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PROCEEDINGS

MR. WALSH: Good afternoon, distinguished members of
Congress and the Presidential Commission on the Human
Immunodeficiency Virus Epidemic, ladies and gentlemen.

My name is Bill Walsh, III. I serve as Executive
Secretary to the Commission. In that capacity, under the Federal
Advisory Committee Act, it is my privilege to declare this
meeting open. Dr. Eugene Mayberry, Chairman, presiding.

DR. MAYBERRY: Thank you, Mr. Walsh. Good afternoon,
distinguished members of Congress, fellow Commissioners, ladies
and gentlemen.

The Presidential Commission on the Human
Immunodeficiency Virus Epidemic is pleased to have this
opportunity to publiely elicit the support of Congress in our
efforts to prevent the spread of the HIV virus, to care for those
who are sick, and to assist in finding a cure for this disease.

Today, we hope to initiate a public dialogue with the
Congress. We welcome the recommendations, the ideas and

suggestions of Congress on how we might best fulfill our mandate
and mission.

This afternoon’s meeting is a welcomed opportunity to
meet with some members of Congress, but time will not permit us
to meet with all of them. Consequently, we have had to limit
this to members of the House and Senate who have been very active
on this issue and to solicit their ideas concerning how we might
best proceed.

Therefore, we hope to schedule additional meetings of
this kind in the future. 1In fact, we have written a letter to
each member of Congress and the Senate asking for their ideas and
recommendations.

We earnestly seek the support of Congress and their
advice and assistance. We need this in order to move ahead.

While we are waiting for Senator Dole to come, I would
like to introduce my colleagues. On my far right is Admiral
Watkins, former Chief of Naval Operations, who has had to deal
with this epidemic as it has affected Naval personnel in the
past. '

On Admiral Watkins’ left is Dr. Conway-Welch, Dean of
Vanderbilt University, School of Nursing, who brings to us her
experience in how this disease affects health care personnel. On
her left is Dr. Lilly, who brings to the Commission a strong
background as a Professor of Genetics and Chemistry and one
involved in research in the retrovirus that will help us a great
deal as we look to AIDS treatment.



on his left is Dr. SerVaas, who has since 1973 been
Editor and Publisher of the Saturday Evening Post. Perhaps most
importantly for today’s meeting, Dr. SerVaas has served as
Medical Director of the Foundation for Preventive Medicine since
197¢.

On her left is Dr. Walsh, the Founder and President of
Project HOPE, who brings to us a strong and important background
in international medicine.

on his left is Dr. Lee, who brings to us his excellent
credentials as a practicing physician at Memorial Slcan-Kettering
Cancer Center. As a specialist in lymphomas, Dr. Lee will be
very helpful to us as we consider medicines to treat the AIDS-
related cancer and Kaposi’s sarcoma.

on his left is Dr. Crenshaw, who brings to us an
extensive experience in treating sexually transmitted diseases at
her own Crenshaw Clinic in San Diego.

On my immediate right is Dr. Myers, who is the Health
commissioner of the State of Indiana, and brings to the
Commission experience in leading one of the best known state
programs on AIDS, and who also serves as the Vice Chairman of the
Commission.

I’m sure Senator Dole will be here momentarily. He is
coming from the Senate Chamber where they are very actively
engaged in debating some AIDS legislation today. We will take
just a moment and wait for Senator Deole.

Senator Dole, the Commission is delighted to visit
with us. I just said that we are pleased to be here on the Hill
to solicit input from members of Congress and the Senate about
how we collectively might work together to ensure the mandate
which the Presidential Commission has been served.

At this time, it is my great pleasure to introduce
Senator Robert Dole, Republican, Senior Senator from Kansas,
Senior Republican Leader for the 100th Congress, Senate Majority
Leader from 1981 to 1987, former Chairman of the Senate Finance
Committee, Republican nominee for Vice President of the United
States in 1976. Senator Dole, welcome.

SENATOR DOLE: Thank you very much. I appreciate the
chance just to make a brief statement. Obviously, we are very
happy to have you here. This is a very important issue.

I authored one of the Commission resolutions because I
felt Congress needed help. We need some guidance. We need sonme
direction. There are a lot of self starters in Congress. That
is how we get here, I guess, to some extent. There are a lot of
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bills floating around, a lot of money involved, and we want to
make certain that we not only spend the money wisely but we are
addressing the real problem.

That is why I want to commend everyone on the
Commission. It is a very difficult assignment you have. It is
very sensitive, controversial, and I have said as I have traveled

‘around the country, I hope this is one thing that we can keep out

of partisan politics. It seems to me it is something that ought
to be addressed in a nonpartisan way. I know there is always a
temptation, particularly in presidential years, but it is a
problem that should be addressed, don’t misunderstand me, and it
should be addressed even before 1988.

I want to indicate that I think for many of my
colleagues, it is going to have to be a cooperative effort.
There have been a number of us in both parties who have been
meeting months after months after months trying to find some
common ground, some areas that we could in effect satisfy people
on all sides of the issue and get something done.

I don’t think anybody is going to have the final word.
The White House is not going to have the final word. Congress is
not going to have the final word or any one Senator. I believe
that working together, we can get the job done.

With profound medical, moral, legal and ethical
questions on the line, we need a broad based commission, an
independent body, that ‘will help us cut through the politics for
the good of the nation.

Let’s face it, this is just a little step, a tiny first
step forward. The challenges ahead are enormous, certainly
beyond my comprehension and I assume beyond the comprehension of
many experts in the field. It isn’t just our concern. It is an
international anxiety.

It is clear that scientific research should receive the
highest priority. oOnly by the development of a vaccine or a
successful method of treatment for everyone will we reach our
goal of eliminating the spread of the disease.

I am personally committed to allocating the necessary
resources and I am equally convinced that my colleagues in the
Congress hold a similar view. Let me underscore my bottom line
around this place called Congress. I think we have to watch how
taxpayers’ dollars are spent. Waste and abuse applies to AIDS as
much as it does to the Pentagon, and there is some waste and
abuse obviously in the Pentagon and probably every other program.

There are other issues that we haven’t been able to
come to grips with. Maybe you can help us in the area of
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discrimination. We tried to put together a bipartisan piece of
legislation on discrimination. I don‘t think the federal
government should just be a spectator. I also believe that the
states are going to have a major role to play when it comes to
discrimination, confidentiality, testing, education, whatever.

I think our experience with other groups, disabled
Americans and others in the past have indicated that the federal
government can play a leadership role. We simply can’t discard
the Federal role out of hand.

As everything else in the AIDS challenge, it will have
to be a partnership, the states and the federal government
working together. Fundamentally, the goal in my view has to be
balancing of the needs of those who are infected with the needs
of those who are not. As far as a national standard goes, we
must proceed with all deliberate caution.

Caution must also apply to confidentiality. There are
those who have a legitimate need to know, such as health care
providers who have direct responsibility to the care and well
being of the patients, as well as spouses. Needless violations
of confidentiality and discrimination can be deadly side effects
of the AIDS dilemma.

