
Community groups push 
for a greater role in 
stemming epidemic 
Barriers, including lack of funding, still exist

Community-based organizations (CBOs) and
other groups representing minorities infected
with HIV spent the early part of the fall meet-

ing with national legislators and others to discuss
keeping AIDS on the government’s top agenda.

“We’re extremely concerned about what we’re
seeing across the country because we know that
communities of color are being disproportionately
impacted by HIV and AIDS,” says Carole Bernard,
director of communications for the National
Minority AIDS Council (NMAC) of Washington,
DC.

African-American women, in particular, are
severely affected by AIDS, she says. “That seems 
to be the new face of AIDS.”

In light of the disease’s assault on minority com-
munities, Bernard says that the Centers for Disease
Control and Prevention (CDC) would be making a
mistake to shift prevention funding from programs
that target at-risk minorities and others to HIV-pos-
itive individuals.

“We support the CDC’s goals to ensure that the
spread of HIV is curbed; however, we just want to
make sure that community-based organizations are
doing primary prevention, and that this new focus
is not at the risk of primary prevention as a policy,”
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she says. “As we test positive folks, we still need 
to work with the at-risk population and make
sure those individuals who are negative remain
negative.”

NMAC held a People of Color Advocacy Day
in September, bringing together about 40 people
representing minority HIV organizations. The
group congregated in Washington, DC, where
they received training about the legislative pro-
cess and how to improve activist strategies.

“Then they went to the Hill and met with
members of Congress,” Bernard says. “They felt
very much empowered.”

Community activism on behalf of communities
of color affected by AIDS is crucial, since the
minority community has been devastated by the
disease, she says.

While African-Americans make up 12% of the
U.S. population, more than half of the estimated
40,000 new HIV infections in 2002 were among
African-Americans, and another 19% were
among the Latino community, according to data
from the CDC.

Also, 49% of the AIDS cases reported in 2001
were among African-Americans, a trend that
appears to be growing rapidly and has quickly
outpaced the proportion of AIDS cases reported
among whites and Latinos/Hispanics, according
to Kaiser Family Foundation’s September 2003
report, African Americans and HIV/AIDS.

The epidemic’s disproportionate impact on the
African-American community can be seen even
more clearly when the AIDS case rate per 100,000
population is examined. While the white AIDS
case rate is 7.9 cases per 100,000 population,
according to 2001 data, the African-American
AIDS case rate is 76.3 per 100,000.1

Despite these alarming statistics, not enough 
is being done to prevent HIV infection among
minorities and to get minorities who are infected
into early treatment, Bernard says.

“When you have a downturn of the economy,
the piece of the pie becomes smaller and politics
comes into play; and the NMAC does not want
politics to come into play when it comes to assur-
ing the health and well-being of people across the
country,” she explains. “But that does happen,
and so at times, people need to bang on doors
and make sure their voices are being heard.”

Both the People of Color Advocacy Day and
NMAC’s 2003 U.S. Conference on AIDS in
September gave a megaphone to those voices.
Many of the AIDS activists have dedicated their
lives to HIV prevention, support, and treatment

in marginalized communities, such as rural West
Virginia where, according to national media
reports, three people with AIDS died while wait-
ing for antiretroviral treatment, Bernard and
other AIDS activists say.

“In West Virginia, we’ve been running budget
deficits [in the AIDS Drugs Assistance Program
(ADAP)] for at least three years,” says Darryl
Cannady, executive director of South Central
Educational Development in Bluefield, WV.
South Central is an HIV prevention agency that
targets African-Americans, and it’s the only
agency in six counties to handle intervention,
prevention, and outreach services.

“We had to make some hard decisions this year
and institute a waiting list for ADAP, but that
was the only way we could see that the program
could run and provide medications to people
already in care,” Cannady says.

Although Cannady has no personal knowledge
of the three people who died of AIDS while on
the waiting list, he says that he is almost certain
they were diagnosed late in their infections, as
that commonly happens with clients in rural
areas of the state.

“As a minority working with minorities, I find
that the minority populations are not all that hell-
bent on going and being tested,” he points out.

Geographic barriers

Plus, the rural areas are mountainous and
remote. “Our terrain is so bad that even clients
who are diagnosed have a hard time getting to
medical appointments,” Cannady adds. (See
story on barriers for minorities to receiving HIV
care, p. 137.)

Some minority AIDS activists interviewed by
AIDS Alert say that the problem of reaching poor
and/or rural minority communities to educate
people about HIV is compounded by the lack of
support they receive from community churches.

“We do prevention through word of mouth
and try to get the word out to black churches, but
they don’t want to touch the subject of AIDS, so
it’s very difficult,” says Malik Blackmon, an
AIDS coordinator with Arkansas HIV/AIDS Task
Force in Little Rock, AR.

While it may be true that many African-
American churches remain silent on the topic of
HIV and AIDS, there is a growing trend toward
churches helping to spread HIV-prevention
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Multiple challenges await
long-term survivors
They cope through helping others

Before Tony Dorsey, an outreach worker with
FACT in Las Vegas was infected with HIV

through a needlestick injury, the possibility that his
job as a phlebotomist could place him at risk never
once occurred to him.

That was in the mid-1980s.
Likewise, Carlos A. Perez, 43, an information ser-

vices coordinator, of Test Positive Aware Network in
Chicago traces his HIV infection back to the 1970s
when years of birth control pills and antibiotics had
helped launch a sexual revolution. No one could
have imagined it soon would be hijacked by a
deadly, opportunistic virus.

Now the two men, having lived with HIV infection
for two decades or longer, represent a growing popu-
lation of people who have experienced the disease as
a long-term, chronic condition that has caused them
some medical agony, but has not stopped their ability
to work and help people who are newly infected.

Dorsey works with HIV clients by day, but his
evenings are spent hooked up to a dialysis machine,
which he starts at 10 p.m. and turns off at 8 a.m.

“When I travel, I have to take a portable bag and
have to do dialysis two-to-three times during the day
rather than overnight,” Dorsey says. “I just appreci-
ate the fact that I have a good medical team and can
communicate well with my doctors and health care
team, so they can coordinate dialysis as well as my
HIV treatment.”

