it full-heartedly, with firm
commitment. And I was trash in college. Being a performance
arts major, I (laughs) had plenty of time to do that. I was in
Chicago a lot. Even when I first went to San Francisco, I was
doing the bath house scene. I curtailed that very quickly when I
began to hear that people suspected all these anonymous
contacts had a lot to do with contracting “the cancer.” If
anything, now, I’ve come to realize that as much as I like sex, and
as much as I realize sex can remove me or take me from myself—
and at the same time take me within myself—like no other
experience or behavior I've had, that it is not the be-all and end
all.

I recently met somebody; a very attractive man I met through
friends. It was through my friend who went to the detox center
in Arizona, and he's back there right now having his spark plugs
changed. I met him in March or April of this year and we started
Seeing each other. He was just out of a nine-year relationship,
and they did not practice safe sex since they were very
monogamous, so they said—in spite of the fact that they both

|.
º

325



UCSFLIBRARY



tested positive. So what does that say? And I was really attracted
to Manfred, but he was not comfortable at all with sex. He
hadn't practiced safe sex. He didn't know how. He didn't know
what it was, and wasn't comfortable with it at all. He was a real
intense case, but I see that sort of behavior and those attitudes
reflected in a lot of other people too. I think there's so much
fear. And what it's done to gay—to people—you have to speak in
the largest sense—there's just so much fear of death. ... You look
at it this way. An FBI drug director faces certain chances of
mortality in his life, certain reasons, certain causes. A window
washer faces certain mortalities. An HIV-positive person does.
And it means you better—it's just a signpost that you—it's an
issue of mortality. It's coming to accept the fact that you will go.

Kirk is concerned about the Social construction of HIV and its

ramifications, just as Matt was. Kirk also tends toward sermonizing a bit,
just as Matt does. But while Matt rages against evil hegemonic forces, Kirk
exhorts us to confront our fears about death and pay attention to the
unseen but yet unsightly buildup of bodily toxins in need of aerobic
cleansing. Ironically, Kirk equates the inability to practice safe sex with a
fear of death. Given that most leaders of and adherents to western religions
consider us an “abomination to God,”20 it is no small wonder that many of
us lack any transcendent vision that might provide some protection against
the anxieties that humanity shares about death. Nonetheless Kirk has
Somehow accomplished while preserving his essential identity as a gay man
and urges us to do likewise:

The other things that bothers me about HIV is that it is
inhibiting a lot of people. It's making them feel guilty about sex.
It's getting in the way of something that is okay and natural.
They screw their heads over. ... If our sexual revolution didn't

*Reference Reverend Lumpkin of the San Francisco Human Rights Commission and
Supervisor Kennedy of the San Francisco Board of Supervisors, Summer, 1993.
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progress us forward, if this is just going to throw us back, what
was that all about? All that Victorian-Eisenhower repression that
gay and Straight people were able to throw off in the sixties and
seventies. If we can't learn from that! That was an invaluable

experience. I wouldn't trade a night in the bath-house for
anything! And I feel compassion for these guys who are twenty
and are coming out and never get to spend a night in a bath
house and get to fuck around with eight people in one night. I
mean, that's letting your libido go crazy. That’s letting your
fantasy run wild. It's great to have that experience. But now, as
I've said, the physical act of sex is not the most important part of
relationships. . . . And I think that maybe what society better
learn about AIDS is that we threw off that repression and we
went crazy. And it wasn't just gay people. It was straight people,
but that's not the answer. And yet it was very blinding. To
respond to nothing but your perceptions, your senses, that's
strong black magic. That is voodoo, and it can really blind you to
things. And maybe it's taken something like this virus to make
us wake up and say, “Hey look, sex is all well and good, and it's a
natural expression and a form of communication and being. But
it is not the most important ... So we'd better learn from this.
We have to look at HIV as an education, a signpost. It means
learn from where we've been, from where we're at. Watch
yourself. Listen to yourself. Listen to your body, you know. Take
care of yourself. And if it happens, it happens. Death is going to
happen. The big D. Get used to it. It's a part of life. From the
moment you're born, you're dying. That's Buddhism, baby.
That's the great wheel of suffering. Everything is transient, and
you're no exception to the rule. If your ego gets involved and
Starts pulling some trip that you're going to survive in this
world forever, you're in a sorry way.

Kirk finds more mercy, grace and comfort in his holism than Fred
does. He has less of a need to fight medical dragons than Matt does, and
like Gabe and Dick, seems very at peace with his position. He believes in a

327



UCSF||BRARY



ruthless confrontation with the “truth” and feels like people need to come
to terms with death.

Gabe, Neil, Fred, Dick, Damian and Kirk all have a sacred vision of the
body. In varying degrees they are all suspicious of the effectiveness of
western medicine's ministry to gay men with HIV infection. All of them are
“non-believers," but none experience the alienation Matt does. Neither
Gabe nor Dick uses ideology to understand himself nor his world. Like
Matt, both orient themselves to their worlds through sex (both had well
over 2,000 partners in their lives) but their narratives reflect self identities
that are both formed and understood through shared cultural practices
and mythical understandings.

Kirk and Neil both avoid alienation through a kind of medical bi
culturalism. Kirk and Neil avail themselves of both western technology and
holistic practices. Like Gabe and Dick, Kirk and Neil fashion their
individual identities, self understandings and worlds artistically. Gabe and
Dick accomplish this through, dance, literature, music and men; Neil and
Kirk through integrating specific western and holistic health practices in
their lives. Fred experiences more alienation, helplessness and anger than
the others, but his narrative reflects similar self-formative processes. Fred
enacts his holistic practices in the world. His attempt to participate in both
western monitoring and eastern harmony creates conflict at times. But the
conflict prevents a hegemonic relationship with either and prevents denial
and feelings of omnipotence from interrupting his self formative work.

Matt, Kyle, Andrew and Mario, another participant whose narrative
does not appear here, all use mechanical analogies like cars or plumbing to
refer to the body, and expect western medicine to perform on its claim to
being a scientific, research based profession. When these men go to a
physician, they adapt the same mechanized and objectified orientation
toward the body western medicine has popularized. Larry and Tony do not
Share this mechanical orientation, but, like Andrew, are nonetheless
Comforted by western medical practices.

º
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I tried to get Matt to envision a situation where the power gradient
between physician and patient was reduced if not eliminated. He felt this
would not be possible unless physicians were relegated to the role of
plumber or technical expert, not priest or shaman. In the past society
invested priests with more power and authority than plumbers, because
souls were more highly valued than pipes. Matt does not see priestly power
as legitimate and insists that medicine derive its social and economic
power from the validity of its scientific truth claims alone. But in
advocating that medicine abandon its priestly role, Matt endorses the
direction medicine has taken over the last century—away from artful
practice and toward dogmatic science; away from engaged individual care
and toward detached, objectified research on populations. The reason
medicine has far more authority than the priesthood in the post modern
world is simple. Today even religious authority is grounded in our fantasies
about an objective reality, about facts. The historical facticity of Jesus is far
more important to Protestants than Christian myth or mystery. The only
power Matt knows is an objectifying power. He does not recognize that he
both erects and worships objectifying gods.

Matt's objections to western medical science have little to do with its
epistemological flaws—its reductionism, mechanism, determinism,
exclusionism and resultant mind-body dualism. Matt objects to western
medicine because it embodies traditional male power and authority. He
does not embrace alternative epistemological understandings because they
are more cogent and defensible. He does not embrace an alternative
paradigm because it is more reflective of his experience in the world. Like
United States foreign policy during the cold war, Matt allies himself with
his ideological enemy's enemy, without much regard for what that new ally
might value.

In some ways, Matt's is the most “scientific” narrative. All of the other
participants in this study come to know themselves and their worlds
through specific practices. Some of these practices derive from a faith or
belief in western medicine. Others derive from more holistic orientations to
the world. But not all of these practices are about self help or health care.
Gabe and Dick come to their self understandings through personal

s
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engagement with the suffering and deaths of their loved ones. What is
central to these narratives is not varying ideology, but rather varying ways of
engaging with a world under siege. Matt alone has no practices that engage
him in the world of HIV. His understanding is consequently detached,
theoretical, and “Scientific."

Matt will come to be engaged when his best friend Kyle gets very sick
with wasting syndrome. Matt will then prescribe therapy: The World
Health Organization diet for treating people recovering from starvation;
morphine to stop the diarrhea; TPN to buy time and fill in the gaps left by
the other two treatments; daily social activities with friends. I agreed with
Matt's plan. But Matt was shocked when Kyle did not. “It’s easy to be the
doctor,” I told him, “but Kyle needs a nurse.”
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CHAPTER VI

SYMBOLIC MEANINGS OF T-CELL COUNTS

The power, prestige and authority of western medical Science has
increased as it both appropriated and nurtured the “scientised” techno
understanding of ourselves and our worlds. Both Fox (1984) and Zola (1984)
note that medicine has become the folk model of western cultures.

Replacing both religion and law, medicine has become a repository for
truth and the ultimate arbitrator of competing truth-claims. The hospital
has become the archetypal institution in western culture. Many hospitals
are in fact run by religious orders. If medicine is perceived as a scientific
enterprise that generates data bits with pre-determined meanings and
consequences that can be deduced by computers, medicine will be both
hated and feared—hated because it negates any sense of personal freedom,
and feared because it predicts, and hence at least partially determines,
sickness and death.

Medicine has sold itself as a science and several participants in this
study try to hold it to that standard. Matt and Kirk both want technical
expertise from their physicians, not holistic appraisals of their stress. But
medicine has failed to defeat sickness and death, has been unable to
generate prophesy that is both accurate and meaningful to HIV-positive
individuals. The “average” survival time is increased year after year as many
failed to sicken as predicted. When the community discovers sick people
with high T-cell counts and well people with low ones, the purpose of T
Cell monitoring and the meaning of the results gets interpreted in several
different ways—some better than others.

Without believable prophesy, without cure and often without care,
the Temple of Tantalus (Illich, 1982) ought to become irrelevant. Instead it
gets more powerful. The anger of ACT-UP and others is perhaps just more
clamoring at the Temple, a naive anger that the Temple has failed to make
good on its immortality project. But perhaps this anger is in response to
the monolithic hopelessness discourse that emanates from the pulpit even
as the coffers are replenished with our health care dollars.

º
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When one sits with a fortune teller interpreting palms, astrological
charts or the Tarot, the fortune teller's predictions are not confused with
the power to decide, create or determine the future. But this is precisely
because we have not empowered these systems with the prestige and
authority we have invested in medical science. The historical controversy
between predestination and free will has been translated into our
contemporary quest for absolute certainty. This quest, both historical and
contemporary, is born and thrives where power is especially concentrated.
There are glimpses of this question—absolute determinism versus absolute
freedom—in the Illiad. The narrator in the Illiad offers both possibilities: Do
the gods determine man's fate or does human action have a role in
determining human destiny? But for the Greeks, the question was not as
important as it is to us today. The texts of that period certainly do not
revolve around those issues. Students and professors are intrigued by this
question today because power is so concentrated in our religions—one
omnipresent, omnipotent, and omniscient God.

The concentration of power, whether in medicine or the “One God,”
creates a corresponding lack of power in the rest of the universe—a
disconnection between God and the world, between physician and patient.
In Christianity the connection is re-established through the magical ritual
where the tribe eats God, thus acquiring part of his power and
differentiating itself and disconnecting itself from the rest of the universe.
But before the magical ritual can take place, the tribe must acknowledge its
inferiority (sinfulness) in relation to the all-powerful, all-knowing, ever
present One God. In medicine a similar drama is enacted. Power and
knowledge is concentrated in the physician. The patient has significantly
less of both. The disparity between physician and patient is recognized and
forgiven when the patient accepts the sick role. Mercy is dispensed in the
form of life-sustaining or pain relieving pills.

But because the universe is obviously replete with multiple forces,
and the more diffused power structure inherent in a tradition of multiple
deities was rejected, the monotheists were forced to invent devils (Freud,
1939/1969; Jung, 1952/1969), and the professionals to invent quacks.
Professionals and politicians who have followed the examples of priests

T
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have done well. Medicine and science has almost succeeded in establishing
itself as the only real “Truth” in this culture, especially in the most sensitive
arenas of human experience: health, life, suffering, pain and death.

The previous two chapters provide an interpretive account of how
several gay men with asymptomatic HIV infection come to general
understandings about HIV infection and particular self-understandings
and practices in response to it. This chapter explores the meanings T-cell
counts have for several of the participants.

To date, the single most important measure of an HIV-positive
person's immunocompetence is the T-cell count, including relevant
percentages and ratios (Taylor, Fahey, Detels & Giorgi, 1989; Machado, Gail &
Ellenberg, 1990; Stein, 1992). This test has been commonly used to monitor
HIV-positive people since 1987 and is recommended every three to six
months. If the T-cells are below 200, prophylactic treatment for
pneumocystis (one of the most common and deadly manifestations of
AIDS) is instituted and AZT is considered. Prior to 1987, AZT was only given
to people with AIDS, not people who had mild symptoms or no symptoms.
Recent studies are testing the extent to which CD4 cells are an adequate
surrogate marker for disease progression (Nightengale, Jockusch, Haslund
et al., 1993) and therapeutic efficacy (Sungsub, Lagakos, Schooley &
Volberding, 1993).

