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PROCEEDINGS

DR. ROGERS: Good morning, and welcome to all of
you. I think it is entirely appropriate on this tenth
anniversary of the AIDS epidemic to hear from a group who have
been neglected in many instances, women and children. We are
really quite well-briefed, but we are enormously anxious to
hear from you.

Those of you who are not from the East Coast have
probably not seen what I thought was just an elegant op-ed
piece this morning, and I'm going to read you a few sentences
from it. This is by Michael Gottleib, who some of you will
recall was the doctor who first saw cases of what we now call
AIDS on the West Coast. June 5th was the date that it was
first reported in the MMWR.

This is what Michael Gottleib says, among other
things.

"As we enter the second decade of AIDS, the question
that haunts me must haunt everyone. How did this epidemic
happen? Why wasn’t every possible step taken to halt the
spread of this virus? And, perhaps most importantly, why is
there no comprehensive national plan to address the most

costly epidemic of our time?
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"The tragedy, of course, is that the AIDS epidemic
was preventable. The war could have been won early if there
had been a commitment at the highest levels of the govern-

ment.

"We need a battle plan for AIDS in the 1990s. Mine
would aim to do the following: Persuade President Bush to
take charge of the crisis by putting AIDS at the top of his
domestic agenda.

"Revive the prevention message first voiced by
Surgeon General C. Everett Koop. It has been neglected since
he left the government in 1988. He made condoms a household
word. Because of inadequate prevention strategies, 40,000 to
50,000 Americans are newly infected each year.

"Prevent the spread of the virus among drug users,
their sexual partners and babies. This strategy must include
distributing free clean needles to addicts, and expanding
methadone programs and basic health care for this impoverished
population.

"Increase access to prenatal care and testing for
the 80,000 or so women of child-bearing age who are infected
with the HIV virus.

"Expand financing for research on treatment and

MILLER REPORTING CO., INC.
507 C Sweet, N B
Washington, D C 20002
{202) 346-6666




ah

WILLER REPORTING CO., INC.

507 C Strect, NE
Washaagron, D C 20002
{202) 546-6666

vaccines. AIDS is still a medical emergency and warrants
urgent expenditures."”

I had the feeling in reading this that he had
written our National Commission report for us. I think that
is a fine message for us to start the day.

If the first panel would come up to the table, we
will begin the proceedings. Those of you who have seen the
schedule will I am sure recognize that we are trying to hear
from a great many of you this morning, and consequently I
would ask that you stay meticulously within your time. Each
of you will really have a 15-minute crack. But you will
find, I think, that the commissioners love to ask questions,
so if you can keep your statements fairly brief and then
interact with the commission, I think that will be most
productive -- and I will warn you when time is running out.

We are privileged to have Lorelei Estrada, Frankie
Mason, and JoAnne Suiter with us this morning.

Lorelei, are you kicking it off?

MS. ESTRADA: Yes, I am.

DR. ROGERS: It is a privilege to have you here.

STATEMENT OF MS. LORELEI ESTRADA

MS. ESTRADA: Nice being here, thank you.
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Growing up,'I had a fairly good childhood. My
parents were well-off. But my downfall was my boyfriend, who
turned out to be my husband of 18 years. He was an IV drug
user. We had our ups and downs, but he was my addiction. I
didn‘t use drugs. I went on to school. I was even a police
officer for seven years. 1I‘ve raised three wonderful
children. 1In fact, my oldest is graduating from high school
tomorrow.

Unfortunately, the last time my husband got out of
jail, or prison, I should say, he was infected with the
virus, but he didn’t tell me. We had these big plans that we
were going to leave California and go to Arizona and start a
new life, and he was going to stay off drugs and get a full-
time job, which he actually did do. The only thing is, he
didn't tell me he was infected.

Two ye¢ars later, I was five months pregnant and I
became deathly ill. I didn’t know what was wrong with me., I
couldn’t stand up. And so I went to the hospital. And
that’s when they told me, we can’'t find anything wrong with
you, Mrs. Estrada, but there’s two more tests that we can
give you. One was the syphilis, and the other was HTLV,

which is now the HIV test. Christmas Day, three-and-a-half




mpd

MELER REPORTING CO., INC.
507 C Street, N E
Washington, D C 20002
{202) 546-6656

10

years ago, it came bagk positive.

A lot of people don’'t like me for what I did, but I
opted to abort the child immediately, and I did it because of
the fact that I was sick. I knew that my body was saying
hey, there’s something wrong, get this out of you. And I
felt really awful about it at the time, but I know I made the
right decision. A lot of people disagree.

I couldn’t go home at first, because I figured my
husband hasn’t even come to talk to me yet. He hasn’t said
anything. And so I called my mom, and she hung up and says,
oh, Lorelei, you’ve always got something wrong with you.

And I went home, and I tried to talk to him, but he
wouldn’t listen to me, and so I started throwing things. In
fact, I threw my plant so hard that when it hit the wall, it
didn’t evenoshatter, it stuck in the wall.

Ironically, two weeks later, my husband came down
with his first case of pneumocystis pneumonia. I called the
ambulance to transport him to the hospital. They refused, so
I drove him to the hospital. They refused to admit him, and
so I didn’t know what was going on.

I was scared to death. I had just been told I was

going to die within a year, eat vegetables and meat and get
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your will together and find out who you’re going to give your
kids to.

And so I called the woman who had given me my test
result, and she was very gracious and came to our house and
she said, Lorelei, I don’t know where I'm going and I don't
know when I'1ll be back, but I will be back. Apparently, this
woman drove all night long. She couldn’t find a place at
that time that would take him in.

At ten of ten the next morning, she called me and
told me that she was at St. John’s Hospital, and that they
had agreed to keep him for three days. The three days were
over, I brought him home, and we hadn‘t been there a half-an-
hour and there’'s a knock at the door, and we were asked to
leave the community. We were told that they didn’t want our
kind there.

So, naturally, because we were scared and frighten-
ed, we left, and we came back to California, and my husband
was immediately put in the hospital, and he spent 30 days--
that’s how ill he was.

