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q PROCEEDINGS
M8. GAULT: hGood morning Mr. Chairman and members of

the President’s Commission. My name is Polly Gault. I serve as
the designated federal official and in that capacity, it is my
privilege to declare this meeting open. Chairman Watkins.

CHAIRMAN WATKINS: Good morning. Over the next three
days, this Commission will be addressing the broad issue of the
health care of persons infected with the HIV. We are keenly
aware of the existence of a variety of problems associated with
the delivery of care, and we intend to examine in detail what
solutions can be developed and implemented. We will hear from
experts directly involved in caring for adults and children with
AIDS, and who care for persons who are infected but have not yet
developed AIDS. We will examine innovative care delivery systems
which are being created through the cooperation of health care
providers, concerned community members and support groups.

We will also hear from persons with AIDS and their
families about the challenges and hardships they face. Today, we
will address care provided through several different outpatient
care options and begin our examination of inpatient care issues.
Before we start, I would like to remind our panelists that we
must have a firm limit of five minutes. That is except for the
first two witnesses, we want to give you more of an opportunity.
A firm limit of five minutes for all other witnesses’ opening
statements in order to allow sufficient time for guestions and
answers, and I think all of you can see by the very crowded
agenda that we must adhere to this timeline. We have a very
impressive list of witnesses and we need to get through each of
their statements.

I would also like to remind the Commissioners that we
will adhere to our agreed-upon format of two questions for each
Commissioner for each panel and then we will repeat if time
permits in rotation. This morning, I have asked Dr. Colleen
Conway-Welch, one of our Commissioners, to chair this set of
hearings, and I look forward to her direction over the next three
days as we study these vitally important topics. Dr.
Conway-Welch.

DR. CONWAY-WELCH: Thank you, Mr. Chairman. Good
morning and welcome. The hearings over the next three days will
focus on care issues affecting patients, their families and
health care workers and some of the variables related to those
issues, one of those variables being cost. The topic of the
three day hearing grows out of our requirement to advise the
President on issues surrounding prevention, cure and care of
AIDS. I would like to recognize the staff of the Commission who
worked very hard throughout the Christmas holidays to enable us
to carry these hearings on at this date in January. I would also
like to recognize the panelists and all of the folks who are
going to be with us, providing us with information over the next




three days. They also worked very hard during the Christmas
holidays, and some of their schedules were disrupted in order to
be able to share information with us, and we are most .
appreciative.

We are looking forward to addressing broad issues of
care and the impact of AIDS on patients and their families, and
as we have talked with patients and their families, as we
structured these hearings, we became aware and learned very
quickly that we cannot separate cost issues from care issues.
They are inextricably woven together. We hope to achieve a.
snapshot of the relationship between care and the cost of care
over these next three days. Then we will use that information as
a basis for hearings that will be held later this spring which
will focus specifically on finance. So we hope to provide some
information that will be further expanded upon in a different set
of hearings.

We are also anxious to look at ways of reallocating
costs and resources that are currently in the system in more cost
effective and cost efficient ways. We are aware that there are
finite resources available, and one of my hopes for the next .
three days is that we will hear from our panelists about creative
ways of giving care in different settings in a more cost
effective and cost efficient manner.

. :
I would also like to acknowledge a gentleman from the

Miami area. His name was Jim Simone, and we met him during.the
Miami hearings. He spoke eloquently about his concern about
children with AIDS and I talked with him by phone several .times
as we were planning these conferences. He said, "take care of
the kids," "be sure you take care of the kids." Jim died of AIDS
shortly after the new year, and I think he would be pleased with
the way these hearings have come together. .

The format that we will use is to focus our panelists
on various settings: outpatient setting, inpatient, hospital
systems, the special needs populations, psychosocial aspects of
care for both patient and their families as well as care givers
and then cost. We have asked most of the panelists to submit
background information and to construct their testimony in the
form of recommendations, and to attach the cost of implementing
those recommendations if known or if possible. We are also
asking panelists to confine their oral testimony to five minutes
in terms of the actual testimony to the Commissioners in order to
allow enough time for questions and answers afterwards. If there
is time after questions and answers, we will certainly invite the
panelists to make any additional comments they would like to
offer. We will move from the left to the right in terms of the
Commissioners, each asking two questions when we commence the
question and answer period.




I would like to thank our first two witnesses who are
with us tdéday, Kathleen and George. We wanted to gain a very
early perspective from the patients’ and families’ viewpoints as
to how AIDS has impacted their lives and their families’ lives,
and we would like to thank both of you for being here, and we
would like to begin with Kathleen.

KATHLEEN: First of all, I will say primarily in view
of my current health, it has been difficult, even with the amount
of accommodations I have received from the Commission and the
appreciation I feel for being here today to go against whatever
the odds were for me to make a trip in regar& to my health. With
a time limit of five minutes, and me not having prepared
adequately for a defined five minutes, this #s the first speech I
have ever made that I have not felt confident. But, it is the
first time I have ever felt as courageous.

I think that primarily, I might have been ill a long
time before AIDS was diagnosed in me as a woman. When I
recalled how my health started failing and because it was not
commonly expected to see this disease in women, I have publicly
stated that my symptoms were very similar to those of PMS in
women and severe menopausal symptoms. So, I believe the disease
was possibly there but was not suspected to be AIDS.

In 1982, my employer detected something wrong with a
negative blood test I had taken and asked me -to sign an insurance
waiver. They did not understand the results of the test because
the defect the lab had found and did not even understand was
similar to sickle cell anemia but had some variations. It was
taken again and it came back conclusive. I felt very well at the

‘time it was taken. In 1983, I developed chronic phlegm problems.

