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Wellness Center Targets

Asian & Pacific Islander Communities
Addressing Prevention, Treatment, and Care

Aimee Swartz

espite nationwide progress in reducing HIV

infection and preventing AIDS, rates of HIV

infection have remained constant in the Asian
American and Pacific Islander (AAPI) communities.
Whilethe number of reported AIDS casesamong AAPIs
remains small—about one percent
of total casesreportedintheU.S—
underreporting and a lack of de-
tailed HIV surveillance about
AAPIsmay minimizethetrueim-
pact of the AIDS epidemic on these
communities.

“Many AAPI immigrants
come from countrieswith increas-
ingly high prevalence of HIV/
AIDS, including China, Thailand,
Viet Nam, the Philippines, and In-
dia, and often continue to travel
back and forth between these coun-
tries and the U.S.,” said Denise
Tang, associatedirector of commu-
nity servicesat the Asian & Pacific
Islander Wellness Center
(A&PIWC).

“AAPisarealargeand diverse
population, representing 49 eth- : i
nic groups, speaking more than 100 dial ects and bring-
ing to the table diverse cultural backgrounds, and
unique immigration experiences,” said Tang. “Each
AAPI subgroup has specific cultural, historical, politi-
cal, and religious beliefs and practices; they are all so
different. Asaresult, HIV treatment, care, and preven-
tion efforts must betailored to meet the needs of such a
dynamic community.”

Located in San Francisco, the Asian & Pacific ls-
lander Wellness Center isacomprehensive HIV/AIDS
services organization that targets AAPI communities

intheU.S. The center wasformedin 1997 by the merger
of thetwo Asian and Pacific Idander HIV/AIDS service
organizationsin San Francisco: Asian AIDSProject and
the Living Well Project.

“A&PIWC sHIV Care Services providesfreeand
confidential HIV treatment case
management, mental health, and
substance abuse counseling, on-
site primary medical and psychi-
atric care, client and treatment ad-
vocacy, and group and individual
supportto AAPIslivingwithHIV/
AIDS;” said Tang. “In addition, we
provide support to their families,
friends, and partners.”

Cofactorsof HIV/AIDS, includ-
ing tuberculosis, sexually trans-
mitted diseases such as gonorrhea
and chlamydia, and hepatitisB are
well documentedin AAPISs.

“Many AAPIs suffer from high
rates of poverty and low rates of
education. Because of these fac-
tors, AAPIs continue to be at in-
creased risk for contracting HIV,”
Tang said. “But the greatest chal-

lengein addressing HIV prevention inthe AAPI com-

munity isthe language barrier.”

“Even with a staff that speaks 18 languages, there
are still many languages out there with no representa-
tive. For people who are monolingual, accessing care
can be difficult,” Tang added.

API cultures place a high value on medical pro-
vidersand their wordsleave animpression. Health care
providers are perhaps the first and only point of con-
tact for many AAPI patients for health education and
early intervention services, Tang explained.
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“We place utmost importance on primary care services, and
because of this our HIV Care Services program builds upon
primary care as a means to increase AAPIs access to medical
servicesand ameansto improvetheir health and quality of life,”
said Tang.

A&PIWC'sservicesare available at its home office or mo-
bile—in the clients' homes, in clinics, and outreach settings.
“For example, Thai speakersgoto Thal temples,” Tang explained.

The Center’s primary care services include a full range of
care, including initial intake, episodic and urgent care, and con-
tinuity care. In addition to treatment and care, A& PIWC specifi-
caly focuseson HIV/AIDS prevention through several different
programming effortsincluding community organizing and out-
reach, workshops and support groups, peer counseling, and pre-
vention case management. “ A& PIWC targets youth, men who
have sex with men (MSM), transgender persons, and women,
particularly those working in massage parlors,” Tang said.

ItsHIV testing includes pre- and post-test counseling. The
counseling is available in several Asian and Pecific Islander
languages, including: Vietnamese, Tagal og, |lokano, Thai, Lao,
Japanese, Mandarin, Cantonese, Korean, and Visayan. |n addi-
tion, interpretation services are available for other Asian and
Pacific Isander languages. Tang said “A&PIWC hasadiverse
staff of HIV testing counsel ors, with immigrant, refugee, Ameri-
can-born, leshian, gay, bisexual, transgender, and heterosexual
representation.”

In addition, the Center hosts prevention workshops, rap
groups, and socials, distributes brochures and palm cards pro-
moting HIV testing, and maintains acomprehensive website. It
launched “Paying Attention,” a column on sexua diversity in
AsianWeek—the only national English language news weekly
for AAPIs—and developed the California Statewide Treatment
Education Program to bring its local training program which
educates non-medical service providersto citiesacrossthe state.

“Wealso haveaResearch & Technical Assistance program
that builds HIV prevention and capacity building in organiza-
tionsand communitiesthroughout the U.S. and its Pacific terri-
tories that work with communities of color, including AAPIS,”
Tang said. To date, A& PIWC has provided technical assistance
to nearly 50 community-based HIV/AIDS service organi zations.

For more information about the Asian & Pacific Islander
WelIness Center, visit the Web site at http: //www.apiwc.org or
call 415-292-3400.¢

Asian American and Pacific Islander Facts

Latest U.S. Census Bureau data show:

< 10.4 million Asan Americansand Pacific Idanders (AAPIs)
liveinthe United Statesand U.S.-associated Pacific Island
jurisdictions, comprising approximately 4 percent of the
total U.S. population;

% AAPIs are the fastest growing racial/ethnic group in the
United States, and are expected to reach 10 percent of the
population by the year 2050; and

40 percent of AAPIsdo not speak English fluently.

Asian Americans and Pacific Islanders are often viewed as a
model minority with few health or social problems, however
emerging data on AAPIs show significant disparities and barri-
ersto health care and social service access.

% The poverty rate of AAPI families (14 percent) is higher
than that of non-Hispanic White families (8 percent).

% AAPIslack health insurance at a higher rate than the total
U.S. population, with Korean Americans being the most
likely racial/ethnic group to be uninsured. An estimated 2
million AAPIsare uninsured.

% AAPIsface tremendous cultural and linguistic barriers to
health and social services.

% AAPIs suffer disproportionately high rates of hepatitis B,
diabetes, cancer and tuberculosis.

% Infant mortality ratesin the U.S.-associated Pacific Island
jurisdictions exceed the U.S. rate, in some cases more than
twice asmuch.

% Lessthan 6 percent of Tongans, Cambodians, Laotians, and
Hmongs have completed college; the high school gradua-
tion rate for Hmongsis 31 percent.
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A Dangerous Trend

Rates of Syphilis Increase for First Time in a Decade

Aimee Swartz

ates of syphilisinfectionsare ontherisefor thefirst time

R:S a decade, according to a report by the Centers for

isease Control and Prevention (CDC). The number of

syphilis cases among White and Latino men increased by 63
percent and 50 percent, respectively from 2000 to 2001.

“This increase occurred only among
men; the number of [primary and second-
ary] syphilis cases increased slightly in
2001,” wrote report author JD Heffelfinger,
MD, in*“Primary and Secondary Syphilis—
United States, 2000-2001,” published inthe
November 1 issue of CDC’s Morbidity and
Mortality Weekly Report.

Additionally, African American men
were the only men in any racial or ethnic
group to experience adecline. However, the
3.5 percent decline among African Ameri-
can men represents a significant slowing in
the large decline reported last year (15 per-
cent decline from 1999 to 2000).

Syphilis is a sexually transmitted dis-
ease caused by the bacterium Treponema
pallidum. It is often called “the great imita-
tor” because so many of the signsand symp-
toms are indistinguishable from those of
other diseases. Itsfirst symptoms are genital soresthat go away
without treatments; patients often do not realize they are in-
fected. Six weeksto several months later, patients may experi-
ence a rash that will also go away untreated. The disease can
then recur, possibly causing heart damage and blindness.

