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PROCEEDINGS
CHAIRPERSON OSBORN: Good morning and welcome.
I think we should get started in a prompt way
because we have an important and interesting set of activities
today. For many of us, one of the most important that we
will do as a Commission is now as we start by remembering

Belinda.

The staff asked if I would start with comments, and
I had an experience this week which is as good a way as any
of starting off, I think. I was down in Miami earlier this
week, giving what was the keynote address for the Agency for
Health Care Policy Research and, as 1 commonly do now when I
speak, I had the Commission report with me, and at the end of
my talk I said that Belinda had been very important to us,
that with some of her last strength she had contributed to it
by helping us to pick out from her testimony the first time
we met as a Commission some words that she particularly
thought would be good to have in the Commission report, and
that is, as you all kno§, at page 10 of the report.

I just told that little bit and then read them page
10 as the ending of my speech. It was one of these sort of

high speakers tables, so that when we got done and people
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came up, I sort of had to lean over to say hello to people.
And a grey-haired man came up and took my hand, and I looked,
and he was crying. So I held his hand and waited for him to
catch his cool, and he didn’t for a while, but he waggled his
name tag at me, and it turned out it was Belinda’s father.

I said, "Oh, Mr. Mason, I hope you didn't mind."

He said, "No. That was wonderful. I think Belinda
would have liked it very much."

I had a much longer chance to talk to him the next
day, and he told me that evening that he had called Steve and
told him that that had happened and that he had been pleased,
and Steve was, too.

So I feel good about that. I would probably never
have dared to do that had I known he was in the audience, and
yet it turned out that it was something wonderful from his
vantage point. And we had quite a little talk about the
wonderful kind of immortality Belinda had established in
touching so many of us so deeply. I think that her impact on
me is as great as anybody I have known, in ways that I
continue to find more and more useful as we go on, and I
think that’s true of all of us.

As I told Mr. Mason the second time we talked, I
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said, "I hope you realize what an enormously large family you
have because of those of us who loved Belinda."

So with that as my set of comments, shall we
proceed?

DR. WIDDUS: There is a videotape that will be
shown.

[VIDEOTAPE SHOWN]

CHAIRPERSON OSBORN: We don’‘t have any kind of set
schedule here, but we felt that it would be appropriate for
any and all of the Commissioners who wanted to have a chance
to say something to do so, and I guess now would be a good
time.

David, could I ask you to start?

VICE CHAIRMAN ROGERS: That was very powerful. I
don’‘t know whether I can or not, but I‘ll try. And my
apologies for reading. )

One couldn’t spend ten minutes without Belinda
without falling madly in love with her. She had a radiance,
a luminous quality that lit up your soul. Yes, she was
beautiful; yes, she glowed with intelligence; yes, she made

those she touched feel distinct and special. But it was her

irreverent, mischievous, gamine-like qualities that made her
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most endearing to me.

And she was wise beyond her years in matters
relative to the human condition. Perhaps it was her awareness
of her own fragile mortality that gave her such insights, but
they were everywhere apparent. She knew what was important
and what was trivial. She knew what was genuine and what was
take. She knew what was heartfelt and what was bombast. She
could spot prejudice or intolerance or insincerity from a
country mile.

I used her as a perceptive counselor, and she never
let me down. And she loved playing the hillbilly hoyden.

She could lay it on thick in a way which would disarm and
charm the drawers off anyone within her radius in about 30
seconds.

Belinda had a way of phrasing her thoughts--and
we‘ve just heard it--which was unique and unforgettable. One
remembered not only the thought, but the way it was phrased.
She was eminently quotable--not always printable, but
eminently quotable. I have a whole bagful of Belinda stories
that I treasure and pull out and look at and laugh at very
frequently.

What she did for people with AIDS will, alas,
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probably never be fully recognized. She had an almost saint-
like understanding of others’ needs and fears and angers and
suffering, and she became their spokesman and their advocate
and their consoler. Despite her own illness--and it was a
brutal, debilitating illness--she seemed to have an almost
infinite capacity for love, and she dispensed love unsparing-
ly, in huge quantities. She was a powerful therapist.

To say that I miss her enormously falls miles short
of the mark. Despite out differences in age and background
and culture, she was my dream girl--affectionate, humorous,
wise, giving and very, very special. I am a different person
because I knew her. She made the world a better place. I am
glad I had the special privilege of being touched by her.

CHAIRPERSON OSBORN: Harlon?

MR. DALTON: Well, if Belinda were here she would
say something funny now to sort of lighten the moment.

One of the things that I most remember sitting
around a table like this next to Belinda is that she would
appear not to be paying attention--she would be drifting, she
would be doodling--there would be a witness there, pontificat-
ing, and suddenly Belinda would ask, "Do we have a bio? Do

we have his written statement?” And I knew that she was
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loading up for bear and that soon, somebody was going to be
roadkill.

Belinda was certainly invested with heart, to use
her old phrase, and her work with AIDS was because she had a
calling. She described the ambivalence she had about her
public life and the simple and satisfying life that she had
with Steve Cardin, a rock of a man, and Polly Beth and
Clayton, but she left that family home and took plane after
plane, and sat at this table with us because she was truly
called to, even at a tremendous cost to her body and to her
simple, satisfying life.

