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PREFACE

At the dawn of the new millennium, thereis no threat to the global community that
demands more urgent leadership and response than HIV/AIDS.! The devastation wrought
by HIV/AIDS during the past 20 yearsisamost unimaginable. Globally, nearly 19 million
people have died; another 34 million arelivingwith HIV/AIDS, mostly in the poorest
regions of theworld.? In the United States, over 400,000 individuals have died of AIDS
and another 700-900,000 areliving with thevirus.®

Yet the tragedy of HIV/AIDS cannot be described merely in terms of the numbers of
deathsor infections; inlost productivity and global economicimpact; or inthe social,
political, and cultural havoc created by this ongoing pandemic. The use of historic analogies
to the Bubonic Plague, influenza pandemic, or previous World Warsfail to fully illustrate
the potential devastation from this disease. The magnitude of escal ating statistics causes
continuing disbelief of the sheer enormity of human suffering, and such statistics mask the
personal struggles, tragedies, and even triumphs of those living with or affected by HIV/
AIDS.

Many leaders have used such terms as “ state of emergency,” “national security risk,” and
“global economic crisis’ to describe this pandemic. Globally, the communitieswith the most
significant increasesin new infections are most often poor, and in many of Western/

devel oped nations, these are also communities of color. Exacerbating and fueling the HIV/
AIDS pandemic are the social viruses of racism, sexism, poverty, and homophobia. People
around theworld still face both individual and community barriersto honest and open
discussions about sexual behavior, sexuality, and substance use/abuse. And we have
neither a cure nor avaccine to protect ourselves from the lethal mixture of disease and

apathy.

At thismoment in history, the threat of HIV/AIDS challenges the entire human community
and thus our global society. In anincreasingly interconnected world, there are no safe
havens. All peoples and communities, regardless of our many differences, are confronted
by the same peril of physical and socia devastation. No longer can each community or
nation afford to respond in isolation. Asaglobal community, we must accept the obligation
to develop and implement a shared global response and action plan, acknowledging that
the differences of race, sexual orientation, gender, culture, religion, and politicsthat so
often divide us do not differentiate the universal human experiences of suffering and hope.

And it is upon hope that we must build. The struggle to bring an end to HIV/AIDS can be
won. Already, investmentsin biomedical and behavioral research have paid off—we now
know how to prevent new infections and treat those living with HIV/AIDS. Though there
are enormous disparities in access, the global community has the capacity to expand these
life-saving interventions so that al at risk and in need can benefit. Even in heavily impacted
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and poor countries, strong leadership and modest investments can have atremendous
impact. Ultimately, itisnot an issue of resources, but of will, that keeps us from stopping
HIV/AIDS.

The Presidential Advisory Council on HIV/AIDSrealizesthat this report must look
forward, even asit offers final recommendations to President Clinton. We acknowledge
and commend the President, Vice President, and other members of their Administration
for the many positive actions taken during the past seven years. We especially applaud the
leadership of the Office of National AIDS Policy. We also commend
members of Congress, who have, with bipartisan spirit, provided critical
resources and leadership on many issues. We have been honored to share
and to servein thismoment of history. Yet thereisstill agreat deal of
unfinished business ahead. Indifference, prejudice, and malaise are till
pervasive even as the world slowly awakens to the enormity of the pandemic.

“Ultimately, it is not an
issue of resources, but of
will, that keeps us from
stopping HIV/AIDS.”

The Presidential Advisory Council on HIV/AIDS wishesto acknowledge the millions of
individualswho have either died or areliving with HIV/AIDS, including our own members,
colleagues, and friends. Many have witnessed this pandemic and tried to bring messages
of hope, but none more urgently than those who struggleto live courageously with this
disease.

We stand together with other HIV/AIDS activists from around the globe, echoing the
messages of hope from the prophets of all ages, as we say to those who follow: our

global community must remain steadfast in its collective commitment to act with bold and
visionary leadership.

The Honorable Ronald V. Dellums Daniel C. Montoya
Chair Executive Director
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EXECUTIVE SUMMARY

At the dawn of the new millennium, thereis no threat to the global community that
demands more urgent leadership and response than HIV/AIDS. The devastation wrought
by HIV/AIDS during the past 20 yearsisamost unimaginable. Globally, nearly 19 million
people have died; another 34 million arelivingwith HIV/AIDS, mostly in the poorest
regions of theworld. Inthe United States, over 400,000 individuals have died of AIDS and
another 700-900,000 areliving with thevirus.

Globally, the communities with the most significant increasesin new infections are most
often poor, and in many Western/devel oped nations, these are also communities of color.
Exacerbating and fueling the HIV/AIDS pandemic are the social viruses of racism,
sexism, poverty, and homophobia. And we have neither a cure nor a vaccine to protect
ourselves from the lethal mixture of disease, stigma, and apathy.

No longer can each community or nation afford to respond inisolation. Asaglobal
community, we must accept the obligation to devel op and implement a shared global
response and action plan, acknowledging that the differences of race, sexual orientation,
gender, culture, religion, and politicsthat so often divide us do not differentiate the
universal human experiences of suffering and hope.

And it isupon hope that we must build. Ultimately, it is an issue not of resources, but of
will, that keeps us from stopping this pandemic. The struggle to bring an end to HIV/
AIDS can—and must—be won.

ThePresidential Advisory Council on HIV/AIDS (Council) was established in 1995 by
Executive Order to advise the President, the Secretary of Health and Human Services,
and the Administration regarding policies and programs related to HIV/AIDS. During the
last five years the Council has recommended action regarding prevention and care, the
search for a vaccine and a cure, and efforts to end HIV/AIDS-related discrimination and
intolerance. It has struggled mightily, at timeswith adeep sense of frustration, to faithfully
dischargeitsresponsibilitiesto the President, his Administration, and most importantly,
those here and around the world whose lives have been darkened by the shadow of HIV/
AIDS.

The Council has submitted two previous progress reportsto the Administration, in July
1996 and December 1997, as well as numerous letters regarding specific issues of
particular concern. In August 1998, the Council adopted an internal strategic plan
emphasi zing the growing impact of the pandemic within communities of color.
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Thisreport isthe Council’sfinal submission to President Clinton, and aninitial challengeto
the next Administration. It also emphasizes another signal moment in the history of the
HIV/AIDS pandemic: the shift to a“global” perspective. The Council realizesthat this
report must look forward, even asit offersits final recommendations to the current
Administration.

Given the unique historical context of thisreport, the Council reaffirms several underlying
themes:

HIV/AIDS is a nonpartisan issue.

HIV/AIDSimperilsthe entire global community.

HIV/AIDS threatens national and global security.

The United States has a responsibility to be aleader and partner in the global fight
against HIV/AIDS.

Theresponse to HIV/AIDS as a public health crisis should be guided by scientific
knowledge, not political expediency.

Addressing the global HIV/AIDS pandemic requires coordinated and sustained
political will and financial resources proportionate to need.

This report describes progress, identifies strategies, and makes recommendations for
effectively addressing the HIV/AIDS pandemic in both the short and long term. Itis
divided into two broad sections: prevention and services. It seeksto beinclusive of the
broad range of issues both within the United States and throughout the world.

Preventing New HIV Infections

Until avaccine or cureisfound, successful HIV/AIDS prevention interventions remain the
sole option available to stop this pandemic. Despite thisreality, prevention efforts
worldwide have been hindered by the unparalleled stigma associated with HIV/AIDS.
Both here and in the rest of the world, new infections take place against a background of
poverty, gender and socia inequality, discrimination, and limited health infrastructure. The
success of HIV/AIDS prevention efforts to date, in the face of these challenges, is
commendableif not miracul ous.

After nearly 20 years of the HIV/AIDS pandemic it can be said with confidence that:
Prevention works.

Prevention is cost-effective.
HIV/AIDS prevention promotes better overall health.
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The Council recommendsimmediate action in support of the following proven strategies:

Development of effective and affordable HIV vaccines and microbicides must be
prioritized.

Prevention efforts require renewed and sustained investment.

Strong leadership and coordination of amulti-sectoral effort are essential to
implementation of effective prevention.

Availability of voluntary, free or low-cost, anonymous and confidential HIV
counseling and testing servicesiscritical .

Factual and truthful education about HIV transmission and how it can be avoided
isneeded for all.

Thefurther development and availability of effective prevention products such as
condoms, clean syringes, and drugs to prevent HIV transmission are essential.

A comprehensive, multi-faceted approach is needed to meet the HIV/AIDS
prevention needs of drug and alcohol users.

Behavioral research is critical to the ongoing development of effective HIV/AIDS
prevention efforts.

Ongoing and new structural-level interventionswill be key in further reducing new
HIV infections.

Monitoring the HIV/AIDS pandemic on alocal, national, and global basisis
essential to effectively target resources and assess the impact of HIV/AIDS
prevention efforts.

Services for Persons Living with HIV/AIDS

Accessto early medical care and treatment remains elusive for many low-income,
uninsured peopleinthe U.S., aswell asthe vast majority of people living with HIV/AIDS
in the devel oping world, where basic public health infrastructure isweak or non-existent.
Current treatments are expensive, effective only for some, and often tinged with
debilitating side effects. Research must continue to focus on a cure for HIV/AIDS, as
well asimproving current treatments.

The goa of ensuring access to high-quality and affordable HIV/AIDS care and treatment
servicesin the United States and abroad will require acommitment to |eadership,
sustained financial support, and a continued reliance upon the many public-private
partnerships that currently interact to develop, provide, and fund such care. The ability to
confront directly issues of discrimination and stigma, and to encourage and support
individualsin their effortsto learn their HIV status and enter and adhere to treatment, will
also help ensure ultimate success.

With regard to HIV/AIDS services, the Council knows with certainty that:

Early care and treatment can dramatically enhance the quality of life and health
for personsliving with HIV/AIDS.
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Early care and treatment is effective in reducing the cost of HIV/AIDS care over
thelong term.
Ensuring accessto quality HIV/AIDS care remains amajor global challenge.

The Council recommendsimmediate action in support of thefollowing proven strategies:

Ensuring early and consistent access to medical care and treatment must be the
goal of HIV/AIDS services.

Support services play acritical rolein ensuring access to and retention in care.
Substance abuse treatment and mental health services must be an integral part of
HIV/AIDS-related health care.

In the United States, eliminating racial and ethnic disparitiesin health outcomes
related to HIV/AIDS requires addressing issues of access, discrimination, and
affordability.

The developmental needs of youth require that they receive age-appropriate
services sensitive to their unique circumstances.

Public health infrastructure is hecessary to ensure a sustained response to the
HIV/AIDS pandemic.

Client and community involvement are essential to the establishment of systems of
care that are responsive to local needs.

Government agencies have a particular responsibility to finance HIV/AIDS care
and services.

Conclusion

Though the time remaining in the current term is short, the world cannot afford even a
momentary lapse in the fight against HIV/AIDS. Each and every day, another 16,000
persons become infected*, most in areas of the world where effective treatment is
currently not available. The President and his Administration must therefore use all
remaining time and authority to implement the Council’srecommendationsfor action
during thelast 100 days of this Administration, and begin work on the more long-term
recommendations offered.

Our shared legacy can be one of determined action fueled by hope, or of mediocrity and
ambivalence fueled by resignation. We choose the path of hope, and challenge President
Clinton and his Administration, members of Congress and other elected officials, aswell as
the Presidential candidates, to join us. Together, we can build for our children aworld free
from the shadow of HIV/AIDS.
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RECOMMENDATIONS FOR THE LAST
100 DAYS OF THE
CLINTON ADMINISTRATION

In the next few weeks, the people of the United States will determine who will lead U.S.
efforts against a global pandemic that is more deadly than any that has preceded it. And
while agreat deal has been accomplished in the past seven years, important unfinished
business remains. With atremendous sense of urgency, the Presidential Advisory Council
on HIV/AIDS urges President Clinton to take the following action in the last 100 days of
hisAdministration:

Prioritize and fund public- and private-sector vaccine research and devel opment.
Beginimmediate conversations at the highest global levelsregarding the myriad of
societal, economic, and regulatory issues that must be solved prior to the wide-
scale distribution of any effective vaccine.

Provide leadership and support for the highest possible funding levelsfor HIV/
AIDS prevention, care and treatment, housing, research, substance abuse treat-
ment, international programs, and the CBC/Minority HIV/AIDS I nitiative during
final negotiationswith Congresson FY 2001 appropriations.

Work with Congress to reauthorize the Ryan White Comprehensive AIDS Re-
sources Emergency (CARE) Act by the end of this session and do everything
possible to ensure that the newly authorized legislation is free of unnecessary and/
or harmful testing provisions that interfere with the goal of early care and treat-
ment.

Support effortsto provide significant debt relief to devel oping nations hardest hit
by HIV/AIDS so that they may devote a greater share of their own resources to
fighting the pandemic.

Eliminate budget neutrality rulesthat act as abarrier to States' ability to expand
Medicaid dligibility toindividualsin the earlier stagesof HIV/AIDS.

Work aggressively with Congressto lift the ban on Federal funding for needle
exchange programs. Distribute scientific information regarding the efficacy of
needle exchange programs to State and local health officials and to Federal HIV/
AIDS grantees and sub-grantees in an effort to support local communities' efforts
toimplement theselife-saving programs using non-Federal dollars.
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Support the elimination of U.S. immigration restrictions on peoplewith HIV/AIDS
imposed by Congress, and direct the Centers for Disease Control (CDC) to revise
the current guidelines for HIV-infected health care workers, which are discrimina-
tory in nature and contrary to sound public health policy and science.

Participate in World AIDS Day eventsthat highlight the global nature of the
pandemic.

Encourage multi-national corporate leaders to assume a greater role and responsi-
bility in the pandemic given economic and security issues. Urgereligious|eadersto
discussHIV/AIDS issues openly, and especially to fight sexism, homophobia, and
racism, which contributeto high-risk behavior.

I mplement the recommendations of the pending White House Office of National
AIDS Palicy (ONAP) report on HIV/AIDS and youth, including the devel opment
of an interagency plan. Use the release of this report as an opportunity to increase
public awareness regarding young peopl€'srisk and their unique service needs.

Direct the Federal Bureau of Prisons to incorporate U.S. Public Health Service
Guidelinesfor Use of Anti-retroviral Agentsin Adultsand Adolescentsin all
correctional medical facilitiesand pre-rel ease planning. Develop and beginimple-
mentation of a plan to provide comprehensive substance abuse treatment for all
prisoners in need of such services.
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INTRODUCTION

The Presidential Advisory Council on HIV/AIDS (Council) was established in 1995 by
Executive Order to advise the President, the Secretary of Health and Human Services,
and the Administration regarding policies and programsrelated to HIV/AIDS. The
Council hasworked primarily through the White House Office of National AIDS Palicy to
ensure that HIV/AIDS remains at the forefront of discussion and decision making within
the Clinton Administration.

During the last five years the Council has recommended action regarding prevention and
care, the search for a vaccine and a cure, and efforts to end HIV/AIDS-related discrimi-
nation and intolerance. It has struggled mightily, at times with adeep sense of frustration,
tofaithfully dischargeitsresponsibilitiesto the President, his Administration, and most
importantly, those here and around the world whose lives have been darkened by the
shadow of HIV/AIDS. Asthe profile and the impact of the pandemic have expanded, so
too have the composition and focus of the Council. A voluntary body with diverse affilia-
tions and experience, the Council has sought to raise issues and urge national leadersto
address the pandemic in new and more effective ways.