Researchers found that cases of primary and secondary
syphilisin the United States rose by two percent between 2000
and 2001. According to the CDC, syphilis casesin New York
City more than doubled, 282 in 2001 from 117 in 2000, mark-
ing the highest number of casesin seven years. Recent syphilis
outbreaks have also occurred in Chicago, Los Angeles, Miami,
and San Francisco. Agency officials attributed the increase to
new infection in men who have sex with men.

According to the NY C Department of Health statistics, 93
percent of the city’ s syphilis cases occurred among men and 81
percent involved men with male partners. More than half of the
men surveyed also have HIV. “It sends another signal that there's
an increasein risky sexual behavior,” said Thomas R. Frieden,
city health commissioner. “We re seeing more and more cases of
syphilis among men who have sex with men.” In 2001, 6,103
cases were reported, up from 5,979 in 2000.
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Primary & Secondary Syphilis
Reported Cases in 2000 and 2001*

Asan/Pacificldander Males
29in 2000 up to 51 in 2001

American I ndian/AlaskaNative M ales
26 in 2000 up to 49 in 2001

Black M ales
2,369 in 2000 down to 2,286 in 2001

HispanicMales
405 in 2000 up to 607 in 2001

WhiteMales
698 in 2000 up to 1,138 in 2001

Though the nationwideincrease was dight, it nonethel ess marks
adefinite setback in the agency’ seffort to completely eliminate
syphilis. In October 1999, the CDC, in collaboration with other
Federal partners, initiated the National Plan to Eliminate Syphi-
lisin the U.S. The syphilis rate was at its lowest since 1941,
when the agency began keeping statistics
on the disease, and CDC officials believed
syphilis could be eradicated in five years.

The plan focused initially on reducing
syphilisin African American communities
and in the south, home to more than half of
U.S. syphiliscases. Sinceitslaunchin 1999,
efforts have met with much success. Syphi-
lis infections in the south declined eight
percent and infection among African Ameri-
canwomen fell 18.1 percent.

“These data clearly show that atargeted
concerted national effort to eliminate syphi-
lis can and will work,” said the CDC'sNa-
tional Center for HIV, STD and TB
Prevention’s deputy director, Dr. Ronald O.
Valdiserri, in an October 31, 2002, inter-
view with The New York Times.

In addition, Heffelfinger’'s article notes,
“The data suggest that, although effortsto
reduce syphilis among women and African Americans appear
effective and should continue, effortsto prevent and treat syphi-
lis among men who have sex with men (MSM) need to be im-
proved.”

The report points to the fact that many MSM are no longer
practicing safe sex, a dangerous trend with implications not
only for syphilis—which can be cured by an antibiotic—but for
HIV/AIDS. Health official s said that because therisk behaviors
for syphilis and HIV are similar, and because syphilis lesions
increase risk of HIV transmission between two and five times,
syphilis outbreaks among MSM could also signal a potential
increasein HIV transmission.

“The syphilis rates are a red flag,” said Ronald Johnson,
associate executive director of New York City’ sGay Men' sHedlth
Crigis. “Thisincreasein syphilisindicatesthat there areincreases
in the levels of unprotected sex.”

For more information about syphilis, call the CDC Na-
tional STD/HIV Hotline at 800-227-8922. ¢

*Data are fromthe STD Surveillance Report 2001 and can
be found at http://mwww.cdc.gov/std/stats TOC2001.htm @
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Young People in the Age of AIDS

Peer-Based Outreach Key to Communication with Teens

Aimee Swartz

IV infection continues to increase at an alarming rate

among young people, particularly within communities

of color. This populationisnot only disproportionately
affected by HIV/AIDS, but is particularly vulnerable to HIV
infection because it lacks access to valuable health informa-
tion, education, and services. Washington, DC' sMetro TeenAIDS
(MTA) addresses thisissue head-on with avarlety of program-
ming aimed at preventing C
new HIV infections
among young people and
improving the quality of
life for young people a-
ready affected by, and in-
fected with, HIV.

Early oninthe AIDS
epidemic, physicians,
educators, medical ex-
perts, and citizens began
to recognize the need for
more HIV education and
support services directed
towards young people in
the District of Columbia.
To help meet thispressing
need, the Washington Area Consortium on HIV Infection in
Youth was founded in 1988. Shortly afterward, the Consortium
wasrenamed Metro TeenAIDS.

Located in the heart of the city, MTA has been serving the
District’ syouth, ages 13-24, since itsinception. In 2001, MTA
made nearly 30,000 youth contacts through one or more of its
programs. Most of theyouth served by MTA are African Ameri-
can, ages 16-18.

Youth Helping Youth

“Y oung people are adiverse popul ation with unique needs,
realities, and preferences. There is no one right way to address
HIV prevention with youth, which iswhy we have avariety of
youth-focused services that tackle prevention,” said Adam
Tenner, MTA’s executive director. “We know that youth have
complicated and busy lives, just like adults. Youth have a lot
going on and making HIV prevention a priority is not an easy
task.”

Staffed by a team of outreach workers and youth volun-
teers, MTA provides outreach in schools, after-school programs,
the streets, youth centers, and shelters. Outreach workers dis-
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tribute educational materials, and make referralsto medical and
social services. “Metro TeenAlDS provides peer-based outreach,
which isproven to be the most effective way to change high risk
behavior.” Tenner said. “All of our outreach workersare people
of color and most of them are youth aswell.”

MTA also has ateam of educatorsthat are trained to teach
institutions, such as churches and schools, about health-related
issuesand how they relate
to HIV infection. All of
MTA’'s programs are
highly interactive, age-
appropriate, and use the
most current research to
provide the highest qual-
ity HIV/AIDS prevention
education.

MTA has a drop-in
center open Monday-Fri-
day, 4-8 p.m., and con-
ducts activities for 10-30
youth, focusing on HIV
education.

“It's cool here,” said
James, a sixteen-year-old
hlgh school student. “Theadults don’t seem likeregular adults;
they listen to you and when they talk to you about AIDS, it's
like we're having a conversation, not like they’re giving alec-
ture.”

“Therearen’'t alot of placesin Washington, DC, for young
people to hang out after school that are safe and provides these
youth with good messages about themselves, reinforcing the
importance of making positive choices about tough issues, such
asHIV,” Tenner said.

James has been participating in MTA’s drop-in center as
well as other activities for nearly 4 years. “It’ s like my second
family,” hesaid.

In collaboration with Washington, DC’s Latin American
Youth Center (LAY C), MTA recently hosted afree HIV testing
day for youth. Through the partnership, MTA was able to test
nearly 50 youth. Thetesting day offered pre- and post- counsel-
ing in both English and Spanish, aswell as referralsto care, if
needed.

“Metro TeenAIDSand the LAY C partnered to offer youth-
specific testing and counseling services so the youth would be
more comfortable in the testing environment,” Tenner said.

Youth continued on 5
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Youth continued from 4

“We made suretesterswere keyed
into young peoples’ livesand that they
were understanding of adolescent be-
haviors and environments.”

MTA and the LAY C passed out
flyersat youth-friendly local businesses
and other places where youth hang out.
“But, the best way to spread knowl-
edge is from youth to youth and word
of mouth,” Tenner said.

“Considering that the number who
showed up for testing is nearly double
that during our drop-in hours, wethink
the testing day was a real success,”
Tenner added.

“It’ stheonly way to know for sure,”
said Stacie, a 17-year-old high school
student who participated inthefreetest-
ing day. “Then at least you know if you
have to start doing things, like taking
medicine, to take care of yourself.”

MTA is committed to ensuring
that HIV-positive youth are connected
to themedical carethat they need. “We
estimate that there are at least 2,500-
3,500 HIV-positive youth that are in-
fected in Washington, DC, but only
100 of those are enrolled in medical
services,” Tenner explained.

To address this issue, MTA has
partnered with Children’s Hospital to
increase youth accessto medical treat-
ment and care, as well as HIV testing
and pre- and post-counseling.