As soon as he got back, he started using drugs
again, and continued to use drugs. When he died, he was on

150 milligrams of morphine an hour. He died last July 1l6th,
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and he never did tell me, I'm sorry, or why he didn’t tell me
or anything.

Since the time I was diagncsed, I've had numerous
yeast infections, I have had numerous ovarian cysts, where
there’s one with another one inside bleeding. They won't
treat me. They won't let me into a hospital. They don’'t
want to do anything.

The last time, they finally told me, Lorelei, well,
come back in--this was a week later, in unbearable pain--they
said, well, we’ll try and stabilize your pain. And just as
they got with the inner ultra-sound, the thing went poof on
the screen, and I turned around and I said, now can I sue
you? I didn’'t of course. I wasn‘t going to gain anything
out of it.

But from the public I haven’t, you know, gotten any
real discrimination. 1It’s just been from treatment. Right
now, I'm at--I don’'t have a doctor. My doctor has quit.

In our North County, 1 do almost all the education
that is done. Our funding was cut, so there’s no money left.
The doctor quit three months ago and has still not been
replaced. A few months ago, we had eight new cases of women

turn up positive, but there was nowhere for them to turn. I
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have had three rape cases that just turned up positive in the
last month.

There’s nowhere for them tc go, because there’s no
doctor. And the doctors that are there won’t treat us. They
say, oh, you can find a primary. Well, if the primary’'s
don‘t want to treat us, who do we go to? There’s nobody for
us to go to.

I know I'm going to die, but I don’t know when.

But until then, I want to have somebody that’s going to take
care of me, that’s going to be there when I turn around and
say, I've got an infection. That commercial on the TV's got
to go.

I mean, those of us that know that we have yeast
infections but were infected, okay, fine. But a lot of these
women, they might be getting these yeast infections, and they
don’t know that they’re infected. And then what’s the good
of this medicine? 1It’s just going to take the itch away?

So, I don’t know.

I'm just privileged you guys even let me come here
and speak. I just wish there was some way we could get these
infections put on the definition. Something has got to be

done. Something has got to be changed. Thank you.
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DR. ROGERS:‘ Ms. Estrada, thank you. I think we’ll
hear from your colleagues, and then I'm sure the commissioners
are going to want to ask you all questions.

Mrs. Mason? Could we hear from you?

STATEMENT OF MS. FRANKIE MASON

MS. MASON: Hi. I'm Frankie, and I've already
written testimony that’s placed in your packets. One of the
reasons for that is because there may be some areas I might
not be able to touch because of my commitment to this disease
in women and teenagers.

DR. ROGERS: Be assured, we will read your testimony
carefully, so just free-wheel on the major points you’d like
to have us know about.

MS. MASON: Thank you. 1I’'m a recovering addict of
four years. During my addiction, I had a blood transfusion
after having a miscarriage with a baby in '81. After having
the miscarriage, I ended up getting married and having my
husband, who wasn’t worth nothing, and going on into a life
of prostitution and still intravenous drug use. This went on
for 18 years for me.

When I found out anything about AIDS, I was

pregnant with my baby. My baby was born full-blown withdraw-
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als from methadone, cpcaine, heroin, alcohol. She was born
HIV-positive. She wasn’t breathing.

When I found out I was pregnant, they told me to
abort my baby. And the lifestyle that I lived, I needed this
baby in my life to make me feel like I was somebody, because
I always felt less there. My self-esteem was not there,
because I always looked back at what my mother did or my
father did, or, you know, somebody always did something to
Frankie.

So I had this baby, and I had this man that loved
me. And to come up diagnosed with AIDS was real devastating
for me, because I just knew my life was over. I would sit
around the house and listen to the media. The media would
always talk about Ryan White, how people discriminated
against this kid, this kid that had a blood transfusion--
didn’'t have a mother like me.

And I would start beating on myself, because I
didn't feel worthy of having this child. I didn’‘t feel
worthy of living a life, and I went back out and continued on
my mission, which was a mission of suicide.

I decided that the baby and I needed to die because

people did not want us around. They weren’t going to treat




MILLER REPORTING CO., INC,
507 C Sueet, N E.
Washungton, D C 20002
(202) 546-6666

16

us like human beings.' Once they found out about my past, the
poor baby was never going to be accepted in society.

S0, in my mission of hope trying to succeed, I did
not. And one of the reasons I also like to talk about is the
behavior that I had when I was in this denial, this anger of
being rejected by society was I’ll hurt anybody and everybody,
and if you hurt me, that’s okay, because I’'m going to die
anyway .

I did not tell people I was infected with the HIV
virus. I didn’t care if they knew, and after the baby was
born, I was real--I was more angry then, because I was still
alive. My mission was not completed. I really wanted to
die. I didn’t know anything about AIDS, all I knew was my
past wasn’'t going to help me, and AIDS was going to kill me.

After I'm going through the feelings and the fear
of the baby being born and being in the hospital with labels
all over the hospital talking about infected blood fluids and
all of these things, I just knew I was doomed.

So I went on out and continued tc do the same
behavior that I did when I was pregnant. Thank God they
didn’t lock me up. I have girlfriends that are in jail for

child abuse. I wasn’t locked up. They just took my kid. My
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baby grew up in a very happy home, but I ended up homeless.

And when I ended up homeless, the courts found me

and gave me my summons to court, and the judge stipulated me
to a long-term program. In this program, this program taught
me that HIV was not my problem, substance abuse was my
problem. If I got a handle on that, maybe my life would get
a little better.

They allowed me to get into support groups that had
heterosexual females and males in it, because I wanted to

compare out with the gay community at the time. After

finding out the heterosexual community didn’t have as much
information as the gay community, I went into the gay
community and asked for help.

Something happened tc me, because they told me that
AIDS was a diagnosis. All this time I carried my baby, I
thought I had AIDS. I did not know that I had the antibodies
for AIDS. Information was not very clear. The doctors told
me I had AIDS, you know, and that I would die and so would my
baby, so I was already doomed.

