
Distrust of white clinicians hampers
efforts in communities of color
Big obstacle is gaining trust among African-American patients

General cultural differences and a distrust of white clinicians have
prevented African-Americans infected with HIV from benefiting
from advances in HIV treatments and prevention campaigns

aimed at stopping the spread of the disease.
Health officials have recognized this problem and are calling for spe-

cial HIV prevention and treatment programs aimed at people of color.
Experts on HIV among minorities say these groups finally are receiving
the national and local attention they need.

“We’re seeing that while the epidemic appears to be somewhat leveling
off in the white population, that’s not the case for African-Americans,”
says Miguelina Maldonado, MSW, director of government relations and
policy at the National Minority AIDS Council in Washington, DC.

“African-Americans are the most severely impacted group among
communities of color,” she adds. “They represent a very dispropor-
tionate part of the HIV epidemic in the United States, and African-
American women have an even greater disproportionate share of
AIDS cases among women.”

The big problem is a lack of trust among African-Americans for the
U.S. health care system and more specifically for white clinicians, says
Stephen Thomas, PhD, director of the Institute for Minority Health
Research at the Rollins School of Public Health at Emory University in
Atlanta.

In response, the federal government has shifted focus to target
American blacks through widely publicized federal grants to pay for
research and prevention programs involving HIV infection in the
African-American community. Also, a recent spate of publicity about
the problem has prompted black leaders and clergy to push for greater
prevention efforts in their communities.

For example, in Philadelphia, the city government has joined with
Princeton, NJ-based Bristol-Myers Squibb Co., and a variety of local
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organizations, including The Black Clergy of
Philadelphia and Vicinity, to form a partnership
called Project New Covenant, which is designed
to raise awareness of HIV/AIDS and to promote
HIV prevention, education, testing, and treat-
ment in the African-American community. The
educational activities are coordinated through
Philadelphia’s 400 black churches.

HIV cases, AIDS deaths higher among blacks 

Meanwhile, HIV infection is devastating the
African-American community, according to
national surveys and statistics collected by the
Centers for Disease Control and Prevention
(CDC) in Atlanta:

• Since 1996, the number of AIDS cases and
AIDS deaths among African-Americans has sur-
passed that of white Americans.

• More African-Americans ages 25-44 die from
AIDS than any other single cause.

• Also, 58% of all AIDS cases reported in chil-
dren involve African-American children.

• While only 12% of the nation’s population is
black, 45% of new AIDS cases involve African-
Americans.

• About 56% of all AIDS cases and 60% of new
AIDS cases among women involve African-
Americans.

• Young black adults have higher incidences of
HIV infection than do their white counterparts. A
survey conducted by Kaiser Family Foundation
in Menlo Park, CA, found that 35% of HIV cases
among males ages 20-24 were among African-
Americans, and 55% of women with HIV in the
same age group were African-Americans.

• From 1996 to 1997, white Americans with
AIDS experienced a 25% decline in cases, mark-
ing the success of protease inhibitors and combi-
nation therapies. During the same period, black
Americans had only a 7% decline in the number
of AIDS cases. (See AIDS cases chart, p. 111.)

These statistics are a jarring reminder that
despite the astonishing advances in HIV treat-
ment and more than a decade of ubiquitous pre-
vention campaigns, the gains have not been
shared by all.

“The real victories of the first decade of this
epidemic clearly demonstrate that HIV infection
can be prevented, and people living with HIV
disease can live quality, full productive lives,”
Thomas says.

“But the very things that work in addressing
this epidemic in the gay white community are not

working for African-Americans,” Thomas adds.
“The disproportionate impact of AIDS in the
black community has been here since 1981; it’s
just grown as the epidemic has moved forward.”

Distrust among African-Americans for the
U.S. health care system is rooted in memories of
unethical experiments committed on African-
Americans who have participated in previous
health care studies, including the notorious
Tuskegee Syphilis Study from 1932 to 1972, he
explains.

For 40 years, 400 black men with syphilis who
were residents of Macon County, AL, were stud-
ied without being treated, although some treat-
ment was available at the beginning and a cure,
penicillin, became widely available in the 1950s.
U.S. Public Health Service officials, who con-
ducted the experiment, promised the men free
treatment when the true purpose of the study was
to compile data on the effects of syphilis in black
males. The project continued until the truth of the
experiment was reported in the press in 1972.

“The legacy of that atrocity has been passed
on in the black community from grandmother
to grandchild, and it’s part of the folk wisdom,”
Thomas says. “It was on May 16, 1997, that
President Bill Clinton apologized to the remain-
ing eight men survivors, who were all in their
90s or older, on behalf of the U.S. government
for what the U.S. Public Health Service did.”

Medical abuses date back to slavery days

The Tuskegee study was only the last in an
unpleasant history of such callous activities. For
example, in the mid-1800s, physician James
Marion Sims, who is considered the father of
gynecology, conducted gynecological surgery
research on sedated slave women, often addict-
ing them to narcotics, says Tara Clark, an edu-
cator with the Southern Tier AIDS Program in
Johnston City, NY.

“African-Americans may not know the exact
names, but they’re very aware of their use as
experimental subjects unwillingly during slavery,
as well as Tuskegee, which was supported by the
U.S. government,” Clark says. “So for an African-
American person to understand this history and
not seek out health care is understandable.”