Agaln, the AIDS virus was not suspected, maybe because I was not
in on of the high risk categories. 1In 1984, a doctor in an
emergency told myself and my late husband that he thought in view
of continuing lung problems, in view of something that again
tested showing a defect in my blood which he said he did not
totally understand but he pointed it out to my husband and myself
over a four and a half hour period that he was seeing somethlng
that was frightening and he handled the situation with compassion
and he warned us that we needed to take immediate action after
talking with us about our social life and the tests that he had
gotten, telling us that he thought that he was seeing AIDS in me.

. The disorder that he charted was a blocod disorder
similar to a Mediterranean blood trait that he did not

‘understand, but the blood tests were so far off and my condition

warranted, and he was just very advanced and knowledgeable about
the AIDS virus as far as how I feel about this doctor, on looking
back on him. He recommended that I go immediately to the

pulmonary specialist who had gotten me through the lung problems
and had developed a means for me to survive after 1983 when I got
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sick, regardless of the fact I was told that if I did not go home
and go to bed, I probably would not live throughout the year. My
whole life changed.

But I did not have insurance any more. I could not
afford to see this man. I did not have the finances. My whole
family had been disrupted and emotionally, I had been disrupted.
For me, as a woman, I did not get tested for the virus because I
was not taken seriously in regard to being ill, but the people
who primarily saw me from 1983 when I Kknew somethlng was wrong
until 1986 when I received emergency phone call that my husband
had been in an accident in Chicago, Illinocis, in view of what has
happened to me personally, and I know the difficulty inveolved in
it, but I believe there néeds to be devised a third party
reporting system, very similar hopefully with human compassion to
inform persons who might have been infected that feel as though
there is reasons why they cannot face those people that they have
been in contact with directly and I say this with a knowledge of
personal understanding.

I do not know how I got infected with the AIDS virus.
So many people want to think that it came directly from my
husband. But, the reality is since we were not completely
monogamous over a ten year period to one another, I cannot
honestly tell you that I know that my husband was to blanme,
especially in view of the fact that I am the first person who
became ill and he remained a perfect spec1men of health.
However, he died in January of 1987."

I think that symptomatology in women, espec1ally with
the things that I am fa01ng now and the decline that I have faced
especially with every pa551ng day, that the definition originally
of Pneumocystis, chaos is always not exactly the perfect case
because everyone that may share this virus has an individual
personal experience with it. I have heard a lot of people say
thlngs about this virus that I object to, and I would like to say
in regard to it, in setting out programs to help people through
this virus, you have to realize that people with a virus are not
always sole individuals, that they have people that love them and
who may be affected by the virus without being infected, that
they want to remain with for the rest of their lives and that it
might be detrimental if they are separated from the people that-
they are the closest to.

There needs to be the development, I especially am
exper1enc1ng this in my personal llfe, for practical supportive
services. We have a country that is set up with very adequate
emotional supportive services. I find even in view of lack of
finances sometimes there is not an understanding concernlng the
AIDS virus but practical support so that families can remain
together and that that is promoted instead of being disrupted as
a drastic need in my life. I say this in view of the fact that I
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have a minor child that I have been told there is no cure for my
disease even though I am struggling to live every day with a
‘difficult diagnosis and one person telling me I have AIDS and
another feeling the impression is, AIDS related complex and
waiting a long time to receive that diagnosis that did not come
until February of 1987, long after I started experiencing ill
health that, if practical services were there and some of the
stigma was eliminated, things would be a lot easier for people to
live until they die with this disease.

DR. CONWAY-WELCH: Kathleen, part of our interest over
the next three days is to hear from-'persons with AIDS and from
families and from health care workers as to how we can help
support families and give as much support:asjpossible to
non-institutional settings for persons who have this disease to
remain in family surroundings as long as possible, and to provide
the resources necessary for that to occur. 1 see that you have a
number of notes in front of you, and I would like to know if you
would like the staff to work with you on finalizing your
statement to make sure that the concerns that you have are well
illustrated in our report. Would that be agreeable with you?

KATHLEEN: Unfortunately, I did not come here today
with any prepared notes and in talking things over with people .
who are supportive of me, in view of this disease, we felt that
rather than present something that was half _prepared in writing
since I have not been able to put on paper, I cannot even get
through my Social Security papers and the stuff that I need to go
through, that it would be better for me to verbally communicate.

DR. CONWAY-WELCH: Fine. We certainly will do that.
KATHLEEN: Thank you. J

DR. CONWAY-WELCH: I thank you very, very much for
coming here today and for sharing with us. George?

GEORGE: First, I would like to give you a little
briefing on my family. Three members out of a four-member family
have been found to be positive with the HIV infection, my wife, .
myself and our l4-month-old daughter. We have not been dealing:
with this problem as long as Kathleen has, but devastation has
sure set in a hurry.