“Wewant to make surethat if these
young people need services that they
aregetting them. A lot of infected youth
don’'t even know they’re infected. It is
a complicated process. We try to un-
derstand the young person and all the
issues they are facing,” Tenner con-
cluded.

MTA is also developing compre-
hensive programs that address co-fac-
tors of youth HIV infection, such as
drug and alcohol abuse, and low self-
esteem.

For moreinformation about Metro
TeenAIDS call 202-543-9355 or goto
http: //mmw.metroteenaids.org ¢

January/February 2003

The Key

Participant Protection Can Increase Minority

Enrollment in Clinical Trials

Aimee Swartz

ne of the greatest challengesfac-
Oi ng AlDSresearcherstoday isthe

enrollment of racial and ethnic mi-
noritiesin clinical trials. Asthevirus con-
tinues to ravage communities of color,
now more than ever, minority representa-
tion is needed in clinical trias to ensure
that theresults of HIV and AIDSresearch
is applicable to al populations affected
by the disease.

Participation in Research and Access
to Experimental Treatments by HIV-In-
fected Patients, arecent study conducted
by Allen Gifford and ateam of researchers
at the Veterans Affairs San Diego Health-
care System, found that African American
and Hispanic patients, infected with HIV,
are less likely than Whites to participate
in clinical trials. Using results from the
nationally representative data of the HIV
Cost and Services Utilization study, re-
searchersfound that while African Ameri-
cans make up 33 percent of adultsreceiv-
ing HIV care, they constitute only 23 per-
cent of clinical study participants.

Though abroad range of barriers con-
tribute to low participation of minorities
in clinical trias, perhaps the overriding
reason is government mistrust. From the
Tuskegee scandal to more recent medical
errors, the public in general is fearful of
participating in clinical research.

“It is understandable that the public
has cometo perceivethat research institu-
tions put more emphasis on insulating
themselvesfrom liability than on protect-
ing people from harm,” said Daniel
Federman, MD, Harvard Medica Schoal,
at an October 3, 2002, public briefing in
Washington, DC.

Federman recently chaired the Insti-
tute of Medicine’'s Committee on Assess-
ing the System for Protecting Human Re-
search Participants, whose report, “Re-
sponsible Research: A Systems Approach

to Protecting Research Participants,” rec-
ommended broader Federa oversight to
ensure increased protection of health and
safety of people who are enrolled in al
clinical trials, whether public or private.

“There is no single cause for the er-
rors and mishaps that unfortunately have
resulted in the deaths of someresearch par-
ticipantsin recent years,” Federman said.
“It’ sacombination of stresses, weaknesses,
and a lack of accountability that strains
the current hodgepodge of protections to
the point where fundamental changes are
needed to protect all participants and keep
public trust from being irrevocably
eroded.”

New insights in rigorous controlled
studieswith human volunteers are needed,
Federman explained.

“No research effort is utterly without
risk,” said Federman. “Our committee be-
lieves that the promise of biological and
social research can be fulfilled, but re-
search can be done only with appropriate
safeguards for participants, whose pres-
ence isindispensable to the progress that
beckonsusall.”

“By volunteering to participatein re-
search, many people have provided sci-
entists with unprecedented opportunities
to better understand human disease. In
some studies, these volunteers assume
great risks, though their personal benefit
isdlim or nonexistent. Because of this, they
deserve society’ s deepest gratitude.”

The report was developed at the re-
quest of the U.S. Department of Health and
Human Servicesfollowing the death of 18-
year-old Jesse Gelsinger, aparticipantina
1999 clinical study on genetherapy at the
University of Pennsylvania. Thisincident,
in combination with recent adverse events
at other research centers, highlighted is-
sues such as conflicts of interest, inad-
equate monitoring and oversight, and in-

Improving continued on 11
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You Are What You Eat

Nutritional Concerns for People Living With HIV/AIDS

Kauthar B. Umar, MA

ining out is a thing of the past.

D Grocery shopping has become a

stressful chore. Misreading the

label on abottle of water can be amatter

of lifeand death. Thenutritional concerns

for people living with HIV/AIDS

(PLWHA) can make life extremely un-

comfortable. Fortunately, peoplearetak-

ing control of HIVV and AIDS by choosing
wisely what they eat.

“We can make better choices than
white bread, abagel, or aPop Tart,” said
registered dietician and nutritionist Marcy
Fenton, AIDS Project Los Angeles
(APLA), at the sixth annual United States
Conferenceon AIDS(USCA).

“Nutrition and immunity go hand in
hand. Cook rather than just relying on
fast food, supplement bars, or something
that’ s packaged. Food and water born dis-
eases can be eliminated by safe food and
safewater practices,” Fenton said.

Fats, Oils & Sweets
USE SPARINGLY

Milk, Yogurt & Cheese Group
2-3 SERVINGS

Vegetable Group
3-5 SERVINGS

“It'shard. Therearealot of obstacles. We
need to figure out how to do it because
the problems are not going away.”

The HIV virus exposes the human
body to a variety of opportunistic infec-
tionsdueto asuppressed immune system
and secondary diseases. Thereisagrow-
ing appreciation anong the HIV commu-
nity that nutrition is an important com-
ponent in medical care for PLWHA.
Proper nutrition isimportant in building
and mai ntai ning the immune system and
preventing malnutrition, nutrient defi-
ciencies, and weight loss.

After being diagnosed with
cryptosporidium, the result of a parasite
possibly transferred from tap water or un-
cooked food, Gregory Valenzuela of La
Mirada, CA, was recommended by his
dietitian to eat smaller portions of food
and maintain a high-fiber diet. “A lot of
us who are dealing with the nutritional

KEY

o] Fat (naturally occurring and added)
M Sugars (added)

These symbols show fats and added sugars in foods.

Meat, Poultry, Fish, Dry Beans,
Eggs & Nuts Group
2-3 SERVINGS

Fruit Group
2-4 SERVINGS

Bread, Cereal,
Rice & Pasta
Group

6-11
SERVINGS

Pyramid courtesy of U.S. Department of Agriculture
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part of it [HIV/AIDS], it sadifficult thing
to accept because you' re constantly say-
ing ‘wow, my body is changing,” said
Valenzuela, who participated on anutri-
tion-related panel of PLWHAS at the
USCA.

“You don't want to accept that you
haveto changeyour wholelifestyle. | had
to cometo the acceptancethat | wastired
of beating my body. That’swhen | got to
the point where | said ‘OK | got to do
somethingforme.’” Valenzuelasaid. “ The
doctors ordered a bland diet, so that's
what | eat: abland diet. That’ show | keep
myself nutritionally balanced.”

To reduce the risk of opportunistic
infections, maximizethe effectiveness of
medical treatments, and reduce the risk
for onset or complications of co-morbidi-
tiessuch as diabetes, cardiovascular, kid-
ney, and liver disease, PLWHASsareform-
ing close relationships with their dieti-
tians for nutritional counseling, educa-
tion, and, in particular, HIV medical nu-
trition therapy (MNT).

Saving Lives: Medical Nutrition
Therapy (MNT)

MNT isdefined as specific nutrition
procedures, assessments, and interven-
tions in the treatment of an illness, in-
jury, or disease. Communication between
the primary care provider and the dieti-
tian is established through MNT, in as-
pects of planning, evaluation reassess-
ment, and outcome measurements. Par-
ticipating patients can be screened by a
registered dietitian, adietetic technician,
or other healthcare professionals.

Though research shows that HIV
MNT reduces morbidity, health care
costs, and patients length of hospital
stays, lack of coverage by health care
plansisabarrier for PLWHAsand others
who need access to MNT. However, a
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major breakthrough occurred when Con-
gress recently passed a bill providing
Medicare coverage of MNT for diabetes
or renal (pre-dialysis) disease. The HIV/
AIDS community is encouraging Con-
gress, currently considering an amend-
ment to provide such coverage for car-
diovascular disease, to introduce the bill
that would cover MNT for HIV.

