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SUMMARY

The National Commission on Acquired Immune Deficiency Syndrome (AIDS) was
established under Public Law 100-607 for the purpose of promoting the development of a
national consensus on policy concerning AIDS and of studying and making
recommendations for a consistent national policy regarding AIDS and the human
immunodeficiency virus (HIV) epidgmic. |

In its first year, the Commission has sought to fulfill its statutory mandate through
public hearings, meetings, round table discussions, staff analyses, and interim reports, as well
as site visits throughout the nation. These forums have provided a foundation for decision-
making by providing an opportunity to consider expert tést:imony on the increasingly
complex policy issues related to HIV infection and AIDS, and by giving the Commission
occasion to interact with and learn from care providers and persons living with HIV
infection and AIDS in their own communities.

The Commission began its work at the close of a decade in which more than 120,000
persons in the United States had been diagnosed with AIDS and over 70,000 of them had -
died. It is estimated that approximately 1,000,000 persons in the United States are.infected
with HIV and will be confronted with premature illness. With the interval between
infection with HIV and onset of AIDS commonly up to ten years, at each inc.rement we as
a nation are assured that AIDS will continue to be a national concern into the Twenty-
first Century.

Confronted with the increasing human toll of the AIDS epidemic, the Commission

early in its tenure recognized the need to intensify national efforts to understand and meet

the needs of people living with HIV infection and AIDS. Accordingly, the Commission in




its work has endeavored to create broad public agreement on the magnitude, scope and
urgency of the HIV/AIDS epidemic and to inspire leadership at all levels of both the public
and érivate sectors to put in place effective, cooperative and non—discﬁnﬁnﬁtory systems and
resources required for prevention, comprehensive care, and research efforts necessary to

halt the epidemic.

Thus far, the Commission has conducted twelve days of full Commission hearings

covering HIV/AIDS related issues including health care, treatment, financing, research,
regional aspects of the epidemic, correctional facilities, the health care work force, and
executive and legislative branch initiatives including the National Drug Control Strategy and
the U.S. Bipartisan Commission on Comprehqnsiﬁ Health Care Report.

In addition to full Commission hearings, the Commission has established two working
groups to look at specific aspects of the epidemic. The Working Group on Federal, State,
and Local Responsibilities convened a hearing in St. Paul, Minnesota to examine the roles
of the local, state, and federal govermhgnts in the HIV/AIDS epidemic. The Working
Group submitted a report on these hearings to the full Commission in March 1990. In its
report, the Working Group found that a lack of clear definition of government roles and
intergovernmental partnerships have seriously hampered the nation’s response to the
epidemic., It recommended that an interagency cabinet-level federal task force be
established, 5 forceful, comprehensive national plan for responding to AIDS be developed
and that direct emergency relief be brovided to states' and localities.

The Working Group on Social/Human Issues has held meetings in Boston, Dallés,
and Seattle. Its work has focused primarily on the relationship between HIV testing and
early intervention, the range of services needed by those affected by the epidemic, and the
partnerships needed to deliver these services. A report from this group is expected in the

near future.




.

The Commission has visited many regions around the country in an attempt to gain
a better understanding of the diverse challenges confronting us in the HIV/AIDS epidemic. -
Such site visits have taken place in Washington, D.C., Los Angeles, New York City, Newark,
Jersey City, Dallas, Seattle, and Waycross, Macon, and Albany, Georgia. The Commission
has visited with persons living with AIDS and HIV infection, their families, loved ones and
care providers in such settings as an AIDS hospice, a veteran’s hospital, public hospitals,
shelters, a drug treatment program, a comprehensive hemophilia care center, clinics, a
correctional facility, community based organizations and private homes. To date, the
Commission has heard from as many as 500 individuals and organizations from over.50
cities.

Through interim reports, the Commission has brought urgent matters to the attention
of the President and the Congress. The Commission has issued three such reports. In
December, the first interim report of the Commission called attention to the need for frank
recognition of the crisis situation in many cities and the failure of the U.S. health care
system to appropriately confront the HIV/AIDS epidemic.

In April, the Commission’s second interim report called for a national plan with
clearly delineated responsibilities and agreement on the roles of federal, state and local”
government and the private sector. The Commission recommended that a federal
intéragency mechanism be established to coordinate a national plan. In the same report,
the Commission emphasized the need for federal disaster relief to help states and localities
most heavily impacted to provide the HIV prevention, treatment, care and support needed.

In August, the Commission in its third interim report called attention to the rapidly
increasing number of new AIDS cases diagnosed in rural communities across the country
and the desperate need for resources. In the area of research, the Commission expressed

growing concern over the need for clinical trials to be more encompassing, more readily
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accessible to all, easy to find, well managed and well coordinated. In addition, the
Commission urged that greater research efforts be targeted at new drugs and therapies for
the management of opportunistic infections, With regard to the health care work force, the
Commission addressed the shortage of health care providers capable and willing to care for
people living with HIV infection and AIDS. |

Through a series 6f resolutions adopted by the full Commission, the Commission has
been proactive in calling upon the Administration and the Congress to reassess some of our
existing policies. In the area of immigration, the Commission undertook a review of U.S.
immigration and visa policy in light of the 1987 vote by Congress that put HIV infection on
the list of dangerous contagious diseases denying entry to the United States. In its review,
the Commission found current U.S. immigration policy to be discriminatory.and Without
public health .rationale, and issued a r'eso.lution calling upon the Administration to conduct
a comprehensive review of immigration policies as they regard communicable diseases
focusing on public health needs. In issuing its resolution, the Commission held a
Washington press conference to define the issues and to alert polilcymakers to the
implications of the current policy. The Commission was joined by the American Bar
Association, the American Red Cross, the | National Council of La Raza, the World
Federatiop of Hemophilia, and the National Organizations Responding to AiDS. The
' Commission haé also expressed strong support for H.R. 4506, introduced by Representative
J. Roy Rowland, which would restore to the Public Health Service the aﬁthority to
designate diseases to be listed for purposes of barring entry to the Unitéd States.