The Council has submitted two previous progress reportsto this Administration, in July
1996 and December 1997, as well as numerous letters regarding specific issues of particu-
lar concern. In August 1998, the Council adopted an internal strategic plan emphasizing
the growing impact of the pandemic within communities of color. (See appendix C)

Thisreport isthe Council’sfinal submissionto President Clinton, and aninitia chalengeto
the next Administration. It also emphasizes another signal moment in the history of the
HIV/AIDS pandemic: the shift to a“globa” perspective. While the United States has a
responsibility to continue to address HIV/AIDS within its own borders, no longer can the
epidemic be split easily into “domestic” and “international” arenas. The global commu-
nity, which includes those living in the United States, is affected by HIV/AIDS. History
will judge us harshly if wefail to respond to this entirety of need.

Giventhe unique historical context of thisreport, the Council reaffirms several underlying
themes:

HIV/AIDS is a nonpartisan issue. The Presidential Advisory Council on HIV/
AIDS directsits voice at this Administration because that isits charge. Yet at this
time of transition, to focus narrowly on a particular leader or political party isto
jeopardizethelives of millions. Our collective future depends on acontinued,
nonpartisan commitment to ending the HIV/AIDS pandemic. Thischallenge
belongsto palitical leadersfrom all parties.
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HIV/AIDS imperils the entire global community. Infection rates globally
remain largely unchanged or increasing. An estimated 5.4 million people were
infected with HIV in 1999, 4.0 million of them in sub-Saharan Africa.® Globally,
an estimated 60% of all new infections occur in people under age 25, and one-
fourth of those living with HIV/AIDS in the U.S. were infected as teenagers.® In
the 34 countries of Africa, Asia, Latin America, and the Caribbean hardest hit by
HIV/AIDS, already almost 25 million children havelost one or both of their
parents as aresult of AIDS. Without decisive action, the number of AIDS orphans
will riseto 40 million by the year 2010.” Many of these children no longer attend
school because their teachers have died of AIDS. Without intervention, these
conditionswill most certainly result in serious societal instability, changing the
social landscape forever and creating an unprecedented set of

“It is our clear national obliga- child welfare problems.

tion, however, to participate in a

global response that is equitable . HIV/AIDS threatens national and global security.
and founded on a fundamental The United Nations Security Council has recently characterized
commitment to human rights.” the global pandemic as athreat to security and stability, because
AIDS An Expanding Tragedy the  HIV/AIDS has undermined the economic and political systems of
Final Report of the National many countries. Vice President Gore, speaking before the first-

Commission on HIV/AIDS, 19938 ever session of that body devoted to a health issue, stated, “No

one can doubt that the havoc wreaked and the toll exacted by

HIV/AIDS do threaten our security. The heart of the security
agendais protecting lives—and we now know that the number of people who will
die of AIDS in thefirst decade of the 21% Century will rival the number that died
in al thewarsin all the decades of the 20" Century.”® Echoing that concern,
U.S. Ambassador to the United Nations Richard Holbrooke stated, “[AIDS] isthe
toughest and biggest of all issues, not just in Africa. Africaisjust the epicenter...if
you ask Y(\)/hat isthe number one problem in the world today, | would say itis
AIDS.”

The United States has a responsibility to be a leader and partner in the
global fight against HIV/AIDS. Asthe world’s most prosperous nation, the
U.S. has the resources and capacity to more fully engage in the fight against HIV/
AIDS, and the clout to leverage funds from the public and private sectors world-
wide. Its global leadership in the search for avaccine and a cure must continue
even asit strengthens research partnerships with other nations. Yet global action
must not come at the cost of domestic programs; the U.S. must continue to
address domestic issuesin the communities most significantly impacted.

The response to HIV/AIDS as a public health crisis should be guided by
scientific knowledge, not political expediency. Preventing the spread of HIV/
AlIDS requiresthe courage and political will to provide accurate information and
apply scientifically sound prevention programs, unfettered by prejudice and stigma.
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Global scientific efforts must continueto strive toward the goal of developing an
HIV/AIDS vaccine and cure; until then the only effective means of preventionis
education. Science must be translated into meaningful knowledge, especialy for
the young. Thelack of basic information can be lethal, especially for young people

in developing countries, many of whom are still unaware

of even asingle method of protecting themselves
against exposure and transmission.

Addressing the global HIV/AIDS pandemic
requires coordinated and sustained political will
and financial resources proportionate to need.
Given the magnitude of thecrisis, itsdisproportionate
impact on the poor, and the years of work left to
develop avaccine and cure, there can be little doubt
that HIV/AIDS will remain acritical issue for yearsto
come. Only through sustained leadership at every level
and in every sector of society can this pandemic be
successfully ended. Through leadership must come a
call to action: to expand research at al levels, to build
and integrate systems of prevention and care, and to
inspireindividua and global action.

“Today, in sight of all the world, we are
putting the AIDS crisis at the top of the
world's security agenda. WWe must talk
about AIDS not in whispers, in private
meetings, in tones of secrecy and shame.
We must face the threat as we are facing
it right here, in one of the great forums
of the earth -- openly and boldly, with
urgency and compassion.”

Vice President Gore addressing the U.N.
SECURITY COUNCIL SESSON ON
AIDS IN AFRICA, January 10, 2000

This report describes progress, identifies strategies, and makes recommendations for
effectively addressing the HIV/AIDS pandemic in both the short and long term. The
Council recognizes the need for simultaneous action in many areas of prevention, re-
search, and care. Therefore, this document does not offer its recommendations in priority
order, nor does it suggest that one need should be forced to compete with another.
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PREVENTING NEW HIV INFECTIONS

Introduction

HIV ispreventable, yet every day nearly 16,000 individuals around the world become
infected needlessly. The continued, unchecked spread of this deadly viruswill result in the
political, social, and economicinstability of nations, andisanincreasing threat to global
survival.

Until avaccine or cureisfound, successful HIV/AIDS prevention interventions remain the
sole option available to stop this pandemic. Despite thisreality, prevention efforts
worldwide have been hindered by the unparalleled stigma associated with HIV/AIDS. The
consequences of this chronic stigmaare evident in people’ sdenial that HIV/AIDS istheir
problem; in thefear that prevents people living with HIV/AIDS from disclosing their

status; in the reluctance of those at risk to seek testing; in governments' reluctance to
participate in science-based HIV/AIDS prevention strategies because they may be seen
as endorsing the behaviors that are associated with it; in people’s fear to teach their
children about the realities of HIV/AIDS; and in the criminalization of the sexual acts of
peoplelivingwith HIV/AIDS.

Inthe U.S., disproportionate numbers of new infections are found in poor communities of

color, among young gay men, among drug users, and among African-American and Latina
women-populations who have rarely been embraced by this nation as awhole,

and now risk being abandoned or ignored. Both here and in the rest of theworld, "\We have to reduce

new infections take place against a background of poverty, gender and social the number of new

inequality, discrimination, and limited health infrastructure. The successof HIV/  infections each and

AIDS prevention efforts to date, in the face of these challenges, is every year until there

commendableif not miraculous. are no more new
infections.”

After nearly 20 years of the HIV/AIDS pandemic it can be said with confidence  President Bill Clinton

that: addressing the White

House Conference on
Prevention works. Until an effective vaccine or cure for HIV/AIDS AIDS Dec. 5, 1995
isfound, behavioral changeisthe only meansto stop the expansion
of this pandemic. Research and experience have shown that
prevention efforts can be successful. A clear exampleisin Uganda, where a
nationa “ AlDSsensitization” effortinvolved collaboration among scientific,
technical, political, medical, social, and communal entities. Thismassive
strategic effort succeeded in reducing the rate of new HIV infectionsin
Ugandafrom 7.6 per 1,000 person yearsin 1990 to just 3.2 by 1998.%* Itis
essential for HIV prevention programs to target communities at greatest risk
forinfection.
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Prevention is cost-effective. In the U.S., studies suggest that the average
prevention intervention costs $40 per person*? while the average cost of
lifetime treatment for an HIV-infected person is $155,000.* Clearly a
reduction in the number of new HIV infectionswould result in significant cost
savings.

HIV/AIDS prevention promotes better overall health. Individuals who benefit
from HIV/AIDS prevention efforts not only avoid HIV exposure, but also
avoid other diseases that are transmitted sexually or through needle sharing
and learn skillsthat encourage other positive health behaviors. Inthe U.S.,
HIV/AIDS prevention efforts have contributed to increases in condom use,
reduction in teen pregnancies, and delayed onset of sexual initiation among
youth.*

Given its effectiveness, itslow cost, and its contribution to the betterment of overall health,
HIV/AIDS prevention warrants serious and sufficient global investment. Thisinvestment
must provide ongoing monitoring of prevention effectiveness, prevention-related research,
and capacity buildingfor preventioninterventiondelivery.

Prevention Strategies and Challenges

ThePresidential Advisory Council on HIV/AIDS has consistently identified important
strategies that must be pursued by the President and by future Administrations if the U.S.
istojoin other countriesthat have demonstrated the courage and political will to end this
pandemic. At thistimein history, all nations must work together to marshal the necessary
resources to stop this preventabl e disease. Following are descriptions of some of the most
important prevention strategies that will be necessary to the end the HIV/AIDS pandemic.

Development of effective and affordable HIV vaccines and microbicides must be
prioritized.

This epidemic will not end without the development of an effective and affordable vaccine.
For the past five years, the Council has advocated a strong commitment to vaccine
development, and we continue to believe that the unprecedented threat posed by HIV/
AIDS requires that extraordinary steps be taken to achieve this goal.

Multipleissues must be addressed rel ated to this effort, including scientific development of
such avaccine, testing of candidate vaccines, and eventual worldwide distribution and use.
Important issues that must be dealt with simultaneously include the ethics of participation
inclinical trials, determination of who should bevaccinated, responsibility for any liability
related to candidate vaccines, pricing and marketing, and ensuring the avail ability of an
effective vaccine for the global community, most of whom will be unable to afford it.
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The Council acknowledges and applauds the leadership of President Clintoninthe
creation of the Dale and Betty Bumpers Vaccine Center at the National Institutes of
Health. The Council also urges strong support for enactment of arange of policies
designed to encourage vaccine devel opment. We recognize the importance of public-
private partnerships and continued U.S. collaboration with our global partnersto the
success of vaccine development and distribution.

In both the devel oped and devel oping world, many women are not empowered to demand
that their sexual partners use condoms. For this reason, the development of an effective
microbicide (i.e., atopical chemical agent that would kill HIV locally in the vaginaor anus)
isurgently needed. Since 1995, the Council has made several recommendations regarding
microbi cide development, with varying degrees of responsiveness on the part of the
Administration. In general, scientific study in thisareahas only recently begun, and global
efforts have been slow in focusing on microbicide devel opment. It was not until February
2000 that the first international conference on thistopic was convened. Whileinitial
studies have been disappointing, an effective microbicide remains an achievable goal, and
the Council is heartened by increased activism in this area.

Recommendations:

The Administration should continue to work towards the development of a
global plan for vaccine devel opment and di stribution based on meaningful
collaboration with public- and private-sector partners.

The Administration should beginimmediate conversations at the highest global
levelsregarding the myriad of societal, ethical, economic, and regulatory
issues that must be solved prior to the wide-scale distribution of any effective
vaccine. The time to address these issues is now, before an actual vaccine
has been developed.

The Administration should strongly support and work to enact policy reforms
that will encourage HIV vaccine devel opment, including tax creditsfor
vaccine research, development, and sales; the creation of international
purchase funds; and continued and expanded funding to public-private
partnerships that have been established to encourage vaccine devel opment,
including efforts such asthe Global Alliance for Vaccinesand Immunization
(GAVI) and the International AIDS Vaccine Initiative (IAV1).

The Administration should attach high priority to effortsto devel op effective

microbi cidesthrough significantly increased research funding, incentivesto
industry, and better coordination of microbicide research.
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Prevention efforts require renewed and sustained investment.

Spending on prevention istruly an investment in the future. Investing in prevention now
will help avoid far larger costs for care and services for those who become infected with
HIV. Despite the continuing spread of HIV, our nation’s commitment to prevention
funding has not kept pace with the need. In the past ten years, Federal appropriations for
HIV/AIDS prevention have increased by a meager 31%, barely matching inflation.

Even with the enhanced interest in the worldwide pandemic seen in recent years, U.S.
spending on measures to prevent new infections in the rest of the world remains at
shamefully low levels-total appropriationsfor the worldwide epidemic arelessthan the
amount allocated to improvements to a highway interchange on the Washington Beltway.
But despite that, the United States remainsthe largest single donor country in global HIV/
AIDS efforts. National governmentsin highly impacted countries have also been slow to
alocate resources commensurate with the threat posed by HIV/AIDS. Many of these
governments operate under crushing debt burdens, competing demandson limited
resources, and alack of political will, which have hindered appropriate spending.

At home or abroad, U.S. government spending alone will never be sufficient to fully fund
al needed prevention efforts. Corporations, voluntary agencies, State and local
governments, national governments, i nternational organizations, and the philanthropic
sector all have aroleto play in supporting efforts to prevent new infections.

Recommendations:

The Administration must work for dramatically increased funding for global
prevention efforts consistent with the severity of HIV/AIDS and its
importanceto U.S. national security. To the greatest degree possible, this
should be donein away that leverages additional funds from other
governments, international organizations, and the private sector.

Aspart of aglobal partnership with other leading industrialized nations, the
Administration should support current and future effortsto provide meaningful
debt relief to developing countries so that they may devote a greater portion of
their own resources to fighting HIV/AIDS.

The Administration should work for meaningful increasesin funding all ocated
to support HIV/AIDS prevention, surveillance and monitoring, and research
programsin the U.S., with an emphasis on meeting the needs of communities
experiencing new infections. This must include capacity-building assistanceto
devel op and strengthen community-based HIV/AIDS prevention
infrastructureinall communities.
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Strong leadership and coordination of a multi-sectoral effort are essential to
implementation of effective prevention.

Around the world, examples from Senegal to Switzerland, from Thailand to Uganda,
demonstrate that awell-designed and coordinated multi-sectoral prevention effort with
strong national leadership can dramatically reduce HIV transmission. In this country, the
Centers for Disease Control and Prevention (CDC) has recognized this
need by requiring individual Statesto devel op comprehensive, evidence-
based prevention plansutilizing acommunity participatory process. But
whileindividual Statesreceiving Federal prevention fundsarerequired
to have such aplan, no similar, comprehensive prevention plan currently
exists at the national level.

“None of areg[satisfied], and
we won't be satisfied until
we do everything in every
community to prevent this
disease, and, second, until
we make sure everyone who
needs care gets it and gets it
early enough, which actu-
ally has to be our target.”
Secretary Shalala (present-
ing to the Council, October
5, 1999)

The Council has made numerous recommendations concerning the need
for a coherent national HIV/AIDS prevention plan and has often been
frustrated by the lack of leadership and responsiveness on the part of
the CDC. The Council is pleased that efforts are finally underway to
develop such a plan. But we are concerned that the multiplicity of
planning processes being undertaken (including a Department of Health
and Human Services strategic plan, a CDC prevention plan, the eagerly
awaited Institute of Medicine report on prevention strategies, and
Healthy People 2010, among others) will result in amultiplicity of reports, rather than a
clearly focused and well-coordinated national prevention effort.

The Council recognizesthat the challenges of developing acomprehensive approach in
one country pale in comparison to the obstacles to effective coordination of the many
governmental, business, civil society, devel opment assistance, and other entitiesthat must
come together to mount effective responses to the growth of HIV/AIDS globally.

Recommendations:

The President should work for permanent establishment of the Office of
National AIDS Palicy (or asimilar entity) with full authority to increasethe
efficiency and effectiveness of funding for HIV/AIDS prevention efforts,
with appropriate staffing and authority to coordinate all Federal HIV/AIDS
prevention efforts.

The Administration should devel op awell coordinated and integrated National
HIV/AIDS Prevention Plan to reduce new infections to zero, and ensure
cross- departmental and agency participation by empowering an individual
reporting directly to the President to oversee the development,
implementation, and monitoring of such aplan. All current Federal HIV/AIDS
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advisory bodies, committees, and councils should be convened jointly to
participatein the coordination, implementation, and monitoring of theplan.