After getting with the gay community and getting
all the support and the help, I ended up going to find me a

doctor. When I went to find a doctor, they told me I didn’t

MILLER REPORTING CO., INC.
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meet the sliding scale. 1 worked a job, My job was paying
me too much to get AZT or medical help, so I ended up doing
some lying. I ended up doing some manipulating. I ended up
doing a lot of things to help me to be able to survive in the
society.

I am an example of a fighter, but I have a lot of
female friends that have given up that are doing the same
behaviors that I have done in the past.

Today, I work for a national association, and they
also help me with a lot of medical information. They help me
to find protocols. They’re helping me to find out how I can
get medicine on my sliding scale. A lot of people are not
being given this opportunity that I’'m given.

I'm a screamer. I yell real loud. I'm trying to
sit here and be as composed as possible, you know, and one of
the reasons is because media said this morning that they had
100 teenage boys diagnosed here in Denver, and the reason
they were infected was because of the gay community, and
that‘s a lie.

I do a lot of teenage outreach. The teenagers are
still in denial. They are being misinformed about the AIDS

virus. They'’re dying, and I'm afraid. I‘m afraid, because I
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have a daughter 19, I#have a son 16, and my little girl was
born HIV-positive.

I'm sitting here with a full heart and real heavy,
because like my peer said, I'm going to die one day, but I'm
not sick yet. I have a lot of friends that cannot walk. I
have friends that can’t get Medicaid because they had to
leave from one State to another and wait on the medical help,
and you know, it’'s just--I'm—-

DR. ROGERS: Take your time.

MS. MASON: Most of it is fear. I sit here and I
look like this too, because people have this description of a
person with the virus, and I'm getting ready to get married.
We don’t look a certain way. We are all human beings. We
feel.

The gay community has really been supportive of me,
and when I came here to Denver, it hurt me so bad to know
that there’'s so much abuse still being done to people that
have this virus.

Basically, what I want to say to you all is a lot
of people cannot keep this hope alive if they don’t get the
information that has been given to me.

I feel no problem with you all supporting to give
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condoms to save lives: Teenagers have choices. If they are
held back, knowing that they can’'t get condoms because their
parents say, I don’t think you should use them, they’re going
to die. Our future is going to die just because of a letter
with a big A to it, you know.

And I'm concerned, not so much now for me, because
I've found a lot of ways to get what I need, but there’s a
lot of people coming behind me that does not know how to do
this. They’'re afraid to do this. You know, most of the
abuse that I suffered is, you is a dope fiend. What right do
you have to go around telling people how you infected other
people. I said, well, there’s a lot of Frankies still out
there, and it takes me to let you all know that it has not
stopped.

I think I’'d better be quiet right now, because I'm
getting ready to attack. I'm sorry. Thank you for listening
to me.

DR. ROGERS: Thank you for talking with us, a very
powerful message. We appreciate your coming.

MS. MASON: Thank you.

DR. ROGERS: Let’'s hear from Ms. Suiter.

STATEMENT OF MS. JOANNE SUITER
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MS. SUITER:_ I've been a drug addict for over 20
years, an alcoholic. I came out here a year-and-a-half ago
to go into a behavior medification treatment center, from
Detroit. I was kicking methadone and heroin. I was very
sick. They put me in the hospital the second week I was
there. They asked me if I wanted the test run again. I said
sure, why not.

Two weeks later, I went back to University, and
found out I was positive. And it--I don’t know, it was like
the biggest pain I’ve ever had and the biggest anger. And
I'd been looking for an excuse like that my whole life, to
shoot dope, to finish myself off. And here I have the
perfect excuse.

I stayed in the treatment center another week, and
I could not deal with what was happening, and I walked out.
I have a 15-year-old son and an ex-husband that live in
Coloradeo. I went there for about a week, but my ex-husband
and I didn’t get along, so I went to a shelter.

I have a lot of internal problems from drug
addiction besides the virus. I blew all my veins out, and I
have to take Comadin, I have to take Flaxis, I have to take

potassium. I take Sinaquon for depression. I’m on methadone.
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And you're right. There do need to be more
methadone clinics. The problem is, they’re cutting back on
them. And methadone does take the edge off that a drug
addict needs to go out and support his habit. If nothing

else, it slows him down.

I had a choice when I walked ocut of whether to just

polish myself off, because they told me I hard to get this,
and that at this point in my life, I probably wouldn‘'t last
two more years. And if I'd been in Detroit, I would have.

But I was here in Denver, and it’'s a lot--it was
like a culture shock from Detroit to be here. People were
nice., The bus driver talks to you.

[Laughter. ]

MS. SUITER: I mean, it was an entirely different
scenario. You could make eye contact on the street, and
somebody wasn’t going to ask you for money. People were
nice. Even at the hospital, the nurses were nice.

In Detroit, they hated junkies, you know. They

gowned up, they gloved up, they put on all these suits and

gas masks if you were a junkie, regardless of whether you had

the virus or not. They just assumed you did.

So I found that actually the personnel out here
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were pretty nice. And I, for once, made a choice, and in all
that anger, I used it for myself instead of against myself.

I got put in a shelter. I got AND from social services. 1
got food stamps. I was in the shelter for six months.

I moved into a place through Denver Housing
Authority, and I’'ve been there a year. I applied for SSI,
and I'm still messing around with them. Every month, I worry
about whether I'm going to get my rent paid, or whether I'm
going to have to go back out and be what I was before.

I don't want to be what I was when I came out here.
I was inhuman. I didn’t care about anyone. I was dangerous
to myself and other human beings. You know, a life in and
out of jail, in and out of hospitals--and I don’'t have--
that’'s what I have to look forward to if I go back to what I
was.

I have been messed around with so much. I want to
go to school. I want to be a drug and alcohol abuse coun-
selor, and I think I’'ll be a good one. I want my son, who
has a lot of the same problems that I do, I want to help him.
I want to give him the opportunity to not turn out like his
mother.