Findings from the Aids Clinical Trial Group protocol 019 (Volberding,
Lagakos, Loch, et al., 1990). showing that AZT could delay the onset of AIDS
in asymptomatic HIV-positive people whose T-cells were below 500 were
reported in newspapers across the country in September of 1989. Another
Study showed similar results for mildly symptomatic people (Fischl,
Richman, Hansen, et al., 1990). The new recommendations for AZT received
FDA approval and suggested that physicians consider AZT therapy for HIV
positive people with 500 or fewer T-cells. Preliminary results from the
Concorde trial (Baker, 1993) has called this into question. The new
guidelines released by The National Institute of Allergies and Infectious
Diseases (1993) note that no average patient exists and encourage teamwork
between doctors and patients to “design a treatment strategy that is both
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clinically sound and appropriate for each individual patient's needs,
priorities and circumstances of daily life” (Sande, 1993, p. 2).

The medical purpose for monitoring T-cells is to facilitate decision
making around when to begin antiviral treatment or prophylaxis for
opportunistic infections. For HIV-positive asymptomatic people, the most
common medical interventions include AZT for T-cell counts fewer than

500 and prophylaxis against pneumocystis for T-cell counts fewer than 200
or when the CD4's are less than 20 percent of the total T-cell subset.

My initial interest was in studying differences between people who
chose to monitor their T-cells (per the recommendation of both AIDS
organizations and the medical community) and those who did not.
Because all of my study participants had taken the HIV test, focusing on T
cells seemed warranted.

CD4 (helpers) and CD8 (suppressors) form the bulk of our T-cells, but
the term “T-cells,” is commonly used in the community to refer to the T
helper cell or CD4 cell count. Many HIV-positive people use T-cells to
define their health, both relative to each other and to HIV disease. In terms
of HIV disease, CD4 counts can give HIV-positive people a means of
predicting whether a dry cough might be pneumocystis or just a cold. With
700 T-cells, one doesn't worry that the flu might be something more. With
fewer than 200 T-cells, one is not so sure.

While a normal CD4 count in an HIV-negative person is generally
between 800 and 1200 and CD4's generally constitute more than 40 percent
of the T-cells, these numbers take on more explicit meanings in relation to
other HIV-positive people. According to most projections (Lemp, et al.,
1990) roughly half of the gay men with HIV infection will remain symptom
free for ten to thirteen years. Most of these men have CD4 counts of over 500,
but many have much lower counts. Thus, an HIV-positive diagnosis is
interpreted in several ways depending on one's relative state of health, the
time of infection, if known, and T-cell counts. Knowing that people with
greater than 500 CD4 cells almost never get opportunistic infections gives a
measure of comfort to those with greater than 500 CD4 cells. But to a person

!
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with 350 CD4 cells, knowing a friend who had only 400 in 1987 and is still
relatively healthy in 1993 is much more meaningful. If the man with 350
CD4 cells has continued with moderate recreational drug use (by this
community's standard) he will be even more hopeful, because he knows his
own drug use has not exceeded his friend's.

For example, Dennis, a 36 year old physical therapist, was not happy
when he found out that some people had 900 T-cells, and was even less
happy when he discovered that others had 1200. To Dennis, this meant he
was not among those most likely to survive. Initially Dennis had thought
700 was quite high: “It still seemed pretty safe, but I was not in the
healthiest 5 percent of HIV-positive people.” Once Matt and Kyle had their
T-cells done (for Matt it was after this interview) both became somewhat
competitive with the numbers. Matt was initially annoyed that Dennis had
more T-cells than he did. Kyle felt that Matt's higher T-cell count was just
one more instance of Matt's superior strength. In this community, these
feelings are not often expressed openly.

What Does Percent Mean?

Neil, the physician whose story appears in chapter four, and I were
trying to determine the meanings of T-cell counts, percents and ratios in
Our 1989 COnversation.

Nobody did T-cell counts before. So there was no context, there
was no history for the numbers to be interpreted against.

They didn't know what they meant. It was through my own
experience, through what I learned from other people. I've seen
my own numbers, but it wasn't from having learned it from a
textbook or from an article because really nobody knows.

How did, I'm interested—We'll have to go back to this point
where you found that your T-cells were low, but you and I were
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talking in the gym yesterday about this business of percents, and
you mentioned that now everybody is talking about percents.

Right.

And if I am remembering correctly, it's almost the same thing as
the T-cell thing. No one paid attention to percents. I'm
wondering what is the normal percent.

I think that percent is the same thing as the ratio used to be.
You know, the big thing used to be not the actual number but
the ratio?

Right.

And the normal was 2:1 and they found out that [for] gay men [it
was] 1:2 or .5. I think that percent is the same thing as the ratio.
ISn’t it?

No. That's not it. Because Dennis's ratios are between .5 and .6.

There must be other kinds of cells in there. [The ratio) is just
helpers to suppressors. But Dennis's total percent is louer than
that. They range between 23-28 percent which doesn't correlate
with .5 to .6.

All right. Mine correlated more.

Was your ratio real low?

In the beginning my helpers to suppressors was one fifth.

Meaning .22

Yeah. Which was my percent. Around 19 percent. Oh. For me
they were the same.

&
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So there must be other lymphocytes or T's in there.

I guess so. The CDC criteria for inhalation Pentamidine is for T
cells less than 200 or a percent less than 20. According to mydoctor.

What is important about the above exchange between the two of us
on percentages is how people are required to make interpretations (if they
are not ignoring or are otherwise unable to incorporate data into their
lives). It also shows that even RN's and MD's do this. If our physicians did
have a more complete understanding at the time, they had not shared it
with us. There is a more complete story in the hands of most HIV
practitioners. But they are often unable to help patients integrate these
meanings with their own, or even to substitute them.

A ratio of .2 helpers to suppressors was considered bad because it was
So far away from normal. In 1984 people spoke in hushed tones about
people who had a ratio of 0.2. It meant they were really sick. But normal
numbers and good numbers for HIV-positive people may be quite different.
If Neil's ratio were .5 in 1987, it would have meant a CD8 count of 452. But
His CD8 count was “abnormally" elevated at 1130. Both a ratio of .5 and a
CD8 count of 452 are closer to normal, but Neil's elevated CD8 count of 1130
is now interpreted as a possibly good compensatory reaction. Today, an
elevated CD8 count is considered better than a ratio that is closer to normal.

But without knowing what percents really were, Neil, like many
others, followed his physician's advice and began AZT and prophylacting
for pneumocystis when his percent fell to thirteen in 1989. And while his
MD “believed" in full strength AZT (1200 mg/day) he was mercifully put on
only 500 mg/day due to an absolute neutrophil count ANC of only 800.

Dick Does Not Monitor T-cells

Dick, who we met in chapter five, has still not had his T-cells
counted. Dick does not avoid T-cell monitoring because of an ideological
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position, like Matt did. Dick does not understand T-cells as the product of
a male fetishism with numbers, a perverse ritual to be avoided no matter
the cost. Rather, Dick understands T-cells as a force that might change his
way of understanding himself, change the way he lives his life. In the story
that follows, Dick talks about how fear and denial have shaped his
decisions. But these labels are an injustice to the situated meanings and
concerns in Dick's life. His fear is not exclusively about sickness and death.
Dick's fears are as much or more about assuming the sick role and losing hislife—not to AIDS, but to medicalization.

So here I am. I'm 34 and still alive and there are some decisions
before me about what to do. I went through this whole bit about
whether to test or not to test. I finally made a decision and did
it—and spent a long time coping with the aftermath of that
decision. Now that that's through, it's time for me to make
another decision, about whether I want to start doing certain
monitoring things, like T-cell counting or what have you. And
based on that information, do I want to start doing prophylaxis
of some sort; do I want to start employing aggressive techniques
to try to stave off the onset of AIDS. I hear a lot of hopeful things.
I spoke to somebody last week who told me that in a month
there will be some results published about compound Q and
peptide T which are very hopeful. And we have all heard rumors
of therapies that have been at one point or another very hopeful
for quite a few years now, but we're all still dying (laughs). So
that's where that gets you. I mean, hope lets you continue to
live, but it's hope tempered by the fact that hope before has
proven not to pan out in terms of an effective therapy or a Cure.
So I'm sort of guardedly hopeful or cynically hopeful.

Well let me just interject slightly my own point of view so that we
can have a little conversation. We're not all dying.

Everyone I love is dying or has died.

You have been getting that from your experience.
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me being scientific.

It's your world.

Yeah, and my world is destroyed. It will never be the same again.
I have never been as sure about anything as I am about the fact
that when Peter died my life changed as irrevocably as it ever
Could. I remember saying to myself, “You will never be the same
again." And I wasn't even sure how. I just knew Very clearly that I
Would never be the same. And I was right. For better Or worse, it
changed me profoundly. So I'm Very glad that we're not all
dying. I'm not dying. And that's Why I'm happier than I was a

Couple of years ago. But my past is disappearing before my eyes.
All of my pals who knew me and were part of my experience in
San Francisco aren't around anymore. So there's no Witness tomy life.

I know what you mean by that. There are only a few left for me—
all positive.

I couldn't make a better argument against relying exclusively on
"scientific" research for clinical knowledge development—for developing
*nderstandings of persons relevant to the individuals treated by health care
Providers—than the one that appears above. Yet here I find myself
*Cognizing the limitation in filtering all knowledge through personal
experience and appreciating the motivation behind the Enlightenment.
The rejection of both science and the narrative accounts of survival in our
Community seems needlessly myopic, unsophisticated, provincial, and even
deadly. It flies in the face of my rationalism and my idealism. It stimulates
*y consciously repressed evangelical side.

Dick is not alone, however. Dennis related an experience similar to
Dick's after his lover died. His experience is evidenced by changes in health
practices.
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I stopped all of the things I was doing for myself before he died. I
stopped my herbs. I stopped therapy. I stopped meditating.
These weren't conscious decisions. I just didn't have the
motivation to do them anymore. I was aware that my attitude
was analogous to saying my life was not worth as much to me—
was not worth perfecting in the ways I had been perfecting it,
not worth fighting for in the ways I had been fighting for it—
now that he's gone. And I knew my other friends might take it asa slight.

But you're monitoring T-cells.

That's not about caring for myself. I still go to the dentist every
Six months. That's just doing what has to be done. Meditation
and the herbs and stuff was enriching, or had the potential to be
so. Those things create hope. But they take energy. I didn't havethe energy.

Monitoring T-cells does not create hope for Dennis. Holistic practices
do. But he cannot even do those when he no longer cares. The postscript to
Neil's story (see Chapter four) also reflects the diminished energy and sense
of hopelessness that can accompany grief. While Dick is glad that “we’re not
all dying,” it does not change the fact that everyone in his world was dyingOr dead.

I have had a very (laughs) inordinate amount of death amongst
the men that I love—father, best friend, all my lovers (who have
also been men). The women don't seem to die, but men die on
me, starting with my Dad when I was 19 and continuing for So
long. So that's just what happened to me and it doesn't mean
anything beyond myself.

It's hard for that hope to be real if it's not experienced or seen.

Right. If one person would get better, that's all it would take.
But I haven't seen that happen.

4.
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What do you mean by “get better?”

Oh, I mean if I would just see somebody get sick and get well
and stay well instead of starting a cycle and getting sick and
then getting sick again and then getting sick more and more
frequently and then getting sick and just staying that way.

How about people who are HIV positive who don't get sick? Like
you?

Yeah, what about that? I don't think that I'm not being affected.
I think that I die a little bit every day, and that it will just be a
long time before it manifests as something identifiable.

I have often asked people what they meant by “getting better” or
“surviving HIV or AIDS” or “beating it.” What I generally discover is that
people often use the language without giving much thought to what they
mean by it. The unconscious or unfocused thought behind the phrases is
broader and “grander" than what they finally end up telling me. When
“beating it” means T-cells increasing to 1200, or the antibody test somehow
changing to negative, nobody beats it. Nobody survives. But when
“surviving” means living longer than the projected “average” time from
infection to AIDS, or surviving the first and second waves of AIDS deaths in
one's own community, or finally making that trip to Bali, then survival is
Widespread.

Dick does not see survival in his community. All of his men are dying
or dead. Dick's definition of survival doesn't include asymptomatics.
Indeed, the community's definition of survival used to be like Dick's. The
poster boy “survivors" were those who had AIDS for five years or more, but
none of them “got better and stayed well." They just rebounded from their
Several bouts with illness. The length of time one lived a healthy life with
HIV infection was not part of our definition of survival. Donald's 15-year
survival with HIV infection does not provide an instance of a “survival story”
to everyone. So Dick interprets his own situation with asymptomatic HIV
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infection as one that will eventually look like the experiences of his friends:
HIV positive to AIDS to death.

What Dick really fears is losing his life to medical practices and
techno-medical interpretations.

