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PROLOGUE

By October 2, 1985, the morning Rock Hudson died, the word was
familiar to almost every household in the Western world.

AIDS.

Acquired Immune Deficiency Syndrome had seemed a comfortably
distant threat to most of those who had heard of it before, the misfortune
of people who fit into rather distinct classes of outcasts and social pariahs.
But suddenly, in the summer of 1985, when a movie star was diagnosed
with the disease and the newspapers couldn’t stop talking about it, the
AIDS epidemic became palpable and the threat loomed everywhere.

Suddenly there were children with AIDS who wanted to go to school,
laborers with AIDS who wanted to work, and researchers who wanted
funding, and there was a threat to the nation’s public health that could
no longer be ignored. Most significantly, there were the first glimmers
of awareness that the future would always contain this strange new word.
AIDS would become a part of American culture and indelibly change
the course of our lives.

The implications would not be fleshed out for another few years, but
on that October day in 1985 the first awareness existed just the same.
Rock Hudson riveted America’s attention upon this deadly new threat
for the first time, and his diagnosis became a demarcation that would
separate the history of America before AIDS from the history that came
after.

The timing of this awareness, however, reflected the unalterable trag-
edy at the heart of the AIDS epidemic: By the time America paid
attention to the disease, it was too late to do anything about it. The virus
was already pandemic in the nation, having spread to every corner of the
North American continent. The tide of death that would later sweep
America could, perhaps, be slowed, but it could not be stopped.

The AIDS epidemic, of course, did not arise full grown from the
biological landscape; the problem had been festering throughout the
decade. The death tolls of the late 1980s are not startling new develop-
ments but an unfolding of events predicted for many years. There had
been a time when much of this suffering could have been prevented, but
by 1985 that time had passed. Indeed, on the day the world learned that
Rock Hudson was stricken, some 12,000 Americans were already dead
or dying of AIDS and hundreds of thousands more were infected with
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the virus that caused the disease. But few had paid any attention to this;
nobody, it seemed, had cared about them.

The bitter truth was that AIDS did not just happen to America—it was
allowed to happen by an array of institutions, all of which failed to
perform their appropriate tasks to safeguard the public health. This
failure of the system leaves a legacy of unnecessary suffering that will
haunt the Western world for decades to come.

There was no excuse, in this country and in this time, for the spread
of a deadly new epidemic. For this was a time in which the United States
boasted the world’s most sophisticated medicine and the world’s most
extensive public health system, geared to eliminate such pestilence from
our national life. When the virus appeared, the world’s richest nation
housed the most lavishly financed scientific research establishments—
both inside the vast governmental health bureaucracy and in other insti-
tutions—to investigate new diseases and quickly bring them under
control. And making sure that government researchers and public health
agencies did their jobs were the world’s most unfettered and aggressive
media, the public’s watchdogs. Beyond that, the group most affected by
the epidemic, the gay community, had by then built a substantial political
infrastructure, particularly in cities where the disease struck first and
most virulently. Leaders were in place to monitor the gay community’s
health and survival interests.

But from 1980, when the first isolated gay men began falling ill from
strange and exotic ailments, nearly five years passed before all these
institutions—medicine, public health, the federal and private scientific
research establishments, the mass media, and the gay community’s lead-
ership—mobilized the way they should in a time of threat. The story of
these first five years of AIDS in America is a drama of national failure,
played out against a backdrop of needless death.

People died while Reagan administration officials ignored pleas from
government scientists and did not allocate adequate funding for AIDS
research until the epidemic had already spread throughout the country.

People died while scientists did not at first devote appropriate atten-
tion to the epidemic because they perceived little prestige to be gained
in studying a homosexual affliction. Even after this denial faded, people
died while some scientists, most notably those in the employ of the
Unirted States government, competed rather than collaborated in inter-
national research efforts, and so diverted attention and energy away from
the central struggle against the disease itself.

People died while public health authorities and the political leaders
who guided them refused to take the tough measures necessary to curb
the epidemic’s spread, opting for political expediency over the public
health.

And people died while gay community leaders played politics with the
disease, putting political dogma ahead of the preservation of human life.

People died and nobody paid attention because the mass media did
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PROLOGUE

not like covering stories about homosexuals and was especially skittish
about stories that involved gay sexuality. Newspapers and television
largely avoided discussion of the disease until the death toll was too high
to ignore and the casualties were no longer just the outcasts. Without the
media to fulfill its role as public guardian, everyone else was left to
deal—and not deal—with AIDS as they saw fit.

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

Fighting against this institutional indifference were a handful of
heroes from disparate callings. Isolated teams of scientists in research
centers in America and Europe risked their reputations and often their
jobs to pioneer early research on AIDS. There were doctors and nurses
who went far beyond the call of duty to care for its victims. Some public
health officials struggled valiantly to have the epidemic addressed in
earnest. A handful of gay leaders withstood vilification to argue force-
fully for a sane community response to the epidemic and to lobby for the
funds that provided the first breakthroughs in research. And there were
many victims of the epidemic who fought rejection, fear, isolation, and
their own deadly prognoses to make people understand and to make
people care.

Because of their efforts, the story of politics, people, and the AIDS
epidemic is, ultimately, a tale of courage as well as cowardice, compas-
sion as well as bigotry, inspiration as well as venality, and redemption
as well as despair.

It is a tale that bears telling, so that it will never happen again, to any
people, anywhere.
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THE
BUREAUCRACY

In the government of the United States, health agencies are part of the U.S. Department
of Health and Human Services (HHS). Most of the key health and scientific research
agencies fall under the umbrella of the U.S. Public Health Service (PHS), which is
directed by the Assistant Secretary for Health of the Department of Health and Human
Services. The National Institutes of Health (NIH), Food and Drug Administration
(FDA), and Centers for Disease Control (CDC) are among the agencies that comprise
the PHS.

The National Institutes of Health is comprised of various separate institutes that
conduct most of the government’s laboratory research into health matters. Two of the
largest institutes at the NIH are also the two that were most involved in AIDS research,
the National Cancer Institute (NCI) and the National Institute of Allergy and
Infectious Diseases (NIAID),

The Centers for Disease Control is comprised of different centers that handle various
public health problems. The largest is the Center for Infectious Diseases, under which
AIDS research has been handled through most of the epidemic. The Kaposi Sarcoma-
Opportunistic Infections Task Force (KSOI Task Force), which changed its name
to the AIDS Task Force, and later to the AIDS Activities Office, was part of the CID.

The Kaposi’s Sarcoma Research and Education Foundation (KS Foundation) was
organized in San Francisco in early 1982. In 1983, it split into the National Kaposi’s
Sarcoma/AIDS Research and Education Foundation (National KS Foundation),
which dissolved in 1984, and the San Francisco Kaposi’s Sarcoma/AIDS Research
Foundation. The latter group subsequently changed its name to the San Francisco
AIDS Foundation. )

The AIDS Medical Foundation was organized in New York City in 1983. In 1985,
it merged with the National AIDS Research Foundation to become the American
Foundation for AIDS Research (AmFAR).
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