I would just say finally that everywhere I go these
days, and I have been going a lot of places these days, I don’t
care whether it is a rural area in Iowa or whether it is in a
metropolitan area somewhere else in the country, you are almost
always asked a guestion about AIDS.

I don’t understand the problem. It is incomprehensible
to understand it as fully as members of the Commission will have
to. I understand there is a problem. I understand what may be a
moral problem becomes a medical problem. I wish I could produce
an answer. I wish the Congress could come up with some answer.
There is a lot of emotion, a lot of fear and a lot of
misunderstanding. I think the American people are expecting
leadership.

That is what the Commission is all about. I guess I
can say on behalf of my colleagues on both sides of the aisle, we
need help. We need some direction. We need to know that when we
get into the areas of testing and discrimination,
confidentiality, that we have looked at all the options, that we
understand the problem, that we not try to play political games,
who can be on the right, who can be on the left. What we need to
find out is who can solve the problem and who can deal with the
problem effectively.

I don’t mean to suggest that Congress should always
pass the buck to the Commission. I think when it is a very
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highly technical, scientific, medical area, we don’t have the
expertise. You have. We certainly appreciate your willingness
to take the time from your jobs or professions to give us the
benefit of your views, :

That’s my statement. I wish I could come in and say I
have a new vaccine that I learned about in one of the town
meetings in Iowa, but I haven’t discovered that yet.

DR. MAYBERRY: Thank you very much, Senator. I know
your schedule is very busy and you have to get back to the
Chambers. Would you have time for a couple of questions?

SENATOR DOLE: Yes. I may not have the answer but I
have the time.

DR. MAYBERRY: Dr. Lee?

DR. LEE: Senator Dole, you are one of the originators
of the Medicare program, certainly facilitating it. The AIDS
patlents have to wait two years before they are eligible. What .
is your stand on facilitating that for the AIDS patients?

SENATOR DOLE: My view is that many. of them are not
going to be alive two years later. It ought to be modified.
There has been a bill introduced, and I think it reduces the 24
months. I think we need to take a look at it. We are talking
about somebody in that condition, 24 months is a long time, and
too long for many.

DR. MAYBERRY: Admiral Watkins?

ADMIRAL WATKINS: Senator Dole, we have had a chance to
review some of the bills before the Congress. There is a certain
degree of commonality between Mr. Waxman’s bill in the House and
Senator Kennedy’s bill in the Senate concerning some of the areas
you mentioned, confidentiality, discrimination and the like. Do
you anticipate in the remaining session of this Congress, that
there will be time to consolidate views between the two houses
and actually pass legislation durlng this session or do you
anticipate it might come some time in the next session?

SENATOR DOLE: I guess it depends on how long we are
going to be in session. I would guess we are going to be around
here until mid-December. We had been working on the bill that
came out of the Labor Committee, in fact, that is a bipartisan
bill as far as it goes. It doesn’t cover all the tough parts,
but as far as it goes, it is a bipartisan bill. We thought we
would pass that quite easily, but we have learned there is some
opposition to it.




It would be my hope that we could pass it this year.
Again, I think the HIV epidemic has to be considered as something
that needs emergency treatment, legislative treatment. I know
from the outside, it may appear that we never get anything done
around here very quickly, but there are times when we understand
fully the need to move quickly and this Congress can do it.

My view is we ought to do it this year. Next year, and
I shouldn’t bring up 1988 politics, but there are some out there
I discovered, and if this becomes embroiled in the 1988 process,
then our chances for good legislation are less likely to happen.

DR. SERVAAS: Do you have any idea about increasing the
safety of the blood supply, Senator Dole? Any legislation that
you see coming up this year or soon requiring people who want to
donate blood to give their forwarding addresses and make it
mandatory to leave their Social Security numbers or some way so
we can catch early infected people who do contribute blood today,
to make the blood supply safer?

SENATOR DOLE: I’m not aware of that. It is probably
something that might be addressed. T don’t know of any
legislation.

DR. SERVAAS: Representative Dannemeyer has some bills
in and T understand they aren’t marked up or anything like that.
I wondered if the Senate has anyone who is interested in helping
get some tighter restrictions on the people who donate bloed.

SENATOR DOLE: The answer would be yes. I’'m not
certain it has been reduced to bill form.

DR. MAYBERRY: Senator, we want to assure you that if
there is some way in the days and months ahead that it occurs to
you that the Commission might interact with you and the members
of the House and Senate, we are ready and anxious to do so. If
something occurs to you that we ought to be doing or you have
some suggestions, we would be more than grateful for your input.

SENATOR DOLE: I know there is another House bill on
another commission. We don’t need too many commissions. I think
Congress is in effect a commission. We know we ought to be able
to come to grips with this problem. I think we also recognize we
need a lot of outside assistance. That is hopefully what we will
have from this commission. We will be keeping in touch either
through our staff and your staff or directly. Thank you.

DR. MAYBERRY: Thank you again for coming. We
appreciate it very much. Members of the press and media might be
interested to know that we have scheduled times pretty tightly
from 2:00 o’clock to 6:00 o’clock, but those of you who cover
these activities know that they are a little bit unpredictable
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from time, depending upon when people are free. So
unfortunately, we are sorry that there will be gaps for you as
well as for us, and we on the Commission understand and hope that
you will, too.

[Pause. ]

DR. MAYBERRY: Senator, we are very pleased that you
would joln us today. The Presidential Commission on the HIV
Epidemic is pleased to be here on the Hill, and we are seeking
input from the Senate and the House about our mission, and we
welcome an opportunity to hear from you about directions and
concerns that you might have, and missions for us.

It is my pleasure at this time to introduce John C.
Danforth, who is the Republican Senior Senator from Missouri.
Senator Danforth is an ordained Episcopal priest. He is best
known for his work on economic and trade issues. He has
developed a strong interest in and a great deal of expertise in
AIDS-related issues. Senator Danforth, welcome.

SENATOR DANFORTH: Mr. Chairman, thank you very much.
Members of the Commission, if you are truly interested in free
advice, you have come to the right place.

[Laughter. ]

SENATOR DANFORTH: Mr. Chairman, I appreciate the
opportunity to visit with the Commission. I have really only one
thought for you, and it is a specific thought, specific
suggestion, and I would like first to tell you the basis for the
suggestion.

A couple of months ago, maybe more, the issue of AIDS
arose on the floor of the Senate. Two amendments were offered.
One, I think, related to testing and the other related to the
funding of an AZT program, and these amendments were offered on
the floor without any prior consideration by committee, and I
happened to be on the floor at the time, and I thought, we are
going off half-cocked. We have not really thought out where we
are going, or where we should be going with this disease, and it
would be a mistake to agree to these amendments at this time.