Our family knew something was wrong when my wife began
experiencing problems with upper respiratory infections in May of
this past year. My wife is in the health care industry and had
been for approximately seven years. After all the research and
questioning and so forth, we feel this is how the infection came
to be. Our daughter began having problems with upper respiratory
infections about three months of age. Doctors and, of course,
we, had no idea of what the problems were. We treated them as
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you would when a child gets a runny nose or a cough After my
wife was found to have PCP or Pneumocystis pneumonia in May of
this past year:; everyone in the family was tested for the HIV
v1rus

The first feeling when you are told you are going to be
tested is horrible, but you say, well, it cannot be, this cannot
happen to our family. It will not happen to our famlly and they
are going to be wrong, and then when three out of the four turn
up positive, guess what, it hits home. My l4-month-old daughter
began experiencing more serious problems in June and has been
hospitalized seven times since then. The biggest problem has
been seeking medical help for her and doing more than just
treating the infections but getting help to try and slow down the
virus. I am talking about AZT which is the only thing that we
really have at this time that seems to be helplng at all. My
wife now has been ont'AZT for a little over six months and is
currently suffering her second problem with PCP, and is right now
at this moment hospitalized. My daughter has just now started
AZT and is beginning to turn around, but the last six or seven
months she dropped down to less than 15 pounds, does not speak,
barely moves, and barely eats.

The emotional side of this thing is so prevalent that
that is also one reason it is very difficult and I am sure you
understand for Kathleen and myself to be here today. I am not
ill yet. Everyone I talk to says it will just come one day,
that it will definitely happen. Thank God I am here today.
Thank God 1 have been able to help my family for the last six or
seven months. I no longer work. That is another aspect. As
soon as my employers learned of the problem, guess what. I was
asked to go home.

There are so many issues to deal with, medically,
financially, that it is almost mind boggling to even dream that
we could talk about it in five or ten minutes, understanding what
you are set to do over the next three days. The only thlng that
I feel in my child’s disease that could have been helped is
medical help could have been provided quicker. We waited on two
occasions 60 days to get into protocols. The first protocol was
in North Carolina. We were turned down on about day number 55,
and then we were told to wait another 60 days here at NIH. Thank
God she made it after two more hospitalizations. She is here,
and as I say, she is on AZT and is doing much better.

To sum it up, I personally have no idea, no way to tell
you how to do this. 1If I did, then we would not need everybody
in this room, but your life absolutely takes a 360 degree turn.
You come from a normal, or what you consider a normal life with a
good social life, with a good life all the way around, and now
you are like a shut -in with no place to go and no one to turn to




except for family and very, very‘close friends. You find out who
your friends are, believe me. :

The only thing I can say is some way, somehow, cut the
red tape in getting help to those that are sick now, those that
are infected with the HIV virus like myself who are not
experiencing a problem. I may go two years, three, five, ten,
twenty, we do not know. But those that are having a problem now,
and especially the kids, the future of this nation need help now,
not in 60 days, but we need whatever it is that is available
today, even though we are told again and again and again, it is
not a cure. They need it now and as fast:as’thumanly possible
because since coming to NIH, I cannot tell ‘yéu how many we have
talked with that have died while waiting, -and never got the first
dose of AZT. I cannot help but say, who knows what good may have
come from that. Of course, I do believe, when it is your time,
whether you are on AZT or where you are or what you are doing,
you will go but I cannot help but believe that the quicker we get
these children on this, the better off they are going to be
because I have seen a complete turn around in only seven days in
my daughter. She is smiling which is something she has not done
since she was three months old. That is really about all I have
to say. I could go on all day.

DR. CONWAY-WELCH: Thank you, George. Let me also ask .
the same thing I asked Kathleen that, verbally or in writing, we
would like to make sure that we have your points well covered and
well represented in our report.

GEORGE: Certainly.

DR. CONWAY-WELCH: We are very grateful to both of you
for coming here this morning and for helping us start our three
days of deliberations. Thank you. .

DR. CONWAY-WELCH: May we call, then, the first panel
on Oout of Hospital Care. Dr. Friedland, Dr. Auerbach, Mr.
Graham, Dr. Bulkin, Dr. Ginzburg.

Good morning. We appreciate your time and efforts in
coming this morning to share your information and concerns with
us. I would like to start with Dr. Friedland, and we would also
ask your support in trying to keep us on schedule to adhere to
the five minute request for recommendations, understanding that
we will have time for questions and answers after that, and that
we look forward to having some additional exchanges with you.
Dr. Friedland, Department of Medicine, Montefiore Hospital.

DR. FRIEDLAND: Thank you very much. I am pleased to
have the opportunity to appear before the Presidential
Commission. Since I am the first speaker, I would like to take
the liberty of making just a few general introductory remarks.
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First, I would like to compliment the Commission on setting the
tone for these hearings at a very personal, human and
compassionate way. In fact, the first thing that I was going to
say was, as we talk this morning and over the next three days
about medical care, statistics, costs and systems, I wanted to
state that through all of this data, it should be clear that we
are talking about human beings but with the tears removed.
Starting the session as we did with the appearances of AIDS
patients to personalize and humanize the issue sets the
appropriate tone.

The fundamental reality of AIDS is that it is a
chronic, progressive, viral illness of young people, slowly and
cruelly robbing them in their most vital and productive years, of
their hopes and dreams, bodies, sometimes minds, and ultimately
their lives.

Second, it is somewhat artificial, although important
to divide the issues of care of AIDS patients into sites and
settings. The required care encompasses the entire health care
system and appropriate care must have as its components
comprehensiveness and continuity in all settings including the
office and clinic, the hospital, home care agency, the hospice,
etc.

Third, the sudden onset of the AIDS epidemic has left
little time to develop a rational plan for the delivery of care.
Thus, with few innovative exceptions, the existing system of care
has been relied upon for this new progressive illness of young
people occurring in epidemic proportions. I think it is a fair
generalization to say that AIDS uncovers all of the flaws in the
health care system.