The Administration should make a concerted effort to engage new and
exigting partnersin HIV/AIDS prevention effortsin this country and
worldwide. These partnersinclude State and local health departments,
nongovernmental organi zations, schools, businesses, labor unions, thefaith
community, music and mediaindustries, tribal governmentsand other
indigenousorgani zations, traditional civil rightsand civic organizations, and
fraternities and sororities.

The Administration should take concrete steps to remove many of the current
barriersthat prevent community-based organi zationsfrom obtaining funding to
support their HIV/AIDS prevention work. This should include steps such as
simplified application forms and processes, coordination of grant cyclesand
applications across funding streams, ensuring participation of more reviewers
from minority community organizations, and greater support to build capacity
among small minority-based organizations. U.S. global funding effortsshould
use the same principlesto ensure that funding reaches and directly supports
the devel opment of appropriate community-based organi zations.

The Administration should make acommitment to use all avail able avenues
for HIV/AIDS prevention, ensuring that all publicly supported systems of
servicesthat interact directly with various popul ations and communities use
the point of contact as an opportunity for education or interventionsto help
prevent HIV transmission.

The President, his Cabinet members, and other Administration officials must
continue and expand efforts to demonstrate U.S. government leadership in the
fight against HIV/AIDSby utilizing every opportunity to mobilizepublic
opinion, engage governmental and non-governmental |eaders, and encourage
multi-sectoral involvement in prevention activities. The U.S. government must
take alead in encouraging devel opment of aglobal action plan and responses
toimplement such aplan. Including continued effortsto prioritize AIDS with
its G-7 partners.

Availability of voluntary, free or low-cost, anonymous and confidential HIV
counseling and testing services is critical.

Learning one' s HIV statusis an important first step in prevention. Research has shown

that the vast majority of persons who learn that they are HIV-infected significantly
change their behavior to avoid transmitting the virus to others.”> The CDC estimates that
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as many as 300,000 people living with HIV/AIDS in the U.S. do not know they are
infected, thuspossibly infecting otherswithout knowledge. Globally, only avery small
minority of peopleliving with HIV/AIDS have been tested and are aware of their HIV
status.

There are multiple and complex reasons that people do not learn their HIV status. Many
people are unaware of their risk and see no need for testing. Testing programs may have
locations, hours, or costs that make them inconvenient or inaccessible to those at risk.
Non-HIV/AIDS health care providers are not always prepared to offer counseling and
testing during routine office visits. In addition, concerns about loss of privacy, fears of
discrimination, and the unavail ability of anonymousHIV testing make some of those at
highest risk unwilling to seek such services, and in some cases, HIV care and treatment.

While Federal resources have been used to fund counseling and testing systems at the
State and local levelsin this country, these systems alone are not sufficient to reach al
who need these services. In many other countries, HIV testing is not widely available or
affordable for the vast majority of the population. And the Council’ s previous
recommendation for a national campaign to promote HIV testing in the U.S. has yet to be
implemented, despite repeated promisesthat it isin devel opment.

Recommendations:

The Administration should take every step availableto it to ensure the
continued and expanded availability of both anonymousand confidential,
voluntary HIV counseling and testing in Federally funded programs at the
State and local levels.

The Administration should fund and promptly implement anational campaign
promoting voluntary counseling and testing, invol ving both national mediaand
local partnerships.

The Administration should support the creation and widespread avail ability of
effective, affordable HIV testing technologiesin the U.S. and around the
world, encouraging innovative practicesto overcome barriersto testing.

Factual and truthful education about HIV transmission and how it can be avoided is
needed for all.

Factual and truthful education is an essentia ingredient for effective prevention strategies.

It isunrealistic to expect people to take stepsto protect themselves if they do not have
basic, accurate information about HIV transmission and prevention.
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The types of HIV/AIDS education that are needed in this ever-changing pandemic are
varied and evolving. Therewill alwaysbeindividualswho must learn the basic information
about how HIV istransmitted. Otherswill need specialized education and interventions
designed to address their particular risk situations. Successful HIV/AIDS prevention
campaignsinclude candid, culturally sensitive, age- and language- appropriateinformation
that continuesto highlight strategiesto prevent infection/transmission.

HIV/AIDS prevention messages are most effective when integrated into all “windows of
opportunity”, i.e., aspart of any health-related program, inside correctional facilities, inall
educational institutions, and as part of substance abuse and mental health treatment. They
can and should be incorporated within the entertainment industry, as standard corporate/
industry training of the labor force, and as part of any military training.

People of color in the U.S. continue to have disproportionate representation among HIV/
AIDS cases, but have not received proportionate targeted HIV/AIDS prevention funding.
The Congressional Black Caucus (CBC)/Minority HIV/AIDS Initiative that began in 1999
isan important step in effortsto address thisinequity. The Initiative
“More than 123,000 young providesadditional dollarsto be used specifically to fund research,
adults in the United States practice, and capacity building focusing on communitiesof color,

have developed AIDS in particularly African-American communities-the most represented racial
their twenties. The delay group in HIV/AIDS cases.

between HIV infection and

the onset of AIDS means Unlike many other nations, the U.S. government has been unwilling to
that most of these young implement systematic, popul ation-wide education that teaches children
people were infected with and adults about sexual and drug-related risks for transmitting HIV. This
HIV as teenagers.” barrier to explicit sexual and drug-rel ated conversations with young

people has had enormous consequences, with at |east 50% of new HIV
infectionsin the U.S. occurring among young people under the age of 25.2 Fears that
explicit sexual information would increase sexual initiation among U.S. youth have not
been supported by the studies that have evaluated such claims. Y et too many policy
makers continue to push to censor the prevention that youth receive by mandating and
funding “abstinence only” approaches.

TheAdministration’ sunwillingnessto challenge widespread mi sperceptionsconcerning
HIV transmission risk further hampers the goal of promoting factual HIV/AIDS
prevention efforts. This has been demonstrated by the endorsement of nonscientific-based
restrictions on the practices of HIV-infected health care workers, aswell asimplied, if not
explicit, endorsement of acongressionally-mandated ban on theimmigration and travel of
individualslivingwith HIV/AIDStotheU.S. Whileproviding noreal public health benefit,
these two policies only serveto contribute to ongoing stigmaand discrimination against
personsliving with HIV/AIDS and further misinformation about transmission risk.
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Inthe 1980s, community organizations and government agencies mobilized toraise
awareness and knowledge about HIV/AIDS. Media coverage, public service
announcements, and grassroots educational efforts created a social commitment to
fighting HIV/AIDS. Today that attention has faded, and the impact of those efforts has
slowly worn off in the intervening years. Many observers believe that optimism over
treatment advances and the passage of time have allowed a dangerous sense of
complacency to set in-a sense that must be addressed and combated directly.

Recommendations:

The Administration should take immediate steps to remove content
restrictions and other barriers to effective HIV/AIDS prevention messages
from Federally funded programs.

The Administration should work to ensure that devel opmentally appropriate
and science-driven HIV/AIDS prevention education takes place in al our
nation’ sschools.

The Administration should continueto expand funding for communities
hardest hit by HIV/AIDS through the CBC/Minority HIV/AIDS Initiative.

The Administration should provide funding and support for education and
prevention that targets the specific needs of gay and bisexual men where
rates of infection areincreasing substantially, especially among young men
and gay and bisexua men of color.

The Administration should take stepsto replace or abolish scientifically
discredited policies (such as guidelinesrestricting HIV-infected health care
workers, Congressionally imposed travel and immigration restrictions, theban
oninduction of HIV-positiveindividualsinto themilitary), whichfeed public
misinformation and counteract public education efforts.

The Administration should work with the broadcast industry to modify existing
television and radio “ commercial standards’ to allow frank and appropriate
prevention methods (such as the importance of condom
use) to beaired. The Administration should also

devel op and implement ahigh profile national media
campaign on HIV/AIDS prevention that includes
innovative uses of all forms of media (such astelevision
and radio soap operasor “telenovelas’) in delivering
general and targeted prevention messages.

Sudies in New York City and
Philadelphia found that making
condoms available in school does
not lead to increases in sexual
behavior but does increase condom
use among sexually active
students.*®
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The further development and availability of effective prevention products such as
condoms, clean syringes, and drugs to prevent HIV transmission are essential.

Effective means of preventing HIV transmission exist, yet all too often they are not used
simply because they are not available or affordable to those who need them. Male and
female condoms are a primary and highly effective means of blocking sexual transmission
of HIV. However, many individuals around the world do not have consistent, reliable, and
affordable accessto condoms. Political opposition often stands in the way of making
condoms availableto some populations dueto claimsthat condom availability will increase
sexual activity, despite scientific evidence to the contrary.:8

Anti-retroviral therapy (ART) has been shown to significantly decrease the risk of HIV
transmission from mother to child (perinatal) and from patient to health care worker.
Preliminary data also suggests that effective ART may also lessen the likelihood of sexual
transmission of HIV, athough there are major unanswered questions about the actual
implication of thesefindings.

The rates of maternal-child transmission have decreased from 8.2 per 100,000 birthsin
1990, to 2.6 per 100,000 birthsin 1996, representing a66% declinein perinatal HIV
infectioninthe U.S.*® This enormous successis attributed in part to the improved anti-
retroviral therapy of HIV-infected children, and most importantly to the use of athree-part
preventive drug (AZT) regimen given 12-16 weeks prior to giving birth, during delivery,
and for six weeksfollowing delivery.

The treatment approach responsible for the success of perinatal prevention in the U.S. will
not be practical to reproduce in resource-poor regions of the world, where 90% of
infected infants now reside. However, recent scientific studies have demonstrated that
simpler regimens, such as the use of a single dose of nevirapine, given to the mother
during delivery and to the infant within the first 72 hours of life, have been associated with
50% reductionsin mother-to-child transmission. Provision of theseregimensis
theoretically feasiblein resource-poor regions, but only with the help and assi stance of
countries such as the U.S.

Availability of cleaninjection equipment for all individualswho inject drugsisan effective
HIV/AIDS prevention intervention. Studies of injection drug usersin the U.S. show
dramatic reductions in new infections among those who have access to clean needles,
with no increase in drug.? Needle exchange is an essential part of a comprehensive harm
reduction model, through which substance users can learn methods for reducing the harm
and risk of infection to themselves and others. The Clinton Administration hasthe
necessary scientific evidence to support and fund the provision of clean needlesto those
who need them but has chosen not to do so, with deadly consequence.
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Research also shows that when legal restrictions on the sale and possession of syringes
are eliminated, injection drug users change their syringe-buying and -sharing practicesin
ways that reduce HIV transmission. Studies conducted by the CDC and the Connecticut
Department of Public Health found that needle sharing among drug users fell by 39% after
Connecticut passed alaw permitting the sale and possession of syringes.?

This strategy is also important in nations that have little access to clean syringes for
general medical use. As anew epidemic of Hepatitis C is documented among injection
drug usersworldwide, this particular strategy would have additional health benefitsin
preventing multiplecommunicabl e diseases.

Recommendations:

The Administration must work to implement strategies to ensure global access
to condoms and other effective barrier methods such aslatex glovesto avoid
HIV transmission. Condoms must bewidely availableto all, particularly young
people and incarcerated persons-two popul ations often mistakenly perceived
as not sexually active. Strategies must ensure that cost is not a barrier for
thosein need of these important prevention materials.

The Administration should work to ensure that health care providers continue
to offer voluntary counseling and testing to pregnant women and appropriate
treatment to HIV-infected pregnant women. In the U.S., where these
treatments are readily available, ART should be part of a comprehensive
treatment regimen targeted at both mother and child. Prevention of perinatal
transmission should not focus solely on protecting the child whileignoring the
mother’s health needs.

The Administration should augment its efforts to make interventionsto prevent
perinatal transmission availablein all parts of theworld, including work with
the pharmaceutical industry and with global partnersto provide these drugs at
little or no cost in those areas of the world where they would not otherwise be
available.

The Administration should work aggressively with Congressto lift the Federal
ban on funding for needle exchange programs to prevent the further spread of
HIV, Hepatitis C, and other blood-borne diseases.

The Administration should disseminate existing scientificinformation regarding

the efficacy of syringe exchange to State and local elected officials, health
officials, Federal HIV/AIDS grantees and sub-grantees, private funders, the
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media, and foreign governments.

The Administration should actively encourage State effortsto eliminate laws
that restrict the sale and possession of syringes, as well as other effortsto
broaden pharmacy access to clean syringes. While these laws and regulations
are State or local in nature, they are modeled on Federal government
guidelines. These Federal standards should be adjusted to reflect scientific
evidence and public health needs.

A comprehensive, multi-faceted approach is needed to meet the HIV/AIDS
prevention needs of drug and alcohol users.

In nations around the world, the use of acohol and drugs and the sharing of injection
equipment have contributed greatly to the spread of HIV/AIDS. Thereisno single
approach to effectively addressing the role of substance use and needle sharing; instead, a
variety of interventions are needed to face this challenge. Drug addition isachronic,
relapsing medical condition: yet all too often our society treatsit as an issue of personal
failure, deserving of punishment.

The prevention and treatment of drug and alcohol abuse are important mechanismsin
reducing HIV/AIDS. In addition to focusing on rehabilitation and recovery through
abstinence, substance abuse treatment must adopt new strategies to prevent the
transmission of HIV/AIDS to substance users and their sexual partners and children. Itis
critically important to devel op factual, comprehensive HIV/AIDS prevention and primary
care services in substance abuse treatment settings. Because most substance abusers will
relapse one or more times after initially entering treatment, treatment programs can play
an important role in educating alcohol and drug users about HIV/AIDS prevention
measures.

For injection drug users who will not or cannot stop using drugs, accessto clean injection
equipment can make asignificant difference in lowering risk of HIV infection. A harm
reduction philosophy acknowledgesthat someindividualswill not or cannot abstain from
drug or acohol use or will not enter traditional treatment settings, but that theseindividuals
can change some behaviors that will reduce potential harm.

Much of the current national approach to drugs and drug users has resulted in policies that
serve to enhance, rather than decrease, risk of HIV transmission. In recent years, legal
changes have eliminated substance abuse as an eligible category for health and income
benefits associated with disability status, cutting hundreds of thousands of drug users off
from Medicaid coverage. This changeistypical of a“war on drugs’ approach, which has
become, in many ways, awar on drug users.
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Recommendations:

The Administration should devel op aplan to expand substance abuse
treatment capacity in this country to guarantee treatment access to all who
need it, including incarcerated populations. As a part of such aplan, substance
abuse prevention and treatment should be funded at levels at least equal to
drug interdiction and enforcement efforts.

The Administration should take steps to ensure the adoption of treatment
practicesthat recognize the likelihood of relapse by including appropriate HIV/
AIDS prevention and harm reduction measures.

The Administration should work to identify and remove legal barriersthat
prevent drug users from accessing health and social services essentia to HIV/
AIDS prevention.

Behavioral research is critical to the ongoing development of effective HIV/AIDS
prevention efforts.

Behavior change of any kind is complex. Changing behaviorsthat are very intimate,
involve more than one person, or are related to addiction requires multiple strategies.
Continued behavioral research is needed to develop effective HIV/AIDS prevention
interventions that can address issues such as perceived self-worth, equity among genders
in sexual decision making, and the reduction of sexual coercion and sexual violence.

The cultural context of HIV/AIDS risk behaviors deserves attention around the world.
Every nation, every village, and every household has diverse and often unique cultural
mores that help or hinder prevention of HIV/AIDS. In certain culturesit may be
appropriate to target individual behavior change, but this may be less effectivein other
cultures where health is viewed as a community issue, not an individual issue. Increased
integration of the cultural context of HIV/AIDS prevention is essential inincreasing
ongoing effective prevention strategies.

