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June 25, 1998

FROM THE DIRECTOR

IDS is increasingly a disease of women,

particularly women of color. Each and
every day, here in the United States, and across
the globe, thousands of women are infected with
HIV.

The impact reaches far beyond just these
women, however. Children, families,
communities, and even entire nations are being
devastated by this epidemic.

Statistics alone cannot tell the whole story.
While those in this country struggle to obtain
state-of-the-art medications, most women with
AIDS will be unable to afford even the most
basic care.

And their children will fair no better. By the
year 2010, there will be over 40 million AIDS
orphans struggling to survive in a world that
seems deaf to their cries.

My hope is that through today’s meeting, we
will identify ways to make AIDS more a part of
the broader women’s movement.

Those women who are at risk of infection,
especially those that may not even know they
are at risk, must be alerted. Those that are
infected and affected must be given every
opportunity to access those services that are
available.

This terrible epidemic has cast a harsh light
on the persistent inequities that you have fought
with such dedication. Now we must ask you to
see HIV is a reproductive rights issue, as a
health care issue, as an issue of race, gender,
and class disparities. You have all devoted
much of your lives to these challenges, and we
need your help once again.

Working together, we can truly make a
difference in this epidemic. We can save lives.
We can stop AIDS both here in the United
States and across the globe.

I thank you for joining me today, and hope
that this brief outline provides you with a better
understanding of why the devastating impact of
HIV/AIDS on women is an issue for us all.

Sandra L. Thurman

Director, White House Olffice of National
AIDS Policy

June, 1998
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INTRODUCTION

Across the globe, an estimated 5.8
million people were infected with HIV
in 1997, approximately 16,000 new cases
every day. Of those, 14,000 are adults and
40% of them are women. In the United
States, between 120,000 and 160,000
women are estimated to be infected with
HIV, the virus that causes AIDS. Women
are the most

Women are the most rapidly repidly growing

segment of the

gl‘OWillg segment of the population at risk
population at risk for AIDS in g)r_AaDSS in the
. nited States.
the United States The proportion of
female AIDS

cases has nearly tripled, from 7% of the
annual total in 1985 to 20% in 1996.'
Heterosexual transmission is the most
rapidly increasing means of transmission of
HIV in women. Among women reported
with AIDS in 1996, 40% acquired the
disease through heterosexual intercourse.
Increasing numbers of women are infected
by partners who are bisexual or injecting
drugs—without the women knowing it.

Injection Drug

Sex with IDU
11%

New AIDS Cases in Women - 1997

Transfusion
1%

Sex with men
not IDU
27%

Other/unknown
28%
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INJECTION DRUG USE

he second most common means of

exposure to HIV in women is through
injection drug use (IDU). In 1996, among
women reported with AIDS, 34% acquired
HIV through IDU.

It is not only injection drugs that are the
problem. In fact, data from a Centers for
Disease Control and Prevention (CDC)
study in 1996

MINORITY WOMEN

1though black and Hispanic women

comprise only 1/4 of the female
population in the U.S., they make up 3/4 of
all the AIDS cases in women.* The rate of
AIDS was 7 times higher in Hispanic
women and 20 times higher among black
women than the rate among white women in
1997. The racial/ethnic distribution of
women with AIDS

showed a high
prevalence of HIV
among young
women aged 18-
29 years who had
exchanged

unprotected sex white women

The rate of AIDS was 7 times
higher in Hispanic women and
20 times higher among black
women than the rate among

corresponds to that of
male injection drug
users and
heterosexual contacts
with AIDS. Partner
selection patterns
resulting in an
increased likelihood

for crack, cocaine
or money. These women were as likely to
be HIV positive as men who had had sex
with men.?

We also know that people are more
likely to engage in risky behaviors when
they are under the influence of drugs. For
example, community prevention workers in
San Francisco believe that the high rate of
infection among young gay men is in part
due to high rates of “recreational” drug
abuse in that social group.

of contact with an infected sexual or needle-
sharing partner may explain this
correspondence. '

There are consistently higher infection
rates in black and Hispanic injection drug
users which may be in part due to
differences in high risk injection behaviors,
but factors such as differences in HIV

~ prevalence may be even more significant.’

New AIDS Cases per 100,000 in Women - 1997
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YOUNG WOMEN

Women aged 15-24 years are at higher
risk for HIV infection than older

women. Young women may be more likely
to have multiple partners, to engage in risky
behavior, to have partners at higher risk for
infection, and they may be more susceptible
to cervical infections.® AIDS incidence
rates have increased faster in young women
infected through heterosexual contact than
through IDU.’

