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PROCEETDTINGS
CHAIRMAN OSBORN: Let the ask that people

take their seats so that we can proceed, we have a very

full agenda.

It is my understanding that Secretary
Sullivan, who is planning to be with us, has some
complications. I think we are going to get started and
hope tﬂét he can join us as his schedule permits, but I
know Dr. Mann alsc has a very full schedule, as does
the Commission.

It is a great, great pleasure to welcome all
of you today, and several of you very especially, to
the second substantive meeting of the Natiqnal
Commission on AIDS. We are very grateful to the Pan
American Health Organization people for having allowed
us to use this wonderful facility, and as we proceed
today I want to point out to the people sitting at the
tab;e that this is a very wonderful facility. It is
one where you can push a button and it says "on" and
"off,” and if you whisper when it is on, you will
probably get picked up. If you forget to turn it on

when you want to speak, you probably won’'t be heard.
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So if you would remember to dé that, that would be very
helpful.

Later on in the morning I will make more
extensive comments about the rest of the meeting, but
in view of Dr. Mann's very tight schedule and the very
great pleasure I feel in welcoming him to our meeting,
I would like to go directly to the first part of the
agenga in which we will have a chance both to hear from
Dr. Mann and then to interact with him about
international aspects of the HIV and AIDS epidemic
worldwide.

Before I yield the floor to him, I want to
take the Chairman’s privilege to comment about
Dr. Mann. I happen to know from having worked
intermittently over at WHO just, I think, over two and
a half years ago, that he and I bumped into each other
as he was trying to find out where his office might be
in WHO. He was not yet fully installed and was trying
to figure out how to start with 166 possible countries
to deal with and a worldwide pandemic well underway.

I find it a source of total astonishment that

in the intervening time with his wonderful leadership
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the Global Program on AIDS has established very useful
and meaningful relationships with, I think, 151 of
those countries--maybe it is more now--and in some
instances the lifeline of those countries toward
organized help of the global community with this
growing pandemic. He has done that while trying to
staff up and to establish offices and all those kinds
of things, and it is really one of the exceptional
accomplishments that I am aware of, bqth in terms of
international organization and in terms of personal
diplomacy. I have had the privilege of working with
him throughout that time, and my admiration only grows.
I will comment just before I introduce John,
I am very sad to tell you that two of our commissioners
can’'t be with us for sad reasons today. Harlon
Dalton’s father died quite precipitously and
unexpectedly a couple of days ago and so he is in
Colorado in that regard, and so we will miss him. And
Belinda Mason, as many of you know, has been quite ill,
is somewhat better now, but certainly not well enough
to have been able to join us, and I am very glad that

Susan Neeme will--Belinda asked that Susan Neeme be an
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observer for her at our meeting, and we are very happy

to have you join us.

I know Congressman Rowland has Floor votes I think
rather steadily throughout the day and I am very glad
that Kathy is able to be here to represent him and to
carry back the messages of our deliberation.‘ I think
he hopes to be able to join us tomorrow, although we
are at a very "iffy" stage in terms of scheduling House
activities, so we are not sure about that. And as I
mentioned, I think Secretary Sullivan will be joining
us, although as always his schedule is gquite difficult
to regulate.

Dr. Mann, with those introductory comments,
could I ask you to join us and we’ll look forward to
your comments, and then the commissioners please feel
comfortable in asking questions when John has had a

chance to speak.
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STATEMENT OF JONATHAN M. MANN, M.D., M.P.H.,

WORLD HEALTH ORGANIZATION, GENEVA

DR. MANN: Thank you very much, Madam
Chairperson and members of the Commission.

During the 1970s the human immunodeficiency
virus spread silently and unnoticed around the world,
and therefore at the time that AIDS was first
recognized in 1981 HIV infections were already present
on four other continents. The discovery of HIV in 1983
and the widespread viability of HIV antibody testing as
of early 1985, led rapidly to recognition of the global
scope of HIV infection and stimulated a worldwide and
unprecedented response to prevent and contxol AIDS.

I would like to thank you first very much for
this opportunity to speak with you, for we are today at
a crossroads in the history of AIDS. First, I would
like to summarize briefly the central features of the
current epidemic, the global response, and then look
towards the 1990s. There are three central features of
the current pandemic. It is worldwide, it is unequally
distributed, and it is dynamic.

As of 1 October of this year, a cumulative
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total of over 182,000 AIDS cases were reported from 152
countries around the world, but we estimafe that the
actual cumulative number of AIDS cases worldwide 1is
approximately 600,000, more than three times the
officially reperted number. WHO also estimates that
between 5 million and 10 million people are infected
with HIV. This number may more likely be between 6 and
8 million on the basis of further and more recent
surveys.

