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August 24, 1988

TO OUR READERS:

~The Presidential Commission on the HIV Epidemic held over 45
days of hearings and site visits in preparation for our final
report to the President submitted on June 27, 1988. On behalf
of the Commission, we hope you will find the contents of this
document as helpful in your endeavors as we found it valuable
in ours. We wish to thank the hundreds of witnesses and
special friends of the Commission who helped us successfully
complete these hearings. Many people generously devoted their
volunteer time in these efforts, particularly in setting up
our site visits, and we want to fully acknowledge their work.

The staff of the Presidential Commission worked around the
clock, seven days a week to prepare and coordinate the hearings
and finally to edit the transcripts, all the while keeping up
with our demanding schedule as well as their other work. 1In
that regard, for this Hearing on Discrimination, Ethics, and
Testing, we would like to acknowledge the special work of Nancy
Wolicki, along with Leo Arnaiz, Emily Cocke, Christine Grady,
and Amy Harshman, in putting together the hearing, and Leo
Arnaiz and Macy Moy, in editing the transcript so it is
readable.

For the really devoted reader, further background information
on these hearings is available in the Commission files, as well
as the briefing books given to all Commissioners before each
hearing. These can be obtained from the National Archives and
Records Administration, Washington, D.C. 20408.

One last note--We were only able to print these hearings due

to the gracious and tremendous courtesies extended by Secretary
Bowen's Executive Office, especially Dolores Klopfer and her
staff, Reginald Andrews, Sandra Eubanks and Phyllis Noble.

Sincerely,

Potle, & e
Polly /L. Gaul Gloria B .é?;th
or

Executive Direc Administrative Officer
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PROCEEDINGS

MS. GAULT: My name is Polly Gault. I am the .
designated federal official here. I want to welcome all the
members of the President's Commission and our guests today.
Mr. Chairman?

CHAIRMAN WATKINS: Good morning. Today, the
Presidential Commission on the HIV epidemic will address the
jssue of discrimination in the workplace, in housing and schools.
I would like to welcome you all and thank our witnesses who have
taken time to travel here today to discuss this important issue
with us.

As documented in many public accounts and the
increasing accumulation of case law, an identification with AIDS
for a person has led to incidents of discrimination for that
person. Today, we will examine the nature and extent of that
discrimination and consider strategies to resolve AIDS-related
disputes and help prevent discrimination in the future. We will
hear from legal experts who have analyzed both federal and state

law and the application of existing laws to the discriminatory
treatment experienced by persons with AIDS.

To educate students and workers about AIDS in local
communities, witnesses will describe model programs which have
prevented discrimination in public schools, in workplaces, in
government offices, and in the general community.

I am delighted that a number of leading figures in the
country who are dealing with AIDS-related discrimination have
come here today to share their experiences with us. We will be
asking for their recommendations about the best means to help
persons who are experiencing this discrimination, as well as to
prevent further discrimination in future times.

We have a full agenda. So, I would like to begin with
the witnesses from our first panel, Mrs. Norma Mowery, with her
son Dwayne Mowery: the sister of a person with AIDS patient, and
Joel Starkey.

So, I would like to begin then with Mrs. MacDonald, if
you would like to give us your statement, Mrs. MacDonald?

SISTER OF AIDS PATIENT: Thank you. It is difficult
enough to accept the fact that someone you love has AIDS, and
what is even more distressing is the bigotry, cruel treatment
and hysterical fear that hospitalized AIDS patients are forced
to endure from people in the medical profession.

In this regard, I thank you for giving me the
opportunity to put on public record some examples of the
discriminatory treatment my brother received as an AIDS patient.
Many times when my brother was hospitalized and bedridden, the
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kitchen staff would leave his meal tray in the hall. If a family
member or friend didn't happen to visit during mealtimes and
bring in his tray, my brother didn't eat.

Often nurses would forget to give him medication or
forget to hang another unit of desperately needed blood. The
week he was dying, my family visited him in the hospital and had
to bathe him and change bed linens because the staff hadn't done
it.

When a complaint was made to a doctor regarding this
neglectful treatment, he shrugged his shoulders and casually
said that he could do nothing about it.

