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Council Members Present: Dr. R. Scott Hitt,
Ms. Mary Boland, Mr. Nicholas Bollman, Mr
Mr. Edward Gould, Ms. Phyllis Greenberger,
Landau, Dr. Alexandra Mary Levine, Mr. Ste
Robinson, Ms. Debbie Runions, Mr. Benjami
The Honorable Charles Quincy Troupe, Dr. E

Opening Remarks

Ms. Patricia S. Fleming, Director, Office of N
welcomed the Presidential Advisory Council «
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Dr. Hitt called attention to a summary of rest
Council members and other key persons conc
common themes and constitute a starting poir
members would meet later in the day to draft
presented to President Clinton. The day's age
several key government officials, who would
Council members.

Ms. Fleming

Ms. Fleming noted that the Clinton Administi
HIV/AIDS epidemic, with afocus on three gt
vaccine; (2) creative and forward-thinking pre
the-art treatment and care for persons living v
the Office of AIDS Research (OAR) and mak
State and local governments and private orga
specific communities (e.g., people of color ar
Opportunities for People with AIDS (HOPW.
Medicaid coverage of HIV-infected persons.

the Health Care Financing Administration (H
to use managed care for AIDS patients covert
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Robert L. Fogel isaChicago attorney wh
He plans to focus on AIDS education and
needle-exchange programs.

Debra Frazer-Howze is the President/CE
AIDS. Sheis concerned with self-help ini
community development.

Edward Gould is aformer banker who is
fundraiser, and community activist concerr
care services.

Phyllis Greenberger isasocia worker w
Advancement of Women's Health Researc
including gender-based biology and AIDS

Bob Hattoy is White House Liaison at the
living with AIDS. He believes that the Ad
against AIDS.
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Ms. Debbie Runionsisajournalist and c
concerned with easing bigotry and fear, pr
assume the role of leader in the fight again
Mr. Benjamin Schatz is an activist who i
Medical Association. He is concerned wit
workers, and the second wave of infection

Denise Stokesis a 26-year-old AIDS and
with HIV for 10 years. Sheis an advocate
care, such as the homeless and low-incom

Sandra Thurman is Director of the Task
formerly Executive Director of AIDS Atla

Charles Quincy TroupeisaMissouri Ste
pregnancy, STDs, and HIV/AIDS among |
education and prevention issues.

Bruce Weniger is aGovernment epidemir
He advocates practical applied research str
a preventive vaccine.



legidative proposals. Because paymentsto v
cut costs would be to decrease the number of

Mr. Chris Jennings, Special Assistant to the F
continued the discussion of the implications ¢
noted that the proposed $270 billion cut in M
out-of-pocket costs ($2,825 per beneficiary).
Republican proposals would be only 4.9 perc
compared with 7.1 percent for private sector |
safety net; from 1989 to 1994, private sector
while Medicaid increased from 9 to 14 percer
proposal to provide affordable health insuran
million people.

During discussion with the Council, the follov
Medicaid will pay for off-label uses of dru
medically necessary. HCFA plans to surve

support for such off-label uses.

Most children now €ligible for Medicaid b
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(AHCPR), which focuses on delivery and util
the development of practice guidelines. Prev
education programs to prevent STDs); the FL
supply); the Substance Abuse and Mental He:
prevention efforts directed at substance abuse
development of drugs effective against drug ¢
Task Force on AIDS Drug Development, the
vaccine devel opment efforts, and the Indian +

As an example of how these efforts cross age
AIDS Clinical Tria Group (ACTG) Protocol

transmission of HIV from a pregnant woman
counseling and testing all pregnant women, a
(HRSA), which administers the Ryan White |

In answer to questions from the Council, Dr.

The PHS can provide the best information
important, especialy in planning HIV prev

While getting drug companies to work tog
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Bureau of Health Resources Development, H
for AIDS, SAMHSA.

Dr. Goosby explained that his office coordine
has budgetary oversight of al DHHS AIDSk
next 1 to 2 years to incorporate information fi
and substance-abuse areas into community-be
as substance-abuse programs. These progran

Dr. Vadiserri said that current systemsto trai
programs are inadequate and that training anc
isworking with the Academy for Educational
community planning groups and technical ass
flexibility at the State and local levels and bet
proposing prevention partnership grants (PPC
substance-abuse funding.

Mr. Levi added that an increasing proportion
community planning and local programs will
prevention and education. After 2 to 3 years,
to cover STDs and tuberculosis.



Prevention Programsfor Minority Grot
of resources to develop culturally sensitive
populations. He stressed the need to discL
women and children. Ms. Fraser-Howze ¢
programs directed specifically at people of
organizations for all groups must be suppr
each other. Mr. Lew noted the need for as
populations, such as Asian Americans, Pac
responded that a needs assessment protocc
such populations (she can supply further ir
efforts could include al ethnic/racia grouy
epidemiology help the Council make recor

Needle-Exchange Programs. Asked whe
needle-exchange programs, Dr. Goosby re
restricted until the PHS Surgeon General ¢
the use of drugs by program participants o
immediate program environment. Howeve
their own resources to develop needle-exc
is attempting to keep alive the discussion ¢
perspective. For example, it has funded pc
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prioritized HIV as number 17 (malariawas nt
for fiscal years 1986 to 1996, Col. Rauch not:
in FY 1996. In the other years, Congress hac
request ("plus-ups'). The largest, $50.1 milli
start a Phase 111 trial of the gp160 vaccine, wl
research.

