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recommendations for prophylaxis and treatment extend to asymptomatic
infants, who are best identified by early routine screening.1!

Rather than viewing a diagnosis of HIV infection in the mother negatively, it
should be considered an opportunity for early evaluation of the mother for
treatment, prophylaxis, and counseling. Delays in treatment for either the
mother or the infant can no longer be considered acceptable for their health
and survival. Further, some infected infants may not become symptomatic for
years. If testing is linked to symptoms, additional pregnancies may occur,
placing an additional infant(s) at risk for HIV infection.

It is no longer possible to argue that routine newborn screening should not be
performed because treatment is not available. Both licensed and experimental
therapy are available for all children. Zidovudine has been approved by the
FDA for use in children since 1990.14 Recommendations for antibiotic
prophylaxis for pneumocystis carinii have been in effect for several years and
have recently been amended to included infants less than one year and with
CD4 counts less than 1500/mm3.11  Several clinical research studies require
that infants be enrolled at birth for therapeutic interventions which have the
potential of preventing HIV infection, such as passive antibody therapy and
active immunization. Studies requiring the enrollment of newborn infants born
to HIV infected mothers can only be successfully completed in a timely
manner if adequate numbers of infants are rapidly enrolled. This can be
achieved by routine newborn screening.

It is unreasonable to delay routine newborn screening until all health care and
social services are in place. The public health response to contemporary
epidemics has rarely included anticipatory provision of adequate health care
and psycho social resources. In fact, the inability to document the number of
HIV infected infants has resulted in delays in providing adequate health care.
The calculated numbers of HIV infected infants based on CDC surveys of
pregnant women indicates that there should be approximately 2000 newly
HIV infected infants diagnosed each year.15 Although the actual number has
not been documented, since routine newborn screening is not being performed,
it is generally agreed that significant numbers of HIV infected infants are not
recognized and therefore are not receiving recommended medical care.



4- The designation, "pediatric HIV infection', rather than, pediatric
AIDS should be routinely used. As early as 1983, suggestions were made
to alter the definition of AIDS in children.l® The CDC's definition of pediatric
AIDS was intended to be used for epidemiological purposes only and not to
direct treatment or medical care reimbursement. The definition was in place
prior to the discovery of HIV, and was necessary at that time to restrict the
inclusion of patients with vague or unclear features. The CDC has moved to a
broader definition of pediatric AIDS.8 In the interest of providing optimal
individual care, it seems appropriate to now move to a diagnosis based solely
on whether an infant is, or is not HIV infected, e.g. pediatric HIV infection.
Such terminology has traditionally been used for most infectious diseases and
permits the physician to determine, on an individual basis, when and what
treatments should be utilized. Classification of disease status, such as the
CDC classification, should be confined to specific epidemiologic studies and
clinical studies where staging of disease may provide guidelines for therapy.

5- Institute rapid evaluation of new therapies for life threatening
diseases in children. In spite of the recognition of the tragic delay in the
approval of Zidovudine for infants and children ( 3 years following the approval
for HIV infected adults), there continues to be a lag in drug and vaccine
evaluation for children. Dr. Samuel Katz, speaking at the VIIIth International
AIDS meeting in Amsterdam, pointed out the paradox, that in spite of the fact
that children have been the historical recipients of experimental vaccines
which have proven to be efficacious for both adults and children, all AIDS
vaccine candidates at that time were being evaluated in adults. There is no
single reason for this delay. Difficulties in performing studies in children, a
pharmaceutical market too small to be of economic interest to the
manufacturer and potential liability, have all been given as major
impediments.

The HIV epidemic has highlighted many of the difficulties in drug development
for life threatening diseases. Currently there is no requirement that a
pharmaceutical or biotechnology company perform pharmacokinetic and




safety studies children. Early access to drugs for life threatening diseases is
needed and will require rules and/or legislation for implementation. Recently,
the FDA has provided new rulings to encourage pharmaceutical companies to
perform studies in children with life threatening diseases by offering extended
label claims based on adult efficacy, provided that acceptable
pharmacokinetic and safety studies are performed in infants and children. This
might result in earlier availability of drugs to children but, as there is still no
requirement to perform these studies in children, delays are likely to continue.
New incentives must be developed to encourage earlier drug evaluation in
children. The pediatric community must insist that these issues be addressed
if safe and efficacious drugs are to be made equally available to children and
adults.