In its statutory role of advising the Prcsident and the Congress, the Commission,
through hearings, site visits, consultations with Members of Congress and the President, and
testimony before Congressional committees, has played an active role in the policy debate

around issues such as the Americans with Disabilities Act (ADA), treatment on demand for
|

4




drug users, the funding of research programs involving the distribution of bleach, as wel_l
as legislative initiatives designed to provide critical resources needed to confront the
HIV/AIDS epidemic such as the Americans with Disabilities Act (ADA) and the Ryan
White Comprehensive AIDS Resources Emergency (CARE) Act of 1990. |

The Commission continues to monitor the recommendations of the Presidential
Commission on the HIV Epidemic issued in July 1988. The Commission has worked closely
with the National AIDS Program Office of the Public Health Service and other federal
agencies to assess the level of implementation of these recommendations.

Over the coming year, the Commission will continue to conduct its activities through
a variety of forums in Washington, D.C. and across the country. Many important and
complex issues remain. The role and responsibilities 6f the public health system, the impact
of the epidemic on the Africah American and Hispanic American communities, financing
and delivery of health care, prevention and education, and substance use are among the
issues to be given focused attention.

As the second decade of the epidemic begins, the challenges before us are many.
It is critical that the public health strategies of the 1990’s designed to meet these challenges

receive top priority at all levels of government and in the private sector.







CHRONOLOGY

PUBLIC HEARINGS, INITIATIVES AND STATEMENTS

August 3

August 17

September 6

September 18-19

September 19
September 26
November 2-3
November 7

December 5

December 12

Meeting

Meeting

Statement

Hearings

Statement
Statement
Hearings

Statement

1989

Selection of Chairman and Discussion of Future Direction
of the Commission - Washington, D.C.

Selection of Executive Director - Washington, D.C.

Support for Passage of the Americans with Disabilities

Act
Overview of the HIV Epidemic - Washington, D.C.

Support for Increase in AIDS Funding in the FY 90
Appropriations Bill

Support for the Goal of Treatment on Demand for
Drug Users

Health Care, Treatment, Finance and International
Aspects of the HIV Epidemic - Washington, D.C.

Support for Continued Funding of Research on
Effectiveness of Bleach Distribution

First Interim Report to President Bush and the Congress

Failure of U.S. Health Care System to Deal with HIV
Epidemic

Press Conference

Commission Resolution Calls for End to Discriminatory
Visa and Immigration Practices and Review of
ImmigrationPolicies Regarding Communicable Diseases,
Particularly HIV Infection - Washington, D.C.




1990

January 4-5 Working Group Hearing

Federal, State and Local Responsibilities. To Examine
the Roles and Responsibilities of Different Levels of
Government in Responding to the AIDS/HIV Epidemic -
St. Paul, Minnesota

January 24-26 Hearing and Site Visits

Regional Aspects of the HIV Epidemic in Southern
-California, Los Angeles Area Community Based
Organizations, Clinics, Hospice and Public Hospital -
Los Angeles, California '

February 15-16 Working Group Hearing

Social and Human Issues. To Examine the Relationship
of Early Intervention and HIV Testing and Psychosocial
Issues and HIV - Boston, Massachusetts

February 26-27 Site Visits 'To Look at Issues of HIV and AIDS Among the
Homeless, Drug Users and Hemophiliacs - New York
City, Newark, and Jersey City

March 6 Testimony  Chairman June E. Osborn, M.D. Testifies Before the
Task Force on Human Resources of the Committee of-
the Budget of the United States House of Representatives
on Meeting the Health Care Needs of People Living with

HIV and AIDS
March 6 Statement  Commission Endorses Principles and Objectives of
: Comprehensive AIDS Resources Emergency (CARE)
Act of 1990 - :
March 9 Letter Commission Writes President Bush Urging Him to

Resolve Visa - HIV Controversy Before International
Conferences In the United States in June and August

March 15-16 Hearings Review of Executive and Legislative Branch Initiatives,
: Including the National Drug Control Strategy and the
U.S. Bipartisan Commission on Comprehensive Health

Care Report - Washington, D.C.

March 15 ~Statement  Despite Debate Among Epidemiologists, HIV Epidemic
Will Have Greater Impact in 1990s than 1980s :




March 15

April 16-17

April 24

May 7-8

May 7

May 11

May 24

June 6

June 27

July 9-10

Working Group Summary Report on Federal, State, and Local
Responsibilities

Site Visits

Recommendations from January Meeting in St. Paul,
Minnesota on the Roles and Responsibilites of Different
Levels of Government

To Examine Issues Surrounding AIDS in Rural
Communities - Waycross, Albany and Macon, Georgia

Second Interim Report to Presulent Bush and the Congress

Hearings

Letters

Statement

Letter

Letters

Testimony

Leadership, Legislation and Regulation

Review of Current Research Activities, Particularly

‘Clinical Trials - Washington, D.C.

Commission Writes Senate Majority Leader, Senator
Mitchell, and Senate Minority Leader, Senator Dole,
Urging Senate Consideration of the Comprehensive AIDS
Resources Emergency (CARE) Act of 1990

Commission Endorses Principles and Objectives of AIDS
Prevention Act (H.R. 4470) and Medicaid AIDS and HIV
Amendments Act of 1990 (H.R. 4080)

Commission Writes Senator Kennedy and Senator Hatch
Underscoring Support for the Americans with Disabilities
Act, and Declaring the Amendment Concerning Food
Handlers Bad Public Health Policy.

Commission Writes the Speaker of the House,
Representative Thomas Foley, and the House Minority
Leader, Representative Robert Michel, Urging Congress
to Resist Attempts to Impose a Federal Mandate on
States for Name Reporting

Commissioner Donald S. Goldman Testifies Before the
Subcommittee on Health and the Environment of the
Committee on Energy and Commerce of the United
States House of Representatives Regarding Immigration
and Visa Policies, and the Rowland Bill (H.R. 4506)

Working Group Hearing

Social and Human Issues. To Examine the Relationship
of Early Intervention and HIV Testing from the Public
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July 17-19

July 30-31

August 16-17

August 21

Health Perspective, and the Range of Social and Human
Services Needed by People Affected by the HIV/AIDS
Epidemic - Dallas, Texas

Hearings Review of Current Health Care Personnel and Work
Force Issues - Washington, DC

Working Group Hearing and Site Visits

Social and Human Issues. To Examine the Range of
Social and Human Services Needed by People Affected
by the HIV/AIDS Epidemic, the Partnerships and
Coalitions Necessary to Provide These Services, and the
Social/Human Services Programs Established in the
Seattle-King County Region - Seattle, Washington

Site Visits and Hearings

HIV Infection and AIDS in Correctional Facilities -
New York ‘

Third Interim Report to President Bush and the Congress

Research, the Work Force and the HIV Epidemic in
Rural America '
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Hon. Louis w. Sulfivan, M.D.