Even as recently as the 1960s, public health
organizations conducted medical experiments 
on black patients without obtaining their consent.
For instance, in 1963, the U.S. Public Health Serv-
ice, the American Cancer Society, and the Jewish
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Chronic Disease Hospital of Brooklyn, NY, were
part of an experiment that consisted of injecting
live cancer cells into 22 ill African-American
patients.1

Thomas says cultural ignorance keeps white
physicians and other clinicians from recognizing
the impact of that dark period in medical history.
“Our own published research very clearly shows
that the legacy still is operating today, as we speak,
and not only in AIDS treatment, but in infant mor-
tality, cardiac disease, and a whole range of prob-
lems related to people not accessing the health care
delivery system,” he says. (See article on blacks
having less access to HIV treatment, p. 115.)

Some believe federal officials started HIV 

Complicating the trust problem is a wide-
spread urban myth that HIV was created by U.S.
public health officials as a means to harm black
people.

Clark says when she has worked with HIV-
infected African-Americans, she has discovered
that many refuse to believe that HIV began in
Africa. “They think it started in a test tube in a
laboratory, and that it’s a mechanism to perpetu-
ate and create bias and issues of prejudice
because then people can say, ‘AIDS came from
you people,’” she explains.

This lack of trust has had dire consequences 
as public health officials try to stop the spread 
of HIV, only to see it gain ground in African-
American communities.

Public health officials, clinicians, and others who
work with HIV-infected patients are scrambling to

find ways to reach HIV-infected African-Americans
and at-risk groups within the community. (See
story on how clinicians can better treat black HIV
patients, p. 112.)

First steps are to hold more conferences and
meetings that address HIV infection in the African-
American community and to begin research pro-
jects that address HIV prevention and treatment in
black communities.

Minority AIDS group offers possible solutions

Also, the National Minority AIDS Council
makes these recommendations for addressing
the problem of HIV among blacks:

• President Clinton should declare a “State of
Emergency” in HIV and AIDS among African-
Americans.

• Federal funds should be directed to follow
the epidemiological trends in the HIV epidemic.

• The federal government should fund a large-
scale, culturally appropriate, public information
and education campaign targeted to African-
Americans at risk for HIV.

• The CDC should provide funding for sus-
tained HIV prevention interventions for African-
Americans.

• The CDC should fund a national initiative to
reduce HIV infection among gay African-American
men.

• The federal government should increase
funding to develop and expand initiatives that
train African-American and other minority health
professionals in state-of-the-art HIV diagnosis,
treatment, and care.
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Changes in AIDS Cases and AIDS Deaths from First Half 
of 1996 to First Half of 1997 by Gender and Race

AIDS CASES AIDS DEATHS

Jan-J une Jan-J une % Jan-J une Jan-J une %
1996 1997 Decrease 1996 1997 Decrease

Total 33,243 28,370 15 21,281 11,479 45

Men 26,059 21,837 16 17,394 9,282 47

Women 7,184 6,533 9 3,887 2,467 37

White 11,963 8,999 25 8,501 3,920 54

African-American 14,425 13,398 7 8,705 5,467 37

Hispanic 6,381 5,543 13 3,830 2,222 42

Source: National Minority AIDS Council, Washington, DC.



• The federal government should provide direct
funding to African-American community-based
organizations to conduct education and outreach
programs to increase the enrollment of eligible
African-Americans in AIDS Drug Assistance
Programs.
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How to overcome barriers
to HIV treatment for blacks
Awareness is the first step to bridge cultural divide

Developing new prevention strategies and
finding ways to improve African-American

patients’ access to the best medical care are
among the biggest challenges now facing clini-
cians and others who work with HIV patients,
experts say.

Clinicians who treat gay, white, HIV-infected
men have become so accustomed to patients who
are eager to try new clinical trials, take their med-
ications religiously, and learn all they can about
their disease that it’s sometimes a shock to
encounter the opposite attitude in a patient.

But there are big differences in the way the
white homosexual community has dealt with
AIDS and the way the black community has han-
dled it, and experts say clinicians need to be
aware of these differences or they’ll miss the boat
when attempting to treat African-American HIV
patients.

“The success story of the first decade of AIDS
is due to the advocacy and willingness of white
gay men to step up, take ownership of this dis-
ease, and push the scientific envelope in ways
that have never been done before,” says Stephen
Thomas, PhD, director of the Institute for
Minority Health Research in the Rollins School of
Public Health at Emory University in Atlanta.

“The red ribbon now is ubiquitous and an
international symbol of public awareness, and it
has transformed how we think about addressing
issues of a disease when it affects a particular
population,” Thomas says. “But we now know

that what has worked in the past in treatment
and prevention is not working for everyone.”

Many African-Americans view HIV fundamen-
tally differently from the way the majority white
population does, and HIV leaders, who have
worked mostly with the gay white community,
have failed to grasp this cultural difference,
Thomas explains. “You can’t take what was done
for gay white men and apply it to the African-
American community because it doesn’t work
that way.”

AIDS Alert asked Thomas and several other
experts about the problems clinicians face when
dealing with African-American patients and how
they might overcome the distrust and other barri-
ers to optimal HIV treatment.

Here’s their advice:
1. Acknowledge trust issues.
Being black in America still matters, and

racism still exists, so there’s no point in ignoring
its effect on health care, Thomas notes.

“Health care providers of a different race or
different social class of the very people they’re
trying to reach may find themselves faced with
new challenges,” he says.

Clinicians can begin to overcome racial and
trust barriers by giving patients time to ask ques-
tions, suggests Tara Clark, an educator with the
Southern Tier AIDS Program in Johnston City, 
NY. Clark is involved in a project called Sista,
which is designed to support and empower
African-American women with HIV. Sista was
developed by Sociometrics Corp., a research and
development firm specializing in social science
research applications in Los Altos, CA. 