Having taken the position on the floor of the Senate
that it was premature to do what those who offered the amendments
suggested, I thought I just can’t have a really purely negative
position for everybody else’s ideas. I should try to develop
some thoughts myself, and some positive constructive ideas myself
on dealing with the guestion of AIDS. So I went around and
talked to anybody I could find, people who knew much more than I
did, certainly, and went out to NIH and talked to the people out
there, and talked to some experts back in my home state of
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Missouri, and concluded on the basis of those discussions that
the most important thing we can do with respect to the subject of
AIDS is education.

It seems to me that if we can’t cure the disease, and
probably won’t be able to for a long time, and if we can’t
inoculate against the disease, and won’t be able to for a long
time, then the best thing we can do is to try to prevent people
from getting it. And the best way to prevent getting it is to
understand how it is transmitted and avoid doing those things
that do transmit it.

And, furthermore, it seems to me that education has the
initial benefit of being able to prevent panic, because I think
that any time there is a sense of imminent disaster, people,
their children threatened by a lethal illness, fatal illness,
panic can set in, and I think especially a few months ago, there
was some sign of this in the country. A lot of people were
proposing quarantining people and so forth.

So to me, both for the sake of preventing the spread of
the disease and also preventing panic, education, I thought and
think, was the most important single thing that could be done.

And then I started thinking about what could be done in
education, and clearly a part of the problem has to do with a
subgroup in this country, those who are IV drug users, and it is
said that they are very hard to reach, and I am sure that is
true, and I don’t have anything particular to cffer the
Commission on how to target an educational program to IV drug
users. 1 assume that some targeted program is necessary in that
case, but with respect to the rest of the population, it would
seem that it would be a much easier job to impart to the public
the basic information. The idea that I have for how to impart
that basic information is for the President to go on television
and to have a briefing in which the three leading experts on the
subject of AIDS briefed the President on nationwide television.

Now, why the President? Why not just have the three
experts? Well, the reason for that is that the President is
capable of preempting the network news. He can do that. So if
the President were to announce, say, that he wanted to make a
speech on the Persian Gulf or anything else on television, he
immediately would command an audience of 50 million, 100 million
Americans, instantly.

So the thought that I would have was that the President
would be part of this program so that he could command that kind
of attention and preempt the networks. But his role would be
somewhat different, quite different from the usual role of the
President speaking from the Oval Office. Clearly he is not a man
of scientific expertise, medical expertise, but he is viewed by a
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lot of people in this country as a kind of a stand-in for the
public. And if he were to be, for example, in the Oval Office or
in the Cabinet Room and have say three leading experts with him, -
and if he were to ask fundamental questions to those experts, it
would seem to me to be an excellent way of getting the
information out to the public.

Some of the questions that he might ask, for example,
would be, "Can you contract this disease by going to school with
somebody who has it?" And that is a matter of real concern to a
lot of people. Everyone I have asked the question to, who knows
about the disease, says flatly the answer to that is no.

"Can you contract the disease by riding in an elevator
with somebody who has AIDS and the person sneezes on you’"
Again, my understanding is the answer to that question is no.

"How do you contract the disease?" Well, you contract
the disease two ways: One is intravenous blood transmission --
one is birth, of course, but I mean as far as the public
b391ca11y is concerned, intravenous blood contact and the other
is sexual contact. I would think that if the President were to
put those questions very specifically to the experts and get the
kind of flat statements of fact that I received when I put the
P questions to the experts, it would go a long way toward both
educating the public and relieving some of the panicky concern
that a lot of people have shown about the idea, about the
disease.

Now, like anybody else around this place who tries to
peddle an idea, I tried to peddle thls, and I think I wrote the
Commission and set the idea forth in a letter, and I also spoke
to Dr. Faucli at NIH about it, and his reaction was that it would
be an absolutely terrific program, television program, and that
it would be maybe the most important use of the President’s time
ever.

I also tried the idea out on Howard Baker, the
President’s Chief of Staff, and maybe he was just being kind to
me, but he said that he thought that it was a very good idea.
But he said that as far as the President was concerned, any idea
that the President would act on would come from the Commission,
not from the White House itself.

So that’s why I am here, Mr. Chairman, to trot out the
idea for whatever it’s worth, and if the Commission is interested
in it, it would seem to me to be a very, very useful format for
trying to educate the American public on the guestion of AIDS.

DR. MAYBERRY: Thank you, Senator Danforth, for a very
thoughtful comment and remark and suggestion. Would you have a
few moments that we might ask a few questions?
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SENATOR DANFORTH: Surely. k
DR. MAYBERRY: Admiral Watkins?

ADMIRAL WATKINS: Senator Danforth, there was a
nationwide television broadcast about 10 days ago that gave us 55
questions. It was a two-hour broadcast, narrated by Steve Bell,
I believe. It was a very fine broadcast, put on by the
Metropolitan Life, of which the chairman is a member of this
Commission, in an attempt to do just what you’re saying, and I
agree that your idea has great merit.

The answers that came in nationally were shocking, and
people did not understand how the virus was transmitted. If you
gave that 55 questions to the Congress of the United States, what
would be the average grade?

In other words, what is going on, except for very
specially interested people like yourself and some of the others
who have introduced bills, for a thorough understanding and a
briefing of every member of Congress, so that they can get a high
passing grade on the 55 questions?

SENATOR DANFORTH: There have been some briefings of
members of Congress on the gquestion. There are a number of
people who have come in to members’ offices and given us private
briefings.

There also have been the opportunities for people to
attend meetings with groups of, for example, Senators and
experts. The total number of people who have attended those
meetings, I don’t know, I wouldn’t know the answer to that. 1

I think that when there is something to be feared --
and AIDS is certainly something to be feared -- there is almost a
premium on people who push the panic button before the public.
You always get an audience, you always get press coverage, by
making people frightened, and so I think that it is very
important to increase the number of people who have a public
forum, who are going to deal with this question accurately and

responsibly, rather than raising the specter of disaster in
everybody’s minds.

DR. MAYBERRY: Dr. Lilly.

DR. LILLY: Senator Danforth, I am wondering what in
your estimation is the likelihood that Congress will come up with
a strong bill recommending an educational matrix for the country?

SENATOR DANFORTH: Well, I think that there would be
widespread agreement on education in Congress. I think that
would be something that would be readily agreed upon. There are
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some very divisive issues which I would view as really kind of a
secondary issue myself. One would be testing. Some people have
gotten off on that tangent. One would have to do with anti-
discrimination legislation. That obviously is something that
has been very, very controversial. But on education itself, I
think it would be easy to form a very strong consensus, and
because I think that is the most important thing we can do,
anyhow, I would rather see us focus on the area where we can form
a consensus rather than in the more divisive and more marginal
subissues.

DR. LILLY: One thing I am wondering about, within the
area of education, however, the possibility of educating with
respect to safe sex or safer sex methodologies is also perhaps a
divisive issue. Do you think Congress would be touching that
issue?

SENATOR DANFORTH: I think that depends on how it is
done. Let us suppose that a bill were introduced, and the bill
said that on public television, there have to be explicit
commercials on how to use safe sex techniques. That would be
something that would be a non-starter, I think, politically.