Complete access to MNT is long
overdue according to USCA attendee
“Yolanda.” Diagnosed with HIV in 1989,
Yolanda, in an attempt to prevent weight
loss, was told by doctors to overeat. To-
day, 13 yearslater, sheisoverweight and
suffering from secondary diseases. “I prob-
ably won’t diefrom HIV or AIDS,” said
Yolanda. “I’ll probably diefrom astroke.”

According to Fenton, two major rea-
sons people living with HIV/AIDS lack
proper nutrition are inconsi stent support
and misinformation that resultsfrom lan-
guage barriers and poor literacy. Fenton
says nearly 60 percent of the APLA cli-
ents are racial or ethnic minorities, for
whom English is their second language,
and that there aretoo few bilingual regis-
tered dieticians to address their needs.

“Providing detailed, consistent nu-
tritional assistance to a multicultural
community of PLWHA is challenging,”
says Johanna Asarian-Anderson, MPH,
RD, manager of the L os Angeles County
Department of Health Services . “It’sdif-
ficult. We need nutritioniststo betrained
and bilingual nutritionistsarein high de-
mand. Training for nutritionists special-
izing in HIV/AIDS is very difficult and
it's ever changing. Medications are
changing and treatments are changing,”
she added.

In an attempt to raise awareness of
HIV and nutrition, the L.A. County De-
partment of Health Services and the
APLA, are in the process of creating a
bilingual listserv that links nutrition spe-
cialists throughout the U.S.

“We want to establish communica-
tion nationally and internationally. We
want information to be more available
and trandated in Spanish and in English,”
said Asarian-Anderson. “ Thereisalot of
work that can bedonein theareaof HIV.
Right now there’'sabig gap and it’s just
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not being filled. The listserv isjust the
first step. We'll see where it goes from
there”

To spread the word on alocal level
that a nutritionally balanced diet for
PLWHAs s not impossible, Fenton dis-
tributes to her clients a guide devel oped
by God's Love We Dedliver, a New York
City-based meals provider for PLWHAS
that also provides patients ways to track
their culinary practicesand lists of unre-
stricted foods. Tailored to the language
and practices of the community being
served, the food guide meets cultural,
ethnic, and linguistic needs, providing
choices that reintroduce people living
with HIV/AIDSto thejoy of eating.

“The food guide was really kind of
cool because when you start circling [the
food on thelist] you find out you’ ve got
so many more food [choices] that pro-
videthevitamins A and C,” said Shelley
Singer of Tarzana, CA, and PLWHA pan-
elist at the USCA.

“You really start finding how much
[food] is available and so instead of re-
stricting you, this opens it up. | hate to
be told what | can and can't eat. | can
have sushi and | can have adippy egg. |
can have meat tartare. | can do what ever
I want. It might kill me, but that’s my
choice. So| haveto chooseand thisguide

givesmeachoice,” said Singer.

Unfortunately, difficulty liesin try-
ing to incorporate nutrition into programs
that service peopleliving with HIV. Asa
resident in ahomefor peopleliving with
HIV/AIDS, Long Beach, CA’sKent Speirs
encountered numerous difficulties with
the full-time cook, who provided ahigh-
sugar and high-fat diet. After multiple
meetings between Speirs’ dietician and
the house manager, proper dietary needs
werefinally met.

“1 haven't had anything fried in that
housefor amonth,” said Speirs. “Now I'm
going to be thrown into independent liv-
ing, whichiswhat | want to do very much.
I'm as healthy now as I'll ever be, so |
need to make that move.”

Although difficult at times, nutri-
tional solutions for people living with
HIV/AIDS are obtainable with research,
education, and alittle creativity. Accord-
ing to Fenton, the solution lies in five
simple steps: nutrition, activity, sleep,
self-esteem, and loving yourself uncon-
ditionally.

For more information on HIV and
nutrition, go to any of the Web siteslisted
inthe HIV & Nutrition Resources box, or
call the Office of Minority Health Re-
source Center at 800-44-6472. ¢

HIV & Nutrition Resources

AIDSProject LosAngeles/
TheNecessitiesof Life Program
http://www.apla.org

Association of Nutritional
ServiceAgencies
http://www.AlDSnutrition.org

LosAngelesCounty
Department of Health Services
Nutrition Department
http://www.lapublichealth.org/nut/

God’sLoveWeDéliver
http://www.godslovewedeliver.org

HI1V Medical Nutrition Bill
http://www.hivaidsdpg.org/pp.htm

Mealson Wheels
Association of America
http://www.projectmeal .org

U.S. Department of Agriculture

http://www.nal .usda.gov/fnic/Fpyr/
pyramid.html
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Listening to the Community

Assessing the HIV Prevention Needs of the Latino Community

Aimee Swartz

portionately affected by the HIV/AIDS epidemic. The

AIDS case rate among L atino adults per 100,000 people
was almost four times greater than the rate for Whitesin 2001,
according to the Centers for Disease Control and Prevention.

“Now that L atinos have becomethe largest minority popu-
lation inthe United States, it isimperativethat anational effort
to prevent HIV/AIDSin their communities be established. It is
vital that those working in health
and human servicesrecognizethe
uniqueissuesfacing Latinos,” said
Dr. Britt Rios-Ellis, project direc-
tor, National Council of LaRaza s
Latino Families HIV/AIDS Pre-
vention Project, and associate pro-
fessor of health sciences at Cali-
fornia State University, Long
Beach.

In 1999 NCLR launched the
“LatinaHIV/AIDS Needs Assess- CHV
ment,” later to be renamed as the infecion
“Latino FamiliesHIV/AIDS Pre- o
vention Project,” following a teenagers,
grant provided by the Department =S
of Health and Human Services
Office of Minority Health. This
project, initsearlier stages, aimed
to determine Latinas' HIV infec-
tion risk, barriers to prevention,
exposure to mediamessages and HIV prevention education, as
well asthe needs of HIV-positive Latinas.

“Thereisalack of understanding and information regard-
ing Latinas and HIV infection. Because of this fact, we under-
took alarge-scale data collection effort with Latinas and their
familiesto be better assesstheir needs,” said Rios-Ellis.

Over athree-year period, Rios-Ellisand her team collected
gualitative data from 322 Latino men and woman at 14 sites
throughout the United States (Miami, FL ; San Juan, Puerto Rico;
Paterson, NJ; Hartford, CT; New York City, NY; Harlingen, San
Antonio, and El Paso, TX; Los Angeles and San Ysidro, CA;
Boston, MA; Washington, DC; Durham, NC; and, Hattiesburg
and Jackson, MS.) These men and women ranged in age from
15-71 and were from Puerto Rico, Mexico, Cuba, El Salvador,
Dominican Republic, Honduras, Guatemala, Ecuador, Colom-
bia, Panama, CostaRica, Peru, Balivia, Venezuela, and the U.S.

Eighteen focus groups and in-depth interviews with high-

I atinos living in the United States continue to be dispro-

4,795

HIV infection
cases in
‘ Hispanic
women,
ages 20+
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HIV Infection Cases in Hispanics, 2001*

risk and at-risk populations were conducted with HIV-positive
Latinosand L atinas. The following themeswere explored: gen-
der, power, traditiona male/femaleroles, machismo, family, com-
munication, violence, religious, poverty, discrimination, barri-
ersto risk reduction, recall of media message, preferences for
prevention methods, changein risk upon immigration, infidel-
ity, bisexuality, sex work, and disclosure.

Over 100 demographic questions were posed, including:
age, income, marital status, edu-
cational status, preventive
health behaviors, condom use,
likelihood of future condom use,
family size, personal contact
with AIDS, language usein per-
sonal and social contexts, time
inthe U.S,, place of birth, resi-
dence, and availahility of atele-

13,499

HIV infection
cases in

Hispanic
men,

ages 20+

phone.
“Thisproject isalandmark
v / effort to increase the under-
cases standing and information re-
huispanic garding Latinasand HIV infec-

children,

tion,” said Carlos Urgarte,
ages 0-12

NCLR’s deputy vice president
for health. “No study like this
has ever been done and thefind-
ings it produced blew all of us
away.”

