
Advocacy groups dismayed
by lack of funding 
in president’s budget
Ryan White funding is flat-funded under proposal

The budget proposed by President George W.
Bush for the various programs dealing with
the domestic HIV/AIDS epidemic is a far cry

from what AIDS advocacy groups say is needed —
and from what is recommended by the National
Organizations Responding to AIDS (NORA).

For example, the Bush administration proposes
no increase in Ryan White CARE Program spend-
ing, requesting the same funding as last year ($1.808
billion). Since the epidemic has not slowed down
and there is evidence of a rise in new infections,
along with increases in the cost of providing care to
HIV/AIDS patients, this proposal is a major disap-
pointment, says Alexis Schuler, director of govern-
ment affairs for AIDS Action in Washington, DC.

“For the first time in the history of the program,
there is no proposed increase in funding, despite the
increased cost of caring for people with AIDS and the
increased need with new infections,” Schuler says.
“That’s very startling and profoundly disappointing.”

NORA had recommended a $277 million increase
in Ryan White funding, under the Department of
Health and Human Services (HHS), for a total of
$2.085 billion in fiscal year 2002. (See FY 2001 bud-
get request chart, inserted in this issue.)

“I think it’s unconscionable that in the face of an
expanding epidemic, particularly in communities
of color, that the president’s budget doesn’t even
recognize the need to provide sufficient funding to
meet ongoing needs,” says Javier G. Salazar, fed-
eral affairs manager of the National Minority AIDS
Council of Washington, DC.
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“The two biggest problems we’re concerned
about are the level-funding of the Ryan White
programs and the Minority AIDS Initiative,”
Salazar says. “The Minority AIDS Initiative is the
nation’s tool to address the lack of availability of
quality services in communities of color.”

Other parts of the budget causing distress were
the small increases proposed for HIV prevention
programs under the Centers of Disease Control
and Prevention of Atlanta and decreases in fund-
ing for maternal and child health. The president’s
budget also makes no specific request for funding
to the Sexually Transmitted Disease Prevention
Program or for the Department of Defense’s
global HIV efforts and the Department of Labor’s
HIV/AIDS Workplace Program.

“I will note that the budget calls for an increase
in HIV prevention, but the increase is about 1%,
which is below the inflation level and is below
the 4% growth that Mr. Bush was proposing over-
all in domestic spending,” says Ronald Johnson,
associate executive director of the Gay Men’s
Health Crisis in New York City.

The State Department’s global HIV/AIDS pro-
grams received one of the few budget boosts in
the proposal, an increase from $315 million to
$329 million. While AIDS advocates see this as a
positive move, they also view it with skepticism
in light of other HIV budget proposals.

“One thing that’s cause for concern and cyni-
cism is that the budget for AIDS pits one commu-
nity against another,” Schuler says. “There is an
increase — although not as much as we need —
for international funding at the same time they
are flat-funding domestic funding, and there’s an
increase for research but flat-funding for treat-
ment and prevention.”

The proposal suggests funding the National
Institutes of Health (NIH)’s research with an
increase of $258 million for a total of $2.501 bil-
lion. While this is a generous proposal, it doesn’t
resolve concerns over HIV care and prevention
funding, says Jane Silver, MPH, vice president
of public policy for the American Foundation for
AIDS Research in Washington, DC.

“We are obviously pleased about the increase
in funding for the National Institutes of Health
overall, but we continue to be concerned about
the entire budget and the AIDS research budget,”
Silver says.

While the funding for AIDS research is a pro-
posed 11.5% increase, it’s not enough, Silver
says. “The recommendation of NORA is for
16.5% increase for NIH overall.”
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A more technical concern about President
Bush’s budget is that it is not a consolidated
AIDS budget, as has been the case since 1993,
Silver adds.

“A consolidated budget for AIDS research
means you know how much you’re spending on
AIDS research at all institutes,” Silver explains.

Without a consolidated budget providing
guidance, it’s possible that research money could
be subject to internal debates that pit one disease
against another in effort to divide a smaller-than-
desired pie.

“We believe the scientists should make deci-
sions about appropriate funding, and we should
increase the pie and not pit diseases against each
other,” Silver adds.