If I counted T-cells, I'd put numbers in a spread sheet that I
could graph and make a line chart. And on days when the line
goes up, I’ll look at it and go, “I’ll feel good today." On days when
it's going down, I'll feel I'm going down and—my bottom line is
this: I am trying to postpone or altogether avoid organizing my
life and my being and my feelings about myself and the world
around having AIDS. I don't want to take AZT. With that damn
pill box with the buzzer in it that every four hours out of every
24-hour day will go off and jerk me out of whatever I’m doing
and remind me that I'm sick and have to take medicine. Or get
my T-cells counted and plotted so that I can look at the graph
and freak out and see that if it starts to turn down I'll start to

feel sick and then I'll get sick and it will be this downward
spiral. I really think that intangible things like visualization
count for as much as things like taking AZT. And I think that if I
start to link the way I feel about myself to some number on a bar
chart, then that will start to rule my life.

Like many of the other participants, Dick thinks holistic
interventions like visualization “count.” But like Matt, Dick does not talk
any more about them. They are an acceptable ideal, as important as western
medical interventions, but not important enough to practice. For Matt and
Dick, holistic practices function as a counter-balance to the monolithic
ideology of western medicine, not as alternative therapies. For Matt and
Dick, the western medical approach is perceived as being so sinister, so
pervasive, so regimented, so world defining that it is summarily rejected.
The invocation of holism provides some cover for personal meanings,
feelings, intuitions and freedoms—that is, for a personal, non-medicalized
life.
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One powerful and pervasive symbol of our new medicalized lives was
the battery-powered beeping pill box. Initially, patients were supposed to
take their AZT every four hours around the clock. The disease was so
horrible and so frightening that few people questioned the wisdom of
waking up in the middle of the night to take a pill—even though its
efficacy and optimal dosage had never been established. I am proud that as
a nurse I told people from the beginning to skip the night dose or take
three pills before bed and three in the morning. The twelve pills a day
regime, divided rigorously into six equal intervals came out of somebody's
head, not research studies. And many people carried around beeper boxes
to make sure they did it right. This is exactly the sort of thing that Matt
and Dick are defending themselves against. Thank god for a few rebels.

Matt, Fred and Dick are the rebels, the bad kids, the non-compliants.
Worse than non-compliant, they reject or defy the social power and
authority invested in medical science and its practitioners. Larry and
Andrew are the good boys. Medicine reassures them. Donald has
significantly more money and Gabe has significantly more education than
most physicians, and both approach medicine from a position of power.
They generally do what is recommended if it seems rational and fits into
their personal lives. Neil, a physician, Mike, a nurse, and Dennis, a physical
therapist, do the same.

Moving from the general problem of following a physician's
recommendation to the more specific issue of T-cell monitoring, we find a
Similar range of responses among the study participants. I told Dick how
Fred initially did not want to get tested or monitor his T-cells and then
Came to be obsessed about them more than anyone I knew. After Matt
finally started monitoring T-cells he did not get obsessive, but he did keep
his T-cell results on a computer generated graphics program. Dick's fantasy
of charting them on a computer, and then looking at where they were
going every day, has more to do with his computer consulting background
than it does with T-cells. At the same time these two men question the
relevance of T-cell monitoring, they interpret them as little facts—little
data bits to program into a computer that will in turn use the information
to make predictions. While discounted, these data bits have such powerful

, *
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meanings to Dick that he is afraid they might obliterate the way he feels
about his life. If Dick links his T-cell counts with how he feels, the T-cell
counts will overcome his self understanding and come to “rule” his life. At
the end of this chapter, Mike talks about linking lab values with how he
feels in a very positive way. But Mike is a nurse.

If, rather than data bits, T-cells were understood as texts,
interpretable within the contexts of individual lives, the reluctance to
having them drawn and “read" might decrease. Even those who understand
T-cells as interpretable often find it difficult to accept the hopeful
interpretation of a physician who is expected to offer hard truths, not soft
interpretations. The very notion of T-cells as interpretable text conflicts
with our understanding of medical science, where the meaning of lab
values is determined by their proximity to “norms.”

After telling Dick about Fred's initial rejection of T-cell monitoring
and his subsequent obsession with controlling the numbers, our discussion
moved from fear to a more “rational,” or even cost-benefit analysis
approach.

I'm wondering if you don't just kind of know something about
yourself, or the way you uould respond to those numbers. And
yet you don't seem—and this other person [Fred] didn't seem—to
have a belief in those numbers. Or there's a fear of those
numbers.

I don't know either. I think fear is a very reasonable assumption
here. I think that if indeed I am gradually dropping T-cell
numbers over the last few years, which I may or may not be—I
don't know—I don’t really want to be reminded of that fact, or
have that verified. I knew I was antibody positive when I got the
test. And I was antibody positive. And I was bummed out for a
long time. I suspect that my T-cells may be declining. Maybe
they are, maybe they aren’t. What I ask myself is, “What practical
good will it do you to know? What benefit is to be gained? What
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unpleasantness is to occur—you know, profit/loss—let's look at
this the way I look at everything.”

Okay—tell me what the balance sheet shou's.

It says there's not a great deal to be gained, because if your T
cells are going down, there isn't a fucking thing you can do
about it. It's not like ... it would confirm or deny that I have
some disease that there's something you can do about. There
isn't. I could take a highly toxic drug called AZT that will eat my
bone marrow and build for me the “ill person” zeitgeist by
putting me on this permanent prescription that I'll never get off
of, which also identifies me as an HIV'er to insurance companies
that I might send the bills for AZT to—gets me put on the list of
people who should be executed or sent to concentration camps
or whatever. So all of that is to be lost. What is to be gained?
Nothing, really, that I can see. If I could be convinced that there
was anything that I could do that I would need to have a certain
number of T-cells to qualify [for]—like, if I really thought, “Yes,
AZT is something that I really want. I’m convinced that that will
help me stay well longer. I think that's the thing to do. And if I
can produce a T-cell test that says I have “x" number of T-cells,
and that will mean that I can go down to County General and
get AZT for free every month,” then I would go and do it. I’d go
and test and get myself classified as an HIV'er and present that
documentation to some pharmacist who would give me AZT.
And I would take it and I would feel like I was doing something
to help myself. But identifying myself publicly and to myself as a
sick person will do more to hurt my sense of well-being . . . From
the minute you get diagnosed to the minute you die, it's all
having AIDS, as far as I’m concerned. It's just a question of
degree.

Diagnosed as HIV positive?
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Yeah. I think, You've got AIDS—a syndrome that is at some
degree, pre- or post-diagnosis or whatever. It's just a continuum
and you're on it from the minute you get diagnosed. So part of
me laughs at myself and says, “Honey, you are in heavy denial.
You're trying to preserve this fragile illusion that's getting
progressively more fragile—that you're really not sick or that you
really don't have AIDS.” And maybe I am. But that's what it takes
for me to get up every day and keep living. And if I start
counting T-cells, that will probably lead me to start taking
medicine. If I start counting T-cells and taking medicine, I'm
going to be like some hypochondriac old lady and become very
obsessed with all of those things and worry about it and want to
talk about it. I just don't. It's boring! (laughs). I want to spend
my energy making sure that the quality of my life, however
much longer it's going to be, is as high as I can possibly make it. I
do work that I really enjoy. I love being a teacher because I feel
like I can start people out doing something that will continue
after I’m gone. I may have somebody for only one day, but I may
be able to plant some kind of seed or light some kind of spark in
them that will make their life better. And I think that's kind of

neat. I really enjoy being a teacher. I feel like I’m giving a little
something back to somebody somewhere for all the good things
I have taken from living. I've had a wonderful, marvelous,
incredibly lucky life and have had wonderful people and things
happen to me that I had no reason to think that I deserved
(laughs) but they did. So I want to do that sort of thing instead
of sitting around fussing over whether my T-cells went up or
down.

Dick and others in this community are more afraid of the sick role
than they are of sickness. This is a terrible and painful alienation! This is not
the fear of facing mortality. This is a fear of medicine and its metaphors.
The public identification of self as a sick person is analogous to the walk to
the altar in a Billy Graham soul-saving crusade or the “Hi, My name is
Richard and I’m an alcoholic, addict or what-have-you." In all three
instances, the public declaration identifies a person in his/her totality and
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is permanent. One does not simply appropriate a sinner, born again, addict
or “HIV’er” role as one of many in the unique constellation of self. These
roles are totalizing. In Christianity and medicine, this public acceptance of
one's role as a sinner or a sick person is rewarded. In Christianity the payoff
is a personal identity and salvation from nihilism. In medicine the payoff is
acknowledgment that sickness is not one's fault, and potentially, care or
cure. Several of the interviews show that people are fearful of HIV
expropriating their entire lives, of re-constituting their whole identities.
Despite concessions to the demands of safer sex and reducing recreational
drug use, they retain a modicum of happiness with their old lives and old
selves and neither want conversion nor its supposed benefits. A T-shirt
popular among gay men says it all: “No Apologies. No Regrets.”

Taking the HIV test and monitoring T-cells can be understood as
rituals too. Blood is offered to the physician for divination and direction.
But instead of producing forgiveness and mercy, care or cure, the salvation
ritual is perverted and stigmatized. The diagnostic label becomes an
indictment. Care and cure are illusive at best, being replaced by rejection
(not only by family, but also by those anonymous gay men seeking sex in
the want ads) and loss of employment and health insurance where even the
remote possibility of care or cure is threatened.

I want to clarify what Dick means by “diagnosis." In our community,
diagnosis often means AIDS, but it is occasionally used to mean a
Seropositive test result. He answers with the latter usage and then goes on
to examine the "fragile” self understanding, the fragile life he is attempting
to preserve. In addition to substituting a sick or “HIV'er" role for his
personal self understanding, Dick fears that the knowledge leading to
medicine leading to side effects leading to obsession will drain energy he
prefers to spend on other things. Unlike Matt's, Dick's fragility is not the
result of conspiring social forces and power structures. “Knowledge” might
turn him into a “hypochondriac old lady,” who will no longer be able to
preserve what is valuable to him in life, like teaching. His experiences with
Other people in the community both confirm and create this fear.
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about these things, do you know anybody who is monitoring T.
cells, taking AZT, and not being a hypochondriac2

No, not a lot of People I know are doing that.

Do you know any who seem to be doing that and keeping theirlives together?

Due to the side effects?

I guess, yeah. His body feels different now because he's taking a
Strange and powerful new drug. So I guess you Would call those
Side effects. But yeah, watch your T-cells decline, take AZT, feel
Weird, get the idea planted in your head that you're sick. You
feel weird. You don't feel right. You pay too much attention to
yourself. It just gets in your way. It gets in the way of doing
whatever else you try to do in your day.

Dick is talking about the Symbolic significance of these things in his
Was not paying attention to Dick's symbolic and community

understandings in this Conversation, except for how they might lead to
* Pragmatic implications for his life. Perhaps Dick has just not heard
the news. There are Some things we can do medically that help some of us.
If survival is defined as enhancing the quality or Quantity of an individual's
life, many are surviving. Perhaps he hasn't heard about our new improved
AIDS care. Perhaps his experience has been a major limitation.

Okay. Have you been presented with the evangelical medical
appeal?

* * * * * * * * * * *///7 a J. *2 o' -* -- 4--. ~f~~~
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I don't think so. I'm not sure What that In eanS.

In other words, has anybody in the Community, a friend or a
doctor or anybody you know, given you the Spiel for why you
really should—I mean, I could certainly do it II'm doubting this
hou■ ] but I'm not 80ing to do it now.

My friend the doctor tried to give me that. I just buried him last
month in New York. So “heal thyself." Yeah, I've had people do
that and turn around and die themselves.

Well, I can relate to that I had somebody 8iving me homeopathic
pills for HIV. Someone I really trusted as a holistic practitioner,
who every time I've ever hurt, I could go to him and he would
make it better—you know, with Shiatsu and stuff. And when he

80' sick with AIDS and died, I threw all his [anti-HIV pills auay(laughs).

Yep. Chinese herbalists—dead. Western medicine—dead. Clean
living, body building, good diet, lots of exercise—dead. Every
damn one of them. So anybody can get evangelical in my face
about anything they want, and I'll listen to them and go, “Yeah,
Okay, fine. Show me a live one and we'll talk.”

Okay. Remind me to do that (laughs) so that you have the what
do you call it without all the Baptist jargon (laughs)—so that you
get the calling.

I'd be receptive to that.

Perhaps I am just not the right person to win souls to medicine.
Perhaps he needs to hear Donald's story. He has been HIV positive since 1978
and is not only alive, but is not even sick. He has not had an Opportunistic
infection or KS. But for every Donald I can show him twenty Gabe's—people
Who did the same things, yet got sick and died. There is no magical
regimen—hope stories perhaps, but no formula.

§
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For Dick there is no experience of hope. Those closest to him are sick
or dead. He does not want to spend his remaining energy on a new,
medicalized understanding of himself. He is afraid his own personal
meanings would be drowned out if he started counting his T-cells.

Multiple Meanings for Fred

This happened at least partially with Fred, whose story appears in
chapter four. Fred never wanted to monitor T-cells in the first place. Once
he did, he became obsessed with them like nobody else. Fred's beginning
account of his experience with and reactions to T-cell monitoring are
similar to Damian's. Fred did make lifestyle changes based on his T-cell
counts, although like Matt, he was initially suspicious of being medicalized
and resisted all medical testing and monitoring. Like Damian, Fred offers
psychosocial explanations for a drop in his T-cells.