Behavioral research isrequired to identify prevention strategies that are appropriate to the
needs of different cultures and communities. Good, relevant behavioral research can
assure that prevention resources are being spent on scientifically-proven interventions that
will have an impact by reducing new infections.
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Recommendations:

The Administration should make acommitment to increased funding for
behavioral and prevention research, emphasizing the needs of communities
experiencing new infections.

The Administration should devel op and implement mechanismsfor
widespread and rapid dissemination of usablefindingsto community-based
HIV/AIDS prevention programs.

Ongoing and new structural-level interventions will be key in further reducing new
HIV infections.

HIV infections are the result of far more than simply individual behaviors. Every new
infection happensin an environment that is shaped by social norms, laws, economics, the
availability of health care infrastructure, and arange of other factors over which an
individual may havelittleor no control. Rather than focusing entirely onindividually-based
interventionsto combat HIV transmission, effective prevention must also identify and
implement those structural changes that will help decrease new infections. These changes
range from the treatment of sexually transmitted diseases (STDs), which studies have
shown reduces HIV transmission,? to ensuring the availability of uncontaminated blood
suppliesand combating underlying social conditionsthat contributetoindividual or
communal vulnerability.

Recommendations:

The Administration shouldimplement activitiesthat help providefunding to
guaranteetheavailability of uncontaminated blood suppliesaround theworld.

The Administration should provideleadership and funding to support aglobal
effort to reduce the total number of STD infections. Thiswill be achieved
only through continued global effortsto develop health serviceinfrastructure
vital for the treatment of both HIV/AIDS and STDs. In the U.S,, this effort
must include acommitment to eradicate syphilis.

The Administration should continue to support and expand efforts to combat
poverty, economic underdevel opment, illiteracy, lack of health care, and
economic dislocation due to war, al of which interferewith HIV/AIDS
prevention efforts. HIV/AIDS programs should supplement and work with
existing development and aid programs to address these issues
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comprehensively.

The Administration should take all stepsat its disposal to combat the social
inequities and discrimination in the U.S. and abroad that make entire classes
of people marginalized and more vulnerableto HIV/AIDS. Thisincludes
effortsto promote economic and social equality between men and women,
ending racial and ethnic discrimination, fighting homophobia, and protecting

human rightsfor all.

Monitoring the HIV/AIDS pandemic on a local, national, and
global basis is essential to effectively target resources and assess
the impact of HIV/AIDS prevention efforts.

Accurate and comprehensive information about the incidence,
prevalence, and characteristics of HIV/AIDS in communities and
countriesisintegral to developing and ng prevention programs.
Public health officials, community organizations, funders, researchers,
and othersrely on this data to target resources and determine
prevention needs. There are numerous ways to collect this data and
different approaches are suited to different environments and accepted
by different populations.

Particular attention must be given to improving the quality of data
gathered on the Asian and Pacific Idander and Native American

“The pages of history reveal
moments in time when the global
community came together and
collectively found - what President
Clinton calls ‘the higher angels of
our nature'. In a world living with
AIDS - we must reach for one of
those historic moments now - or
pay the price later.”

Sandra L. Thurman addressing
the XIlI International AIDS
Conference, Durban, South
Africa, July, 2000

populations. State and national surveillance programslack the subtlety required to identify
prevention and care needs of at-risk subpopul ations within these large and diverse

communities.

Recommendations:

The Administration should place agreater focus on, and provide more
financia support for, improving the efficiency and efficacy of the HIV/AIDS
behavioral and disease monitoring systems to ensure that the data on which
researchers, practitioners, public health officials, and planning groups must

depend is accurate and comprehensive.

In developing and enhancing activitiesto monitor the epidemicinthe U.S. and
abroad, the Administration should work to retain community confidence by
taking every step to protect individual privacy and human rights. To thisend,
the State Department should begin to document cases of HIV/AIDS - related
human rights abuses. Data collection should always use the least intrusive
measures reasonably possible and be designed and implemented in conjunction

with affected communities.

Presidential Advisory Council on HIV/AIDS Report to the President of the United States 27



The CDC should establish surveillance systemsto identify subpopul ations
within communities of color that might otherwise be obscured by broad
categorizations and to help community prevention plannerstarget prevention
resources accordingly.

Conclusion

HIV/AIDS prevention is not asingle intervention or “magic bullet” that can be provided to
al individualsin all nations. Effective HIV/AIDS prevention is comprehensive and
multifaceted, and requires the involvement of all sectors of a given society. It is perhaps
this complexity that leads governmentsto ignore or under-fund HIV/AIDS prevention
efforts. Yet, asound investment in HIV/AIDS prevention today will lead to immeasurable
and unguestionable global health benefits for decadesto come.
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SERVICES FOR PERSONS LIVING WITH
HIV/AIDS

Introduction

In recent years, HIV/AIDS treatment options have improved enormously, creating hope
for longer, more productivelivesfor many individualsliving with the disease. However,
existing treatments are expensive, are not effective for everyone, and are associated with
many toxicities and side effects. The reality is that access to early medical care and
treatment remains elusive for many low-income, uninsured peopleinthe U.S., aswell as
the vast mgjority of peopleliving with HIV/AIDSin the developing world, where basic
public health infrastructure is weak or non-existent.

The Presidential Advisory Council on HIV/AIDS recognizes that the tremendous disparity
in access to care between the United States and devel oping countries makes it difficult to
assess the two situationsin asingle report. Although experiencein this country can inform
more recent efforts elsewhere, there are also many examples of how the U.S. could learn
fromitsglobal partners.

With regard to HIV/AIDS services, the Council knows with certainty that:

Early care and treatment can dramatically enhance the quality of life and
health for persons living with HIV/AIDS. Through early and consistent
access to medical care, persons living with HIV/AIDS are best able to make
informed decisions regarding their treatment options and to take appropriate
stepsto delay HIV-related illness.

Early care and treatment is effective in reducing the cost of HIV/AIDS care
over thelong term. By helping to protect the immune system, potent anti-
retroviral therapy significantly decreases susceptibility to opportunistic
infections and other AIDS-related diseases. This, in turn, reduces acute
illness, hospitalizations, disability, andlost productivity. Whilethesedrugsare
costly, they are cost-effectivein the long run.

Ensuring accessto quality HIV/AIDS care remains amajor global challenge.
Asthe number of personsliving with HIV/AIDS continues to grow, public and
private funding for essential services must expand accordingly. Substantial
new financial resources are also needed to address widening disparitiesin
access to care, both within the U.S. and globally.
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Service-Related Strategies and Challenges

In the first 20 years of this pandemic, the United States has identified a number of
effective service strategies. The following strategies should guide the action of thisand
futureAdministrations:

Ensuring early and consistent access to medical care and treatment must be the
goal of HIV/AIDS services.

Through regular monitoring and consistent adherence to well-established treatment
guidelines, the mgjority of peoplelivingwith HIV/AIDS can significantly extend both the
quality and length of their lives. Early careis a so cost-effective, and has been shown to
decrease the risk of HIV transmission to health care workers and from mother to child.

Early diagnosisclearly contributesto the successful outcome of HIV-infected individuals,
since care will begin only after one’' sHIV statusis known. Counseling of individuals prior
to and after receipt of HIV antibody tests has been shown to be effective in promoting
wider utilization of voluntary HIV counseling and testing, and in guiding the way towards
more intensive prevention support and medical care.?

All people with HIV/AIDS are entitled to quality health care. Unfortunately, even the
United Statesis still far from attaining the goal of universal accessto health care.
According to the U.S. Department of Health and Human Services, one-half to

The CDC estimates that two-thirds of persons living with HIV/AIDSin the United States are currently
between 800,000 and not in care.?* Racial and/or gender disparities in access to care exist and, as a
900,000 Americans are result, disparitiesin health outcomesal so continue.

living with HIV/AIDS. Of

these, one-third do not Globally, only asmall fraction of those who require care have access, largely

know their positive status, for reasons of affordability. In the United States, the annual cost of providing
one-third know their status HIV-related care and treatment to an individual is $20,000 to $25,000, an

and are in care, and one- amount that far exceeds total government health spending per person in many
third know their status and  developing countries.”® President Clinton’s recent Executive Order on

are not in care.®

Access to HIV/AIDS Pharmaceuticals and Medical Technologies, the

Export-Import Bank’ snew $1 billion loan program, aswell astheindustry’s
own efforts to provide free or lower-cost therapies in devel oping nations, are to be
commended. However, additional and unprecedented efforts are necessary.

In addition to expanding access to HIV/AIDS therapies, efforts to improve on current
treatments are needed. Over the past decade, tremendous achievements have occurred in
the devel opment, testing, and licensure of over 15 different anti-retroviral medications,
with many additional agents currently in development. Nonethel ess, resistanceto existing
drugs occurs rapidly and predictably, mandating the continued search for new agents.
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Furthermore, many of the existing drugs are associated with debilitating side effects and
toxicities, requiring researchinto the devel opment and testing of additional anti-retroviral
drugsthat are ssimpler to take and less costly.

Although each individual must decide whether and when toinitiate antiretroviral therapy,
government programs should do everything within their power to encourage early access
to care. Unfortunately, this has not always been the case. In the U.S., for example,
current Medicaid digibility rulesrequire HIV-infected individualsto have adisabling AIDS
condition before they are eligible for the program, thus negating the opportunity for early
care. Despite growing interest by several Statesin using Section 1115 waiversto rectify
thisinherent conflict, only one waiver has been granted to date. The Clinton
Administration’ s continued use of restrictive budget neutrality guidelinesto evaluate

States' waiver applications poses a significant obstacle to the goal of early care and
treatment.

In contrast to the Medicaid eligibility issue, enactment of the Jeffords-K ennedy Work
Incentives Improvement Act of 1999 represented an historic effort to reform Federal
policy toremoveroadblockstolife-saving care. By allowing disabledindividual s(including
personsliving with HIV/AIDS) to maintain their health benefits upon returning to work,
and giving Statesimportant flexibility in defining disability, thislaw preventsindividua s
from being forced to choose between health care and employment. The Council
commends the Administration and Congress for their strong commitment to passage of this
Act.

Recommendations:

The Administration should emphasi ze the importance of research to develop
more effective, lesstoxic, and easi er-to-take medications within the National
Institutes of Health and other agencies within the Federal government
responsiblefor the testing, licensure, and regulation of such drugs.

The Administration, in particular the Office of Management and Budget
(OMB), should discontinue use of existing budget neutrality rulesto evaluate
1115 waiver applicationsfrom Statesto cover low-incomeindividualsinthe
earlier stages of HIV/AIDS. The Health Care Financing Administration
(HCFA) should continue to work proactively with Statesinterested in pursuing
such waivers.

The Administration should implement promptly the Jeffords-K ennedy Work
Incentives Improvement Act and use a portion of demonstration funding
provided through the Act to expand accessto Medicaid for peoplein the
earlier stages of HIV/AIDS.

Presidential Advisory Council on HIV/AIDS Report to the President of the United States 31



The President and other senior Administration officials should continueto
speak out against homophobia and other forms of discrimination that can
interfere with access to and quality of health care. The Health Resources and
Services Administration (HRSA) should play a proactiverolein effortsto
educate and train health professional s about discrimination through the AIDS
Education and Training Centers and Bureau of Health Professions programs.

The President and Vice President should use the authority of their officesto
push the pharmaceutical industry to minimizethe cost of HIV/AIDS
treatment, particularly inimpoverished regions of the world where substantial
price reductions are necessary to ensure access.

Support services play a critical role in ensuring access to and retention in care.

In the United States, many people with HIV/AIDS are unable to access care without
support services such as housing assistance, transportation, food, child care, legal services,
treatment information, interpreter services, outreach, psycho-social services, and case
management. These services must be available and provided in a manner that is
appropriate for specific populations and cultures.

For example, case managersplay acritical rolein helping individualsand familieswith
HIV/AIDS to navigate the entitlement system, including Medicaid and welfare to work
systems. For women living with HIV/AIDS, the availability of child care and other family-
centered services-in which the mother, child, and other family members are cared for at a
single facility-can have adirect impact on their ability to receive care.

Assisting peoplewith HIV/AIDSinfinding and paying for safe housing similarly improves
their ability to access health care and adhere to treatment. Though housing is not
traditionally viewed as ahealth issue, in the case of HIV/AIDS and similar disabling
conditions, stable housing is clearly linked to improved accessto care and deserves
increased support nationally.

Inthe U.S., one of the most important sources of funding for HIV/AIDS-related support
services is the Ryan White (CARE) Act, which expires on September 30, 2000. The
CARE Act, aswell as the Housing Opportunities for People with AIDS (HOPWA)
program, must be reauthorized. It is also essential that funding for these programs
increase to meet the needs of the growing population of individuasliving with HIV/AIDS
in the United States.

In the devel oping world, servicesthat help addressindividuals' most basic human needs,
such asfood and shelter, will substantially improve the quality of life and health for those
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living with HIV/AIDS. In devel oping countries where health services are available,
support services will help individuals access care and adhere to complex treatment
regimens, which is essential to avoid the devel opment and subsequent transmission of
drug-resistant strains of HIV.

Recommendations:

The Administration must work with Congress to reauthorize the Ryan White
CARE Act by the end of this session and do everything in its power to ensure
that the newly authorized legidation isfree of unnecessary and/or harmful
testing provisions that interfere with the goal of early care and treatment.

The Administration must ensure that the Ryan White CARE Act, HOPWA,
and other Federal low-income housing programs administered by the U.S.
Department of Housing and Urban Development (HUD) recognize and
support the critical role of housing in facilitating access and adherence to
HIV/AIDS care.

The Administration should promote “family-centered” care modelsinwhich
the health care needs of the entire family can be addressed holistically. Cross-
agency collaborative planning and funding should be used to more closely
integrate services.

Substance abuse treatment and mental health services must be an integral part of
HIV/AIDSrelated health care.

Because a significant percentage of people with HIV/AIDS in the U.S. aso have
substance use and/or mental health problems, these services must be integrated into the
continuum of HIV/AIDS care. Data on prevalence of co-morbiditiesis not available
nationally. However, 25% of new AIDS cases in 1999 were among those who inject
drugs, and it is reasonabl e to assume that a significant percentage of heterosexual
transmissions occurred among partners of injection drug users or their children.?® The
need for such servicesis particularly acutefor traditionally underserved populations,
including those in prison and the homel ess, for whom fewer service options exist.

Unfortunately, the threat posed by HIV/AIDS has done little to inspire increased
government funding for substance abuse treatment and mental health servicesin the U.S.
Thisnation still fallsfar short of the goal of ensuring the availability of such servicesfor all
those who want and need them. The Clinton Administration’s own neglect of substance
abuse treatment issues has only exacerbated the situation by creating a vacuum of
leadership on these issues. People of color disproportionately bear the cost of this policy of
neglect.
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“Nearly two-thirds of all
people with diagnosable
mental disorders do not

seek treatment.” 2

The stigma associated with substance use and mental health problems contributes to the
lack of integration of these services into the mainstream health care system and limitsthe
ability to serve these groups effectively.?” Despite previous recommendations from this
Council, the President decided in 1998 to maintain a ban on the use of Federal
funds for needle exchange programs. This action, which directly defied the
scientific validation of needle exchange by the U.S. Surgeon General and other
leading public health scientists, hasonly served to reinforce such stigmatization
and contribute to unnecessary new infections. Denying Federal fundsto local
public health officiasto implement these programs stands as an egregious
example of paliticstriumphing over public health and science.

Recommendations:

The Administration should devel op afive-year plan for increasing funding for
substance abuse treatment and mental health service to ensure access to all
those in need and parity with other health care services.