Young women are at risk for HIV
infection at an earlier age than young _
heterosexual men. This is demonstrated by
the relatively high proportion of persons
with HIV or AIDS that are women younger
than 25 years infected through IDU or
heterosexual contact. This finding suggests
that young women are becoming infected by
older sexual or needle-sharing partners and
is similar to the documented age gap
between teenaged mothers and their
partners. Young women are less likely to
use condoms with older heterosexual male
partners than with same-age partners.?

June 25, 1998

GLOBAL EPIDEMIOLOGY

More than 30.6 million people are living
with HIV or AIDS of whom 90% live
in developing countries. The vulnerability
of women to HIV infection is greater in the
developing countries of the world compared
to the industrialized countries of the world.’

The largest proportional growth of the
HIV epidemic during the 1990s will be in
Africa, Asia, and Latin America. In Africa,
heterosexual contact is the predominant
mode of HIV transmission. In Thailand and
India, there have been increases of HIV
among female prostitutes. In Latin
America, heterosexual transmission has also
increased and the rates of reported AIDS
cases in women of Central America have
increased 40-fold."

Many socioeconomic factors influence
the risk of HIV infection among women of
developing countries. These include a large
proportion of the population in sexually
active age groups, urbanization, male
migration, changing social structures, and
poverty and gender inequality which foster
prostitution. Women may not be able to
choose safer sex practices because of their
lower social position. "'

HIV/AIDS and Women



CHILD BEARING WOMEN AND
THEIR INFANTS

pproximately 14,920 HIV infected
infants were born in the United States

from 1978 through 1993. The risk of
transmission of HIV from an untreated
infected mother to her unborn child is
approximately 25%. However, when an
HIV infected mother takes zidovudine
(AZT) during her pregnancy and labor, and
her newborn receives AZT after delivery,
the risk of transmission falls by two-thirds. '

Through an increase in voluntary testing
of pregnant women for HIV and the use of
AZT as recommended, fewer than 500
babies could be born each year infected with
HIV, a significant reduction from the more
than 1,500 per year born in the early
1990s."

The problem of transmission of HIV
from mother to baby in developing countries
is a far greater one. Nearly 90% of HIV

infected newborns come from sub-Saharan
Africa. In Haiti, over 8% of pregnant
women in 1993 were HIV infected.'

A trial completed by the Ministry of
Public Health of Thailand and CDC in 1997
is the first to describe the efficacy of a short-
term regimen of an antiretroviral drug for
preventing HIV transmission from mother to
child. The preliminary results indicate that a
short-term antiretroviral regimen of AZT
reduced the risk for mother to child HIV
transmission by approximately half.

The regimen studied in this trial is more
feasible for implementation in Thailand and
other developing countries than the regimen
now used in the United States because it is
less expensive and logistically simpler.
Widespread AZT use among infected
pregnant women would prevent thousands
of mother to child HIV infections annually
in Thailand, where an estimated 20,000 HIV
infected women deliver infants each year."

New AIDS Cases in Women - 1997
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THE ROLE OF SEXUALLY
TRANSMITTED DISEASES

exually transmitted diseases (STDs)

facilitate the transmission of HIV.
Studies from four continents, including
North America, have linked STDs with a
three to five-fold increased risk for
transmission of HIV. This is true for STDs
that cause genital ulcers such as herpes,
syphilis and chancroid and non-ulcerative
STDs such as chlamydia, gonorrhea and
trichomoniasis.

Infection with another STD can
significantly increase a woman’s risk of
acquiring HIV if exposed to the virus
through sexual intercourse. An HIV
positive person who is co-infected with an
STD is more likely to transmit HIV to an
uninfected partner because of a greater HIV
viral load and increased shedding of the
virus.'®

PREVENTION

revention efforts remain critical.

Although the current rate of HIV
infection in women is not known, available
information points to ongoing transmission.

Efforts to prevent HIV infection in women

may be complex for several reasons:

1. women who are financially dependent
on male partners are at a disadvantage in
negotiating condom use

2. women who are sex partners of
HIV-infected men, bisexual men, and
injection drug users are difficult to
identify and target, and

3. women at highest risk may face a
multitude of other problems, including
poverty, substance abuse, alcoholism,
violence, unemployment, and unplanned
pregnancies.

Prevention counseling for risk reduction,
prevention and treatment of STDs,
unimpeded access to health care, and

substance abuse

Women with a STD have a
three to five-fold increased risk
for becoming infected with HIV
upon exposure to the virus

treatment for women
are critical factors in
prevention and
intervention.
Additional factors
critical to successful

June 25, 1998

prevention include
reaching young women before they initiate
sexual activity, continuing to develop
interventions targeting women to increase
condom use, and developing female
controlled barrier methods such as
microbicides which are safe, effective,
affordable and confidential, to prevent HIV
transmission."’