What we saw in that last clip I think was perhaps
the greatest loss occasioned by her death, which is the loss
of someone with such a gift for words and such a love of
words. When all is said and done, Belinda was a writer, a
speaker and a writer of extraordinary talent, and as much as
anything I think I will miss that as well as the fact that I
never got to see her glide over those hurdles as a high
school runner.

Belinda was supremely honest. In fact, if anything,
she worried that she wasn’t honest enough, that she prettied

things up too much, that she never really told the truth in
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all of its gritty reality. And yet for many of us, she took
us about as close as we dared come to peering at the truth,
and for that, I too shall miss her.

CHAIRPERSON OSBORN: Scott?

REV. ALLEN: I remember three stories. The first
one, in Santa Fe we had a chance to be together at a con-
ference in which she was very blunt, and the warmth truly
shone through. Afterward, we went shopping, and she had a
list of about 12 people back home that she wanted to buy
gifts for. I had to follow her around to every store,
hearing everything about every person on that list and why
this was important to them and why this particular gift would
go well, here, there and everywhere, and the excitement that
she had of giving and, from one of my first contacts with
her, the realization that it meant a lot to her to be a part
of people’s lives, and that was very much reflected as she
became a spokesperson for people living with AIDS. She was a
very tender and sacrificing person.

The second story is the elevator in Atlanta, as we
were going down on Easter, as she mentioned in the tape, and
her lamentation that she was not going to be with her family,

and the magnitude of that sorrow. She knew the sacrifice
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that she was making. She was going into rural Georgia,
wandering the beautiful hills of Georgia, away from her
family. As I watched her interact with folks, her attention
was completely focused on the individual she was talking to,
and she never lost sight of that; but there was also the
secret sorrow that we discussed going down on the elevator,
of not seeing Polly in the Easter egg hunt, not seeing
Claytie in the excitement of the moment, and that kind of
sacrifice that people don’t realize.

And the last story was something that may be a
little appropriate for today--the opportunity to meet the
President. We sat in a room that night, talking about the
historic nature of the moment, thinking of how the epidemic
has moved through the lives of so many folks, and the need
for Pfesidential leadership, and that we were very grateful
the President was about to sﬁéak, that she was going to meet
the President and so forth, and get that photo op. We were
talking about the excitement of the time and the hoopla of
that day.

We were sitting in the airport about to depart to
our homes that evening, kicking back with our feet up, and I

said, "Well, Belinda, what was it really like?" And she
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looked and me and she said, "You know, Scott, like most
things, it was smaller than life.”

rrue life for Belinda was kicking back with her
family. There was a time when the folks were trying to have
a lunch with Barbara Bush and Belinda, and she said, "I would
rather be at home, having grilled cheese sandwiches and
having a picnic in the back yard than meeting with Mrs,
Bush." That is true life, and that is something that she
always brought, was the reality of what life was all about
and the specialness of the moment, and that some things are
necessary but are smaller than life. And Belinda truly did
live that life, and I am very grateful to her.

It is a loss. It is a big loss. But as I sat in
the meetings when she was so sick, and she couldn’t come,
there was always in the meeting a reflection of her, and
continues to be so, because as David has said, she is very
much a part of our lives and will always be so. And I think
she would like it to be said once again that there are
others; she is one, and she is one of many, and she made the
reality of our task even more pressing as we go through and
as we have gone through and as we do continue to go through

this epidemic and try to do what we can to not lose sight of
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the people who are hanging in the balance. I think that is
something Belinda would want us to be constantly reminded of.
She honored the PLWA community very much, and they were very
blessed with having a representative such as she.

We just have to keep on, and I am just real sad.

CHAIRPERSON OSBORN: Before proceeding, Harlon’s
admonition that Belinda would want us to laugh, you just
prompted a memory that I had actually lost from the time it
happened until now, that David will share.

After we met with the President, we all ended up in
nGuest Car No. 1" I think it was called. Belinda sat up in
front, and David and I were in the back, and there was a
uniformed and very proper-behaving driver. We were right
behind the President’s car and starting through this motor-
cade, going the wrong way through all the red lights in
Washington, and while I was sort of looking around, I
realized that Belinda had started in on the driver.

She looked down and she said, "Now, that looks like
a very interesting car phone. Who do you suppose I'd talk to
if I picked that up?”

And the driver looked sort of startled, and she

worked him over wonderfully, and pretty soon he was relaxed,
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talking with us and joking. And then I got into the spirit
of it and asked if he ran red lights on his own time, because
we really were going through all red lights.

But she had this extraordinary capability of taking
a situation like that one and turning it into "plain folks"
so fast you didn’t know what had happened to you. I think
that drivér will probably never forget that ride to Arlington.

Diane?

MS. AHRENS: Occasionally someone touches your
life, and you know that you won’t feel that touch again as
long as you live. Such was Belinda. Her genuineness, her
intellectual honesty, her questions that were never really
just guestions, and her determined perseverance. But I think
it was Belinda‘’s more subjective qualities that touched me
most--her smile, tinged with a bit of mischief; her soft
Rentucky speech; her generous warmth toward me and toward all
of you; and her down home, disarming nonpretention--I loved
the disarming nonpretention.

I really only knew her slightly and for too brief a
time, but to have been touched by Belinda is to know just a
taste of heaven, just a taste of heaven.

CHAIRPERSON OSBORN: Eunice?
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MS. DIAZ: I'd like to remember Belinda the very
first day she was appointed to this Commission. It was a
sunny California afternoon when the phone rang, and she
introduced herself and said she had just been told that she
would be on this Commission and asked me if I knew any of you.