Well, my T-cells [were 480 in February, 440 in April, and then I
guess I had them done in August because I wasn't feeling well,
and they were 260. Then in September they were 206. I started to
go to the acupuncturist and said, “I’m having my T-cells done in
a month so we have to try to raise my T-cells." And I went on St.
John's wart, which I think has been very good. I feel real good
about that. I tried a bunch of vitamin things, but I noticed a lot
of stuff came through me. I think I'm basically very healthy. I eat
right. You know me. I eat all the right stuff and I don't really
drink all that much, and I'm not doing drugs anymore. . . . And
in October when they went up to 368, then I started laying off of
all my carefully—I wasn't so careful. I started drinking again. We
started going out on weekends and having a few drinks here Or
there. And then I started smoking pot a little bit and then there
you go.

Next thing you know, you're doing Ecstasy every Saturday night.
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No, but the next thing you know, my T-cells dropped down to

240 again. But that was over three months. So that didn't really
bother me that much, because they had gone up 160 in one

month. So for them to 80 down 120 in three months was nearly
not as bad. And I knew that it Was the holidays. We had moved.
There was a lot of stuff going on. We had been to the Bahamas
twice. There were a lot of transitions for my body to deal with—
flying back and forth and all these people Coming through—and
the stress of having family here for three weeks and all that.

- - -

So for my T-cells to have 80ne down a little bit, that didn't
Surprise me. My diet wasn't quite right. I had been drinking
again. ... So that's why I figured that they would go back up
again, because I'm taking better care of myself. That's what I'mdoing.

T-cells have multiple meanings for Fred, not all of which are

Consistent with each other. While his OWn T-cells are in the 300's and he has

had some beginning Symptomology such as night Sweats, chronic upper
respiratory infections and lymphadenopathy (see chapter four), he is
reluctant to differentiate himself from his friend, Bart, who has around 900
T-cells and no Symptomology.

To me, Bart is the ultimate example of dealing with HIV. He's
known he's positive for four years, and it doesn't even affect him
the least bit.

Why should it? His T-cells are fine and he's totally healthy.

So am I. I'm healthy too, whether or not my T-cells ... That's the
Other thing. The doctor Says "T-cells, T-schmells. You're not a T
Cell." Your T-cells could go down. How do you know that in
healthy people who don't have HIV, their T-cells don't go down
to 100 when they get Something and then go back up to 1000.
Because they don't monitor that in all those people. So they
don't really know that. But that could be a COIIllin On OCCurrenCe.

The thing that we're working against—and this is the problem

*
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with an unknown situation like this—is we start living in fear
and we think, “We’re going to say that this is bad.” Well, how do
we know? I mean my T-cells had dropped down to 206 and
went up 160 points in a month.

It's true. And I know people u■ ho have had T-cells between 30 and
40—granted they're on AZT and pentamidine—but they have had
those counts for a year and a half and have not been sick.

My doctor has patients who have had T-cells of 30 or 40 for five
years.

Five years?

And they're out coaching little league teams.

Five years?

That's what he told me.

That's bullshit.

Why would he lie to me?

We weren't doing T-cells five years ago.

This interview was in early 1990 and we weren't monitoring T-cells in
1985. The test just became available that year although Fred's physician may
have been monitoring them in his own practice, earlier. I know that this
particular physician was monitoring antibodies as a potential measure of a
Successful immune response for some time. Another possibility is that the
physician may have been overstating the case (as I have found myself doing
in interactions with research participants) as a means of Supporting Fred's
Stated need for supportive and hopeful health care providers.

*
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But I cannot avoid the hermeneutics of suspicion altogether. To me,
Fred always seemed to be in an unconscious yet fearful denial—almost
more than any other person I knew. When someone is conscious of his
denial or fear, a nurse can work with him. But if denial is functioning as an
unconscious defense mechanism, and fear is masked by a holistic ideology,
the game plan gets complicated. If one works from the holistic ideology
side, unmasking and confronting fear is an appropriate strategy. However,
if Fred's denial is functioning as an unconscious defense mechanism, one
must consider the consequences of exposing and destroying those defenses.

The community cannot leave this to psychoanalysts alone. We
frequently encourage our friends to seek therapy, but the therapeutic
relationship is not a substitute for friendship and community
relationships. One purpose of this research is to help articulate the
meanings and understandings that shape our lives. While Fred did seem to
be in more denial than others, he is not an especially outstanding or unique
“case.” If after hours of conversation, if after nine years of mental health
experience, if after twenty plus years living in the same community I still
couldn't understand Fred, then perhaps nobody could.

This study has given me the opportunity to reflect more purposively
on Fred, to review his words, to hear his voice, to study his “text." Fred's
first interpretation of his T-cells is that they are meaningless. His 300 T-cells
do not make him any less healthy than Bart, who has 900. His
lymphadenopathy does not make him any less healthy than Bart, who has
no symptoms at all. Fred's ideology is important here. He is required to see
himself as strong and healthy. If he doesn't, and if his thoughts are full of
fear, he might get sick. He notes that we don't know how far T-cells go
down when otherwise healthy HIV negative people “get something" and
uses this to minimize the significance of his own low T-cell counts.

But the fear comes anyway. T-cells also function like a report card for
Fred, despite the relative meaninglessness expressed above.

[I'm] just not buying into the fact that maybe low T-cells—. Like
right now, I'm sitting here thinking, “Well, I have to make some

*
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effort in the next two weeks to get my T-cells up. I have to start
getting my rest. I have to not be stressed. Let me see, maybe I
shouldn't go to work today and I should rest. But if I don’t, then
I'll go in tomorrow and things will be really tense.” Then I think
maybe I'll quit my job. But maybe I can't because it might affect
my T-cells and that would mean I'd have to get on AZT and I
don't know how I'll react to AZT. So everything is based around
my fucking T-cells. Which is ridiculous.

This is the first time Fred has indicated that everything is based on
his T-cells. But it is not the first time he has said something like “I can't
party this weekend because I'm having my T-cells drawn on Monday.” And
he is not alone. Just a few months ago an old friend came up to me in the
gym and asked if I thought his workout would affect the T-cells he was
about to have drawn later in the day. He was hoping that the exercise
would make them go up. Many others I have spoken with admit to similar
attempts to raise their T-cell counts a few days or weeks prior to the test.
Others—and fewer in number I would guess—want to know the worst news
as soon as possible in order to make treatment decisions at the most
efficacious time. This is the rational model. But the meanings of T-cell
counts to people with HIV infection are not always constructed within the
rational model.

For some time, I had been a bit shocked at Fred's obsession with T
cell counts (not that he likes it either). As noted in Chapters four and five,
Fred had the HIV antibody test done late in the game. He didn't believe in
medicine and lab values. But once he started monitoring, he did it with a
vengeance—so much so that I started to wonder if my pushing him to get
tested, to start monitoring and to start confronting “reality” was in error.
Perhaps Fred somehow knew he wouldn't be able to handle the
information very well. Perhaps knowledge was not going to function in a
positive way in his life. Perhaps he has turned into the hypochondriac old
lady that Dick worried about becoming.

I think it is ridiculous. I think you focus on your T-cells a lot
171 Ore—
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It's my doctors! I'm getting a lot of outside pressure here. And
you do the same thing ■ mocking me] “Well, your T-cells are low,
what are they now? You should have started on AZT between 300
and 500, but [you're] below 300. You're getting weaker. How do
you know they won't go down next month?" Well, how do I
know? You know how often I say, “Well, I don't want to talk
about it.” That's because I don't want to talk about it. I realize

that I just have to do what I'm doing.

It isn't every day that a health care provider's approach gets such a
critique from a patient! While we were not in a nurse-patient relationship,
my nurse found his patient (or vise-versa) within the context of our
friendship. Fred feels pressured by his physician and friends to get his T
cells up, although neither his physician nor myself, nor anyone else I know
really expects people to raise their own T-cells. From my point of view, this
“pressure" is about getting Fred to drop his intellectualization, his defenses, º

his ideology and deal with our “reality.” Fred's friends want him to face the
numbers because we believe in his intuitive ability to follow through with |

the information, whether that means getting more acupuncture, changing
his already excellent diet, decreasing recreational drug use, taking a new
herb or even considering a standard pharmaceutical.

But Fred wants to be in another reality—the reality of his friend Bart.
Fred maintains he is healthy like Bart. Fred believes his continued health is
Contingent on coping like Bart. *

■

He has 959 T-cells—and they just went up from 800 something. º
And God knows he's been promiscuous for years. He's been out
Since he was 19—that's 10 years. And he's only lived here. And he
had a boyfriend for the last several years, so he wasn't getting
exposed during that period. He's obviously been exposed before
that. But he just has this attitude that he doesn't even think
about it. He doesn't think about being sick or dying. He just
deals with it on a whole other level. And I think I'm positive, but
those guys are really positive.
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Fred's physician and community are insistent about receiving the
report card. Fred's physician and community think there is a difference
between Fred and Bart. While they are concerned about the “grade,” they do
not really hold Fred responsible for it. But Fred is a New Age man, or in our
vernacular, an Airy Fairy. His holistic ideology and Bostonian-Catholic
upbringing conspire to attach personal responsibility to any possible
interpretation of his T-cells. Fred tried to avoid the numbers game
altogether, but once he succumbed to the test and monitoring, retreat was
impossible.

While not blaming Fred for his low T-cells, Fred's physician and
community do require that his T-cells be drawn. Fred blames himself,
makes himself responsible for his low T-cell counts. His only way out from
under the guilt and sense of responsibility for his low T-cell count is to
assert that it is meaningless. But he doesn't believe T-cells are meaningless
as is evidenced by his efforts to raise them and his logical and rational º

discussion of T-cells in general.

Why are you doing T-cells? ■

I’m doing them because I think that they are a proven barometer
of your immune system's strength and the progression of the
virus, based on a whole bunch of things—not just your T-cells
but the percentage, and the beta-2–

*

It gives information—

Yes. It gives me information that I do believe is actually valuable.
l■

So what are you going to do with that information?

I'm going to program it into the way that I feel. I’m going to use
it—to put that in with the way I feel, and then see how I want to -

deal with treating the situation, ... My T-cells in the last year
*

have dropped about 150 points. They've gone down even more.
They're really in the 300 range. And my percentage has also gone
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down. It went down lower but it's back up to the normal level.
But I do see that there is this general slowly going down; it will
go down then up then down more, etc. So I have to figure that
all this research that's being done is not total bullshit. You
know, AZT is what I have my doubts about, but as far as T-cells
go, I think that they definitely are useful in seeing what's
happening. I do have faith that they're a good barometer of the
progression of the virus in your body. And I don't want to let it
go to the point where I'm beyond help, you know.

Fred's ambivalence about the significance of T-cells is immense. On
the one hand, they are a meaningless and artificial definitions of health,
and yet on the other hand, they are a good barometer of viral progression.
The “good barometer” function has been the least evident in our
conversations. Mostly T-cell counts seem to function like a report card or
test for which Fred must prepare. While Fred makes lifestyle changes to
improve his health, his motivation tends to increase a few days before he is
due to have his T-cells drawn. Thus his stance toward alternative
treatments is not altogether “new paradigm" or “holistic" in that his
orientation to these therapies is somewhat contaminated with utilitarian
and technological understandings of human health and illness. The report
card analogy seems particularly appropriate because it captures Fred's
ambivalence. Many students will study hard for good grades (or whine for
them) while at the same time maintaining they are meaningless.

Fred is not alone. Kyle is also ambivalent about the significance of T
cell counts even as he provides a standard rational interpretation of what T
cells are. Kyle faces the same questions Fred does about what they mean.
And like Fred, Kyle feels pressured by friends to comply with medicalprotocols.

What is your understanding of the T-cells now that you're three
weeks out and she told you that you have 260 T-cells. What does
that mean to you?
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It means that it's recommended that I take AZT because my T
cells are under 500. It means that I don't—what's normal? 800 or
1200 or something like that? It means that I'm significantly
below normal. It means that according to the model that people
follow, that if my T-cells continue to drop I will probably
become sick. I mean, I think at under 200 you're at risk for PCP.
And they recommend pentamidine mist. So it means all that—
which is really unpleasant to think about. And then on the other
hand it could mean nothing to me. I know people who have
high T-cell counts who are sick, and I know people who have
much lower T-cell counts than mine and who aren't sick at all

and have been that way for a while. I used to work at Kaiser and I
remember when AIDS first started happening. They would have
people who tested HIV negative but were dying in the ICU with
KS and stuff. It's like we don't know what this inconsistency
is.... So with the T-cell thing I think it's important not to get
caught up in the numbers. But it's hard not to by the way it'spresented.

What do you plan to do about your T-cells as far as getting them
drawn every three months, every six?