The Administration, in particul ar the Secretary of Health and Human
Services, must identify steps needed to reorganize and revitalize the
Substance Abuse and Mental Health Services Administration (SAMHSA) to
enableit to provide leadership in the fight against HIV/AIDS and to
coordinate its efforts with other Federal agencies.

In the United States, eliminating racial and ethnic disparities in HIV/AIDS-related
health outcomes requires addressing issues of access, discrimination, and
affordability.

Inthe U.S., peopleof color are disproportionately represented among individualsliving
with HIV/AIDS, and these minority groups also experience significantly higher rates of
HIV/AIDS-related morbidity and mortality. Effective community-based responsesto
HIV/AIDSmustincludeculturally andlinguistically appropriate programsspecifically
targeting these high-risk communities.

Recent effortsto expand the service and organizational capacity of minority-run
organizationsthrough the CBC/Minority HIV/AIDS I nitiative have highlighted thecritical
role of such agencies. Thissupplemental funding is hel ping to bring more people of color
into care and to improve the quality of services provided through such organizations. The
CBC/Minority HIV/AIDS I nitiative will continueto play animportant roleinthe overall
system of HIV/AIDS care for years to come.
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Inaddition, the Clinton Administration’ sgoal of eliminating racial and ethnic disparitiesin
six hedlth areas, including HIV/AIDS, isavitally important public health effort that must
continue beyond this Administration. The Surgeon Genera’ s effortsin thisregard have
profound implicationsintermsof both public health and social justice.

Recommendations:

The Administration should providestrong political, programmatic, and financia
support to the CBC/Minority HIV/AIDS Initiative, including support for
increased funding in FY 2001 to ensure adequate funding is available to meet
the needs of al racial and ethnic groups disproportionately affected by HIV/
AIDS.

The Administration should continueits strong support for the Surgeon
General’ seffort to eliminateracia and ethnic disparitiesin health outcomesin
six areas, including HIV/AIDS.

The developmental needs of youth require that they receive age-appropriate services
sensitive to their unique circumstances.

HIV/AIDS isincreasingly adisease of young people. In the United States, as many as half
of al new HIV infections are in people under age 25.% Globally, the rates are even more
dramatic: UNAIDS recently estimated that in some African countries hardest hit by
AIDS, as many as half of all 15 year-oldswill eventualy die of HIV/AIDS* Statistics
such as these demand immediate action.

Y outh often face particular barriers to care. These include the lack of financial
independence and privacy, aswell asthe inability to access medical

services confidentially and during standard business hours. The White [1]t is hard to play down the
House Office of National AIDS Policy (ONAP) is preparing an updated  gffects of a disease that stands
report on HIV/AIDS and youth. Thisis an important step in effortsto to kill more than half of the
develop amore focused, cross-governmental initiative focused on the young adults in the countries
unique care and prevention needs of young people, particularly younggay  \where it has firmest hold-most
and bisexual men and young African American and L atinawomen. of them before they finish the

work of caring for their
Globaly, the HIV/AIDS pandemic has had a devastating effect on children or providing for their
children and youth. Literally tensof millions of children have been or will dderly parents” 3

beleft orphaned by this disease, many themselves also living with the

virus. These children require services such as permanency planning,

counseling, and education, as well as assistance with basic human needs. It may be
difficult for thosein the U.S. to grasp fully the social and economic impact of losing an
entire generation of parentsto HIV/AIDS, but Americans must attempt to do so, both for
the sake of our collective humanity and for reasons of national and economic security.
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Recommendations:

The Administration should implement the recommendations of the pending White
House ONAP report on youth, including recommendations designed to ensure the
availability of family-centered care, accessto age-appropriate medical services,
and the coordination of youth-focused HIV/AIDS programs provided through the
U.S. Department of Health and Human Services. The Administration should also
use the release of this report as an opportunity to increase public awareness
regarding young peopl €’ srisk and their unique service needs.

The Administration should establish a coherent plan for responding to HIV/AIDS
among young people, which includes the efforts of the many Federal agencies that
administer programs targeting high-risk youth, aswell as State and local
governments, philanthropies, businesses, and community-based organi zations. The
plan should articulate clear goals and identify specific strategiesto achieve them.

The Administration should provideincreased financial and programmatic support
for permanency-planning programs for children globally who have been or are
likely to be orphaned by the death of a parent from HIV/AIDS. These efforts
should attempt to enhance the capacity of communitiesto provide care, and
minimize use of more costly institutionally based care.

Public health infrastructure is necessary to ensure a sustained response to the HIV/
AIDS pandemic.

In the United States, the HIV/AIDS pandemic has highlighted gaps in the community-
based public health infrastructure. Thisis particularly truein communities of color, Indian
nations, prisons, rural areas, and low-income communitiesgenerally. Community health
centers and clinics have traditionally been the cornerstone of the public health safety net,
and their importancein providing HIV/AIDS care will continue to grow as the number of
uninsured peopleliving with HIV/AIDS increases.

“Each year African countries

pay $15 hillion in debt
repayments’ ; 51% of

Americans support reducing
the amount of debt African
nations owe the U.S. so that
money owed could be used to

deal with AIDS*

Glabally, theability to provide quality health carefor thoseliving with
HIV/AIDS is dependent on the ability to improve basic infrastructurein
devel oping countries. In some areas this may mean developing or
expanding medical facilitiesand personnel, and in othersit may include
providing saf e drinking water, decent roads, and el ectricity. Building
capacity where none currently existswill require asubstantial infusion of
resources from the international community, aswell asrecognition that, in
many devel oping countries, repayment of international debt issiphoning
significant resources away from necessary health spending. Developing
such infrastructure will also improve adherence and will reduce the risk of

other deadly diseases such as tuberculosis and malaria.
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Inadditiontoinfrastructure, the avail ability of appropriately trained personnel isessential
to the provision of quality HIV/AIDS care. The Clinton Administration’ s creation of
Public Health Service guidelines for the treatment of HIV disease was a critical milestone
in the pandemic, establishing for the first time a standard against which quality can be
measured. Given the complex and rapidly changing nature of HIV disease management,
ongoing updating and dissemination of these guidelinesisessential, asisongoing provider
training. A diverse set of providers who are able to provide culturally sensitive care must
betrained in the complexitiesof HIV/AIDSrisk identification, prevention counseling, and
disease management. Further, discrimination in health care based on race, ethnicity,
gender, and/or sexual orientation must be prohibited, and morerigorous sensitivity training
programs are needed.

Recommendations:

The Administration should expand the role of community health centersand clinics
to meet the needs of underserved populations living with HIV/AIDS.

The Administration should support current and future effortsto provide
meaningful debt relief to developing countries so that they may devote a greater
portion of their own resourcesto fighting HIV/AIDS. In addition to debt relief,
other means of expanding financial support should be explored actively, including
international loans, grants, and public-private partnerships. These efforts must be
carried out in close coordination with other leading industrialized nations, many of
which a so provide inadequate global HIV/AIDSrelief.

The Administration should work with other global partnersto create aplan for the
rapid development of health care and other basic infrastructurein developing
nations hardest hit by HIV/AIDS.

The Administration should challengeinstitutions of higher education totake
leadership rolesin the prevention and management of HIVV/AIDS by requiring
health professions schools, residencies, and internshipsto devel op curriculaand
programsthat ensure high-quality HIV/AIDS training.

Client and community involvement are essential to the establishment of care systems
responsive to local needs.

HIV/AIDS service needs vary across demographic and geographic boundaries, requiring
that efforts to create and sustain systems of care be similarly flexible. Model U.S.
programs such as the Ryan White CARE Act and HOPWA reject a “one-size-fits-all”
approach to services and instead rely on public-private partnerships at thelocal level,
where service needs are most appropriately identified. This cost-effective model of
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community-based care should inform U.S. effortsto assist developing nations. In
particular, theimportant role of not-for-profit nongovernmental organizationsin care,
prevention, and clinical research must be maintained.

These participatory programs have also demonstrated the importance of developing local
leadership among personsliving with HIV/AIDS, within diverse minority communities, and
among other populations with significant service needs such as the incarcerated, women,
substance users, gay and bisexual men, and youth. Consumers and/or community leaders
on the front lines of the pandemic are critical partnersin the design and implementation of
effective HIV/AIDS services.

Recommendations:

The Administration must maintain strong support for the principle of local
decision making and control with respect to the planning and delivery of HIV/
AIDS care in the U.S. and abroad.

The Administration should continue to support the devel opment and
involvement of community-based leaders, including personslivingwith HIV/
AIDS, asfull partnersin service planning and delivery.

Government agencies have a particular responsibility to finance HIV/AIDS care and
services.

Most people living with HIV/AIDS in the U.S. are poor and uninsured. In the past ten
years, three critical safety net programs—the Ryan White CARE Act, Medicaid, and
Medicare—have emerged as the most important sources of funding for health care for
people living with HIV/AIDS. The CARE Act is also an important source of hon-medical
support services, as are HOPWA and other low-income and disability housing programs.

Although funding for the CARE Act and HOPWA has grown substantially over the past
ten years, appropriations have not kept up with the growth in demand for services,
including the need for HIV/AIDS treatments through the CARE Act’s AIDS Drug
Assistance Program (ADAP). As the number of new cases of HIV/AIDS in the U.S.
continues to grow by an estimated 40,000 each year, and as people with HIV/AIDS live
longer due to effective treatments, funding for the CARE Act and HOPWA will need to
reflect thisincreased need for services. In addition, as the pandemic reaches father into
aready marginalized populationsthat are often grappling with other significant health
issues aswell, the need for multidimensional (and often more costly) care will grow.

Since FY 1999, targeted funding through the CBC/Minority HIV/AIDS Initiative has
supplemented these larger programsin an effort to expand minority organizational capacity
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and improve the quality of HIV/AIDS servicesfor people of color. By recognizing the
emergency nature of the pandemic among communities of color inthe U.S,, the Initiative
hasled toimportant new financial and political commitments.

Ascritical asthese discretionary programswill remain, it isalso important to look to
entitlement programs for longer-term sol utions not subject to the annual appropriations
process. To that end, expanding Medicaid eligibility to cover personsin the earlier stages
of HIV/AIDSwill remain animportant policy priority, aswill ongoing effortsto ensure that
those receiving Medicaid services, including those in managed care programs, have access
to high quality care. If successful, the Administration’ s efforts to add a prescription drug
benefit to the Medicare program will also haveimportant implicationsfor the significant
number of personsliving with HIV/AIDS who rely on that program.

The Indian Health Services (IHS) is an essential source of care for many American Indians
and AlaskaNatives; for thosewho live on or near reservations, it isthe provider of last resort.
Unfortunately, the response of tribal governmentsto the threat of HIV/AIDS has been slow,
inpart duetothe historic under-funding of IHSthat hasmadetribal |eadersrel uctant to devote
limited resourcesto HIV/AIDSefforts. Begunin 1989, theIHSAIDSprogram hasplayed only
a minor role in funding HIV/AIDS projects for Native Americans, and many Native
Americans will not use IHS services due to concerns about confidentiality. In addition,
inadequate HIV/AIDS surveillance, the palitical invisibility of Native Americans, and the
compl exitiesof jurisdictional and political issuesoften placethem at adisadvantagefor funding.
Moreover, alack of coordinationamong Federal, State, andtribal governmentsgreatly hinders
effortsto deal with the HIV/AIDS epidemic in Native American communities.

Despite this Administration’ simportant effortsto acknowledgethat HIV/AIDSisathreat to
national security, U.S. funding for global HIV/AIDS efforts remains inadequate. The scope
of poverty inthedevel oping world, whichishometo 95% of peoplelivingwithHIV/AIDS, will
require afar more significant financial response from the U.S. and fromits global partners.
TheCouncil, and many millionsacrosstheglobe, continuetolook tothe President for leadership
ontheglobal HIV/AIDS pandemic. Anexpanded global rolefor theU.S. will alsorequirethat
officials at Federal agenciesthat have not previously been involved in domestic HIV/AIDS
policy receiveappropriateauthority, training, and funding.

Most importantly, meeting the most critical needs of peopleliving with HIV/AIDS
worldwide will require a sustained commitment to financing such care. The resurgence of
tuberculosisin the United Statesin the 1990s following awithdrawal of public health
funding for the disease is a dangerous mistake the U.S. and its global partners cannot
afford to repeat in the context of HIV/AIDS.
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Recommendations:

The Administration should support the highest possiblelevels of funding for the
CARE Act and HOPWA as the number of persons living with HIV/AIDS in
need of these programs continues to grow.

The Administration should continueits effort to add a prescription drug benefit to
the Medicare program and expand efforts within HCFA to monitor and ensure
high quality HIV/AIDS carein its programs, including in managed care settings.

Appropriate agencies within the U.S. Department of Health and Human Services
should work more closely with the Indian Health Service, and support increased
funding for the IHS-funded health care system so that it may provide high-quality
HIV/AIDS treatment for Native Americans/Alaska Natives dependent upon it for
medical care. The AIDS Drug Assistance Program funded through the Ryan
White CARE Act should cover IHS-funded systems.

Conclusion

The goal of ensuring access to high-quality and affordable HIV/AIDS care and treatment
servicesin the United States and abroad will require acommitment to leadership,
sustained financial support, and a continued reliance upon the many public-private
partnershipsthat currently interact to develop, provide, and fund such care. The ability to
confront directly issues of discrimination and stigma, and to encourage and support
individualsin their effortsto learn their HIV status, and enter and adhere to treatment, will
a so help ensure ultimate success.

The Council implores the current and future President and Cabinet membersto provide

the courage, leadership and commitment that are needed to stop the HIV/AIDS
pandemic.
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Appendix A: Executive Orders
Executive Order 12963
Presidential Advisory Council onHIV/AIDS

By the authority vested in me as President by the Constitution and the laws of the
United States of America, | hereby direct the Secretary of Health and Human Servicesto
exercise her discretion asfollows:

Section 1. Establishment. (a) The Secretary of Health and Human Service (the
"Secretary") shall establish an HIV/AIDS Advisory Council (the"Advisory Council” or the
"Council"), to be known as the Presidential Advisory Council on HIV/AIDS. The Advi-
sory Council shall be composed of not more than 30 membersto be appointed or desig-
nated by the Secretary. The Advisory Council shall comply with the Federal Advisory
Committee Act, as amended (5 U.S.C. App.).

(b) The Secretary shall designate a Chairperson from among the
members of the Advisory Council.

Sec. 2. Functions. The Advisor Council shall provide advice, information, and
recommendations to the Secretary regarding programs and policies intended to (a) pro-
mote effective prevention of HIV disease, (b) advance research on HIV and AIDS, and
(c) promote quality servicesto persons living with HIV disease and AIDS. The functions
of the Advisory council shall be solely advisory in nature. The Secretary shall Orovide the
President with copies of all written reports provided to the Secretary by the Advisory
Council.

Sec. 3. Administration. (a) The heads of executive departments and agencies
shall, to the extent permitted by law, providethe Advisory Council with such information
asit may require for purposes of carrying out its functions.

(b) Any members of the Advisory Council that receive compensation shall be
compensated in accordance with Federal law. Committee members may be
allowed travel expenses, including per diemin lieu of subsistence, to the extent
permitted by law for persons serving intermittently in the Government service (5
U.S.C. section 5701-5707).

(c) To the extent permitted by law, and subject to the availability of appropriations,
the Department of Health and Human Services shall provide the Advisory Council
with such funds and support as may be necessary for the performance of its
functions.
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Sec. 4. Genera Provisions. (@) Notwithstanding the provisions of any other
Executive order, any functions of the President under the Federal Advisory Committee
Act that applicableto the Advisory Council, except that of reporting annually to the
Congress, shall be performed by the Department of Health and Human Services, in
accordance with the guidelines and procedures established by the Administrator of Gen-
eral Services.