It is essential in discussing any aspect of health care
of persons infected with HIV to appreciate the prolonged and
complex course of the HIV infection in an individual patient and
in the aggregate. The reguirements for health care and our
ability to provide care varies through this life course. It
varies from mainly the psychological support during the first
five or six years of asymptomatic infection, as we heard in the
previous speakers, to the massive needs for ambulatory care,
hospital care, home care, hospice, community care during the last
one to two years of infection and the clinical illness which we
call AIDS.

All of these needs, to be appropriately met, require
the interaction of multiple health care workers, best organized
into a team structure, either formally or informally, and
consisting of physician-nurse-social worker at its core. An
expanded team of psychiatrist or mental health worker,
nutritionist, home care workers, etc., is often required. It is
extremely difficult, almost impossible in the long run, for a
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single physician provider to address all of the needs of an AIDS
patient.

The organizational and financial structure of our
health care system is largely hospital and procedure based.
Hands-on care for patients is deflected by the financial
reimbursement system. Data on utilization of health care
resources is available largely for the hospital portions of care.
Financial reimbursement reflects this orientation and outpatient,
office and clinical care is significantly underfinanced. I have
included in my written testimony some of the facts about the
finances of AIDS ambulatory care in the New York City and New
York State area for you to refer to.

In summary, it is estimated that currently only five
percent of health care costs in 1986 in New York State is
accounted for by outpatient visits and seven percent anticipated
by 1991. Thus, clinic and office care appears to represent a
small portion of the total cost of care of HIV infected
individuals. However, I think these figures are gross
underestimates of the actual situation for several reasons.

Flrstly, because there is no uniform collection of
data, there is gross underreportlng. Most office visits among
private physicians caring for AIDS patients are not calculated
into these figures, and most hospital clinic visits are not
tracked.

Secondly, as I mentioned, there is gross underfinancing
and underreimbursement of the cost of clinic and office visits by
the current health care financing mechanisms so that the
reimbursement figures really underestimate the actual cost very
substantially.

Thirdly, a substantial portion of HIV-infected :
individuals and AIDS patients are not currently being seen on a
reqgular basis in office or clinic visits. This situation will
likely change as more screening takes place, identifying more
HIV-infected individuals and as therapy becomes more useful and
available at an earlier stage of infection. Thus, the démand and
cost of ambulatory care is likely to greatly increase in the
future.

Some brief examples of underfinancing: In the clinic
setting, for those patients who are Medicaid eligible in New York
State, the hospital-based clinic will be reimbursed $60 a visit
plus capital costs. This schedule has been capped for five years
despite rising costs. At my institution, it is estimated that an
average clinic visit with an AIDS patient costs at least two to
three times that amount in physician and other provider time.




In the private sector, most physicians who care for
AIDS patients charge approximately $65 per office visit. Most
insurance payers do not reimburse for outpatient visits, thus
patients pay out of pocket.

It takes longer in a clinic or outpatient visit to
diagnose, treat, evaluate and counsel an HIV-infected or AIDS
patient than it does almost any other category of patient. 1In my
own experience; this is approximately 45 minutes compared to 15
minutes for other patients. While the patients themselves
require more time than other patients, the reimbursement is still
at the cap.

Very few AIDS patients or HIV-infected individuals
qualify for Medicare. The Medicare system requires two years of
illness before becoming available. I think the figure in New
York State is only two percent of AIDS patients receiving
Medicare reimbursement.

DR. CONWAY-WELCH: Thank you, Dr. Friedland. We will
be, on the third day we are hoping, we are planning to receéive
more information on Medicare and that is certainly a concern of
the Commissioners and that again will be addressed in the April
hearings so your comments will be very helpful to us to help to
set that stage.

DR. FRIEDLAND: Should I give you my recommendations?
The combination of underfinancing of care and also unfamiliarity
of the care of AIDS patients which I have elaborated on in my
written testimony has resulted in a small number of institutions
and physicians caring for the bulk of patients. This is the
pattern in New York and in San Francisco and is likely to
replicated in every U.S. city and community in the future.

Recommendations: (1) Data collection. Mechanisms must
be developed for tracking of health care in the outpatient and
clinic setting. We really have next to none now;

(2) Knowledge of the diagnosis and treatment and
prevention strategies of HIV infection must be spread widely
throughout the medical profession among health care workers and
not confined to a few important demonstration, innovative,
creative programs. It will not be possible in the future for all
of the outpatient and inpatient care to be sequestered in the
hands of a small number of institutions and individuals;

(3) Financial incentives must be provided for the care
of patients in the clinic and office. Reimbursement needs to be
enhanced to reflect the actual cost of caring for individuals,
understanding that in the ambulatory setting, provision of care
takes longer and is more complex than for other patients.
Private insurance must be made to shoulder a burden equal with
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the public sector, incorporating into private insurance policies
reimbursement for ambulatory care and; (4) the Medicare system
must be applied to AIDS.

DR. CONWAY-WELCH: Dr. Friedland, I am sorry, I am
afraid your time is up and we are going to have to move to the
next panelist but we will be able to come back during the
questions and answers period and your submitted testimony and
recommendations will be included in the report.

DR. FRIEDLAND: Thank you very much.
DR. CONWAY-WELCH: Thank you.

DR. CONWAY-WELCH: Dr. Paul Auerbach, Director of
Emergency Services, Vanderbilt University Medical Center. Dr.
Auerbach?