I had known of David Rogers in my previous profes-
sional life, had heard of Larry Kessler and also of Don Des
Jarlais, but the rest of you were unknown. She said, "Well,
we share a lot in common. You know one more person than I
do."

She talked about you, June. She had heard that you
may in fact be our chair, and she had hope for a very warm
relationship with all of us.

I called Belinda nearly every week of our knowing
her as a Commission member. Many times, as happened to many
of you, she was not able to come to the phone. Things that I
remember she told me she treasured the most were calls and
visits by various Commissioners, many of you here, and also
the warmth and love shown particularly by one staff member,
Carlton, meant a lot to her.

She would like to be remembered, as she told me

many times, when we see that bright green color she loved so
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much. I asked, "Why do you wear so much green? Why do you
love green?" She said, "You really need to look back into
this. It means hope."

Green has a special meaning for me now because
Belinda loved it so much. She wore it well because she
inspired that hope.

I also remember her because of the devotion and
dedication she showed to the PWA family and the attention
that she took in the times that she was ill to make sure that
either Ron or Suzanne, who have both alsc died, were here at
this table and the significance of that input into our
deliberations.

But most of all I want to remember a speech that
she gave in Denver when a coalition of organizations had both
her and I as speakers on a weekend. We shared a room. We
had many hours of talk together. But the speech she delivered
that night has made a significant impact on my life, as I
remember counsel that she gave to about 1,000 people, but she
spoke to my heart personally. She told us that night to not
forget in our arduous task of working on behalf of others and
working in this cause to take time to smell the flowers as we

go along. That was especially significant for me. She said
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take time for your family, for yourself and for others.

She said, "This spring will mean something special
as there will be flowers in my back yard and also those
beautiful very small ripe tomatoes, and I will love going
there and absolutely putting them in my mouth from fresh
pickings."

As spring comes now, I will remember that, too, to
take time to really smell those flowers, and with the
freshness of that spring, look at that green now in a sense
of the hope and legacy she left behind.

CHAIRPERSON OSBORN: At 10:00 we have to do other
things, but there is a little time, and I know there are
people who have joined with us this morning, and I don’t know
whether any of you would like to make comments. It would be
wonderful if you wanted to, and we'll take other brief
comments. .

Michael is not looking up, so I‘'m going to tell a
Michael story. Belinda took care of an enormous number of
people, one of whom was Michael. It was some time after
Belinda died that Michael sent me a fax one day saying,
"pBelinda is still taking care of me," and I forget what

little present had arrived that day from one of Belinda’s
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missions to take care of all the people she was taking care
of, but yet again something to remind Michael of the impor-
tance of his life with Belinda encircling him the way she has
all of us, I think.

MS. FELDBLUM: I'm just going to tell a very brief
story. My name is Chai Feldblum.

I listened to Belinda talk about her ambivalence
about being put into the public and how she started in
September of 1988. 1In that summer, the first Americans with
Disabilities Act had just been introduced, and we had gotten
an agreement' that we could have someone with AIDS testify.
We were going to have a panel with different disabilities,
and one slot was for a person with AIDS.

There was a lot of discussion among those of us
working on the bill because one the one hand many of us
wanted a gay man with AIDS to testify because that is who is
being affected most proportionately by the disease. On the
other hand, we knew that politically maybe that wasn’t the
best thing to do. So there was really a tension, an angst
there between what would politically make sense, that is,
someone who didn’t get AIDS through gay sexual activity or

drugs. And we had heard--it must have been Tom Sheridan or
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Michael Iskowitz or some of the people there who were trying
to find witnesses--we had heard about this journalist form a
rural community who sounded just right, "palatable", as
Belinda said. We decided to with that. None of us knew
Belinda. But we said fine, let’'s do that.

I remember writing testimony for this person,
because that’s what I often did in my job, was write tes-
timony, because who knew what this person was going to come
up with. And I think we tried to get her to fax us what she
was going to say, and she said, "Fax you? I’'m in Kentucky.”

Then she appeared. She came in the night before
the testimony. And Tom and I got the testimony--we wanted to
get it, because we figured we’d have to rewrite it. And I'm
reading it, and I said, "There is nothing to rewrite here.
This is just somebody talking about who she is as a person
with AIDS." )

She was nervous about testifying. I think that may
have been her first national hearing. She was great, and
part of the reason she was so great was because what we were
afraid of did not happen--she did not separate herself from
the community of people with AIDS. She did not separate

herself from the gay men with AIDS and from people who got
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AIDS through i.v. drug use, et cetera. I think that was very
special for many of us at that time and clearly she carried
that through in the rest of her work.

VICE CHAIRMAN ROGERS: I was so heavy to start
with, but let me extend one story of June’s on this notable
trip from the White House back to the hotel and the very
stiff, up-tight sergeant that she was talking with. As I
recall her first words when she got into the card, she fixed
him with those wonderful eyes of hers and she said, "Sergeant,
suppose I could drive this car?”

He' said, "Oh, no, ma'am, no, no."

"Supposing I overpowered you?"

[Laughter. ]

CHAIRPERSON OSBORN: B.J., please.