And for a 15-year-old that has had a mother like
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myself, he loves me. He really loves me. I didn’t even love
my parents at 15. And he thinks I’'m wonderful when I'm
clean. 1It’s like the first time he’s ever seen me like this.

I don‘t--~I guess my basic grievances are the things
that we have to go through, the stress of what's going to
happen to us. My rent is only $59, but I don’'t know--I
didn’t work for the last 22 years, and I’'m not proud of this,
but the fact of the matter is the only thing I know how to do
is be a drug addict.

And the past year-and-a-half, it’s been very hard
for me to learn how not to be one. I'm stuck between a rock
and a hard place. When I came out here, I wanted to die.
They shoot horses, don’t they? Can’t you just put a bullet
through my head and let it go?

And God’s chosen not to let me go. I mean, I'm 38
years old. I’m burnt out. I should be dead. Most of the
people I started out with are dead, or they’re doing life in
the penitentiary. There must be a reason why I’'m still here.

My mother has got cancer. My brother’s got lupus.
And this sounds like a goddamn nightmare. It doesn’t sound
like it’s even factual, and it’s true. Real life is like

nothing I've ever read in a book. And for all these years,
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I've been getting high, so I never had to lock at it.

It’s not so much--I think there are times I’ve
thought about killing myself because it got too goddamn hard
to hustle up this money to get by on every month, and I just
thought it would be so easy to die. But--and my parents
would understand. My family would understand. I think my
counselors would understand.

But my 15-year-old son wouldn‘t. He would take it
personally, and he would never, never understand, and he’'d
never forgive me. And one thing that I do have, after all
these years, is my kid. And now that I'm clean, we've gotten
really close, and I love him very much.

And thank you for the kleenex. I was a fool to put
on make-up today.

[Laughter. ]

MS. SUITER: Thank you very much.

DR. ROGERS: Thank you for your statement. I think
we can see why your son loves you.

MS. SUITER: Thank you.

DR. ROGERS: Questions from the Commissioners? Mr.
Kessler?

QUESTIONS AND ANSWERS




mpd

WILLER REFORTING COQ., INC.
507 C Street, NE
Washington, D C 20002
(202) 546-6666

MR. KESSLER:

26

Ms. Estrada, I just wanted to fill in

some missing blanks here. The discrimination in terms of the

treatment occurred in Arizona?

MS. ESTRADA:

also.

MR. KESSLER:

Barbara?

MS. ESTRADA:

MR. KESSLER:

Yes, but in Santa Barbara County,

And that's where you are now, Santa

Yes, Santa Barbara County.

Can you just fill me in, and probably

some of the other Commissioners, about the yeast commercial

that you referred to?

MS. ESTRADA:

The Gyne-Lotrimin and the--what's the

other one--the Monistat.

MR. KESSLER:
across-the-counter--

MS. ESTRADA:
absolutely ridiculous.

DR. ROGERS:
seen it all the time.
real easy, and--

MS. ESTRADA:

cial on.

And they’re just being promoted as

Yes. I think it’'s ridiculous. 1It’s

Those of us who are TV watchers have

It’'s directed at women, and says it's

I'd rather they put a condom commer-
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DR. ROGERS: So would we.

MS. ESTRADA: 1In fact, day before yesterday, they
had these special-~-we were watching TNT, the Trials of Life
program, and they kept putting on these commercials about
AIDS and condoms, and every time it came on, they bleeped out
the sound. They bleeped out the sound. And my kids went,
and they looked at me, and they said, oh Mom, don’t get mad,
calm down.

[Laughter. ]

MS. ESTRADA: Because we've been fighting really
hard. We just passed a condom bill in Santa Barbara. We
fought real hard. And wherever condoms are scld, there has
to be a sign stating the difference between the lambskin and
the latex. And if the sign is not put up, they are going to
be fined, which is really wonderful. I think it‘s about
time. I hope other counties follow us.

DR. ROGERS: Mr. Dalton?

MR. DALTON: JoAnne, I actually grew up in Denver,
and when I was 17, I moved back East, and I had the opposite
experience of yours. I mean, I would say hi to people on the
street, and they would jump six feet off the ground--

[Laughter. ]
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MR. DALTON: --so I know exactly what you're
talking about, about culture shock. I just happened the
other direction.

In order to really deal with this epidemic, I think
all of us need to learn about just how complicated human
beings are. And I thought you all were really very helpful
in that way.

JoAnne, when you talked about how you have to learn
not to be a drug addict, I think that’s really important. I
mean, not only is "just say no" ridiculous, but most ideas
about how to deal with addiction den’t really take into
account how much addiction becomes a person’s life, and how
you have to unlearn it over time, and how hard that is. And
so I appreciate that.

Frankie, when she talked about how there was a
point in her life when she was so angry that, you said I‘ll
hurt anybody and everybody. Aand I really could have hugged
you when you said that, because that’s such a natural, it
seems to me, a normal human reaction. And yet we act as if
people are supposed to find out that you’re diagnosed and
then suddenly become Mother Teresa or something. And that's

just not human nature. I appreciate just the honesty with
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which you all talked about those things.

I was struck that Lorelei said that you, in fact,
had an abortion of the child you were carrying when you found
out you were diagnosed, and a lot of people have gotten on
you about that. Frankie said that people pressured her to
have an abortion. It seems to me in each case, people ought
to get out of your life and let you make that decision.

[Laughter. ]

MR. DALTON: But, I guess, Frankie, I was curious
who--was it people in the hospital who were urging you to
have an abortion, or family or friends, or--

MS. MASON: It was the people in the methadone
clinic and the hospital, the doctor, the nurses. And as I
wrote in the testimony, the results they told me would be my
baby would stand a 50-50 chance of surviving with the virus
and living three to five years or dying and coming in the
world full-blown with AIDS within weeks of their life.

And in my anger, I asked is that all, you know, and
they said, well, you know, we don't have a lot of answers.
And I said, well, I'm not aborting my baby. You know, I
attacked these people verbally. I wanted to attack them

physically, but it wasn’t in my nature to attack people
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physically.

