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THE WHITE HOUSE

WASHINGTON

October 20, 1993

Mr. Maja Joles Jedrak
67-05 Exeter Street
Forest Hills, New York

Dear Mr. Jedrak:

Thank you for sharing your views on immunology with me. As you
know, the Office of National AIDS Policy was created out of the
commitment of the President to take positive steps to stop the
HIV/AIDS epidemic. As National AIDS Policy Coordinator, I, like
you, am devoted to finding a- Gyre, for AIDS as soon as possible.

I am also devoted to the development and implementation of
policies that will stop the spread of: HIV and provide adequate
care for those already infected.

Although you offer interesting insights on the human immune
system, we have found from our work in AIDS research, that there
is too little information on what makes some individuals immune
to some diseases. In the case of AIDS, because we have been
tracking the disease for such a relatively short time, we do not
have the natural history on the progression of the disease that
we need to determine whether everyone infected with HIV will
develop AIDS.

The National Institutes of Health (NIH), and in particular the
National Institute of Allergy and Infectious Diseases (NIAID) is
conducting research in various locations around the country to
find a cure through the most effective means possible.

Again, thank you for your interest and support.

Sincerely,

Kristine M. Gebbie, RN, MN
National AIDS Policy Coordinator

Prepared by: APO: CVelez: 202-690-5560: 10/20/93: b:\velez.lts\jedrak
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THE FUTURE OF

New research suggests HIV is
not a new virus but an old one
that grew deadly. Gan we
turn the process around?

BY GEOFFREY COWLEY

en years ago, Benjamin B. got what
might have been a death sentence. Hos- ‘
pitalized for colon surgery, the Austra-
lian retiree received a blood transfusion
tainted with the AIDS virus. That he’s
alive atall is remarkable,but that'sonly
half of the story. Unlike most long-term
HIV survivors, he has suffered nosymptoms and no
loss of immune function. He’sas healthy today ashe
was in 1983—and celebrating his 81st birthday.
Benjamin B. is just one of five patients who came to
the attention of Dr. Brett Tindall, an AIDS re-
searcher at the University of New South Wales, as
he was preparing a routine update on transfusion-
related HIV infections last year. All five were in-
fected by the same donor. And seven to 10 years
later, none has suffered any effects.

The donor turned out to be a gay man who had
contracted the virus during the late 1970s or early
'80s, then given blood at least 26 times before learn-
ing he was infected. After tracking him down, Tindall learned, to
hisamazement, thatthe man was just as healthy as the people whe
got hisblood.” Weknowthat HIV causes AIDS,” Tindall says."" We
also know that a few patients remain well for long periods, but
we've never known why. Is it the vitamins they take? Is it some
gene they have in common? This work suggests it has more to do
with the virus. I think we've found a harmless strain.”

He may also have found the viral equivalent of a fossil, a clue to
the origin, evolution and future of the AIDS epidemic. HIV may
not be anewand inherently deadly virus, as is commonlyassumed,
but an old one that has recently acquired deadly tendencies. In a
forthcoming book, Paul Ewald, an evolutionary biologist at Am-
herst College,argues that HIV may have infected people benignly
for decades, even centuries, before it started causing AIDS. He
traces its virulence to the social upheavals of the 19608 and "70s,
which not only sped its movement through populations but re-
warded it for reproducing more aggressively within the body.

The idea may sound radical, but #t's not just flashy speculation.

It reflects a growing awareness that parasites, like everything
else in nature, evolve by natural selection, changing their char-
acter to adapt to their environments. Besides transforming our
understanding of AIDS, the new view could yield bold strategies
for fighting it. Viruses can evolve tens of thousands of times
faster than plants or animals, and few evolve as fast as HIV.
Confronted by a drug or an immune reaction, the virus readily
mutates out of its range. A few researchers are now trying to
exploit that very talent, using drugs to force HIV to mutate until
it can no longer function. A Boston team, led by medical student
Yung-Kang Chow, made headlines last month by showing that
the technique works perfectly in a test tube. Human trials are
now in the works, but better drug treatment isn’t the only hope
rising from an evolutionary outlook. If rapid spread is what
turned HIV into a killer, then condoms and clean needles may
ultimately do more than prevent new infections. Used widely
enough, they mightdrive the AIDS virus toward the benign form
sighted in Australia.

NEWSWEEK : MARCH 22,1993 47
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THE WHITE HOUSE Quior &
WASHINGTON
October 20, 1993 i e e

The Honorable Nettie Mayersohn
Member of Assembly
The Assembly of the

State of New York
Legislative Office Building, Rm. 746
Albany, New York 12248

Dear Rep. Mayersohn:

This is a belated thank you for sharing the information related
to your "Baby AIDS" legislation with me. The issue that you
related to me, dealing with the need to provide adequate care for
babies that test positive for the HIV antibodies, is a very
complex one. Primary among my concerns on the issue is the need
to provide adequate health care for the mother and all members of
the family, in addition to providing for the wellbeing of the
baby.