MR. STILES: There are so many stoxies about
Belinda in relationship to the President that I guess I want
to say at least three things. The first is, of all the
Commissioners at the table, the one I have known the longest
is David Rogers, and David, listening to you today reminds me
of your eloquence as well as the clarity of your own convic-
tions around inequality and civil rights. And I think you

were the first academician I had ever known who, at the time
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you were a professor at Vanderbilt University, joined many of
us in front of Morrison's cafeteria, boycotting Morrison’s
because they refused to serve persons of a different color.

To those of you Commissioners who are leading our
thinking about Belinda, I want to express my appreciation to
you for your own heart and your own integrity in the way you
as individuals as well as you as Commissioners deal with this
epidemic, and a special thank you to David for interrupting a
meeting I was attending in Paris in January of 1988, saying,
"B.J., I know we have a really good program put together, and
I think some' important things might be said, but you know, I
think we're missing something. I really think that the voice
that would be the most important voice in this Nation, if the
President and the media would listen to her, would be
Belinda. What do you think?"

As you Commissioners know far better than I, when
David Rogers says, "What do you think?" you learn to try to
think the best you can, and you try to think the way David
Rogers thinks,

I am impressed in our remembrances that we have not
articulated the ways in which Belinda felt and dealt with her

anger. I come to that because one other voice in this
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epidemic whose words I first heard over a videotape is the
voice of a woman named Barbara Angus, the mother of Steve
Angus who is one of the subjects of the Los Altos Rotary Club
video. In the documentary filming the Angus family just days
before Steve’s death, the mother looks at the family gathered
in the family living room and says, "I get so upset and so
preoccupied living with Steve’s illness and living with all
those other people we visit at the hospital, I f£ind myself
going to the grocery story, walking down the aisles, wanting
to look at everyone and say, ‘Somebody scream with me.’"

The screaming that Belinda did in her incredibly
articulate and focused and loving way I think was one of
those distinctive ways that helped most of the rest of us
cope with our feelings of inadequacy and the enormous anger
we feel because of the loss of this epidemic.

I would end only bfhreminding ourselves that though
consensus is terribly critical in trying to form a wider
wedge to cope with the HIV epidemic, sometimes jumping
consensus and responding to that visionary lone voice is a
way to move forward.

There are some of us who remember that as the rest

of you occupy the Commission by virtue of your position or by
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virtue of your election by the Congress or the House of
Representatives, there are only two spots on the Commission
that were left open for voices allegedly representing the
public. And those of us who live and work in Washington in
the HIV epidemic have grown accustomed to learning how to try
to work together to put our resources behind a common point
of view or a single nomination.

I well remember my first meeting with Belinda
because at the time that she became visible she was not the
nominee of the so-called unified AIDS community in Washington,
pD.C. I'm not sure that we had a nominee, but at least it was
not Belinda. And in listening to her, I felt that whatever
the views of others, that this was a human being whose voice
would express what I thought we all needed to hear, and I said
to my colleagues, "I think I want to be an advocate for
getting Belinda considered as quickly and as favorably as
possible.”

And David, you describe her perfectly--you get
within her orbit, and your mind changes very qguickly. It did
not take long before screeners at the White House learned
that they had a voice that all of us would applaud and would

support.
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At tﬁe end of that first meeting with Belinda I
said, "I guess I trust you so much because you remind me of
the Southern writer for whom I have the greatest love and
admiration."

She said, "And who is that?

I said, "Eudora Welty."

She said, "You have given me the greatest compliment]
you could ever give nme."

CHAIRPERSON OSBORN: The quotation that we have in
the Commission’s comprehensive report, as I mentioned at the
beginning, is something that Belinda helped work on and pick
out from the testimony that began that videotape and is
wonderful. I was a minority voice before she got a say; 1
was certainly more eager to have it happen her way once we
had the chance to talk with her about it. But the quotation
that I think will always have made the biggest difference to
me, which resonates with what practically everybody else here
has said, was again in that first set of hearings, when I
didn‘t know Belinda and we were all getting to know her, and
it was a bit formal and tense. We were in the Canon House
Conference Room, sitting up in a high place, and as we began

to discuss things, Belinda raised her hand and said, "Now,
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there’s something that I particularly want to say because I
have so little time left." And then she looked around and
the rest of us and she said, "Of course, that’s true of all
the rest of you, too; you’'re just not as aware of it as I am."

That was a wonderful help to me and continues to be.

I think if no one else wants to speak, what we
might want to do is spend just a couple of minutes thinking
quietly about this wonderful bit of heaven that we have known.

[Pause. ]

CHATIRPERSON OSBORN: Thank you all. I told Mr.
Mason, as I said, that he had a very large family. I think
we all feel a bit the same family because of being united in
the love of a wonderful woman.

Thank you.

The Commissioners are supposed to be at a bus at
10:00. B

[At 10:00 a.m., the proceedings were recessed, to
reconvene at 2:15 p.m.]

CHAIRPERSON OSBORN: I want to thank you for youx

patience. I'm sorry we’'re running a little late. As I think
almost everybody knows, we had a very interesting morning at

the Humphrey Building and met with the President and Secretary
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Sullivan and his staff. I think it was a step forward that
will be good.

This afternoon we want to get into the very
important issues surrounding AIDS definitions and again in
discussions tomorrow. It sounds arcane, and yet I think it is
in fact a very central and very important topic.

Before I get started I want to comment, as I do not
do nearly often enough, about what wonderful work the staff
of the Commission does and how important it is in bringing
together, in this case with relatively short notice, such a
wonderful group of people to help us in our deliberations.