Col. Burke said that the DoD program focuse
applied basic research. This complements the
domestic needs, therapeutics, and basic resea
dollars are devoted to research on preventive
long-term DoD research program in Thailand

Col. Burke said that 50 percent of HIV-positi
and 5 to 6 percent are women. These person:
are reviewed by race/ethnicity and gender (re

Dr. Weniger expressed concern that the dowr
valuable program to lose itsinfrastructure. T
in anticipation of decreased budgets.
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Department of Housing and Urban Developrr

Mr. Fred Karnas, Jr., Director, Office of HIV
Development (HUD), said that the Administr:
advocates for safe, stable, decent, and afforde
HUD programs for this population are seriou
would reduce the total HUD budget by 46 pe
include the following:

Housing Opportunities for Persons with A
income persons with HIV/AIDS and their -
based grants to States and metropolitan are
millon) to localities and nonprofit organize
persons. Cuts being considered by Congre
program subject to rescission. (The next ¢
an amendment to HOPWA that restored tt

The Stewart B. McKinney Homeless Assi¢
homeless persons with disabilities, chronic
Housing Program's Permanent Housing fo
$900 million was awarded for these progre
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governments, and public accommodations (st
movie theaters).

Mr. Wodach said that part of the mission of tl
discrimination that still clearly existsin this ci
introduced two Division attorneys who have'
chooses cases on the basis of complaints, has
was denied to patients with HIV/AIDS (the ¢
damages); a case against a city that had revok
with AIDS; and one involving discrimination |
Other casesinvolve funera homes that reject
nursing homes that deny admission to AIDS |
won in an area (e.g., dental), the personsin th

Mr. Wodach aso noted that the Equal Emplo
actively dealing with discrimination in areas ¢
on what health planswill provide for AIDS p
area. A large percentage of the EEOC cases
involving persons with life-threatening illness

The following points were made during the di



Formulation of Report and Recommendat

Dr. Hitt discussed the draft opening statemen
severa Council members the previous evenin
circulated the draft for both minor and substa
ultimately became part of the final recommen
discussion. See the attachment for the final ©
President.

Dr. Hitt proposed a general outline of what tr
and discussed logistical issues. The meeting \
White House; the meeting resumed at 1:30 p.

Resear ch and Drug Development Panel

Food and Drug Administration

Mr. Levi, moderator of the afternoon session

Dr. Kessler discussed the dramatic changesr
expanded access to drugs being studied and ti
Mechanisms that will give people access to di
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Comypanies make decisions based on mark
and clinical trials are expensive. The Orpf
exclusivity. The Council suggested that V
pharmaceutical companies to work togeth

Some minority populations may be distrus
informed consent. There currently isno ir

Patients should have the cost of trial drugs
"standard of care." Drug costs might be pi

While some complementary therapies—su
under FDA jurisdiction, the FDA has madk
by not requiring manufacturing informatiol
consultants who can help drug developers.
was established to promote study of altern

The question about when 3TC will be avai
confidentia until the company announces i
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submit areport of its recommendations to the
single report early next year.

In response to questions from the Council, Di

The NIH has no authority over the DoD's.
mention of the House proposal to have NI
additional funds for this purpose. Theimg
funded in order to allow funding of DoD ¢
decisions be made by the peer review proc

Dr. Paul views the "single appropriation”
implementation of OAR's annual plan and
bill supports the OAR, it would discontint
would identify the total allocated for AID¢

The OAM (which, like OAR, iswithin the
persons promoting alternative therapies us
before the therapies can be part of clinical
of aternative therapies.
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Mr. Levi asked membersto call himor Mr. S
information. He added that the Council had r
for additional paperwork. He thanked the OA
Systems to organize the meeting.

In response to concern about the limited Coul
limited (about $150,000 per year), and she sL
collaborations with private nonprofit organiz:
fundraising would be premature, since the Cc
raises funds. Dr. Hitt will start by exploring |

The Council discussion focused on severa iss
mission. It was suggested that there be three
Research—as well as "point people” to coord
leadership, and public/private partnerships (fu
motion to establish these subcommittees was

Dr. Hitt asked that members fax him their firs
within 10 days and also to indicate whether tt
conference calls. He will then ask new Coun
balanced list of assgnments. Some members
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The subcommittees can flesh out their initi
should realize that there will be many chan
actually implementing them (e.g., the Coul

The subcommittees will report to each oth
and phone. The Council will respond as a

The next full meeting of the Council will k

As the meeting ended, Council members appl
them for accomplishing a great deal in a short