Dialysis has been a reality in Dorsey’s life since
1998, shortly after he received HIV treatment that
proved to be toxic to his kidneys.

“I have a spiritual background, so I’m able to deal
with it,” Dorsey says. “You either choose to live or
die; and I choose to live so that I can talk with other
people and help them improve their quality of life.”

Using experiences to help others

Because of his own health problems, Dorsey has
volunteered for both kidney and AIDS organizations.

Until January 2003, when Dorsey moved to Las
Vegas, he had been struggling to keep his weight
up and had been anemic. Now he has regained 
40 pounds, has taken medication to treat his ane-
mia and is on an antiretroviral regimen that is 
paid through the AIDS Drug Assistance Program
(ADAP).

His dialysis medications are paid through a state
drug assistance program for which he pays a monthly

fee of $119, and his health care is paid through Medi-
care disability. Dorsey is not eligible for Medicaid.

“With going back to work, I have to make sure that I
don’t have to pay extra because my income changes,”
Dorsey says. “What I’ve found is that with a lot of peo-
ple with HIV, when they get on disability and receive
SSI [Social Security Income] or Medicaid, they some-
times make more money on disability than they do if
they go back to work, so they don’t want to go to work
and lose their benefits.”

Perez was on disability for 10 years, but managed
to regain his health and return to work. “When you
have a 10-year gap in your resume, it is very hard to
explain it,” he points out.

Fortunately for Perez, he was hired by Test
Positive, where he provides information to HIV-
infected people both in the Chicago area and also
around the country through the organization’s web
site (www.tpan.com).

“The thing that flips me out is that I get to commu-
nicate with people in Utah and Nebraska who don’t
know where to turn for help,” he says.

Perez tested positive in 1984, and was among
the first to receive antiretroviral drug treatment. “I did
AZT for a while back when they gave people a little
more than what was necessary, and I was lucky
enough that although I had harsh reactions, I was
able to get past that,” he adds.

“Then I have been on two regimens, and at the
current time, I’m on structured treatment interruption
and have not been taking medications since October
2002,” Perez explains. “I’m doing very well and am
seeing the doctor every month.”

Perez has never had an opportunistic infection,
so all of his health problems have been the result of
medication side effects. These have included throm-
bocytopenia, anemia, inflammation, and central ner-
vous system side effects.

“The worst side effects were from Sustiva, which I
took two years ago,” he says. “What happened to
me is that I’d wake up in the middle of the night and
either be shrieking in horror or laughing incredibly,
but I never knew what dream it was that was making
me so scared or tickled pink.”

Plus, the side effects made him feel like a zom-
bie, and when the side effects hadn’t gone away
within a month, he stopped Sustiva and switched to
Viramune, which worked well for a long time, Perez
notes.

Despite these experiences, he focuses on the
positive fact that he is still alive, some 20-plus years
after he was infected.

“Every day, I find that there are more and more of
us who are in our 40s and who became infected
about the same time and were lucky enough to sur-
vive,” Perez says.  ■



messages and outreach services, says Edwin C.
Sanders II, a senior servant of the Metropolitan
Interdenominational Church of Nashville, TN.

In 1984, several years after Metropolitan was
founded, the church’s congregation was shaken
by the news that one of its founding members
had died from complications resulting from
AIDS, he says.

“So we began to educate ourselves, and that
education translated into our getting involved in
doing education, initially within our church com-
munity and eventually in our larger community,”
Sanders explains.

Sanders, who spoke about the role of faith-
based institutions in HIV prevention at NMAC’s
Conference on AIDS, says that the stigma of AIDS
being connected to sex has continued to create
HIV-prevention barriers in the faith-based com-
munity and minority communities.

“Especially with homosexuality, it was in the
church, framed in theological terms, in a way that
suggested this disease was a curse from God,” he
states.

“I think the moral judgments that were passed
were very unfortunate,” Sanders says. “But what
I’m seeing more and more is that we have increas-
ing evidence of a change in mindset and attitude
as related to these issues.” (See next month’s
AIDS Alert for an article about Metropolitan
Interdenominational Church’s comprehensive
HIV education program.)

Bernard says that NMAC also has seen greater
participation among faith-based organizations at
its HIV conferences and training programs.

“I think [HIV activists] just need to be persis-
tent and commit to bringing all of the stakehold-
ers that are part of the community together to
deal with this disease,” she adds. “And it needs
to be seen as a public health disease and not
something that’s particular to the gay community
or to African-Americans.”

Sanders agrees. “I think there’s been a crucial
mistake made in somehow making acceptance 
of homosexuality as a criteria or litmus test of
whether or not folks can effectively do [HIV pre-
vention] work. After all, we are talking about a dis-
ease, and even though there might be some aspects
of the disease that clearly are tied to sexual orienta-
tion, if you look at it in terms of a solid response to
a health crisis, then that’s not a variable.”

The African-American faith-based community
needs to develop strategies for battling the spread
of HIV and to help eliminate the health care dis-
parity between whites and African-American,

including diabetes, hypertension, colon cancer,
breast cancer, and others, Sanders says.

“You can go down a litany of health issues, and
it doesn’t have anything to do with sexual orien-
tation,” Sanders adds.  ■

Multiple barriers prevent
minorities’ early treatment 
AIDS stigma, lack of transportation top list

The most recent HIV/AIDS statistics from the
Centers for Disease Control and Prevention

(CDC) show that HIV is the leading cause of
death for African-Americans, ages 25-44, in the
United States and the third leading cause of
death for both African-Americans and Latinos in
the 35-44 age group.1

A recent CDC study at 16 sites found that
African-Americans and Latinos were more likely
to be tested late for HIV than were whites, and
previous research has shown that HIV-infected
African-Americans and Latinos are more likely to
be uninsured, to have not received antiretroviral
drugs, to lack transportation for visiting doctors,
and to have had recent hospitalizations.1

All of these factors suggest that HIV preven-
tion efforts targeting minority communities have
some major infrastructure obstacles to overcome,
but AIDS activists say that there also are many
social and cultural barriers to adequate HIV care
among communities of color.