EXECuTIvE DIRECTOR

Ma lreen B_}'mes

NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME

1730 K Street, N.W., Suite 815
Washington, D.C. 20006
(202) 254-5125 |FAX] 254-3060

Cdntact: Carlton Lee
(202) 254-5125

FOR IMMEDIATE RELEASE
September 6, 1989

STATEMENT OF SUPPORT FOR AMERICANS WITH DISABiLITIES ACT

We, the Members of the National Commission on Acquired Immune
Deficiency Syndrome (AIDS), strongly support passage of the Americans with
Disabilities Act, legislation which would implement the key recommendation
of the Premdentlal Commission on the Human Immunodefic1ency Virus
Epidemic.

People living with AIDS and HIV infection, and those regarded as
such, deserve the same discrimination protections as all people with
disabilities. Such protections from discrimination are not only necessary to
enhance the quality of life for people with AIDS and HIV infection, they are
-- as the Presidential Report and the Institute of Medicine have reported -
- the linchpin of our nation’s efforts to control the HIV epidemic.

Thousands of Americans who should seek voluntary counseling and
testing services and many who need life-prolonging medical treatment will not
come forward if they believe that doing so could result in the loss of their job
or lack of access to public accommodations. Legislation that is based not
only on compassion but sound public health principles is a must if we are to
reach and assist these individuals.

- We are extremely pleased that the majority of the United States
Senate and the White House have made a bipartisan commitment to enact
the Americans with Disabilities Act. We oppose any efforts to reduce the
scope of coverage of the present bill, particularly with respect to HIV, the
specific focus of this commission. The ADA will provide a clear and
comprehensive mandate to greatly extend discrimination protections for
people with disabilities. We are proud to endorse this landmark legislation.

i3




CHAIRMAN

June E. Osborn, M.D.

MEMBERS

Diane Ahrens

Scott Allen

Haon, Dick © hen;’_\'

Harlon L. Dalton, Esq.
Hon. Edward 1. Derwinski
Ennice Digz, MS. . M.PH.
Danald 5. Goldman, Esq.
Don C. Desarlais, Ph. D.

Larry Kessler

NaTioNAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME

1730 K Street, N.-W., Suite 815
Washington, D.C. 20006
(202) 254-5125 [FAX] 254-3060

Contact: ‘Thomas Brandt
202-472-9058
(Temporary number)

Press Release
September 13, 1989

COMMISSION HOLDS FIRST SUBSTANTIVE HEARING |

The National Commission on AIDS, an independent body created by
Congress to oversee the national effort against the AIDS epidemic, will hold
its first substantive hearing September 18 and 19 in Washington, D.C.

‘The new Commission, which took office on August 3, inéludes five

Charles Konigsherg, M0 mp. VOiNG Members appointed 'by the Senate, five voting members appointed by

Belinda Mason
David E. Regers, M.D.
Hon. 1. Roy Rowland, M.D.

Hon. Lowis W, Sullivan, M.D,

EXECUTIVE DIRECTOR

Maureen Byrnes

the House, two voting members appointed by the White House, along with
the Secretary of Defense, the Secretary of Health and Human Scr{ziées,' and
the Secretary of Veterans Affairs, who are non-voting members,

The new chairman of the Commission, June E. Osborn, M.D., said,
“I'm honored to serve on this CoMssion for which thére is no precedent in
terms of the blue ribbon expertise of its membership. It represents political
diversity, the Black, Hispanic and gay communitics, persons with AIDS, and
of course many of the nation’s top authorities on AIDS."

Dr. David Rogers, the new vice chairman, said, "With this important
meeting the Commission will begin laying its base. Our goal is not to re-
invent a national strategy for AIDS, which “;'as.produced by the former
Presidential Commission in 1988, but to focus our .'z.iuthority on select areas

- morg¢ -
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of greatest need."

The law establishing the Commission calls for it to create a national consensus on
major problem areas of the epidemic such as testing new drugs, financing of care and
treatment, civil rights, prevention, education and epidenﬁological issues, among others.

'The Monday, September 18 session will open at 9 a.m. in the Caucus Room of the
Cannon House Office Building, Capitol Hill, and will run until 5 p.m. |
At 10:30 a.m. Tuesday the Commission members will go to the Whitman-Walker Clinic,
1407 S St., NW for briefings on the various programs offered by this community based, non-
profit provider of AIDS and HIV .services in metropolitan Washington. (News media
interested in covering the site visit should go directly to Whitmén‘-Walker).

The Tuesday afternoon Commission meeting will begin at 1:30 p.m. and will be held
at the General Services Adniinistration Auditorium, 18th and F Streets, NW.

The Commission will hear from a variety of AIDS and HIV (human
immunodeficiency virus) experts. A panel of persons with AIDS will comment on the
problems they have seen in the national response to the epidemic. There will be a separate
discussion on the implementation of the nearly 600 recomméndations in the 1988 report
to President Reagan from the Presidential Commission on the HIV Epidemic, which was
chaired By Admiral J ameé Watkins.

The Commission will also review pending or proposed legislation or policy
recommendations affecting HIV or AIDS. | |

The Commission first convened on August 3 for an organizational session and
elected Dr. Osborn and Dr. Rogers as the chair and vice chair. A list of Commissioners,
and an agerida for Sept. 18 and 19, are enclosed.

# ###
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9:00 am.

9:15 am.

9:45 a.m.

11:00 a.m.
11:15 am.
11:45 a.m.
12:15 p.m.
1:30 pm.