In addition to a general thank you to the staff,
I'd like to say a farewell thank you to Joan Piemme who is
not going to be on the staff anymore. I hope that’s the only
kind of farewell we have to make. She has been a very
important source of work, and we wish her well.

Let me extend a very warm personal greeting to
Carol Levine to start us off with an overview statement.
Carol is Executive Director of The Orphan Project of the Fund
for the City of New York and someone who many of us have seen
as a leading thinker and an important source of inspiration

in understanding the thorny ethical issues involved in this
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epidemic.

Carol, welcome.

DR. LEVINE: Thank you very much. I'm very pleased
to be here.

I have been asked to give an overview of some of
the policy issues related to the CDC definition of AIDS, and
I will try to do that as succinctly as I can.

I'd like to start if I may by going backward, not
because my personal history is so important, but because 1
think it shows an evolution in our consideration of this
issue, and I hope it will be useful to you.

I first started thinking about the CDC definition
of AIDS at the behest of Dr. David Rogers, who was a distin-
guished member of the Citizens Commission on AIDS for New
York City and northern New Jersey of which I was the Executive
Director. As I recall, Dr. ﬁbgers called up one day and
said, "You know, a lot of people are talking about the CDC
definition--it’s not counting women, it’s not counting this.
Why don’t you get a group of people together and start
looking into it?"

Well, that led me down an almost two-year road. I

think when I started hearing all of the problems and all of
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the issues that seemed to relate to the CDC definition of
AIDS, it seemed as thought, well, here are all the problems,
and here must be the sclution; just change the definition.

Well, in the immortal words of H.L. Mencken, for
every human problem there is a solution that is neat,
plausible and wrong. I now believe that my original con-
clusion was wrong.

One of the things that we found--and my colleague
Gary Stein was the policy director of the Citizens Commis-
sion, who helped me immeasurably in this--we held two fairly
large meetings of experts in the field, epidemiologists,
public health people, advocates, clinicians, just to try to
sort out what were the problems that were related to the CDC
definition. What we found after two fairly extensive
meetings was that everyone was talking about something else,
and they each had their own perspective, their own agenda,
and while each was justifiable in its framework, it did not
fit together.

We could not at that point really come to any
conclusion about it since everybody seemed to be talking
about something else, so Gary and I decided to write a memo

to everyone simply defining what we saw as the problem. That
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memo turned into a 40-page paper with 77 references. And I'm
sure we could go on forever.

So my first point is that it is an extremely
complicated problem to sort out what the CDC definition is,
ought to be, and what its implications are for so many other
areas. It may see obvious, but it certainly was not the case
when we started, nor do I think it is now.

The CDC’'s case definition is used by a number of
individuals and groups, and I probably haven’t listed them
all--certainly, public health officials, researchers,
clinicians, hospital administrators, disability specialists,
insurance administrators, health economists, legislators,
social workers, policymakers, and the media. It has clearly
influenced the way the HIV epidemic is perceived and managed
and funded.-

It is not surprising, then, perhaps that the CDC
definition and its proposed revision are currently the
subject of intense scrutiny, certainly by this body and by
others.

The case definition has transcended epidemiology to
become a symbol for the inadequacies of the U.S. Government’s

response to the HIV epidemic and a particular symbol, I
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think, for the failure to address the needs of HIV-infected
women. I think it is very important to acknowledge the
symbolic meaning of the definition while at the same time
focusing on the definition itself and what it does, can do
and cannot do.

Any changes in the definition will have repercus-
sions for individuals, health care practitioners and institu-
tions, State and Federal governments, and even the interna-
tional community, which I know is not the purview of this
group but still is something to take into account.

In this broad context I think it is important to
first distinguish the primary purpose of the CDC’s surveil-
lance definition from the ancillary uses that it triggers in
entitlements and benefits, in funding formulas, in clinical
research, in medical care, and in calculations of the costs
of health care and social sef%ices; and second, to try to
offer some recommendations for action in areas for further
study. I think "areas for further study" is kind of a catch-
all phrase that we all use, but in this case I think it is
clearly important to go beyond what the definition captures
and even the proposed definition might capture to more fully

understand the scope of this epidemic.
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In my view there are two overarching questions: Is
the CDC definition failing in its primary epidemiological
purpose? Would the proposed revision take care of that or
would it create new problems? And second, are the ancillary
uses of this surveillance tool appropriate?

I think it is also important to recognize that the
cDc definition has been changed before. If it is changed
this time it may not be the last time. And each time the
definition has been changed it has been on the basis of
increasing knowledge. I think it is important as you are
deliberating and hearing the experts on this aspect of it to
sort out what the scientific basis, the epidemioclogical data,
are for this proposed change.

What is probably most important for those who are
advocating for reconsideration is not just the epidemiology
but those ancillary uses that the CDC definition has trig-
gered, and clearly that comes in the area of entitlements and
benefits. And although the CDC’s various case definitions
over the years were developed primarily for surveillance
activities, these definitions have become the diagnostic
standard used by other Federal, State and local agencies to

determine eligibility for entitlements and benefits.
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This has had a significant impact, and it has been
both positive and negative, and I think we hear more about
the negative impact in those people who are excluded. It has |
also had a positive impact by assuming presumptive eligibil-
ity for those who had the CbC-defined AIDS.