Early in the new administration, AIDS advo-
cates feared Bush would eliminate the White
House Office of National AIDS Policy, sending a
chilling signal about how committed he was to
fighting the epidemic. Media attention and public
criticism appear to have influenced the adminis-
tration’s decision to maintain the agency and
appoint long-time HIV/AIDS activist Scott
Evertz, who also is openly gay, to the post of
AIDS Czar.

While the decisions to continue operating the
office and appoint Evertz have some symbolic
merit, there is doubt regarding their true signifi-
cance, AIDS advocates say.

“We met with Scott Evertz last week, and his
personal beliefs are right where the advocacy
community is, and he knows prevention is
important and he’s spoken out on this issue,”
Schuler says. “The question is whether he is
going to have any authority at all, and I suspect
he is not.”

The Bush administration’s intent is suspect
when one reads the fine print, Schuler explains.

“I think there are a lot of smoke and mirrors
here, and it’s all bait-and-switch,” Schuler says.
“We attended a Department of State briefing, and
what they passed out was a one-page flier on the
White House’s AIDS initiative to increase fund-
ing at HHS by 7%, but if you read the fine print,
you see that two-thirds of that money is manda-
tory spending on Medicare and Medicaid.”

While the administration’s goals for HIV/
AIDS prevention and care are laudable, AIDS
advocates say they cannot be achieved under the
current funding proposal. (See White House
HIV/AIDS goals, upper right.)

For example, the budget proposal calls for the
CDC to reduce the incidence of new HIV infections

in the United States by 50% by 2005, but it allocates
no additional money to cover the cost of meeting
that goal.

“We’re concerned about all parts of the budget,
including prevention, care, research, and interna-
tional efforts, and we believe the goals are
admirable, but it will take a far greater commit-
ment of resources than we’ve seen so far,” Silver
says. “And this includes the efforts of the previ-
ous administration.”

Although HIV/AIDS advocates express dis-
may at the proposed budget, some say they were
not surprised, since the administration has said
from the start that tax cuts are the top priority.

“The overall message is we’re in a time of
record surpluses, but we’re seeing a budget
where you’d expect to see record deficits,”
Schuler says.
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Bush’s HIV/AIDS goals 
for prevention and care
FY 2002 budget lists these objectives

President George W. Bush’s proposed bud-
get for fiscal year 2002 includes some

laudable goals for HIV/AIDS prevention and
care. Here’s what it says:

• By 2005, the Centers for Disease Control
and Prevention (CDC) of Atlanta will reduce
the incidence of new HIV infections in the
United States by 50%, from 40,000 in 1999 to
20,000 in 2005. As part of its efforts to achieve
this goal, CDC will reduce the number of new
infections by approximately 6% by 2002.

• The CDC will work with the govern-
ments of other countries, the U.S. Agency for
International Development, and other U.S.
government agencies to reduce the number of
new infections among 15- to 24-year-olds in
sub-Saharan Africa by 25% by 2005.

• There are an estimated 800,000 to 900,000
people in the United States living with HIV
infection, two-thirds of whom are aware of
their status. HRSA’s Ryan White CARE Act
treatment efforts will increase the number of
AIDS Drug Assistance Program (ADAP)
clients receiving HIV/AIDS medications dur-
ing at least one month of the year through
State ADAPs from 65,387 in 2000 to approxi-
mately 72,000 clients in 2002.  ■



The important key will be what Congress does
with this budget proposal. If past experience is an
indicator, then it’s likely Congress will increase
funding for HIV/AIDS prevention and care,
Salazar says.

“There are leaders in Congress, both Republican
and Democrat, who know that increased funding
is needed, and communities across the country
need to address HIV,” Salazar says.

HIV funding traditionally has done better
under Congress than under the president, even
with President Clinton, Johnson says.

“We have allies on both sides of the aisle who
are in tune with people living with AIDS, and
we’re hopeful that we can increase the numbers
as the budget goes through the legislative process
in Congress,” he says.

Without increases in HIV funding, it’s possible
that the HIV infection rate will rise and the rates
of AIDS illness and deaths will increase, Johnson
says.

“When you have a negative financial impact
on those services, you either have to curtail the
level of quality of services or curtail the number
of people served, and it’s more likely you’ll have
more people progressing to illness that wouldn’t
have otherwise,” Johnson says.  ■

Oral health is important,
but often overlooked 
14.3% of HIV patients have unmet dental needs

Providers sometimes neglect to examine HIV
patients thoroughly for oral infections, mouth

ulcers, and other severe dental problems that are
associated with HIV infections, according to a
new study published in the winter 2001 issue of
the Journal of Public Health Dentistry. The study
was part of the HIV Cost and Services Utilization
Study, conducted by a consortium led by RAND
Health under a cooperative agreement with the
U.S. Agency for Healthcare Quality and Research
in Rockville, MD.