One of the most deplorable incidents was when my

brother was extremely weak and required assistance to get from
his hospital bed into the bathroom. When he called for a nurse,
no one came. Eventually my brother attempted to make it on his
own but fell, not making it to the bathroom. Unable to care for
himself, my brother was forced to sit in his own excrement for
some time. My mother happened to visit a while later, and upon
finding him, ran to the nurse's station for help. The nurse's
response was "I am not going in there. That is AIDS." My
brother often expressed defeat and humiliation by this treatment.

I am sure it is extremely difficult for people in the
medical profession to care for the growing number of AIDS
patients. However, AIDS patients have a right to competent and
proper medical care, I believe that health care workers'
responsibilities include not only giving the proper drugs but
giving compassion to patients, as well. 1In this regard, I would
like to put before you a few suggestions that might help improve
the situation. One, establish a mandatory educational program
for all hospital employees from cleaning staff to doctors on
facts about AIDS, how to care for AIDS patients safely and the
importance of the human element in the course of their treatment.
Seminars could be held on hospital premises and conducted during
the various shifts so that all workers are able to attend.

Two, provide professional and confidential counseling
for health care workers. A department could be set up for
hospital workers to go and voice their fears or grievances to a
trained professional about caring for AIDS patients on a daily
basis.

Three, make available to AIDS patients hospital
representatives to whom patients could confidentially report
discriminatory treatment. One of my brother's strong fears was
retribution by the staff for reporting any misconduct. Once
reported the staff member involved could then receive some
private counseling.
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Four, institute a system whereby those health care
professionals who have repeated complaints made against them
in the neglectful treatment of AIDS patients, despite having
attended the seminars and having received counseling are
formally reprimanded and placed on probation. Further
discriminatory behavior, by the individual towards AIDS patients
would then be grounds for dismissal.

Five, establish a;monitoring system whereby a
hospital representative or representatives make daily rounds
to AIDS patients' rooms to check on room cleanliness, to see
that patients are getting their meals and to monitor the general
well-being of the AIDS patient.

In view of the fact that a cure for AIDS is not in
our immediate future, that a great stigma is associated with
AIDS and that AIDS patients are routinely the victims of
discriminatory behavior of many health care workers, no
measure is too extreme.

|I .
f , :
L \\\\ The victims of AIDS have the right to proper medical

cate. At the very least, AIDS patients have the right to die
ith dignity.

Again, thank you for the opportunity of relating my

prother's story to ydu. I hope it will serve to help other AIDS
patients and their families so that they will not have
to endure what my brother and my family did.

CHAIRMAN WATKINB?\<3:ank you. Mrs. Mowery?

MRS. MOWERY: Mr. Chairman, members of the Commission,
my name is Nora Mowery. I live in Lake City, Tennessee. My
husband, Jimmy, and I are proud parents of three children. I am
here today to tell you about what has happened to us and our
oldest child, Dwayne, who is 12. I would, also, like to tell
you some things I hope you will try to change. Maybe that will
help us and others in the same situation.

Dwayne has hemophilia and is, also, learning disabled.
Dwayne tests positive for the antibody to the HIV virus. He was
expocsed to the virus through contaminated blood products he
takes to help control his blood clotting. He does not have AIDS
now. We desperately hope he does not get AIDS in the future.

We know he is at increased risk. For these reasons, we worry
about him all the time, but we have learned to live with it.
Until this school year, he received services at the Daniel Arthur
Center. This was a separate school for children who are
handicapped. In March 1986, a meeting was held at Dwayne's
school about his program. He had been missing a lot of school
because of having to be factored.



At that meeting, I told the hemophilia clinic that
they could give information to the school about Dwayne. This
was so he could be factored at school and not miss so manydays.
Within days, the information about Dwayne's HIV status had been
released by his teacher to parent persons outside those working
with Dwayne. That was the beginning of a bigger nightmare. At
this point in my story, it is very important as a focal point of
what this series of hearings is about. To get education for my
child, I had to give information to the school, but giving out
this information caused my privacy to be destroyed, and now, my
child does not get the education he needs.