I think, however, that if general education were
conducted as to how the disease is transmitted and how it is not
transmitted, that would really suffice for most people. And then
if you wanted to have a more targeted approach directed toward
some segment of the population, that would be a different matter
and a more palatable matter, as far as most politicians are
concerned.

DR. MAYBERRY: Senator, we appreciate so very much your
willingness to be with us today. We look forward to having your
input to the Commission in the months ahead, and we have your
suggestion, and we will keep that very much in mind in our
deliberations, and we will see how we might be able to help you
out.

SENATOR DANFORTH: Mr. Chairman, members of the
Commission, thank you very much.

DR. MAYBERRY: Thank you, sir.
{Pause. ]

DR. MAYBERRY: I might say while we’re waiting here
just a moment, because of the need to get on with having some
interaction between the Congress and the Commissioners as soon as
possible. We had to arrange our meeting on relatively short
order, such that four of our Commission members were out of the
country or had prior engagements that could not be changed, but
Ms. Penny Pullen, Mr. John Creedon, cardinal O’Connor, and Mr.
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Rich DeVos very much regretted their inability to change their
schedules or having to be out of the country at this point in
time, but look forward to being with us on other occasions when
we have a chance to have interaction with the Congress.

Senator, we are so very pleased that you could join us
today. The members of the Commission are very pleased to be with
you on the Hill and to solicit the input from you and some of
your colleagues relative to some of your concerns and suggestions
for the work of the Commission.

It is indeed a great pleasure for me, on behalf of the
Commission, to introduce Edward M. Kennedy, a Democrat, Senior
Senator from Massachusetts, Chairman of the Committee on Labor
and Human Resources, best known for his advocacy of health and
social welfare programs both within the Democratic party and
nationally, and a candidate for the Presidential nomination in
1980. Welcome.

SENATOR KENNEDY: Well, first of all, I want to extend
as a member of the Senate my very warm appreciation for the
members of the Commission to come up here this afternoon and be
willing to listen to some of those of us in the Senate and the
House of Representatives who have tried to be a constructive
force in addressing one of the greatest, perhaps the greatest
kind of health public health problem that this nation and perhaps
the world has ever faced. I’d like, if we could -- I see a
recorder here -~ to maybe just put my full statement in the
record and summarize my views, Mr. Chairman.

SENATOR KENNEDY: Mr. Chairman, we have in our Human
Resources Committee in the past several weeks passed out
legislation that deals with the research program, the education
program, training program, and that legislation was virtually
unanimously accepted by Republican and Democratic members. It is
rare that we have that sense of unanimity, but it was very clear
that even though members of that panel had individually
introduced different pieces of legislation, we were able to
fashion strong legislation that passed with the Republican and
Democratic support, that identical legislation being considered
now in the House of Representatives.

So hopefully by the time that we get action on that
proposal and meet in conference, the differences between the
House and Senate in those particular areas, whatever differences
there are, can be readily resolved and that we can move very
quickly and follow some of the important recommendations in that
particular proposal. That proposal not only includes the
research aspect of our commitment and, I believe, the information
that we have seen in recent times would justify even an increase
in the resources that we recommended, given some of the new
realities, our bill does put an emphasis and stress on a national
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education program that is carefully crafted to be acceptable to
those that understand the importance of a national education
program, but are also sensitive to some of the particular needs
of various local kinds of concerns.

It also sets out some of the important; imaginative,
creative programs in dealing with home health care. It talks
about the training of new health personnel. I think all of us
are very mindful that we are going to have to develop new types
of health training and new types of health care personnel.

I am very hopeful that we can pass that legislation in
the Senate in the next several weeks. I am mindful of the
debates which are just taking place in the defense authorization.
I am mindful also of the potential debate or the debate that will
take place at the request of the President with regard to the
judicial nominee for the Supreme Court, which hopefully will take
place in the very near future.

But I believe that it is essential that we are going to
pass that legislation in the next very few weeks. And to gain
the support of the Commission to ensure that we are going to
implement those recommendations, would be of enormous value and
extremely helpful, and I think your support for that proposal
would be useful and valuable.

Up to this moment, I think there’s only two members of
the Senate who have indicated amendments to that legislation.
Whatever all of us can do to see an early consideration of that
legislation, I think will be enormously valuable and helpful, not
only because of the substance of the legislation, but because of
the strong indication that we, as a country, the people’s
representatives and this Commission, are about action and about
results, and it would send a very strong and a very positive
message.

The second piece of legislation that we have already
started our hearings on and which I‘m very hopeful we can gain
the support of the Commission working with us is legislation
dealing with testing, dealing with confidentiality, and dealing
with anti-discriminatory provisions. That legislation is
controversial, although by and large it accepts the
recommendations that have been made by the Institute of Medicine,
the Academy of Sciences, by the Centers for Disease Control, by
the various public health officials from all different parts of
the country, and I believe that it’s an indispensable part of the
total effort that we are making in the Congress in this session,

I think to some extent this legislation is not as well _——"~
understood as some of those who have been critics of it have -
maintained, and I would hope that the Commission itself-would
examine this carefully, would work closely with the staff of our
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committee and with the other members of the Senate, some who are
on our Committee on Human Resources and others who are not, to
try and see if we can gain the help and support of the Commission
in support of this legislation. It basically incorporates the
recommendations that again have been made by the public health
officials.

I think all of us are very mindful that this disease is
not going to be resolved by ideology. It’s a health problem, and
as in all health problems what we ought to do is take the best of
the health care minds that we have in our country, men and women
who have thought about public health over a long period of time,
who have spent a good deal of time on this issue, to try and help
and assist us in incorporating that legislation dealing with the
testing, dealing with the confidentiality, and dealing with
anti-discriminatory provisions, hopefully we can gain support.

Those three aspects of the legislation are very
carefully intertwined. I think unless you’re going to have the
various protections that are included in that legislation on the
issues of confidentiality, I think we lessen the incentive for
testing in our voluntary testing in our society. I think that
has to be self-evident. Once we do have the testing and
encourage voluntary testing and then if we’re able to provide the
confidentiality, and that obviously is a balance, and I think a
careful examination would feel that we have balanced the interest
in terms of privacy with also some of the public health
implications, they could find that there is a very strong,
sensible, rational basis for the confidentiality provisions that
we have included in that legislation.

But once again, if we are going to expect that we are
going to encourage people to move towards testing, and we do
provide some degree of flexibility in the areas of
confidentiality in order to try and ensure adequate protections
for individuals who may be contacted with that disease, then it
becomes extremely important that we have significant anti-
discriminatory provisions. If we don’t have the anti-
discriminatory provisions and we expect people to come in with
voluntary testing, and then we try and deal with some of the
public problems that will come in the area of confidentiality,
and there is some, perhaps, opportunity for some communications
which are unauthorized or unwarranted, we have to ensure that the
individuals are going to be protected with strong anti-
discriminatory provisions. Unless we do, I think we undermine
the real possibilities of trying to encourage the testing
provisions. I think they are all intertwined, intermingled, and
virtually indispensable together.