“Physicians don’t always seek the advice of
their clients, and patients are their own best doc-
tors sometimes,” Clark says. “So have open dis-
cussions with clients about medications, treatment,
what their particular problem is, and make it an
open dialogue where it’s a partnership, instead of
the clinician saying, ‘You have this disease, so take
this drug.’”

Increase number of blacks in AIDS drug trials

“We must increase the number of African-
Americans in AIDS clinical trials,” Thomas says.
“African-Americans are underrepresented in
AIDS clinical trials.”

In trying to convince patients to participate,
clinicians might acknowledge past instances when
the government has betrayed black people for the
sake of medical science, such as the Tuskegee
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Syphilis Study, and remind them that the presi-
dent of the United States has apologized for that
grave error. Then assure patients that current HIV
clinical trials are conducted with the highest ethi-
cal and patient safety guidelines. Plus, they might
explain how people with HIV participating in clin-
ical trials have helped bring many new drugs to
the market, including protease inhibitors, which
have greatly increased the life expectancy of peo-
ple with HIV.

“If there’s one thing that’s clear, the willingness
of gay white men to join clinical trials, not only as
participants but actively involved in experiment-
ing with new drugs and in the whole process, was
a significant factor in the speed at which these
breakthroughs took place,” Thomas says.

Also, it’s important for clinicians not to
underestimate the extent to which their black
patients might be suspicious of the HIV health
care community.

“In the African-American community, there is
a conspiracy theory that HIV is a disease meant
to wipe out certain segments of the population,
including themselves,” Clark says. “For some
people this means, ‘Let’s fight this,’ and for oth-
ers, it means, ‘I’m going to get it anyway, and the
prevention efforts are just another ploy to make
me infected.’”

The conspiracy theory is so widespread that
some black people even distrust needle-exchange
programs and condom distributions because they
think they’re being given dirty needles and that
the condoms will have holes in them, she adds.

2. Address your health facility’s quality of
care.

“One issue is that a lot of African-Americans
often feel the care they receive is less than ade-
quate,” Clark says. “The perception is that if
you’re in a community that’s primarily African-
American, then your health care facility will be
less adequate than a health care facility in a pri-
marily white neighborhood.”

Unfortunately, the perception sometimes is
right, she adds. Inner-city hospitals in primarily

black areas may not always have the same state-
of-the-art facilities and equipment that are avail-
able to newer suburban hospitals.

Clinicians, in whatever setting they treat
African-American patients, need to reassure
them that the care their facility provides will 
be of the highest quality, and that the clinician
will do everything possible to help them stay
healthy.

If a clinician’s facility or hospital is accredited
by a national organization that assesses quality,
then the clinician might mention this fact, as
well.

3. Be sensitive to the cultural stigma attached
to homosexuality and AIDS.

There’s a deeply entrenched stigma against
homosexuality in the African-American commu-
nity, says Miguelina Maldonado, MSW, director
of government relations and policy for the
National Minority AIDS Council in Washington,
DC.

Black men who have sex with men may not
identify themselves as being gay, or they may be
unsure of their own sexuality, Maldonado says.

“Some young gay men may have sex with
women if they’re still struggling with their own
sexuality and coming to terms with their gay-
ness,” she adds. “And there is a strong pressure
for them to conform to what’s expected, which is
to be a heterosexual.”

Denial is high among black homosexuals

Black men who have sex with men may be in
denial that they’re at risk for HIV, and this com-
pounds the possibility that they’ll spread HIV. It
also thwarts any prevention efforts that are aimed
at black homosexuals.

“The structured HIV delivery system based on
a gay white model won’t work in a Latino or
black community,” says Wilbert Jordan, director
of OASIS Clinic and AIDS Program of the King
Drew Medical Center in Los Angeles.

“‘Gay’ is a white term,” Jordan explains.
“‘Gay’ in the black community refers to sissies.”
Thus, black men who have sex with men often
often will not call themselves gay. Jordan’s clinic
surveyed 341 black men who have had sex with
men. Of these, 202 said they were bisexual, 105
said they were gay, and 34 said they were nei-
ther. Of the 34, 32 had had their first male sexual
contact in jail. “Most of my patients don’t iden-
tify as being gay because it’s more acceptable to
say they’re bisexual,” he says.
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Jordan has seen some extreme examples of
what happens when men deny their sexual
inclination.

“I had a minister come into my office two
weeks ago with his wife, a deacon boy, and his
mother-in-law, and he’s making strong state-
ments against homosexuality,” Jordan says. “He
says he’s a strong heterosexual, and there are
demons trying to undermine his program, and
he has a sore throat.”

Jordan found his behavior curious, until it
occurred to him that the minister, who is African-
American, was using his entourage of family and
deacon boy to convince the doctor that he’s not
gay. Jordan examined his throat and found that
he had venereal warts, which were likely trans-
mitted through an oral sex act with another man.

So Jordan reassured the man and his family
that his sore throat would be easily treated, and
then he asked to speak with the minister alone.
Once the door was closed, he told him the diag-
nosis. Then Jordan said he could make a referral
for this man to have his warts treated at an out-
of-state clinic so the minister could keep this con-
fidential from his family and congregation. But
he also told him that he should be tested for HIV.

The man turned out to be HIV-positive. Because
he trusted Jordan to maintain his secrecy about his
sexual acts and disease, he continued to see him for
HIV treatment.

However, Jordan didn’t feel his responsibility
ended there. He told the minister that his wife
also would have to be tested for HIV, and that the
minister should either begin to wear a condom
during sex or abstain from having sex with her.