Really, what I always did was hurt me. I always
hurt me because I was always the victim. I always felt like
somebody’s doing something to me. And this time, I attacked
me again, because I was hurting this little person, you know,
my selfish reasons, I should not have kept this baby.

I went into the understanding of where she was at.
Maybe I shouldn’t have kept this baby. Maybe what they say
is right. Maybe I shouldn’t subject this baby to coming into
life suffering this disease.

Because the only description they gave you of AIDS
back in ’86 and ‘87 was these people laying in the bed,
looking like a skeleton or something out of the twilight
zone, or, you know, somebody really scary looking. And I
couldn’t see me or my baby looking like that.

Look at me. Can you--I mean no, no. I look at me
as a sensuous woman, and to die like that, being virtuous and
energetic as I am, no. I couldn’t see that, and not for that
baby. 8So I figured, you know, the best thing for us was to
die. Nobody understood anything.

MR, DALTON: But one thing that you just told us is

that you thought about all sides of this issue with very poor
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information. And it seems that somehow there’s this notion
that women are incapable of thinking through this choice.

And you’ve just, at least convinced me, that you gave this as
much serious thought as any human being could.

MS. MASON: One of the reasons why I feel a little
different is a lot of--women have always been attacked
through~-all the way back. They shouldn’t smoke. They
shouldn’t wear their dresses too high.

Okay, now I'm a woman that’s smoked, shot dope, I
prostituted, I did everything. What right did I have to be
accepted in society? I had no right. And a lot of the women
that I know that are still out there are feeling that same
feeling. Women aren‘t supposed to be this certain way, you
know. We are supposed to be--I don’t know.

They’'ve got this person, this lady that stays at
home with her husband and does what he wants her to do, or
the woman that goes out and beats the pavement every day and
goes to work. She does not feel. She does not think. All
she does is survive. That’'s a lie.

I feel, T hurt, I think, I cry. Now a lot of my
friends aren’'t strong survivors, you know, and the only way

to survive is to think. And if we keep thinking negative
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about our future and us, we're going to die too, you know,
and that’s what made me want to die. I only had negative
thoughts like her.

All I knew how to do was shoot dope and prostitute.
Today, I don‘t know how to shoot dope or prostitute. Today,
I know how to take care of me. I want to live, and I want
other people to live with me.

DR. ROGERS: Mr. Allen?

MR. ALLEN: I have a couple of questions, one for
JoAnne. You mentioned you were fighting SSI. How long have
you been fighting it, and why has it stalled? 1Is it medical
diagnosis, is it sociological reasons?

DR. ROGERS: You might give us a time table on that
too.

MS. SUITER: Okay.

DR. ROGERS: How long have you been holding your
breath?

MS. SUITER: I applied when I applied for A&D. I
applied for SSI then, in November of r89.

DR. ROGERS: November of '897

MS. SUITER: I have been--yes. Besides the

problems that I have with my legs and my hands from lack of
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circulation and being_depressed, I had PCP in March of ’90,
and I got very sick. And at one point with SSI, they mistook
me for somebody else. They had me as a waitress that worked
for 15 years. I would have liked tc have claimed that, too.

But I was trying to be honest about it. And the
thing is, the last time I got turned down, they didn’'t even
have my last hearing on the turn-down, the last hearing I had
in front of the judge. They didn’'t even have it down there.

I tock my counselor from Empowerment with me. They
decided tc call her a paralegal, and they said that I chose
not to represent myself with a lawyer. Well, at $229 a
month, I had no idea where I was going to get a lawyer.

Since then, this last turn-down, I was [inaudible]
appeal. I'm going to try legal aid, I’'m going to try
everything I can possibly do to get some legal representation
with this. I had no idea, having not dealt with social
services or SS8I in all the time that I was strung out,
because, you know, they make you go to appointments. That
was something I was incapable of doing as a drug addict.

So I was not really familiar with any of the things
that I had to do. So part of it was a learning process on my

part.
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MR. ALLEN: Are you on Medicaid?

MS. SUITER: No.

MR. ALLEN: Because SSI is--

MS. SUITER: SSI--yes, I will.

MR. ALLEN: So you don‘t have--

MS. SUITER: I don’‘t have--no, see, I have no
insurance. When I get sick, they get me out of the hospital
as quick as possible.

MR. ALLEN: So in your testimony you mentioned that
you were on several medications and also some vitamins and so
forth. How do you get the--

MS. SUITER: Okay. I am a client of CAP, the
Colorado AIDS Project.

MR. ALLEN: OQOkay. So that’s the help, and I assume
they--

MS. SUITER: Yes. 1I‘'m on AZT also.

MR. ALLEN: Okay.

MS. SUITER: I pay them $10 a month, and I can get
my medications and see the doctor. I have to have blood
tests once a month because of the Coumadin that I take for the
problems with my veins. And then I have to have my T-4 cell

count done, and all that.
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And I don‘t have any veins. They hand me the
stuff, and lock me in a little room and let me go find them,

MR. ALLEN: That’s probably better than under some
circumstances.

MS. SUITER: Well, actually it is, you know. I’'m
not fighting it.

[Laughter. ]

MR. ALLEN: I have one more question. I’'m assuming
you're under the CDC diagnosis as full-blown due to the
pneumocystis, full-blown AIDS?

MS. SUITER: I'm a PW ARC.

MR. ALLEN: You‘re a PW ARC, even with pneumocystis?

MS. SUITER: Yes. That’'s what the Med-9 says, is
ARC.

MR. ALLEN: Okay. My question for the other
panelists is what is your CDC definition? You mentioned
earlier about the yeast infections and not being on--

MS. ESTRADA: I’'m still HIV-positive. They won't
diagnose me with anything, because there’s nothing on the
list.

MR. ALLEN: Okay, but--

MS. ESTRADA: I keep getting reoccurring infections,
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but I can‘t get it sipce I get $800 a month from my job. I
have no health insurance. I can’t get any. I had to deny
them with my job in order to get my job.

MR. ALLEN: And your T-cell count?