2:00 p.m.

2:30 p.m.

3:45 p.m.
4:00 p.m.
5:00 p.m.

NATIONAL COMMISSION ON AIDS
AGENDA
SEPTEMBER 18-19, 1989

mber 1

Opening Remarks, June E. Osborn, M.D., Chairman
Mathilde Krim, Ph.D., American Foundation for AIDS Research
PWA (People With AIDS) Panel

Mr. Lou Katoff, Ph.D.

Mr. Dave Johnson

Ms. Amelia Williams

Mr. Willie Bettelyoun
BREAK
C. Everett Koop, M.D., Former U.S. Surgeon General
Jean McGuire, National Organizations Responding to AIDS (NORA)
LUNCH
Robert Newman, M.D., President and CEO, Beth Istael Medical Center
Jim Allen, M.D,, National AIDS Program Office (NAPO) |
Review of Recommendations by Presidential Commission on HIV Epidemic
Identification of Areas of Focus and Attention by the National Commission
Discussion of Format for Addressing Priorities (i.e. Working Groups)

BREAK

Discussion of Current Issues

'ADJOURN
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T mber 19, 1989
10:30 a.m. - Tour the Whitman Walker Clinic, 1407 S Street
12:00 pm. LUNCH

1:30 p.m. Presentation to Commission by General Services Administration General
Counsel '

2:30 pm.  Follow-up to Issues and Plans discussed on Monday, September 18th

Staff Briefing on Legislative Action and Commission Administrative
Business | |

330 pm. = ADJOURN
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NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME
1730 K Street, N.W., Suite 815
Washington, D.C, 20006
(202) 254-5125 [FAX] 254-3060

CHAIRMAN FOR IMMEDIATE RELEASE Contact: Thomas Brandt-
September 19, 1989 (202) 755-2446

June E. Osborn, M.D.

MEMBERS

STATEMENT ON THE FY ’90 APPROPRIATIONS

Diane Ahrens

Scott Allen

Hon. Dick Cheney We, the Members of the National Commission on Acquired Immune
- Deficiency Syndrome (AIDS), strongly support the increase in AIDS funding

endorsed by both Houses of Congress and the Administration. While we

Hon. Edward J. Derwinski believe that much work remains to secure adequate funding for the national

Eunice Diaz, M.5., M.PH. battle against AIDS, we also recognize the fiscal challenges facing the

Congress.

Harlon L. Dalton, Esg.

Donald S. Goldman, Esq.

Don C. Destarlais, Ph. D. We are particularly pleased that the Senate Committee on Appropriations has

Larry Kessler increased the total AIDS budget to accommodate humane and cost-effective
Chartes Konigsbers, .0 mp., PTOSTAmS designed to meet the burgeoning care needs resulting from the HIV
epidemic. The Congress made clear the priority it places on the health care
_ needs to provide access to lifesaving medical treatment to those who face
David E. Rogers, M.D. poverty and death is not only a compassionate response to the crisis but a
Hon. J. Roy Rowland, M.D. sound public health strategy for bringing the epidemic under control. The
most compelling incentive for individuals to step forward for HIV counseling
and testing is the availability of effective treatment and appropriate medical
care.

Belinda Mason

Han, Louis W. Sullivan, M.D.

FXECUTIVEDIRECTOR - The Commission is most invigorated by the task of advising both the

Maureen Byrnes Administration and the Congress. It is a responsibility that we accept with
' great determination. Given the gravity of the HIV epidemic, we are
fortunate to have an abundance of sound data on which to base our public
health policy decisions. With this in mind, we urge the Congress to be
deliberative in its policy-making processes and to resist fragmented
approaches to public policy via amendments to the FY *90 Appropriations

bill. = :

The National Commission on AIDS stands ready to review and comment on
proposals under consideration by the Congress for addressing the challenges
presented by the HIV epidemic.
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‘NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME
1730 K Street, N.W., Suite 815
Washington, D.C. 20006
(202) 254-5125 [FAX] 254-3060

CHAIRMAN

June E. Osborn, M.D. FOR IMMEDIATE RELEASE - Contact: Thomas Brandt

MEMBERS September 26, 1989 (202) 254-5125

Diane Ahrens

Scor Allen | .

Hon. Dick Chene STATEMENT OF SUPPORT FOR TREATMENT ON DEMAND
Y FOR DR E '

Harlon L. Datton, Esg.

Hon. Edward I. Derwinski

Eunice Diaz, M.5., MP H.

The new National Commission on AIDS strongly endorses the position
taken by the Presidential Commission on the HIV Epidemic in its report of
Don €. Desiarlais, Ph. D. June, 1988 recommending the goal of treatment on demand for all drug users
Larry Kessler who request it. '

Denald §. Gotdman, Esg.

Charles Konigsberg, M.D., M.P.H. . . . Cege . . ' :
o The Presidential Commission’s position is articulated in the following

Belinda Mason “statement found on page 95 of the report:

David £ Rogers, M.D.

Hon. J. Roy Rowland, M.D. . . :

g ' "The Commission believes it is imperative to curb drug abuse,
especially intravenous drug abuse, by means of treatment in
order to slow the HIV epidemic. Because a clear federal, state,
and local government policy is needed, the Commission
recommends a national policy of providing treatment on
Maureen Byrnes demand for intravenous drug abusers."

Hon. Louis w. Sullivan, M.D.

EXECUTIVE DIRECTOR
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NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME
1730 K Street, N.W., Suite 815
Washington, D.C, 20006
(202) 254-5125 [FAX] 254-3060

PRESS RELEASE Contact: Thomas Brandt
October 27, 1989 202-254-5125

CHAIRMAN

June E. Oshorn, M D.

- AN MANN, ANTONIA NOVELLO TO ADDRESS
MEMBERS _ NATI MMISSION ON AID

Diane Ahrens

Scort All . . .
oAt Dr. Jonathan Mann, Director, World Health Organization Global
Hon. Dick Cheney .

Harlon L. Dalton, Esg. Programme On AIDS, and Dr. Antonia Novello, who is under White House
Hon. Edward J. Derwinski

. review to be U.S. Surgeon General, are among the witnesses scheduled to
Eunice Diaz, MS.. MP.H. . .