DR. AUERBACH: Dean Welch, Admiral Watkins and other
members of this Commission, the comments that I make to you this
morning are based upon observations of myself and other qualified
emergency medicine specialists who represent the American College
of Emergency Physicians, Physician Directors of Pre Hospital
Emergency Medical Services, nurses, residents in training and
medical students who care for patients in emergency departments
throughout the United States.

The role of emergency medicine is potentially of great
importance, for there are over 80 million visits to emergency
departments in the United States each year. As has been
emphasized repeatedly, with the exception of surveillance of
blood products, the major effort that will control spread of the
virus in this country is education. Because the Emergency
Department is an entry point for patients into the health care
system, the following recommendations overlap with those of other
specialty areas and require that fundamental issues of finance
and entitlement to care be addressed in these areas.

Number one, emergency physicians have a duty to treat
all patients regardless of diagnosis.

Number two, emergency physicians should have an
obligation to promptly report presumptive diagnosis of AIDS or
AIDS related complex to a desighated health department with or
without confirmatory HIV test. The Public Health Department must
be significantly empowered and assigned the appropriate manpower
to confirm cases and generate a trail of counselling for contacts
of an infected individual.

Number three, informed consent should be obtained prior
to non-urgent administration of blood products to patients in the
emergency department.
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Number four, emergency physicians should have the right
to test patients for HIV status without their consent. Such
testing should only be done following a specific request based
upon a documented exposure to a body fluid. The purpose of this
1s to inform potentially exposed health care workers of the HIV
gtatus of patients they have encountered.

Number five, emergency physicians should generate data
Qn the risks of exposure to health care personnel in the
emergency department and pre-hospital settings. This information
should be used to counsel physicians, paramedics, emergency
medical technicians, and nurses about their exposure during
service in the field of emergency medicine.

Number six, universal precautions should be adopted
that will protect emergency health care workers from blood and
body fluids during patient care. These include liberal use of
gloves, masks, gowns and eye shields. The recommendations for
prevention of HIV transmission in health care settings published
by the CDC should serve as a resource document.

Number seven, physician testing for HIV status should
not be mandatory but should be available on an anonymous basis.
Pending data that suggest a clear risk of physician to patient
transmission, a physician infected with Human Immunodeficiency
Virus should be allowed to continue in normal patient care
activities in the emergency department.

Number eight, the emergency medicine community should
initiate a comprehensive educational campaign to describe
appropriate evaluation, cost effective management and disposition
of persons infected with Human Immunodeficiency Virus. This
includes the essentials of diagnosis, common complications,
strategies for minimizing unnecessary testing and
hospitalization, and precautions about personal protection.

Number nine, because the Emergency Department is used
by many individuals for emergency and non-emergency primary care,
it is a logical envirocnment for public health education.
Effective methods of disseminating information about controlling
the spread of AIDS should be employed in both waiting and
treatment areas within the Emergency Department.

Number ten, each hospital must provide consultants on
call to the Emergency Department who will evaluate and provide
care, including hospitalization for AIDS patients without regard
to financial status. Every hospital should have a commitment to
inpatient care for the AIDS patient or a prearranged protocol for
appropriate transfer to another facility.
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Number eleven, unless a hospital is designated as a
special AIDS care facility, the distribution of AIDS patients
should allow hospitals to maintain a normal mix on the inpatient
service. This will maintain a normal patient mix in the

Emergency Department.

Number twelve, the medical community must support drug
rehabilitation programs. However, we must rapidly identify and
respect the limitations of drug rehabilitation and focus upon
controlling the spread of the disease among persons hopelessly
addicted to intravenous drugs. Distribution of sterile needles’
to drug addicts has been proposed to control spread of i
immunodeficiency virus, as it has been fairly well established
that needle sharing increases the incidence of HIV sero
positivity in intravenous drug users. Difficulty obtaining
needles does not appear to be a significant rate limiting factor
for the use of illicit drugs.

It should be determined promptly whether distribution _
of sterile needles will decrease needle sharing. If so, we must’
confirm that such a public health effort will not increase the
number of new drug addicts. America must face the fact that
allowing AIDS to run rampant in the drug addict population will °
have a direct and irreversible effect upon the general '
population, particularly infants of addicts and youthful converts
to habits of substance abuse.

Number thirteen, HIV testing in and of itself has not
been proven to provide personal protection against acquisition of
the virus. Testing should be used as an epidemiological toocl to
monitor the spread of the virus and the efficacy of immunization
and to guide clinical decisions about care based upon the
prognosis of the patient.

Number fourteen, a person with a confirmed diagnosis of
AIDS who does not have other insurance coverage should be
granted Medicaid. Medicaid reimbursement should realistically
reflect health care costs. Outpatient fees must be adequately
reimbursed to discourage unnecessary hospitalization. The issue
of entitlement to health care in the United States must be
debated until resolved. Meaningful government funding to support
clinical care will be required to allow physicians and
institutions to accept the challenge of caring for AIDS victims.

Finally, I urge the members of this Commission to make _
a report to the President of the United States which recommends
that Congress approach this issue as if it were making a
declaration of war. If there are questions to be answered, the
studies must be designed, assigned and completed quickly. Our
legislators must be educated so they fully realize the
responsibility they carry for the development of programs and
appropriation of funds. Time is of the essence and we all must
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appreciate the urgent nature of a comprehensive response to the
HIV epidemic. Thank you.

DR, CONWAY-WELCH: Thank you very much, Dr. Auerbach.
Next, Mr. Jim Graham, Administrator of the Whitman-Walker Clinic
in wWashington, D.C., speaking on community-based care.