MS. ESTRADA: It started out at 760, and I put on
80 pounds, and it went up to 1100,

MR. ALLEN: That's great.

MS. ESTRADA: So, something’s going on in my body,
but still the fact is, the virus is still there. The
infections are still happening, and there’s nothing there for
ne.

MR. ALLEN: How about you, Frankie?

MS. MASON: I'm diagnosed as ARC symptomatic. My
T-cell count is 242, and I don’t feel, you know, anything.
My doctor always insists that I do not worry about the count.
The doctor that I have now is through a hospital clinic, and
that’s because I'm a female, and they started this female
clinic, and I had to be on the waiting list for three months
to get into this clinic.

It’s really for people that are on welfare and
Social Security, but like I say, I do a lot of stuff to get

what I need in order to survive.
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MR. ALLEN: So really, the only reason I was asking
about T-cell is because of CDC and so forth and jumping
through the hoops.

MS. MASON: I'm just on AZT. The doctor’s looking
into DDI for me, because I’'ve been on AZT for three years
now. They don’t want the toxic to start doing any damage to
my body since I've been so strong.

MR. ALLEN: But none of you are a full-blown under
the CDC diagnosis, and with all the frenzy you're dealing
with?

MS. MASON: No, thank God, we’re lucky.

MS. ESTRADA: No.

MS. SUITER: No.

DR. ROGERS: Ms. Estrada, you mentioned no doctors-
-a tough time getting doctors in your area. Could you expand
a little bit on that? Doctors unwilling in your area to take
care of people who are HIV-positive?

MS. ESTRADA: What's happened, number one, I
believe that we’ve probably got one of probably the top ten
doctors in California, or if not the United States, in our
area, Dr. Josea, and he has my assistant, Andy Gershoff. The

problem is, he’s the only one that’s seeing all these
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doctors. But I live in the North County. Our county is
divided in half, and it’'s a 110-mile round trip for me to get
there.

DR. ROGERS: And he’s the only doctor--

MS. ESTRADA: And I'm in the middle, so that means
that the people that are above me have close to a 200-mile
round trip just to see that one doctor.

DR. ROGERS: How many doctors would you say are
close by?

MS. ESTRADA: Well, there’s doctors everywhere.

DR. ROGERS: There’'s doctors everywhere.

MS. ESTRADA: But that doesn’t mean we want to see
us. Because we're HIV-positive, they don‘t’ want to have
anything to do with us, so they’ve even offered to pay more
money to the doctors, whatever, just to get them in our North
County. Nobody wants to do it.

They’ve said that there’s a man, Dr. Koons, that may
do it, except that he’s never worked with HIV-patients, and
50 he wants a year of training before he will take anybody
on. He has taken one patient, but he’s using him as a guinea
pig. And already he has diagnosed him wrong twice.

DR. ROGERS: Could you give me any idea, just
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roughly, how many docpors in your area that are not taking
care of AIDS patients that are in general practice? Are
there--

MS. ESTRADA: There's only three that I know of--

DR. ROGERS: No, I wanted it the other way around.
Are there 20 doctors, are there 50, are there 3--

MS. ESTRADA: There’s more than that--I don’t even
know what the population is. I know that we have 214 full-
blown cases--

DR. ROGERS: Of AIDS in your North County area.

MS. ESTRADA: Yes.

DR. ROGERS: And no doctors?

MS. ESTRADA: Plus 65 that have been diagnosed in
other counties that we do take care of, so it’s the 214 plus
the 65. And I'm giving out positive--I do HIV testing also,
and I'm giving out positive results every week, so the rise,
it’'s just--it’'s almost all women lately.

DR. ROGERS: Other questions?

MS. MASON: Could I say one last thing?

DR. ROGERS: You may say one last thing.

MS. MASON: Okay, because the gentleman asked about

all of us being diagnosed as full-blown. I have a girlfriend
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that was not able to attend this because she’s full-blown and
she's too weak to sit up here and tell you all about what
she’'s going through.

But T am a living witness to what she has been
through. You know, if there are some questions about, have
you had experience with other people, and what are their
experiences, I'll be glad to help you. I work in a national
association, and people are part of my life that have the
AIDS virus, okay?

DR. ROGERS: Okay.

MS. MASON: So, you know, it’s not so much as, am I
full-blown--~

MR. ALLEN: I need a point of clarification. The
reason I was asking is not because of lack of experience of
understanding, it was because of the bureaucratic issues of
CDC. And that’'s frustrating, and that’s unjust, and that's
why I was asking, not because I didn’t think that you all
could not share with us--and you have eloquently shared with
us the dilemmas that you’re going through, and it’s been very
powerful, and I'm very grateful.

But that was why I was asking, because we’re

frustrated. I will speak for myself. I am frustrated by




MILLER REPORTING CO., INC.
507 C Street, NE.
Washington, D C 20002
(202) 346-6666

41

CDC’'s leaving out women in the time of the greatest need, and
also with the structures, financial support and so forth. So
that’'s why I was asking.

DR. ROGERS: Mr. Dalton?

MR. DALTON: Money to help provide treatment for
AIDS only goes to people who have a full-blown diagnosis, and
a lot of women ought to have a diagnosis of full-blown AIDS
so that they can get Medicaid and other forms of--and yet,
there are a lot of infections and things that women have that
men don‘t have that don’t count for an AIDS diagnosis.

MS. ESTRADA: Can I add to that real fast? I--this
last year, I've tried to get a fund going for people,
especially women, who are HIV-positive and still working or
not working, because there are no benefits for us. We were
laughed at. They laughed at me. They thought I was trying
to do it for my own gain. 1It’s ridiculous.

If we‘re able to work, if there is a fund there and
we need that money and there’s no other resource, hopefully
maybe we will be able to put some of that money back in for
somebody else. If not, we know that it is there for us. But
they laughed at us. They laughed at ever single one of us.

And the other thing I want to say is thank God
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we're still well, because with us still being well, we’re
able to get out here and talk to the people and be able to
reach the people and say, hey, this is what’s going on, and
hopefully we’'re going to do something so our future’'s not
going to die, because our future’s going downhill because of
this.