The statement indicates that the needs of the child would be
better served by informing the mother of the serostatus of the
baby. Although I fully agree with you that the babies would be
better served by entering a training modality early if infected,
and by not being exposed to the virus if uninfected, the
statement brings to the forefront the critical need for adequate
pre-natal and post-natal care. According to the statistics from
the Centers for Disease Control and Prevention (CDC), over 75% of
the children born with HIV are African American or Hispanic. We
also know that the same figures apply to the cases among women.

I cite these statistics because what is not apparent is that the
number of AIDS cases among babies is directly traceable to the
lack of access to care in the populations at highest risk. 1In
conversations that I and my staff have had with care providers in
medically underserved areas, particularly in urban centers in the
Northeast, we have been told of the dire need for obstetricians
and gynecologists that can provide vital information to women at
risk and who can address the concerns you raised.

Although I see that your legislation will address the need to
inform the mother and allowing her to make an informed choice on
her and her babies healthcare, I believe that informed choice
does not fully benefit mothers and children living with HIV in
areas where health care is not readily accessible.



Page 2 - The Honorable Nettie Mayersohn

As National AIDS Policy Coordinator, I am committed to finding
ways to stop the epidemic. The most important issue that we must
all address is the need to provide adequate and affordable health
care for all Americans. The President’s Health Care Reform Plan
is intended to accomplish this. I see this as an essential first
step to fulfill the health care needs of babies who test positive
for HIV.

Again, I would like to thank you for sharing information on your
legislation with me. I hope that we can continue to exchange
ideas on the subject.

Sincerely,

Sl Pons B

Kristine M. Gebbie, RN, MN
National AIDS Policy Coordinator
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O Albany Office: Room 746, Legislative Office Building, Albany. NY 12248, (518) 455-4404
O District Office: 65-01 Fresh Meadow Lane, Flushing, NY 11365, (718) 463-1942

news from
assemblywoman

NETTIE MAYERSOHN

Date:

July 1993

"IT'S A BABY, NOT A STA "

Assembly Bill No. 6747 was introduced by me during the 1993 session
of the Legislature; it provides for the unblinding of test results
of newborns who have tested positive for the HIV virus. This
legislation brought me face to face with a condition that for me

was shocking and chilling and beyond belief. In fact, when the
issue was first raised in a conversation with the State Medical
Society, I did not believe the facts as they were related -- I was

sure that there was some missing link that would make the policy
more rational and less ruthless.

As you may know, babies in New York State are routinely tested at
the time of birth for the HIV virus; the purpose of the blind
testing program, initiated in 1987, is to track the epidemic.
Those infants =~- and the figures indicate that since 1987
approximately 7,500 infants have tested positive for the virus --
incredibly, those babies are sent home and their HIV status is
never disclosed to the parents. (In 1992 there were 1,900 babies
who tested positive.) My proposed 1legislation, Assembly Bill
No. 6747, would have required the Health Department to notify the
parents of the HIV status of their baby.

My involvement in this issue has introduced me to a whole new
definition of illogical rationalization. I have been lectured at
by countless people, who know with godlike certainty that by not
revealing the test results, they are acting in the best interests
of the mother. They assure me that the mother really did not want
to know her own status and telling her would be an invasion of her
privacy and her right not to know.

They completely dismiss the fact that there is now another human
life involved whose right to medical care -- and, indeed to life,
is being violated.

Interestingly, too, some of the same individuals who are demanding
that AIDS treatment be made available even before the FDA is ready
to approve such treatment -- were assuring me that it doesn't make
much difference if the HIV baby is treated six months or a year
later--when the disease becomes apparent.

But it does make a difference; 75% of the newborns who show up as
HIV positive at birth -- are not true HIV cases; they have the
mother's antibodies which their own bodies throw off in a matter of
months; if the mother is aware of the condition and exercises
caution, the babies can escape the virus. The fact is that when a
baby tests positive for the virus, it means the mother has the
virus -- and, under no circumstances, should she be breast feeding
that baby.

What do the New York State Health Department and the Centers for
Disease Control (CDC) say about breast feeding by HIV mothers: The
Department of Health has issued pamphlets recommending that if a
woman is known to be HIV infected, she should be warned about the
risks of HIV transmission through breast milk and informed not to
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breast feed. The Centers for Disease Control recommended in 1985
that because the HIV virus has been found in human breast milk and
because cases of HIV transmission through breast milk have been
documented, women who are HIV infected must not breast feed their
infants.

It has also been argued that since breast feeding would take place
before the mother had the information of the HIV status of her
baby, the information would not be relevant. Certainly we would
want that mother to have the information immediately and work is
now being done to speed up the process; nevertheless, it is not
likely that the virus will be transmitted in the first instance --
but there is no question that prolonged breast feeding increases
the risk.