I think only if we move ahead in that totality with
research, with education, with the training, with a variety of
different ways and means that we have in terms of looking for new
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means and ways in which we’re going to be able to treat the
individuals as human beings that need both attention, medical
attention and also need the caring and the support from their
families and from a caring community, can we really expect that
we are going to -- expect to have the kind of desired results
that I know is the objective of this Commission and, I think, of
those of us in the Congress.

I would hope, Mr. Chairman and members of the
Commission, that you would also work with us as we try to provide
individual initiatives in the Senate and the House of
Representatives and try to stir some of the agencies into actioen.

We appropriated some 20 millions of dollars this year
for a public information campaign, for a mailing campaign by the
Centers for Disease Control. That money will not be used this
year, even though it’s extremely important that it be used
immediately, because a decision has been made by the Centers for
Disease Control that it’s too complicated and difficult to get
the mailing out prior to the Christmas rush. Well, that
response, that reaction, I find unsatlsfactory, and I think to
the extent that you are able to give energy and give support to
the efforts that have been developed in the Congress and by
individuals outside the Congress, suggestions that come to us and
that we take action on, I think you can be a helpful and
constructive force.

I think there are some indications in some areas, for
example, in bulldlng various research facilities and 1nc1ud1ng
adequacy of various personnel in these research facilities in a
timely fashion, that there also has been some bureaucratic
barriers which have hindered the general kinds of progress that
should and can be made and progress which reflects a combined
bipartisan effort in the Senate and in the House of
Representatives.

We are mindful of your charge. You have a very broad
and sweeping mandate. I’ve been a member of the Senate some 25
years. I’ve held hearings about what happened to various
commissions’ reports. We have a different tradition, for
example, than the United Kingdom. When there is effectively a
commission established in the UK and they make their report,
there has to be a governmental response to each and every one of
the recommendations as a part of the Royal Commission process and
procedure. That does not exist in the United States.

I’ve been here since we’ve had the Kerner Commission
and the Brown Commission and a number of other commissions, and I
am mindful that their recommendations are gathering dust. I’ve
also been here since they had commissions like the Burt-Marshall
commission that made recommendations on a random selection system
that changed the whole concept of burden sharing at the tail end
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of the Vietnam War, moving from drafts and various exemptions
into a random selection system that made the risk of life and
death among the young people more evenly distributed along
socio-economic patterns. And it was widely accepted and made a
very important and significant difference.

And so I would hope that this commission that now has
gotten the attention of the country and of the nation, is going
to recognize that we need their intervention. We need their
energy. We know there are divisions, but I would hope that the
commission would be guided by the sound public health
recommendations which, I think, have at the core been the kind of
recommendations which heretofore have been in a number of
instances embraced by the public generally and have been embraced
by the House and Senate of the United States, and that we could
work in a harmonious way to make a difference in what really is
the number one public health problem for our country, and as we
know, as we move down in the next two or three or four years is
going to be of pandemic proportions.

We have to place this as a first order of business on
the unfinished agenda for our country. This commission can play
an indispensable role in putting that as part of our unfinished
agenda, both in terms of the country and in the Congress and
within the various governmental agencies.

I, for one, look forward to working in a constructive
way with the Commission, and I think it has a challenge. It’s an
important challenge, and I’m sure the Commission is worthy of
that challenge, and I look forward to doing whatever I can to
advance the common interests of the public health of the American
people and importantly as well the public health of the world
community that is going to be afflicted by this scourge as well.
Thank you very much.

DR. MAYBERRY: Senator, thank you very much. We
appreciate so very much your leadership in this difficult
problem. We especially welcome the opportunity to forge a
partnership between your leadership and the House and Senate
working together on this difficult problem for the betterment of
society generally. We are very, very grateful for that
opportunity.

SENATOR KENNEDY: Thank you very much.

DR. MAYBERRY: I know your schedule is very busy, but
would you have time for just a few questions?

SENATOR KENNEDY: ©Sure.

DR. MAYBERRY: Dr. Myers.
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" DR. MYERS: Senator, both you and Secretary Otis Bowen
have spoken out vigorously against discrimination against those
who have the virus. Your legislation has specific federal
mandates against discrimination, and I’m interested to know what
you think the advantages of the federal approach are over a
state-by-state approach.

SENATOR KENNEDY: Well, I think the state-by-state
approach is clearly on its face inadequate. I have great
respect for Dr. Bowen, but to have 50 different types of
legislation dealing with this particular virus makes no common
sense whatsoever. As we develop a common understanding or a
common direction in terms of a wide range of public health
problems, we understand that state boundaries do not restrict the
movement of the virus in a society which is highly mobile and
where about a third of our population is moving virtually every
year, settling in new areas, new states. There is now in the
employment situation individuals being trained, for 3 moves
probakly through the job market, three different careers --
that’s going to be the expected result, rather than the
traditional and historic one career -- everything points for
trying to work out a sensible and responsible viewpoint on this
issue that can be of such a description where it will be
satisfactory in terms of the 50 states.

If you look through in the areas of education, for
example, we provide a great deal of flexibility within various
localities and various communities. I believe that there is the
kind of flexibility in our legislation providing for
confidentiality and for anti-discriminatory provisions, but I
think just on its nature, confidentiality doesn’t mean that it’s
confidential in Massachusetts and not confidential in Rhode
Island, and I think we’re talking about a problem that deserves a
uniform -kind of a response. If any public health problem does,
this one certainly does, and I think this is the only way we
could really expect to have a meaningful approach.

DR. MAYBERRY: Dr. SerVaas?

DR. SERVAAS: Senator Kennedy, do you see any role for
the private sector in voluntary testing? I feel like a stand-in
for women, and it’s my understanding that when a woman is
AIDS-positive and gets pregnant, that her immune systenm is
suppressed, and she’s apt to go ahead and get full-blown AIDS
right away. We think it’s urgent to get all women tested before
they become pregnant, if they have any possible risk of being
AIDS-positive. How can the private sector, the churches and
private organizations, Teen Challenge and all these
organizations out in place with post-addicts, former drug addicts
and things like that, how can they augment what the government is
doing in voluntary testing?
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SENATOR KENNEDY: Well, I think that you’ve raised an
extremely important aspect of our whole effort, and that is to
encourage as much voluntary testing among the population as
possible. I think all of us are mindful of, you know, the
complications even under existing tests in terms of testing
positive or negative and the reliability of those tests, but I
think all of us are very mindful of the very significant progress
that is being made daily in terms of greater reliability on
testing, and we ought to do everything that we possibly can in
the public sector, in the private sector, with the church groups,
in terms of voluntary testing, particularly with those groups
that are at highest risk.