Donald § Goldman, Esg. testify before the second set of hearings of the National Commission on AIDS

Don C. Deslarlais, Ph. D,

on November 2 and 3.
Larry Kessler

Charles Konigsberg. M.D.. M.P.H. The Comnnssnon will be meetmg in hearmg room B of the Pan
Belinda Mason

Amencan Health Orgamzatmn headquarters, 525 23rd St, NW in

David E. Rogers, M.D,

Hon. J. Roy Rowland, M.D.

Washington, D.C. A complete agenda is attached.
Hon. Louis W. Sullivan, M.D, '

The major part of the new Commission’s agenda will focus on health
EXECUTIVE DIRECTOR care, treatment and finance issues, and will includé testimony from a number
Hosreen Byres of national authorities,

"We feel some urgency in turning to health care issues for they are
likely to dominate the national agenda of the epidemic for the 'forSeeable
future," said Dr. June Osborn, Chairman of the Comrnjésion.

Dr. David Rogers, Vice Chairman of the Commission, said, "It is my
fond hope that the Commission can swiftly identify the two or three major

problems in health care and help move the country towards national

~more-
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consensus solutions.”

Dr. Mann is expected to tell the Cor;nmission that internationally it will
be much more difficult to fight the AIDS and HIV epidemic in the 1990s
~ than in the 1980s as the virus accelerates its spread to new regions of the
world and into new population groups, such as intravenous drug users, in
countries where HIV is already well esfablished.

Dr. Novello, who is a national expert on HIV infection among infants
and children, will be speaking on pediatric AIDS.

The National Corﬁmission on AIDS, an indépendent body created by
Congress to oversee the national effort against the HIV epidemic, took office
on August 3. |

The 15-member Commission includes five voting members appointed
by the Senate, five by the House, and two appointed by President Bush. The
three non-voting members are the Secretary of Defense, the Secretary of

Health and Human Services, and the Secretary of Veterans Affairs.

# # # #
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10:10 a.m.
10:20 a.m.
10:30 a.m.

11:00 a.m.

11:30 a.m.
11:40 a.m.

1:00 p.m.

 NATIONAL COMMISSION ON AIDS
AGENDA
NOVEMBER 2-3, 1989
Pan American Health Organization Building

525 Twenty-third Street, Northwest
Washington, D.C. -

Thursday, 2 NQ"vgmbgr' 1989
9:00 am.  Opening Remarks
9:05 am.. INTERNATIONAL ASPE( TS

Jonathan M. Mann, M.D., M.P.H. - World Health Organization, Geneva
Charles J. Carman - World Féderation of Hemophilia, Montreal -
BREAK |
Remarks by Dr. June Osborn, Chair

LIC HOSP

Dennis P. Andrulis, M.P.H.,, Ph.D. - National Association of Public Hospitals,
National Public Health and Hospital Institute

TREATMENT ISSUES

Peter Brandon Bayer, J.D., LLM., M.A. - Hemophiliac with HIV infection,
Baltimore o S

Craig Kessler, M.D. - George Washington University Hospital, Washington,
D.C.

BREAK

Mark Smith, M.D. - AIDS Services, Johns Hopkins University School of
Medicine, Baltimore

Ralph Hernandez - Person Living With AIDS

Deborah Cotton, M.D., M.P.H. - Beth Israel Hospital, Boston

James C. Welch, R.N. - AIDS Program Office, Division of Public Health,
State of Delaware ' ' -

LUNCH
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2:00 p.m.

3:00 pm.
3:15 p.m.

4:15 p.m.

EA . I R PRISONER DR ER

Theodore M. Hammett, Ph.D. - Abt Associates, Inc., Boston

Nancy N. Dubler, LL.B. - Department of Epldenuology and Social Medicine,
Division of Law and Ethics, Montefiore Hospital and Medical Center, NY
Elizabeth Barton, M.P.S. - Samaritan Village, Inc.,, New York

BREAK

PEDIATRICS

James M. Oleske, M.D. - Division for Allergy, Immunology and Infectious
Diseases, Department of Pediatrics and Preventive Medicine, University
of Medicine and Dentistry of New Jersey, Newark

Antonia C. Novello, M.D., M.P.H. - National Institute of Child Health and
Human Development, Washington D.C.

Catherine Wilfert, M.D. - Duke University, School of Medicine, Durham

ADJOURN

Friday, 3 November 1989

9:00 a.m,

9:15 a.m.

10:45 a.m.
11:00 a.m.

Opening Remarks
COST AND FINANCING

Philip R. Lee, M.D. - University of California School of Medicine, Institute
for Health Pollcy Studies, San Francisco

Anne A. Scitovsky, M.A. - Health Economics Division, Palo Alto Medlcal
Foundation/Research Institute

Peter Arno, Ph.D. - Department of Epidemiology and Social Medicine,

Montefiore Medical Center, New. York

Jesse Green, Ph.D. - Department of Health Policy Research, New York
University Medical Center, New York

BREAK |
INSURANCE
Mary Ann Baily, Ph.D. - Department of Economics, George Washington

University; Department of Health Care Sciences, George Was]:ungton
Medical School, Washington, D.C.
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11:30 a.m.

12:30 p.m.

1:30 p.m.

2:30 p.m.

3:00 p.m.

Robert F. Hummel - New Jersey State Department of Health, Division of
AIDS Prevention and Control

Si Hoi Lam, M.D. - Hill Health Center, New Haven -
John S. Holloman, Jr., M.D. - National Association of Community Health

Centers, Washington, D.C.
LUNCH
D . ATION
Paul Jellinek, Ph.D. - Robert Wood Johnson Foundation

Samuel C. Matheny, M.D., M.P.H. - Health Resources and Services

Administration, Department of Health and Human Services, Washington,
D.C.