When Daniel Arthur School was closed, Dwayne was zoned
to go to Lake City Middle School this year. Once again, the
information about his HIV status was released by employees of
the school system. This was done without my permission. It
was, also, done against my request that no information be
released.

Many newspaper articles appeared about Dwayne and his
situation. They contained information that only the school
system had. Both the superintendent of Anderson County Schools
and the principal of Lake City Elementary School where Dwayne
might have gone talked to television reporters and newspaper
reporters. This was without my permission. It was as if our
privacy meant nothing to these people. My front yard became a
campground for press and public. Reporters banged on my front
door and would not leave me alone. One even took a "peeping" in
my neighbor's back door. The board of education did not want to
let my child in school. The most vocal opponent has been a
doctor on the board who should have known better. The
superintendent did not want to let my child in school. He only
let Dwayne in school when we told him we would sue if they did
not, and then he only did it because he knew he would lose the
case,

The most telling point of these meetings was when they
told me Dwayne would be in danger. Either a school can keep
children safe or something is wrong. Once Dwayne was in
self-contained class:in Lake City Middle School, the teachers
and principal were very good to him. I know that they were
scared. I, also, know that they found it very hard.

When Dwayne went to school, we had to try to find ways
to get him into the building to avoid the crowd. We did not
know what they would do. We were scared. A child should not
have to sneak arcund and go to the back door to get into school.
He should not have to be afraid for his life because he wants to
learn.

After three days of fear, we took Dwayne out of
school. Nobody seemed to be able to stop the threats. Nobody
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seemed to be able to protect us. When people drive past your
house with signs saying, "Killing, killing, killing," you have
to pbe afraid. The crowd kept getting "uglier." All it takes is
one hothead. So, we took Dwayne out of school.

Now, Dwayne attends the gifted center by himself four
days a week. On Wednesday, he does not go to school because
they don't want him around the other kids. 1If a teacher is sick
or has car trouble, he cannot go to school. There is no
substitute. He does not like school anymore. He has no chance
to make friends.

one of the reasons you go to school is to make
friends. So, here we are at the end of the school year. We are
still trying to get an education for Dwayne. I think there has
been some change in Lake City. I think more people would
support us now. I think more people wish they had supported
us then. To all those who did, I say, "Thank you."

T have two recommendations. First, attach penalties
to violations of confidentiality; second, make HIV antibody
positive ARC and AIDS a specific covered position under the
handicapped education rules.

I would like to thank two groups who helped us very
much; Dr. Hanna and Steve Root at the Hemophilia Center have
been more help than they will ever know. Also, E.A.C.H
incorporated -~ Tennessee's protection and advisory system
has been very, very helpful to us protecting Dwayne's rights.

Finally, I wish I did not have to be here. I wish
none of this had happened. I try to forget it all. I wish I
did not know about you and you did not know about me. I wish
Dwayne was in a regular school where he belongs, but if all of
this has helped someone understand what happens to people like
us, perhaps there may be some worth to it. Thank you.

CHAIRMAN WATKINS8: Thank you very much, Mrs. Mowery.
We had a chance to talk a bit before the hearing this morning,
and I wasn't sure whether Dwayne would like to say anything to
the Commission. We would be pleased to hear from him, but we
certainly don't want to put any pressure on you, Dwayne. All
right, we will hear from Mr. Joel Starkey next.

MR. STARKEY: Mr. Chairman, members of the Commission,
AIDS discrimination comes in many forms. For some it is the
loss of employment and income. For others, it is the loss of
housing or the exclusion from school. For some, it is violence
in the form of house burning, as we witnessed in Arcadia,
Florida, last year. For me, it has come in the form of a loss
of health insurance benefits due to a severe reduction in



benefits by the health insurance plan I am insured under at
work.