MR. GRAHAM: Thank you very much. I am accompanied
this morning by the clinic’s Medical Director, Dr. Peter Hawley,
who is behind me. We very much appreciate the opportunity to
testify before the Commission today as a community-based medical
clinic, primarily serving the gay and lesbian community of
Washington, D. C. We commend the Commission for setting up these
hearings on these important aspects of the disease.

Facing a life-threatening disease under any
circumstance is a profound experience. Deoing so, however,
without a network of support or without shelter, private
insurance, money in the bank or a job, obviously makes that
experience all the more difficult and compelling. I think
Kathleen’s testimony this morning concerning her difficulties inn
filling out Social Security forms tells that story graphically.

These are the people who most need and most frequently
use the services provided by the Whitman-Walker Clinic. our
numbers indicate that 50 percent of our case load which now
numbers about 400 persons with AIDS report monthly incomes at the
time of intake into our system of $500 or less. I think that
also tells the story in very short order about the types of
problems these folks are facing.

The Clinic is one of a number of organizations happily
located in major cities throughout the United States which have
been responding toc the AIDS epidemic pretty much from the first
time that it was identified. Like many of those organizations,
Whitman-Walker began its work about that time. Our AIDS program
was established in early 1983 so at this point, we have an
experience which is approaching five years. At the present time,
we have a full time paid staff of 43, and we rely on the services
of more than 1,000 dedicated volunteers.

In these three days of hearings, testimony will be
presented by a whole range of care givers: hospitals, emergency
rooms, hospices, nursing homes and other institutions. That is
as it should be. These agencies obviously play a critical role
in responding to AIDS. However, as structured, these hearings, I
think, give insufficient attention to the significant and I think
indeed historic response to AIDS which has come from
community-based agencies such as our own. In the continuum of
care for AIDS, only a relatively short time is spent in
institutional settings such as hospitals and hospices. The
lion’s share of the time spent with AIDS and many of the needs
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associated with the disease occur outside of those settings, and
these needs have required innovative and extensive assistance.

When the history of AIDS is finally written, I believe
that the volunteer is going to be somewhere near the heart of the
story. We have relied very significantly on volunteer services
supplemented by supervision and support by paid staff, and with
that help, we have filled gaps or we have attempted to fill gaps
in our health care system which otherwise would have resulted in
untold human misery.

I do not know how mich longer we can rely on volunteer
energies. I do not know how much longer the privately-donated .
dollar is going to be available to us to the extent that it has
been in the past, but from almost four years of experience as the
Clinic Administrator, I do know that the private sector,
principally in the form of community-based organizations, have
made the critical difference in terms of this country’s response
to AIDS.

I have described in my testimony and provided
statistics specifically on the medical programs that the
Whitman-Walker Clinic provides. You will see that there are
statistics on our AIDS evaluation unit which importantly serves a
significant need because in the major city today, where do you
go, where do you go if you are poor and you have no insurance and
you believe that you are showing symptoms of AIDS? I think that
part of our response to the AIDS evaluation unit is to provide
that option and so in calendar year 1987, we saw a total of 393
patients, 20 percent of whom were symptomatic.

I also described our HIV antibody testing. We also
have a sexually transmitted disease clinic which obviously
indicates the source of much of the transmission of AIDS. The
cases that we see from rectal gonorrhea specifically are people
who are obviously on a suicide course. We are counselling those
people one on one, sometimes repeatedly to encourage them to
adopt risk reduction techniques.

In September, we opened a dental unit for HIV infected
persons which responds to a terrific gap in the dental care
system which exists in Washington, D.C. and cities throughout the
nation where many dentists are unwilling to treat people who are
known to have the HIV virus,

Finally, I want to note that there has been and we are
happy to report this, a dramatic decline in the rate and in the
occcurrence of sexually transmitted diseases within the gay
community. That shows two things. First, it shows that the gay
community is responding in terms of cutting down on the risks of
transmission but it also has to be added that there is a small
percentage, we do not know how large, perhaps 25 percent, of gay
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men, gay and bisexual males who, for reasons that perhaps can be
explained and perhaps cannot be explained, continue to practice
unsafe sexual activities. This group and the needs of this group
of people must be addressed in any prevention effort which is
undertaken.

I also describe in my testimony the various other
services that the Whitman-Walker Clinic provides, which includes
support services. We have a full time entitlements advocate to
assist people with Social Security. We have a full time lawyer,
we have support groups and the famous buddy system. We have six
houses for persons with AIDS which has a capacity of 37 people,
and we have an education and prevention effort which is aimed at
specifically at those people at highest risk, the IV drug users,
the male and female prostitute and the sexually active gay men.

In concluding, I want to note, that today there are
federal dollars for education, for counselling and testing,
association with the antibody test, for minorities and for IV and
other substance abusers, but other than the comparatively limited
funds from the HRSA demonstration grants, there is no existing
federal funding available to support the type of care that
organizations such as our provide. What that means is out of the
federal AIDS budget for FY 1988 of almost a billion dollars, only
about $24 million is being spent on direct patient care services.
We need to strengthen that budget and we need to strengthen it
very dramatically if we are going to address the issues of health
care costs in this disease.

Finally, I want to close with this point, that I think
that AIDS brings a strong spotlight to bear on the basic
inadequacies of our health care system in America today. We must
not lose sight of the fact that this Commission and its work is
dealing with very fundamental problems. We have discovered
painfully and first hand what it is like to be poor and sick in
America. We know the problems in obtaining benefits in order to
survive even for a short time. Once obtained, we know the
inadequacies of existing benefits.