COMMISSION BUSINESS

Summary of the Hispanic/Latino Teleconference by Eunice Diaz and Pafricia
Mendoza ' :

ADJOURN
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NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME
1730 K Street, N.W., Suite 815
Washington, D.C. 20006
(202) 254-5125 [FAX] 254-3060

Press Release - Contact: Thomas Brandt
CHAIRMAN Tuesday, November 7, 1989 202-254-5125
June E. Osporn, M.D. :
MEMBERS
b NATIONAL COM ION ON AIDS TAKES POSITION
ne Ahrens ON BLEACH AND HIV CONTRO! RESEARCH
Scott Allen

Hon. Dick Cheney

Harion L. Datton, Esq.

o & The National Commission on AIDS today released a statement in
on. Edward J. Derwinski

Eunice Diaz, M.S., M.PH. support of research projects designed to determine the effectiveness of bleach \

Donald S. Gotdman, Esq.

N distribution to intravenous drug users as a means to control the spread of the
on C. Destarlais, Ph. D.

Larry Kesster human immunodeficiency virus (HIV), which causes AIDS. The statement
Charles Konigsberg, M.D..MP.H. h
Belinda Mason Says:

David E. Rogers, M.D.

"The National Commission on AIDS strongly supports the

Hon_J, Roy Rowland, M.D. :
Hon. Louis W, Sullivan, M.D. continuation of research and demonstration projects involving
the distribution of bleach to reduce the spread of HIV among

EXECUTIVE DIRECTOR . . . '
intravenous drug users until the efficacy of this approach can

Maw'een Byrnes
be determined. This determination should be made by the
Assistant Secretary for Health or the Secretary of Health and

Human Services."

Dr. -June Osborn, Chairman of the Commission, said today that it is
important to public health to know whether any of the various methods of |
distributing bleaéh to-IV drug users can reduce the spread of HIV. Dr.
David Rogers, Vice Chairman of the C_ommission, said, "In the United States

-more-
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the conquest of AIDS will be determined by how effectively we can contain the spread of
HIV among drug users."

Several experiments are underway in the United States to distribute common
household bleach tb IV drug users in the hope that it would be used to sterilize shared
syringes and hypodermic needles.

Currently there is an increase in the rate of new cases of HIV disease among IV
drug users. IV drug users also account for many heterosexually transmitted cases of AIDS.
Most infants who contract HIV disease are infected by their mothers who are either IV
drug users or the sexual partners of IV drug users.

Congress may deal with the bleach issue during reconsideration of the upcoming
FY*90 appropriation bill for the Department of Health and Human Services.

The National Commission on AIDS is an independent body created by Congress to
oversee the national efforts against the AIDS epidemic and to make "recommendations for
a consistent national policy concerning AIDS."

Five members were appointed by the Se_natc, five by the House and two by the
White House. In addition the Secretary of Defense, the Secfetary of Health and Human

Services, and the Secretary of Veterans Affairs are non-voting members.

##H##
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NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME
1730 K Street, N.W., Suite 815
Washington, D.C. 20006
(202) 254-5125 [FAX] 254-3060

PRESS RELEASE | Contact: Thomas Brandt
CHAIRMAN December 6, 1989 _ 202-254-5126

June E. Osborn. M.D.

MEMBERS

COMMISSION RELEASES REPORT TO PRESIDENT BUSH

Diane Ahrens
Scont Alten
Hon. Dick Cheney

The National Commission on AIDS today released its first report to

Harlon L. Dalion, Esq.

Hon. Edward J. Derwinski President Bush that calls for urgent action by the White House to deal with
Eunice Diaz, MS. M.P.H.

Donald . Gotdman, Esg an inadequate system of health care delivery and financing for persons with
Don C. DesJariais, Ph. D. AIDS or HIV' |

Larry Kessler

Chartes Konigsberg. M.D.. MP H, "In summary, a series of problems have resulted in a health care
Belinda Mason .

. system singularly unresponsive to the needs of HIV infected people,” the
avid E, Rogers, MD. - .

Hon.J. Roy Rowland, M.D. report says.
Hon. Louis W. Sullivan, M.D. N . * g0 :
The report also cites national obstacles to providing adequate health
EXECUTIVE DIRECTOR care and financing. These impediments include a growing air of complacency
Maureen Byrnes towards the epidemic, lack of a national plan for dealing with a health care
system that is faltering even without the impact of AIDS, and a national drug
strategy that fails to factor in the ominous potential for rapid spread of HIV
among intravenous drug users.
Even more alarming, the pattern of HIV infection is evolving and is

now "reaching crisis proportions among the young, the poor, women and

many minority communities,” according to the report to President Bush.

-more-
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The Commission also outlined five initial steps to begin solving the problems of
Health care delivery to the million or more people in the United States with HIV
infection.

These include: (1) "recognition that a crisis situation exists in many cities," (2.)
creation of a "flexible, patient-oriented, comprehensive system qf care,” (3) possible creation
of regional centers of HIV care, perhaps modeled after the regional hemophilia treatment
program, (4) creation of units that treat patients who have both HIV and drug addiction,
(5) providing comprehensive health care services under one roof.

Dr. June Osborn, Chairman of the Commission, said, "Finding durable solutidns to
problems identified by the Commission will take much hard work and. cooperation. But the
solutions also stand to benefit people far beyond the specific arena of HIV, for the health
care system itself requires urgent attention.”

Dr. David Rogers, Vice Chairman of the Commission, said, "AIDS has spotlighted
some of the most serious gaps in our ways of delivering medical care. Many chronic
diseases which plague Americans demand more Hurnane responses out of hospital systems
of care. Developing such a system for those with HIV related illnesses should do much to
improve medical care for all Ainericans."

Thdugh the Commission is not required to make a report to Congress' and the White
House until August, 1990, a decision was made to speak now because of the urgency of the
health care delivery and financing issues, and because a national voice is essential
to solving them.,

-more-
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The National Commission on AIDS is an independent body created i)y Congress to
advise Congress and the President on development of "a national consensus on policy"
concerning the HIV epidemic. .

- The Commission took office on August 3 and since then has consulted with dozens
of experts, held four days of formal hearings, conducted extensive staff research and
reviewed many issues at the full Commission level.

The 15-member Commission includes five voting members appointed by the Senate,
five by the House, and two appointed by President Bush. The three non-voting members
are the Secretary of Defense, the Secretary of Health and Human Services, and the

Secretary of Veterans Affairs.