On December 19, 1986, I was admitted to the hospital
with a case of PCP, pneumocystis pneumonia, and was subsequently
diagnosed with the disease known as AIDS. At the time of
diagnosis, I was covered by a company-sponsored health insurance
plan that provided for benefits for AIDS as it would~for any
other disease. All my medical costs were covered 100 percent
after all deductibles were met. The plan was with the American
Heritage Insurance Company based in Jacksonville, Florida.
Health insurance was working as it was supposed, in that the
insured, myself, was being protected from financial ruin due to
catastrophic illness, AIDS. The group health policy with the
American Heritage Insurance Company was a typical medical major
plan with lifetime maximum benefits of $1 million worth of
medical benefits. The policy treated AIDS like any illness, such
as heart disease, diabetes, lung cancer and paid all the medical
expenses, including the cost of AZT, which we all know is quite
expensive. Then on August 24, 1987, I was notified by the firm
that I work for that they were changing health insurance plans.
I did not at first, have a concern because I knew a period of
open enrollment would exist when new plans are supposed to take
people "as is" from old plans, and they would be obligated to
take me "as is" and carry me like the old plan. However, in
examining the benefit coverage provided by the new carrier,
Florida Food Benefit Trust, I was stunned and shocked to find a
specific benefit reduction clause for the condition known as
AIDS. The policy limited benefits to $5000 per year with a
$15,000 lifetime maximum of medical benefits coverage. The same
policy provides lifetime maximum and medical benefits of $1
million for all non-related AIDS conditions, such as cancer,
diabetes, heart disease and so on.

This represents a loss of $985,000 worth of lifetime
medical benefits to the person with AIDS insured under this
plan. It is discrimination, pure and simple. It is, also, an
attempt to set up two types.of health care, one type very
limited for the person with AIDS and another type which provides
adequate coverage for' those not so diagnosed.

If it is allowed to go unchallenged and spreads
throughout the health:insurance industry, it will mean that many
PWAs will be without adequate resources for medical care or will
have to impoverish themselves to qualify for governmental
programs, such as Medicaid and/or Medicare. This will add a
burden onto those systems of health care payments that do not
really need to be burdened in this manner. When I realized the
nature of this discrimination, I notified the State of Florida,
Department of Insurance. I was informed by the Department of
Insurance that while policy guidelines were being established to
prohibit this type of AIDS-related discrimination and are still
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in the process of being established 6 months after I contacted
the agency, the Department had no jurisdiction over health plans
such as I was covered under. They had the jurisdiction over,
like, Aetna, Blue Cross, Provident and so on, but I was covered
under a self-insured trust, something known as a multiple
employer welfare arrangement.

I subsequently contacted groups which were involved in
fighting AIDS-related discrimination, such as the American Civil
Liberties Union, the Lambda Legal Defense Fund and the National
Gay Rights Advocates. The National Gay Rights Advocates is now
helping me to fight this type of discrimination by legal means.
One thing a person with AIDS realizes real fast is that she or he
has two fights. The first fight or struggle is with the disease
itself. The second fight or struggle is against the
discrimination that follows diagnosis.

I intend to fight the disease to the best of my
ability and hopefully to a successful conclusion. I consider
myself a victor to be and not a victim, and likewise, I intend
to fight AIDS-related discrimination wherever and whenever it
rears its ugly head. I intend to be a victor here, as well.

Discrimination has no place in an epidemic of this
nature. It will only hinder the successful resolution of the
epidemic and feed much of the fear, ignorance and hysteria which
already surrounds the issue.

I am not really sure how to recommend measures to be
taken to end the type of health insurance discrimination I have
outlined. For one thing, I am not a health insurance expert. 1
am just an average person who happens to have AIDS. I am being
represented by Mr. Ben Schatz of the National Gay Rights
Advocates in this issue. He will be on the panel following this
panel and will discuss the relationship between the self-insured
type of health plans, the multiple employer welfare arrangements
and ERISA. While the self-insured health plans are not subject
to state law, they are subject to ERISA federal jurisdiction.

He will be making recommendations on how this type of
discrimination can be prohibited.