The second feature of the pandemic is its
heterogenecus distribution. WHO has identified three,
and now four, distinctive epidemiological patterns.
These patterns are, of course, all based on the same
basic modes of spread, but they reflect differences in
the temporal spread of HIV infection, as well as
variations in personal and social behavior patterns
among different populations.

And finally, the pandemic is dynamic and
highly unstable. Examples of populations in which HIV
incidence has declined illustrate the potential for
behavior change and the associated reduction of

transmission, and yet the global picture at the end of
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the 1980s remains dominated by evidence of increasing
infection, increasing incidence, and increasing
geographical spread of the pandemic.

HIV I is now reaching new areas, such as
Southeast Asia, West Africa and Eastern Europe.
Wherever behaviors which permit HIV transmission
persist, they create a vulnerability for individual HIV
infection and a potential for smoldering or explosive
HIV spread. For example, each of the well over 100
million cases of sexually transmitted diseases in the
world each year represents, symbolizes, a potential
opportunity for the spread of HIV. The spreading
global epidemic of drug use threatens to expose new
populations to explosive HIV spread.

The United Nations has estimated that there
may be as many as five million injecting drug users
worldwide. Of these, the majority--in fact, the large
majority--remain vulnerable to HIV infection.

And yet the decade of the 1980s has seen much
more than the further spread of HIV. Starting in 1985
when the global dimensions and impact of HIV and AIDS

was first realized an extraordinary and unprecedented
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mobilization has occurred in response to the pandemic.
During the period 1985 to 1989 the World Health
Organization, which was created precisely to direct and
coordinate international health work, created a global
AIDS strateqgy, initiated global action, and promoted
global solidarity in the face of the pandemic and its
common threat.

The global AIDS strategy is the first truly
global strategy to prevent and control an infectious
disease. It 1is also the first health strategy ever to
have been debated by the United Nations General
Assembly, where it was approved. The United Nations
then resolved to coordinate all the actions of its many
agencies in the worldwide fight against AIDS under the
leadership of WHO.

During the period 1986 to 1989 the strategy
has been transformed into action. 1In dramatic contrast
with only three years ago, today there are naticnal
AIDS activities in every single country in the world,
including some of the strongest programs ever seen in
those countries in the area of public health. These

programs are not just Ministry of Health programs.
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They include many sectors of government, from education
to women’'s affairs to information and justice.

Most importantly, in many countries
non-governmental organizations and community based
organizations have led the way, reaching people with
information that they will believe and giving support
where governments cannot reach or in ways that
governments cannot provide. Worldwide there is a
direct relationship between the diversity and
commitment to AIDS by non-governmental organizations
and the overall quality and strength of the national
AIPS program.

National AIDS programs, as you can imagine,
differ in many ways as they are adapted to the local
social, economic, political and epidemiological
situation. But they share a common shape and common
purpose. Also, in every society facing AIDS certain
complex preexisting issues have been highlighted and
some imbalances, deficiencies and inequities in the
existing health and social systems have become more
evident.

And therefore, in confronting AIDS, societies
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around the world have been forced to ask if the status
quo is good enough, In education of youth, in the care
of the sick, in support of the rights and dignity of
all people. Through their energy and their resources,
through their intersectoral quality and the recognition
of the essential role of community action, national
AIDS programs are stimulating a critical rethinking
abouﬁ health by the public and by health and social
service providers, and national AIDS programs are
making brecad and as yet often unrecognized
contributions to improving health for all by
strengthening the health system even beyond control of
an epidemic infections disease.

At the international level a coordinated
effort has led to sharing of resources between the
industrialized and the developing countries. Worldwide
the arducus work of AIDS prevention and control has
been started, neotwithstanding inevitable gaps and
delays, in record time.

And finally, in addition to a global strategy
and global action, a spirit of global solidarity has

arisen in the face of AIDS. This solidarity makes AIDS
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one of a small number of issues, such as the protection
of the environment and the prevention of nuclear war,
which are deeply and widely felt to be global concerns.

In the face of such accomplishments, some
satisfaction is in order, but complacency is not. 1In
early 1989 WHO carried out a surxrvey, a study, which
predicted that unless a cure or vaccine becomes
avai}able, two to three times more HIV infections would
be expected to occur during the 1990s compared with the
1980s. When this estimate was applied to an AIDS
forecasting model, we estimate that approximately nine
times more adults may develop AIDS during the 1990s

than have developed AIDS during the 1980s. And

- therefore, in terms of the number of infected people

and people with AIDS and the social, economic and
poelitical stresses and impact associated with this
problem, WHO.believes that the decade of the 1990s will
be much more difficult than the decade of the 1980s has
been.

Overall, despite all our collective efforts,
the global epidemic is gaining momentum. Major

barriers to effective action still exist, and dangerous
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complacency about AIDS is spreading. We have arrived
at a crossroads in the global fight against AIDS. At
great human and financial cost, the foundation for
successful action has been built. We now know how to
slow the spread of HIV infection, although the work is
difficult. New technologies already provide hope for
infected people, and work on a vaccine is underway.
The lessons cf public health are linked with global
experience and with compassion in the global AIDS
strategy.