# # # #
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CHAIRMAN

June E. Oshorn. M.D.

MEMBERS

Diane Ahrens

Scott Allen

Hon. Dick Cheney

Harton L. Dalton, Esq.
Hon. Edward J. Derwinski
Eunice Diaz, M.5., M.P.H.
Donald 8. Goldman, Esq.
Don C. Deslariais, Ph. D,

Larry Kessier

Charles Konigsherg, MD..MP.H.

Belinda Mason
David E. Rogers, M.D}.
Hon. I. Roy Rowland, M.D.

Hon. Louis W, Sullivan, M.D.

EXECUTIVE DIRECTOR

Maureen Byrnes

NATIONAL COMMISSION ON ACQUIRED IMMUNE DEFICIENCY SYNDROME

1730 K Street, N.W., Suite 815
Washington, D.C. 20006
(202) 254-5125 [FAX] 254-3060

December 5, 1989

President George Bush
The White House

- Washington, DC 20500

Dear President Bush:

The official charter for the National Commission on Acquired Immune Deficiency
Syndrome (AIDS) was signed on August 2, 1989, Since that time the National Commission has
convened a series of hearings to solicit information and recommendations from experts in the
field of medicine and public health policy to assist the Commission in meeting its statutory
mandate of "promoting the development of a national consensus on pohcy concerning acquired
immune deficiency syndrome."

The testimony we recently heard on health care and financing was so compelling we felt it
is vital to write to you now, rather than wait until our statutorily required annual report next
August. In fact, the Commission will continue to bring these urgent matters to your attention
and to the attention of Congress as we hear from the experts about the Human
Immunodeficiency Virus (HIV) epidemic and what is needed to respond to it.

The following represents the first of such reports which we hope will prompt

appropriate action.

Sincerely,

E. Lbern

June E. Osborn, M.D,
Chairman

e €.
David E. Rogers, M.D.
Vice Chairman

The Honorable Robert C. Byrd
President Pro Tempore of the Senate

The Honorable George J. Mitchell
Majority Leader of the Senate

The Honorable Bob Dole
Minority Leader of the Senate

The Honorable Thomas S. Foley
Speaker of the House of Representatives

The Honorable Richard A. Gephardt
Majority Leader of the House of Representatives

The Honorable Robert H. Michel
Minority Leader of the House of Representatives
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National Commission
on
Acquired Immune Deficiency Syndrome

Report Number One

OVERVIEW

"We don’t have time to sit around and have this Commission
live out its life and issue another report and have another
report, another Commission.... We have to act and we have to
act swiftly."

This testimony was presented before the National Commission on Acquired Immune
Deficiency Syndrome at a hearing held in Washington, D.C., November 2nd and 3rd of this
year. The Commission convened a meeting of experts to examine the global, national and

- local challenges confronting the United States in the HIV epidemic. The message from the
experts was clear and alarming:

. There is a dangerous, perhaps even growing, complacency in our country toward
an epidemic that many people want to believe is over.

. Far from over, the epidemic is reaching crisis proportions among the young, the
poor, women and many minority communities. In fact, the 1990’s will be much
worse than the 1980’s.

. The link between drug use and HIV infection must be acknowledged and addressed
in any national drug strategy. '

. There is no national plan for helping an already faltering health care system deal
with the impact of the HIV epidemic.

Over the coming months, the Commission intends to bring the message of experts
who have studied the problems and proposed the solutions to those who have the power
to act. The Commission believes it is time to match rhetoric with action.

This letter is intended to outline the first of these messages from experts in the
field of health care and financing: the public health care system in this country is not
working well and nowhere is that more evident than for people with HIV infection and
AIDS. While AIDS is not the cause of the health care system’s disarray, it may well be
the crisis that could pressure responsible national action to correct its serious shortfalls.
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SCOPE OF THE PROBLEM

To date, AIDS has claimed more American lives than the Vietnam War. Over the
course of the next four years in this country, AIDS will likely claim an additional 200,000
lives. It is estimated that by 1991 AIDS will be among the top ten leading causes of death
in the United States. Nearly one-half of all AIDS cases reported to the Centers for
Disease Control (CDC) through May 1989 were diagnosed in people 30 to 39 years old.
By 1991, ten years after the first AIDS cases were reported, AIDS will far exceed all other
causes of death for people between the ages of 25 and 44 years. In testimony before the
Commission, it was stated that nine times more adults around the world may develop AIDS
during the 1990’s than have developed AIDS during the 1980’s.

The proportion of AIDS cases with intravenous drug use as a risk behavior has
risen from 25 percent prior to 1985, to 30 percent in 1988. In New York City, alone, an
estimated 100,000 intravenous drug users are HIV-infected.

The HIV epidemic is not just a New York City or a San Francisco problem as some
would like to believe. While it is true that before 1985, 44 percent of all cases of AIDS
were diagnosed in the New York City or San Francisco areas, by 1988 this proportion had
fallen to 25 percent. By 1991, it is expected that 80 percent of new AIDS cases will come
from outside New York City and San Francisco.

In increasing numbers, these new cases will be women and children. As one
prominent pediatrician from New Jersey told the Commission, "As a society, we claim to
protect and cherish our children, but in fact, we have placed women and children squarely
in front of an onrushing HIV epidemic." '

The cumulative incidence of AIDS cases is disproportionately higher in Blacks and
Hispanics than in whites. Fully 25 percent of all persons with AIDS in the United States
are African-American and the number is growing. In fact, there has been, as one witness
told the Commission, "a disproportionate impact of HIV on disenfranchised populations,
gays, the poor, racial minorities, women, adolescents and drug users--populations having
already less than optimal access to quality health care.... The development of a national
care and treatment strategy will require a rethinking of our past effort.”
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ACCESS TO CARE

Recent years have seen considerable advances in the development of new HIV-
related drugs, including the prospect of treating HIV infection before symptoms develop.
But scientific breakthroughs mean little unless the health care system can incorporate them
and make them accessible to people in need.

