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hen President George W Bush pledged to fight AIDS in his

2003 State of the Union address, he further solidified the

exponential growth of our country’s commitment to a disease
that in 22 ycars has changed the world as we know it.

With 40 million people infected worldwide, and almost 1 million infected
in the United Stares, there is increasing attention to the HIV pandemic.
However, therc is another widespread virus that is traveling bencath the
public’s radar, and the lack of public awareness of this other virus closcly
parallels the carly days of the AIDS epidemic when resources were scarce,
medical treatments were inadequate, and discrimination against those with
the disease was high.

The hepatitis C virus (HCV) has infected 170 million people, or 3
percent of the world's population. It is the most common blood-borne
viral infection in the United States, infecting an estimated 4 million
people, or 1.8 percent of the population.

Fach year, an estimated 10,000 to 12,000 Americans dic from the effects
of HCV—and that figure may climb to 30,000 by 2010. HCV is the
source of one-third of liver-cancer cases and it is the number one Jeading
cause for liver transplantation in the United States. The virus infects an
estimated 20 to 30 percent of people living with HIV and accounts for
25 percent of deaths in people living with AIDS." The estimated annual
cast of HCV to society in lost wages and medical care is more than $600
million.

Like HIV. hepatitis C is a silent killer. HCV gradually destroys the liver,
usually without pain or symptoms, over a period of years or decades. like
TV, it can be spread through needlc sharing. As with HIV, there is no
vaceine.,

Although the public has developed a general awareness of HIV/AIDS. the
vast majority of Americans do not know what HCV is, how it is transmit-
ted, or what the medical conscquences of infection are. Many know that ™
Pamela Anderson and Naomi Judd are HCV-positive, but this has not
inspired increased public testing. Despite the fact that doctors first started
to recognize the signs of HCV in the late 1960s, the virus was not
isolated until 1988, and a diagnostic test was nor available for widespread
hicod donor screening until 1990. Nevertheless, the public and govern-
mental response has been measured. The Centers for Disease Control and
Prevention (CDC) reports that less than half of all local and public health
laborarories have the capacity to test for HCV.:

“AIDS is really the model,” says Molli Conui, associate director of
Pennsvlvania’s Hepatitis B Foundation. “Activists have gotten these stars
to come out and advocate and raise huge amounts of money for AIDS.
And AIDS also has the same stigma as hepatitis docs... They've donc it
sight. and hepatitis has kind of just struggled along.”

Today TICV lives in the shadow of AIDS. In many ways. the lesser-
known discase piggybacks on the beneficial changes that the AIDS
challenge has brought about in the US public health infrastructure. The
COC has reccommended that anti-hepatitis efforts be incorporated into
the AIDS fighe, since HIV risk factors overlap significantly with those for
hepatitis B and C.

HCV financial numbers are as stark as the cpidemiological statistics,
particularly when compared to thosc of AIDS. The CDC's

hepatitis budget for fiscal year 2004 is $21.9 million—and thac is for all
the strains of hepatitis. By comparison, the CDC will spend $984 miliion
on AIDS in the same period. At the National Institutes of Health (NIH),
an cstimated $103 million is allocated for hepatitis this year. AIDS
receives $2.77 billion.

But these numbers are actually a vast improvement. In 1995, government
research funding for HCV was less than $1 million. In 1997, the NIH

spent $4 million.

The financial devastation to the bank accounts of HCV-positive individu-

als is equally troublecsome. Presenthv. there is no HCV equivalent of the
AIDS Drug Assistance Program ADAP) to help pay for combinarion
anti-viral therapics rhat car cost $30.000 or more per year. Two major
drug manufacturers of hepatitis “herapies, Roche Latoratorics and
Schering-Plough. have paticrt-a:sistance programs. (For more informa-
tion. please sce the Hepatitis Di1g Treatment Chart clsewhere in this
issuc.) For those wko arc co-infected with HIV, only 2 handful of state
ADAP programs will cover HC\' therapies.

The threat to American liver health doesnt stop at HCV. Despite the fact
that there has been an effective vaccine for the hepatitis B virus (which i
also potentially fatal. though less so than HCV) sinc: 1981, the public
health system has se far failed te get Americans to submit to a vaccine
course of three injections. (Oe «f the highest risk groups for contracting
hepatitis B (HBV), men whe have sex with men, had a 20 percent sero-
prevalence rate when the CDC recommended they be vaccinated 22 venrs
ago. Today, the rate remairs about the same. which. according ro Rok:
Lyetla. an cpidemioiogist in ~he CDC hepatitis divis'on, indicates a lack
of widespread vacci:iation.

However. therc has been somic recent progress on the hepatitis front. in
Junc 2002 the NIH convened a sccond and unprecedented Consensus
Development Conference on HCV to set new guide ines for treatment,
and to discuss ways to better study and prevent the spread of HCV.

While the Consensus Conference made some progress in encouraging
hepatitis activism. the hepatitis mavement lacks the saark of the earh
days of ATDS activism. AIDS had the gav communic- to galvarize fund-
ing and public attention. but the HCV community iv made up of
disparate groups, mzny of whom who arc unwilling cr unable to step up
to the plate.

“As a general rule. we're a much older population; we're not very weli
organized,” says Alar: Franciscus. executive director and founder of tie
Hepatitis C Support Project in San Francisco. “And we don't have the
resources that we'd like to havc te initiate ali the things that need to be
done, [although] I think that's ckanging now.”

Marginalization by Associction: Drug Use

“There is a perception that Iiep:ritis C actually only hits people who are
marginalized: rockers, drug addicrs, people with lots of tattoos.” savs Alan P
Brownstein, presidet and CEO of the American Liver Foundation, “Bur. in
actuality, hepatitis really mirrors America: lots of peosle have it, From Soccer
Moms on.”

But even if mom contracts HC from a transfusion, she is hard pressed 1o
align hersclf with a disease ~fzen asseciated with injection drug users. On e
other hand. accordirg to Brownstein, she is still luck: not to sufter the vilisi-
cation heaped on ga» men in the carly dayvs of AIDS. “Therc’s not that kind
of condemnation with hepatitis €7 he says. “The pereeption is thar these
arc fringe people as opposed -0 cvil people.”

“Hepatitis C activism has alwavs suffered from stigma.” savs Jooy Tranchina,
CEO of the Hepatt's C Giobal Zoundation. “The association with the fact
that, once vou factor ourt tho.c infected by transtfusion, you then have the
majority of people who cortracted HCV from injecting drugs.”

Baby Boomers. mar v of whom i=jected heroin during the counrerculrure
60s and 70s, have the highest Hi™V scroprevalance o7 any age group in the
United States. The virus infects 7n estimated 3 pereent of Caucasians and
6.3 percent of African American: between the ages of 40 to 59. But these

actvist mavement because they often de ot

scattered Boomers are not «
know they arc infeczed. Man: ot she Boomers associz te any risk factors wich
their past, and don't transtate tham inte a present danger.

Joey Tranchina, a former rock photographer in the 1960s, savs he knows of

dozens of musicians infected wity HCV: nonce of them are wiliing to fallow
the lead of the HCV-positive Grusetul Dead member Phil Lesh. who raade
his HCV status public and started his own hepariris foundatiorn,
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