I'm still working all of that out. I had my T-cell test two weeks
ago and at that point decided not to take the AZT, and the
doctor's response was, “Well, come back in six months.” So I
thought, “all right.” And then after I talked to all my friends I
got this whole barrage of many of my friends saying, “Oh that's
suicidal, [are] you crazy? Six months and your T-cells could
drop, you could have PCP in a second, you should be on AZT. If
you wait too long, it's going to be too late." So I wavered between
just thinking I'd just go back in Six months and maybe I should
go back in a few weeks to have another T-cell test just to See. . . .
Maybe I'll do three (tests] a month apart and see what the
average is.... I might just monitor them and take it from there.
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Kyle wants to keep T-cell counts and other medical information in
balance, in perspective. But knowledge is never independent from the
context in which it is presented and Kyle both knows and experiences this.
The context in which patients must confront medical data is so frequently
overdetermined, is so frequently burdened with social meanings and
relationships that there is often little room for patients to construct their
own meanings or understand that information in their own terms. Nathan,
whose story follows, avoids this context altogether.

Nathan Has Not Monitored T-cells

Nathan was a 25 year old artist, living in an illegal studio on the Navy
base at Hunter's Point when I interviewed him for this study. He has since
achieved a good measure of success painting pearls and other icons of
power and wealth. As in Fred's story, Nathan experiences pressure to “deal
with reality" from his community, and especially his HIV-negative
boyfriend. He resists this pressure more than Fred does primarily because
he is far less of a social being. Fred and his lover were, as we recall, socialites
at the very center of a large gaggle of girlfriends in both Boston and San
Francisco. Nathan was a loner.

I never read one of the gay rags—never came to the Castro part of
town. I led a very singular life. I wasn't part of the community. I
was very uninformed.

When did that change?

Probably in the last year or so. Since the test, for one reason for
another, I've started gravitating more toward this part of town.

You started going to the gym here.

The gym over here as opposed to the gym over there—the Hayes
Street gym—which is more the gym for everywhere else but the
Castro. If you're in the Castro you go to the Castro gym. If you're

\|
-

■
}
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anywhere else in town, you go to the other one...Hayes Street has
got such a varied constituency. There are people from Pacific
Heights and Potrero Hill and lots of different parts of town, and
I don't feel that there's the community within the gym that
there is at the Market Street gym.

But [things changed] when you started going to the Market Street
gym?

Well, maybe I was just in a place where I was meeting more
people too. And I was more receptive to other people, which
made things happen. You know, I've been changing over the
years and coming out of my solitary existence slowly and more
into the community.

Tell me a little about that. y

Well, I'm an artist, and my work is alone. It's in the studio, !

which is where I was living also, and the only time I ever got out }

was to buy food and to go work out in the gym. My career is |
taking unexpected turns and so everything is changing in
unforeseen ways. I don't know exactly what to say.

So you had this kind of lonely, isolative, solitary— º|
Yeah, but I was really happy that way. That was the way I wanted /
to be. I wasn't punishing myself. I was reading books and º
listening to beautiful music and riding my bike and enjoying –

the beauty of the city. And I did have a few friends, who were all
artists. But I definitely wasn't part of the gay community at all. I *

-

moved here because my sister lived here. And when I got here º

she had a group of friends, and they were all investment bankers.
And though none of them became my friends, they sort of
supplied a social outlet for me from time to time, which meant
that I didn't have to go looking for it on my own because there it ".

WaS. * ..
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And what do you think was happening that got you more
connected to the gay community or why do you think you
wanted—

Well, my sister moved to New York and I didn't want to see any
of her friends if she wasn't going to be around. And I started
looking for my own friends, for my own social outlet.

And so that kind of got you connected into u■ hat was happening
with HIV and the test and all that kind of stuff?

Right. There was just no talk of it whatsoever in the straight
world—or there wasn't in the one that I was in. It didn't even

exist. AIDS was never even discussed. It was something that
happened over here, and I felt that there was derision when
people spoke of the Castro from other parts of town—even gay
men in other parts of town.

Why do you think that is?

Because it's a ghetto. Because it's all the same. It has a stereotype.
And you can stereotype every single neighborhood in this city
with derision if you want to. It's easy to do—the way people
classify, categorize life.

When you say everybody—tell me about the people who are
telling you to get the T-cells done. Who are they?

My boyfriend (laughs).

Why does he want you to get them done?

He thinks that I live in a fantasy world, and he wants me to
confront reality as he sees it. He wants me to be on top of it. He
hates what he sees in me as denial. And I don't exactly see it that
way. I see it more like digestion. I do things when they feel right.

-

\
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And I don't rush myself into anything. It's all part and parcel
with the way I create art and the decisions I make in my career.
They're all sort of based on gut reaction. There's no logic to my
life whatsoever, never has been.

Then let's follow the digestion thing for a while. Part of what I'm
trying to do as a health care provider is to try to figure out u■ hat's
going on with people who aren't monitoring—and why they're
not monitoring—and whether there is anything we can do to
make the digestion process easier.

That's a tough one. With all the negative press about a horrible
disease out there.

The absence of a “hope” discourse has been discussed earlier,
although AIDS organizations seem to be trying to create one. In 1993, the
“Be Here for the Cure—get early treatment campaign” poster plastered
around San Francisco is hopeful. But when I ask asymptomatic HIV positive
gay men what it means, I get a variety of responses, most of which include
Statements such as “it doesn't mean anything but it's hopeful; there's very
little to do in the way of early intervention; what can they do besides
monitor your T-cells,” etc.

You said something about all the negative press. How does that
impact your digestion?

It makes me turn away from it even more. When I pick up a
newspaper and it's like, death, death, death and statistics. I just
hate statistics. They are so vile to me, and I don't want to be a
statistic. I have such an aversion to that kind of reporting, and I
won’t read it. I don't own a television. Haven't had a television

since I was in high school, so that's ten years.

Nathan's life isn't logical. It never has been. Statistics are vile. Nathan
isn't plagued by the rational model the way most of the other participants
are. He is an artist and is grounded in his own individuality. Nathan has to

*
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process information in his gut, not his head. Fred may have been trying to
process information in his gut too, but he was less able to articulate that.
Fred is an architect, so his art is a bit more practical. But he was also more
social, and therefore less able to do it his way.

I am intrigued about the notion of a thinking gut, about digesting
rather than analyzing information. I thought digestion would be a more
private process, but discovered Nathan's digestion is deeply relational.

Tell me why [monitoring T-cells] still is undigestible to you.

I'll tell you why. It all has to do with my friends and what they've
told me about their own T-cell counts.

Tell me about your friends.

I have one friend who has a T-cell count of 24, but he's fine. I
have another, my ex-boyfriend, who also tested positive last year.
He had a T-cell count of 800 and then went back six months

later, feeling perfectly fine, and it was like 300 or 400. And it
depressed the hell out of him. He felt like he didn't have control
over that at all.

How did each of those friends affect you? What do you think
about the 24–

You see, it almost makes no sense. And I heard just recently that
a normal count is like Somewhere—well about 1000 or 1500 or

something like that—I guess I'm afraid of it being 250 or 24 or
Something like that... I just don't want to deal with that at this
point.

What would you do if they were 250?

I guess I would go onto AZT-except I would have to spring for
that.

363



UCSF||BRARY



What would you do if your T-cells were 24?

Well, I would put myself in the care of a good doctor and I
would just go on and live my life and try. That's all I could do.

So the numbers have meaning for you.

I guess they do. That's ominous. Ominous meaning.

What's your friend with 24 doing? Is he on AZT”

Yes, he's on AZT. He's been on everything. He's [in a study at UC
and they put him on different things all the time. He's fine. He's
still at the gym. He's still working out and I still see him around.
He's had pneumocystis about four times. He's not thin, which
I'm glad to see.

So you kind of have a sense of what the numbers mean.

Scared of the bad numbers. Love the good numbers. What is a
normal T-cell count for Joe Schmoe?

Nathan articulates an irrational and decidedly unscientific approach
to decision making. Yet he gathers data from his friends, and although his
data come from a limited number of people, Nathan has logical response.
T-cell counts can drop quickly and he is “scared of the bad numbers.”
Unlike Fred's, Nathan's community does not offer consistent advice. His
friend with 24 T-cells advises against having them done.

You mentioned that your boyfriend was one person who is
encouraging you to monitor the T-cells. Who else is encouraging
you to do that?

A fellow artist, who runs the AIDS Hospice on Hartford St. [And]
other friends, just other friends.
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What about these two with T-cells of 24 and 400. Did they
encourage you to get it done?

No. They encouraged the opposite. In fact, they both—I have two
friends—one with 24 and (another whose T-cells are] very low,
and they're both kind of fine. Kind of fine. One never says to do it
one way or another, and the other says not to. I think he's just
really down on the whole thing.

What's going on with him?

Well, he's had two lovers die in the last two years, and his T-cell
count is low. It's hard to say what's up with him.

What's low?

I think it's 150 or something.

And is he doing anything?

Yes, he is doing things. I don't know exactly what. He wanted to
get on something ... but he couldn't because he tested positive
for-what is it when you sort of lose the use of your limbs a little
bit and have to walk with a cane, what is that?

I'm not sure, some kind of nervous system problem.

So he couldn't go on that. And that was really painful because he
put a lot of store in that. I just see him as being kind of fatalistic
about the whole thing right now.

So he's not a strong model—or he is?

He is in a way because he's gone through so much. He's a model
of strength. But he's skeptical of western medicine and eastern
medicine. He's just got an inner strength that sort of goes
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beyond other people helping him in any way. He's just like,
“Well, goddamn it, I'm just going to do it myself and go on.”
And that's how he is. And it's worked thus far, though he does
get a little weaker and a little sicker all the time.

Death is inevitable for all us. It's the hardest. Despite western or
eastern medicine. It's not something that we can ultimately
control.

He's an artist, so he pours a lot of his grief onto a canvas. And I
think that's probably the best medicine he has.

Has your art changed?

It changed when I tested positive. Now, let's see, a year and a half
later, it's sort of back. I'm not inspired to do the kind of “AIDS
art” that I was doing when I tested positive. My paintings were
all about, not necessarily death, but our innate mortality. Death
is such a shame, especially for young people. I was certainly
inspired by the AIDS epidemic, but I was also thinking about
famine and war. I was just [as] inspired by that.

Despite being an artist, and despite all of Nathan's talk about
digestion and paying attention to his gut, I got the feeling that his life,
while not logical, was not ruled by his emotions either.

You're really talking about when you're gut's ready, you'll be
ready to go. But it seems like in your life, your gut doesn't get a
lot of play.

No. It never comes out. It never comes out. Maybe I never let it.

Sounds like it might take a long time for things to digest because
it's not, what can I say, very mobile.
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It's rigid. I have a rigidity in my life from my parents. It's the
British stiff upper lip.

And yet you go not by your intellect, but by your gut. But the gut's
rigid, so it slows you down a little bit.

Yes.

And the notion of going to a support group where a bunch of
people are "sitting around feeling sorry for themselves” [his
phrase earlier in interview) goes against your kind of rigid, Stoic
11(2 till re.

Right. I have always shied away from spiritual groups of any
kind, starting with my parents' church. I've been to the Radiant
Light Ministries. I've been to lots of things. But nothing ever
captures my imagination. I never feel at home in any of those
places, and I just have a feeling that I wouldn't like a support
group, that's all.

Knowing your gut the way you do

Trusting it. Not knowing it, just trusting it.

Trusting it—what kind of a world or situation or configuration
do you think would be the one u■ here it would be time to do the
T-cells? A shift in community, or parents, or Alan or you?

The fact that I've already decided to have it (T-cell monitoring
done (laughs) [means] it's on its way.

When did you decide?

About a month ago.
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I remember you told me once, “If you want to interview me, you
better do it in a hurry because I might get monitored.”

Right, I might get monitored. And now it's getting close. I can
feel it. I don't know what the breaking point will be. Life is such
a mystery and I just love it that way. I love doing things this
afternoon that I had never dreamed I would be doing, you know.
Just the unexpected, the spontaneous part of life. And maybe
that's one of the reasons I don't want to get monitored. It sort of
takes the spontaneity out of my life a bit. It's knowing too much.

Life is a mystery and he loves it that way. Nathan prefers to appreciate
the mystery of life, to live with and embrace its uncertainty. He is not
altogether persuaded to pierce the mystery of T-cells. He is not conflicted.
He is not working on his “denial.” He does not even think he should get
them done. He is waiting, but not for anything in particular. He is open.
While Nathan can identify “reasons" for not getting them done, he does not
argue from these reasons. That would be a rational response and Nathan
does not require rationalism of himself.

Another “reason" Nathan has not been monitored yet is that the
health care system is not compatible with his lifestyle. It does not occur to
Nathan to modify his life to fit the health care system. He has no interest in
becoming one of Foucault's docile bodies. He tells the following story about
getting his HIV test result and makes inferences about what getting
monitored would be like. What is not included below is Nathan's

expectation that he was HIV-negative.