HIV/AIDS and Women



HEALTH CARE

long with prevention efforts, adequate

resources for care are critical. Based
on national HIV prevalence estimates, a
minimum of 60,000 to 115,000 HIV
infected women not yet diagnosed as having
AIDS by the end of 1995 will be requiring
care for HIV infection in years to come,
twice as many as have been diagnosed as
having AIDS since 1981.'"® There may be
disparities in the care of women with HIV
compared to men with HIV. Women may
be less likely to be tested for viral load and
less likely to have protease inhibitors as a
part of their combination antiretroviral
therapy."’

Supportive services for women with
HIV is an important component of a
comprehensive and effective health care
system. Women with children, for example,
may neglect their own care in order to meet
parenting demands. Adequate childcare,
transportation, and “one-stop-shopping”
service delivery models are essential to
getting these women into care, and
supporting them in maintaining that care.

For women of color, services offered by
providers—doctors, nurses, case managers,
even receptionists—that are from their own
communities are more effective. Similarly,
for those women that are struggling with
both HIV and addiction, services that are
designed to meet both these complex
demands can make the difference between
accepting or rejecting life-saving care.

June 25, 1998
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Facing Delicate [ssues
Of Life, Love and HIV

Black Women Cope With Rise in AIDS

: By-LiéAmeEn '

Washington Post Staff Writer

The first time Nikiya saw the
_ gold diamond cluster and match-

".ing wedding band displayed in a
* - Georgetown jewelry store, she told
" herself she had to have them.

She bouight the rings right then,

 slid them on her left finger and
~ . promised to wear them forever.
" But Nikiya wasn’t mamed en-

. gaged or even datmg

She.wanted the rmgs to ward off

' potentxal suitors. Maybe then, she

i figured, she would never have to
face telling a lover her most painful
| secret: She is among the thousands
of black women infected with HIV,

. the virus that causes AIDS, which
[ is'spreading at an alarming rate

. among young women of color.

“When I saw the ring, I thought,

‘Oh, this is so pretty,” " said Nikiya,
25. “Then I thought, a wedding
ring—that should de the trick.”

Seven years ago, Nikiya—who

asked to be identified only by her
middle name—was a high school
senior ‘planning her future when
she learned that her boyfnend had
infected her with HIV, -

She felt she was the only young
woman on earth experiencing such
horror. The reality is much grim
mer.

In just over a decade, the num-
ber of women with AIDS has in-
creased dramatically—from 7 per-
cent of the total number of AIDS

cases in 1985 to 22 percent in

1997, according to the federal Cen-
ters for Disease Control and Pre-
vention.

African American women have
been especially hard hit, account-

ing for 60 percent of the AIDS
cases reported among women in

'1997. In recent years, sex has

replaced intravenous drug use as
the main source of exposure for
women, the CDC data indicate.

Federal health officials say the '

Y DUDLEY M. BROOKS—YHE WASHINGTON POST
Nikiya, 25, Iearned when she was in hlgh school that she had the AIDS virus.

trend shows no signs of abating. A
CDC analysis of HIV and AIDS
data colleéted in 25 states over .
three years shows that women
make up a greater proportion of

See WOMEN, 48, Col. I
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mewly diagnosed HIV infections than
.-AIDS cases. Between January 1994 and
» June; 1997, women in those states repre-
- sented 17 percent of the total AIDS cases
but 28 percent of HIV infections.
+:That means that women probably will
. make up a larger proportion of future
cases. In the District and its
_«8ubnrbs, the situation is even more se-
_vere, with African American women ac-
‘counting for 86 percent of the AIDS
cases among women,
o ephat is why we are focusing more of
P jon initiatives on women,”
> 1d Lewis, administrator for the
{343 Department of Health's Adminis-
v Xsatlon for HIV/AIDS. “There is still a
wd denial in the community from

~peqple who think [women] don’t have
e to worry about.”