It is very hard to find good in this terrible tragedy.
But, hopefully what may result from AIDS are more humane and
responsive programs, not only for persons with AIDS, but for all
of our citizens who are sick and in need of help. Thank you.

DR. CONWAY-WELCH: Thank you very much, Mr. Graham.

DR. CONWAY-WELCH: Dr. Wilma Bulkin, Medical Director

of the Ritter-Schauer Hospice in the Bronx will be speaking on
hospice care.

DR. BULKIN: Madame Chairman, members of the Committee,
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I appreciate very much this opportunity to present my views and
experience in caring for AIDS patients in the hospice.

The Beth-Abraham Hospital, a 504-bed skilled nursing
facility, affiliate of the Montefiore Medical Center and Albert
Einstein Medical College in the Bronx, New York City, opened its
hospice in 1983. As you know, hospice is a program dedicated to
providing palliative care and support services for terminally ill
patients, usually with less than six months to live.
Beth-Abraham Certified Hospice Services are provided by an
interdisciplinary team in a patient’s home and also on a 16-bed
hospice inpatient unit. We have been providing care to AIDS
patients since February of 1986. Services are reimbursed by
Medicare, Medicaid, Blue Cross, Blue Shield, other private
insurers and private payment.

During the past year and a half, 182 AIDS patients were
referred for care, with 56 admitted to the program for direct
services. Of the 182 referred to the program, nearly 40 percent
of those became known to us in the recent quarter. This seems to
indicate a growing demand in response to increased numbers of
patients as well as an awareness of hospice. You are probably
asking ourselves why were only 30 percent of those referred
admitted for care? Thirty-five percent died before admission.

In part, this indicates the volatility of the end stages of the
AIDS disease and the difficulty of prognosticating death. It
also indicates the slow acceptance of impending death on the part
of the patient, families and health professionals. Since only 18
percent of non-AIDS patients die before admission, we can assume
that the relatively young age of AIDS patients makes acceptance
of death so much more difficult.

The waiting list of AIDS patients reflects largely
difficulties in reimbursement. Since the beginning of its
operation, the Beth-Abraham Hospice has run large deficits.
Nearly 70 percent of our AIDS patients are drug abusers.
Seventy-five percent of our AIDS patients have only Medicaid
coverage. Fortunately, on December 22, the President signed the
Budget Reconciliation Bill which included a provision to remove
AIDS patients from the 20 percent inpatient maximum calculations.
The financial impact of this bill is such that the hospice will
be able to double its rate of intake and substantially decrease
its waiting list. We applaud the efforts that got this
significant provision passed.

However, our reimbursement difficulties are not
entirely over. The current rates of reimbursement are $346 per
inpatient day, and $79 per home care day. Actual 1986-1987
costs, trended for 1988, indicate that a rate increase to
approximately $450 inpatient day, and $120 for home care day
would be more appropriate. Several factors contribute to these
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increased costs, including increased pharmaceuticals, supplies,
nursing and social services.

In a review of our AIDS patients requiring
institutional care, we estimate that over a half a million
dollars was saved by providing inpatient hospice care instead of
inpatient acute hospital care. Hospice care for AIDS patients
has been limited despite the progressive and uniformly fatal
nature of the disease. Aside from the financial barriers just
discussed, this is largely attributable to anticipated fear and a
lack of education. An education program preceded patient
admission at the Beth-Abraham Hospital to familiarize the staff
with issues in the care of AIDS patients.

In the written testimony, the program is outlined, and
this is the clue to our success. Continuing fear of transmission
among staff was not a major issue. However, several significant
care problems arose which differed, compared to other hospice
patients. One, inability to provide home services; two,
continued drug abuse; three, increased nursing, medication,
psychosocial needs; and four, stress on the staff was
intensified.

In closing, I would like to recommend, one, that the
hospice care be fostered as a highly sensitive, humane and
cost-efficient mode of care for terminally ill AIDS patients,
Two, that the resource planning and development for hospice
services take into account a very substantial increase in demand,
soon to follow the recent release from the 20 percent maximum
inpatient requirement for AIDS patients. Three, that a review of
inpatient and home care per diem rates be adjusted by an AIDS
case supplement to reflect the increased costs for the care of
AIDS patients.

Four, that the severity of dementia and incontinence,
the unavailability of trained home care workers as well as the
absence of supportive and care taking family and friends requires
a greater availability of inpatient hospice services. Five, and
lastly, that with careful staff education, it is possible to
provide hospice care to AIDS patients in a general hospice
setting rather than a isolated AIDS hospice unit. Funds should
be available for education of the medical care givers and also
for bereavement follow up of the families for prevention of
further illness.

All the figures in the written testimony are available
for review from the Beth-Abraham Hospital Administration and I
thank you very much for this opportunity to present my views.
DR. CONWAY-WELCH: Thank you very, very much, Dr.
Bulkin. i
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DR. CONWAY-WELCH: Dr. Harold Ginzburg, Chief,
Epidemiology Branch, AIDS Program, National Institute of Allergy
and Infectious Diseases in the NIH will be speaking about
Behaviors Affecting Health.

DR. GINZBURG: Dean Conway-Welch, Admiral Watkins and
other distinguished Commissioners of the Presidential Commission.
My colleagues and I would like to thank you for providing me the
opportunity to present our clinical research data and our public
health observations to you this morning.