4. Help African-American patients find sup-
port networks.

Homosexual black men do not have the sup-
port network that’s available to white gay men in
many large cities, Jordan says.

“The white community has a group of upper-
middle-class gays, and if I’m a gay white man
and my family kicks me out, I have friends who
can be my support,” Jordan says. “If I’m a gay
black man and I’m living at home with Mama,
then my friends also are at home with Mama, and
we don’t have the same resources.”

African-American women and injection drug
users with HIV also need greater access to health
care services, substance abuse programs, and
support networks than what they’ve had in the
past, Maldonado says.

HIV/AIDS in minority communities is a prob-
lem that’s embedded in social and economic

problems. “We have an intersecting problem of
substance abuse and sexually transmitted dis-
eases in these populations,” she adds.

Also, because drug-addicted women may
avoid treatment out of fear of losing their chil-
dren, communities need to address this issue by
offering support that will allow the women to
receive treatment and then return home to their
children, Maldonado says.

5. Focus on communication and building self-
esteem.

Programs like Southern Tier AIDS Program’s
Sista project are designed to help build self-
esteem and to empower people with HIV. Other
projects include a Washington, DC, program that
focuses on getting the message out about AIDS
through beauty salons.

Maldonado notes that there already are proven
strategies that help African-American women
focus on building self-esteem and taking more
control over their lives. These types of programs
help them learn how to communicate more effec-
tively with their partners, and they teach women
that they’re important enough to protect them-
selves during sex.

Hold open discussions with patients

Still, the most direct form of HIV education is
between clinician and patient. So clinicians should
learn how to communicate most effectively.

Clinicians might find that their black patients
will more readily accept their HIV education if
they take an open-discussion type of approach,
Clark suggests.

For example, Clark says, she is African-
American and therefore is at risk for hyperten-
sion. Her doctor tells her she’s at risk, but doesn’t
say why she’s at risk. And this is a mistake.

“They don’t have an open discussion of what
puts me at risk and instead just say, ‘Change
your diet and stop eating greasy foods,’” Clark
says. “Well, maybe I’m not eating greasy foods,
or if they just say that, they may take away
from me foods that are very much a part of my
culture.”

Instead, clinicians should discuss how diet
contributes to hypertension and give some exam-
ples of food substitutes that could help to lower
hypertension, but taste about as good.

In the same way, clinicians dealing with HIV
patients could educate them about their disease,
ways to prevent spreading the virus, and how to
stay healthy.  ■

114 AIDS ALERT ® / October 1999



Minorities, others limited
in access to HIV treatment
Gaps narrowed in recent years, but still remain

Minorities and people who are on Medicaid
or have no health insurance often are not

receiving adequate treatment for HIV, a recent
study has concluded.1

HIV treatment received by privately insured
white homosexual patients is generally better than
that received by uninsured, poor, injection drug
users and minorities. The disparity between those
levels of treatment narrowed during the period
from 1996 to 1998, but a gap still exists, concludes
researchers from RAND Health Program in Santa
Monica, CA, and the HIV Cost and Services Utili-
zation Consortium, which conducted the study.

“There clearly were differences in the rate at
which members of different groups have
obtained access to newer therapies,” says Martin
Shapiro, MD, PhD, professor of medicine at the
University of California - Los Angeles and a chief
author of the study, which was published in the
June 23, 1999, issue of the Journal of the American
Medical Association.

The study included three interviews from
January 1996 to January 1998 with more than
2,000 people who had received medical care for
HIV. Excluded were people whose only treatment
came from emergency departments, the military,
or prisons. The sampling strategy probably
caused an under-representation of people who
were not compliant, had very poor access to care,
or who are relatively healthy.

Also, the study was based on self-report data,
which the researchers acknowledged could have
been subject to bias.

Researchers assessed patients’ medical care
based on the following six access measures:

• fewer than two office or outpatient visits in
the previous six months;

• one or more emergency department visits
without associated hospitalization in the previ-
ous six months;

• one or more hospitalizations in the previous
six months;

• did not receive protease inhibitors (PIs) or
nonnucleoside reverse transcriptase inhibitors
(NNRTIs) by Dec. 31, 1996, when the person’s
CD4 cell count was less than 50 cells per micro-
liter (0.50 times 108 per liter);

• never received antiretroviral therapy when
the person’s CD4 cell count was less than 50 cells
per microliter;

• did not receive Pneumocystis carinii pneumo-
nia (PCP) prophylaxis in the last six months
when the person’s CD4 cell count was less than
20 cells per microliter.

The study found that HIV patients who have
health maintenance organization (HMO) insur-
ance were more likely to have received appropri-
ate PCP prophylaxis, but otherwise were treated
similarly to those on other private insurance
plans.

Quality of care linked to income, education

People in the lowest income groups and peo-
ple with the least education typically did not
receive the best care and latest medications. For
example, in the baseline survey, 49% of the
patients who hadn’t completed the standard 12
years of education did not receive a PI or NNRTI
by the end of 1996. Only 29% of the people who
were college graduates had not received those
two types of drugs. Likewise, 54% of those with-
out health insurance and 47% of the people on
Medicaid had not received the advanced anti-
retroviral drugs.

By 1998, these numbers had improved. Only
21% of the uninsured, 19% of people on Medic-
aid, and 19% of high school drop-outs had not
received PIs or NNRTIs. The percentage of col-
lege graduates not receiving the more advanced
drugs dropped to 9%.

Also, between 1996 and 1998, the percentage of
people with HMO and private insurance cover-
age receiving PIs and NNRTIs had increased sub-
stantially. In the baseline survey, 34% of people
with HMO coverage and 28% of people with pri-
vate insurance had not received the drugs. By
1998, only 10% of HMO-covered patients and 9%
of privately insured patients had not received
them.