Primary care providers and HIV specialists
may assume that patients are receiving regular
dental treatment, when this often is not the case,
says Kevin C. Heslin, chief investigator for the
study, who also is a PhD candidate and a research
associate in the department of health services at

the University of California - Los Angeles.
“Poor people really have a lot of problems with

their teeth because they don’t have good access to
dental care,” Heslin says. “And with HIV disease
there are 15-20 dental health problems that show
up, such as oral thrush and bleeding gums.”

Oral candidiasis often is a first sign that a
patient’s immune system is having problems, so
it’s important to catch this disease early so an
antiretroviral regimen can be initiated or changed,
Heslin says.

In addition, HIV patients’ oral health might
suffer from medication side effects, which result
in problems of dry mouth and sour throats.

The UCLA study randomly selected 4,042
people in January 1996, and 2,864 of these HIV-
infected individuals completed an interview
that asked them questions about their unmet
needs for dental and medical care.1 The study is
a nationally representative sample obtained by
using probability sampling techniques, Heslin
says.

Those patients who were most likely to report
unmet dental and medical needs typically were
under age 50, had low income, were unem-
ployed, and lived in the South. Patients who had
incomes of $10,000 or below had about twice the
rate of unmet dental needs of those with incomes
above $25,000.

Women reported significantly more unmet
dental need than did men, and people who had
less than a high school education also had a
greater rate of unmet dental need.

“We can generalize this to all HIV patients in
the United States, and it’s the first study of its
kind,” Heslin says.

Each participant was interviewed in a face-to-
face survey lasting about an hour and a half.
Patients were asked to measure their unmet
needs through straightforward questions, such as
“Was there a time in the last six months when
you needed dental care but could not get it?”

The study found that 14.3% of HIV patients
reported having unmet dental needs. This com-
pares with 6.2% who reported having unmet
medical needs.

Heslin says the chief problem is that many HIV
patients lack dental health insurance coverage,
and some states do not even provide dental cov-
erage for Medicaid recipients. Therefore, oral
health screenings are left to primary care physi-
cians, who have not had extensive training in this
area.

“I don’t think physicians take it so seriously

72 AIDS ALERT ® / June 2001



because dental practice is not so complicated, and
that’s detracted from it getting more attention,
unfortunately,” Heslin says.

However, HIV patients who have untreated
oral health problems, such as periodontal disease,
can suffer from life-threatening infections. Other
oral problems could make it painful for patients
to chew or swallow, which could in turn lead to
weight loss and poor adherence to antiretroviral
regimens.

The study suggests that HIV providers could
create systems to coordinate and monitor their
patients’ medical and dental care, using case
management as a strategy to ensure they receive
both types of services.

Reference
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Many patients suffer from
‘battle fatigue’: Survey
Simpler dosing could be way to prevent problem

(Editor’s note: A new survey conducted by Savitz
Research of Chicago and funded by GlaxoSmithKline of
Research Triangle Park, NC, underscores the problem
of HIV patients’ “battle fatigue,” caused by years of
taking antiretroviral drugs and coping with their side
effects. AIDS Alert has asked survey consultant
Charles F. Farthing, MD, chief of medicine at AIDS
Healthcare Foundation Healthcare Center in Los
Angeles, CA, and an assistant clinical professor of
medicine at the University of California at Los
Angeles, to discuss the problem of AIDS battle fatigue
and summarize the survey’s findings. Farthing also is a
principal investigator for AIDS Healthcare Foundation
research and has been involved in clinical trials that
address adherence issues.)

AIDS Alert: The survey refers to the term
“AIDS battle fatigue.” Could you please describe
what this means?

Farthing: It’s a colloquial term which means
patients are getting tired of taking their medica-
tions, and patients who were previously adherent

are falling off the wagon and are becoming less
adherent. I think a lot of clinicians have noticed
that some patients who were taking antiretrovi-
rals for two to three years quite diligently are
now showing some reluctance with adherence
sometimes.