DR. ROGERS: We thank you all very much, and we
will do our very best to articulate some of the things you’'ve
taught us. 1It's been a privilege to listen to all of you.

MS. ESTRADA: Thank you.

MS. MASON: Thank you.

MS. SUITER: Thank you.

DR. ROGERS: Thank you so much.

We're going to hear from another troop of three, if
they would come up to the table. We’re privileged to have
before us Kathryn Anastos--am I pronouncing that right?

DR. ANASTOS: Anastos.

DR. ROGERS: Anastos, thank you, who’s the Medical
Director of HIV Primary Care Services at Bronx-Lebanon, my
territory, and Mary Young, who’s also a physician who’s
Director of the HIV Women's Program at Georgetown, and Carmen

Zorrilla, who’s in the Obstetrics and Gynecological Department
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of the University of Puerto Rico in San Juan.

I bet you are all thinking, can you top the last
one, at the moment. Please go ahead.

STATEMENT OF DR. KATHRYN ANASTOS

DR. ANASTOS: In fact, I’'d like to express my
thanks to the last group of women, in spite of the fact that
it makes it a little harder for me.

I know the doctors are expected not to cry up here,
but what you all did for me, the women who preceded me, was
to once again push me past the barriers I set up, as does
every provider so that we can continue to provide care, and
look for that middle ground where we know that we’re all
human beings, and yet we must keep going on with our work.

Some of what I have to say was expressed far more
eloquently by the women who have had to live with this.
Whatever our pain is as providers, and it’s real, it is small
compared to the pain of the women who themselves have to live
with this disease.

What I do is I’'m basically a clinician and a
medical administrator. I see patients about half the time.

I provide care to HIV-infected patients. About half of my

patients are women. There's some mutual self-selection
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there.

The rest of my time I spend trying to organize
services, trying to hire and retain the physicians and other
medical providers so that the patients who live in my
community, the South Bronx, do not experience what has been
described to us by Lorelei.

It is our goal to provide adequate, comprehensive,
state-of-the art health care to everyone in the community who
needs it, including HIV-infected people. We currently care
for 2,000 patients who are HIV-infected in continuity,
comprehensive primary care. About 600 of those patients are
women.

Our numbers are in a very rapid rise. I think--we
run a large clinic. 1It’s huge by some standards. It's going
to grow even larger.

We provide very good care. We provide access to
clinical trials, even though we're working against very heavy
odds in terms of lack of resources, both of our own lack of
resources, as well as my patients’ lack of resources.

And it’'s from that perspective, both as a clinician
and as someone who desperately tries to keep up with the

need--and we don’t meet the need. No matter how much we're
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doing, we always have a wait. Sometimes it‘s one week, and
that’'s where we try to keep it.

A lot of times it’'s a month. 1It’s never gone over
a month. But if I can’t hire more doctors, it will go over a
month within a month from now. This is the perspective I
bring tc my testimony.

Because I only have a few minutes, I'm really going
to try to identify the major issues without providing a lot
of the substantiating data. It does exist. I know that Dr.
Young and Dr. Zorrilla will also address some of the substan-
tiating data and some of the same issues.

DR. ROGERS: Do we have some written testimony from
you, Dr. Anastos?

DR. ANASTOS: You don’‘t yet, but I can provide it.

DR. ROGERS: Okay, fine.

DR. ANASTOS: We think of AIDS in women--I think
the public perception of AIDS in women as not being so
important rests on the fact that only ten or 11 percent of
diagnosed cases are in women. But the real way to look at it
is the impact on morbidity and mortality.

Even with the current case definition, AIDS is a

leading cause of death for young women in New York City and
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New York State and New Jersey and for all African-American
young women in the entire United States.

This is a public health problem of enormous
magnitude, and it’s not getting smaller. 1It’'s getting
bigger. We’‘re on the steep part of the curve in terms of
rising rate of disease in women.

The medical issues in women are very real. The
underlying theme is that we don’t know what we’re doing.
We’ve had ten years of taking care of HIV infection in women,
and in the first eight years, the only studies that we saw
related to whether we could give it to anybody else.

It was woman as vector. Can we give it to a fetus
or a baby, can we give it to our client if we’'re a prostitute.

Nobody addressed how women get sick, and there is a
growing body of evidence that indicates women get sick in a
different way with HIV infection. If that’s true, it means
we will provide care in a different way.

Basically, a few of the issues are these. One is,
how do you measure disease progression in women? What do T-
cells mean? We know that T-cells vary with the large
hormonal changes of pregnancy. Do they vary with the smaller

hormonal changes of menses? How come we don'’t know that yet?
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That’s something that could be relatively easily studied.

In the absence of that information, we take care of
women based on the information that we have in men, which
frankly is what we do in almost every medical illness,
including hypertension and heart disease and cholesterol, but
this is very difficult when you’re talking about a disease
with a rapid progression to very serious illness the way that
HIV infection is.

A second question is, do women have different
opportunistic infections than men do? And that matters,
because you provide different prophylaxis. That if you’re
providing a prophylactic therapy for something they don’t get
but not for the thing they will get, you’re not altering
their disease course. You’re not prolonging their longevity
or decreasing their morbidity.

There’s some evidence--and my opinion is the
answers clearly are not in on this. We do not know, and we
need to fund studies that look at this. Maybe women get more
candida esophagus. Maybe women get more MAI, a form of
bacteria that’s like tuberculosis. And maybe they get more
CNV infections.

If that’s true, we need to prophylax in a different
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way. It takes years to develop a prophylactic therapy. If
we haven’t even identified the ways women are getting sick,
we are years away from preventing significant morbidity and
mortality from those infections.

Another major issue is survival. Every single
study, whether it’'s aggregate public health data or a better-
controlled cohort study that looks at survival data shows
that women survive shorter periods of time. Sometimes it’s
only a third as long, like four months compared to 12 months
from the time of diagnosis of AIDS. Sometimes it’s longer,
ten months versus 12 months. But it’'s always shorter.