One social barrier to HIV testing in small rural
communities is that people fear their neighbors
will learn if they are HIV-positive. When they are
willing to be tested, they may drive to another
state to keep their confidentiality, says Darryl
Cannady, executive director of South Central
Educational Development in Bluefield, WV.

“What you find in West Virginia in working
with communities is people are really proud
down there,” he says.

For example, Cannady had an African-American
HIV-positive client whose family didn’t want him
to disclose anything about his disease to others
because they thought it would reflect badly on
them, he says.

Even when federal and state funding is avail-
able to provide antiretroviral drugs and treat-
ment, some in the African-American community
are unwilling to submit to HIV treatment because
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of a skepticism about the government and case
managers, he points out.

“Although we may educate them about medi-
cations, they think of it as a government thing,”
Cannady explains. “They think you have case
managers following you around and making sure
you are taking your medications and making
doctors’ appointments, and it’s perceived as a
control issue.”

All of these factors contribute to people not
being tested, diagnosed early, getting into treat-
ment, and changing behaviors, Cannady says.

“I think it’s denial, and it comes down to not
wanting to hurt their families and the ones they
love, because once the diagnosis is made, your
world totally changes,” he says.

Malik Blackmon, an AIDS coordinator with
Arkansas HIV/AIDS Task Force in Little Rock,
has had similar experience with rural minority
populations who unaware of their risk for HIV.

Then the people who are HIV-positive, but
have not been tested, will spread the disease
throughout the rural community, he says. “The
problem is that African-Americans in rural areas
are not aware that we are at risk now. When I
tested positive 16 years ago, the virus was labeled
as [affecting] gay white males, so we discon-
nected from awareness at that time.”

Many people in the African-American commu-
nity continue to believe they are safe from HIV if
they are not gay or injection drug users, Blackmon
says. “There’s a lot of knowledge about HIV out
there, but what good is it if we don’t acknowledge
our risk categories?” he asks. “Engaging in sex,
period, is a risk these days.”

The Arkansas HIV/AIDS Task Force is funded
through the Minority AIDS Initiative, but it only
receives $25,000 a year, which is a paltry amount
when there’s a need for comprehensive AIDS out-
reach, Blackmon says.

Moreover, even when outreach workers con-
vince people to be tested, they can’t promise them
rapid access to HIV care and treatment because the
state has a waiting list for ADAP drugs, he says.
This problem was exemplified recently by a 64-
year-old woman who had full-blown AIDS, which
she didn’t know she had until she was admitted
into the emergency room, Blackmon says.

Other barriers to early testing and care include
transportation problems, particularly in rural
Arkansas, where people may not be able to get to a
clinic to be tested or treated for HIV, he points out.

“We need advertisements that target African-
Americans with a stronger message,” Blackmon

says. “We need something that is like a lightning
bolt to get their attention.”

In San Diego, AIDS organizations also have
witnessed a trend of poor and marginalized peo-
ple of minority communities coming very late
into HIV treatment.

Migrant Latino workers who come to the Pacto
Latino AIDS Organization of San Diego for help
with housing and other services sometimes die 
of AIDS before they can start HIV antiretroviral
treatment, says Julio Mauricio, executive direc-
tor. He tells the story of a 53-year-old Latino man
who worked for a landscaping company. The
man one day ended up in the hospital and didn’t
know why he was sick until he was diagnosed
with HIV.

“His employer tried to help him, and then he
got sick and was sent to the hospital where he
was diagnosed,” Mauricio says. “Then he came
into our program, and we tried to help him find
permanent housing instead of transitional, and
he was there for three weeks before he relapsed
and went back to the hospital, where he died.”

The man died within a month of his diagnosis
and never had the opportunity to begin taking
antiretrovirals, he adds.

Besides providing transitional housing for
AIDS patients, Pact refers patients to support
groups, health care, case management, and food
delivery services. The organization also provides
prevention information to Latinos and migrant
workers. People at risk for HIV in minority com-
munities often are ignorant or afraid of their own
risk for infection because of the stigma that con-
tinues to impact spread of the epidemic, outreach
workers say.

That’s why HIV-positive outreach workers can
have a big impact, says Tony Dorsey, an outreach
worker for FACT, which stands for Fighting AIDS
in our Community Today, of Las Vegas. FACT pro-
vides outreach services to HIV-infected people,
particularly African-American men and women.

“The idea is to get someone out to partner with
these people once they are identified as HIV-posi-
tive,” Dorsey says. “We hold their hands and give
them compassion and concern about what they
have to go through.”

Dorsey’s empathy is based on his own experi-
ence of being HIV-positive for 16 years, including
the last few years of having to spend 10 hours per
day on dialysis due to kidney failure resulting from
some of the early HIV antiretroviral treatment he
received. (See personal HIV stories, p. 136.)
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Test Positive Aware Network of Chicago pro-
vides support groups, prevention for positives,
and other HIV community services to minorities
and others infected with HIV, says Carlos A.
Perez, information services coordinator for Test
Positive and the editor of the Chicago Area HIV
Services Directory.

Since there are increasing numbers of new HIV
infections among Latinos, the organization has
created prevention materials that are in Spanish
and has targeted the Latino community, as well
as the African-American community, for specific
prevention campaigns, he says.

“We’re a peer association, and we’ve all gone
through a lot of these things,” Perez says. “I was
tested positive in 1984, but traced my risk factor
back to 1979 or 1980, so we share our knowledge
with anybody who is new at it.”  ■

ICAAC 2003 coverage

New research offers clues
to HIV/HCV co-infection
One study also finds diabetes link

Several studies presented at the Interscience
Conference on Antimicrobial Agents and

Chemotherapy (ICAAC) have shown how HIV
patients who are co-infected with hepatitis C are
at greater risk for medical complications, includ-
ing diabetes.