“During the first two years
of the data collection, we interviewed only Latinas. Through
our dialogue, it became apparent we needed to expand the scope
of the project inthethird year toinclude HIV risk among L atino
men and Latinas’ experience of HIV risk through sex with their
partners,” Rios-Ellis said. “The women identified several risk
behaviorsfor HIV infection, but they all said the samething: * If
you want to talk to us about HIV and AIDS, then you must talk
to our husbands.””

“When we interviewed the men, we were surprised to hear
them speak so candidly, corroborating everything the women
had said. The men confirmed a number of HIV risk behaviors,
such as a reluctance to use condoms, infidelity, and failure to
disclose HIV infection,” Rios-Ellis said. Other risk factorsin-
cluded theveil of silence surrounding sex in the L atino commu-
nity, Latino men’ sfrequent sex with men regardless of self-iden-
tification as a homosexual or a bisexual, and the language bar-
riersin accessing HIV/AIDS-related medical care.
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“All of these behaviors really put
Latinas at risk because the men are bring-
ing homethe disease. We have found that
Latina housewives are at an extremely
high risk of HIV infection, despite hav-
ing only one sex partner and not using
drugs,” Rios-Ellis said. “What this tells
usisthat Latino men must beincludedin
any and all prevention messages.”

Gettingthe M essage Out

According to Rios-Ellis, many
peopleask why HIV/AIDS rates continue
to increase when messages are being
translated and peopl e are becoming more
savvy as to HIV/AIDS and related risk
behaviors.

“We wanted to know why Latinos
are at risk. Perhaps the most important
finding in our needs assessment is that
the participants could not recall oneHIV/
AIDS prevention message targeting the
Latino community,” Rios-Ellissaid. “Not
that we expect that any one message will
dramatically affect HIV risk behavior, but
our findings demonstrate that the few
messagesthat are available are not reach-
ing the population at al. Prevention ef-
forts must be multifaceted and affect the
context of HIV risk behaviorswithin the
lives of Latinos.”

“Despitethefact that resources have
been invested in preventing HIV in the
Latino community, these findings show
us thisis not the case,” said Urgarte. “A
‘one-size-fits all’ media campaign ap-
proach isdefinitely not the answer to pre-
venting HIV among L atinos.”

Through the needs assessment, the
NCLR identified several recommenda-
tions made by the community to help
develop HIV prevention programs. These
recommendations include developing
peer education and family sex education
programs; creating culturally and lin-
guistically appropriate and literacy-level-
specific programs; linking other issues
impacting HIV risk, such as substance
abuse and poverty; involving men and
families in HIV prevention; addressing
the needs of HIV-positive Latinas; and
creating HIV prevention television mes-
sages that involve men and family.
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“These findings create a solid foun-
dation on which to build new direction
for HIV prevention in Latino communi-
ties,” Urgarte said. “We' ve gotten our
marching orders from the community.
They havetold uswhat needsto be done.
Our first step isto go out and raise the
resources to support a large-scale HIV-
prevention project in the Latino commu-
nity.”

According to Rios-Ellis, NCLR is
applying the information learned in the
assessmentsto the creation of synergistic
prevention programming and examining
all of the findings and recommendations
to decidewhat HIV prevention strategies
to pursue moving forward.

Currently, NCLR has disseminated
four prevention brochures, each one avail-
ablein both English and Spanish, which
target HIV-affected families, at-risk
Latinas, Latino youth, and Latino men
who have sex with men. To date, they
have distributed nearly 50,000 brochures
and are evaluating them at over 300 af-
filiate community-based organizations
throughout the country.

The brochures cover topics such as
“How to Communicate with Your Partner
About Sex,” “How HIV/AIDS Affects
Latino Families,” and “How to Talk to
Your Family About Sex,” and draw on
guotations gathered through the assess-
ments.

NCLRisasoworkingwith It saGad!
in an effort to develop public service an-
nouncementswith L atino artiststo spread
the message of HIV prevention withinthe
Latino community and has started adia-
logue with MTV Latino, BMI Record-
ing, and BMG Recording, all of whom
have expressed an interest in harnessing
the power of celebritiesto increase HIV
prevention effortsin the Latino commu-
nity.

For more information about the
“ Latino Families HIV/AIDS Prevention
Project, contact Dr. Britt Rios-Ellis at
562-430-0044.

*Jatisticsarefromthe CDC' s Year -
End HIV/AIDS Surveillance Report,
Table 8. HIV infection cases by sex, age
at diagnosis, and race/ethnicity, reported
through December 2001.

Welcome to AIDSinfo!

n December 2002, the HIV/AIDS

Clinical Trials Information Service
(ACTIS) anditssister service, theHIV/
AIDS Treatment Information Service
(ATIS), mergedinto AIDSinfo.

Offering the latest Federally ap-
proved information on research, clini-
cal trials, and treatment for patientsand
health care providers, the AIDSinfo
project will continue to provide the
sameservicesasATISand ACTIS.

The new project will also provide
quick and easy accessto wide-ranging
Federal resources on HIVV/AIDS clini-
cal research, HIV treatment and preven-
tion, and medical practice guidelines
for health care providers and consum-
es.

The AIDSinfo Web site, located at
http: //imww.AlDSinfo.nih.gov, is user-
friendly and easy to navigate. The site's
many featuresinclude:

> Federally approved information
on HIV/AIDS treatment and pre-
vention guidelines;

» Comprehensive database of gov-
ernment- and industry-sponsored
HIV/AIDSclinical trials;

» Information about approved and
experimental HIV/AIDSdrugsand
vaccines; and

> Education and Resource Center,
offering links and other
downloadable resources.

AIDSinfo is sponsored by the fol-
lowing agencies: Nationa Institutes of
Health: Office of AIDS Research, Na-
tional Institute of Allergy and Infec-
tious Diseases, National Library of
Medicine; Centersfor Disease Control
and Prevention; Health Resources and
Services Administration; and Centers
for Medicare & Medicaid Services.

AIDSinfo’ s English- and Spanish-
speaking health information special-
ists can provide confidential responses
by telephone, TTY/TDD, mail, and e-
mail.

To check out the new site, go to
http://www.AlDSnfo.nih.gov or call
800-HIV-0440 (800-448-0440). &
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AIDS Is Here

A Salient Threat to Rural America

Aimee Swartz

any African American women, who liveinrural areas
M of the United States, do not consider themselves at
highrisk for HIV, according to anew study, HIV-Asso-
ciated Histories, Perception, and Practices Among Low-Income
African American Women: Does Rural Residence Matter? Asa
result, these women often engage in more sexually risky behav-
iors than their urban and subur-
ban counterparts, said study au-
thor Dr. Richard A. Crosby of the
Rollins School of Public Health
at Emory University in Atlanta.

In the U.S,, the incidence of
HIV infectionand AIDSdiagnoses
isincreasing rapidly among Afri-
can American women. Compared to Hispanic women and White
women, African American women are, and have been sincethe
beginning of the AIDS epidemic, disproportionately affected
by HIV/AIDS.

Though women infected with HIV by and large reside in
urban epicenters and their surrounding suburbs, HIV transmis-
sionisincreasing at rapid ratesin rural counties throughout the
nation, where messages about HIV prevention often take a
backseat to the daily struggles of rural life. Unemployment,
poverty, teenage pregnancy, sexually transmitted diseases, in-
adequate education, and little or no access to health care all
contribute to theincreasein HIV infectionin rural counties.

Rural residents are also burdened by geographic isolation.
Patients may be spread out over hundreds of miles. Many don’t
have cars or access to other transportation to get to the doctor.
For those who do, rugged topography, harsh winters, and long
distances between towns can maketraveling for medical careor
social servicesan all-day effort.

Moreover, rural residents often lack health insurance and
sufficient education to understand and adhere to complicated
drug regimens. Thus, in many cases, patients keep their HIV
statusasecret for fear of being ostracized.