(b) Thisorder isintended only to improve the internal management of the execu-
tive branch, and it is not intended to create any right, benefit, or trust responsibility,
substantive or procedural, enforceable at law or equity by a party against the
United States, its agencies, its officers, or any person.

WILLIAM J. CLINTON

THE WHITE HOUSE,
June 14, 1995.
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Executive Order 13009

Amendment to Executive Order No. 12963 Entitled Presidential Advisory Council on
HIV/AIDS

By the authority vested in me as President by the Constitution and the laws of the
United States of America, and in order to increase the membership of the Presidential
Advisory Council on HIV/AIDS, it is hereby ordered that Executive Order No. 12963 is
amended by deleting the number "30" in the second sentence of section 1(a) of that order
and inserting the number "35" in lieu thereof.

WILLIAM J. CLINTON

THE WHITE HOUSE,
June 14, 1996.
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Appendix B: Charter

PRESIDENTIAL ADVISORY COUNCIL ON HIV/AIDS

PURPOSE

The Secretary of Health and Human Servicesis charged in Titles XXII1-XXV1 of the

Public Health Services Act with responsibilities for conducting avariety of activitiesin
connection with the prevention and cure of HIV and AIDS and for ensuring that those
infected with HIV or AIDS are provided with quality care.

AUTHORITY

Executive Order 12963, dated June 14, 1995, as amended by Executive Order 13009,
dated June 14, 1996. The Council isgoverned by provisions of Public Law 92-463, as
amended, 5 U.S.C. Appendix 2, which sets forth standards for the formation and use of
advisory committees.

FUNCTION

ThePresidential Advisory Council on HIV/AIDS shall provide advice, information and
recommendations to the Secretary regarding programs and policies intended to promote
effective prevention of HIV disease, and advance research on HIV disease and AIDS.
The function of the Council shall be solely advisory in nature. The Secretary shall provide
the President with copies of all written reports provided to the secretary by the Advisory
Council.

STRUCTURE

The Council shall consist of not more than 35 members, including the Chair. Membersand
the chair shall be selected by the Secretary from authorities with particular expertisein, or
knowledge of, matters concerning HIV and AIDS.

In addition, the Council shall include ex officio membersfrom relevant HHS components
as deemed appropriate by the Secretary or designee.

Members shall be invited to serve for overlapping four-year terms; terms of more than two
years are contingent upon the renewal of the Council by appropriate act on prior to its
termination. Members shall serve after the expiration of their term until their successors
have taken office.
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Temporary subcommittees consisting of members of the parent committee may be
established to perform specific functionswithin the Council'sjurisdiction. Subcommittees
shall make preliminary recommendationsfor consideration of full council. The Depart-
ment Committee Management officer shall be notified upon establishment of each sub-
committee, and shall be provided information on its name, membership, function, and
estimated frequency of meetings.

Management and support services shall be provided by the Office of the Secretary, Office
of Public Health and Science.

MEETINGS

Meetings shall be held at the call of the Chair, with the advance approval of afull time
Government official, who shall also approve the agenda. A Government official shall be
present at all meetings.

Meetings shall be open to the public except as determined otherwise by the Secretary;
notice of all meetings shall be given to the public. Meetings shall be conducted, and
records of the proceedings kept, as required by applicable laws and Departmental regula-
tions.

COMPENSATION

Members of the Council shall serve without compensation but may, to the extent permitted
by law, be paid per diem and travel expenses as authorized by Section 5703, Title5 U.S.
Code, as amended.

ANNUAL COST ESTIMATES

Estimated annual cost for council, including per diem and travel expensesfor members but
excluding staff support is $290,000. Estimated annual person-years of staff support
required istwo (2), at an estimated cost of $115,000.

REPORTS

In the event a portion of the meeting is closed to the public areport shall be prepared
which shall contain, asaminimum, alist of members and their business addresses, the
council'sfunctions, dates and places of meetings, and asummary of council activitiesand
recommendations made during the fiscal year. A copy of the report shall be provided to
the Department Committee Management Officer.
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TERMINATION DATE

Unlessrenewed by the appropriate action prior to its expiration, the Presidential Advisory
Council on HIV/AIDSwill terminate on July 27, 2001.

APPROVED

Donna Shalala
July 27, 1999
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Appendix C: Previous Reports
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Appendix D: PACHA Member Biographies

Stephen N. Abel, D.D.S., M.S., of New York, New York is currently the Director of
Dentistry at the Spellman Center for HIV-Related Diseases at St. Clare’ s Hospital where
he is anoted expert in the oral health of HIV patients. Dr. Abel is a co-founder of the
Dental Alliance for HIV/AIDS Care and a dental consultant on HIV issues for the
American Dental Association.

Terje Anderson of Washington, D.C. currently serves as the Executive Director for the
National Association of People with AIDS. He has served as the AIDS Program Chief
for the Vermont Department of Health and was al so the founder of the Vermont Commit-
tee for AIDS Resources, Education, and Services. He has chaired the Health Resources
and Services Administration’s HIV/AIDS Committee and has been the Co-chair for the
National Organizations Responding to AIDS. In addition, he has served as the Co-chair for
the Vermont Coalition for Lesbian and Gay Rights.

Regina Arag0n of Oakland, California served as the Public Policy Director for the San
Francisco AIDS Foundation, where for nine years she led in devel oping state and federal
policy, including successful campaignsto expand funding for HIV/AIDS, to reauthorize the
Ryan White CARE Act, and to decriminalize needle exchange. Ms. Aragon served as the
Chair of the Cities Advocating Emergency AIDS Relief (CAEAR) Coalition from 1993-
1999. She has aMaster’s Degree in Public Policy from Harvard University’ s Kennedy
School of Government.

Barbara Aranda-Naranjo, Ph.D., R.N. of San Antonio, Texasis an Associate Professor
at the School of Nursing at the University of Incarnate Word, San Antonio, Texas. She
holds the Brigadier General Dunlap Professorial Research Chair in Nursing, and isalso a
Clinical Associate Professor in the Department of Pediatrics at the University of Texas
Health Science Center. She has worked with women, children, and familiesliving with
HIV infection in South Texas for the past 12 years.

D. Gregory Barbutti, J.D. of Austin, Texas is the Chair of the Board of Directors of
AIDS services of Austin, the largest AIDS service organization in Central Texas. Asa
long-term survivor of HIV/AIDS and a member on the Board of Directors of the Texas
Health Insurance Risk Pool, the Hollyfield Foundation and formerly of the Capital Area
AIDS Legd Project, Mr. Barbutti works to educate the public about HIV and strengthen
al aspects of the lives of peopleliving with HIV/AIDSin Texas.
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Ignatius Bau, J.D. of San Francisco, Californiais the Policy Director at the Asian and
Pacific Idlander American Health Forum. He has served as the Chairperson of the
Cdlifornia Department of Health Services Task Force on Multicultural Health and asa
consultant to the Centers for Disease Control and Protection (CDC). Heis a member of
the Board of Directors of the National Minority AIDS Council and was afounding board
member of both the Asian and Pacific Islander Wellness Center: Community HIV/AIDS
Services and the Northern California Coalition for Immigrant and Refugee Rights.

Judith A. Billings, J.D. of Seattle, Washington has been an educator for 37 years,
serving as the Washington State el ected Superintendent of Public Instruction for eight
years (1989-1997). Diagnosed with AIDSin 1995, she currently chairsthe Governor’'s
Advisory Council on HIV/AIDS and the Board of the Northwest AIDS Foundation, and
serves on the Board Executive Committee of the National AIDS Fund. She remains
activein education, chairing the Board of the Agency for Instructional Technology, co-
chairing the Washington State Council on Public Legal Education, and working asthe
President and CEO of Economics America Washington Council on Economic Education.

Charles W. Blackwell of Washington, D.C. is the founding Director of The Native
Affairs and Development Group (NADG) at Pushmataha House on Capitol Hill and
serves as the Chickasaw Nation’s Ambassador to the United States of America. Mr.
Blackwell iswidely recognized for strongly protecting thefederal-tribal trust relationship
and the sovereignty of American Indian tribeswhile devel oping strong tribal economies.
He represents numerous tribes in the state of Washington and many private sector
companiesin Indian Country.

Mary Boland, M.SN., R.N., F.A.A.N. of Newark, New Jersey is Director of the
National Pediatric and Family HIV Resource Center at the University of Medicine and
Dentistry of New Jersey in Newark. Sheis aregistered nurse who has worked in the
pediatric and adolescent HIV/AIDS wards since 1983 when HIV was first diagnosed in
children.

Nicholas Bollman of San Francisco, Californiais the founding President of the new
California Center for Regional Leadership. Formerly, Mr. Bollman was the Co-Chair of
the Public Policy and Leadership Committee of Funders Concerned About AIDS. Mr.
Bollman also served as the Senior Program Director for the James Irvine Foundation, a
grant making foundation which provides funding for numerous HIV and AIDSrelated
programs.

Stephen L. Boswell, M.D. of Boston, Massachusetts is the Executive Director of the
Fenway Community Health Center (FCHC), anational leader in community primary
health care for persons living with HIV/AIDS and the gay communities. Heis activein
various research arenas and is currently a member of the Infectious Disease Unit of
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Massachusetts General Hospital and Partners’ AIDS Research Center. He helped found
the Community Care Alliance, acollaborative enterprise of seven Boston community
health centers with historic clinical tiesto Beth Israel Deaconess Medical Center.

Stuart C. Burden of Chicago, Illinoisis a Senior Program Officer at the John D. and
Catherine T. MacArthur Foundation. Mr. Burden’ s grantmaking focus includes reproduc-
tive health & rights, sexuality education for young people, and HIV prevention. In addi-
tion, Mr. Burden serves on the Boards of the Lambda Legal Defense & Education Fund,
the Working Group on Funding Lesbian & Gay Issues, and Funders Concerned About
AIDS. Mr. Burden consults on health issues with various foundations and has served on
the Scientific Program Committee for the International AIDS Conference.

Phillip P. Burgess, R.Ph. of Deerfield, Illincisis currently the National Director of
Pharmacy Affairs for Walgreens, and has been involved in responding to the needs of the
HIV/AIDS community since the early 1980s. Mr. Burgessis responsible for the recent
initiativeto certify alarge group of Walgreens pharmacists throughout the nation providing
pharmaceutical servicesto HIV/AIDS patients.

Tonio Burgos of New York, New York is the President of Tonio Burgos and Associ-
ates, Inc., amarketing and public relations firm. He formerly served as Commissioner of
the New York and New Jersey Port Authority and as Director of Executive Services for
former Governor Mario Cuomo.

Jerry Cade of Las Vegas, Nevada operates a private medical practice devoted to the
treatment of people with HIV. Heisa co-founder and Director of the University Medical
Center's AIDS Outpatient Clinic and HIV Inpatient Unit in Las Vegas. He also has
served as Executive Director of “Aid for AIDS of Nevada,” Nevada' s oldest and largest
HIV support organization. 1n 1999, Dr. Cade received the International Association of
Physicians in AIDS Care (IAPAC) Heroes in Medicine Award.

Margaret K. L. Campbell of Boston, Massachusetts, serves as the project coordinator
for “*Politicin’ with the Sister” at the Justice Resource Ingtitute. This project assists
young women in exploring societal systems of gender oppression, racism, sexism, ho-
mophobia and other issues, thus reducing risk for HIV. Ms. Campbell has devel oped
many training curriculafor youth peer educators and currently serves on the Board of
AIDSAlliance.

Lynne M. Cooper, D. Min. of St. Louis, Missouri is President of Doorways, an Inter-
faith AIDS Residence program, providing housing to 450 peopleliving with HIV/AIDSin
the St. Louisregion. The Doorways programs have earned local and national awards and
Ms. Cooper has been recognized by the Women of Worth, the Deaconness Foundation,
the Health Care Financing Administration, and Fontbonne College for serviceto people
livingwithHIV/AIDS.
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Joseph A. Cristina of Long Beach, Californiais currently Vice President of Inventor
Relations for Mattel, Inc. Asan openly gay HIV positive man, he founded the Children
Affected by AIDS Foundation (CAAF). Through Mr. Crisitna' s leadership as Board
Chair, CAAF has been able to provide direct care and services to children affected by
HIV/AIDS throughout the nation.

The Honorable Ronald V. Dellums of Berkeley, Californiais President of Healthcare
International Management Company and a former member of the U.S. Congress, repre-
senting the 9th Congressional District of Californiafor 27 years. Asamember and former
chairman of the House National Security Committee, he aspired to become an expert on
international affairs and to accumulate the knowledge necessary to work on behalf of
socia justice and human rights. Mr. Dellumsled the congressional effort to end U.S.
support for the racist apartheid regime of South Africa. The National Health Service Act,
introduced by Mr. Dellumsin 1977, isstill considered one of the most comprehensive,
progressive health care proposals ever before the Congress. He is the current chair of
thisCouncil.

Ingrid M. Duran of Washington, D.C. is the Executive Director of the Congressional
Hispanic Caucus I nstitute (CHCI), apremier national non-profit and non-partisan organi-
zation whose mission isto devel op the next generation of Latino leaders. Prior to joining
the CHCI, Ms. Duran was the director of the Washington, D.C. office of the National
Association of Latino Elected and Appointed officials (NALEO).

Rabbi Joseph A. Edeheit of Minneapolis, Minnesota serves as the Senior Rabbi of
Temple Isragl, a 121 year-old, Reform congregation. He has previously led severa
Jewish and interfaith AIDS coalitions and pastoral service groups. Rabbi Edelheit was
theinitial rabbinic co-chair of the Reform Judaism’ s national committee on HIV/AIDS
and has written several published essays on topics related to the religious and ethical
issues highlighted by the HIV/AIDS pandemic.

Robert L. Fogel of Chicago, Illinoisisan attorney with the firm of Hilfman and Fogel of
Chicago. Heisan active supporter of the Chicago House and Socia Service Agency
which provides housing and services for people with HIV/AIDS.

Debra Fraser-Howze of New York, New York is the Founder/President/CEO of the
National Black Leadership Commission on AIDS, Inc., founded in 1987. Ms. Fraser-
Howze has been widely recognized for her more than two decades of service to African
and other communities of color on issues relating to teen pregnancy, HIV/AIDS preven-
tion, and public health.

Kathleen M. Gerus of Sterling Heights, Michigan is Chair of the Board of Directors of
the National Hemophilia Foundation and serves as amember of the Board of the National
Association of People With AIDS. Ms. Gerusisthe widow of a man with hemophiliaand
AIDS.
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Cynthia A. Gomez, Ph.D. of San Francisco, Californiais an Assistant Professor in the
Department of Medicine at the University of Californiaat San Francisco (UCSF) AIDS
Research Ingtitute (ARI) and Center for AIDS Prevention Studies (CAPS). Prior to
coming to CAPS, Dr. Gomez spent twelve years working in community mental health
settingsin Boston. Dr. Gomez also serves on the CDC'sHIV & STD Advisory Council,
Substance Abuse and Mental Health Services Administration’s (SAMHSA) Advisory
Committee on Women's Services, and the Scientific Advisory Committee and Board of
Directors of the Alan Guttmacher Institute.

Edward S. Gould of Encino, Californiadied on November 8, 1996. Beforejoining the
Council in 1995, Mr. Gould had completed athree-year term as Co-Chair of the Board of
Directors of the Los Angeles Gay and Leshian Community Service Center and a member of
the Board of Directors of the Center. Mr. Gould was honored in 1994 at the Los Angeles
celebration of National Philanthropy Day asthe “ Outstanding Philanthropist” of the year.
He served on numerous boards including the United Way of Greater Los Angeles.

Phyllis Greenberger of Washington, D.C. is the Executive Director of the Society for
the Advancement of Women’s Health Research and since 1993. Ms. Greenberger isa
member of The National Advisory Environmental Health Services Council.