The study highlights the disparities between
the quality of health care among privately insured
and Medicaid-insured patients, says Miguelina
Maldonado, MSW, director of government rela-
tions and policy at the National Minority AIDS
Council in Washington, DC.

“People whose source of insurance is Medic-
aid are not getting the type of care other insured
people are getting,” Maldonado says. “We need
strategies to improve types of care through Med-
icaid, and we need to address reimbursement for
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Medicaid so that all people with HIV and AIDS
get the level of care recommended by the U.S.
public health officials.”

Blacks had the worst health care access for five
of the six measures. They were the least likely
group to receive PCP prophylaxis, with 38% receiv-
ing it, and 56% did not receive PI or NNRTI ther-
apy by the end of 1996. In addition, 30% of blacks
surveyed visited the emergency room at least once
and were hospitalized at least once in the previous
six months, and 11% had received no antiretroviral
therapy.

Access to drugs improved by 1998

“The initial gap in use of PIs and NNRTIs was
very substantial between racial groups and peo-
ple with different kinds of insurance in 1996,”
Shapiro says. “Those gaps closed somewhat by
early 1998, but still remained significant.”

The study found a 24% difference in initial
use of PIs and NNRTIs between blacks and
whites. But by January 1998, that gap had
closed to 8%.

Latinos also fared worse than whites on health
care access. They reported the least number of
office or outpatient visits (23% had fewer than
two within the previous six months), and they
had the second-worst access on four other mea-
sures in the initial survey. Latinos continued to
have poor access to the best medical treatment 
in the follow-up survey, although — as with the
other groups — their statistics improved.

Men who have sex with men apparently had
better access to care than did people who had
become infected with HIV through injection drug
use or heterosexual activity.

The poor, minorities, and other disadvantaged
groups waited much longer to try the newest anti-
retroviral therapies, the study showed. Blacks
waited an average of 13.5 months, while whites
waited an average of 10.6 months. Uninsured
patients waited an average of 13.9 months, and
Medicaid beneficiaries waited 12.4 months on
average. People with private, fee-for-service
insurance waited only 9.4 months. The wait for
patients with HMO coverage was slightly more
than for private, fee-for-service insurance.

These statistics also showed a gender gap.
Women waited an average of 13.5 months for
the latest drugs, while men waited an average
of 11.2 months.

Researchers concluded that as newer therapies
become available, the medical community should

question whether these therapies are available to
all populations who need them.

“One has to be concerned that as HIV therapy
evolves, some groups will continue to have better
access to better HIV care than others,” Shapiro
says. “And we clearly have to find ways to ame-
liorate those differences.”
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Many HIV patients report
better quality of life
Spirituality, drug recovery led to improvement

Cincinnati researchers studying how HIV-
infected people perceive their quality of life

discovered a somewhat surprising fact: Nearly
half of the people surveyed said their lives have
improved since they contracted the virus.1

“Obviously, the news that you are HIV-infected
comes as a shock to a lot of patients, and you’re
not going to convince people on the day they first
hear the news that their lives have gotten better,
but over time they might come to that conclu-
sion,” explains Joel Tsevat, MD, MPH, an author
of the quality-of-life study and the director of
outcomes research in the Department of Internal
Medicine at the University of Cincinnati Medical
Center.

The study looked at possible correlations
between those who rated their quality of life high
and other factors. The researchers found that the
patient’s stage of disease and the types of medi-
cations taken were not predictors of whether
patients rated their life better than it was before
infection. Overall, 49% of patients said their lives
were better now than before they were infected
with HIV. Another 18% said their lives were the
same, and 29% said their lives were worse.

There did seem to be a positive correlation
between self-report of improvement and the fol-
lowing three factors:

• being at peace with God and the universe;
• female gender;
• past use of injection drugs.
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“We addressed spirituality in the study, and
we found that patients who were at peace with
God and the universe were much more likely to
say that their life had improved,” Tsevat says.
“They were content and had found a meaning
and purpose to their lives.”

Women also were more likely to report being
happier now with their lives. About 73% of the
women surveyed said their lives were better now,
compared with 39% of the men. And 71% of peo-
ple who had used injection drugs but have since
quit reported their lives were better, compared
with 45% of patients who had never used injec-
tion drugs.

While the survey’s results might appear shock-
ing to most people, it shouldn’t surprise clini-
cians who have been working intimately with
HIV-infected patients, says Judith Feinberg, MD,
an infectious disease specialist at the Infectious
Disease Center at the University of Cincinnati.
Feinberg currently is involved in other AIDS
research, but was not a co-author of this study.

“It’s not astonishing,” Feinberg says. “I’ve had
patients, even back when HIV therapy wasn’t as
effective, who said that AIDS gave them an
opportunity to find out what’s really important
in their lives.”

HIV patients eliminate trivial problems

Feinberg recalls patients who had the attitude
that having HIV was a way of eliminating unnec-
essary tasks from their lives.

“In a way, that’s a gift, because most of our lives
are so crammed full of all these petty things, and
we spend time on stuff that’s not really impor-
tant,” she says. “We might get irritated about it,
but we don’t have the threat of a potentially fatal
disease hanging over us to make us say, ‘I don’t
have to do this, it’s just stupid and it isn’t impor-
tant to me.’”

People infected with HIV sometimes have a
clarity about life that other people lack, Feinberg
adds. “They also have a purpose, and if they can
act on it, it’s enriching.”