Investigators at the University of Pittsburgh
and the VA Pittsburgh Healthcare System found
that HIV infection may increase the risk of dia-
betes mellitus associated with hepatitis C infec-
tion, age, and minority race.1

Another study, which was presented at ICAAC
by researchers at the Ottawa Hospital and Uni-
versity of Ottawa in Ontario, Canada, found that 
it remains difficult to achieve desired hepatitis C
virological results (from HCV drugs) among
HIV/HCV co-infected patients even when the
patients have been successful with HIV antiretro-
viral treatment.2

“Some people have reported an increased asso-
ciation of diabetes with HIV/hepatitis C co-infec-
tion,” says Adeel A. Butt, MD, assistant professor
of medicine at the University of Pittsburgh and
director of ID-HIV clinics at the VA Pittsburgh
Healthcare System. Also, research has suggested

that hepatitis C patients have a three- or fourfold
increased risk of being diagnosed with diabetes,
he notes.

“So we wanted to find out if HIV on top of
hepatitis C is associated with an even higher risk
of diabetes,” Butt explains.

Investigators analyzed data from 1992 to 2001 of
more than 33,000 HIV-infected veterans and more
than 38,000 veterans who were HIV negative.1

“Since it would have been difficult to differenti-
ate the effects from highly active antiretroviral
treatment (HAART) in that database, we limited
the study to those who were in care after 1996,” he
says. They found that people who were co-infected
with HIV and HCV had a 19.3% prevalence of dia-
betes, while those who were HIV-positive and
HCV-negative had a 13.7% prevalence of diabetes,
Butt adds. “That was not adjusted for age or race 
or other factors.”

After conducting a multivariate analysis that
takes into consideration the development of dia-
betes as a risk factor, investigators found that
when HIV-positive patients were compared with
HIV-negative patients, the HIV-positive group
that also had HCV infection had a 64% greater
chance of being diagnosed with diabetes, and
that data were adjusting for age, race, gender,
and history of drug and alcohol use, Butt says.

“The other major finding is that both age and
minority race were very significantly associated
with diabetes in the HIV-positive group, but not
that much in the HIV-negative group,” Butt
explains.

For example, for every 10 years of age in the
HIV-positive group, there was a 64% increase in
the risk of diabetes, while in the HIV-negative
group the difference between age groups was 
not significantly different, he says. Also, among
African-Americans who were HIV-positive, there
was a 28% increased risk of diabetes, and HIV-
positive Hispanics had a 35% increase in diabetes
risk, while HIV-negative people of both ethnicity’s
had not significant difference in risk, Butt adds.

“In the HAART era, HIV infection appears to
be associated with the high risk of diabetes, and
this risk is increased by hepatitis C co-infection,
increasing age, and minority race in this group,”
he states.

These findings suggest that HIV clinicians dili-
gently screen patients for diabetes, particularly
when there is a hepatitis C co-infection, increas-
ing age, and minority race, Butt adds.

Canadian researchers have examined the
impact of HIV on hepatitis C infection among 
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a small cohort of patients who had been infected
with both viruses for about two decades.

“What I wanted to do was demonstrate the
negative impact HIV has on hepatitis C infection
and indicate why it’s important we talk about
treatment with this population,” says Curtis L.
Cooper, MD, FRCPC, assistant professor at the
University of Ottawa in the division of infectious
diseases.

“Our data indicate that patients who are co-
infected are more likely to have high levels of
liver fibrosis compared with those who are just
hepatitis C-infected,” he says.

Co-infected patients had a significantly higher
rate of advanced stages of liver scarring than did
patients who were only HCV-infected, and the
liver enzymes in the co-infected population were
1.5 to two times higher than the population only
infected with HCV, according to Cooper.

“Excess alcohol consumption was the same in
both groups — 25%,” he adds. “We found that
the things that predicted rapid fibrosis rate
included HIV infection, not being on HAART,
male sex, and high liver enzymes.”

Cooper and co-investigators also examined the
effectiveness of hepatitis C therapy in a co-infected
population, particularly looking at patients who
had started to receive ribavirin. There were 11 co-
infected patients who had initiated use of ribavirin
and interferon for their hepatitis C infection, he
says.

“We saw that the sustained virologic response
rates were 20% in co-infected and 40% in HCV
mono-infected populations,” Cooper explains. “So
what this shows us is how HIV really impairs peo-
ple’s ability to get sustained virologic responses [to
HCV medication].”

This result was despite the fact that of the
patients who were treated with HAART for their
HIV infection, 80% had achieved an HIV virologi-
cal suppression of at least below 500 copies, he
adds.

“So the point is that patients who start HAART,
a large portion of them are able to stay on HAART
and get good virologic response,” Cooper says.
“By contrast, those on interferon-based therapies
for hepatitis C infection rarely get sustained viro-
logic response rates.”

The study also found that HIV patients who
were started on HAART were far less likely to
stay on their antiretroviral regimen if they were
consuming excess alcohol at the time of initiating
treatment or if they had a history of injection
drug use, he notes.

The message to clinicians is to first get their
HIV/HCV co-infected patients to reduce alcohol
consumption and drug use, then to help them
achieve virologic goals on HAART, and then to
treat their hepatitis C, Cooper says.

“In most cases, the biggest bang for your buck
is to get them on HAART and cut alcohol con-
sumption,” he states. “So a key point is that we
should be putting our efforts into alcohol cessa-
tion as much as we are into antiretrovirals and
interferon therapies.”

In further HIV/HCV research presented at
ICAAC investigators found that HIV/HCV co-
infected patients appeared to have a lower viro-
logical response rate when treated with HCV
drugs and that patients who were unsuccessful
early on with peginterferon alfa-2a monotherapy
received no benefit from additional treatment
with ribavirin.3
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HIV resistance patterns
are shifting, study shows
Regression model could aid clinicians

Investigators studying genotypes of 64,000 clini-
cal samples submitted for genotyping to Virco

based in Mechelen, Belgium, have found that
HIV-1 drug resistance remains extensive, but that
trends have shifted in recent years.

With about six years of genotyping data,
researchers analyzed predicted phenotypes, based
on a large database of matching genotypes and
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previously determined phenotypes, says Lee
Bacheler, PhD, senior director of clinical virology
at Virco Lab Inc. in Durham, NC, a secondary site
of the corporation.