The free clinic—getting the positive result. I was ushered into an
office and the lady said I was positive and said, “Would you like
to talk?" and I said, “No I'm just going to go home, thanks." We
were very polite and I shook hands and I left. So maybe the
opportunity was there to cry on her shoulder. But it's not my
Style. And the whole business about going and getting it done
between this and that hour and making an appointment. It was
all so constructed and so unlike me in my life—making
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appointments and being on top of things like that. Like if I call
up the clinic and want to get my blood test done, they'll say,
"Well, we only do that from 3 to 5 every other week on
Thursday." So it seems like it's going to be a thing that will go
on for a while—and maybe even with bad news at the end. So
maybe, I'm not saying it is, but maybe that's one of the reasons
that it's taking me a while.

You think that's what the Tom Waddell Clinic will be like?

Yeah, I do. Because it's free, or cheap. I have a feeling that it will
be a bitch. I think it's probably easier to do it the more expensive
way, like going to UC and having it done there.

Nathan hestitates to repeat his experience at the clinic. Unlike most
of the participants, Nathan expected he was HIV-negative. He is simply not
ready for more bad news. This news not only threatens his life, but is
delivered in a manner and place completely foreign to that life. While
medical monitoring and care is hopeful for some, it is horrific for Nathan.

Dick's hears hopeful things but has not experienced anything
hopeful either. His friends have all died, no matter what was done. He is
open to hopeful things, intelligent prophylaxis; but he must guard against
becoming a hypochondriac old lady or, as Jesus warned against, losing his
life while trying to save it. Fred's conflict is between a test he must “bone
up" for and a grade he's not sure he cares about. But of course the grade is
not meaningless to Fred. It is a measure of viral activity. And it is a measure
of how successful he is as a holistically minded new age gay man, along
with salary and looks and friends.

Like Fred, Kyle knows healthy people with low T-cells and sick
people with relatively high T-cells. It isn't the norm, but when individuals
wonder about what their own T-cell counts mean for them personally, they
compare themselves to others. Kyle's physician has one reaction to the
numbers; his friends have another. Nathan experiences the same
conflicting stories from his community. He feels as though he is leaning

-
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towards having them monitored, in spite of numerous reasons he has
identified for waiting—the mystery of life, the incongruence between his
life and the requirements for receiving health care in a clinic, the fear of bad
numbers.

Many people (but certainly not all) experience some decrease in their
sense of personal and social worth after testing positive for HIV. This is
evident in Matt's story to Some degree, but is more pronounced in the
stories of Neil, Dick, Larry and Kyle. Issues with dating and disclosing one's
antibody status to others are common. Kyle assumes many men he is
attracted to are HIV negative and that these HIV negative men have the
power to reject him. Dick mentions this in his interview in relation to sex
want ads that explicitly seek after HIV negative partners.

That T-cell counts can also function as a measure of one's worth or

desirability is sometimes hidden. The absence of a discussion about T-cell
counts can be an indication of its powerful symbology as a measure of
worth. Mario, another participant in the study, relates an experience that
demonstrates this.

I was dating someone last year and it was the strangest thing. He
talked about it but ... he was so afraid of it that he never really
discussed it. I never even knew what his T-cells were. He would

never—he was unapproachable about it. Then I felt
uncomfortable. It was like asking someone how much they make
a year. You can tell if they're open to it, and it was obvious that
he wasn't going to let on as to what they were—like it meant
anything.

Mario's description captures the multiple meanings T-cells hold. His
Salary analogy is particularly good. A person's annual salary means a great
deal in terms of social power. But at the same time it may mean nothing of
the sort to the person asking the question. The numbers have meanings,
but not necessarily precise ones. A similar situation occurred around Larry's
not being able to disclose that he was on AZT (which generally means T
Cells are at least below 500) to his new boyfriend. Neither of them had

º,
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mentioned their T-cell results to the other. In Larry's case at least, this was
not because the T-cells did not mean anything, but because he feared
rejection. Neil's story contains a similar concern.

Part of it for me is that I was both at the same time—I was HIV

positive and I had low T-cells. If I ever did tell anyone I was HIV
positive, I just hoped they didn't ask me what my T-cells were
(laughter). Because again, there was the thought who would
want to get involved in somebody who is on the brink of AIDS?
[With] T-cells in the 200's people are going to be reading me as
being on the brink of being sick and they wouldn't want to form
a relationship with me. So it's fine to say I'm HIV positive and
my T-cells are at 1200, so I've got enough mileage or I'm never
going to get sick. But when they're that low people think that
you're going to get sick soon.

You've been running around with low T-cells since '87, did you
say?

’87, yeah. May of '87 is when I found out... The first T-cells I had
checked were at 226. And I could not believe that they could be
that low. So I immediately had them rechecked, and they were
315 a week later. So I learned my first lesson about T-cells from
that—that they could vary a hundred points—that it didn't
mean anything necessarily.

The same language is used again. If T-cells don't have an absolute and
invariable meaning, then they don't mean anything, necessarily. While
statistically significant as a general indication of disease progression in the
population, the associated probabilities, meanings, and relevance of T-cell
counts to individuals is less clear. This may simply be a difficult concept to
grasp intellectually. I was unable to impress on a physician that medical or
pharmaceutical research did not dictate what he should do with an
individual patient. If research based practice simply assumes that the
patient falls somewhere under the bell curve, it is not much better than a
Crap shoot, and we could reasonably substitute technicians to practice
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medicine and nursing from probability-based protocols at less than half the
cost. On the other hand, the difficulty between meaningful and
meaningless T-cell counts may be an indication that the absolution and
grace that is supposed to accompany the move from mysticism to science,
from the wages of sin to the sick role, has failed.

This failure is as much about the inherent limitations of Cartesian

science as it is the result of the stigma associated with HIV. The
preoccupation with certainty, the myth that hard data is superior to soft,
the quest for prediction and control that values power over understanding
have all contributed to the T-cell problem. Because science has not lived up
to the myths that empower it, many reject it altogether. The same
physician who could not understand why we did research if it did not tell
him what to do with individuals in his practice was astonished at the
unscientific, symbolic meanings that T-cells generated in the practice he
had taken over from a colleague. He even made up a handout that
explained what T-cells “really" meant and how they should be incorporated
into treatment decisions. But he was totally unable to communicate this to
Ron, a chemical engineer, who left the office convinced that this physician
did not believe in T-cells, and astonished that he could be caring for people
With HIV.

Mike is a Nurse

As a nurse, Mike understands the strengths and limitations of
western medical science. Mike has worked in a city AIDS/Oncology clinic
where he has been a long time staff member. A Texas beauty, Mike works
out regularly and has a great smooth, muscular body. He has, incredibly,
that sort of Texan common sense combined with a belief in magic without,
Somehow, being a walking contradiction. He has a very soft, warm heart
that is sometimes covered by gruff caring. He also has incredible amounts of
energy that he spends in whatever interest is consuming his attention. This
is all combined with a graciousness that is very Texan. He was one of the
Original Dextran volunteers, and is currently part of another study. He also
is taking AZT and Aeropent,
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In 1984 I was living alone in an apartment, and where I normally
had been an extroverted type of person, I became introverted
again. The science and the media aspect of the epidemic were
there, but it was in a sense at arm's distance professionally as
well as personally. It was in my personal level first.... It has
influenced all my thoughts on all of my decisions, by far—
contemplations, daydreams, and because of my work and how I
am involved with it.

Mike thought that by switching from psychiatric nursing to AIDS
nursing, he would be less consumed by AIDS, because he could
compartmentalize it. He thought he would be able to leave it at work. But
that did not happen.

At least [my work] put me in an arena where I got all the
information as people were finding it out. As a matter of fact, I
was as much an authority on it as anyone around. But, it didn't
create any more moments where I didn't think about it. It just
insipidly encroached on every facet of [my] life. It still does.

Except for occasional problems with substance abuse, Mike
epitomizes what might be called holistic or enlightened rationalism. On
the rational side, Mike interprets T-cells much as the physician mentioned
above would. He has a healthy appreciation for what is possible and what is
not, and a healthy approach to risk taking. He is monitored all the time,
but his numbers only function as landmarks that may be useful for later
decision making. He differentiates his approach to T-cells from patients in
his practice.

Sometimes patients can know too much and they'll harp on T
cell counts]. But they also serve as landmarks, and where you're
going to and sometimes having to make decisions—to predicate
how much time you have—which you may be right or wrong—
but at least it's a constant that you have in a very threatening
situation. It's like you're climbing this mountain. And when you
get your T-cells or your counts or you're back on your AZT or
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whatnot, it's like a little ledge that you get to stand on and take
a breath and look for a moment. And you may realize that you're
on a precipice that's about to fall. Or you may see another step or
two you can take [decision you might make].All right. How's
that for an analogy!

While Mike's language is more poetic (more lived?) than the
physician's T-cell handout, it is nonetheless consistent with the medical
industry's intended interpretation. Besides functioning as a “constant” in a
threatening situation, and a possible indication for antiviral therapy in
asymptomatics, T-cells have another very practical function in the lives of
people with HIV infection. T-cells are the most common criterion for entry
into or exclusion from clinical trials.

Well, the first T-Subset I had was when I was first started
working at the clinic—just to see where I was in the screening
process. And I had like 780 or something.... Then they just kept
going down until once I got under 400, I qualified for this
dextran study. I stayed in that for the monitoring, so I always
knew where I was.

Did the dextran slow your T-cell decline?

No. It didn't do a damn thing. It kept me awake sometimes. I
don't know whether it was that or it gave me tendonitis at night
which kept me awake. And it gave me diarrhea and gas.

Lethal combination!

Yeah. So I got on Aeropent and I got on AZT-not that I'm that
impressed with either of them personally (laughter).

Are they helping your counts?

My counts? No. They bounced up the first month or twelve
weeks I was on AZT. They went from like 180 to 240 to 320, and
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now they are at about 220 or 230. I just had them checked two
weeks ago. I don't know what they are. I get them checked every
month.

They're going to fluctuate 100 or so anyway so I mean—for some
odd reason when I get under 200, I start getting spooked. 180, 140
was my all time low. I haven't been that low again. When I hit
140 again, or should I ever go below 100 I guess I’ll have a new
milestone in my [reaction to] the whole thing. With each step
you progress, it's a whole new dimension. I guess your own
interpretation and effect of the whole thing on your life.

How do you feel about taking AZT3 Hou■ do you feel when you
take it?

I didn't want to take it at all. Took me a lot to decide to take it.

That was a hard decision for you?

Yeah. Because I knew my hematologic pattern and my platelets
had been dropping for years. Oh not that much but down to
114—, 126—, 130—not that bad, but it's there, it's noticeable. My
hematacrit, hemoglobin, and white count had been insidiously
dropping anyway over the past three years as well, and by the
time I started AZT, my normal hematacrit was 37, 38 anyway, and
a white count of 1200. So AZT was ... going to make some
impact on those margins that I had, and it has. I have taken 500
600 milligrams now in sort of a rebellious pattern. But I'm not
going to let my hematacrit or hemoglobin get ■ too low]. And so I
will stop. Because I get the monitoring every two weeks. I have a
very good system to guide me, as well as my own subjective
feelings. When I start staying nauseated or whatever, I stop it.
I'm not going to walk around like a dishrag. I think it's a sin that
the health care system permits people to get as anemic as they
do.
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This latter statement reflects a holistic or embodied rationalism. The

numbers do not function in a vacuum for Mike. They are not absolute. Mike
does not expect absolute answers from medical science. He knows what it
has to offer and where it falls short. He is a nurse. My own hope as a nurse is
to help make the above understandings of blood work and therapies more
available to patients. These are exactly the kinds of understandings that I
would like to impart to Matt or Dick or Nathan.

Conclusion

Nathan may come to see T-cells the way Mike does his own. He
might get there more quickly if clinics become more responsive to the
culture and lives of those they serve. A friend of mine always thought he
should get tested and begin monitoring but was unable to do so until more
than a year later. With his permission, I made appointments for him and
took him to the clinic myself. This decreased his fear and ambivalence
about confronting life and death issues with an impersonal bureaucracy.
Dick is thinking about monitoring T-cells, but he is afraid of what Matt
preaches against—a loss of his own self understandings and a medicalized
life. Kyle and Fred understand their T-cell counts within the context of
competing interpretations—those of their friends, their physicians and
their holistic ideologies.

If Mike and I are “holistic rationalists,” Matt is a “revolutionary.” Matt
feels that Mike's and my position is not workable either for himself or for
the masses—at least not at this time and in this place. But while the socially
Constructed and committed Matt must fight against these structured
Systems of power, he has no individual ground or territory, no individual
Self, from which to mount his fight. He does not fight for himself, but for
the world. Consequently, he must share the world's understandings, the
World's meanings, notwithstanding that these structural interpretations
and the discourses about them are constructed far away from the masses in
universities.
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The hope of the masses resides in the very structures that oppress
them. Thirty-four million people in this country do not have adequate
access to the health care. Oppressive or not, health care offers hope to most
of the culture. As a nurse, Mike acknowledges that the stock of available
miracles is both limited and, at times needlessly tortuous. Like Matt, Mike
understands the push for greater access to health care, spearheaded by ACT
UP and others, as somewhat misplaced. While equal access to the basic
necessities of life is an important social goal, many renegade nurses doubt
that all of our sacramental technology is essential—or even generally good.