And yet, if complacency, indifference or
denial lead to relaxation of current efforts, or to a
crippling of future initiatives, we will faiter and
fall further and further behind the pace of the
worldwide epidemic. We must act and we must speak out.
We must strengthen sccial and political commitment to
AIDS programs that are consistent with the principles
of the global AIDS strategy. We must ensure worldwide
access to technologies of AIDS prevention and care,
therapeutic drugs, diagnostic tests and ultimately a
vaccine.

We must build alliances to confront the




MILLER REPORTING CO,, INC.
507 C Street, N.E.

Washington, D.C. 20002

(202) 546-6666

17
difficult social realities--drug use, prostitution, sex
education of youth, access to health and social
services, inequities, discrimination, and prejudice.
For if these problems are not better addressed,
national AIDS programs cannot succeed. We must
increase the involvement ¢f community organizations in
reaching people with information and with support, and
we must broaden the participation of the private
sector, the internatiocnal development assistance
community, and the United Nations system in the global
alliance against AIDS and for health.

What has thus far been accomplished is
extraordinary and without precedent in public health.
It is a continuing challenge to us that leadership,
commitment and vision remain as important today as five
years ago. AIDS prevention and control is not yet
ready to be on automatic pilot. This is our appeal to
the international community. A world with an expanding
AIDS epidemic cannot be a safe world. Either we build
upon and strengthen what has been accomplished, or the
fears of the 1980s may become a tragic global reality.

We appeal to the United States, with its
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unparalleled capacity to help in times of need. The
future of AIDS, and our future, will depend upon

leadership, creativity, courage and a global vision of

humanity and solidarity.
Thank you, Madam Chairman.

CHAIRMAN OSBORN: Thank you very much, John.

Let me ask commissioners to feel free to ask
Dr. Mann for further clarification or for additional
comments. Don Des Jarlais?

COMMISSIONER DES JARLAIS: John, you made
reference tco the spread of AIDS associated with drug
use, both in Southeast Asia and more recently in Latin
America. Do you have a sense for where that part of
the epidemic is going and what the appropriate response
of the United States Government should be toward that
particular aspect of the epidemic?

DR. MANN: It is, as you know, extremely
difficult to get good data on questions of injecting
drug use. Also, because it is an evolving situation.
We know, for example, as you mentioned, that injecting
drug use appears to be becoming more common in areas of

the world such as Latin America where previously this
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was much less common. We know of situations, for
example, in Pakistan where the large number of opiate
users are apparently beginning to turn to injecting
drug use.

We know there are populations, in some cases
large populations, of drug years, even in the United
States, let alone in other parts of the world, who
remain relativgly less affected, in some cases almost
untouched by the epidemic, and yet they have the
behaviors that appear capable of spreading the virus.
And we have the evidence of Bangkok, which is so
illuminating because it was so predictable, and it
occurred and unfolded in front of our very eyes. That
is to say, an increase from, as you know, a
seroprevalence of about 1 percent in December of 1987
to well over 40 percent today among Bangkok’s minimum
estimate of 50,000 injecting drug users.

The challenge we see immediately, in addition
to the challenge of drug prevention and control, has to
do with the question of evaluating the approaches to
reducing the risk of HIV infection in drug users.

There have been a number of very creative experiments,
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as you very well know, in terms of how to reduce the
danger of HIV infectionlwhile struggling simultaneously
to reduce drug use and to help drug users escape drugs.
And your work, in fact, has been very helpful to us,
and the work in the United States, to demonstrate that
drug users are people and that drug users, faced with
the danger of HIV, in many instances may wish to escape
not pnly HIV infection but drug use, itself. We have
to play our part, we have to play our role.

Now, WHO is in a good position to look at
experiments throughout the world that have been carried
out with needle exchange, with bleach programs, with
programs to try to even change the pattern of drug use
away from injecting drug use towards other forms of
drug use in an effort to halt the spread of HIV. I am
not yet convinced that we know what is effective. We
are trying very much to learn that, and by learning
that, to then be able to share that information with
programs around the world. This is a part of how we
see WHO playing a useful role to try to help everyone
move forward by taking the experiment from wherever,

and through careful evaluation be able to share that
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experience, and hopefully that increasing
effectiveness, to deal with this obviously extremely
difficult problem.

CHAIRMAN OSBORN: Dr. Rogers?

COMMISSIONER ROGERS: John, I was pleased
with your stressing the sort of multidimensional needs
of people with AIDS and your suggestion that health
systems, or public health systems, all over the world,
were beginning to expand in terms of the kinds of
hgalth professionals, the sorts of sexrvices that might
be offered. I am sure one thing that follows from vyour
suggestion is that we can use this for lots of kinds of
illnesses that are plaguing our world if we could get
it squared away with AIDS.