The survey included 85 HIV-infected people,
but the main analysis was done on 51 people who
participated in individual, in-depth cognitive
interviews. The other 34 people were part of six
focus groups that helped researchers develop a
structured questionnaire.

Researchers reviewed subjects’ medical records
to determine when their HIV infection was diag-
nosed, what stage of disease they were in, whether

they had a history of injection drug use, their CD4
cell count, and whether they were receiving pro-
tease inhibitors.

The participants represented the full spectrum
of the disease, from people who had no symp-
toms to people with full-blown AIDS. They also
were diverse demographically, with 29% women
and 55% minorities. The participants included
people who had contracted HIV through injection
drug use, homosexuals, and heterosexuals, Tsevat
says.

“We tried to get a representative sample of
where the HIV infection is now, but we may have
oversampled women and minorities,” he adds.

Patients were asked how they felt about their
lives. Most (71%) of the patients said they were
mostly satisfied, pleased, or delighted, and only
6% were mostly dissatisfied or unhappy, with no
patient reporting that life was terrible.

Respondents valued quantity over quality

The survey attempted to assess whether qual-
ity of health was more important to HIV patients
than quantity of life, so the questionnaire asked
whether patients would be willing to trade off
some years of their expected life span in return
for better health. Patients were asked to say how
much time they’d be willing to trade for better
health. This was another surprising finding,
Tsevat says.

“On average, patients were only willing to give
up 5% of their current life expectancy in return
for perfect health, and almost half were unwilling
to trade any time at all,” he adds. “They had a
strong will for a quantity of life over quality.” The
study found that 47% of patients were unwilling
to trade any time, and 14% were willing to trade
up to nine days of life expectancy for excellent
health.

The questionnaire also assessed patients’ will-
ingness to gamble with their lives in exchange for
a chance at perfect health. On average, patients
were willing to take up to a 20% risk for death,
but 41% of patients were unwilling to accept more
than 0.5% chance of death.

The study’s findings should be viewed as good
news by clinicians and others who work with
HIV patients, because it shows that people with
HIV can live happy, enriched lives.

However, more research is needed to identify
ways that clinicians and others who work with
HIV patients can help these patients improve
their quality of life, Tsevat says.
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“We need to find out what’s important to
patients in their lives as a whole, and not just
health-wise, because if half of the patients said
their lives have gotten better, then perhaps there
is something we could do for the other half,”
Tsevat says.

In the meantime, physicians and other clini-
cians might help patients find meaning in their
illness by spending more time talking with them
about their lives and what’s important to them,
Feinberg says.

Unfortunately, with managed care pressures
forcing doctors to see greater numbers of patients
in a day, that’s often impossible, she adds.

“The concept of treating people like cattle and
herding them in and out I think is insane,” she
says. “People with a chronic disease need some-
one to pay attention to them, and they need your
time and attention, which is what they are com-
ing for as much as they are for the technical part
of it.”

Reference

1. Tsevat J, Sherman SN, McElwee JA, et al. The will to
live among HIV-infected patients. Ann Intern Med 1999;
131:194-198.  ■

Check for parasites 
annually, expert advises
Long-term health is tied to intestinal health

With all of the other problems and oppor-
tunistic infections an HIV-infected person

might experience, the possibility of parasitic
infection might rank low on a list of prevention
priorities.

But it should be a top priority for clinicians,
says Jon D. Kaiser, MD, medical director of the
Wellness Center at California Pacific Medical

Center - Davies Campus in San Francisco. Kaiser,
who has specialized in HIV and other immune
disorders for 12 years, is the author of Healing
HIV — How to Rebuild Your Immune System (Mill
Valley, CA: HealthFirst Press; 1999).

Besides the most commonly known intestinal
parasites — Cryptosporidium and Giardia lamblia
— HIV patients often are exposed to Blastocystis
hominis, Entamoeba histolytica, Entamoeba coli,
Dientamoeba fragilis, Iodamoeba butschlii, Entamoeba
hartmanni, and Endolimax nana, Kaiser says.

“They spread through the oral-fecal route and
can be spread the same way hepatitis B is spread,
through food preparers and also in the water
supply,” he adds.

Kaiser explains that physicians and other clini-
cians should be far more concerned about para-
sites than they have been, because these little
bugs can expedite the disease’s progression and
cause patients on antiretroviral medications to
experience more distress.

“It’s a problem that 95% of physicians know
nothing about,” Kaiser says. “In medical school,
we’re told we don’t need to order any significant
tests on the gut unless there are symptoms like
diarrhea, and then we’ll order stool samples for
parasites.”

However, most HIV patients with parasites
have no symptoms, Kaiser states. “I have proven
this time and time again: A large percentage of
patients who complain of no digestive system
abnormalities are tested positive for one or more
parasites.”

Kaiser recommends clinicians check HIV-
infected patients each year for parasitic infection.
If patients test positive, clinicians should treat
them with metronidazole (Flagyl), paramomycin
(Humatin), or iodoquinol (Yodoxin), tetracycline,
or quinacrine (Atrabine). Then clinicians need to
retest the patient four weeks after he or she fin-
ishes treatment to make sure the parasites have
been eradicated.

Parasitic infection is especially dangerous for
HIV patients because if an HIV-positive person
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has other chronic infections, those infections put
stress on the person’s immune system and directly
activate cells of the immune system, Kaiser says.
“When they are infected with HIV, their body will
be more likely to produce HIV viral replication.”

Increased viral replication means the patient’s
virus will become resistant to antiretroviral drugs
more quickly, meaning current treatments will be
effective for a shorter time than they otherwise
might have been.