As for myself, I have written to members of the House.
of Representatives and the US Senate regarding pending federal
legislation on health insurance coverage for all workers. I
have outlined the type of AIDS-related discrimination inherent
in the Florida Food Benefit Trust Plan. I would hope that the
legislation when passed, will contain provisions to prohibit
AIDS-related discrimination of this nature by the health
insurance industry. I do not intend to see PWA sit in the back
of the health care bus because plans such as Florida Food
Bepefit Trust have a discriminatory clause which limits AIDS
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coverage to a mere $5,000 per year and a total of $15,000 worth
of lifetime medical benefits. I would hope the Commission will
come forth with a recommendation which sends a clear message to
those in the health insurance industry that the exclusion of
severe limitations of benefits for AIDS patients will not be
tolerated, that AIDS coverage and health insurance plans should
be equal to that coverage provided to any other disease, such as
heart disease, diabetes, lung cancer and sc on. Thank you.

CHAIRMAN WATKINS: Thank you very much, Mr. Starkey.
I would like to open the gquestioning this morning from our one
resident of the Nashville area, the Dean of Nursing at
Vanderbilt University, Dr. Colleen Conway-Welch.

DR. CONWAY-WELCH: Thank you, Mr. Chairman. I would
like to ask Mrs. Mowery a question, if I may. At the end of
your testimony, you seemed to hold out hope that some things
have been learned and that some changes might be occurring in
your area. Do you think that the next child who comes to the
Anderson County School System will have the same experiences
that Dwayne has had and do you think that there has been some
change? Is there some hope of change that he would be or she
would be more protected in terms of confidentiality?

MRS. MOWERY: I think that more people would support
us if Dwayne would go to a regular school.

DR. CONWAY-WELCH: And so, you feel that there has
been some education and some change in attitude?

MRS. MOWERY: VYes, ma'am.

DR. CONWAY-WELCH: Thank you.

CHAIRMAN WATKINS: Mrs. Gebbie?

MR8. GEBBIE: I will pass at this time.

CHAIRMAN WATKINS: Mr. Creedon?

MR. CREEDON: I have no questions, thank you.

CHAIRMAN WATKINS: Dr. Primm?

DR. PRIMM: Mrs. Mowery, in your block, where you live
in a small town, do you have neighbors who are sort of reluctant
to visit you or is your family reluctant to visit you? I have
experienced in my travels, particularly in Tampa, Florida, and
other small towns nearby Tampa where a family may have a family
member who is infected with the virus or has AIDS, and people
won't come to the block, not only to the home, will not even come
to the block. Are you experiencing that in your town?
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MRS. MOWERY: VYes, sir. There are some children who
come and visit their grandmother that lives down below us, and
he is real good friends with Dwayne. He plays with Dwayne all
the time.

DR. PRIMM: So, you are not experiencin@ that kind of
thing?

MRS. MOWERY: No.

DR. PRIMM: Also, my family is in the funeral business
in New York, and we often ship bodies back to the South to be
buried. Sometimes the funeral directors will not take those
bodies, and not only that, when that happens, the family to which
the deceased would belong would end up being humiliated and
sometimes harassed and in many instances fired from their jobs
because they had a relative who died of AIDS. Are any of you
experiencing that kind of thing in the South?

MRS. MOWERY: No.

SISTER OF AIDS PATIENT: In our case, I know in our
neighborhood when my brother was living with my parents after he
was sick, they had trouble in their neighborhood, and then after
he died we had to call a couple of funeral homes to find one who
would take care of my brother's body. So, it was a concern in
our case.

DR. PRIMM: Mr. Starkey, do you have any comments?

MR. STARKEY: In terms of discrimination of that
nature, up until this peint, my condition has been on an "as
need to know basis." My family knows, and some members where
I work know, but very few. So, as far as the general public
is concerned, I was just another person eating at a restaurant
or walking down the street. After today perhaps that might
change. So, I haven't really felt that type of personal
discrimination. My discrimination has come on a different
level, and that is the whole thing about discrimination. People
with AIDS experience discrimination on many different levels and
not just particularly on one level, and I think it, also, goes
back to the environment in which they live. I live in an urban
environment on the coast. The boys in Arcadia where the house
was burned lived in a rural environment. So, I think it goes
back to cultural attitudes and things of that nature as
to how the discrimination will come out and be expressed.

DR. PRIMM: Have the churches played any role that
any of you know in trying to defuse or desensitize some of these
feelings that you have encountered along the way?