I think there is a role for mandatory testing, but I
think it’s limited myself. I think you have to expect it in
terms of the armed forces, where you’re going to have the
potential blood transfusion, maybe foreign service officers.
There are other areas as well that may fall within that general
category, but I think we have to begin then to think as we move
on in, particularly in the area of mandating testing as well as
voluntary testing, the very important and significant aspects of
confidentiality, or we’re not going to expect or get a great
positive response. I think if we say that we provide even the
private sector, which I think there is an important, extremely
important role for voluntary testing, but then these matters are
going to be made a matter of general understanding among the
community, I think that is going to be an extraordinary
hindrance in terms of encouraging our population.

I know I‘m not being probably as precise in terms of
ways and means of encouraging the private sector, other than to
indicate broad support for their involvement. I imagine many of
the most enlightened companies are beginning to try and develop
ways and means of encouraging voluntary testing at the present
time. Certainly we ought to try and find ways and means of
encouraging it.

DR. MAYBERRY: Senator, thank you so very much. We do
look forward to working with you and your staff in the months
ahead. Thank you for coming.

SENATOR KENNEDY: Thank you very much.

Could I just take the time, Mr. Chairman, to introduce
Mona Safferty and Terry Bern. They are two members of our staff
of the Human Resources Committee. We find up around here that a
great deal of work in this place is done through effective
members of our staff. These two have been invaluable to me and
the members of our committee, and I know they will be delighted
to work with you and your staff as well. I wanted to just
introduce them to the members of the panel.
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DR. MAYBERRY: They‘ve been very helpful.

SENATOR KENNEDY: The Commission is obviously off to a
good start with this next witness

DR. MAYBERRY: Congressman, the members of the
Presidential Commission on the HIV Virus Epidemic are very
pleased to have the opportunity to have your input. We
appreciate your taking the time to express to us some of your
concerns and ideas and aspirations for the Presidential
Commission, and it is my pleasure to introduce at this time
Representative Silvio Conte, a Republican from the State of
Massachusetts. It seems like we had someone else from
Massachusetts just recently.

This is his fifteenth term in the House. As Ranking
Minority Member of the House Appropriations Subcommittee on
Labor, Health, and Human Services, Education and Related
Agencies, he has been a very strong proponent of funding for
biomedical research including increased funding for AIDS
research. Congressman, welcome.

REPRESENTITIVE CONTE: Thank you. Good afterncon, Dr.
Mayberry and members of the Commission. I want to join with the
others in welcoming you to the Hill and commend you for
convening this discussion. I am pleased to share with you some
of the specific questions regarding AIDS that I have confronted
in my role as the Ranking Minority Member of the House
Appropriations Labor/HHS Subcommittee and to talk about your
mission and how you might help to answer some of those
questions.

When our subcommittee met to mark up its bill in early
July, we spent the bulk of our time discussing AIDS. The bill
includes almost a billion dollars to fight AIDS through research
into its causes, into developing treatment, and research into how
best to provide health care services for AIDS victims, support
for training health care workers to deal with this illness,
funding for education and testing and counseling and a lot more.
Our discussion did not really involve how much to allocate to the
fight for AIDS. We used every penny that was allocated to us by
the Budget Committee. And I might say it’s ironic that back in
1982 when I was questioning CDC on other sexual transmitted
diseases, that when we marked up that bill, I heard for the first
time about AIDS, it was an unnamed disease at that time, and in
the markup I asked my chairman, Bill Natcher, if I could put $5
million into the budget for research on AIDS, and last year —-- or
this year we appropriated close to a billion.

We had two concerns, as I say, first how to revise the
existing federal research structure to make it more targeted,
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more coordinated and to superimpose a new superstructure that was
capable of dealing with this epidemic, and second, how to
allocate funds among the different activities that need to be
undertaken in order to fight AIDS.

Every kind of anti-AIDS activity will get greatly
increased funding in FY /88, but the subcommittee felt strongly
that public education was particularly important. After all,
without a cure for this disease, with a successful vaccine still
years away, helping people protect themselves from infection is
the most immediate avenue that we can take.

With regard to the first concern, we decided to call
for the creation of a network of outside advisory committees
which would help the Centers for Disease Control, the National
Institutes of Health, and the Alcohol, Drug Abuse, and Mental
Health Administrations to interact more effectively with each
other and to make sure that all the bases were covered and to
draw more on the private sector talent and expertise for a fresh
perspective and a source for additional creativity.

We also directed that the AIDS Advisory Board be set up
to make a regular report to the Secretary of HHS and the
Congress. This Board will have a virtually unlimited agenda like
yours. In fact, the principal difference is that the Advisory
Board that we envision will be an ongoing body and not a
temporary one.

What would we like to see you do in the short time that
you have been given? Frankly, I think your agenda is impossibly
broad considering the short-term period that you have. I think a
lot of the issues you’ve been asked to consider are issues which
other bodies are hard at work on. For example, we need toc get a
picture of where the gaps are in our research projects, whether
there are regulatory bottlenecks holding up the development of
new drugs and vaccines, but OTA did some groundwork on this two
years ago. HHS produced a report one year ago, and now the
Institute of Medicine has a task force working on this.

We also need to know what’s happening in terms of the
state legislatures regarding AIDS. The Intergovernmental Health
Policy Project at George Washington University has been steadily
publishing reports on this. We need whatever information we can
get on the cost of caring for AIDS patients, so that we can begin
to develop methods for financing the health care services that
are going to be needed in the future and the number of patients
increases. OTA recently produced a report on this.

We need new guidelines and information on health care
workers, how they can safely deal with AIDS patients, so that
they can continue to provide care without unnecessary fears,
thereby assuring AIDS patients of access to health care, and the
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cDC, of course, is working on this. On the issues of testing,
confidentiality, and discrimination, those are issues that for me
will turn on evidence about what is effective in safeguarding the
public health.

We’ve all heard it said that voluntary testing with
guaranteed confidentiality of results and protection against

discrimination will lead to greater success in detecting infected .

people and preventing the spread of infection. But I will want
to know more about the basis for that assertion. 1Is there a
scientific basis for it, or is it based upon intuition and gut
feelings? We’ve also heard it said that those guarantees aren’t
needed from the federal government, because they are matters for
the states.

Just the number alone is illuminating. What has been
done with that? Anti-discrimination laws or AIDS awareness day
resolutions? Those are the kinds of answers I certainly want,
but I don’t think you folks have the time or the resources to get
that help for us. And that’s okay. I think between the Centers
for Disease Control, the National Institutes of Health, the
Institute of National Medicine, and the other federal and state
offices, and the advocacy groups who are up there on the front
lines dealing with AIDS every day, I think we will be able to get
those answers. What does that leave for your Commission?