T-cells are interpreted just as texts have been. Four distinct ways of
interpreting T-cells have emerged in this study. First, there are those who
find the bulk of their hope and salvation in western medicine. These are the
believers. They accept the general interpretations issued from the pulpits of
medicine. Andrew and Larry are the clearest examples of these. Their
position is shared by most physicians (the high priests generally believe
strongly in the religion) and, their unlikely bedfellows, ACT-UP activists
and fundraisers. They monitor their T-cells as recommended by their
physicians.

What is frightening about medicine is that it offers knowledge of
good and evil; life and death. This is powerful knowledge for Matt and all of
us. While its prognostic value is debated, while at times it amounts to little
more than Tarot readings, medical science definitely does not meet its own
knowledge claims when one soul comes looking for divination. And thus,
because techno-medicine is not absolute, many wonder, “why bother.” It is
so overdetermined and over-laden with socially constructed meanings, that
Matt, Dick and others see themselves as too frail, as too vulnerable to
modify those meanings for themselves. To Matt and Dick, rejecting the
whole thing outright is better than being subsumed by it.

A second position belongs to the revolutionaries. Just as there are
endless Protestant sects, there are endless variations on the revolution. Matt
is not interested in formulating new metaphors or in reforming old ones.
At this point, his revolutionary ideology offers him most everything that a
religion would—an identity, a cosmology, a morality, grace. Unfortunately,
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Matt's position Smacks of political correctness. While his position has its
limits (he stayed at the big house despite his friend's social consciousness;
he would take a silver bullet for AIDS if it existed—see chapter four) Matt
still seems to cede much to his “enemy.” As texts, T-cell counts are not open
to just any interpretation, but are best understood holistically,
contextually, historically. But if T-cells are understood as texts, Matt might
be a book burner.

A third position belongs to those holistic thinkers who would
establish a new “religion" and install a new high priest. These are the new
paradigm heretics, and I find myself in their ranks along with the “holistic
rationalists.” The temples of medicine could be replaced with temples of
holism. T-cells may or may not have a place here, but I will argue for their
inclusion. Fred finally had them drawn, but found it difficult to
incorporate them into his holistically-oriented ideology. However, there are
too many remnant traces of the old order in Fred's life. Either the holism is
not sufficiently embraced or developed, or the old gods are not sufficiently
subordinated to the new order. Fred has a foot in each paradigm when he
uses the new sacraments (acupuncture, herbs, stress reduction) for
instrumental control over his T-cells. Some people in this position fear that
the old gods might yet impose their own meanings, might yet punish the
heretics by insidiously appropriating their lives. The new “religion” is still
new. Some adherents are wary of incorporating anything of the old order
into the new. But they must. This is the lesson of the Orestia. The third
generation gods were not fully in place until a new role was found for the
Furies. Some manage the integration easier than others—Neil, Kirk and
Mike, for example.

A fourth position belongs to the agnostic pragmatists. They see the
limitations in all of the above approaches. Their hope, when they have any,
is in other things—beauty, dance, teaching. They may or may not monitor
T-cells. If they do monitor, the results are interpreted pragmatically. But
they don't necessarily rush into antiviral or holistic therapies. They are also
wary of losing their lives to medicine. Gabe and Dick personify this
position. Gabe did not begin monitoring T-cells right away. Dick has still
not measured his T-cells. But besides their fear of becoming medicalized,
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both remain open to whatever might prove to work. Neither has an
ideology that would prevent him from walking into any Temple, as long as
he does not lose his soul inside.

Thus, for gay men with asymptomatic HIV infection, T-cells can hold
a variety of powerful symbolic meanings. These meanings range from a
male fetishism with meaningless numbers to an absolute indication of
one's level of health, from normalized nonsense to report cards. The power
of these symbols is evident in the emotional and behavioral reactions they
evoke—terror, denial, anxiety, anger, sadness, despair, confusion,
uncertainty, self doubt. But T-cell counts, whether relatively high or simply
stable, can also function to provide a measure of hope. T-cell counts are
sometimes used to combat overwhelming uncertainty. Sometimes these
numbers function as an impetus for lifestyle or treatment changes.

But like our holy scriptures, T-cells are too often interpreted as literal
fact, as little data bits, as a manifestation of an invariable truth in perfect
correspondence with an invariant reality. These Scientised interpretations
come from both medical industry professionals and lay people unable to
discard the thick-lensed spectacles of positivism. One reason we find it so
difficult to discard these spectacles is that they provide some protection
against death anxiety. The spectacles of positivism reduce our uncertainties
about the vastness of the universe even as they diminish our vision. The
Spectacles give us an illusion of freedom, power and control even as they
restrict possibility in our lives. Better vision will be possible when we find
other means to cope with uncertainty and our innate fear of death. Better
interpretations will be possible when we turn from utilitarian
instrumentalism in all of its hegemonic forms and recognize our bodies
and T-cells as the sacred texts that they are.
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CHAPTER VII

IMPLICATIONS

“But the lines that so naturally and So
quickly extend out from our own
narratives about ourselves, that
extend out into the future—all those

lines, all of a sudden were chopped;
all of a sudden had an abrupt chasm.
The lines didn't extend very far out
into the future. They could go only
from here to maybe tomorrow, from
here maybe to next month." —Gabe

All the King's horses, and all the King's men, could not reconstruct the
people again. “Chinese herbalists—dead. Western medicine—dead. Clean
living, body building, good diet, lots of exercise—dead. Every damn one of
them" (Dick). The shattered people live in the margins of the kingdom. Not
all of our models with their overlapping broken-lined circles and arrows
flying in every direction could ever extend Gabe's narrative nor fill the
gaping chasm left when the bridges connecting his present and future were
chopped. There are no nursing interventions to list and no new nursing
diagnoses to suggest. There are no anti-viral silver bullets. There are no
alternative ideologies, religions nor paradigms with which we might
reconstruct our lives. Most of these would simply destroy our essential
identities, both as individuals and as a community.

We attend support groups, grief groups and AIDS mastery workshops.
We play Louise Hay's tapes. We read Shirley MacLaine. We march, we riot, we
Sew quilts. We write. We ACT UP. We scatter the ashes of our lovers. The
stories of the people on the walls are rich with humanity, tragedy and
heroism.

This work hopes to prevent the humanity in these stories from
disintegrating into concepts and statistics, ground up and used in the
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mind-numbing advance of positivism. It hopes to preserve what is most
important to Matt—our culture and our discourse. Without our own culture
we are already dead, confined to closets with only the muffled echoes of
isolated musing to nourish our souls. A new generation of gay people has
come of age since Stonewall. A third is emerging. Barely two generations out
of the dusty closet where our frightened forbears tried to contain a mana
they did not understand and could not kill; barely two generations out of
our ancestral cave and we have already suffered the loss of partners, lovers,
family and friends. We cannot afford to loose our entire community. While
our parents gave us life, our gay brothers gave us our humanity. And though
we die by their embrace, we die in it as well. “No apologies. No regrets.”

Tall and brave, Gabe and Dick faced the destruction of their narratives
and their worlds with eloquence and Homeric heroism, their minds and
spirits already familiar with Olympian landscapes. While smaller in both
stature and spirit, Matt and Fred are equally brave and fight with ferocity.
Mindful of both their own identities and that of the gay community, Matt
and Fred erect forts to protect them while they do battle. They recognize two
enemies—the normalizing tendencies of a macho culture terrified of fairies,
and the virus itself. Fred considers making peace with the virus, but not the
culture. Matt employs more defensive shields against the virus, but directs
his offensive weapons against the structured systems of heterosexual male
power and authority. But forts are not a culture, and heaven's light retreats
from those minds and spirits in men at war. Reactionary ideology clouds the
vision and the resultant self understandings are likewise constrained.
Nonetheless, narratives are spun in these forts and the hope of greater men is
Salvaged. Fred refuses to accept the future's death that Gabe and Dick must
mourn, not just for himself, but for me as well.

I wanted to say something about what you said. “I figure that
when I do die it will be from AIDS.” Well, that's just what I've
been trying to not figure. Because you know that deep down you
believe that whatever you believe is what you're creating in your
life. So don’t believe that.
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I don't believe it, I'm just looking at, I mean, I just look at
probabilities.

None of that matters.

Do you think that there's something deeply wrong with me if I
think the chances are more than 50/50?

I can't understand why you’d want to think that!

I'm HIV positive!

So what?

Fred is recruiting soldiers to man the mental forts. So is Matt.
Because I am a nurse, both are a bit suspicious of my relationship with the
enemy. But my position is tolerated and even considered. I am trusted.
“The fact that you push (T-cell monitoring and AZT) is different. But the
fact that it's being backed by the whole group of organizations that I
mistrust completely...[But] I will have faith in this situation because it's
backed by people that I love. Even Ted, my doctor, cares about me. (Fred).”
Sexual and affectional orientation can be thicker than both blood and the

Source of one's paycheck.

In the years spent thinking about these conversations my own
positions have been clarified and refined. A holistic ideology makes more
theoretical sense to many of us than the allopathic one. But it requires that
we confront and ferret out both fear and denial without succumbing to the
omnipotent thinking of new age Christian Scientists. Likewise, our heritage
as gay Americans has taught us the value of inclusiveness and diversity. The
impotent sacraments of allopathic medicine must be tolerated; the potent
ones must be expropriated. Yet our most sacred trust remains the culture
and identities we have created as gay people confronting love and suffering;
Survival and death. We owe this to our children, our next generation, those
Who follow.

y
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The primary audience for this work is therefore the community of
my gay brothers. As we come to appreciate the variety in our brothers'
stories and ways of inhabiting the world our own narratives will be
enriched with both meaning and possibility.

A second audience is my second community—nurses. While more
than half of the nursing students in a 1988 survey “felt that health care
workers should be allowed to refuse to treat seropositive patients” (Wiley,
Heath & Acklin, p. 244), the American Nurses Association articulated ethical
guidelines and adapted anti-discriminatory policy based on sexual
orientation long before the American Medical Association did. And while
most asymptomatic HIV positive people receive their health care from
physicians, people with AIDS often require nursing care.

Physical symptomology associated with HIV forces radical changes in
the narratives we developed both prior to and during the asymptomatic
period. Acute illness produces even more changes. This has been very
evident in my support group. The sick and the well generally have different
issues and concerns. One of the greatest challenges facing people who get
very sick, where the hope for long term improvement is not limitless, is
making radical changes in their narratives without trashing everything
written up to that point—while preserving the overall integrity of the
work.

When Gabe was in the hospital a nurse asked for a picture of him
when he was well. She said it helped her form a connection between a
person's recent past and present. Gabe knew who he had been and was
Struggling with who he had become. But time and Space separate the nurse
from the larger context of their patients' lives and the structures of their
pre-symptomatic narratives, their initial patterns of coping with HIV. It is
not possible for hospital staff nurses to capture these unique histories, these
unique ways of being and changing in the world. It is not possible for a
clinic nurse to analyze systematically the past and present narrative
Structures of patients, and then plan appropriate interventions that in turn
might be systematically evaluated and captured in the documentation
language expected by accrediting bodies and payers.
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This research is not about discovering universals. Yet the particular
instances of narrative content and structure, and the specific possibilities
and limitations inherent in socially and individually constructed meanings
contribute to the body of nursing knowledge. Just as blood cannot be
transfused from every body to every body, individual meanings cannot be
generalized to and appropriated by populations. However, just as certain
blood types and factors are compatible and therefore transfusible, various
patterns and themes in one narrative might be taken up by another.
Physicians are responsible for determining the need for blood. Nurses and
laboratory technicians are responsible for insuring that the donated blood
is compatible with the patient's. But here the analogy ends. Narratives are
different. Even in the psychoanalytic session, the professional shares
responsibility with the patient, both for determining the need for changes
and for determining what changes are possible and compatible with the
existing narrative structure.

Narratives are not taken up in the totality that one may absorb the
blood of another, but sometimes can be partially incorporated. Some of
what is not incorporated can function like fiber in the diet, not absorbed
but appreciated in other ways, like helping to differentiate between self and
not self, loosening fixations, and facilitating appreciation for the variety of
possibilities in the world. The fundamental purpose of narrative research is
not to discover and manipulate variables to produce desired changes, but as
Florence Nightengale (1852/1979) said, to put the patient in an
environment where nature can do its work. This environment must sustain

hope, possibility and meaning. This environment must help people retain
their essential humanity in the face of suffering and loss.

These environments are not possible without art, without narrative,
without humanity. Scientists should contribute to these environments, but
they ought never be allowed to design or run them. The modern hospital is
in desperate need of more artistic and scholarly thinking. Despite the
Scientistic myths that permeate our cultural understandings about health
Care, nurses and physicians in clinical practice must be primarily artists.
The sadness and disappointment that followed the ninth international
conference on AIDS in Berlin can be understood as the cultural grief and



UCSFLIBRARY



confusion that inevitably results when enough people realize the emperor
has no clothes—or to be fair, insufficient clothing for an emperor. Pay no
attention to that man behind the curtain. But if god is dead and the wizard
of Oz is little more than a humbug, Dorothy and her friends had better get
to work. There are bad witches to melt and magical brooms to secure for a
good and industrious people. When The Great and Powerful (Dr.) Oz loses
his moorings and slips away to Kansas, there are still good witches, ruby
slippers and Toto, too.