The greatest impact in the public sector has been
on the Federal entitlement programs administered by the
Social Security Administration--and you will be hearing, 1
know, more about that--and that has been one of the most
compelling areas for change in that numerous case studies and
some data collection have shown that some people who are
severely disabled by anyone’s standards are not eligible for
these benefits on the basis of the ¢pC-defined definition.

But beyond the SSA entitlements, a number of State
and local programs also use the ¢DC definition or some
modifications thereof. In New York, people with CDC-defined
AIDS are automatically eligible for service at the Human
Resource Administration’s Division of AIDS Services, and
people with severe HIV jllness are also eligible but have a
much harder time proving it.

I think it has been less examined that the CDC

definition also has an impact on the private sector. This
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has also, again, been both positive and negative in that some
people have been able to get private insurance benefits
because they were already employed with the CDC definition
and some disability claims have been approved on that basis.
As the private sector through the private insurance companies
closes its doors to HIV-infected individuals and people with
AIDS, broadening the definition of -AIDS will, I think,
inevitably mean that some people who might have been eligible
under the other definitions will not be eligible because
their conditions will have been seen as pre-existing condi-
tions and therefore not covered.

So there are impacts on the private sector that are
smaller in scope, perhaps, but for those individuals to whom
they apply are certainly very, very meaningful. And I think
you might take note of the recent decision by a Federal court
in the Louisiana-Texas area that determined that a self-
funded insured company was justified in deciding after an
individual had filed a claim for AIDS treatment that it could
limit its coverage to $5,000. I think as more and more
companies become self-insured they will be able, if this
ruling is upheld and expanded, to even after the fact cut

their coverage, thus imposing a higher burden on the public
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system.

Another area that the CDC definition has had a
major impact in and that you will also hear about is in
funding formulas. Federal funding formulas are mathematical
equations that determine the allocation of resources. Based
both on statistical considerations and political realities,
they tend to favor the regions whose elected representatives
have vigorously pushed for Federal aid for a particular
purpose. Federal aid’s grants to the States or cities follow
a formula in which the CDC definition is the most salient
feature. In the Ryan White Comprehensive AIDS Resources, the
CARE Act of 1990, the CDC definition played an important
part, and any revision, unless there is a subsequent legisla-
tive revision and additional funding, will mean that more
cities will be eligible for money under the CARE Act, but if
the pie is the same everyone will get less. So simply
expanding the definition to make more AIDS cases without
additional funding will not make any difference whatsoever.

Another area in which the definition plays a role
is in research priorities. Up until now, much of the clinical
research and probably the majority has been focused on AIDS

itself, preventing the opportunistic infections and the viral
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replication. There has been much lower priority placed on
opportunistic infections themselves and on the spectrum of
disease that is not yet AIDS.

Many advocates--and I have been among them--have
been critical of research protocols that fail to include
women and fail to include drug users and minorities. I
personally don’t believe that changing the CDC definition
will do anything to rectify that situation since the primary
reasons that these groups have not been included have not
been their lack of a CDC-defined diagnosis of AIDS, but their
t1ack of access to health care and, in the case of women,
concerns about liability on the part of researchers, phar-
maceutical companies and IRBs.

So there is a relationship, but it is not as clear
what the change would do.

Ancother very.imporﬁhnt area is clinical care. One
hears constantly about cases in which clinicians have failed
to diagnose AIDS or even HIV infection among women and other
groups. I think that the CDC definition plays a role in
clinical care, but it doesn’t drive clinical care nor
probably should it, and a change, while influential, would

not make the difference in those clinicians who, for whatever
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reason, have not learned to recognize the signs of HIV
infection and have not learned to counsel patients about
their risk and about the advantages of early diagnosis and
early intervention.

So it will take a lot more than changing the
definition, I think, to bring the majority of clinicians into
the epidemic, but the CDC definition does play a role
certainly in defining who they must report to the public
health departments and in their decisions about certifying
that a person is disabled in terms of entitlements for
benefits. It may have some impact on the latter and certainly
on the former.

A final area. We don’t know too much about the
resource utilization that is not driven by the CDC definition.
There is, surprisingly--and this is one of the things that my
two meetings turned up--there is, surprisingly, a lot of data
sources out there, a lot of different sources, perhaps not
exactly comparable, but a lot of information about what kinds
of resources people are using in terms of hospital care, in
terms of other kinds of resources, before they become CDC-
defined AIDS. And somehow that information has not been

mined for all of the interesting and important directions it
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could give us. So we need new studies, but we also have a
lot of data that, with some assistance, could be culled for
whatever it can tell us about who is getting sick, when, what
do they need, and how can we better serve them.

As I mentioned, there is an impact on the interna-
tional definition. There are, I believe, at least three
definitions that are used internationally--the CDC definition,
the Bangi [phonetic] definition for Africa, and a Caracas
definition for South America, and other countries may have
their own definitions. The CDC definition plays an important
role particularly for developed countries but not so much for
developing countries.

Let me conclude with what Gary Stein and I gave as
our three basic recommendations, and these were recommenda-
tions that we developed before the proposed definition, and I
think they are as relevant whether the definition is changed
as proposed or not, or whether there is some other definition
at a later time.

The three recommendations that we have were that
surveillance should remain the primary function of the CDC
definition of AIDS; revisions should be considered as a way

of contributing to a more accurate understanding of the
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prevalence, incidence, and manifestations of HIV disease in
various populations. So we concluded that whatever else was
going on, the primary function of the CDC definition is
surveillance and should remain that.