I think it’s a fairly common problem, and I
think it has a fair bit to do with side effects and
with the relatively sizeable number of chronic
side effects that have been recently described,
such as lipodystrophy problems and the bone
problems. These were not there at the outset for
any of these patients, but now are of increasing
concern to them. When you look at the responses
on the survey, you can see that overwhelmingly
the biggest obstacle patients describe in prevent-
ing their adherence is too many pills in the regi-
men — over 67%. But the next biggest area is 61%
for side effects. Previously, side effects had less
prominence in surveys about adherence obsta-
cles. That isn’t too surprising, considering we’ve
become aware of more side effects.

AIDS Alert: Please tell us a little about the
study and how it was conducted.

Farthing: This was a telephone survey involving
317 HIV-positive individuals who responded to a
questionnaire sent to 2,500 households. (Editor’s
note: See story on survey results, p. 77.)

The purpose was to find out from patients what
the problems with adherence are. Previously,
some researchers observed that what patients say
are obstacles and what doctors assume to be
obstacles are not quite the same, at least in per-
centage of importance. So it is interesting to see 
a large survey asking patients directly, and we
should pay attention to the answers. Good physi-
cians listen to their patients, and this presents one
way for physicians to listen to their patients —
what are their biggest problems? — and then we
can focus most on those.

AIDS Alert: Clinicians have a great deal of
experience in dealing with adherence problems
among chronically ill patients, such as diabetics
and people with hypertension, so how is adher-
ence to HIV antiretroviral regimens different?

Farthing: It’s different because the require-
ments for adherence are stricter. A number of
studies have shown that you really require in
excess of 90% to 95% adherence to have a really
good result, as defined by having 80% of patients
with less than 50 copies of viral load. Whereas,
patients with only 80% to 85% adherence, which
would be extremely good for the control of
hypertension, for example, do not necessarily do
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very well with HIV at that level of adherence.
Only about half of them will be undetectable, or
less than half.

Also, if you’re not adherent with hypertension
and you become adherent, your drugs will con-
tinue to work. But if you’re not adherent with
HIV and then you become adherent, your drugs
may no longer work, because the period of non-
adherence has resulted in resistance to your
drugs. So it’s hugely more critical for two rea-
sons: One, to be successful you need to be more
adherent, and, two, if you’re not adherent you
may completely lose your chances because you
may develop resistance and subsequent adher-
ence won’t help.

AIDS Alert: From the patient’s perspective,
how is adherence to antiretroviral regimens more
difficult than adherence to other medications
taken for chronic illness?

Farthing: Well, it depends on the regimen, but
often it is more difficult to be adherent to an
antiretroviral regimen because of the large num-
ber of pills involved and the chronic GI or other
side effects that a patient may be suffering.
However, we do now have 15 different medica-
tions, and by no means do all the patients have to
have a heavy pill burden regimen or have to suf-
fer chronic side effects. And I think we as physi-
cians should strive very much to reduce the pill
burden of the regimen for the patients, particu-
larly when you look at the survey and realize that
pill burden has a colossal psychological effect on
patients. So we should strive to get them down to
one or two pills twice a day rather than 10 or 12
pills twice a day. It could make a big difference,
and the survey is telling us that. Another thing is
that we should keep switching regimens, if we
can, to get away from the side effects until we
find regimens that patients are very comfortable
with.

There is an understandable reluctance to
switch a medicine when a patient is doing well
virologically, but I think we should definitely
consider that if the patient has a high pill burden
or if there are other side effects, because even if
they are doing well virologically now, if they’ve
got chronic side effects and they’ve got a high pill
burden then they might wander into AIDS battle
fatigue, as it were, and cease to be adherent.

It’s frequently said that “if it ain’t broke, don’t
fix it,” meaning if the patient has virological con-
trol, then don’t change the regimen. But if “broke”
could be interpreted more liberally than just look-
ing at viral load, such as if a patient is suffering

from chronic side effects, then to some extent it is
broke and it’s not the perfect regimen for them.
And at some point they may go on to be fatigued
and give up. So we shouldn’t only look at “broke”
as viral load. We should try to reorganize the regi-
men. If a patient has a naive virus, then all the
regimens work equally, so we shouldn’t be too
scared to change the regimen. If we know that the
virus is resistant to a number of drugs already,
then switching is a little more complex and haz-
ardous. But if you’re switching for reasons of
intolerance, then of course you can go back to the
drugs; it’s only if you’re switching for resistance
that you can’t go back. And that’s a concern
patients have, so one should reassure them that
they can go back to the drugs if they’re switching
for intolerance.