Rural African American Women MisperceiveThreat of HIV

Crosby and ateam of researchers surveyed 571 low-income
African American women who attended Federally-funded Spe-
cial Supplemental Nutrition Programsfor Women, Infants, and
Children clinicsin 21 Missouri counties.

Approximately 25 percent lived in rural counties—those
with apopulation lessthan 50,000—while the majority lived in
urban or suburban aress.

HIV Impact

Researchersfound that rural women weretwice aslikely as
urban or suburban women to say that they did not have a pre-
ferred way to protect themselves against HIV and other STDs.

Rural women were also twice aslikely to report never hav-
ing used condoms or not using condoms because they believed
their partner to be HIV-negative (despite their partner not hav-
ing been tested for thevirus). Ru-
ral women were also twice as
likely to report that their past or
current partner had not been
tested for HIV.

Rural women were about
half as likely to report that they
had ever been diagnosed with
syphilis or gonorrhea and were twice as likely to report not
having received counseling about HIV during their last preg-
nancy.

Becausethe belief that their partner’ sHIV statuswas based
on something other than an HIV test, rural women may be more
likely than non-rural women to take their partners word that
they are HIV-negative, the authors added. Researchers suggest
this discrepancy in HIV beliefs and prevention practices be-
tween urban and rural women may exist because rural African
American women do not perceive HIV asasalient threat.

GettingtheMessage Out in Rural New York

The Catskill Rural AIDS Services (CRAS), located in
Oneonta, New York, isworking within upstate New York’ srural
community to ensurethat residents areinformed about risk fac-
torsfor thetransmission of HIV/AIDS. “ Therearealot of people
whose perception of risk isalot lower than reality,” said Chuck
Christoffersof CRAS.

CRAS provides support and HIV-prevention services for
Delaware and Otsego Counties, two of themost rural countiesin
New York state. “Becausethisareaissorural, all of our services
are aimed at keeping people connected and informed about the
disease,” said Christoffers. “It’ simportant that people know and
remember that AIDSisout there.”

CRAS is currently providing support services, including
dinners, social events, or an annual retreat weekend, to about
30-40 peopleinfected or affected by HIV/AIDS. CRAS servesa
diverse mix of people, including Caucasian, African American,
and Hispanic men and women.

In addition to support services, it also focuses on educa-
tion. When CRASwasorganized in 1997, the founders added a
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prevention mandate as a role secondary
to providing support services to people
infected with HIV. “We understand the
importance of working to reducethe stig-
mas still attached to HIV/AIDS while at
the same time ensuring that people who
are not infected with the virus have the
facts that will help them avoid getting
infected,” Christofferssaid.

To raise awareness of HIV/AIDS,
CRAS has an active speakers bureau of
peoplewho are HIV-positiveor living with
AIDS. The speakers' bureau travels
throughout the region, presenting real-
life stories to students, women'’s groups,
and nurses’ training days. “ Though it can
be somewhat anxiety-provoking to
speak-out about an AIDSdiagnosis, shar-
ing apersonal story isasurefireway to
raseawareness,” said Christoffers. “AlDS
is hardly mentioned at all here—not in
the newspapers, radio or tel evision—and
that really reinforcesthe myth that it does
not exist.”

CRAS is dso running an extensive
public relations campaign in local me-
dia. “We have raised enough money to
run weekly adsfor our hotlinein thefree
shopper-newspapers that circulate in
both counties,” said Christoffers. “Weaso
submit pressreleases about HIV and our
organization to area newspapers and ra-
dio stations.”

In addition, CRAS has produced a
public service announcement aimed at
the rural population with the basic mes-
sagethat “AIDSishere” Chrigtofferssaid.
Because no one newspaper, radio station,
or television station reaches the entire
arey, it is has been difficult to dissemi-
nate the message. In spite of this, CRAS
has experienced asignificant increasein
callsto their hotline.

“1 think our visibility is lifting the
veil of silence around HIV/AIDS,”
Christofferssaid.

For moreinformation about Catskill
Rural AIDS Services, call 800-976-
2727.

January/February 2003

Improving continued from 5

sufficient communication with study par-
ticipants, and underscored the need for
an in-depth review of the clinical tria
process.

“Our report callsfor making surethat
all people enrolled in research studies,
whether public or private, should be ad-
equately protected and that research in-
stitutions’ 1eadership should continually
ensurethat participant protection are con-
sistently being followed,” said Federman.

The committee found three coreis-
sues around which its analysis was fo-
cused. First, the common finding was
widespread dissatisfaction with the cur-
rent system and significant doubt exists
regarding the current process. Second,
institutional review boards, currently re-
sponsible for determining research eth-

icsof trias, are overburdened and in need
of reform. Third, the existing regulatory
framework cannot adequately addressthe
ever-changing research environment.

“Noresearch effort isutterly without
risk,” said Federman. “ Our committee be-
lieves that the promise of biological and
social research can be fulfilled, but re-
search can be done only with appropriate
safeguards for participants, whose pres-
enceisindispensableto the progressthat
beckonsusall.”

For more information about the re-
port, contact the National Academy of
Sciences' Office of New and Public In-
formation at 202-334-2138. Reportswill
be available later this year by calling
202-334-3313 or by visiting http://
www.nap.edu

Major Recommendations

Daniel Federman, MD, Harvard Medical School, outlined Responsible Resear ch:
A Systems Approach to Protecting Research Parti cipants recommendations at a
public briefing late last year [October 3, 2002]. These included:

« All research staff should be educated in the ethical principles of respon-

sibleresearch;

Patients and community representatives from all backgrounds should be
recruited to help in the design, review, and conduct of clinical trials;

Three types of review of proposed studies should occur before moving
forward: anin-depth review of the scientific basisfor research and possible
risks, an evaluation of possiblefinancial conflictsof interest of theinvesti-
gators, and a comprehensive review by aresearch ethicsreview board;

Obtaining informed consent should be an ongoing, rather than a finite,
process, and the document used to obtain consent should be written in
simple and objective language;

All studies involving more than minimal risk should be monitored with
prompt reporting of adverse events;

Reasonable compensation should be provided to people who are harmed
as aresult of their participation in clinical trials; and

Participant protection programs should strive for constant improvement.

11 HIV Impact



Bad Taste, Big Pills, and Side Effects

Helping Kids Take Their Meds

Aimee Swartz
n the 1980s, the number of babies born with HIV was in-
I creasing at an alarming rate. These infants, often dubbed
“AlDSbabies’ by themedia, werethe children of HIV-posi-
tive women, many of whom were still injecting drugs. Most of
them were very ill and were either given away or taken away
from their mothers. They were not expected to live until the age
of five.

By the early 1990s, HIV-positive births began to decline
thanks to the administration of anti-HIV medicine before, dur-
ing, and after birth. According to the Centers for Disease Con-
trol and Prevention (CDC), offering AZT during the perinatal
period to infected women during pregnancy and delivery, and
to theinfant after birth, resulted in decreasesin mother-to-child
transmission of HIV from 20-25 percent in the 1980s to 5-10
percent today. Before perinatal, or mother-to-child preventive
HIV treatments were available, an estimated 1,000-2,000 in-
fants each year wereborninthe U.S. infected with HIV.

TheIncarnation Children’ s Center (ICC) in Brooklyn, New
York, has cared for many of these children, acting as surrogate
familiesfor children whose mothers are otherwise unableto care
for them. Since itsinception in 1989, the ICC has served hun-
dreds of children, with staysranging from several weeksto sev-
eral years.

“Some of the children at the ICC have literally grown up
here,” said Dr. Catherine Painter, ICC’ smedical director. “When
it first opened its doors to the AIDS community, the ICC was
New York City’ sonly residence exclusively for this population.
Since then we have served hundreds of children living with
HIV?

The ICC provides outpatient diagnostic and medical care
for HIV-positive children, respite care for children whose natu-
ral and foster parents are temporarily unable to provide care,
residential transitional care with 24-hour nursing for chroni-
cally-ill HIV infected children who do not need hospitalization
but require round-the-clock care in a home-like setting, and
accessto clinical trialsfor new medications.