Nilsa Gutierrez, M.D., M.P.H. is the Medical Director for the Health Care Financing
Administration (HCFA). Dr. Guitierrez previously served as a Consultant in Primary Care
Delivery Systems where she has reconfigured traditional ambulatory clinic modelsto
primary care delivery systemsfor hospitals and community-based health carefacilities.
Previously, Dr. Gutierrez was the Director of the New Y ork State Department of Health's
AIDS Ingtitute. Dr. Gutierrez was the Chair of the Latino Commission on AIDSin 1996.

Bob Hattoy of Washington, D.C. isaperson living with AIDS, who served as a White
House Liaison to the Department of the Interior for 4 years and before that as the Deputy
Director of White House personnel. Mr. Hattoy came to the Clinton administration from
the Sierra Club, an environmental advocacy group. He currently volunteershistime asan
advocate with different gay/lesbian and HIV/AIDS organizations as well asworking to
“Get out the Vote” for various elected Federal, State and local campaigns.

Thomas Patrick Healy of New York, New York awriter of poetry and criticism and
former contemporary art dealer. He serves as chairman of the public arts organization
“Creative Time” and is on the boards of the AIDS Action Foundation in Washington and
the New Y ork University (NYU) Art Museum. Mr. Healy isliving with HIV.

B. Thomas Hender son of Austin, Texas died on December 22, 1999. He previously
served as a senior policy advisor to the Texas Land Commissioner and was aformer
member of the Board of Trustees of the Texas Human Rights Foundation, a statewide
organization which seeksto end discrimination based on sexual orientation or HIV/AIDS
status. Mr. Henderson was active in fundraising for numerous HIV/AIDS organizations.

54  Presidential Advisory Council on HIV/AIDS Report to the President of the United States



R. Scott Hitt, M.D., of Los Angeles,Californiais anationally recognized medical doctor
who practices with the Pacific Oaks Medical Group, the country’s largest private practice
health care providers for patients with HIV disease. Dr. Hitt served as Chair of the
Council from 1995 through 2000. Dr. Hitt has been recognized for his philanthropic work
on behalf of AIDS service organizations. He serves on the Board of Directors of AIDS
Project Los Angeles.

Michael 1sbell, J.D. of New York, New York is currently and independent consultant in
thefield of public health policy. Heformerly supervised the public policy, communica-
tions, and education programs at Gay Men’s Health Crisis (GMHC), the nation’ s oldest
and largest AIDS service organization. He also directed the AIDS litigation project at
Lambda Legal Defense and Education Fund.

Jack C. Jackson, Jr. of Washington, D.C. and a member of the Navajo Nation, cur-
rently serves as Director of Governmental Affairsfor the National Congress of American
Indians and as a Board member for the National Native American Indian AIDS Preven-
tion Center. Heisoriginaly from Arizonabringing years of experiencein federal Indian
policy and significant contributionsto minority communities.

Ronald S. Johnson of New York, New York currently serves as Associate Executive
Director of Gay Men's Hedlth Crisis, Inc.(GMHC). In that capacity he manages
GMHC’ spublic policy, communications, and community relations. Prior tocomingto
GMHC, Mr. Johnson served as the Citywide Coordinator for AIDS policy in the Office
of the Mayor, City of New Y ork and as the Executive Director of the Minority Task
Forceon AIDS. Mr. Johnsonisliving with HIV.

Carole LaFavor, R.N., of Minneapolis, Minnesota is a registered nurse and a member of
the OjibwaTribe. Sheisafounding member of Positively Native, a national organization
for Native Americans with HIV/AIDS.

Jeremy Landau of Santa Fe, New Mexico is the Founder of the National Rural AIDS
Network, which provides services and education for people living with the HIV/AIDS
virus. Heislivingwith HIV.

Alexandra M. Levine, M .D. of Los Angeles, Californiais currently a Professor of
Medicine at University of Southern California(USC), Chief of the Division of Hematol -
ogy. She also serves as Medical Director of the USC/Norris Cancer Hospital. Dr.
Levine' s research interests include the hematol ogic malignancies and HIV disease, where
she has published over 150 articles and over 50 book chapters. She began an active
program of AIDS research in 1981, focused primarily on the cancers related to AIDS, and
most recently on HIV disease in women. Dr. Levine has worked with Dr. Jonas Salk in
the development and testing of a therapeutic AIDS vaccine. She formerly served as the
Executive Associate Dean of the USC School of Medicine from 1985 to 1990.
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Steve Lew of San Francisco, California serves as Development Director for
CompassPoint Nonprofit Services, based in San Francisco and Silicon Valey. He has
been involved in HIV services and advocacy issues over the past fifteen years, co-
founding the Gay Asian Pacific Alliance (GAPA) Community HIV project, serving asthe
Executive Director of the Living Well Project and Asian & Pacific Islander Wellness
Center in San Francisco. Asagay man of color living with HIV, Mr. Lew has also
participatedinlocal, regional, and national HIV planning and public policy efforts.

CayaB. Lewis, M.P.H., of Baltimore, Maryland is the National Health Coordinator of
the National Association of the Advancement of Colored People (NAACP) where she
adviseson health policy, designshealth prevention and education initiatives, and builds
partnerships to support the NAACP' s 2200 affiliates. During Ms. Lewis' tenure, the
NAACP has passed severa new policies on HIV/AIDS and implemented an HIV/AIDS
film outreach project.

Migue Milanes, M.P.A. of Miami, Florida is the Community/Intergovernmental Affairs
Coordinator for the Florida Department of Children and Families-District 11. He previ-
ously served as the Director for the Miami-Dade County Health Department’ s Office of
AIDS Services. Before coming to Miami, Mr. Milanes served as a Special Assistant to
the Director of the Supportive Housing Demonstration Program at the U.S. Department of
Housing and Urban Devel opment.

Brent Tucker Minor of Alexandria, Virginiais at Travel Ventures Inc., and currently
serves as the Co-chair of the Planning Council for the Washington, D.C. Ryan White Title
| Planning Council. Minor also serves on the Northern VirginiaHIV Consortium and the
Alexandria City Council’s Task Force on AIDS among other organizations. Mr. Minor is
the former Director of Community Relationsfor Food & Friends, acommunity-based
organization that delivers meals and groceriesto peopleliving with AIDSin the greater
Washington, D.C. area. Heisliving with HIV.

Helen M. Miramontes, M.S.N., R.N., F.A.A.N. of Las Vegas, Nevada is a health
care professional and an activist focusing on prevention, policy, and provider education.
Sheisthe former Clinical Professor and Deputy Director of The International Center for
HIV/AIDS Research & Clinical Training in Nursing, School of Nursing, University of
Cdlifornia, San Francisco (UCSF), and Nurse Coordinator for the Pacific AIDS Education
& Training Center, School of Medicine, UCSF in San Franciso, California.

Ernesto Ortiz Parra, M.D., M.P.H. of San Antonio, Texas is both a practitioner at the
Centro Del Barrio Community Health Center and a Clinical Associate Professor at the
University of Texas Health Science Center in San Antonio where he teaches primary care
of HIV patients. Over the past decade, Dr. Parra has been involved in research, medical
education, and health care related to HIV infection and prevention. Hisfocus has been on
developing early intervention strategies and standards of care for women infected with
HIV.
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Reverend Altagracia Perez, S.T.M. of Los Angeles, Californiais the Rector of the
Church of Saint Philip the Evangelist, Episcopal. Reverend Perez is an active member of
HDI Inc., Educational Leadership Council on Latinas and AIDS, and has served as Writer
and Consultant for “ Teens for AIDS Prevention.”

John A. Perez of Los Angeles, Californiaisthe Political Director of the California Labor
Federation, American Federation of Labor - Congress of Industrial Organizations (AFL-
ClO), representing two million unionized workers across all sectors. In addition, Mr.
Perez is Co-Chair of the California Democratic Party Finance Committee, a member of
the California Managed Health Care Improvement Task Force, and a member of the
Board of Directors of the League of Conservation Voters, the Los Angeles County
Economic Devel opment Corportation, and the L os Angeles Human Rights Committee.

Robert Michael Rankin, M.D., M.P.H., of San Francisco, California the Chair of the
Committee on HIV/AIDS for the Union of American Hebrew Congregations (Reform
Judaism) and a consultant on HIV/AIDS for the San Francisco Police and Sheriff’s
Department. Dr. Rankin isthe former Chief of Psychiatry and Mental Health Services
at the Oakland V eterans Administration Medical Center in San Francisco, California.
Previously, he served on the Board of Directors of the San Francisco AIDS Foundation.

Valerie Reyes-Jimenez of New York, New York is a Board member with Housing
Works, Inc. Ms. Reyes-Jimenez was infected with HIV in the early 1980s. She has
overcome formidable odds to become aleading AIDS activist and advocate for those
living with HIV and AIDS. She hasworked side by side with homeless HIV positive
individualsand, in particular, those with chemical dependenciesand mental disorders.

H. Alexander Robinson of Washington, D.C. is President of Robinson & Foster Inc.
and Secretary for the Board of the Whitman-Walker Clinic. Mr. Robinson previously
served as the President of the National Task Force on AIDS Prevention and the Senior
Legidative Representative for the American Civil Liberties Union AIDS and Lesbian and
Gay Rights Projects. Mr. Robinsonisliving with HIV.

Debbie Runions of Nashville, Tennessee is a freelance writer and has written a chapter
in AIDS and Women's Experience: Emerging Policy Agenda to be published this year.
Ms. Runions a so serves on Tennessee' s HIV Prevention Community Planning Group.

Sean Sasser of Atlanta, Georgia has worked with the San Francisco Department of
Health, where he helped create the HIV-Positive Y outh Advocacy Project. Asan
African-American, gay and HIV positiveindividual, Mr. Sasser iswell acquainted with the
issues of young people and HIV/AIDS. In addition, Mr. Sasser has served on the Board
of Directors of the AIDS Alliance(formerly AIDS Policy Center for Children, Y outh and
Families).
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Benjamin Schatz of San Francisco, Californiaisawriter, singer, and performer. He
formerly served as the Executive Director of the Gay and Lesbian Medical Association.
Mr. Schatz was the first attorney to work full time on issues of AIDS-related discrimina-
tion on anational basis by establishing the AIDS Civil Rights Project at the National Gay
Rights Advocates.

Victoria L. Sharp, M.D. of New York, New York is the Director of the Center for
comprehensive Care at St. Luke's Roosevelt Hospital. She serves as the Chair of the
Board of Doctors of the World, an international humanitarian organization.

Richard W. Stafford of St. Paul, Minnesotais the immediate past State Chair of the
Minnesota Democratic-Farmer-Labor Party (DFL). Previously, Mr. Stafford organized
the Minnesota AIDS Project, a statewide non-profit organization which provided help for
those affected by HIV/AIDS. He currently works as a journalist and consultant.

Denise Stokes of Stockbridge, Georgia has been an AIDS educator and activist for
eleven years. Her grass roots background isin street outreach, public education, support
group facilitation, substance abuse counseling and training other peer counselors. Ms.
Stokes sits on the Board of Directors of both Outreach Inc., serving the minority commu-
nity and All Saints Covenant Community (amen’s substance abuse recovery community).
She was infected with HIV at thirteen and was not only one of the first people to publicly
put aface on heterosexual HIV in the 80’ s but also instrumental in accessing Southern
African-American churchesin the early 90's. Ms. Stokes is a frequent presenter to the
National Football League on HIV education.

Todd A. Summers of Washington, D.C. is a Principal, Progressive Health Partners, Inc.
and most recently served as Deputy Director of the White House Office of National
AIDS Policy, where he provided policy guidance on abroad range of health, prevention,
care, civil rights, housing, immigration, and other issuesrelating to the AIDS pandemic. In
addition, Summersassistedin devel oping new policy initiatives, preparing briefing materials
and speeches, and facilitating multi-agency efforts. Previously, he as co-founder, served
as the Executive Director of the AIDS Housing Corporation in Boston, Massachusetts.

Sandra L. Thurman of Atlanta, Georgiais the Director of the White House Office of
National AIDS Policy, and Presidential Envoy for AIDS Cooperation. For nearly two
decades, Ms. Thurman has been aleader and advocate for people with AIDS at the local,
state, and federal levels. Ms. Thurman served as the Director of Citizen Exchanges at the
United States Information Agency. Before that, she served as Executive Director of AID
Atlanta, acommunity-based nonprofit organization that provides health and support
services to people living with HIV/AIDS and offers an array of HIV prevention programs.
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Charles Quincy Troupe of Jefferson City, Missouri is a Missouri State representative
on minority health issues and the impact of AIDS on women and minorities.

Bruce G. Weniger, M.D., M.P.H. of Atlanta, Georgiais a medical epidemiologist with
international research and training experience on the HIV/AIDS epidemic in Asiaand
South America. He works at the United States Center for Disease Control and Preven-
tionin Atlanta.
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Appendix E: Correspondence

Date

October 8, 1996
December 17, 1996
May 6, 1997

July 26, 1997
August 6, 1997
September 11, 1997
October 10. 1997
December 7, 1997
March 16, 1998
March 17, 1998
April 17,1998
August 19, 1998
August 19, 1998
September 14, 1998
September 16, 1998
September 23, 1998
grams

October 28, 1998

December 8, 1998

60

To

President Clinton
Secretary Shalala
President Clinton
President Clinton
Secretary Shalala
Dr. Helene Gayle
Secretary Shalala
President Clinton
Secretary Shalala
President Clinton
Dr. David Baltimore
President Clinton
President Clinton

Dr. Donad Burke,
Dr. Daniel Tarantola

President Clinton

President Clinton

President Clinton

Secretary Shalala

Presidential Advisory Council on HIV/AIDS Report to the President of the United States

Subject

Welfare Reform Bill

Needle Exchange Programs
Discrimination | ssues

HIV/AIDS in the Second Administration
Meeting re. Council Recommendations
Reduction of HIV Infections

House Appropriations Bill

Needle Exchange Programs

Needle Exchange Programs

Needle Exchange Programs

HIV Vaccine Development

Medicaid and Drug Therapies

AIDSinRacia Ethnic Populations;
National State of Emergency in AIDS

Condolence Letter

Needle Exchange Funding

FY 1999 Funding for HIV/AIDS Pro-
FY 2000 Funding for HIV/AIDS
Programs

HIV/AIDSin Ethnic and Racia Populations



Date

February 17, 1999

April 7,1999
April 7,1999
April 9, 1999
October 7, 1999
April 30,2000
May 22, 2000

May 24, 2000

To

President Clinton

President Clinton
President Clinton
Secretary Shalaa
President Clinton
Secretary Shalala
Secretary Shalala

President Clinton

Subject

Comments on FY 2000 HIV/AIDS
Funding

Medicaid Eligibility Restrictions

Omnibus Appropriations Bill of 1998
Invitationto COuncil Meeting

Lifesaving Vaccine Technology Act of 1999
Scientific Literature on Needle Exchange
Final PACHA Report

Medicaid Section 1115 Waivers
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Appendix F: Previous Recommendations

RECOMMENDATIONS
(1995-2000)

DISCRIMINATION

[.D.1

Date Passed 7/28/95

Description

Intalking publicly about HIV, the President should vigorously speak out against HIV-
related discrimination and condemn prejudice based on race/ethnicity and sexual orienta-
tion, which damage our effortsto combat AIDS. The president should strongly and visibly
oppose any amendmentsto HIV-related legidation that are designed to divide the Ameri-
can people aong lines of sexual orientation, substance use history, race/ethnicity, or other
factors.

1.D.1

Date Passed 12/8/95

Description

The Administration should rescind mandatory HIV testing and/or discriminatory policies
currently in place in the U.S. Foreign Service, the Peace Corps, the Job Corps, the State
Department, and themilitary, when thereisno compelling public health justification.