S8ISTER OF AID8 PATIENT: I know in my family, my
family is very religious, and my brother was extremely
religious, and he would often seek comfort from the priests, but
the priests were not very cooperative, and they were not helpful
at all, not comforting to my brother or the family.

DR. PRIMM: Would you feel then that if some appeal
was made to the clerics or the religious community that we would
get a better response and maybe some better understanding
through the clergy talking to the parishioners and so forth?

S8ISTER OF AIDS PATIENT: I think it would help, and
we met one priest who was from Ireland, and he was very helpful,
and I know he did a lot of work in New York City with AIDS
patients, specifically with AIDS patients. He caused, I think, a
lot of friction within the Catholic Church and has since been
assigned to be a missionary in Africa because of
it. So, that is the church's stand on it.

DR. PRIMM: I think the sharing of your experiences
sometimes with clergy or with other community leaders certainly
might help to defuse some of this discrimination. As you know,
people who are my color have suffered discrimination for many,
many years, and we have gone about it in a number of different
ways, and one way is certainly through the church. So, I feel
very strongly that that might be a helpful way to combat the
situation.

CHAIRMAN WATKINS: Dr. SerVaas?

DR. 8erVAAS: Mrs. Mowery, you mentioned all the good
help you got from Steve Root at the Hemophilia Center. I would
like to know if the National Hemophilia Center or Foundation in,
I think it is in New York, do they help give you names of other
hemophiliac patients in the area who would have a similar problem
to Dwayne's where he could make friends and maybe talk to these
other hemophiliacs? It is my understanding, if I remember the
numbers correctly that of the 10,000 hemophiliac patients who are
now AIDS positive, only 50 have had the problem that you have
had. The rest have not. Now, we could look up a lot of
hemophiliac patients who haven't had the problem, and maybe they
could give you some good ideas on how they were able to go to
school and not run into what your school district has done. In
Indiana, we have Ryan White where we have done a beautiful job of
having the whole community embrace this hemophiliac who has AIDS,
and I am sure that we could do the same thing with students like
Dwayne, if we knew, how to get the National Hemophiliac
Association Foundation working with you on that. Could you tell
us, do you know the Hemophiliac Foundation people, and what help
have they been besides your leocal, and you mentioned Steve Root;
is he connected with the National Hemophiliac Foundation?
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MRS. MOWERY: Yes, ma'am.

DR. ServVAas: And have they helped you get in touch
with others who haven't had the problem that Dwayne has had?

MRS. MOWERY: No.

DR. SerVAAS: For comfort or for advice on how to.
proceed and how they did it? Have you read about Ryan White in
Indiana?

MRS. MOWERY: Yes, ma'am.

DR. SerVaAas: And could you be in touch with Mrs.
White? Would that help?

MRS. MOWERY: It probably would.

DR. Servaas: I was just thinking that if we could get
a network through amateur radios, ham radios or things like
that, where we could put a network of people, you mentioned that
Dwayne is lonely, and if, like at the school for the deaf where
they have all the students getting support, we could get a
networking of the hemophiliacs who are overcoming the
discrimination or have not had discrimination, that we could
make your life and Dwayne's much happier and, also, educate your
community. That would be my advice, since we have had such a
close hand experience with Ryan White and hemophilia in Indiana,
and now, everyone loves him, and the school he came from is now
saying that they wish they had supported him at the time, but
they didn't know, and the state board of health didn't know and
weren't advising the school. That is what the school is saying,
that they really weren't to be blamed so much because they
couldn't get any help back then from the officials because they
didn't know if they would be vulnerable to attack from the
parents for having permitted the hemophiliac in school.

So, I really believe that we need more networking and
that we could help you a great deal and help Dwayne make a lot
of friends around the country who have the very same problen.

DR. CRENSHAW: I would like to direct this question to
the sister of the AIDS patient. I would love to call you by
name, but I understand that you prefer not. Is that right?
Okay. How long ago was your brother ill, was it very recently
or was it a number of years ago?

SISTER OF AIDS PATIENT: He only died this past
August, and it was 2 years ago that he had been diagnosed.