Frankly, I think you are well on your way to performing
what may be the most important function of all and which no other
body could really provide. You have quickly and obviously become
the lightning rod and the focal point for the frustrations and
the pain that so many people are feeling right now. I know you
are on the hot seat, all of you, and that can’t be pleasant, but
rather than viewing all the controversy that greets you as a
distraction from your work, I hope you can find the strength and
the time to plunge right in and soak it up. The most immediate
need we have is for information. Information on how you can get
AIDS, so that people can protect themselves; information on how
you can”t get AIDS, so that people don’t cling to unfounded fears
and hurt each other out of panic and out of ignorance. We need
information on where to get the answers, the tests, and the
counseling, and most of all, we need to deliver it very
effectively.

I would like to see you capitalize on the fact that you
have become the lightning rod for public comment and
dissatisfaction, go out and gather as much feedback as you can,
talk to as many different groups of people as you can, and find
out what is wrong with the public information that is being put
out. Is it just too little of this information? 1Is it
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inaccurate? 1Is it too complex and confusing? Is it not
delivered in a way that is meaningful to the groups that are most
at risk? What exactly is wrong, and what ideas do people have to
fix it?

I’@ like to see the Commission gather as many answers
to these questions as they can, seek out a very wide variety of
viewpoints; let everyone be heard from AIDS victims to employers
to parents whose kids attend school with AIDS victims, to health
care workers. Don’t close your mind, saying that you know what
they are going to say. Find out what kind of questions they
have, what kind of answers do they want, and where they expect to
be able to turn to get them. Give us ideas on how we can put out
more comprehensible information, not tooc technical, not too
scientific, just plain clear information.

For example, when people write in with questions about
AIDS and mosquitos, we should have something better to offer them
than a 100-page technical summary of data from the Office of
Technoclogy and Assessment.

A few years back, HHS had a Task Force that worked on
making Social Security forms and Medicare forms more easily
understandable and less needlessly complicated, more
straightforward, and to the point.

I would like some idea on how that kind of goal --
clear presentation, fast response time -- could be applied to
government dissemination of AIDS information. It would be
helpful to hear from insurance companies, health associations who
frequently put out brochures and pamphlets, from people who staff
community health centers and clinics, who suggest the key points
that should be made and the best way to convey them, whether
through TV spots or fliers or radio air time or open sessions
when questions will be answered.

And finally, I would like to offer a suggestlon that
should come as a great relief to you, and that is don’t even try
to distill everythlng you hear into a consensus statement that
you all can sign off on. That is unnecessary.

What I'd appreciate more would be having the Commission
gather and share with the Congress as broad and complete a
picture of public questions and comment as possible. I hope you
won’t underestimate the importance and the complexity of this
great task.

I am certainly not underestimating the difficulty you
will have wading into this sea of emotion and trying to keep your
ears open and press for specifics on the people you talk to, but
I truly believe this is the greatest service that you can
provide. Thank you.
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DR. MAYBERRY: Thank you, Congressman Conte. We
appreciate your remarks very much. We will certainly take them
to heart seriously. Are there questions of Congressman Conte?
Admiral Watkins?

ADMIRAL WATKINS: Mr. Conte, we seem to be a nation
that often is very anxious to remediate. We forget after
remediation plans are fixed to reestablish ourself with a
preventive plan to look for the longer range. A few years ago
we had a commission report out, The President’s Council on
Fitness, that shocked the natlon on the lack of health education
and health promotion in our schools. And when the budget cut
time came, we dropped these programs in half the grammar schools
in the country, for example. We don’t test in the high schools,
at least half of them. So we really have no health standards now
to be used to assume a healthy child and so forth.

It seems to me -- and I would like to know your views
on whether or not as a part of the Commission’s effort in
focusing on the near term, which is essential, that there also be
some recognltlon of how we take the weapon of education and
implant it in our system in any other area related to human
biology?

So I am just wondering if there isn’t need also for the
Commission to focus on longer term objectives that could
eventually have a repository out in the system of education as a
whole to be able to deal with not only this epldemlc but perhaps
things that may come up in the future, that simply is not there
today. So when we talk about putting $400 million into
education, I think it is a wonderful concept. How do you
implement that, and what if the system has to be looked at? For
I don’t see how we can get there from here, by just focusing on
this one pandemic issue alone.

REPRESENTITIVE CONTE: Well, I think you are on the
rlght track. The only thing I should advise you is that you
really have a full platter here. I agree with you, I have been
on the committee 29 years, and if you go back and check that
record way back 29 years ago, long before this deadly disease
came up, I worked with all the institutes on cancer, heart, lung,
dlabetes, arthritis and all, but I would also spend a great deal
of time in the three months that we had with witnesses,
questioning the fitness of our young pecple, and the need for
education.

I remember beginning with some of the social diseases
and saying what an effect these would have on our society.
That’s how we stumbled on questioning on AIDS in 1982, when a
witness came before us, because I was talking about some of the
other social diseases that were confronting our young folks in
school. I wanted at that time to, besides putting a lot more
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money in the budget for research, for gonorrhea or genital herpes
or the many other diseases that we had before us, also an
education program for our young folks in schoecl to prevent this.
I would say that there was no quicker way to destroy a society
than through some of these diseases, and they were spreading like
wildfire in our junior high schools and our high schools. So I
agree with you. I don’t Xnow whether your Commission will be
able to grapple with this because of the immediate need for you
to grapple with the problem of AIDS. Maybe we should follow up
with another commission after this has completed its work.

DR. MAYBERRY: Dr. Myers?

DR. MYERS: Representative Conte, I very, very much
appreciate your advice to us. You gave us a very concise and
clear statement on where you thought our priorities ought to be,
and you also told us that we have a very difficult job. I think
that probably, sir, you have a difficult job as well, because you
are faced with an increasing array of different opportunities to
fund programs, that are designed to have an impact on this
epidemic, but that as we get more and more into our epidemic,
perhaps the programs are of varying gquality and varying
importance.

Is there anything you see that the Commission can deo to
help you in your work on appropriations? You have to make some
tough choices sometimes. Is there any aspect of that work that
we can help you in?

REPRESENTITIVE CONTE: That’s a good question, because
right now with the deficit that we have, working under the
framework of Gramm-Rudman-Hollings, and with the Administration
not wanting to raise revenues, I find, being an old-timer on the
Appropriations Committee, it gets very, very frustrating because
there is great competition for that dollar out there from
everyone, and thank God that in this mark-up we were able to go
the full appropriations on research and education on AIDS. As I
said, close to $1 billion. Of all the years I have been on that
Health Committee, I have never seen anything move up as rapidly
in dellars as that. It took us years and years to get the
National Institute of Cancer over $1 billion.

So in answer to your question, going down the line,
next year I think is going to be even more difficult moneywise
with the tight budgetary constraint that we are going to have.
Different agencies and different programs, all competing for the
same dollar. I think that you could do a service when you make
your report. By that time you may have a feel of just what we
are going to need in this country to tackle this problem, both
in research and in finding a cure, and education, and it would be
very helpful to me and helpful to my committee if we had some
kind of a figure out there that we could point to.
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DR. MAYBERRY: Dr. SerVaas?