AIDS Alert: How should a clinician determine
this?

Farthing: The pill burden is obvious, and you
question the patient about side effects. Of course,
every patient is different, and you have to listen
very closely to them and individualize therapy.
There are some patients where the pill burden
truly doesn’t bother them. They’ll take their pills
and are quite content to do so. But we need to lis-
ten closely to patients, and if they say the number
of pills is overwhelming and they don’t like it,
then we should strive very hard to reduce the pill
burden for that patient. If the patient’s virus isn’t
already resistant to a number of drugs, then it’s
relatively easy to simplify their regimen with the
large number of pills we have to choose from. Of
course, it’s not only the number of pills. The sur-
vey also shows that patients are concerned about
food restrictions, and the frequency of having to
take pills.

We can pretty much manipulate any antiretro-
viral regimen to avoid food restrictions and to
reduce frequency to two doses a day. Even
though some of the protease inhibitors have
FDA-recommended dosage regimens of three
times a day, with the addition of ritonavir, most
of the protease inhibitors can be given twice a
day. And with the use of ritonavir, the meal
restriction is removed.

Also, the advances from the pharmaceutical
industry in the last two years — the development
of new drugs like efavirenz and abacavir, of
multi-drugs like Trizivir with AZT, 3TC, and aba-
cavir in one pill, or of Kaletra with lopinavir and
ritonavir — have helped in reducing pill burden.
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AIDS Alert: Should clinicians take a more
active role in asking their patients about pill bur-
den, since patients may not bring it up during a
check-up?

Farthing: I think that in the battle to achieve
100% adherence with our patients, there are
many things we can do, and some physicians pay
a tremendous amount of attention to it, and oth-
ers don’t. I think it really should be a top priority
issue for us, because if we keep our patients
adherent and well, then we don’t have anything
else to do. If we do that, we won’t have to be
treating them in the hospital; we won’t have to be
treating secondary infections; we won’t have to
be worrying about prophylaxis. So this is a direc-
tion most of our energies should be going. Yes,
we should be asking our patients all the time, do
they find it easy? Are they having problems? And
what can we do to make it easier for them?

One idea we picked up at AIDS Healthcare
Foundation from Dr. Chris Matthews, a private
practitioner in San Diego, is a questionnaire given
to patients every time they come in for primary
care visits. Each time they come to the clinic
before seeing the doctor, they fill out this ques-
tionnaire asking them about their adherence, so
the doctor doesn’t have to spend the time asking
these extra questions.

Researchers say that you don’t want to ask,
“Are you taking all of your pills?” because
patients feel pressure to say “Yes,” and so they
lie. They’re also probably more likely to lie in per-
son than they are to a questionnaire because of
the psychological pressure. The first question is,
“Are your drugs easy to take?” because if they
say “No” to that then it’s easier for them to admit
to non-adherence. So the next questions are
“What are your pills?” “What are the doses?”
“How many times a day do you take them?” and
“Have you got any meal restrictions?” We very
frequently find out that patients have gotten con-
fused and they’re taking the wrong numbers of
pills, so we check that every visit with the ques-
tionnaire. And then only after asking those ques-
tions, does the questionnaire say, “Do you miss
any doses, and what percentage of your pills do
you take?” (Editor’s note: See HIV patient adher-
ence questionnaire, p. 75.)

Very frequently, the patient admits to taking
80% to 85% of their pills, and of course that’s
pretty good. But then we have these graphs in the
office and we can say, “Look, 80% to 85% of tak-
ing your pills only means a 50% chance of suc-
cess, so you may think you’re doing well, but

you’re not doing well enough.”
Then we ask questions like “Would you like a

device to help you remember to take the pills?”
and we offer them beepers that we program to
go off twice a day, watches that beep, and key
chains that beep. We also offer multi-chambered
pill boxes and a course in antiretroviral therapy
to learn more about it and more about how to
take it. In fact, we try to get all patients to attend
that course before they commence taking anti-
retroviral therapy, and that’s an idea we adopted
from Dr. Robert Scott in Oakland, CA, a private
practitioner.