DR. CRENSHAW: And was it in one of the major cities
that --
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SISTER OF AIDS PATIENT: VYes, it was.
DR. CRENSHAW: So, it was San Francisco or New York?
S8ISTER OF AIDS PATIENT: It was New York.

DR. CRENSHAW: Okay. So, it wasn't in a county or a
town where we would expect there to be naivete or lack of
information.

S8ISTER OF AIDS PATIENT: No.
DR. CRENSHAW: Okay, thank you.
CHAIRMAN WATKINS8: Dr. Lilly?

DR. LILLY: I just wanted to check and find out if any
of you found any state laws that protected you in any way, shape
or form from the form of discrimination that you were suffering
from?

8ISTER OF AIDS PATIENT: I didn't even check into it.

MR. BTARKEY: I will go ahead and speak. I believe in
my case before I was even diagnosed, an individual by the name
of Todd Shuttleworth was diagnosed in Broward County, and he was
terminated from his employment. As a result, he pursued the case
legally, and at that time it was ruled that people with AIDS are
covered under the handicapped discrimination law. There was a
tremendous amount of publicity in the South Florida area, and I
think that struggle that he engaged in meant that I kept my job.
I think my employers were well aware of the publicity to the
point where they wouldn't go and terminate somebody knowing that
there had been a legal battle fought on those grounds. I
subsequently inquired with the department of insurance regarding
this law as it affected me in terms of the health insurance
discrimination, and we have subsequently filed a complaint with
the Human Relations Commission of Florida to determine this, if I
am covered in terms of that discrimination under that state law.
I don't know how other states handle the person with AIDS, but I
believe in the State of Florida the handicapped provision offers
some protection for a person with AIDS. It is not clear. It is
not specified. It is just something that you picked up in the
press that you have read about.

DR. LILLY: Mrs. Mowery, do you have any comment on
whether there were any state laws that might possibly have been
overlooked in your case or —-—

MR8. MOWERY: VYes, sir, the education of the
handicapped laws in Section 504.
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DR. LILLY: Okay. So, there actually have been some
provisions that could be interpreted as being helpful. The
reason I am asking this is because a spokesman for the Reagan
Administration has announced that their policy is to leave
matters of discrimination to the states in this instance. I am
just wondering if the states are actually functioning in a way
that is satisfactory for your individual purposes.

CHAIRMAN WATKINS: May I suggest that Mr. Jack
Derryberry would like to come to the microphone and answer on
behalf of Mrs. Mowery? It would be perfectly acceptable to the
Commission.

MR. DERRYBERRY: Dr. Lilly, as Mrs. Mowery mentioned,
Dwayne is, also, learning disabled. He is categorized as
learning disabled. So, the protection of the educational for
the handicapped law is attached to him, both state and federal.
one of the things that she has suggested to you is that HIV
positive, ARC and AIDS be included as a specific listed
condition under the category of other health impaired in the
handicapped laws so that the procedural protections in terms of
exclusion from school, testing, evaluation, etc., would apply to
any child as this automatically.

Tennessee has a very comprehensive educationally
handicapped law. I think the problem that the Mowerys have
experienced, however, is not so much one of law as order and how
society operates. It really wasn't a problem that there were not
laws to protect the Mowerys. It is a problem of the laws being
carried out and what happens when law and order just break down.

DR. LILLY: Is there any interest on the part of the
police in offering any protection for Dwayne?

MR. DERRYBERRY: Yes and no, and I think I really
wouldn't want to go into that too much because obviously that is
something that at some point in time in the future could be the
subject of some litigation, and I really don't think it would be
appropriate to comment.

DR. LILLY: Thank you.
CHAIRMAN WATKINS: Mrs. Gebbie?

MRS. GEBBIE: My apologies for being a little late and
missing some of the earlier presentations. I am particularly
interested in the interaction between laws which can, in fact,
give you legal protection, but, also, attitude, things that
happen in the social system which despite the law are still
uncomfortable or punitive to a person who might otherwise be
protected. I would be interested in comments any of you would
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have on the interaction between the experiencés you have had and
media coverage, particularly where we end up with media coverage
of fringe materials or materials that proved to be inaccurate.

Do you have any specific examples of how that either made worse

your experiences or was that, in fact, irrelevant to what was
going on for your brother or for any of you?