My question, I was also pleased to hear that‘
you have got units in place in most of the countries of
the world that you are following. How much of those
are governmental, how much of those are volunteer in
countries other than the U.S.?7 I would be interested
to know what the balance is there.

Are other governments contributing helpfully?

Are they denying the problem? Who is doing the work in
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other nations?

DR. MANN: Thank you very much. First,
regarding your comment, it is very, very difficult, as
you well know, to challenge the status quo. It is also
very important, obviously, to do that. And what we try
to do is maintain a position that we are not
necessarily saying that people with AIDS should be
treated differently from people with other conditions,
but we sure have to look at how they should be treated
and then perhaps use the additicnal knowledge, or the
perspective we gain on AIDS, and then look at other
conditions and say, 1is it appropriate.

Too much of the reasoning that takes place in
pﬁblic health is the other way. It goes from what has
been to say, well that’s the way people with AIDS and
AIDS should be treated. We think that it is important
to challenge that status guo. Sometimes the status quo
is as good as we can do, but mostly it represents where
we have agreed to stop trying. I guess that’'s what the
status quo represents.

As far as the national AIDS programs,

programs around the world are national programs. 1In
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other words, in a country in Africa and Latin America
or Asia, it is the national government that creates a
program, and WHO's role is to support that government
every way we can, which means with technical support in
developing a national plan. It means in technical
support on specific issues of epidemiology or
laboratory support, training courses, and then, in many
instances, with financial support as well.

So I am pleased to report that the Chairman's
number is a little bit low, it is 157 at this stage,
countries that we work with, providing either technical
and/or financial support to those countries.

Now, within countries the attitude towards
non-governmental organizations varies considerably.
There are some regimes in the world--and I would prefer
not to specify--where non-governmental organizatidns

are not apprcved of, they represent alternative
potential sources or foci for political opposition and
they are not allowed to exist. But usually even in
those countries religious orders of various kinds are
allowed to function, and often they assume an important

role in providing care.
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Overall the major effort in most countries is
national government supported with international
resources. In some of the countries there is an
extensive non-governmental response as well, and some
of the most creative things that are being done,
particularly in the area of community based care, are
being done by non-governmental organization, which for
us, in our jargon, includes everything from the
established church all the way through to a private
voluntary organization. We call them all
non-governmental. It is very variable, but as I said,
the strength of a national program is in many instances
directly related to how much the non-governmental
sector, the community, is responding. Where they
respond it is a strong program. Where they don't
respond it is too often a national capital declaration
based program as opposed to a program that is reaching
people with information and support.

CHAIRMAN OSBORN: Dr. Konigsberg?

COMMISSIONER KONIGSBERG: Dr. Mann, what
would you recommend to this Commission and to the

United States Government as far as what additional
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that our government should play, and particularly with
respect to international cooperation and leadership?
Could you elaborate a little bit beyond the drug abuse
issue that you mentioned?

DR. MANN: Thank you very much for the
guestion.

The role of the United States I would hope
would be considered, again, not in terms of the status
quo, not in terms of what has been, but in terms of
what is needed and what might be appropriate. I think
that there are tremendous opportunities for the United
States in terms of learning from many different
countries about approaches that have been used. I am
more and more impressed with my opportunity to visit
different countries and speak with people involved with
AIDS at how similar some of the challenges really are.

I think we really sometimes are blinded a
little bit by the resource availability to confuse
resource availability with creativity, and a lot of the
real heart of AIDS prevention and control is going to
be heart. .-In other words, it is going to be will, it

is going to be attitudes in society. And, of course,
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you need resources, but resources can’'t buy you AIDS
prevention and control. There has to be the social and
political commitment.

So when you see, for example, a community
based program developing in Zambia or Uganda, I really
believe that there are potentially some things to
learn, just as they can learn from the so-called San
Francisco model, perhaps. There are opportunities that
need to be strengthened. I think there is a lot to
gain in this regard.

Secondly, I think the guestion of
responsibility--and, or course, here I do speak as a
representative of the World Health Organization,
although I am a U.S. citizen--that the U.S. is looked
to, as I mentioned in my remarks--so much for help and
so much for help in times of need, and the generosity
of the United States and of the citizen in the street
to an appeal to help an earthquake or to help a tidal
wave 1is so overwhelming, resources can be mobilized so
quickly and at such a level for an immediate tragedy,
particularly when that tragedy has an individual human

face. One picture can sometimes catalyze this nation
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into international action, and yet the challenge here
is sustained international action. It is not a tidal
wave. It is a wave that is growing, that threatens to
be a tidal wave.

And our action in that regard is a little bit
more difficult to mobilize, but I would help the U.S.
would feel tremendous responsibility to help deal with

a problem which in itself is so deeply engaged in

dealing with., It is not just helping the others, it is

really also helping one’s self.