For every other group of people, if you look at
survival data, the data’s all over the map. Sometimes gay
men do better, sometimes they do worse. Sometimes drug users
do better, sometimes they do worse, although most studies
that control for socio-economic status are now demonstrating
that it seems like drug users to better--meaning people who
acquired their infection through intravenous drug use, not
whether or not they’re actively using drugs.

But the common theme around women, there is no
study that shows that women do better. That is, they always

do worse. Is that delayed diagnosis? 1Is that because we
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don’t diagnose the digease?

There’'s a lot of evidence recently that indicates
it’s not just delayed diagnosis. If it’‘s a physiologically
mediated difference, then maybe we could find a way to figure
out what that is and prevent it.

A third issue is gynecologic manifestations of
disease. It does seem, and has actually been described by
the women who preceded me--it is real clear, although it’s
not well documented in the literature, because the studies
are only now being done, that even life-threatening infections
like cervical cytologic abnormalities which may progress to
cervical cancer, are more frequent and probably progress more
rapidly in women who are HIV infected, and it's more so as
they become more immune suppressed.

There are other very significant infections, for
example, vaginal yeast infections, which is not a trivial
infection if you have it and it can’'t be treated. It’'s a
very disabling infection if you can’t get rid of it. That
occurs much earlier in the course of disease. And yet as
providers--providers frequently aren‘t even diagnosing it,
because we don’t ask women. This is one of the "we’'s" I

don’t include myself in. I do ask women.
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We don’t know what the response is to anti-retrovi-
ral therapy in women. We don’'t know what the complications
are of anti-retroviral therapy in women. These are questions
that alter the way we take care of patients, and where we
really need to have more information.

The last area I want to address with a little bit
of depth is the societal response to HIV infection in women,
which is not a response that I--I am not proud of our
country’s response in this respect.

The first thing, as I've previously stated, is that
we've only studied women as vectors. We haven’'t looked at
women as people who get sick with a disease process, what is
the impact of that on their lives, how does it alter the way
they’'re able to care for their children or for the other
people in their lives.

A second issue, which is frequently discussed, has
to do with how do any women decide whether or not they're
going to have children? &and we have a stated public policy
in this country that comes from the CDC that as a provider,
when I sit in a room with a patient, what I'm supposed to say
to her is, well, I advise you to delay having children. Wwhat

does delay mean? Delay means I'm asking her not to have
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children at all, becagse we do not have a cure on the horizon
for this disease.

I resent such a stated public policy. I cannot sit
in a room with a woman and tell her that. As I think is much
better described by the women who preceded me, having
children is a part of being human, and it’s certainly a big
part of being a woman.

It is not my role to tell somebody else how to
decide, or how to define her life, or how to define her own
humanity. It is my role to be a consultant. It is my role
to give her as much information as I can. That information
includes whether or not there--what is the likelihood that
the HIV will be transmitted to the fetus or to the baby, and
the likelihood is much smaller than what is usually talked
about.,

In the beginning of this epidemic, we only studied
people who had late-stage disease. And the one thing we are
finding out now is that the later the stage of the disease
for the mother, the more likely it is that the fetus will be
infected.

The most recent study and the best study gives a 13

percent rate of transmission to the child. That’s children
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followed for 15 monthg. That’'s a European cooperative study.
It's the biggest and it’s the best. It’'s probably also the
most comparable to our own circumstances as a developed
nation.

But if you look back over studies for the last few
years, the highest transmission rate is 39 percent, and that
was in Zambia. The highest transmission rate in the developed
world was 33 percent.

For a woman making a decision about whether to have
a child, a 13 percent transmission rate means an 87 percent
chance that the child will be uninfected. I don’t know what
I would do in that circumstance. I don’t feel that we should
have a public policy that tries to tell me I should tell her
to go have an abortion or to prevent pregnancy. I think it’s
a decision she has to make with her family.

And the last area I want to touch on in brief is
the issue of mandatory testing for "women of childbearing
age". This is becoming a much bigger and bigger topic, and

its recent discussion in the New England Journal of Medicine

gives it more cogency.
I do not believe we should be doing mandatory or

so-called routinized testing of anybody. I think that what
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we’'re forced to do as providers, when we adhere to a public
health law that says you have to give pre- and post-test
counseling, and you have to have wvoluntary informed consent,
is that basically it’s just making us do what we ought to do
anyway about any disease, is that the patient should be
provided with education.

The patient should get information from me that
lets her understand what is her likelihood of being infected
with this disease, including the fact that it’'s normal human
behavior that puts us all at risk, that the only way you're
not at risk is if you haven’t had sex since ‘75, if you
weren’t transfused during the period of risk, and if you’ve
never used injection drugs. Almost nobody fits that category,
so in some way, each of us is at some small risk.

And the information should be provided in a way
that lets the woman believe that this is--whether she chooses
to be tested has to do with her own health and her own life
and the provision of early care. And I am a big believer in
early care.

But what we ought to be mandating here is not
testing, but primary care services. What are we trying to

encourage? We are trying to improve the quality and the
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length of life for people who are infected. To do that, you
have to provide care. Just testing people doesn’t do that.
In fact, forcing testing people will drive them away from
care,.

The other side of it is that saying we should have
mandatory testing of what is, in fact, a low-prevalence
population, women of childbearing age, is setting up a false
dichotomy between mother and child. In fact, most mothers
are the protectors of their children. Most mothers and most
parents think that one of the greatest pains we would have to
endure is losing a child, or by dying ourselves, failing to
be present to protect that child into adulthood.

In summary, let me say, clearly HIV infection is a
public health problem that may reach staggering magnitudes
for women. That in terms of public health policy, there are
things that we should be doing that we are not currently
doing. One is we have tc fund adequate research that lets us
as medical providers know, what does this disease do in
women? How can we best take care of women?

I think we do have to address the CDC case defini-
tion, but I think we should separate the case definition from

the awarding of disability benefits. The case definition is







































































































































































































































































































































































































































































































































































































































































