6- Educational efforts to prevent HIV infection must explore methods
for inducing behavior modification rather than simply providing
factual information. Prevention of HIV infection should be considered the
highest priority over the next decade. None of the currently available drugs
controls or cures HIV infection and it is likely that an effective vaccine will not
be available for at least a decade. Therefore, effective education must be
introduced at all levels. Children often receive confusing messages concerning
sexual behavior and risk of HIV infection. Although factual information may be
presented through home and school education, the plea for responsible
behavior is often countered by multimedia exposure to messages of
unprotected sex, multiple sexual partners, sexual partners with unknown
medical histories and the lack of any consequences for engaging in high risk
sexual behavior. Except for selected groups, education has not yet had a
pronounced effect on teenage sexual behavior.

Summary

The next decade of research and health care in pediatric HIV infection must
resolve critical issues. It will be necessary to probe deeply to examine what we
now know, identify what we need to know, find ways to solve the issues that
confront us and how to best achieve the solutions in a timely manner. I have
identified six priorities of major importance. There are others, and there will be
new ones. Each issue is complex, but each one must be faced with the hope




that solutions will be found. After 10 years, HIV infection is at risk of
becoming institutionalized, bringing with it an acceptance of the issues as
inherent to the disease. The patients look to the medical profession and
scientific community to provide hope. But there are also significant
educational, psychological, social and public health issues which must be
resolved. The first decade of AIDS consisted of recognition, diagnosis and early
treatment. If we are to bring hope to our children and their parents, the next
decade must consist of prevention and therapeutic control of HIV and its
complications.
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For your interest:

The attached reflects some of the issues involved in obtaining health
insurance. In 1992 I left Genentech, a biotechnology company, where
complete health insurance was provided. The acceptance of the position of
chairman of the Health Advisory Board of the Pediatric AIDS Foundation
was contingent on my being able to obtain adequate replacement health
insurance. Because of age (56) and a pre-existing condition (controlled
hypertension), this proved difficult. After working with many individuals I
was finally able to obtain insurance, but at a cost of $7264/year and a $2000
family deductible per year. There was also a one year exclusion for my
cardiovascular complications. This covered myself and my wife. After one
year, and no claims for reimbursement, I received the notice of premium
increase to $9088/year (25% increase).

I have spoken to several friends, similar in age, and in similar professions
who, because they are not part of a group, have incurred similar high
premiums and deductibles.
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0004024452-M
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PEDIATRIC AIDS FOUNDATION
10866 WILSHIRE BLVD 10TH FLOOR
LOS ANGELES CA 90024
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Policy/Certificate: 000L4024452-M
ARTHUR J AMMANN
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Oear Mir. AMMANN

Effective 68/01/1993, your current premum of S 1,816.11 will increase to: § 2,272.53
<QUAR§:!ERLYV/ This new premium is guaranteed for 12 months., which is based upon the above
adare Nd the coverage currently in force.

In order to reduee Qverall premium, you have the option to increase your current Deductible
- Ms will also increase the maximum amount you might spend out—of-
pocket These =“are the costs you initially pay that your insurance does not cover. Please
complete and return the enclosed form if you wish to increase your deductible.

| realize the premium increase adds to your financial burden. | would also like to assure you that
TIME Insurance Company is making every effort to help control these rising costs. ‘We urge you
to read the enciosed brochure about health insurance. The brochure explains why health care costs
and premiums are rising, what we are doing and what you can do.

I would like to take this opportunity to thank you for being a valued customer of TIME Insurance
Company. Please feel free to contact our Individual Policyholder Service Desk at (414) 299-8311,
or your TIME Representative, with any questions you may have.