Now, in terms of actual amounts, the U.S.
contribution to the Global Program on AIDS in 1989 is
$25.5 million, representing just shy of 30 percent of
our budget. In 1990 we anticipate that that relative
proportion and absolute proportion will decrease. We
are anticipating approximately $21 million of
resources, which will be about 20 percent of our
overall budget.

The support to the Global Program on AIDS is
not the only way to support global AIDS. It is one of

the key elements, but it is not the only investment.

What has to increase at the same time is support to the
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Global Program for the work we do, but also bilateral
support to the countries directly between the United
States and the involved country.

You see, WHO helps the government of Uganda
develop its national AIDS plan, and once there is a
plan there is something to invest in, there is
something that can be monitored, there is something
that one can actually see as a national AIDS plan and
program. At that point the U.S. Government’s
generosity is critical, not through WHO, but directly
to the country, itself. So in both areas, to WHO and
to the governments, themselves, additional resources
are going to be needed.

If you ask me how much will it cost, I don’t
know yet. We are in the process of learning how much
the national AIDS programs costs, but I can tell you
that we estimate the overall international support for
developing countries in fighting AIDS in 1989 is
somewhere between $250 million and'SBOO million total,
including all the support to WHO, and that, as you well
know, is much less than is spent in individual states

in the United States to deal with AIDS in 1989.
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I think that we have got to try to close that
gap, although I can’t yet put a price tag on the total
cost. The U.S. has the potential to play an
extraordinary leadership role that will bring the
United States involvement into the public health vision
of the future, or the United States can play a more
peripheral role. The choice is really very clear.

CHAIRMAN OSBORN: Mr. Goldman.

COMMISSIONER GOLDMAN: Thank you. Speaking
of attitudes of society, I know the World Health
Organization and your office has often pointed out that
immigration restrictions cannot prevent the spread of
HIV disease. I was wondering if you would tell us what
the response of the rest of the world has been to that
clear understanding and the effect of that on
international collaboration?

DR. MANN: We believe, as you say--and what
we have seen is in essence there are three groups to
consider, there is the immigrant, there is the
long-term resident or student, and there is the
traveler, the more casual traveler. Thus far we have

been very successful on some aspects of the casual
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traveler. There is only one country in the world still
today that requires an AIDS certificate, that is an HIV
test certificate, in order to enter that country as a
casual traveler, and that’'s the frequently visited
country of Iraq.

Every other country in the world has avoided
taking that step. There are now, however, a number of
initiatives, some of which involve the United States,
that would restrict even the short-term travel, the
tourist travel, the business travel potentially of HIV
infected people or people with AIDS. Fortunately, this
has not yet really become a ground swell. There are a
few countries that have done this.

When a country like the United States passes
a law it has tremendous international impact, becausé
those people that are friends of the United States, if
I may say so, see this as evidence of perhaps a policy
they should follow, and those people who are not
friends of the United States, use it to document or to
claim that the United States discriminates, and then in
a strange manner of reasoning, then whyhshouldn’t they.

And so your position, the role that you play,
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the policy leadership of the United States is really
quite important. And here I think we have been only
partially successful. I think overall international
colléboration has survived what has happened so far in
the way of restrictions to travel, but I can tell you
that every year we have to fight at the World Health
Assembly to prevent measures that would require that on
your_certificate that currently has yellow fever and
cholera, that there would also be an AIDS test
requirement. The wastefulness of that, the
inefficiency of that, and the illogic.of that approach
unfortunately is not sufficient for some people to
counterbalance what I have to describe as the political
expediency and attractiveness. Building walls remains
a very attractive idea in most people’s minds, even if
building a wall creates more danger than it does help.

CHAIRMAN OSBORN: Diane Ahrens. |

COMMISSIONER AHRENS: Thank you, Madam Chair.

Dr. Mann, in looking at areas of the world
where the United States may be exporting this disease,
I am wondering if there are any efforts underway to

address the prevention issue for, for instance, workers
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who come in to work in the United States and then
return to their homeland? Particularly I am thinking
of areas where the incidence is very high, of
Belleglade, perhaps, or some areas in the southwest of
this country. And do you have any suggestions for this
Commission as to how we might address this issue?

DR. MANN: Well, I can tell you that from the
othe; country’s viewpoint, in some instances people who
have been to the United States are considered a, quote,
"high risk group." We think that is quite unfortunate.
We think it is just as unfortunate as the United States
considering people coming from other countries to be
high risk, given the number of people already infected
in this country.

So that does create some problems for certain
kinds of migrant workers, not just in the Caribbean
region, but also, for example, Filipinos who come to
the United States and return to the Philippines. And
this is another element of this difficult issue of
pointing fingers.