AIDS Alert: David Morris, who was diagnosed
with HIV in 1983, says that he has been adherent
to his antiretroviral regimen for the nearly 16
years any drugs were available. As a result, his
HIV levels are still undetectable. What makes
someone like David different from the average
person who is infected with HIV and who is far
less willing to adhere to the medication schedule?
(Editor’s note: See story on Morris, p. 78.)

Farthing: In my experience, about a third of
patients take their pills very reliably, and you
don’t have to work hard for their adherence; a
third with a lot of good help are going to be
decently adherent, but need a lot of good help.
But about a third are a big problem, and then
there is a small percentage, less than 10%, who
are highly non-adherent and no matter what you
do you can’t convince them to take their medica-
tions, and one almost has to do directly observed
therapy to keep them alive.

I think the degree of nonadherence is way in
excess of what any of us would have predicted
and of what we thought during the first years of
the epidemic, and it’s way more than what many
physicians working with AIDS patients currently
believe it to be. This is because they believe their
patients, who are way overestimating the degree
of adherence.

AIDS Alert: Will we only see adherence prob-
lems increase as people begin to live with HIV
infection for two decades and longer? Or do you
expect that many people with the infection will
begin to treat their drug regimens as simply
another activity of daily living?

Farthing: I think the simpler you can make the
regimen, the more they can incorporate it into
their daily routine. One of the battles is to make
them do that and to make it an automatic behav-
ior. Sometimes we admit patients into an immedi-
ate care facility and give them their therapy for a
few weeks so that it gets into their routine. Some
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great philosopher said that if you’ve done some-
thing 60 times, it becomes a habit. So if you can
monitor them very closely and get a relative or
friend or health care worker to directly observe it
for a period of time, then it might switch into an
automatic behavior. Obviously, it’s much more
likely to do that if it’s one pill twice a day rather
than 12 pills twice a day.

One of my patients, when I simplified his regi-
men from 12 pills twice a day to two pills twice a
day, said, “Oh, Dr. Farthing, that’s much better.
Now I just have hypertension where before I had
AIDS.” I said, “Excuse me?” He said, “When
you’re taking 12 pills twice a day, Dr. Farthing,
you’re being constantly reminded that you have 
a very serious illness; you’re being constantly
reminded that you have AIDS, and you want to
deny that and therefore want to pretend to forget
it and therefore you don’t want to take your pills
because they remind you of the seriousness of
your disease. Whereas, if you’re taking just a cou-
ple of pills a day, then you can just have hyper-
tension or some common illness that other people
take pills for, and it’s not a big deal and it’s not as
big of a psychological impact.”

It’s a very psychological business. One of the
reasons patients don’t comply is because con-
stantly complying reminds them of their disease,
but that’s less of a factor if they have fewer pills
to take.  ■

HIV adherence survey
findings at a glance
Study highlights medication problems

The recently released “Survey on Treatment
Adherence by HIV+ People,” conducted by

Savitz Research in Chicago, shows that 62% of
those surveyed who are taking antiretroviral
drugs find it difficult to adhere to their drug
regimen.

The survey, which used a written question-
naire by National Family Opinion and which was
funded by GlaxoSmithKline of Research Triangle
Park, NC, involved 371 total HIV-positive respon-
dents out of a database of 2,500 households that
have an HIV-positive member. The average time
survey respondents had been on antiretroviral
drugs was six years and seven months, with 9%

on therapy for less than two years and 28% on
therapy for 10 years or longer. The sample sur-
veyed is not necessarily representative of all HIV-
positive individuals, but it does shed light on
why HIV drug adherence has become such a hur-
dle to therapy success. Here are some of the key
findings:

• The top reason cited for patients failing to
comply with their treatment each day is “too
many pills,” which was listed by 67% of respon-
dents. This is followed by side effects (61%), food
restrictions (55%), frequency of having to take pills
(49%), and timetable for having to take the pills
(48%). Cost was listed as an obstacle by only 1%.

• When asked what would be the most impor-
tant change to make it easier to take HIV drugs,
93% of the respondents who are taking HIV
drugs said they would like to see a change in
how the drugs are administered. Their top three
choices for administration changes are to have a
reduction in the number of times they need to
take the pills, having fewer pills to take, and hav-
ing a single pill rather than multiple pills.

• When asked what would be the most impor-
tant characteristic of a better HIV drug, 67%
again cited administration changes, and 64% said
a reduction in the side effects.

• Participants were asked when it became dif-
ficult for them to take their drug plan, and 43%
said after the first year; 21% said after the first
day; 15% said after the first month; and 7% said
after the first week.