And can you imagine the horror that mother will experience when one
year later she discovers that her baby has AIDS -- and that she
may, in fact, have needlessly transmitted the virus because she did
not have the information she needed to protect the infant.

I also heard a colleague argue at a meeting of the Assembly AIDS
Task Force that it would be unkind to notify the mother that the
baby is HIV positive because that would stigmatize that baby for
life; she/he would be labeled an HIV baby. Please understand that
delivering the message for the purpose of saving the infant's life
is essential -- and the sooner it is delivered, the better that
baby's chance for survival. In the past when dealing with sexually
transmitted diseases, we have been successful in protecting
confidentiality; we can certainly keep all the same safeguards in
place. 1In any event, any reasonable person would argue that the
baby's right to survive must be our first concern.

Now let's talk about the 25% of the newborns who do have the virus
and will develop full blown AIDS. Recent medical developments have
led the Centers for Disease Control and the N.Y.S. Department of
Health to conclude that early diagnosis of the infection is
essential in determining the course of treatment.

One of the major concerns in early HIV, is pneumonia associated
with the virus and doctors emphasize the importance of prophylaxis
treatment to protect the newborn from pneumonia or pneumocystis
carinii pneumonia (PCP). Mortality rates for these infants is high
-- the median survival time from the first episode is 1 to 4
months. Many of these early deaths can be prevented. Prophylaxis
treatment is available and involves administering antibacterial
medication before the onset of PCP. However, because it strikes so
early, the opportunity is lost if health care providers have no
idea of an infant's HIV status. CDC determined that PCP
prophylaxis is most effective when administered beginning at one
month of age for HIV exposed children.

Another reason for knowing an infant's status at birth or soon
thereafter is that HIV infants are subject to a different
immunization schedule. For example, you would not use the Sabin or
live polio vaccine since this puts the baby at risk for
superinfection by the polio virus.

HIV children also require a more aggressive approach to every day
childhood diseases which can be fatal because of their defective
immune system.

And I'd like to talk to the issue of the mother not wanting to
know. I have been repeatedly assured by well-meaning people that
if the mother really wanted to know, she would get herself tested.
Sounds logical -- but it isn't, of course. When any of us go even
for a routine physical examination, there is a sense of dread,
sometimes bordering on panic. It takes a certain kind of strength
to volunteer to go through testing, particularly when you have
reason to believe you have a serious illness -- and too many high
risk women do not have that kind of strength, and may, in fact, be
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in denial. In addition, I think it is also true that most
individuals will assume that the doctor would pick up on anything
that may be wrong and share that information with them. There is no
reason for a woman to believe her baby was diagnosed as carrying
the HIV virus, and that the hospital would permit them to go home
without telling the mother of the infant's condition;
unfortunately, the fact is that the doctor does not have the
information on the baby's HIV test and undoubtedly assured the
mother that "everything was fine."

During my discussions of this issue with individuals who work with
HIV cases, I found a sincere belief, particularly among public
health workers, that if only more money and more staff were
available to do more counseling, the problem would be cured.

Unfortunately, there is no evidence that counseling and voluntary
testing initiatives have been successful. I have available in my
file studies by the Health Department indicating that these
initiatives have, in fact, had little success. In the three month
period of time between January 1, 1992 and March 31, 1992, for
example, the Health Department study shows there were 268 infants
who tested positive through blind testing; of the 268 babies, only
68 were identified through the Department of Health initiatives.
And even among the 68 mothers who agreed to be tested and therefore
were identified as HIV positive, my conversation with the doctors
indicate that a majority of these mothers never came back for the
results -- and therefore we had no opportunity to put those babies
into treatment.

In conclusion, it must be obvious that once we undertook to do
testing of newborns, we cannot walk away from the results; we
cannot say: "Well, it's only for statistical purposes:; we have to
track the disease" -- and then deny those infants the care they
need. We cannot claim an invasion of the mother's privacy if we
attempt to get that child into treatment as quickly as possible --
and indeed in 75% of the cases to give those babies who are not
infected a chance at life.

Those babies, if they were able to give consent, would be pleading
for protection from the AIDS8 virus -- just as adult AIDS victims
are insisting on State of the Art medical treatment. We here, in
the State Legislature, have to make the determination that we stand
in the place of that infant -- and that our highest priority has to
be the life of that infant. The secret is out -- that the State of
New York has been using babies for statistical purposes -- but has
been denying tham treatment and the protection they need to save
their 1lives.

NOTE: THE ASSEMBLY HEALTH COMMITTEE ON JUNE 15, 1993 BY A VOTE OF
10 TO 9 VOTED TO HOLD THE BABY AIDS BILL PENDING A STUDY PANEL TO
BE CONVENED BY DR. DAVID ROGERS, CHAIRMAN, AIDS INSTITUTE ADVISORY.
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