Overall, while the United States probably did

play a role in unwittingly contributing to the spread
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of HIV infection, for example through the export of
blood products that were unknown to be infected,
nevertheless that’s history. And where we are now in
these countries, like India, Thailand, where the first
cases may well have been linked to the United States,
we are far beyond that stage. Now the prostitutes in
southeast India who are infected report haviﬁg sex with
Indian men, not with foreign men. And in Thailand the
problem long ago escaped from the narrow circle of
those people who had just had contact with Europe or
the United States where they may have initially
acquired infection.

So it is history, it is passed, and what we
have to do, I think, is to try to grow out of that
early stage where we saw fingers pointing in all
directions and intensify our willingness to not only
speak of solidarity but to pay the price of solidarity.
And that’s where the Commission or the U.S. Government
can do something. It is one thing to talk about
solidarity, it is another thing to consider what does
it mean.

I was very pleased that when I was in San
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Francisco a few weeks ago, just before the earthquake,
actually, speaking at the National AIDS Update, that I
said to the people there from San Francisco, and they
applauded-~I was really pleased, because I wasn't sure
how thef would react--I said, you can’t wait, you have
got to share what you have with the rest of the world.
You can’t wait until all the problems in San Ffancisco
are taken care of before you turn to the problems
outside this country. There is a responsibility to
give to people who have less, and there are lots of
people who have less and are dealing with the same
difficult problems.

So I think if you can help lead towards a
view of solidarity that isn’t just rhetoric but
actually involves commitment, then we are really
talking about progress in international relations that
will overcome a lot of that finger pointing, because
over time that kind of solidarity will be much stronger
than a newspaper report about someone coming back from
the United States and being infected with HIV.

CHAIRMAN OSBORN: Larry Kessler.

COMMISSIONER KESSLER: John, I have first a
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statement. I want to express, I think, for many, many
people around this table and across America our
gratitude for your consistent clarity and your strong
voice that I think has helped maintain a sane approach
to the global epidemic. S0 your leadership I think
really needs to be applauded and it is very deeply
appreciated.

I have two guestions, and the first one is on
that topic of leadership. As you have traveled around
the world, what do you see in terms of ministers of
health or governments, the local scene, as the most
helpful, based on your definition of leadership and
models that I guess we could look to as ways to perhaps
inspire some of our leaders to take action?

And my second question is the whole issue of
restrictions on government funds. As you know, here in
the United States some of our AIDS appropriation bills
and so on have come with restrictions, particularly
around needle exchange and safe sex information.

Are the dollars that are contributed to WHO
or to other AID programs restricted at all, or is there

something that we as the Commission can do to make sure
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that that doesn’'t occux?

DR. MANN: Thank you very much for your
statement. In terms of leadership, there are cléarly
many different styles of leadership. Coming right to
mind are, for example, Uganda where not only the
Minister of Health but the President of the country has
really made AIDS a national crusade of a kind, and he
is right to do so. The level of infection among
pregnant women in Kampala, the capital city, was 11
percent in 1985 and was 24 percent in 1988; 24 percent
of all the pregnant women infected with HIV.

The level of infection in the rural area of
the central highlands of Uganda, a rural district, is
12 percent overall in the population. So this is a
national-~-this must be a national crusade, and they
have taken that approach. That approach has involved a
good amount of courage. That has required going in
front of the international community and saying, we
have a tremendous problem with AIDS at a time when the
international community is still too ready to talk
about sexuality somewhere else in generally

stigmatizing terms. One of the things that I have
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learned from traveling around is that everybody
considers other people’'s sexuality to be rampant with
certain features that turn out to be rampant in one's
own culture if one is willing to look, whatever the
features are. It doesn’t matter, and they vary a great
deal.

So it took courage, and they have had that
courgge, and the response of the international
community has strengthened their willingness, because
millions of dollars have now gone into Uganda to
support their program.

Another kind of leadership is in Switzerland.
Now, Swiss leadership is more discrete, and Swiss
leadership has involved consistent support to the
development of programs in collaboration with the
non-governmental organizations in Switzerland. And the
Swiss have documented now changes in behavior of the
general population, not just in the groups that are
targeted by the education, but in the general
population regarding condom use, for example.

So this is a kind of leadership that is quiet

but very effective. That is maybe Swiss, also, very
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efficient but very quiet. And then there is the
example of France where the leadership on human rights
has been absolutely unbending and unyielding, where
they have refused to yield to some of the virulent and

sometimes racist statements by some of their own

. domestic politicians--the name of LePenn comes to

mind--in terms of attacks with threats, implying that
thosg foreigners represent the danger not only to the
essence of France but also as far as AIDS, that they
may carry AIDS. And they have resisted--the French
government has resisted under the leadership of
President Mitterand, and he has spoken clearly and
articulately in public meetings time and again about
the need to protect the rights and dignity of infected
people.