In Kaiser’s practice, there have been cases where
HIV-infected patients have had breakthrough viral
loads of 2,000 to 6,000 copies while on antiretrovi-
ral medications. But after they were found to have
intestinal parasitic infections and then treated and
cured of these, the viral loads have gone back
down to undetectable levels without any change 
in antiretroviral treatment.

Kaiser says recent studies have shown that
even when an HIV-infected person is on anti-
retroviral therapy, there will be some migration
of virus to the lymph nodes if the person also
has chronic inflammation in his or her gastroin-
testinal tract due to parasitic infection.

Parasites can inhibit drug efficacy

“If you ignore the gut and its malabsorption or
chronic inflammation, which can be caused by
underlying infections, you will invariably shorten
the duration of action of the antiretroviral cock-
tail,” Kaiser says. “That leads to having to change
the drugs quicker and ultimately going through
the short list of medications much faster than what
you ordinarily need to do.”

While clinicians often do not treat these para-
sites when they infect healthy people because
they can clear up on their own, this often is not
the case with HIV-infected people. “People who
are HIV-positive have a significantly diminished
ability to clear their bodies of the parasites,”
Kaiser says.

Patients who have parasitic infection some-
times have more difficulty tolerating antiretroviral
medications, experiencing more gastrointestinal
(GI) side effects, Kaiser says, based on his own
experiences with patients.

Perhaps the patient had no GI symptoms
before starting medication and then suddenly
has severe problems. This isn’t always caused
solely by the drugs.

“I’ve had patients who’ve been unable to toler-
ate their medications, but when we eradicate the
parasite infection, they are able to tolerate them

fine,” he explains. “Often physicians just assume
that a patient is intolerant to certain drugs due to
side effects, when the problems might be due to
parasites.”

Untreated parasitic infections in AIDS patients
can cause such severe diarrhea and poor absorp-
tion of nutrients that the patient dies from wasting
illnesses. Parasitic infections also make patients
more susceptible to other infections because they
weaken the host.

“They put an added stress on the immune sys-
tem,” Kaiser says. He advises all clinicians to
check for parasites in HIV-infected patients at
least once a year. Clinicians should educate their
patients about the dangers of parasitic infection.

“First I tell patients that if they’re practicing
safe sex with regards to HIV, they can still get
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parasites through sexual activity because para-
sites can live outside of the body on condoms and
cigarettes,” Kaiser says. “Whereas HIV dies in a
few minutes, parasites can live for hours.”

It may not be necessary for people to boil their
water and food, but it is important for them to
use common-sense guidelines when eating out-
side the home. In cases where patients become re-
infected with parasites, it might be necessary to
test other people in their homes to find the source
of recontamination.

“The most important point is that subclinical
infections of the gut can set up an unhealthy
environment, which activates T-cells and causes
them to be more likely to increase viral replica-
tion,” Kaiser adds.

[Editor’s note: For more information about the book
Healing HIV — How to Rebuild Your Immune
System, written by Jon D. Kaiser, MD, you may con-
tact HealthFirst Press in Mill Valley, CA, at (888)
HEAL-HIV or (888) 432-5448. The book was pub-
lished in 1999 and costs $19.95.]  ■

Texas network monitors
HIV/AIDS scams on Internet

HIV clinicians and others who want to stay
apprised of the latest scams and fraudulent

messages being spread about HIV and AIDS can
check a Web site at www.tahfin.org that lists this
information.

The Texas AIDS Health Fraud Information
Network (TAHFIN) regularly monitors public
Internet Web sites, newsgroups, and e-mail mes-
sages looking for potential scams and promotions
of fraudulent treatments.

The group often forwards its findings to federal
and Texas enforcement agencies for follow-up.

TAHFIN is a task force sponsored by the U.S.
Food and Drug Administration and composed 
of community-based organizations, the Texas
Department of Providers, and people with
HIV/AIDS.

For more information, TAHFIN may be reached
at (800) 758-5152 or via e-mail at info@tahfin.org.  ■
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participants should be able to:

• identify the particular clinical, legal, or
scientific issues relates 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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Each year, there are about
333 million new cases of

curable sexually transmitted
diseases (STD) worldwide,
according to the World Health
Organization. In the United
States, there are 12 million new
STD cases each year.

The areas of the country
with the highest rates of STDs
like syphilis and gonorrhea
(such as the South) also have
the highest HIV prevalence
among childbearing women.

People who are prone to
STDs have a greater risk of
becoming infected with HIV,
which is also an STD (but not a
curable one). This is because
the same risky behaviors make
people more susceptible to both
kinds of diseases. However,
researchers now believe that
people who have untreated
STDs actually have a greater
chance of contracting HIV
when they have sex with an
HIV-infected person. Likewise,
a person who has both HIV and
another STD is more likely to
spread HIV to uninfected peo-
ple with whom he or she has
sex.

If you are infected with
HIV, you need to be aware
that it poses an extra danger
to your sexual partners if

either you or they have an
STD.

The Atlanta-based Centers
for Disease Control and Preven-
tion (CDC) and the National
Institute of Allergy and Infec-
tious Diseases in Bethesda, MD,
have developed information
about STDs and their role in
spreading HIV. Some of that
information is presented below:

How do we know that STDs
increase the risk of spreading
HIV?

Epidemiological studies have
repeatedly demonstrated that
people are two to five times
more likely to become infected
with HIV when other STDs are
present. These other STDs
include common ones like gon-
orrhea, chlamydia, syphilis,
hepatitis B, herpes, and human
papillomavirus (HPV).

Also, biological studies sug-
gest that STDs both increase
susceptibility to HIV infection
and that they increase the like-
lihood of infecting other people
when STDs are present.