¥ith the increased availability of pow-

new drugs, the AIDS death rate

r African American women, as well
.q»Alrican American men, ages 25 to 44,
SATDS atill is the leading cause of death.
"M JAfter her diagnosis, Nikiya prayed for
p:‘:qﬁlck death. But her life began to
~chanige when she sought counseling at
- “Fatpily And Medical Counseling Service
-~ Igedn Anacostia, one of the few black-
-owyid clinics that provides a full range
ical and mental health services.
e clinic excludes no one, but its
. patlept population is about 99 percent
_blagk: Nikiya said she felt less alone
-3 she saw the black, brown and beige
“vinted of other HIV-positive women at the
. . With lt{l}e‘ir support, she is learning

,‘-tg with

:\, t some of the scariest parts of her
~{ngwlife, she said, are the delicate issues
“yshB-never imagined facing again—like
; g, sexual intimacy, falling in love.

lptl, Nikiya was awaiting the results of
‘any8ir Force medical exam when a

‘réctyiter called and asked, urgently, that
;she report back to the military doctor.
ii:Her body trembled when the doctor
: Qolfdher she was HIV-positive.

51 was thinking, God, I'm just graduat-
~and my life is over,” Nikiya recalled.
She had been infected at 15 by her
"-bgyftiend, Steven, who was 21 and her

-firgtJove. He was a hemophiliac who had

R
. ‘béeh naive about how HIV is spread and
-hadot insisted that he use cond
»12.IgNikiya's mind, AIDS was a disease
:0f"White gay men—a fairly common
“-pofign among African Americans at that
Z.‘thng, even as the disease claimed a

‘disitoportionate share of African Ameri-

blood transfusions. But she had

.o Rart of the problem, black AIDS activ-
{8ty gay, is that influential African Ameri-
.'cap®ynstitutions, such as churches and
.civili rights organizations, have been
. Alow! to address AIDS prevention and
+¢dichtion.
e»*When Nikiya heard her diagnosis, she
‘rushed home and swallowed 20 of her
-.mother's painkillers. Two years later,
Jher brother stopped her as she crawled
+ou§-h third-floor town house window
2 ping to jump.
Py?&Fhrough it all, Nikiva and Steven
"clugg to each other. Then, just months
-aftes her diagnosis, Nikiya made a deci-
-8ign that health professionals say is fairly
"common among young HIV-positive
"Woinen who suddealy face their mortali-
‘tyzShe began trying to get pregnant.
3<%t was a conscious decision,” Nikiya
~sald, “I figured I may as well do every-
‘thing I can now.”
“+4 Despite the virus lurking in her blood,
,abe/gtill felt healthy, There was about a
+]5.lercent chance her baby would be
) HIV-positive.
,E,?{P.ﬁgured I'd leave it in God's hands
RN ]
AL >

ly has declined across the board. -

and take my chances,” she said.

Six years later, in 1998, researchers
would discover that treating a pregnant
HIV-positive woman with the drug AZT
significantly lowers her chances of pass-
ing HIV on to her child.

But Nikiya had no such proof. Rearful
of AZT's side effects, she refused the
therapy. She would have to wait 18
months after her daughter’s birth—the
time it takes for a newborn's immune
system to develop fully—to learn that
the infant was healthy.

Nikiya, Steven and their daughter
lived together in the District, but in
January 1994—when their baby was 1
year old—Steven got sick again. He died
eight months later.

A case worker at Georgetown Univer-
sity Medical Center, where Nikiya has
received medical treatment since she
was 17, referred her to Family And
Medical in Anacostia for counseling.

Depressed and isolated, Nikiya need-
ed to know that she was not the only
young African American woman living
with HIV. She needed to see others, to
hear their stories. And she needed a
tough-talking counselor who could push
her without the question of race clouding
the approach.

Diane Jones, then 29, fit the mold. She
recalls her first meeting with Nikiya:
“She was very young, and very angry and
feeling very sorry for herself” said
Jones, the mental health coordinator at

Pamily And Medical. “She had no coD-

cept of life with HIV or beyond HIV.”

In an early session, Jones confronted
Nikiya in that girlfriend, sisterly lan-
guage that bonds black women—even
those who don’t know- one another’s
names: “Girl, you need to get your life
together. If you keep on thinking you're
going to die, you are.”

In that moment, the counselor con-
nected to the part of the patient that
wanted to fight.

Picture Nikiya today: the color of rich
tea, about 120 pounds, with a slim body
that sometimes draws double-takes from
men. For the moment, her hair is straw-
berry blond, shoulder length with long
bangs. But her styles change on a whim.

She has won battles with pneumonia,
stomach viruses and a skin rash that left
faint blotches on her face. Nothing about
her appearance says she is sick. Her
energy fluctuates, but since 1997 she has
suffered little more than a cold.

She sinks into the cream-colored sofa
in her stylish Prince George's County
apartment and reflects on her love life.
The sun burns fiercely outside, but the
air indoors is cool and sweet with the
scent of burning candles.