• The survey asked patients how their physi-
cian prepared or educated them about the treat-
ment program, and 25% said no preparation
was given; 22% said the physician explained
administration issues; 20% said the physician
explained how the medication worked; 14%
said the physician explained side effects; 23%
said the physician answered their questions;
10% said the physician provided reading mate-
rials; and 4% said the physician referred them
to another professional.

• Only 64% said they had felt mentally pre-
pared to start their anti-HIV drug plan.

• When asked which side effects of anti-
HIV/AIDS drugs concerned them most, 56% said
gastrointestinal problems, 26% said organ prob-
lems, and 16% said weakness/fatigue. Other prob-
lems cited included weight change, headache/
dizziness, drug interaction, psychological prob-
lems, loss of appetite, skin problems, aches/pains,
neuropathy, toxicity, lipodystrophy, sickness, body
deformities, blindness, and numbness/tingling.  ■
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18-year survivor discusses
HIV battle fatigue
HIV-infected man takes 200 pills a week

David Morris, 47, is the picture of successful
HIV antiretroviral therapy. He was diagnosed

with HIV on Dec. 31, 1983, first began to take AZT
in 1985, and now is on an antiretroviral regimen
that has kept his viral load to undetectable levels.

Moreover, Morris has thus far avoided some of
the more serious side effects associated with
treatment, including lipodystrophy, bone prob-
lems, and increased lipid levels.

However, Morris, who is an administrator of
the wellness program at Beth Israel Deaconess
Medical Center in Boston, sometimes feels as
though he is suffering from battle fatigue.

“You wake up every morning and have to take
your medications, and that’s a slap in the face
because you know that every day you’re going to
have to take the drugs,” Morris says. “It’s a hard
thing to live with.”

In addition to taking 14 HIV antiretrovirals a
day, including 3TC, 4dT, and Sustiva, Morris
takes hormone replacement in a gel form each
morning, ingests a special prescription of herbal
supplements devised by a Chinese physician, and
has acupuncture once a week to help him with
the drug side effects.

Morris also exercises regularly, keeps his atti-
tude positive, and helps other people who are
HIV-positive.

“I try to tell people right away about my HIV
status, so they can see that you can survive with
AIDS,” Morris says.

Morris says he avoids thinking about the long-
term aspect of taking HIV medications by staying
very busy in his personal and professional life.

“I’ve become very involved in education and
I’m on the board of directors of two AIDS service
organizations,” Morris says. “I socialize with peo-
ple who have AIDS and HIV because comrade-
ship is a great way to get out some frustrations.”

Over the years, Morris has also benefited from
therapy, support groups, and antidepressant
therapy.

His main strategy for staying on his medication
regimen is to use a pill box to help him count out
his daily dosage and to carry his daily supply with
him to work or to social events when necessary.

“It’s a war that you fight on a daily basis, and

it wears at you,” Morris says.
Still, he intends to prevent the virus from

mutating and increasing for as long as he is able
to do so, and this requires daily and continual
discipline.

“I think every day brings hope that the next
day will be a better day, or that there will be a
breakthrough, and why would I want to miss
that?” Morris says. “I wouldn’t want to give up,
especially when I see the seasons change, like
today, and you have a beautiful day and want to
take a walk on the beach.”  ■

Teen intervention program
reduces at-risk behavior
Participants cut high-risk sex by 82%

HIV-infected youths pose two major problems
for the public health community. The first is

that it’s difficult to identify these youths, who are
less likely to be tested and treated than are HIV-
infected adults. The second is that it’s difficult to
encourage these youths to reduce their risky sex-
ual and injection drug use behavior.

Recently published research shows that HIV-
infected youths will decrease their risky behaviors
after undergoing a lengthy specially designed
intervention program.

“There are about 110,000 HIV-positive youths
in the United States, and less than 20,000 of these
youths have been identified, and only one in five
of those identified is in care,” says Mary Jane
Rotheram-Borus, PhD, a professor in the depart-
ment of psychiatry at the University of California -
Los Angeles. Rotheram-Borus also is director 
of the Center for Community Health at the
Neuropsychiatric Institute at UCLA and the
director of the Center for HIV Identification,
Prevention, and Treatment Services at UCLA.

