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Hit Hard by the AIDS Virus, Hemophiliacs Angrily Speak Out

December 25, 1991

By GINA KOLATA

w hen doctors discovered four years ago that Michael Coons Jr., who has hemophilia, was infected with
the virus that causes AIDS, his parents knew what to do.

"We made a pact on the way home from the doctor's office that we would never talk about it, that we would
keep it to ourselves and never tell anybody," his mother, Carolyn Coons, said.

Many other families in similar situations made the same decision. Like Michael, now 12 years old, the other
hemophiliacs had been using life-saving blood proteins, known as clotting factors. Like him, they were infected
with H.I.V., the virus that causes AIDS.

Effects Largely Hidden

Afraid of discrimination, ashamed of and horrified by AIDS, people with hemophilia have largely hidden the
devastation within their ranks.

H.L.V. has infected almost every hemophiliac born before 1985, when the virus was cleansed from the clotting
factors that people with hemophilia use to control bleeding.

But now, the Coonses and many others have begun to speak out in anger and outrage. As their suffering grows
ever greater, as they find themselves buried by medical bills and tormented by the symptoms of AIDS, they
have concluded that they would rather brave taunts and discrimination than forgo even the possibility of help.
Increasingly people with hemophilia are questioning whether the AIDS disaster among them could have been
lessened with earlier warnings about blood products. They are asking why the United States, unlike many other
countries, will not compensate people with hemophilia who have developed AIDS. And they have just formed a
national organization, the American H/HIV Peer Association, to lobby for and support people with hemophilia
who are infected with H.I.V.

According to the Federal Centers for Disease Control, 70 percent to 90 percent of the 12,000 people with severe
hemophilia are infected with H.I.V. Yet this figure masks the problem, Federal officials concede, because it
includes people with hemophilia who were born after 1985. About 8,000 other Americans suffer milder forms
of hemophilia, and they take the clotting factors far less often or can get by without them.