The study was presented at the 43rd annual
Interscience Conference on Antimicrobial Agents
and Chemotherapy (ICAAC), held recently in
Chicago.

“There were almost 30,000 samples with both
genotype and drug susceptibility phenotype that
are the basis of the virtual phenotype prediction,”
Bacheler says. “So it’s that prediction that we
used on this larger set of 64,000 genotypes that
we analyzed between 1998 and 2003.”

Generally, the findings are that resistance is
extensive and has remained extensive during 
the entire period, but that the kinds of resistance
observed has been changing over time, she
explains. “We’ve seen a very dramatic increase in
the number of samples with K65-R mutation in
reverse transcriptase,” Bacheler says. “We can
speculate that the rise in K65-R may be associated
with increased use of tenofovir, which can select
for that mutation.”

However, the study was limited to routine 
clinical samples, and investigators did not have
available any treatment data about particular
patients, she notes. “A similar story is an increase
in another mutation, 225-H, which is associated
with virologic failure on Sustiva,” Bacheler says.

When researchers looked at a 2002 snapshot of
a phenotype analysis of samples, they found that
60% had resistance to nucleosides, 45% to non-
nucleosides, 36% to protease inhibitors; and 30%
had no detectable phenotypic resistance, she says.

Comparing this 2002 snapshot of resistance to
previous years, the study found that some patterns
of resistance increased while others decreased.
Here were the key observations, Bacheler explains:
• Isolates that have resistance to all three classes

of drugs are declining.
• Isolates that have resistance to only nucleo-

sides and protease inhibitors are declining.
• Isolates that have resistance to one or more

nucleosides and one or more non-nucleosides
are increasing.

• Samples sent to Virco Lab for testing that have
no predicted resistance are increasing.
“We speculated that treatment practices are

changing over this time period, and that may
change the kind of resistance we’re seeing when
a regimen fails,” she says.

The study concludes that the change in resis-
tance patterns also may be due to increased use

of resistance testing and evolution of the patient
population.1

In another study presented at ICAAC, Virco
Lab investigators discussed a new methodology
for predicting quantitative level of drug resis-
tance from genotyping.

“It’s based on linear regression modeling, and
the data set we use to develop the model is the
same large data set of viral genotype and match-
ing drug susceptibility phenotype,” Bacheler
says. “So basically, resistance is modeled as the
contributions from individual mutations which
have different effects on resistance.”

Specifically, the model was tested through
models that had been built for ritonavir resis-
tance and was based on 28,000 matched viral
genotypes and ritonavir drug susceptibility 
phenotypes, she says.

“The model identified 53 different mutations in
the protease gene and 96 pairs of mutations that
either had a positive effect or a negative effect on
susceptibility to ritonavir,” Bacheler explains.
“And among those list of mutations are these
mutations that people have heard of before.”

For instance, of the 22 mutations associated with
ritonavir resistance as listed by the International
AIDS Society-USA (IAS), the linear model picked
up 20 out of the 22, she says.

“It also picked up additional mutations that
may affect resistance to ritonavir but are not on
the IAS list,” Bacheler adds. “And it also picked
up other mutations that had not been previously
identified as affecting resistance to ritonavir, and
we’re further evaluating whether the model is
telling us something new.”

The study concludes linear regression model-
ing holds promise as a technique for analyzing
HIV-1 drug resistance and identifying resistance-
associated mutations.2

The model will be further evaluated and tested
before it can be considered for use as a commer-
cial product, she says.

But if it does become available, it would be a
cost-effective and relatively easy way for clini-
cians to quantify how resistant their patients are
to individual drugs, Bacheler notes.

“Our research into this linear regression model
is an effort to find an even more accurate way to
make the prediction, even for complex viral geno-
types,” she says.

Virco Lab investigators are continuing their
research and have made it a priority to understand
what levels of resistance are going to predict differ-
ent levels of response, Bacheler adds.
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Drug resistance guide
being pondered by CDC
As HIV drug resistance rises, surveillance needed

Guidelines released this year from the U.S.
Department of Health and Human Services

(DHHS)1 and the International AIDS Society-USA2

(IAS) recommend resistance testing for all recently
infected patients beginning treatment. 

However, for the first time, both groups also
suggest considering resistance testing for drug-
naïve patients whose infections are not recent,
particularly if the prevalence of resistance in the
patient’s area is 5% or greater.

While that would appear to be a sound recom-
mendation, the question many clinicians might
ask is, “How will we know what the resistance
prevalence is in our area?”

The Centers for Disease Control and Prevention
(CDC) is collaborating with health departments to
begin resistance surveillance programs in 18 cities
and states, partly for the purpose of answering
that question.

“At this point, not many areas have that
surveillance information to give to clinicians,”
says Diane Bennett, MD, a medical epidemiolo-
gist and the coordinator of Antiretroviral Drug
Resistance Surveillance at the CDC.

“For years, we have had resistance surveillance
for many other infectious diseases, but not HIV,”
she says. “But resistant HIV strains are being
transmitted in the U.S. to people who have never
taken antiretroviral drugs themselves.”

Previously, the CDC collaborated with health
departments in a 10-city antiretroviral resistance
surveillance study in drug-naïve people newly

diagnosed with HIV from 1997 to 2001, Bennett
adds.

Data show that 11.5% of those recently infected
with HIV, and 7.4% of those whose infections
were not recent had HIV resistance to one or
more antiretroviral drugs, she says.

In recently infected people, resistance rose
from 7.7% in 1997-1998 to 12.7% in 2000-2001.
Among people whose infections were not recent,
resistance rose from 4.4% to 8.2%, Bennett adds.

“But even though 1,082 people were tested,
this study, like all studies so far, wasn’t big
enough to give precise estimates of resistance
prevalence,” she says.

Over the past year, health departments in four
areas have collaborated with the CDC to pilot
antiretroviral drug resistance surveillance. The
project is being expanded to 14 new areas for a
total of 18, Bennett states.