UCLA researchers have been working with
HIV-infected youths, defined as those under age
20, since the early 1990s. Over the past decade,
these investigators have designed an intervention
that focuses on youths’ medical treatment, risk
behaviors, and quality of life.

Youths who participated in the comprehen-
sive, three-module program, which involved a
facilitator and groups of about 10 youths meet-
ing regularly, were less likely to engage in sexu-
ally risky activities. They had significantly fewer
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unprotected sex acts and fewer HIV-negative
partners and were more likely to disclose their
serostatus to their sexual partners, according 
to the study published in the American Journal 
of Public Health in March 2001. There was less
reported use of alcohol, marijuana, or hard drugs
in the intervention group than in the control
group or among intervention nonattendees.1

For purposes of the study, investigators had
participants wait several months after each mod-
ule before starting another one. The modules
were titled, “Staying Healthy,” “Acting Safe,”
and “Being Together.”

The module-format intervention program
was developed out of researchers’ observations
and qualitative study over a two-year period,
Rotheram-Borus says.

Although only the second module focuses on
risk behaviors, the program is most effective
when all three modules are followed, Rotheram-
Borus says.

“We thought all three modules were key, partic-
ularly, the quality of life module as it was related
to relapse issues and dealing with changes,” she
adds.

Another recently published study focuses on
how the intervention can improve quality of life
for young people who are infected with HIV. The
study found that the third module, focusing on
quality of life, had a statistically significant bene-
ficial influence on the youths’ emotional distress
when compared with the control group.2

Here’s how the three modules work: The
youths meet in a group led by a facilitator, who
has a master’s degree or a bachelor’s degree, for
10 sessions. The group meeting begins with intro-
ductions and a review of the previous session.
Then youths are taught how to develop new
skills through structured activities. They set goals
for the week and discuss all of the things they
liked in this week’s session. The session lasts for
about two hours.

The specific modules contain the following
information:

1. Staying Healthy.
This module focuses on teaching youths the

importance of keeping physician appointments.
They’re taught skills that will help them become
assertive with their doctors, and the module
emphasizes how important it is that the youths
begin to receive health care and stay involved in
maintaining their health, Rotheram-Borus says.

This module initially had the least apparent
benefit for the youths, but that has changed in

recent years as HIV health care has been trans-
formed through the use of protease inhibitors
and multidrug antiretroviral regimens, she adds.

2. Acting Safe.
This module focuses on sex, drugs, and risk

behaviors. Participants are taught how to negoti-
ate safer sex, why it’s important to go through
detoxification treatment, how to curb their drug
use, and how to curb cravings, Rotheram-Borus
says.

Funded by the National Institute of Drug
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Abuse in Washington, DC, this module is action-
oriented and offers practical training with role-
playing and activities that focus on questions
such as these:

• What are you going to do instead of getting
high?

• How are you going to make friends who
aren’t using drugs all the time?

• What places can you go to if you have a drug
problem?

Facilitators may identify a person in the group
who is the most outgoing and have that person
engage in a role-playing scenario in which the
person is negotiating safer sex at a bar on a Friday
night, Rotheram-Borus offers as an example.

“The kids practice and work collectively,” she
says. “They may ask themselves how they could
do it differently next time, and we’ll ask them to
write down those choices, put them on a file card,
and laminate it to keep in their pocket.”

3. Being Together.
Using a cognitive behavioral intervention

approach, this module also included meditation
practice, relaxation exercises, and strategies for
coping with negative emotions. Researchers col-
laborated with a Zen Buddhist priest in designing
some parts of the intervention, Rotheram-Borus
says.

“We emphasize what we call positive coping
style, which is taking positive actions and seeking
social support rather than having a self-destruc-
tive style like using drugs,” Rotheram-Borus
says. “The group had little cushions, and they
practiced meditation skills, finding ways to gain
self control, and this in particular helped them
with their substance abuse.”

(Editor’s note: UCLA researchers offer the planning
sessions and materials for presenting the HIV safety
modules at no charge to anyone who want to review and
possibly implement the program. This free offer is avail-
able only over the Internet, where the program can be
downloaded in a PDF file. For more information, visit
http://chipts.ucla.edu and click “Intervention Manuals”
and then “Teens Linked to Care.”)
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CE objectives

After reading this issue of AIDS Alert, CE
participants should be able to:

• identify the particular clinical, legal, or
scientific 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
associated with those issues, based on over-
all 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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