Sincerely,

Spencer N. Smith, Vice President
Health Administration







THE WHITE HOUSE

WASHINGTON

August 2, 1993

Ms. Georgene Hadley
8406 White Road
Orlando, Florida 32818

Dear Ms. Hadley:

Your request for the HIV/AIDS information has been forwarded to
the National AIDS Clearinghouse, which will send you a catalog
describing the posters and brochures that they have available in
bulk or individually. For you further information, the number
for the Clearinghouse is 1-800-458-5231. In addition, I suggest
you contact the office listed below for any State-specific
materials which may be available:

Florida Department of Health and Rehabilitative Services
HIV/AIDS Office

1317 Winewood Boulevard

Tallahassee, Florida 32399-0700

As we continue our fight against this disease, individuals such
as you are an essential part of the effort to get accurate,
unbiased information to as many people as possible.

Best wishes in your efforts.

Sincerely,

BN / P v L W

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






































































































































































Women/AIDS - 1 hour doc.

A B C D
1 NO. RATE TOTAL
2 _|Producing Staff
3 |Producer/Director 1@ $2,400 per month x 12 mths. $2,888
4 |Associate Producer 1@ |$1,800 per month x 12 mths. $21,600
S |Writer Flat Fee $8,000
6 |Researcher 1@ [$1,400 per month x 6mths. $8,400
7 Sub total $40,888
8
9 |Production Personnel
1 0 |Camera/Production manager|1 @ |$400/day x 45 days $18,000
1 1 |Soundperson 1@ |$150/day x 45 days $6,750
12 |P.A. 1@ $375/wk x 20 weeks $7,500
13 Sub total $32,250
1 4 |Production Expenses
1 S |Equipment rental -
1 6 |Sony BVW 300 Betacam 45 day{@ $500 per day $22,500
1 7 |Fluid head w/tripod, hi-hat |45 dayy@® $80 per day $3,600
1 8 |Lights, power belts 45 dayq @ $60 per day $2,700
19 |Sony wireless lavaliers Buy 2 |@ $1,500 each $3,000
2 0 |Van rental 45 dayy @ $75 per day $3,375
21 Sub total $35,175
22
2 3 |Stock & Lab expenses -
2 4 |Beta SP video stock 135 @ [$30 per tape $4,050
2 5 |3/4" windowdub transfers |135 @ |$20 per tape $2,700
2 6 |3/4" edit stock 60 @ |$15 per tape $660
27 Sub total $7,410
2 8 |Travel Expenses
2 9 |INY/Muskogee, OK, airfare |3 @ |$400 R/T each $1,200
3 O |Hotel 3@ |$75 per night x 3 $675
3 1 |Per diem 3@ $50day x 3 $450
3 2 |Car rental $75 per day x 3 $225
33
3 4 |NY/Washington, by car
3 S |Gas and tolls $55
3 6 |Hotel 3e $75 per night x 2 $450
3 7 |Per diem 3@ |$50dayx2 $300
38
3 9 |Taxi/subway fares $150 per month x 9 months $1,350
40
41 Sub total $3,900
42
4 3 |Post Production
4 4 |13/4" A/8 roll edit system |40 days|@® $95S per day (35 per hour) $3,800
45 |On-line 1" edit system 5 days |@ $1,600 per day (200 per hour) $8,000
4 6 |Music - original score $5,000
4 7 |Acquisition of additional footage from chat-shows $5,000
48 |Sub_total $21,800

Page 1 COMPLETE BUDGET








































THE WHITE HOUSE

WASHINGTON

August 2, 1993

Mr. Victor Popp
113 Nokomis Road
Hingham, Massachusetts 02043

Dear Mr. Popp:

Thank you for writing, and for sharing your work on HIV
prevention education. I agree that humor can be a useful tool in
an educational program. Many State and local HIV education
programs prepare materials and might be interested in your
contributions. I suggest you contact the Massachusetts
Department of Public Health AIDS Bureau, as a starting point.

Best wishes in your continuing efforts to help in combatting this
epidemic.

Sincerely,

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













Clinton Presidential Records
Digital Records Marker

This 1s not a presidential record. This is used as an administrative
marker by the William J. Clinton Presidential Library Staff.

This marker identifies the place of a publication.

Publications have not been scanned in their entirety for the purpose
of digitization. To see the full publication please search online or
visit the Chinton Presidential Library's Research Room.









