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Foreword
Peter Piot, Executive Director, and
Jose Esparza, Leader of the Vaccine Team
Joint United Nations Programme on HIV/AIDS (UNAIDS)

The Anonymous Heroes
of AIDS Vaccine Research
There are nearly 5,000 anonymous heroes living in the United
States, England, France, Brazil, Thailand, Cuba, and China: the men
and women who, since 1987, have volunteered for trials of
experimental vaccines against HIV/AIDS. Without the participation
of these anonymous heroes, and many thousands more in the
future, we will never have the much needed vaccine against HIV, the
efficacy of which can be established only through a long process of
human trials.

Unlike clinical trials that test drugs, participants in vaccine trials
receive little direct benefit. What then are the motivations these
heroes to participate? The answer is probably complex, but we have
learned that “human solidarity” is a major factor. And that solidarity
will be needed not only at the community level, but also at the
global level. With 95% of all HIV infections occurring in developing
countries, some 16,000 every day, a vaccine may be the only
practical solution to contain the HIV epidemic. Solidarity also will be
needed to make a future vaccine available to all people in need in
the world.

But these heroes cannot be martyrs. Their human rights, anywhere
in the world, must be respected. They must be treated with the
appropriate consideration that every human being deserves.
Vaccine research must be conducted in strict accordance with the
ethical principles of autonomy, beneficence, and justice.
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Autonomy, achieved through informed consent, should guarantee
their free and informed participation in the trials. Beneficence
obligates the investigators to minimize the risks and maximize the
benefits of the research. Justice requires that participants in trials
receive the benefit of the research.

Communities cannot be considered as mere sources of volunteers
for trials. Communities should be equal partners in these trials
because they can contribute much to the design and successful
implementation of the studies.

The AIDS Vaccine Advocacy Coalition (AVAC) has emerged from
the U.S. AIDS activist movement that was so successful in
promoting the development of drugs against HIV. AVAC’s
enthusiasm, energy, and experience, as applied to the promotion
of AIDS vaccines, is already making a difference. This book is an
excellent example of that contribution, giving us glimpses of the
rarely seen human face of AIDS vaccine research.

This book also will serve as a model and stimulus for similar
initiatives in other parts of the world, especially in developing
countries, which will be home to many more thousands of our
anonymous heroes.
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In 1796 the English country physician Edward Jenner exposed a young boy to
fluid containing the mild cowpox virus and then to fluid containing the
potentially lethal smallpox virus to test his theory that a previous exposure to
cowpox would prevent one from becoming sick with smallpox. Fortunately for
the boy, his theory was correct. This was the first recorded test of  a vaccine that
would eventually rid the world of a killer virus. The boy was the first vaccine
trial participant.

In 1977, 181 years later, Ali Maow Maalin of  Somalia suffered the world�s last
recorded case of endemic smallpox; a killer disease conquered by a safe,
effective and affordable vaccine. How long until we have a vaccine for AIDS?
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“I only distribute pigs to early risers,” said Mr. Arable. “Fern was up at
daylight, trying to rid the world of injustice. As a result, she now has a
pig. A small one, to be sure, but nevertheless a pig. It just shows what
can happen if a person gets out of bed promptly.”

From Charlotte’s Web by E.B. White
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Introduction: Counting
Bill Snow and Sam Avrett
AIDS Vaccine Advocacy Coalition, January 1999

In your hands you have a primer on HIV vaccines from the
perspective of AIDS-affected communities. We see it as a resource
and reference, particularly for potential trial participants and
advocates. Though this anthology may contain more than most
would want or need to know about the subject, it only scratches
the surface of the complex science, policy, and economic issues
involved. It is composed largely from previously published pieces
by Bill Snow and entirely by volunteer vaccine advocates who are
personally involved in the search for a preventive HIV vaccine.

For browsers, we have tried to allow each piece to stand on its
own, with a title that will help you determine which you want to
read. Taken together, the articles paint the landscape of the
challenge we face. In every case, the author has been asked to
use the simplest possible language while still being completely fair
and accurate. For scientific subjects, simplicity has been more
difficult to achieve than for others. Skip those if they don’t suit
you; you can learn everything you need from the more personal
and political essays, especially if you’re thinking about joining a
trial or becoming a vaccine advocate. If an article is reprinted, its
date and source are given. Articles without these were written for
this book.

Part of the Solution
For us, this HIV Vaccine Handbook represents a start, providing
background about community participation and advocacy for HIV
vaccines. We hope it inspires you with ideas for advocacy toward a
stronger HIV vaccine development effort. We have a definite bias
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toward not just learning the facts but doing something about
them. Please use the references in the back, or call AVAC to
identify where and how to do something yourself.

Some of the essays are almost 10 years old. We have included them
because they still apply, to show how little has changed in some
respects, and as a historical record. Where information is out of
date, that is generally noted in italics so the essays can be self-
contained and reflect their time. Some essays have been
shortened to focus them for this context.

In August 1981, nearly 18 years ago, Larry Kramer started counting
bodies in his seminal writings about AIDS by saying, “If I had written
this a month ago, I would have used the figure 40. If I had written
this last week, I would have needed 80. Today I must tell you that
120 gay men in the United States—most of them here in New York—
are suffering from an often lethal form of cancer called Kaposi’s
sarcoma or from a virulent form of pneumonia that may be
associated with it. More than 30 have died.” AIDS didn’t even have
a name then. By the end of his second edition of Reports from the
Holocaust in 1994, 13 years later, Larry had stopped counting,
but we still didn’t know fully what we were up against. We can’t
give you the numbers now: they’d be out of date tomorrow
anyway. But we can tell you that there’s some AIDS virus and
some AIDS tragedy in every nook and cranny of the world. In the
oldest spots, depending who you count, half or a quarter are
infected. In the newest spots, nowhere near enough is being done
for them not to follow the same path.

Certain ideas come up in almost every essay. The following are the
most important:

• The only way to stop this still expanding epidemic is with a
preventive vaccine.
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• Scientists believe such a vaccine is possible.
• Not nearly enough is being done by everyone to make it

happen, though a core of fabulous (and sometimes not so
wonderful) people are dedicating their lives to it.

Another important message is that we must not let up our efforts to
change behavior and search for treatments and a cure while we
march, hopefully forward, toward a vaccine.

In a sense, this book is about time. In 1997, President Clinton issued
a challenge to the country to have an AIDS vaccine by 2007. AVAC
had asked for that challenge, but we all know now, if we didn’t
then, what it means when this president says something. We might
have a vaccine by then, but only if every aspect of research and
development is accelerated and if fortune decrees that one of the
products now in human trials works much better than anyone
expects. You can place blame where you like — there’s plenty of
inadequacy to go around — or you can get to work.

On the other hand, things have gotten better. More attention, more
smart people, and more money are going into this effort. We’re
awake now, but the sleep is still in our eyes and we’re not out of our
comfortable bed. What counts now is where we go and what we do
from here. We hope this book and sermon helps.

In total, there are about a dozen authors represented here who
have addressed 35 important topics. In spite of its length and
breadth, this collection is really just a beginning, far from the
last word on HIV vaccine testing. Actually this book is more like
the “Once upon a time” for the long story of developing an HIV
vaccine and controlling the AIDS epidemic. It will take years,
probably decades, before we can say, “the end,” “they all lived,”
or “happily ever after.”
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Why don�t we
have an AIDS
vaccine?
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