BIBTER OF AIDS PATIENT: I think if the media was
perhaps a little more responsible, like you said, in reporting,
making accurate reports about contracting the disease, I think it
would certainly help. You know, at the time my brother was ill,
there was really not a whole lot known, and it was still a very
paranoid feeling around about AIDS that really affected my
brother's care. 8o, I think if there was more control over the
material that is aired, it would certainly be helpful.

MR. SBTARKEY: I would like to say that, in terms of
the media coverage I think the media coverage, in my particular
instance and Todd Shuttleworth's instance was very good because
I think it brought certain items to the public attention. I
think as a result of that we have a better attitude of the
public. I would certainly like to see the media play much more
of an educational role in terms of what AIDS really is and to
maybe orienting itself towards more of a positive aspect, as
opposed to always playing on the negative aspects, i.e., "AIDS
equals death." I, for one, am going to fight that concept as
much as I can. I am not going to worry about death until 5
seconds before it happens. I am going to put all my energies
into surviving this disease. 8o, I tend to ignore the press
when it kind of comes across with that message "AIDS equals
death."” But on the other hand, the coverage that I have had
personally, from the media has been very good. I think it has
served the purpose in bringing a lot of issues to the public
mind. So, I have no real criticisms of the press.

CHAIRMAN WATKINS: Follow-up, Dr. Primm?

DR. PRIMM: VYes. Sister of AIDS patient, I am from
New York, and what I would like to know, was this a public
hospital or a private institution or would you prefer to allow
the name of the hospital to remain anonymous, too?

SISTER OF AIDS PATIENT: Yes, I would rather allow the
name of the hospital to remain anonymous. Yes, actually it was
in three different ones, and the last hospital that he was in
provided the best care out of the three. The very first one he
was in was a major hospital, a major infirmary, and it was
deplorable. It was a nightmare. It was horrible.

DR. PRIMM: I don't think we can do very much except
for on a general scale in terms of trying to get hospitals and
health care givers to change their attitudes toward AIDS
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patients. If you would talk to me, I do have some influence in
the New York area, and I would personally try to speak to
hospital administrators or whatever so that they could begin to
institute some programs like you have suggested. I think it is
really important, but we make only sort of general
recommendations, and we cannot be very specific. You have asked
for specificity in terms of some of your suggestions.

SISTER OF AIDS PATIENT: Yes.
CHAIRMAN WATKINS: Mr. Creedon?

MR. CREEDON: I would like to follow up on a comment
that Dr. Primm made to Mrs. Mowery where he suggested that they
might find comfort in talking to a religious adviser or priest
or whomever. I wonder if this Commission, Mr. Chairman, could
request or urge the entire religious community to take a more
active role. I don't know how much the religious community is
doing now. I know Cardinal O'Connor personally cares for
people, but you know, the pulpit can be a very good forum for
getting ideas out to people and for getting them to think in
charitable terms about their obligations. This is not something
that perhaps should go in the report to the President, but I
wonder if there isn't some way that we, as a Commission, couldn't
urge the religious communities generally to take this on as an
educational effort?

CHAIRMAN WATKINS: I think it is an excellent idea.
I think that my attendance at the AMA convention on education on
the subject of AIDS last week tells me that we have an
incredible task in this nation to stop the consequences of
ignorance about this disease. Absent a well-educated citizenry,
we will lose our freedom and our democracy. I think this is an
all-hands evolution in the nation, and certainly the religious
leadership has got to come together
and ensure that they have the same knowledge that those of us
who have been on a very rapid learning curve on this now have
gained in only 5 months.

Some of us were not all that bright on the subject
either, and we have learned a great deal through people like
Dwayne and others, your brother, a sensitive exchange of
correspondence we have had, and it has made a big impact on me
and will make a big impact on the nation. So, I think the
religious leadership has got to be involved with all of the
health care providers, with all the adults in the society and
with the peers who have to work together, and I think that Mr.
Creedon's suggestion is an excellent one.

We will be receiving the report of the American
Medical Association's conference within the next month, and I
hope from that, the tentacles to educate the nation will be
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