Well, these are different styles of
leadership, and I think what is common to them all is
that in the end the support is provided. That's the
bottom line. Either the support is provided to the
national AIDS program or it is not. Sometimes that is
declamatory and sometimes that’s quiet and efficient,

but the bottom line is whether the support is coming.
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And each country has to, of course, decide what style

of leadership it needs.

Persconally I am in favor ¢of the more visible

kind. There aren’t too many Switzerlands in the world

and most countries need a capacity to hear from the

highest source in the country not only the word "AIDS"

but some of the meanings of AIDS,

and to call upon all

sectors of society to not discriminate, to work

together, and to face a common challenge.

Next week or the week after there will be a

meeting in the Vatican, and what we hope--we do not

expect to be discussing issues of condoms in great

detail--but we do expect to be talking about

leadership, and we are looking for additional

leadership from the religions of the world, if not into

prevention, at least into care, because we are going to

be facing a tremendous increase in the

ill with AIDS and HIV-related dise
next few years, and every religion
vocation in the care of people who
say that some of the statements by

Catholic Pontiff, as well as other

ases

has

are

the

number of people
worldwide in the
at least a

ill. And I must

Pope, the Roman

religious leaders,
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while perhaps not totally satisfying to our public
health spirit of preventicon, at least have been
absolutely extraordinary statements of human soclidarity
in the face of established disease, and we need that as
we also need prevention.

In terms of restrictions, no, the resources
that we receive from the U.S. Government we spend

according to a budget and a plan which we present, and

~this includes the capacity to help a country develop

its own national program and the country decides itself
what words to use.

CHAIRMAN OSBORN: Dr. Rogers.

COMMISSIONER ROGERS: Dr. Mann, we are
enormously in your debt for not only being with us but
being the leader you have been. Larry kind of stole my
thunder, but I did want to thank you for your
consistency, yvour clarity, the wonderful set of values
you have portrayed in terms of championing the rights
of those who are infected. And I have learned
enormously from you being here. I think all the
nations of the world are in your debt and we are lucky

that we have your. Thank you so much for being with
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us.
DR. MANN: Thank you very much.
CHAIRMAN OSBORN: Thank you very much on
behalf of all of the commissioners, John.

We are very pleased again--this is a wonderful
morning in terms of the honor we are paid--to have
Charles J. Carman, President of thg World Federation of
Hemophilia, Montreal, to join us and make some remarks.

I think his testimony is in the packet that
is before you for the commissioners to look to later

for reinforcement or to follow it.




MILLER REPORTING COQ., INC.

507 C Streer, N.E.
Washington, D.C. 20002
(202) 546-6666

42
STATEMENT OF CHARLES J. CARMAN
WORLD FEDERATION QOF HEMOPHILIA, MONTREAL

MR. CARMAN: I would like to thank the
National AIDS Commission for asking me to testify
before you today. My name is Charles Carman. I am the
President of the World Federation of Hemophilia. I
have hemophilia.

_It would be useful to tell you something about the
World Federation of Hemophilia. The WFH was founded in
1963 for the purpose of advocating comprehensive
medical care for persons with hemophilia. It is
dedicated to influencing providers of health care
worldwide so as to bring this care to as many persons
with hemophilia as possible, wherever they live. To
date 68 countries have national hemophilia associations
that are members of the Federation.

The WFH constituency consists of persons with
hemophilia, their families, physicians and scientists
treating the disorder, and the blood industry, both
public and private, that provides the coagulation
products that are essential to the care and maintenance

of hemophilia.
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Our national members represent the global
spectrum from the industrial, economically wealthy
nations of the world to developing countries in the
Third World. The Federation is thus dedicated to
improving the quality of care of persons with
hemophilia and related bleeding disorders.

Hemophilia is a bleeding disorder in which
the gffected person is missing active blocod coagulation
protein. About two decades ago .scientific
breakthroughs led to the separation of these proteins,
known as Factor VIII and Factor IX, from human plasma.
The key to a quality of life is an adequate supply of
safe Factor VIII and Factor IX coagulation products at
affordable prices to persons wherever they live around
the world. The ultimate aim is that persons with
hemophilia should be productive members of society and
not restricted in school, work or life activity because
of the bleeding episodes.

The appearance of the human immunodeficiency
virus, HIV, has had aﬁ enormous impact upon health care
delivery for hemophilia patients. The spread of HIV

infection among persons with hemophilia through
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contaminated blood components and blood products has
had devastating medical, social and economic effects.
The dimensions of these still remain unmeasurable. At
least 75 percent of heavily treated persons with
classic hemophilia are infected with HIV. Older
persons who probably sero-converted before 1983 seem to
be at the greatest risk for development of AIDS. The
curve of progression to AIDS is open-ended, thus their
life is continually faced--even though they may be
asymptomatic at this time--with the potential onslaught
of this disease into £heir lives.