ThelCCisajoint venture of the Catholic Home Charities,
Columbia University’s Department of Pediatrics, Harlem
Hospital’s Pediatric AIDS Program, and the Samuel and May
Rudin Foundation. Housed in a four-story former convent in
Manhattan’ s Washington Heights neighborhood, the ICC’ sbed-
rooms, play rooms, and backyard garden help to create ahome-
like atmosphere. A staff of nurses, doctors, social workers, and
child care staff not only provide 24-hour medical attention, but
alsoresidentia carefor the Center’s18 children living with HIV
andAIDS.

HIV Impact
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Themajority of childrenthe | CC servesare African Ameri-
can or Hispanic, with ages ranging from birth to 19 years old.
For the most part, the ICC develops long-term relationships
with children who stay at the center for six monthsto ayear and
are having treatment adherence and compliance difficulties.

“ At the beginning of the AIDS epidemic, the ICC saw alot
more infants and toddlers because there were alot more pediat-
ric infections at that time,” Painter said. “Now that these chil-
dren are growing up, our population is largely skewed to ado-
lescents.”

“The ICC has a unique combination of expertise and sup-
port that provides the child and his or her family with
multidisciplinary services that are designed to meet the chal-
lenges of pediatric HIV/AIDS and to minimize its effects on
their quality of life,” Painter said. “ Often the biggest challenge
arethe many issuesthat affect treatment adherence.”

“The vast mgjority of children we see have had HIV since
birth. Asin adults, HIV affects every organ of the body. The
difference in children is that their immune systems are not as
mature as adultsliving with HIV, so the affects of the disease on
their body can be more challenging,” Painter explained. “1 can-
not stress enough the importance of treatment adherence in the
long-term health of these children.

Many children have a hard time taking their medications
for ahost of reasons, including their bad taste, big pills, and side
effects, Painter explained. “ There are also alot of mental health
and psychosocial reasonsthekidsaren’t taking their medicines,
and that iswherethereal challenge comesin. Wework with the
families to understand what’s going on in the home environ-
ment that might be having anegative affect on the child’ streat-
ment adherence. Whilethe children are here, we' re actually liv-
ing with them so we can see how they react to having to take
their medicine.”

ThelCC usesamodel of directly observed therapy (DOT),
to ensure that the child takes his or her medication at the right
time and in the right way. DOT refers to the taking of medica-
tionsin the presence of amedical provider, so the provider can
actually watch the pills being swallowed.

“Some of these families might be grappling with substance
abuse or poverty or mental health issues, which makesit really
hard to adhere to acomplex medical regimen of taking several
medications at the sametime and intheright way,” Painter said.
“Or sometimes, it’ sjust amatter establishing some consistency.”

“Inalot of families, medicating has become abattleground,”
Painter said. “So we work to break that routine, allowing the

Adherence continued on 13
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HIV/AIDS in the Workplace
Maintaining A Supportive and Productive Work Environment

Aimee Swartz

hile much progress has been
madein erasing thestigmafac-
ing peopleinfected with HIV,

livingwith AIDS, or impacted by thedis-
ease, many proactive measures still need
to be taken to ensure quality of life for
those directly or indirectly affected by
HIV and AIDS.

The workplace is often the scene of
prejudice, discrimination, and harassment
for people infected or affected by HIV
and AIDS. However, the workplace also
offers many opportunitiesto change atti-
tudes, provide support to HIV-positive
people, and raise awareness about the dis-
ease.

HIV and AIDS are considered dis-
abilities under the Americans with Dis-
abilitiesAct. Thislaw prohibitsemploy-
ment discrimination against aperson who
has HIV infection or AIDS, or against a
person perceived as having HIV infec-
tion or AIDS. This applies to all condi-
tions of employment, including hiring,
advancement, and compensation.

Inaddition, the ADA requiresemployers
of disabled people to make “reasonable
accommodations.” Thiscanincludeflex-
iblework schedules, generousleave poli-
cies, reassignment to vacant positions,
and part-time work.

To this end, many companies have
created HIV/AIDS policiesto definetheir
positions and practices as they relate to
employeeswith HIV infection. HIV/AIDS
policies set the standards of behavior ex-
pected of all employees, establish com-
pliance with all Federal, state, and local
laws, and provide additional resources.
Companies with effective policies in
place are more prepared to manage AIDS
in their workplace.

Creating Corporate HIV/AIDS Poli-
cies—Whereto Begin?

The Centersfor Disease Control and
Prevention’s (CDC) Business Responds
to AIDSand L abor Respondsto AIDSPro-
gramshelp large and small businessesand
[abor unions meet the challenges of HIV/

Adherence continued from 12

children to become active participantsin their own medication.” ThelCC workswith
the children to establish medication schedules that are comfortable. This gives them
more responsibility asthey get older and learning to self-medicate.

“We might start by giving them abeeper, so they know when to cometo taketheir
meds. Then we might give them awatch, so it’s on them to look at the time to go get
their meds,” Painter explained. “The last step of course is getting them to the point
where they can actually take the meds themselves.”

“ Adolescents are unique because as they grow up they become more aware and
more responsible. At the sametime, they are grappling with their diagnosis. With that
comes very complex issues that intersect, for example, with disclosure or control,”
Painter said. “Let’ ssay they just lost aparent and the one way to have control over their
lifeis to stop taking their medicine. Having to take medicine also reminds them of
something they don’t want to think about.”

“We cannot underestimate the affect of mental health on treatment adherence, just
aswe cannot underestimate the affects of treatment adherence on keeping the virus at
bay,” Painter said. “Our goal isthat discharge from the |CC will enabletheir adherence
and compliance to continue, eventually saving their lives,” Painter added.

For more information about the Incarnation Children’s Center and their
program, call 212-928-2590. ¢
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AIDS in the workplace and the commu-
nity. These programs partner with busi-
nesses and labor unions, aswell astrade
associations, public health departments,
AIDS service organizations, and govern-
ment agencies to promote the develop-
ment of comprehensive workplace HIV/
AIDS programs.

These CDC programs work to sup-
port leadership and create resources not
only to eradicatethe HIV/AIDS epidemic,
but also to address its social and eco-
nomic consequences, particularly within
the workplace. The program accom-
plishes this through technical assistance
and the implementation of HIV/AIDS
workplace programs that combat preju-
dice and fear and foster community ac-
tivism, volunteerism, corporate philan-
thropy, and leadership.

These programs recommend five
components for implementing compre-
hensive HIV/AIDS programming: (1)
HIV/AIDS policy devel opment; (2) man-
ager/labor leader training; (3) employee
education; (4) education for employees’
families; and (5) community service and
volunteerism.

Likewise, the American Red Cross's
Workplace HIV/AIDS program was cre-
ated to help businesses maintain a sup-
portive and productive work environment
for everyone and helps businesses meet
theneedfor reliable, factual information
about HIV and AIDS.

The Red Cross not only provides a
“Your Job and HIV” brochure and
“America at Work: Living with HIV”
video, but has also created amodular pro-
gramfor avariety of workplaces. The pro-
gram:

+ Providesto employees and employ-
ers reliable information about HIV
and AIDS, including facts about
transmission and prevention;

Work continued on 14
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++ Encourages discussion about topics including employee
and employer rights and responsibilities, legislation such
asthe ADA, medical confidentiality, and reasonable accom-
modation;

+ Helpsemployeesunderstand that they can work safely, with-
out fear, alongside people living with HIV or AIDS;

++ Promotes acompassionate environment for workersliving
with HIV, or those whose family members, friends, or part-
ners may be HIV-positive;

+ Includesaspecial interactive module for managersand su-
pervisorsthat preparesthem for the unique challenges pre-
sented by HIV/AIDSin theworkplace; and

«» |dentifieslocal resourcesand services.