We have misinterpreted the admonition to follow the yellow brick
road. Too many of us still think that the yellow brick road leads to science
departments in the university. Too many of us are too busy maintaining
(Dr.) Oz's Emerald City. But the destination of the yellow brick road is
knowledge and understanding, courage and political action, empathy and
compassion—in short, art. To repeat the conclusion of the National
Institute of Allergies and Infectious Diseases (1993),

No average patient exists. Some patients will do better, and
others, worse, than what clinical studies would predict. The HIV
epidemic has forced clinicians to recognize the limitations of
medical technology and reminded us that the finest expression
of medical practice still lies in the optimal blend of current
science and the 'art' of patient care (Sande, 1993).

While moral, art is not mystical. While teachable, art cannot be
produced or understood by everyone. Yet while essentially experiential, art
is not antithetical to scholarship. Art is born in practice, transformed
through reflection and perfected in practice. If academic nursing and
medical research is to remain relevant, it must reflect Dr. Sande's optimal
blend of science and art in clinical practice.2. This blend will never be
optimal if our artistic discourse is continually shaped by and subordinated

*There is of course no such thing as "the" art of patient care. The artful practices employed in
rendering patient care require a level of currency and relevance that is at least as rigorous as
that required by science.
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to the discourse in science, if artistic criticism must always begin with
“frameworks” and conclude with “findings.” If the essays in the New Yorker
followed the format expected by Nursing Research nobody would read
them. More importantly perhaps, nobody would write them because
nobody would think them. To be optimal, our science and our art must
retain their important qualitative distinctions. Yet if one must serve as a
paradigm for the other, let art serve science in this fashion rather than the
other way around.

This research has lead inevitably to the conclusion that health care
practices must be artful. While much of the research would seem devoid of
practical implications for a discipline like nursing, it takes little
interpretation to see that the particular human meanings and concerns
uncovered are indeed both practical and relevant to nursing practice. The
following story demonstrates how the particular understandings
developed during this study might be applied to a real clinical situation.

Matt's friend Kyle was asymptomatic when he was interviewed for
this study. When Kyle contracted cryptosporidium and went down to 116
pounds Matt embraced science. He began advocating TPN as soon as Kyle
started losing weight. Yet interpretation, analogy and metaphor were
central to the debate that ensued. Kyle's physician, Dr. Berg, was opposed to
using TPN. Dr. Berg used an analogy of ovarian cancer to justify his
recommendation. He would never recommend TPN for advanced stages of
ovarian cancer. I'm not an oncology nurse, but the analogy seemed wrong.
Although gay and as likely as any other gay man in this city to be HIV
positive, Dr. Berg's understanding of the situation was simply wrong. (Yes,
right and wrong still have meaning in art criticism. To be an artist is not to
be a complete relativist.)

Kyle's situation was not analogous to ovarian cancer. This was Kyle's
first opportunistic infection. Dr. Berg did not have much faith in the
medicines used against the causative organism. We had no faith and little
hope in them either. But the medicine he did prescribed, Humatin, seemed
to help. Also to his credit, Dr. Berg's first concern was the diarrhea. I have
watched world-famous AIDS specialists ignore this completely in the last
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two years. But Kyle was only taking one fourth of the recommended opium
prescribed to stop the diarrhea. He hated it. It nauseated him. He didn't
like the high.

Not two years earlier, my best friend Gabe died from the same thing.
On his physician's advice and by his own observations, he ate whatever he
wanted. Kyle's physician made the same recommendation. Kyle was
obviously starving to death so calories were important. Matt suggested a
radically different approach. He wanted Kyle to go on the World Health
Organization diet used to help people in third world countries recover
from Starvation. We called it the Somalia diet: No fat; broth as tolerated;

then gruel; then porridge. Add one food at a time depending on tolerance.
Several of Kyle's and Matt's friends supported this approach. Kyle was
interested and hopeful. But I think he doubted that his newly created
support system of friends would actually follow through with cooking
things he could actually eat on a regular basis. He was far too weak at this
point to cook for himself. He was easily frustrated and almost too weak to
make decisions.

Matt and I both pushed for IV morphine. I had never seen morphine
used for this purpose, but remember having tried to get Gabe on it as
everything else had been tried. Gabe was not interested. Matt knew one
person who had used morphine to stop diarrhea and it worked. But Kyle
was not interested either, Kyle was adamantly opposed to the morphine,
resistant to the diet and less than thrilled about TPN.

Kyle relayed another metaphor his physician had used to explain his
recommendation. Giving Kyle TPN would be like pouring gasoline into a
leaking tank. I bought it. Thank god for physicians who share their
metaphors. We can more quickly challenge their art, their interpretations,
and their recommendations when they explain their metaphoric
reasoning. At the same time we can better participate in the team work
between patient and physician advocated by Dr. Sande.

I accepted the metaphor but not the outcome. Treating diarrhea is a
nursing responsibility. We would make patching the gas tank a major

387



UCSF||BRARY



priority. We would work together with Kyle on both diet and drugs. We
would push as hard as we could. But mostly, we would spend a lot of time
with him. Matt and I made our recommendations very clear. We were both
willing to stake Kyle's life on the outcome and told him so. We both
acknowledged we might be wrong—that eating more calories might be the
better course. But we were unequivocal with our recommendations. We
wanted the TPN to give us some breathing room. Kyle wasn't going to be
completely perfect with his diet. People were going to bring him things he
shouldn't eat. So much had already been taken away from his life. Why
shouldn't he enjoy a simple pleasure if he was going to shit himself to
death anyway? The opiates were distasteful. They clouded his already
slowed cognition and made him nauseous as well. His physician had given
up.

Before Kyle decided to ask for TPN, we spent hours in his apartment,
and some time driving to parks and resting on the grass. I had time to
listen, to understand. I offered what hope I could without ignoring the
possibility of failure and death. I heard through Matt that I had been
perfect over a period of a week or two. But I knew that Kyle's assessment of
me would change—that I would not always be viewed favorably.

Kyle did not seem heroic. He made everyone of his friends angry at
one time or another. My job was to remind people that only the ornery
survive. But in retrospect, Kyle's decisions reflected wisdom ours had not. If
Kyle was to become independent with his TPN, he could not be blitzed out
on morphine. He had no intention of putting his life in our hands, “going
under" on morphine, and hoping for the best. He remained in control even
as he whined and played passive aggressive games. Slowly, as he discovered
what worked and did not work for him, Kyle complied with the diet.

We had to bring food to the hospital. Otherwise, he would rebel, eat
the hospital food and then complain about horrible diarrhea. Kyle
described a lunch that a woman friend most of us never met had brought.
He was so animated in his description that I remember most of it. I am
reconstructing this from memory, but he said something like,
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She made everything look so nice. She put a small piece of
chicken on a small bed of rice garnished with narcissus. She put
all of that on a beautiful small china plate that sat in a larger
plate. She brought linen and silver from home and served
peppermint tea in a lovely matching teacup. And she ate with
me. She ate the same thing. And it was delicious and it felt good
and I wasn't sick afterwards.

I got the picture. However, when my lover and I arrived at the
hospital with china, linen and silver in hand, Kyle did not ooze with
gratitude. As I am storing things in an unused drawer he said,

Where are we going to keep all these things? Why did you bring
that big plate? I don't need two plates. Take the big plate home.

Preserving Kyle's autonomy was not my first priority. Like Matt, he
never respected anyone he could push around.

Shut up, Kyle. You said Martha brought you food in a little plate
in a big plate, and that you loved it. Now that's what we've
brought. There's plenty of room.

But how will I get it all home? Will you come and pick it all up?

We'll deal with that when the time comes.

The three of us had lunch in the conference room. Kyle loved it and
said so, but not before sending a small piece of over-microwaved polenta
back. We had brought more and did a little better with the second piece,
but polenta seems to lose something in the reheating.

The purpose of knowing our patients is not to label or to reform
them. It is to render more sophisticated and empathetic care. Kyle went
from 115 to 160 pounds, thanks to the diet and medications that controlled
the diarrhea and the TPN. Kyle marched in the gay pride parade in late
June. In late July he drives himself to the park. Matt rails against Kaiser and
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the nurses and physicians. But I don't. Strangers cannot provide the care we
gave Kyle. Nurses, physicians and social workers cannot take the place of
family and community. Their art is not our art. Nonetheless, scholarly
reflection on the artful practices in our patient's communities will both
enrich the art of patient care and the knowledge in our discipline.

I am sure Dick would not interpret Kyle's story as an instance of
survival. I'm not even certain that Kyle would. Kyle still has AIDS. The next
battle might be lost. But the victory was an important one for Matt and me.
Cryptosporidium need not always kill. We created an alternative scenario. I
offer it across the chasm that separates me from my friend, Gabe, in the
hope that he would be proud.

Perhaps, as a summary, I always think, both as a writer and a
person who loves narratives and myths and legends, that it is
incredibly important—whether I survive or not is not the
relevant thing—what is very important as an individual and a
community, is to always generate some narrative, some scenario,
in which there is somebody who survives, where there is some
outcome that makes sense. Because without it, if you really did
believe five years ago that it was 100% and everyone was going to
die, how you would possibly ever look for alternatives—whether
it be AZT or acupuncture or herbs. Unless there is some scenario
in your mind, some narrative, some dramatic line in which your
community will survive and someone will overcome the virus,
then there is no possibility of overcoming the virus. You have
already said the virus is stronger than your community. Whether
I am the One who is the character in that Scenario who survives,
isn't the most relevant thing, [but] the fact that the scenario is
there. And I actually feel very proud of our community [because]
over the years we looked for different scenarios. Whether it was
ddl or drugs—some of which didn't work out—that is not the
relevant thing. They were looking for scenarios. They were
looking for narratives in which someone would triumph, in
which someone would win, in which someone—if for no other
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reason—would be there to chronicle and play witness to that
majority of us who were dying.
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APPENDIX I

INTERVIEW GUIDE

General Effect Of Aids Epidemic On Life
1. Grief/Loss Issues

2. Sexual Issues

a. Personal decisions about safer sex

b. Problems or concerns about following through with thosedecisions

C. Ideas and feelings about changes in sexual practices
3. Spiritual/Religious Issues

Brief Medical History

1. Dates Suspected and Confirmed HIV Seropositivity
2. Current Frequency of Monitoring Lab Work and Results
3. Treatments and Life Style Changes, If Any

Understandings, Attitudes, and Beliefs and Experience With StandardTreatments

1. AZT

2. T-Cells

3. Other

Interests In Alternative Treatment Modalities
1. Acpuncture
2. Chinese Herbs

3. Support Groups
4. Other

º

º



UCSF||BRARY



TABLE I

ANATOMY OF THE ID–THE INSTINCTS

THEORIST EROS THANATOS

FREUD THE LIFE INSTINCT THE DEATH INSTINCT

ESTABLISHES GREATER DESTROYS THINGS
UNITIES

BROWN SEXUALITY INDEPENDENCE

UNIFICATION INDIVIDUALITY

SEPARATION

BROWN ELIMINATES FREUD'S GOOD/BAD DISTINCTION

BECKER SELF

INDIVIDUATION

SELF LOVE

UNITY

TRANSCENDENCE

AGAPE LOVE

BECKER REVERSES THE BASIC MEANING OF FREUD'S AND BROWN'S
EROS/THANATOS
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TABLE II

INITIAL QUESTIONS-INSIDER's PERs PECTIVE

Should I take AZT now or later?

Should I give up/reduce coffee, alcohol, drugs, sex, stress,Work?

Should I think positive, laugh, indulge in pleasures aimedat affirming life?

Should I join a support group or a denial group?

Should I seek therapy, do aerobics, meditate, listen toSubliminal tapes?

Should I get acupuncture, see an herbalist or nutritionist?

Should I tell my parents and/or potential sex partners?
Should I pay for the T-cell counts out-of-pocket or report
them to my insurance plan?

Should I define myself as sick and do what I can to
safeguard my immune system?

Should I define myself as healthy and ignore myseropositivity?

Should I try to define myself as healthy and at the same
time make major lifestyle changes, consume holistic
health modalities in vast quantities, and monitor my Tcells?



C->* *
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TABLE III

INITIAL QUESTIONS—NURSE'S PERSPECTIVE

How do people choose from among the vast number oftreatment options?

Do they organize choices in categories and prioritize and
analyze them by some set of criteria Ž

What treatment choices are effective?

Will some choices be more effective among Some
populations than others?

Are people with HIV infection satisfied with the medical,
psychosocial and spiritual care offered in the community?
What factors increase or decrease a person's Willingness to
consider various treatment options?

What effect do socioeconomic status, lifestyle and health
belief systems have on treatment choices?
Are choices congruent with the HIV-infected person's
world view, self concept and health beliefs?

How does the medical establishment's approval or
disapproval of various treatment options effect a person'schoices?

How do a person's absolute helper T-cell counts and ratioseffect treatment choices?

How does a lover's health status effect treatment choices?

How does multiple loss effect these choices?
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