Wives and sexual partners of persons with
hemophilia have shown.an anti-HIV seroprevalence range
of 10 to 20 percent. Again, a second tragedy to this
among our community then is that the disease is now one
in which it is not contained to the person himself who
was born with a genetic disorder, but he must be
conscious of those he is most intimate with. No
transmission to household or casual contacts has been
documented. Infected persons with hemophilia thus have
two coexisting, chronic illnesses, both demanding

comprehensive and continuing care.
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As of the end of 1988 when our WFH statistics
were put in place, there were 895 persons with
hemophilia with AIDS reported in the United States, 308
in Europe, 220 in the Americas, 23 in the Western
Pacific, but very small reported numbers from Southeast
Asia, Africa and the Eastern Mediterranean, mainly
because of record keeping processes and very few
patients even reported in those areas for other health
care record keeping problems. Fatality figures for
persons infected with hemophilia are about 50 percent.

HIV infection is not only a tragedy for the
person with hemophilia, but for the family and for the
extended family. The HIV antibody positive hemophiliac
suffers from terrible psychological trauma which may be
intensified by the effects of the HIV infection,
itself, upon the nervous system with subtle
intellectual and memory changes. The medical problems
associated with HIV infection represent a spectrum of
complications that increase as time progresses. In
terms of the family, the HIV positive hemophiliac is
now recognized as having these two life threatening

conditions and it is threatening to disrupt the very
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fiber of the family, itself.

An emotional impact upon the family not only
comes from the disease, but from the social stigma
which may be attached to the HIV positive person, and
from the unwarfanted victimization which can occur from
that stigmatization. The degree of association of AIDS
with hemophilia differs for different cultures in
different regions of the world. However, the stigma in
many parts of the world has more intense pressures upon
it, aslit varies from one part of the hemisphere to the
other.

One of the consequences is an increased
request by a number of female family members requesting
carrier detection. The possibility of a hemophiliac
child has always been a concern to the women in a
family with a history and a presence of hemophilia.

Now to this already troublesome burden has been added
the association of hemophilia with AIDS, thus carrier
detection for the purpose of making decisions is now
compounded, the detection is difficult, time consuming,
and has significant medico-legal overtones.

Perhaps the most difficult and saddest
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experience -for the family, however, is to observe their
hemophiliac son, brother, husband or father dying from
AIDS due to no action on his own part and to see him
develop complications that cannot be treated
effectively. At that time the patient requires skilled
nursing care and continued emotional support as his
condition detericrates. Delivery of health and
emctional care to the person with heﬁophilia and to his
family has been enormously affected by HIV illness, and
it has been an area that the World Federation of
Hemophilia has dedicated much of its resource to trying
to counter. Central to this entire issue is the need
for skilled, compassionate and sensitive counseling for
the entire family network.

In 1983 the WFH took its first stand with
regard to hemophilia and HIV and AIDS. The World
Hemophilia AIDS Center Became operational under the
auspices of the World Federation of Hemophilia and in
association with the Orthopaedic Hospital of Los
Angeles. Alsc, in 1987 the WFH formed its Committee
for Education on AIDS. The goals of the WFH Aids

Education Committee were two-fold; one, to assist
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people with hemophilia and their families in living
with HIV and AIDS and to further prevent it's
transmission; two, to support health care professionals
in assisting people with hemophilia and their families
in living with AIDS and HIV and to assist in counseling
them in the prevention of further transmission.

In 1989 the WFH and the Global Program for
AIDS.of the World Health Organization are collaborating
in the cosponscoring of an educational workshop that
will be given in developing countries on hemophilia and
HIV. The project of this collaborative effort has two
goals. One is the development of educational materials
that will be adaptedlto different cultures for
professionals and people with hemophilia within that
culture. Number two, the establishment of
international workshops in developing countries for
health care professionals and for people with
hemophilia. I might add that the strength will be to
utilize the experience that has been developed in the
developed countries and adapt these to the developing
nations. The pilot country for this project is Chile.

New processes to inactivate viruses in blood
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products have improved the safety of Factors VIII and
IX. However, the more purified products have
contributed to worldwide shortages of these vital
products. The collection of donated blood in the
preparation of coagulation factor concentrates,
endeavors upon which persons with.hemophilia are
totally dependent, as we have mentioned, have been
affected by the spectrum of HIV. A new era has thus
begun with all aspects of transfusion procedures, blood
collection, transfusion medicine and the production of
coagulation blood components.

For example, in the United States it was
estimated that supplies of Factor VIII concentrates
were reduced by 60 percent in 1988 as compared with
1987. 1In the United Kingdom, where 60 percent of the
Factor VIII products are imported, major steps have
been taken to increase plasma supplies and to develop a
new blood products laboratory at Elstree in
Hertsfordshire. In Australia, where production was
never more than 65 percent of the requirements needed,

treatment of plasma products has further reduced the

production-to-need ratio.











































































































































































































































































































































































































































































































































































































































































































































































































