In addition, the Global Business Coalition on HIV/AIDS, estab-
lishedin 1997, isarapidly-expanding coalition of international
busi nesses dedicated to combating the AIDS epidemic through
the business sector. As part of its mission, the coalition
enoucourages businessto adopt HIV/AIDS friendly work envi-
ronments. Membership consists of nearly 100 international com-

Organizations

panies, from Exxon Mobil to Coca-Colato Levi Strauss, who
arecommitted increasing HIV/AIDS awareness.

The Global Business Coalition on HIV/AIDS has estab-
lished an advisory working group of representatives from lead-
ing companies and partner organizations to provide guidance
on the development of the Workplace Protocols and Best Prac-
tices.

The policy will provide detailed advice to company man-
agerswishing to implement comprehensive employee HIV pro-
grams, particularly those operating in resource limited settings.
It will include in-depth descriptions of interventions including
risk assessment, non-discriminatory policies, prevention and
awareness programs, condom distribution and treatment of sexu-
ally transmitted diseases, voluntary counseling and testing, care
support and treatment, and monitoring and evaluation.

For moreinformation about the Business Respondsto AIDS
and Labor Responds to AIDS Programs, visit http://
www.hivatwork.org ¢

For moreinformation about the American Red Cross Work-
place HIV/AIDS program, visit http://mww.redcross.org/ser-
vices/hss/hivai ds/work2.html €

For moreinformation about the Global Business Coalition
on HIV/AIDS http: /imww.busi nessfightsaids.org ¢

AlIDSinfo

PO. Box 6303

Rockville, MD 20849-6303
800-HIV-0440 (800-448-0440)
http://www.AlDSinfo.nih.gov

American Red Cross
WorkplaceHIV/AIDSProgram
431 18th Street, NW

Washington, DC 20006
202-639-3520
http://www.redcross.org/services/hss/
hivaids/work2.html

Asian & Pacificldander
WellnessCenter

730 Polk Street, 4th floor
San Francisco, CA 94109
415-292-3400
http://www.apiwc.org
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BusinessRespondsto AlDSand
Labor Respondsto AIDSPrograms
PO. Box 6003

Rockville, MD 20849-6003
800-458-5231
http://ww.brta-Irta.org/

Catskill Rural AIDS Services(CRAS)
66 Chestnut Street,

Oneonta, NY 13820

607-436-9554
http://www.catskill-aids.org/

Global BusinessCoalition
onHIV/AIDS

1515 Broadway, 45th Floor
c/oViacom

New York, NY 10036
212-846-5893
http://www.businessfightsaids.org
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Incarnation Children’sCenter
142 Audubon Avenue
NewYork, NY 10032
212-928-2590
http://www.icc-pedsaids.org/

MetroTeenAIDS

PO. Box 15577

Washington, DC 20003-5577
202-543-9355
http://www.metroteenai ds.org

National Academy of Sciences
The National Academies

500 Fifth Street, NW
Washington, DC 20001
202-334-2000
http://www.nas.edu
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Resources

HHS Briefs

2002 Abbreviated Guideto M edical Management of HIV Infection

The Abbreviated Guide to Medical Management of HIV Infection isintended for
bedside clinical management decisions. The parent text, Medical Management of HIV
Infection, provides the scientific foundation for recommendations.

This Guide provides complete recommendations but without the background
data and references of the parent text; the Guide came out 6 monthslater, soitismore
up to date; and it has new featuresin the drug section.

For more information, go to the Johns Hopkins AIDS Service Web site at http://
hopkins-aids.edu/publications/abbrevgd/abbrevgd. pdf

2002 HIV/AIDSRural Resource Directory

This directory is acompilation of HIV/AIDS primary care, testing & counseling
and support services providing careto rural areasinthe United States. Program service
descriptions as contributed by providers are included.

For more information, contact the National Rural Health Association at 816-
756-3140 or go to http://mww.nrharural.org/provider §HIV-Dir.html

APIsin CPGs. aManual for Asians and Pacific Islanders Who are New to the
Community Planning Group Process

Thismanual containsbasic information on: the CPG process overal; stereotypes
about APIsand how they may affect participation on CPGs; what to expect at your first
CPG meeting; behavioral science and epidemiol ogy; epidemiologic profiles and con-
ducting needs assessments; prioritization process; recruitment; coalition and alliance-
building; and leadership.

For more information, contact the Asian & Pacific Islander Wellness Center at
415-292-3400 or http://mww.apiwellness.org

An Introduction to Clinical Trials

Choosing to participate in aclinical trial is an important personal decision. This
online source's frequently asked questions section providesintroductory information
about clinical trials. In addition, it is often helpful to talk to a physician, family
members, or friends about deciding to join atrial. After identifying sometrial options,
the next step is to contact the study research staff and ask questions about specific
trials.

For more information, go to the ClinicalTrials.gov Web site at http://
clinicaltrial s.gov/ct/gui/info/resources

PhysiciansGuideto Workingwith Asiansand PacificlslandersLivingwith HIV
Thisguidefrom the Asian and Pacific | slander Wellness Center |ooks at treatment
goals and interventions to address cultural factors of Asians and Pacific Islanders
livingwith HIV.
For more information, contact the Asian & Pacific Islander Wellness Center at
415-292-3400 or http://mww.apiwell ness.or g/v20/physician/clinicianguide.pdf

What AreU.S. Latinos HIV Prevention Needs? (17ER)

Thisfact sheet provides the prevention needs, barriersto prevention, and cultural
barriersfor U.S. Latinos.

For more information, call the National Prevention Information Network at 800-
458-5231 or go to HIV InSte at http://hivinsite.ucsf.edu/prevention
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Caribbean Project

The Health Resourcesand Services
Administration’s HIV/AIDS Bureau
(HAB) has funding available for the
Special Project of National Signifi-
cance-Models of Comprehensive Care
for Caribbeans Living in the United
States(SPCCL).

The funding is to develop and
evaluate peer support interventionstar-
geted towards HIV infected persons of
Caribbean origin residing in the U.S,,
and to support devel opment of human
and organizational clinical capacity in
the Caribbean.

Letters of intent are due March 3,
and the application deadline is April
18, 2003.

For more information on this
grant, go to http://hab.hrsa.gov/
grants/Caribbean2003.htm

Prisonersand HepatitisC

In the January 24, 2003, Morbid-
ity and Mortality Weekly Report, the
Centers for Disease Control and Pre-
vention (CDC) urged states to test all
prisonerswith a history of intravenous
drug usefor hepatitisC. The CDC re-
ported that of the one million hepatitis
C infected inmates released annually,
it is unknown how many are aware of
their infection. Somewhere between
16-41 percent of inmates are infected,
depending on the state.

Federal law requires statesto treat
sick inmates, but some prison officials
argue that money is not available for
tests and treatments for hepatitis C.

CDC' srecommendations spell out
the education and care prisons should
give inmates with the disease and say
targeted testing would find most cases.

For more information, go to
http: //www.cdc.gov/mmwr/preview/
mmwr html/rr5201al.htm

HIV Impact
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Conferences

March 30 - April 2, 2003

15th National HIV/AIDS Update Conference

American Foundation for AIDS Research

Miami, FL

Contact the National HIV/AIDS Update Conference (NAUC) at
http://www.nauc.org for more information.

April 27 - May 1, 2003

16th Inter national Conferenceon Antiviral Resear ch
Savannah, GA

Contact the International Society for Antiviral Research (ISAR)
at http://www.isar-icar.com for moreinformation.

HIV Impact

May 1-5,2003

Voices2003: TheNational Conferenceon HIV/AIDSand
Children, Youth, and Families

Washington, DC

Contact the AIDS-Alliance at 202-785-3564, ext. 34, or at
Ihorton@aids-alliance.org for moreinformation.

May 18 - 20, 2003

AlDSWatch 2003

Washington, DC

Contact National Association for People With AIDS at
aidswatch@napwa.org or http://www.napwa.org/ai dswatch.htm
for moreinformation.

January/February 2003