These recommendations, or I should say, these
conclusions, are based on the multi-center AIDS cohorts study
which commenced in 1983. During the period April 1984 through
March 1985, we recruited approximately 4,950 homosexual and
bisexual men from Baltimore, Chicago, Los Angeles, and the
Pittsburgh areas. These men volunteered to participate. These
men are not paid for their time. They believe that they can be
of great assistance to our understanding of the HIV infection and
AIDS.

After more than six semi-annual visits, we have
successfully followed in excess of 80 percent of these men.
Without their cooperation and mutual encouragement we would have
no information and conclusions to offer you this morning. We
would not be able to continue this study for an additional four
years.

It is extremely important that we recognize their role
and their contributions as another example of volunteerism in
dealing with the HIV epidemic. Of this population of almost
5,000 men, retrospectively, because we did not know we were
dealing with HIV at the time, we determined that approximately
1,830 were infected when they enrolled in the study. Of these,
270 have developed AIDS. An additional 236 of the uninfected
individuals have become infected in the last 2.5 years. So we
have some estimation and understanding of the risk factors
involved in becoming infected with the virus.

I would like to make the point, because I think it is
an important one, and it is not in my written comments, that
research investigators do provide primary care. There are almost
5,000 men participate in the study, and their primary care is
generally met by the physicians who are managing the studies.
The physicians, in addition to conducting their research, are
providing direct service care and there are no estimates for the
cost of this care. This applies also for those physicians
involved in developing and implementing experimental research
protocols. In many cases, they are also providing direct patient
care.
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The observations that we have reached from these MAC
studies are eight in number. First, that there has been a
significant decrease in the sexual act1v1ty among homosexual and
bisexual men in the past several years. However, as the number
and rate of infected individuals in a community increases, the
relative probability of having a sexual encounter with such an
individual who is infected, increases even if the overall sexual
activity decreases.

Let me explain what I mean. An individual who had 50
different partners in a year when the prevalence of HIV infection
in this community was one percent, may be at equal or greater
risk of hav1ng five partners when the prevalence of HIV in this
community is 50 percent. So, even with a significant decrease in .
activity, as the amount of infection in the community increases,
the relative risk on a random basis increases.

Second, while the rate of new HIV infections has
decreased dramatically, HIV infections continue to occur among
those who persist in engaging in unprotected rectal intercourse.
Personal knowledge of HIV-ill individuals seems to have a
positive effect on behavior change. Being exposed to a patient
with AIDS appears to be the most powerful motivator that we can
detect for altering an individual’s behavior. While insertive
anal intercourse may be less of a risk factor than receptive anal
intercourse, either activity can result in infection, especially
if no condom is used. The regular use of condoms provides a
significant degree of protection from infection from HIV. It
does not provide an absolute protection.

The use of disinhibitors, such as alcohol and
marijuana, may be associated with increased impulsive sexual
activity and the decreased associated use of condoms. Excessive
use of any psychoactive substance may place an individual at a
risk for HIV infection due to 1mpulslve behavior. The use of
psychoactive stimulants such as cocaine by homosexual men has
been associated with an increased risk of becoming infected with
HIV, especially if the stimulants were used at the time of sexual.
act1v1ty. This is not a cause and effect relationship, but
merely another surrogate measure of impulsive behavior and the
lack of condom use during the sexual act.

Those individuals who do not use condoms have developed
rational excuses for not using them. Education must be
intensive, and it still may not be totally effective. We have to
accept that fact.

These studies, the one that I have just given the
observations from and others demonstrate the value of education
interventions. Education intervention is a part of most research
activities funded by the NIH and other government agencies, even
if their primary orientation is to collecting epidemiological or
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natural history data. These education programs have been shown
to be effective in limiting the spread of the disease. Education
programs need to be part of all treatment and research study
programs and they need to be intensively developed by general
public health facilities.

Again, in summary, research investigators are service
providers and they provide care and treatment and emotional
support for their patients. Thank you.

Discussion

DR. CONWAY-WELCH: I would like to open the panel up :
now for questions from the Commissioners and we will start on my
left with Dr. SerVaas. :

DR. S8ERVAAS: Do we ask questions of Kathleen and J
George? :

DR. CONWAY-WELCH: No. Kathleen & George have left.. .
Do you have any other questions?

DR. SERVAAS: No.
DR. CONWAY-WELCH: Mr. DeVos?

MR. DEVOBS: It seems like one of the big challenges
around here is money. I do not know if all of you referenced it,
but you all are involved in it. I know, Mr. Graham, you referred
to some $24 million out of a billion which goes into care
directly out of the federal budget. Do you have any knowledge of
how much money comes from alternate sources? In other words,
what comes out of the Medicare program that goes directly to
AIDS? I noticed that in your organization, you have a lot of
volunteers, and yet you have a pretty good contribution from the
Washington, D.C., area. It would be helpful if you could, or
maybe any of you could answer, and help us get our hands around
where this money is coming from. We all tend to swing towards
the federal, and yet a lot of this support is coming from state,
and I see tremendous amounts from cities and communities that aré&
into this so it is kind of fractured. None of it diminishes the
need, it is something this Commission has to get its hands
around. That is all, to find out where all the sources are so
that we do not get ourselves confused.

MR. GRAHAM: I think one of the things this Commission ,
might very, very profitably produce is an economic impact L
statement on AIDS and I have a feeling that we would find, if we .
really could locate reliable numbers, that a very substantial
portion of what is presently being spent now on AIDS is coming .,
from the private sector. I know at Whitman-Walker, for every .
public dollar we receive, we raise a private dollar and so Wwe are,
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