In the new surveillance system, resistance test-
ing will be free for anyone newly diagnosed with
HIV. Each HIV strain will be fully genotyped for
resistance testing with standard sequencing on
333 positions in reverse transcriptase and 100 in
protease sites, she explains. “But for a real pic-
ture of what’s going on in the U.S., we should
add even more areas, and that could be very
expensive.”

Since genotyping tests cost roughly $290 to
$400 each, and since there are an estimated 40,000
new HIV infections a year, full genotyping is an
expensive method to conduct antiretroviral resis-
tance surveillance when looking at the United
States as a whole, she says. “But right now, it’s
the cheapest method we have.”

So while the surveillance study is under way,
the CDC also is assessing a potential screening
algorithm for drug resistance surveillance,
Bennett continues.

Complex statistical methods were used to
come up with 10 “indicator” mutations that
could be used for screening in a surveillance
system. 

In a study presented at the 43rd Interscience
Conference on Antimicrobial Agents and
Chemotherapy, held recently in Chicago, the
CDC showed that its screening algorithm iden-
tified 96% of the antiretroviral resistant strains
in the 1997-2001 U.S. data set, but that the algo-
rithm will need to be validated against other
data sets.3

“What we’re going to be doing is validating
the algorithm against other data sets that have
been fully genotyped to see if we had used the
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algorithm in those past data sets how many 
[drug resistant samples] we would have missed,”
Bennett explains.

The screening algorithm clearly wouldn’t be
accurate enough to be used for clinical purposes
in the treatment of individual patients, but it may
be accurate enough for surveillance of a large
population, she notes.

The CDC’s plan, if the algorithm proves to be
useful for surveillance, is to develop point muta-
tion assays to screen specific indicator positions in
the reverse transcriptase and protease positions.3

The laboratory assays also would require full
testing and validation before the strategy could
be considered as a surveillance tool.

“If both the algorithm and the assays work, it
would be possible to screen a very large number
of HIV strains from newly diagnosed people, first
using the point mutation assays,” Bennett says.
“Any strain that had one of the indicator posi-
tions would go on for full genotyping, and this
strategy would be cheaper than fully genotyping
every strain.”

However, the algorithm would have to be con-
tinually updated, and this is only one of several
potential surveillance strategies, she adds. Provid-
ing antiretroviral resistance surveillance data to
various U.S. regions would provide several public
health benefits, including providing valuable infor-
mation to support the development of updated
DHHS and IAS guidelines, Bennett says.

It also would give clinicians crucial informa-
tion when they are considering post-exposure
prophylaxis in HIV exposure cases where there
isn’t time to wait for a genotyping test, she says.

“Surveillance of HIV resistance needs to be
done to support public health guidelines and for
a variety of clinical and public health reasons,”
Bennett says. “Whether or not the algorithm
proves useful, some form of expanded resistance
surveillance is needed.”
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CE/CME questions
17. According to the CDC, the AIDS epidemic dis-

proportionately impacts African-Americans.
Evidence of this is in the AIDS case rate per
100,000 population. While the AIDS case rate
for whites is 7.9 per 100,000, which is the AIDS
case rate for African-Americans?
A. 21.2 per 100,000
B. 39.1 per 100,000
C. 57.8 per 100,000
D. 76.3 per 100,000

18. A recent study by Pittsburgh researchers has
found that the group of patients who had the
highest percent prevalence of diabetes were 
the group that had which characteristics?
A. HIV-positive and hepatitis C-negative
B. HIV-positive and hepatitis C-positive
C. Hepatitis C-positive and HIV-negative
D. Hepatitis C-negative and HIV-negative

19. Investigators in Washington, DC, recently
examined thousands of cases involving HIV
patients who died and found that the mortality
trend secondary to opportunistic infections had
decreased, but that there was an upward trend
of mortality secondary to which of the following
causes:
A. sepsis, hepatic, and renal complications
B. kidney disease
C. central nervous system disorders
D. all of the above

20. Based on a study of more than 60,000 geno-
types that were examined between 1998 and
2003, investigators from Virco Lab Inc. have
concluded which statement?
A. Resistance has become increasingly exten-

sive during the time period of 1998 to 2003.
B. Resistance has been changing, but is less

pervasive now than it was in the late 1990s.
C. Resistance is extensive and has remained

extensive during the time period of 1998 to
2003.

D. none of the above

CE/CME directions
To complete the post-test for AIDS Alert, study the
questions and determine the appropriate answers.
After you have completed the exam, check the
answers on p. 148. If any of your answers are incor-
rect re-read the article to verify the correct answer. At
the end of each six-month semester, you will receive
an evaluation form to complete and return to receive
your credits.
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CE objectives

After reading this issue of AIDS Alert, CE partici-
pants should be able to:

• identify the particular clinical, legal, or scien-
tific issues related to AIDS patient care;

• describe how those issues affect nurses,
physicians, hospitals, clinics, or the health care
industry in general;

• cite practical solutions to the problems associ-
ated with those issues, based on overall expert
guidelines from the Centers for Disease Control
and Prevention or other authorities and/or based
on independent recommendations from specific
clinicians at individual institutions. ■
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Researchers and AIDS activists who have wit-
nessed AIDS’s destructive path across the

world have nearly two decades of observations
and data to show how the epidemic can be halted
in countries where it begins primarily as an IDU
(injection drug use/injection drug user) transmis-
sion problem.

The trouble is that no one has been able to con-
vince Russia, other former Soviet Union coun-
tries, and the United States who has influenced
illicit drug policies in that region, of these well-
founded strategies.

Jail time replaces programs

Instead of supporting harm reduction strate-
gies, such as needle exchange programs, which
have been proven scientifically to reduce the
spread of HIV, Russia and some of its neighbors
are arresting drug users wherever they can be
found. This includes those who show up at nee-
dle exchanges sponsored by international organi-
zations, says Kasia Malinowska-Sempruch,
director of the international harm reduction pro-
gram at the Open Society Institute in New York
City.

“There are entire prisons where hundreds of
women are locked up for having a few grams of
drugs,” Malinowska-Sempruch says. “It’s clear
the U.S. is definitely supporting this process, so I
think U.S. policies and blind replication of those
in other places are obviously having very damag-
ing effects in countries.”