She badn’t expected to date again.
After watching Steven suffer, she vowed
never to let anyone see her that weak.
She bought the wedding ring set. She
developed a hostile demeanor. And she
could burn a hole in a man’s intentions
with one hot glare.

But in a vulnerable moment, she lifted
the steel around her heart, and a new guy
slipped in.

They met at an auto parts store. He
told her he was a mechanic and offered to
install her car alarm. She flashed her
wedding rihg and said her husband
wouldn’t like that. He said her husband
did.:ll't have to know and slipped her his

card.

She called. .

She kept her condition secret for
months, even after they slept together
for the first time in January. She made
sure he used a condom. She liked him.
Then, he started asking her to move in
with him,

In her own place, she easily guarded
ber secret and followed the regimen that
was keeping her alive: five pills in the

morning on an empty stomach, three at .

Facing Life and Love Amid HIV

mid-day and five more at night. It was
time for him to know.

But, given the AIDS paranoia she
sometimes witnessed among fellow Afri-
can Americans, she wondered how he
would react. Even her doting grand-
mother still boils the dishes after Nikiya
eats a meal.

“Iknew if I ever got in a relationship, I
would tell,” Nikiya said, “Once I got to
the point where I felt like the relation-
ship was going somewhere, I just knew [
would tell.” :

So, as they were driving to dinner one
spring afternoon, she blurted it out.

“I'm positive,” she said from the pas-
senger seat. “I'm HIV-positive.”

He seemed more hurt than angry:
“Why didn’t you tell me?” he asked.

“Well, I'm telling you now,” she retort-
ed in her feisty mode.

Tension filled the car like gunpowder.
But the mechanic moved quickly to
defuse the moment.

“So, when are you moving in with
me?” he asked.

They never discussed it again, Nikiya
said. Instead, he began babying her,
giving in to her every demand.

“I was like, yell at me or something,”
she said. “I'm not gonna break,”

“He changed,” Nikiya said. *He turned
into such a sucker.”

In May, Nikiya asked him to stop’

calling. She had been weak once, after
Steven died, when she was so despon-
dent she couldn't lift herself out of bed.
But she is that woman no more.
. With Social Security income and mon-
ey Steven left, Nikiya and her daughter,
now 6, live comfortably. She earned an
education degree from the University of
Maryland, and she expects to receive a
master’s in child psychology from How-
ard University next year,

It took years before Nikiya allowed
herself to imagine a future. But she is
trying hard to live up to the Swahili
middle name that her mother chose with
such care: Nikiya, “Little Warrior.”

“I'm thinking of starting my own
private practice counseling kids,” she
says with ease.

. That is what motivated Nikiya to do
the thing she never believed she would
be able to do: Stand in front of a crowd
and tell her story.

On a scorching recent Tuesday morn-
ing, she sat behind a desk in a stuffy
classroom at Phelps Senior High School
in Northeast Washington. The teenagers
were wide-eyed as Nikiya rose to tell
them how she got infected with the virus
that causes AIDS.

She didn't tell them to avoid sex—con-
vinced that that advice would fall on deaf
ears. But she believes that she——some-
one who looks like them and is young
enough to relate to them—has a better
chance of planting information that
could save lives.

“Half of y'all guys in here were trying
to talk to me when I came in here,” she
said.

A few students giggled.

“What you don't know is I'm HIV-posi-

- tive,” she added. *And I have been

positive for 10 years. You can't look at
somebody and tell if they’re positive. . . .
Use a condom. Don't let decisions you
make today ruin your life tomorrow.”

When she was finished, the students
applauded. Nikiya strolled out, climbed
into her green Ford pickup truck and
headed home. It was a long journey to get
to that stage, she realized, and there ar
still miles to go. .

Her small hands rested in her lap. And
there, she saw the tool that she hopes
will protect her from too much pain.

It is the wedding ring.
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' Women’s AIDS

By Lisa Faazizn
Washington Post Staff Writer

“1 was like, Yesh, okay. I didn't think
i wrong” Wilkes said “I

group in the D.C., jal; in 1995, she entered an

18-month drug rehahilitation program.

- WY SUSAN BDOLE—THE WASHIGTON POST,

She is talking about Family And Medical
Counseling in Anacostia, where she has heert
a consultant gince last year. She was, the
clinic's paid community liaison unti] the grant
that paid her salary ran out. Wilkes worked
theunpalr.lum'ilt.hcclin.i&:oouldpl.ltherhlickon'

payroll. e
For the first time, Wilkes felt her life had

“So many of the women I knew,” Wilkes
said. “They were in the same eavironment']
was

E

;v:nd:m might have saved any one of our;

S

Fight Puts
Condoms on the Streets