DR. SERVAAS: Mr. Conte, I wonder, all this about
confidentiality, doctors are already in place and trained to be
confidential about their patients’ health. Have we anyone in
Congress working on throwing a lot of the testing, in an
inexpensive way, back to the private physicians where they can
test and be reimbursed by the government. That’s what they did
50 years ago on syphilis, and they asked the doctors, would you
test free, and the doctors all said yes, they would, for their
patients, and they were reimbursed by the government.

Does anyone in Congress work on the private physicians
getting into the testing business? Since they are already
confidential in their relationships with patients, and we talk
about counselors, but most people who are AIDS-positive should be
with a physician to do all the things they should be doing to
prevent getting AIDS, full-blown AIDS.

REPRESENTITIVE CONTE: Well, that may be something for
your Commission to recommend. In due deference to a fine
gentlewoman doctor on the Commission here, I find very few
doctors do very little for nothing, but --

[Laughter. ]

REPRESENTITIVE CONTE: -- I think if your Commission
would recommend that, it would be very helpful.

DR. MAYBERRY: Representative Conte, thank you so much.
We appreciate so very much your coming and being with us. We
look forward to working with you in the months ahead.

REPRESENTITIVE CONTE: Thank you.
[Pause.]

DR. MAYBERRY: If we may resume. Be seated, please.
Congressman Weiss, on behalf of the Presidential Commission on
the HIV Epidemic, we are pleased to have you be with us. We are
very pleased to have the opportunity to visit with selected
Representatives and Senators, from the House of Representatives
and the Senate, to provide input to the Commission on your
concerns and aspirations, and ways that the Commission might work
together with you for some kind of solution of this problem of
HIV epidemic.

It is my honor, on behalf of the Commission, to
introduce Representative Ted Weiss who, as you know, is a
Democrat from New York. This is his sixth term in the House. He
is a member of the House Committee on Government Operations on
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which he chairs the Subcommittee on Human Resources and
Intergovernmental Relations. He has a strong interest in AIDS
and has held a number of hearings on AIDS, on issues ranging from
funding for education and information programs, to AIDS
counseling, testing and research. He is also an active member of
the House Select Committee on Children, Youth and Families, a
committee with a strong interest in AIDS and babies, children and
teenagers. Congressman Weiss, welcome.

REPRESENTATIVE WEISS: Thank you very much, Dr.
Mayberry.

Mr. Chairman, members of the Commission, I very much
appreciate the opportunity you have given me to testify before
you today.

As you have indicated, the subcommittee which I have
chaired since January of 1983 has held, I think, some eight
hearings during that time trying to focus on all the various
aspects of the AIDS epidemic, and what the federal government
especially ought to be doing to respond to the crisis.

I brought with me copies of the reports and transcripts
of the hearings, as well as the study of the Office of Technology
Assessment that was done at our request, which I will leave with
you for whatever use you may care to make of it.

I also have a prepared statement which I am going to
submit for the record and just speak to highlight some of it,
with your permission.

[The submitted testimony of the Honorable Ted Weiss
follows: ]
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REPRESENTATIVE WEISS: As you know, there are at this
point -- some time this week we will reach 42,000 total number of
RIDS cases that have been diagnosed, but that is really a small
percentage of the number of people who have been exposed to the
virus, who have AIDS-related complex, and members of families of
the people who have it.

We are told that by 1991, conservatively, there may be
as many as 270,000 people cumulatively who have been diagnosed
with AIDS. And so you are really dealing with an epidemic
crisis, a health crisis, which may be worse than anything we have
ever faced in this country. I think that whatever constructive
contribution you may make in helping to deal with that problem is
certainly something very significant and important.

It has been our experience that starting from the very
beginning -- and we held our first hearing in August of 1983 —-
there was barely any recognition, either within the federal
government or within our society at large of the existence of the
disease. Our big problem was trying to get some sense of urgency
about it.

We found from the start that the professional public
service people -- the career people in the national Public Health
Service -- have been aware of the problem and have wanted to
focus more and more resources and more and more attention to it.

The problem that we faced, I think, really came from
the political part, the policymaking part of the Administration,
for whatever reason -- because of budgetary problems, because of
a conservative social agenda, because of an unfounded notion that
AIDS would only affect a small portion of our society. There was
just not the willingness to really treat this problem as other
public health epidemics have been dealt with over the course of
our history.

So if there is any one real basic message that I would
leave with you, it is that we really have to find some way of
returning -- and you, I think, can play a very important role in
that -- of returning the management of the federal AIDS program
to the Public Health Service professionals, and let them be the
leaders, as they have been in every other public health problem
or crisis over the course of these past 100 years, rather than
having political or budgetary judgments imposed upon them.

We have had the experience over the years of getting
from the Public Health Service people originally those numbers
which were imposed on them by the budget people, and then we
would, after laborious examination, we would get from them the
figures which they have submitted to the Office of Management and
Budget. And invariably -- and this is, I think, quite important
-- Congress, with all of its shadings of opinion, the cross
section of representation that it has, has always responded by
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giving the Centers for Disease Contrel, for HHS, all the various
agencies that deal with this problem, that which the
professionals requested. I think it demonstrates that as far as
Congress is concerned, it wants to rely on the professionals, and
it doesn’t want political judgment or numbers judgment to be
made.

We have found every year ‘that the Administration would
request for the following year significantly less money than that
which Congress had appropriated the year previous. That should
not be the case. Really, the administration of the Public Health
Service ought to be allowed to provide the leadership.

Now there has been, I think, a tremendous increase in
funding over the course of these past six, seven years, from
something like $200,000 originally in 1981, to the likelihood
that for fiscal 1988 the Congress will be appropriating very
close to $1 billion.

What that does is to indicate that as far as the
research funding is concerned, we have come pretty close to
meeting the amount that the professionals in and out of
government have said we are going to need.

The area where we have not done well enough has been in
the area of education. We have received all kinds of promises
from the Administration as to how they are going to spend money
on education. Congress, as I said, has been willing to provide
more money than they have asked for, and we found year after year
that (a) they don’t ask for enough money: (b) they don’t do what
they are going to do, they don’t institute the programs; and
finally, they don’t spend the money we appropriate for them. And
that is especially a problem now when, as you know, and I‘m sure
you have heard, the only game in town really is education.

We have one drug which seems to be effective at this
point as a therapeutic agent. The vaccine, if it ever gets
developed, is a long way down the line. By that same 1991 date
that I cited before, we will have in that single year probably
75,000 new cases developed. Half of those cases probably will be
people who already are carrying the virus. The other half are
people who are going to be contracting the disease some time
between now and then. And that half -- 37,000, 40,000 people,
perhaps more -- perhaps could be reduced significantly if in fact
we undertock a massive education program. But it is just not
happening.

Some time in March, I guess, when the subcommittee had
one of our hearings focus on education, on the very eve of that
hearing, the Department of Health and Human Services announced
its great education plan and proposal and outlined what it was
going to be doing by various times. It was going to have a
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