The belief that Medicaid will pay for the health care needs of the growing number
of low income people with HIV infection and AIDS is, as one expert witness told the
Commission, a "Medicaid fantasy." According to a 1987 U.S. Hospital AIDS Survey, aimost
one quarter of all AIDS patients have no form of insurance, private or public. Less than
20 percent of the persons with AIDS treated in southern hospitals were covered by
Medicaid, compared with 55 percent in the Northeast and 44 percent nationwide.

For the medically disenfranchised, there is no access to a system of care. For those
who have no doctor, no clinic, no means of payment, access to health care services is most -
often through the emergency room door of one of the few hospitals in the community that
treats people with HIV infection and AIDS. Five percent of the nation’s hospltals treat
fifty percent of the people with AIDS.

For those who are covered by Medicaid, access to care is better than for those who
have no insurance at all. However, the obstacles to care under Medicaid funding can be
insurmountable for many. One obstacle is the wide variation among states in Medicaid
eligibility and scope of benefits. The Food and Drug Administration (FDA), under
considerable public pressure, has struggled with mechanisms to speed new drugs to the
market. Yet there is no requirement that Medicaid make even 11fe-prolong1ng drugs such
as zidovudine (AZT) available.

Another obstacle to needed care for persons with HIV infection and AIDS who
qualify for Medicaid is the low reimbursement rates. Stunning examples of Medicaid
physician compensation rates far below those by private insurance or Medicare were
illustrated during the Commission hearing. For example, a new patient intermediate office
visit in New York City is compensated by Blue Cross at $78, by Medicare at $80, and by
Medicaid at $7. One witness indicated that physicians in New York with large AIDS
practices were reluctant to refer Medicaid patients for specialty consultations because of
low levels of reimbursement--levels so low that several physicians said the few dollars at
stake per office visit were not worth the time and paperwork to bill the Medicaid program.

In summary, a series of problems have resulted in a health care system singularly
unresponsive to the needs of HIV infected people: the initial appearance of HIV infection
-and AIDS in groups often shunned by the larger society - gay men, the poor, minorities,
and intravenous drug users encouraged a slow response, a gross lack of training support for
primary care physicians to treat people with HIV infection and AIDS, and serious
disincentives for physicians to take Medicaid patients and perhaps poor people in general.
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WHAT IS NEEDED?

FIRST, frank recognition that a crisis situation exists in many cities that will require
extraordinary measures to overcome. Significant changes must be made not only in our
health care system but in how we think about the system and the people it is designed to
serve. As one witness told the Commission, it can no longer be "business as usual."

SECOND, the creation of a flexible, patient-oriented, comprehensive system of care,
closely linking hospital, ambulatory, residential, and home care. Primary care physicians
must be central to such a system. But if primary care doctors are to care for patients with
HIV infection and AIDS, they need the financial, social and institutional support to assist
them in managing complicated patients. _

- THIRD, consideration of the creation of regional centers or networks of care,
perhaps using the already existing regionalized hemophilia treatment program as a model.
These centers would not serve as a replacement for the care provided by primary care
physicians but would provide backup and consultation to help strengthen community based
primary care. : '

It is essential that everyone be afforded early intervention and access to care. In
addition, the availability of backup and consultation from appropriate specialists is required
to provide the assistance and encouragement primary care doctors need to see more people
with HIV infection and AIDS. Regional centers should also provide the appropriate link
with the hospital when hospital services are needed.

. FOURTH, create units which can treat patients who have both HIV infection and

drug addiction. The availability of drug treatment on request is essential for responding

“to the combined HIV and drug epidemic that imperils not only drug users but also their
sexual partners and children.

Given the massive link between drug use and HIV infection, and the fact that there
is an alarming increase in the number of new infections among intravenous drug users, the
Commission wishes to go on record in expressing its surprise and disappointment that the
White House National Drug Control Strategy mentions AIDS only four times in its ninety
pages of text and not at all in its recommendations or discussions of how to allocate
resources. The President’s drug strategy simply must acknowledge and include HIV
infection and AIDS.

FIFTH, provide comprehensive health care services under one roof. Fragmented
services create additional barriers to needed health care. Often mothers will seek health
care services needed for their babies but are not able to then gain access to care for
themselves. Health care services for women and children need to be provided in one
place. For the homeless, housing and health care need to go hand-in-hand. This is true
not only for those who are homeless today but for those who, will become homeless
tomorrow because of the HIV epidemic.




WHAT WILL IT T?

Estimates of the national costs of direct medical care for persons with AIDS in 1991
range from $2.5 to 15.1 billion (in 1988 dollars). These estimates represent a small fraction
of the total health care costs for the nation - from less than one to slightly more than three
percent. We simply must be prepared to make these expenditures.

WHO IS RESPONSIBLE FOR ACTION?

In carrying out its mandate, the National Commission on AIDS will attempt to
delineate clearly the roles and responsibilities of various levels of government and the
private sector in responding to and managing the HIV epidemic.

To date, there is no national policy or plan, and no national voice. Currently, as
one witness testified, without the definition of roles each level of government points a
finger at another and says it is their job. Clearly, managing the HIV epidemic is a
responsibility which must be shared by all.

Without federal leadership the states have assumed various degrees of responsibility
for planning, coordination and the provision of care. Likewise some local governments
have played key roles in determining how patient services could be provided and in
demonstrating important models for service delivery.

The role of the pnvate sector voluntary and professional AIDS service organizations
has been all important in managing the HIV epidemic to date. Foundations and

corporations have also been important and their roles need better recognition and
definition.

"We must," the Commission was told, "move swiftly to bring the missing players to
the table...this includes a greater presence of our federal, state and local governments in
terms of leadership, financing and service delivery. It includes the support and cooperation
of the insurance industry, employers, physicians and other medical providers, and last but
proﬁt—mse not least, the pharmaceuucal mdustry as well."

ReSpondmg to the challcnge to bring the " missing players to the table," the National
Commission on AIDS intends to do just that in hearings, working groups and other forums
that can swiftly translate the facts into action and hold us all accountable for the national
strategy that is long overdue. The time has come to define exactly what needs to be done,
and measure how far we have come, and how much farther we still have to go.

On beha]f of all of the members of the National Commission on AIDS, we look
forward to being able to continue to bring important information to your attention.
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