The second recommendation was that the Department
of Health and Human Services must assume responsibility foxr
the secondary uses of the CDC definition under its direct
control such as SSA-sponsored entitlement programs. We felt
+hat HHS should ensure that all the Federal agencies that use
the CDC definition work out consistent and appropriate uses.

Third, service needs should be separated from
surveillance. People who are ill need help no matter how
their illness is defined, and Federal, State and local
agencies that provide or pay foxr services should construct
eligibility requirements based on a realistic assessment of
need. )

Fourth, more studies are needed to determine the
economic, social and medical impact of HIV-related diseases
not defined as AIDS.

Those are fairly general recommendations, but I
think they bear some relationship to all the specific details

you will be hearing and that I found extremely confusing and
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still do at some point, not being either a regulator, a
clinician or an epidemiologist.

We are getting a better portrait of the epidemic.
We have a lot of detail in some areas and some very sketchy
information in other areas, and I think we need to work to
use the CDC definition for its primary purpose and make sure
that those ancillary uses of it are appropriate.

As I was doing my investigation into this subject,
I spoke with Jim Chin of the World Health Organization, and
he gave me what I thought was a very pithy statement. He
said: "If you don’'t know where you are going, any road will
take you there." I felt that the CDC definition is one
marker on the road to effective HIV/AIDS policy, but it is
not the destination.

Thank you.

CHAIRPERSON OSBORN: Thank you very much, Carol.

I think in the interest of time we’ll move through
the panel and have everybody stay around the table so we can
all interchange. Let me now turn to, in this order: Ruth
Berkelman, Chief of the Surveillance Branch for the Division
of HIV/AIDS for CDC; Dr. Jack Dehovitz, Director, AIDS

Prevention Center, SUNY Health Science Center at Brooklyn;
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Dr. Don Des Jarlais, Director of Research, Beth Israel
Medical Center in New York and our very own Commissioner; and
Dr. Judith Cohen, Director of the Association for Women’s
AIDS Research and Education at the University of California
at San Francisco.

If you would in order talk with us, and then we’'ll
have an opportunity for broad discussion.

Thank you and welcome.

DR. BERKELMAN: 1I’'ve got a handout that I'm passing
ovt right now. I appreciate the opportunity to be here
today. I agree with Carol; 1 think the AIDS surveillance is
important. I think it has often served as the Nation’s
conscience in this epidemic. Almost everyone uses AIDS
surveillance data in some way when describing the epidemic in
the United States to tell people who is getting AIDS, how old
they are, what racial or ethnic group they belong to, how
they got infected, where cases are increasing most quickly
and in what subgroups.

We use surveillance to look at the patterns of
disease in a population over time and to assess the impact of
that disease on illnesses and death.

Surveillance data tell us where we should target
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our resources and also where we should target prevention
efforts, both of which are critical to all of our efforts in
fighting this disease.

For surveillance of any disease, we need to define
the health event that will be used as the measure, and for
AIDS we need to define the health event that 1is best to
monitor this epidemic.

The measure should be as objective as possible and
should be practical for use by clinicians treating HIV-
infected patients. We know a lot more than we knew when the
1986 HIV classification system and the 1987 revision of the
AIDS case definition were drafted. In particular, as shown
on the first page of the handout, we know that the CD4
lymphocyte is the primary target cell for HIV infection and
that studies have shown a strong association between the
development of life threatening opportunistic illnesses and
the absolute number or percentage of these CD4 lymphocytes.

As the number of CD4 lymphocytes decreases, the
risk and the severity of opportunistic illnesses increases.
In addition, as noted on the second page of the handout,
measures of CD4 lymphocytes are currently used to guide

clinical and therapeutic actions for HIV-infected men and
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women in the United States. Anti-retroviral therapy is
recommended for all infected individuals with a CD4 count
less than 500, and prophylaxis against PCP should be con-
sidered for all persons with CD4 lymphocyte counts less than
200.

Because of these recommendations, CD4 lymphocyte
counts have become an integral part of the medical management
of HIV-infected persons.

On the third page of the handout is the proposed
revision of the classification system for HIV-infected
adolescents and adults. The classification system emphasizes
the importance of CD4 lymphocyte testing in the clinical
management of HIV-infected patients. The laboratory categor-
ies are consistent with guidelines for medical management of
HiV-infected individuals.

What about the AIDS surveillance case definition?
The case definition has been developed for the purpose of
surveillance and used to track severe and life-threatening
morbidity related to HIV infection. The case definition was
last revised in 1987, and in the absence of an cobjective
laboratory marker for HIV-induced immunodeficiency, we have

relied on a list of conditions which are specific for or
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highly predictive of HIV-induced immunodeficiency.

We have compelling scientific reasons to consider
expansion of the AIDS case definition. We know a significant
proportion of HIV-infected men and women whose health is
substantially affected by this epidemic are not represented
by AIDS statistics; that a broad spectrum of diseases
including pneumonia, sepsis, meningitis, pulmonary tuber-
culosis, renal disease, cardiomyopathy, recurrent urinary
tract infections, persistent vaginal candidiasis, Hodgkin’s
disease, cervical cancer and other cancers, many serious
dermatologic- and neurologic manifestations, are occurring in
HIV-infected individuals, and these persons may not meet the
AIDS case definition at the time they are receiving care for
these conditions.