As a result, IDU has fueled a rapid growth in
the region’s HIV epidemic. 

Between 1987 and 1996, there were only 1,000
cases of HIV diagnosed in Russia, and most of
these were cases of transmission within hospital
settings or among men who have sex with men,
says Robert Heimer, PhD, an associate professor

of epidemiology, public health and pharmacology
in the department of epidemiology and public
health at the Yale School of Medicine in New
Haven, CT. 

Heimer recently visited Russia to observe first-
hand the impact of its HIV epidemic.

Then in 1996, the nation’s epidemic took off,
and another 1,500 HIV cases appeared; and this
time most of these were from IDU transmission,
he says.

“It changed because of the change in the
Russian situation,” Heimer explains. “All of a
sudden, with the end of the Cold War and with
borders down, it was easy for Russia to be a
through-port of heroin from Afghanistan and into
Europe — the stuff sort of fell off the boat, as it
were.”

Plus, Russia’s socioeconomic climate wors-
ened, resulting in youth alienation, increasing
risk behaviors, and vast increases in drug use,
sexually transmitted diseases, and increases in
crime, Heimer says.

By 1997, the number of HIV cases had climbed
to 4,300; in 1999, there were 20,000 HIV cases; in
2001, there were 88,000 HIV cases; and now there
are nearly 250,000 HIV cases, Heimer says.

How many are undiagnosed?

And these numbers only represent the people
who are known to have HIV because they were
registered as a new HIV case when they went
into drug treatment or were arrested for drugs.
There could be four-to-six times that many peo-
ple who are HIV-positive and undiagnosed,
Heimer says.

“I’m not sure any other nation has seen a drug-
related epidemic like Russia’s on a nationwide
scale, although it’s similar to what happened in
New York among the 2,000 or so IDUs who lived
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in New York at the last half of the 1970s when
HIV prevalence went from 0% to 50% in four
years,” Heimer says.

In some Eastern European cities the HIV infec-
tion rate among IDUs is greater than 60%, says
Malinowska-Sempruch.

The Open Society Institute supports 200 harm
reduction programs in the region, providing nee-
dle exchange, methadone maintenance, and other
services to IDUs; and its work is just a drop in the
bucket as far as what is needed, she says.

“Between 3% and 6% of IDUs are receiving
HIV-prevention services; so obviously, the epi-
demic we’re seeing now is not going to stop,”
Malinowska-Sempruch says. “Our hope is that
we are offering local best practices.”

By setting an example for local governments,
the needle exchange programs are starting to catch
on in the region, and some Eastern European com-
munities are beginning to submit applications to
the Global Fund for harm reduction programs, she
notes.

Draconian policies hamper efforts

However, that work is hampered by the
region’s draconian drug enforcement policies,
which emphasize locking up users and even set-
ting up quotas of drug user arrests for police to
meet each month, Malinowska-Sempruch says.

“So we have had people picked up outside of
needle exchange programs, and this is a serious
complication that does not work in preventing
the HIV epidemic,” she states.

There are plenty of examples of cities where
such policies resulted in major increases of the
HIV epidemic, including Edinburgh, Scotland,
where heroin use skyrocketed in the 1980s, and in
response, pharmacists began to withhold needles
from being sold over the counter, Heimer says.

“The HIV prevalence went from zero to 45% 
in an 18-to-24-month period between 1983 and
1985,” he adds.

Antineedle exchange policies in New Jersey in
the 1990s also have shown in various studies to
have resulted in a spread of HIV among IDUs. By
contrast, nations such as Australia and Canada
never had a major HIV epidemic among IDUs
because they embraced and funded needle
exchange and other harm reduction services.

There is no doubt that IDUs will change their
behavior and use clean needles that are readily
available, Malinowska-Sempruch says.

“I’ve never had a person argue why they will

not use a clean needle,” she says. “It’s a lack of
political will and moral judgment values that
makes harm reduction difficult.”

Harm reduction outreach workers have begun
to make an impact on local police, however, adds
Malinowska-Sempruch.

“What we are slowly noticing is that cops also
are starting to worry about an HIV epidemic,”
she says. “So now when we approach police offi-
cers, they are, in principle, supportive of the idea
of needle exchange.”

Law enforcement vs. public health

Still, so long as the Russian government
requires police to arrest drug users, there will be
a conflicting relationship between public health
best practices and law enforcement.

“It’s clear public health officials understand
what needs to happen, but the decision-making
power is within the Ministry of Justice or the
drug control program, and the two parts are not
talking with each other,” she says.

The epidemic also has hit a region that faces
long-term economic trouble with large popula-
tions of people who have no health insurance, so
very few people who are infected with HIV have
access to antiretroviral treatment and other health
care services, Heimer says.

By incarcerating drug users, Russia is helping
to spread HIV and tuberculosis, which is rapidly
transmitted in prison, she adds.

“People sometimes spend two-to-three years in
pretrial detention before they get a hearing, and
so their jails are not designed for long-term incar-
ceration and have overcrowding,” Heimer
explains. 

“Every once in a while there’s a general
amnesty with people released in droves with
untreated TB.”

Is it already too late?

While the international community is stepping
up response to the Eastern European HIV epi-
demic, it may be too late to stop the epidemic
from spreading to the population at large.

Only 15% of the Russian people with HIV
infection have acquired the virus through non-
IDU transmission, but this trend is unlikely to
continue because the average age of IDUs in
Russia is the mid-20s. 

This means that HIV-infected drug users likely
are engaging in other risky behaviors, including
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having unsafe sex with multiple partners, Heimer
says.

“So you have the double-whammy problem of
IDUs with unsafe injection practices and unsafe
sexual practices, and these are expected to result
in a generalized HIV heterosexual epidemic pos-
sibly within the next five-to-seven years,” she
points out. 