Why do STDs increase 
HIV susceptibility and 
infectiousness?

STDs that cause genital
lesions can create a portal of
entry for HIV. STDs that do

not cause lesions still can
cause an increase the number
of HIV target cells (CD4 cells)
in women’s cervical secretions,
thereby likely increasing their
HIV susceptibility.

Also, studies have demon-
strated that co-infection with
HIV and other STDs results in
more shedding of HIV and in
greater concentrations of HIV
being shed. In African studies,
co-infection with gonorrhea
and HIV more than doubles 
the proportion of HIV-infected
individuals with HIV RNA
detectable in genital secretions.
Furthermore, the median con-
centration of HIV RNA in
semen is dramatically increased
in co-infected men compared
with men infected with HIV
alone.

Can STD treatment help
prevent HIV transmission?

Yes. New evidence indicates
that STD detection and treat-
ment can substantially reduce
HIV transmission. If you and
your partners are checked and
treated for STDs, you will
greatly reduce the chance that
they will become infected with
HIV.

For example, STD treatment
reduces the prevalence and
magnitude of HIV shedding.
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Treatment of gonorrhea in
HIV-infected men has resulted
in a reduction in the number of
men who shed HIV, as well as
a lower concentration of HIV
shed. After STD treatment, the
level of shedding among co-
infected men returns to the
level seen in men who are not
co-infected.

Also, STD treatment reduces
the spread of HIV infection in
communities. A community-
level, randomized trial in a
rural African community in
Tanzania demonstrated a 42%
decrease in new, heterosexually
transmitted HIV infections in
communities with improved
STD treatment. An ongoing
study in Uganda is further
exploring the impact of mass
STD treatment in slowing the
spread of HIV.

What is a brief description
of each of the common STDs?

• Gonorrhea: Also called
“the clap,” gonorrhea is caused
by the bacterium Neisseria gon-
orrhoeae, and it can be transmit-
ted by sexual penetration.
Women, in whom it may first
infect the cervix, typically
experience a cloudy, yellow
vaginal discharge, abdominal
pain, and irregular menstrual
bleeding. Men may have a
cloudy discharge from the
penis and experience painful
urination. When it’s contracted
orally, you may experience a
sore throat, and if the rectum is
infected from anal intercourse,
it may become inflamed.

• Syphilis: Syphilis bacteria
spreads from the sores of an
infected person to a sexual part-
ner’s mucous membranes of the
genital area, mouth, or anus.
Within 90 days after infection, a
person may develop a painless,
smooth, red sore at the infection

site. After the initial infection, a
person may develop discolored
spots or patches on the hands
and feet and patches in the
mouth, throat, and cervix. Also,
there may be a rash over the
body and the person may have
flu-like symptoms. If untreated,
syphilis can cause severe heart
disease, paralysis, and death.

• Hepatitis B: About 10% of
people who contract this viral
infection will develop chronic
hepatitis B and be infected for
life. It can lead to cirrhosis and
liver cancer. Symptoms include
a fever, fatigue, nausea, foul
breath, appetite loss, hives, and
pain below the ribs on the right
side.

• Human Papillomavirus
(HPV): A common STD, HPV
has infected an estimated 40
million Americans. HPV
causes genital warts, which
can appear on the head of the
penis or on the vagina, vulva,
cervix, anus, urethra, mouth,
and throat. They may not be
visible, or they may cluster
into a cauliflower-like growth.
The warts typically are pain-
less, but they also could itch
and burn or become irritated
if no treatment is received.
HPV is transmitted by direct
skin-to-skin contact during
sex. Women could develop an
abnormal Pap smear many
years after being infected.

• Chlamydia: Caused by
the microorganism Chlamydia
trachomatis, it’s the most com-
mon STD in the U.S. Symp-
toms include burning during
urination, swelling in the tes-
ticles, irregular vaginal bleed-
ing, itching in the genital area,
abdominal pain, milky dis-
charge from the penis, fever,
and nausea. Early treatment 
is critical.

• Herpes: Herpes simplex
virus (HSV) is a viral infection
that causes cold sores or fever
blisters in the mouth when it’s
herpes simplex type one, and
genital sores when it’s herpes
simplex type two. While not as
dangerous as other STDs, it has
no cure. Symptoms typically
develop within two to 10 days
after contact with the virus. It
causes small red bumps and
may develop into painful sores
and blisters. Also, people may
have flu-like symptoms, mus-
cle aches, and swollen glands.
The virus can remain dormant
in nerve cells near the spinal
cord, and it may be reactivated,
causing new sores.

Where can I find out more
about STDs and HIV?

You may contact the CDC
National Prevention Informa-
tion Network at P.O. Box 6003,
Rockville, MD 20849-6003; tele-
phone: (800) 458-5231; the CDC
National AIDS Hotline at (800)
342-AIDS (2437), or in Spanish
at (800) 344-SIDA (7432); the
CDC National STD Hotline at
(800) 227-8922; or go to the
CDC’s Web site at www.cdc.gov.

You may also contact the
Office of Communications,
National Institute of Allergy and
Infectious Diseases, National
Institutes of Health, Bethesda,
MD 20892. Telephone: (301) 496-
5717.  ■
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To the health care worker: Common
Sense About AIDS is written especially
for your patients and other laymen. It
explains important issues concerning
AIDS in a thorough, yet easy-to-under-
stand style.

Although this material is copy-
righted, the publisher grants you per-
mission to photocopy Common Sense
About AIDS and distribute it throughout
your facility. We encourage dissemina-
tion of this information.