In addition, anti-retroviral therapy and PCP
prophylaxis is delaying the onset of an AIDS-defining
condition. These persons are literally backing up behind the
AIDS case definition. We know that the number of HIV-
infected persons needing intensive HIV medical care is
increasing, and it is far higher than the number of cases
that we show by using AIDS statistics.

Page 4 of the handout shows our proposal to expand
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the AIDS case definition to include all HIV-infected men and
women with CD4 counts less than 200 in addition to those who
meet the 1987 AIDS case definition. This is everyone in the
third row and in the third column. The objectives of this
expansion are to simplify the reporting process, to be
consistent with standards of medical care for HIV-infected
persons, and most importantly, to more accurately estimate
the number of persons with severe HIV-related immunodeficien-
cy, those persons at most risk of developing serious oppor-
tunistic conditions, and all of whom are in need of intensive
medical care.

Expanding the case definition to include all HIV-
infected persons with severe immunodeficiency will also
provide useful information on whether people are getting
health care before they become ill with an AIDS indicator
diagnosis. For example, if physicians from one locality are
reporting people only after the develop an AIDS-defining
condition like PCP, and they do not have CD4 counts, and you
compare that with an area where they are getting CD4 counts
and are coming in and being reported before they have PCP,
then we’ll have some more information on where to target

resources for early intervention.
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We also considered expanding the AIDS surveillance
case definition by adding other clinical conditions, but I
would like to share with you what we see as major problems
with that approach.

First, the surveillance case definition for AIDS is
the most complex disease surveillance case definition in the
world. It has 23 conditions in it, each with its own set of
guidelines. Its current complexity represents an obstacle to
reporting, particularly as HIV care moves from an inpatient
setting to an outpatient setting, and surveillance must rely
on increasingly broad range of reporters.

Adding numerous conditions would increase the
complexity of the case definition at a time when we have been
working with the State health departments to find ways to
simplify reporting.

We believe that simblifying the case definition
consistent with the classification system and with the
medical management of the individual person would facilitate
reporting. Also, the conditions we have considered for
inclusion are generally common in persons not HIV-infected,
and in the HIV-infected person they may be coincidental to

the HIV infection or they may be related to the immune
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suppression. Use of a laboratory marker is a more specific
and more objective measurement of the severity of im-
munodeficiency than the presence of the clinical conditions

we have considered. Conditions such as bacterial pneumonia,
sepsis, and pulmonary tuberculeosis are likely tc be associated
not only with HIV disease but with poverty, with drug use,

with access to care.

What do we expect the impact of the proposed change
to be on the numbers of cases? On the fifth page of the
handout are data on all men and women diagnosed with HIV
infection and seen at selected medical facilities in nine
cities around the country. Slightly more than half of these
individuals were seen in public clinics or hospitals.

I want to take you through this. If you look at
the last line you can see that we have 10,342 persons
enrclled in this project, and of those, 3,240, or about one-
third, already have an AIDS indicator disease. Of the
remaining approximately 7,000, 1,670 have a CD4 count less
than 200 but don‘t have an AIDS indicator condition.

If you look at this together, if you add the 1,600
to the 3,200, we are talking about a 52 percent increase in

persons who would meet the AIDS case definition from these
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sites. And that’s the last column. This is also broken down
by men and women. If we look at the women, we see that in
the last column, the number of women would increase by 61
percent from these sites; the number of men by 51 percent.

It is also stratified for you by exposure group. For men,
for example, 55 percent increase for drug users, 52 percent
for men who have sexual contact with other men.

I'1l also just note that the increase--this is a
very broad expansion--the increase in women is, for example,
five times higher than the increase that we would have if we
included cervical cancer, pelvic inflammatory disease and
persistent vaginal candidiasis in the case definition at these
sites.

The 61 percent of women is interesting. You may
note if you look at these later or more carefully, women are
getting picked up earlier in the course of disease at these
sites than men. The average CD4 counts for men and women
with an AIDS indicator condition are the same, but for those
others seeking care, women have a higher CD4 count than the
men, not significantly higher.

Again I want to emphasize that the major impact of

the surveillance case definition is to recognize HIV-infected
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men and women earlier in the clinical course of their disease,
- about a year and a half to two years earlier than they are
now, and that these people will eventually generally develop
an AIDS indicator condition.

The data on the sixth page of the handout--

VICE CHAIRMAN ROGERS: Excuse me, Dr. Berkelman.

DR. BERKELMAN: Yes,

VICE CHAIRMAN ROGERS: You made one statement that
I wish you would clarify for me. If I heard you correctly,
you said your CD4 counts would pick up five times more women
than if you were using PID, vaginal candidiasis--explain for
me what you were talking about there.

DR. BERKELMAN: In this spectrum of disease we are

capturing information on all HIV-infected women, and we know
the number with cervical cancer, the number with persistent
vaginal candidiasis, and the number with pelvic inflammatory
disease as recorded on their medical charts. And you’ll see
here 124 more women--this is the third column under "All
Women"--have a CD4 count less than 200 but do not have an
AIDS indicator conditicon. That number is about 20, 25 if you
add all those other conditions together. So we'd have about

25 more women if we used those three conditions, whereas this

MILLER REPORTING C0O., INC.
507 C Sueer, NE
Washington, D C 20002
{202) 346-6666

























































































































































































































































































































































































