“And if that happens, then we’re not talking
about 1 million or 2 million people infected;
we’re talking about 10 million to 20 million peo-
ple infected, which is one-seventh of the Russian
population as a whole and one-fourth to one-fifth
of the adult population, and that’s as bad as the
epidemic in South Africa.”  ■

Bush administration backs
out of global AIDS funding
International AIDS goals are unmet, report says

The $15 billion pledged by President Bush to
fund an international HIV/AIDS treatment

and prevention initiative has evaporated as
quickly as a magician’s rabbit out of the hat,
international AIDS activists charge.

“There seems to be a lot of hypocrisy going
on,” says Kris Hermes, spokesman for the AIDS
advocacy group Health GAP of New Orleans.

“It’s outrageous, heinous, unacceptable,” says
Paul Zeitz, DO, executive director of Global
AIDS Alliance of Washington, DC. 

“The president, unfortunately, played a double
trick on this — he made media coverage, and the
public perception is that he is fully funding the
$15 billion plan,” he adds.

The facts are that Bush hasn’t even asked
Congress to fund $2 billion of the plan until 2006,
Zeitz says. “No lives have been saved, and Bush
is not even funding his own plan.”

Funds greatly needed

Any uncertainty in the United States’ funding
of international AIDS services could have a dire
impact on the pandemic, since the United States
is the largest and wealthiest contributor to the
cause.

According to the UNAIDS Progress Report on
the Global Response to the HIV/AIDS Epidemic,
2003, which was released Sept. 22, 2003, current

spending on HIV/AIDS programs is less than
one-half of what will be needed by 2005 and less
than one-third of what will be needed by 2007.

The UNAIDS report also estimates that the cost
of expanding prevention, care, treatment, and
support activities will be at least $10.5 billion a
year by 2005

International AIDS activists and lobbyists were
incensed in the late summer when they learned
that the Bush administration quietly was asking
the Republican-led Congress to not give full
funding to its own $3 billion per year (for five
years) pledge toward international AIDS treat-
ment and prevention.

The reason given for the turnaround on global
AIDS spending was Bush’s claim that developing
nations cannot absorb more than $2 billion of the
pledged $3 billion.

“I think that Bush would rather win the public
relations war rather than the war against AIDS,”
says Kate Krauss, a member of AIDS Policy
Project in Philadelphia.

Kraus notes that UNAIDS has reported that
there are nearly half a million people worldwide
who have AIDS and have health care, but have
no antiretroviral drugs. That group could easily
absorb any excess funds from the United States.

Also, the U.S. money could be used to support
and build health care infrastructure in places
where this is lacking, as well as support organiza-
tions like the Treatment Action Campaign of
South Africa that are providing HIV-positive peo-
ple with treatment preparedness services and
education, Krauss says.

Disturbing data

The latest UNAIDS report has found that some
prevention and treatment programs are under
way in most countries coping with the epidemic,
although they reach far too few people. 

Some of the report’s findings are as follows:
• Less than 1% of pregnant women in most sub-

Saharan African nations receive information
and treatment about avoiding transmission of
HIV to their infants.

• Fewer than 5% of injecting drug users receive
HIV prevention services.

• In 2002, only about 300,000 out of an estimated
5 million to 6 million HIV-infected people in
low- and middle-income countries received
antiretroviral medications when they needed
them.
AIDS activists also reserve their ire for Sen.
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Bill Frist, MD, (D-TN) the Senate majority leader
and a prominent heart surgeon, who, they say,
has repeatedly introduced global AIDS legisla-
tion and then withdrawn it, presumably under
pressure from the Bush administration.

What Krauss calls a bait-and-switch policy had
resulted in an uncertain international AIDS fund-
ing situation by early fall, and this could result in
the implementation of the Bush administration’s
own AIDS treatment and prevention plan being
postponed for several more years.

Also, it could sound the death knell of the
Global Fund, which would have benefited from
$1 billion a year from the United States if the
president’s plan had been fully funded, she says.

“The Global Fund is in its third round of
grants, and it’s being slowly starved to death,”
Krauss says.

Separate fund approved

While the Global Fund has had its critics, there
can be no doubt that its ability to shift funding to
the communities that need it is already estab-
lished and will occur much more quickly than
any new U.S.-designed program initiated for a
similar purpose, activists say.

“The Bush plan is for 12 African nations and
two Caribbean nations, and that’s it, and it doesn’t
reflect the AIDS epidemic which is exploding in
Asia, etc.,” Krauss says.

The reason international AIDS groups are
pushing for increased funding to the Global Fund
is because it’s the only program available now
that has some hope of saving lives of people liv-
ing with AIDS in poor nations, Hermes says.

“The Global Fund is up and running and has
been for two years, and it’s dispensing funds
right now to programs that are utilizing treat-
ment,” Hermes says. 

“And on the flip side of that, what the spin
doctors in Congress are doing is that they are 

saying there is no way we could adequately
spend $3 billion in the emergency plan for 
AIDS relief,” he explains.

While it would take at least a couple of years
for a new global AIDS plan to be fully imple-
mented, this obstacle does not exist for the Global
Fund, which is why Congress should approve
spending the full $1 billion promised for the
Global Fund, Hermes says.

Meantime, other wealthy nations are watching
what the United States does more than what it
says, and they also are underfunding the Global
Fund, activists say.

“Australia has given nothing,” says David
Bryden, a spokesman with Global AIDS. 

“Portugal hasn’t done its fair share, and it’s a
former colonial power,” he points out.

Miserly givers

While Italy has contributed a greater share of
its gross domestic product than Great Britain and
others, contributions from such affluent nations
as Germany and Japan have been particularly
miserly, Bryden says.

“We’ve given $200 million a year to the Global
Fund, and the U.S. is one-third of the world’s
gross domestic product and one-third of the
world’s wealth,” Krauss says. “We should be giv-
ing one-third of the money that’s needed to help
fight AIDS, and that would be $2 to $3 billion a
year.”

“We are spending $1 billion a week on the Iraq
war, and we are spending billions and billions of
dollars on defense planes and helicopters that
don’t work, that fall out of the sky,” she adds. 

“So there’s money to be had in this country to
solve this epidemic, and the longer we wait the
worst it’s getting, and we could soon have com-
plete chaos in India, China, and Russia, because
that’s where the epidemic is going,” Krauss
explains.  ■
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