[1.D.2

Date Passed 12/8/95

Description

The Secretary of HHS should instruct the CDC to (1) review its guidelines that arbitrarily
restrict HIV infected health care workers and that lead to discrimination against them, and
(2) ensure thathese guidelines are consistent with prevailing scientific and public health
knowledge on theissue.

1.D.3

Date Passed 12/8/95

Description

The Administration should oppose any congressional effortsto require that otherwise
qualified military service personnel who test positivefor HIV bedischarged, including a
veto of the Department of Defense Reauthorization Act if such aprovisionisincluded. In
his veto message, the Council recommends that the President state that the veto is, in part,
duetotheinclusion of thisprovision.
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1.D.4

Date Passed 12/8/95

Description

The Administration should direct the CDC, Immigration and Naturalization Service (INS),
and Department of State to monitor and coordinate the HIV testing of immigrantsto
ensure informed consent, pre- and post-test counseling, and appropriate legal and health
referrals and to ensure that waivers of the HIV exclusion are granted on a priority basis
when permitted by statute. Also, when permitted by statute, the INS and the Executive
Office of Immigration Review (EOIR) should grant stays of deportation, suspension of
deportations, extended voluntary departure, deferred action, and asylum based on the
socia group category of HIV-positiveindividuals.

IX.D.1

Date Passed 3/15/98

Description

The President should work with Congress to create stronger protections for medical
privacy, and should veto any legidation that 1) permitslaw enforcement authorities access
to patient records without having obtained awarrant or meaningful and informed patient
consent, 2) failsto preserve the ability of the states to enact or maintain stronger privacy
protections.

X.D.1

Date Passed 7/18/98

Description

Regardless of the U.S. Supreme Court determination of the legal rights of those with
HIV/AIDS under the Americans with Disabilities Act, the Administration should develop
and vigorously pursue acomprehensive strategy to provide the strongest possible protec-
tionsfrom HIV/AIDS-based discrimination.

LEADERSHIP

I.L.1

Date Passed 7/8/95

Description

The President himself must engage the American public through a National Summit that
encompasses the scientific, medical, social, and political aspects of the AIDS epidemic.
This summit, which should be held by the end of thisyear, should consider the impact of
race, culture, poverty, disability, region, gender, sexual orientation, and age on our ability to
develop an effective national AIDS strategy.
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I.L.2

Date Passed 7/28/95

Description

The President should then proceed with an address declaring the battle against HIV a
national health priority and laying out hisvision for the ending of thisepidemic.

n.L.1

Date Passed 12/8/95

Description

During his State of the Union Address, the President should renew his commitment to
ending the AIDS epidemic and to committing our Nation”s resources to preventing new
infections, caring for people now living with HIV/AIDS, and finding a cure, avaccine, and
effective treatments for HIV. The President should, during this address, announce the
immediate release of us updated national strategy of AIDS.

n.L.2

Date Passed 12/8/95

Description

To further accomplish the goals President Clinton outlined at the White House Conference
on HIV/AIDS, the Clinton/Gore Administration should ensure that key Cabinet Secretaries
initiate and maintain regular face-to-face meetings with HIV service providers, people
living with HIV/AIDS, and their advocates to ensure consi stent and ongoing communica:
tion and partnership with community members on the front lines of the AIDS epidemic.

.L.1

Date Passed 4/26/96

Description

We urge the President and Vice President to accept the invitation to be National Co-
Chairsaswell as attend the display of the AIDS Memoria Quilt in Washington, D.C. this
October.

IX.L.1

Date Passed 3/8/98

Description

Needle Exchange Resol ution: We unanimously express "no confidence" inthe
Administration”s commitment and willingnessto achieve the President” s state goal of
reducing the number of new infections annually until there are no new infections'” and the
Council urges Secretary Shalalato issue an immediate determination declaring the efficacy
of needle exchange programs in preventing the spread of HIV while not encouraging the
useof illegal drugs.
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IX.L.1.

a

Date Passed 3/15/98

Description

Initsongoing Congressional lobbying related to FY 1999 budget and appropriations, the
Council urgesthe Administration to advocate and fully support increased HIV/AIDS
funding level s above those proposed in the President’s own FY 1999 budget.

In so doing, the Council urgesthe Administration”sfull support for FY 1999 budget and
appropriationsfunding level sproposed by National Organizations Respondingto AIDS
(NORA), which reflected documented community funding needs across the federal HIV/
AIDS portfolio, especially those programsimpacting African-Americans, Latinos, Native
Americans, and Asian/Pecific Islanders.

IX.L.1.

b

Date Passed 3/15/98

Description

Toward the goal of expanding accessto promising new HIV therapies, the Council urges
the Administration to consider the critical need for full funding for the ADAP program, as
well asfor primary medical care and other supported services, including housing, which
facilities access to such treatments.

IX.L.1.

c

Date Passed 3/15/98

Description

Considering the goal of reducing the number of new infections, the Council further urges
the Administration to support effortsto provide substantial funding increase for prevention
programs.

IX.L.1.

d

Date Passed 3/15/98

Description

There is a state of emergency because of HIV/AIDS in African-American and Latino
communities. Therefore, the Council urgesthe Administration”sfull support for meaningful
and sufficient funding levelsfor prevention and careinitiativestargeting these communi-
ties.
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V.L.1

Date Passed 12/15/95

Description

That in his FY 1998 budget regquest, the President continue to protect Medicaid and
Medicare, and seek increases in funding for research, prevention, care and services u
including the Ryan White Care Act and HOPWA. In particular, because of the availability
of new drug therapies, ADAP funding must be increased, and not in competition with
funding for the care system. Increased funding will be essential until new financing
systems can be developed among private and public health payers to cover the cost of the
new therapies.

In the international arena, the President should seek increasesin funding for USAID
programsrelating to the global epidemic.

V.L.2

Date Passed 12/15/96

Description

That the Vice-President continue the dial ogue which he has established with the major
manufacturers of HIV/AIDS drugs and that the issue of international provision of basic
medi cations for the prevention and treatment of opportunistic infections and other HIV/
AIDS associated medical conditions be added to their agenda.

V.L.3

Date Passed 12/15/96

Description

That the Office of National AIDS Policy create a mechanism for the public sector, the
private sector, and the community to engage in aformal, facilitated dialogue process on
how to set priorities for HIV care and services that assures the best use of resources and
recognizes a context of shifting demands for services. This dial ogue should be completed
within six to eight months.

V.L4

Date Passed 12/15/95

Description

That the Office of National AIDS Policy work with the Secretary of HHS and the Secre-
tary of Labor, the co-chairs of the Advisory Council on Consumer Protection and Quality
in Health, to assure inclusion of the concerns of people living with HIV and their recom-
mendations.

V.L.5

Date Passed 12/15/96

Description

The Council commends the President and the Office of National AIDS Policy for demon-

66 Presidential Advisory Council on HIV/AIDS Report to the President of the United States



strating |eadership in devel oping the Federal Government first national comprehensive
strategy for dealing with the HIV/AIDS epidemic. While there are clearly significant
issues regarding the epidemic which still must be addressed, the National AIDS Strategy
provides afoundation for the Federal Government”s response to HIV/AIDS in the year
ahead. Specific Implementation tactics and strategies must be devel oped.

The Council believesthat in order to have any realistic chance of achieving the
President”s stated goals of finding a cure, developing avaccine, and reducing annual new
infections to zero, other important issues such as how to decrease infections among
intravenous drug users must be addressed more comprehensively.

The Council intends to continue to ensure that all crucial issues are dealt with and to
ensure that the actions of relevant Federal Agencies are consistent with the National
AIDS Strategy and with the recommendations of this Council.

PREVENTION

[.P.1

Date Passed 12/8/95

Description

The President should make HIV prevention an investment priority during budgetary
decisionmaking.

.P.1

Date Passed 12/8/95

Description

The CDC and the President should direct the Secretary of HHS to produce an annual
estimate of HIV incidence based on seroprevalence studies and to work to ensure a
reasonabl e rel ationship between epidemiological trendsand CDC prevention funding. This
report should specifically examine the demographic characteristics and geographic distri-
bution of populationsthat experience disproportionate increasesin new infections.

-- The CDC should issue to the President an annual estimate of HIV incidence based on
seroprevalence studies that provides a geographic and demographic analysis of the
populations where there is a continuing disproportionate increase in new HIV infections.
-- The President should direct the Secretary of HHS to ensure that resources are allo-
cated to accomplish thistask.

-- The President should ensure that funding is adequate and responsive to the epidemio-
logical trends, needs, and prevention infrastructure of affected communities.
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.P.2

Date Passed 12/8/95

Description

The President should direct the CDC to develop abehavioral surveillance mechanism that
will provide an analysisof patternsin risk-taking behavior.

The President should direct the CDC to join with the National Institute on Drug Abuse
(NIDA) and other relevant agencies to institute surveillance methods for detecting pat-
terns of risk-taking behaviorsin populationsthat show acontinuing disproportionate
increase in AIDS cases.

He should direct the Secretary of HHS to coordinate the planning of an early warning
system and ensure its ongoing use.

.P.3

Date Passed 12/8/95

Description

The Administration should pursue a comprehensive strategy to decrease HIV transmission
related to injection drug use, which accounts for at least 50 percent of new HIV infec-
tions. In addition, high-risk sexual behavior while under theinfluence of drugs and/or
alcohol accounts for another significant percentage of new cases of HIV disease. Strate-
gies must explicitly address the sharing of injection drug use paraphernalia, aswell asthe
high-risk sexual behavior associated with drug and/or alcohol use.

I1.P.3a

Date Passed 12/8/95

Description

Increase access to effective substance abuse prevention and treatment research programs
by:

* Opposing congressional effortsto cut SAMHSA and other Federal funding for drug
abuse treatment and prevention programsin FY 1996 appropriations.

* Restoring budget requests for SAMHSA and other Federal funding for drug abuse
treatment and prevention programs to at least the FY 1995 levels.

* Supporting the continuation of specific funding for NIDA"s AIDS demonstration
projects.

[1.P.3b

Date Passed 12/8/95

Description

Revise the Department of Justice Model Drug Paraphernalia Act, which serves as a
model for State drug paraphernalialaws, to make it consistent with current reports, studies,
and data relating to the access to sterile syringes as an effective intervention to counter
HIV transmission among IDUs.

68 Presidential Advisory Council on HIV/AIDS Report to the President of the United States



[1.P.3c

Date Passed 12/8/95

Description

The President should direct the Secretary of HHS to provide a recommendation (within 90
days) regarding the impact of needle-exchange programs on HIV infection and substance
abuse. The recommendation should be based upon current reports, studies, and dataon
needle-exchange programs, and should include specific recommendations for the pro-
grams and demonstration projects to implement needle exchange. The Secretary should
develop and execute a plan to carry out the recommendations and indicate what programs
and demonstration projects will be started or expanded.

1.P.4

Date Passed 12/8/95

Description

The President should reaffirm his support for community-based planning for prevention
activities.

I1.P.4a

Date Passed 12/8/95

Description

Direct the CDC to maintain HIV prevention programs independent of any consolidated
grant programs, including the currently proposed Performance Partnerships Grants.

[1.P.4b

Date Passed 12/8/95

Description

Direct the CDC to continue direct funding to community-based organizations.

[1.P.4c

Date Passed 12/8/95

Description

Direct the CDC, with the assistance of existing national minority organizations and other
appropriate partners, to structure its technical assistance programs to address the preven-
tion program devel opment and infrastructure needs of populationsthat are currently
experiencing acontinued disproportionate increase in new infections.

[1.P.5

Date Passed 12/8/95

Description

Direct the Director of the Indian Health Service (IHS) to develop a comprehensive AIDS
prevention and care plan for Indian Country (within 90 days) with the input from consum-
ers of IHS services.
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.P.1

Date Passed 4/26/96

Description

We recommend that the President direct the Secretary of HHS, with the NIH, OAR, and
the CDC, to develop a coordinated and comprehensive prevention science agenda that
includesbiomedical, behavioral, and social scienceinterventions.

.P.1.

a

Date Passed 4/26/96

Description

The NIH and OAR must make an increased commitment to research on sexua behavior
and sexuality asindicators of high risk for HIV transmission. Basic research on the
underlying mechanisms for sexual and drug-using behavior clearly related to HIV trans-
mission must immediately be solicited and supported at increased levels.

.P.1.

b

Date Passed 4/26/96

Description

Due to the paucity of data, increased efforts should be made and funded to accurately
assess the risk of oral sex. Studies should be funded to assess the potential safety and
efficacy of anal usage of insertive condoms.

[.P.2

Date Passed 4/26/96

Description

The OAR should devel op research initiatives that seek to identify successful models for
behavior changein minority popul ations. Within communitiesof color, thispopul ation-based
research should focus especially on women and gay men, the growing edge of this epi-
demic.

.P.3

Date Passed 4/26/96

Description

Thelimited availability of methadone and other effective substance abuse treatment
modalitiesin many areas, especially rura regions, poses amajor challengefor HIV
prevention among needle users. The Secretary of HHS should order aformal review of
federal regulations concerning access to methadone and other effective substance abuse
treatment modalities, to consider waysin which those regulations might be changed to
allow greater access to methadone without an adverse impact on substance abuse treat-
ment.
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[1.P.4

Date Passed 4/26/96

Description

The President should instruct the Secretary of HHS to ensure that federally funded
research on HIV prevention interventions include specific mechanismsfor rapid dissemi-
nation of findings, including resourcesto allow replication of programswith demonstrated
effectiveness.

[1.P.4.

a

Date Passed 4/26/96

Description

Allocatefunding for training of front-line prevention workersin application of relevant
research findings.

[1.P.4.

b

Date Passed 4/26/96

Description

The Public Health Service should be directed to establish formal mechanismsfor dissemi-
nation of accurate and up-to-date information to community and consumersin away that
israpid, easily understandable, and widely accessible.

V.P.1

Date Passed 4/5/97

Description

The Council requests that the President instruct the Secretary of Health and Human
Services to reassess the legidlative intent of the reauthorized Ryan White CARE Act
regarding needs of the Native American community to ensure appropriate support for
Native American care, infrastructure devel opment and coordination on anational level.

V.P.2

Date Passed 12/15/96

Description

That the Secretary of Health and Human Services instruct the Director of Indian Health
Services to demonstrate within ninety-days the adequacy of HIV prevention, care, and
treatment including access to needed drugs, for American Indians and Alaska Natives
living on or near reservations. This should include documentation of needs assessments
completed, barriers, and gapsidentified and proposed solutions. It should alsoinclude a
discussion of how IHS plans to work with the private non-profit sector to improve AIDS-
related services.
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V.P.5

Date Passed 12/15/96

Description

That the Secretary of Health and Human Services instruct the Director of IHS to develop
Case Management oversight guidelineswhich are appropriately oriented to the specific
needs of Native American people with HIV/AIDS and assure the provision of health care
and in asafe and culturally appropriate manner.

VI.P.1

Date Passed 12/15/96

Description

The Secretary and Health and Human Services should eliminate all regulations and
regquirements for mandated reviews by citizen review panels of the content of HIV
prevention materials. HIV prevention materials produced or distributed with federal
funding should be free of restrictions on content, subject only to review for scientific
accuracy and cultural appropriateness for the targeted population. Grantees should be
given great flexibility in utilizing theleast burdensome methods of conducting thesere-
views.

VI.P.2

Date Passed 4/5/97

Description:

We strongly recommend that the President ensure that the Secretary of Health and
Human Services take all hecessary stepsto promptly certify syringe exchange programs
as effective in reducing the incidence of new HIV infections while not increasing sub-
stance abuse; thus, the use of federal funds for syringe exchange and substance abuse
counseling and treatment programs must be permitted in those communities that determine
such programs to be appropriate.

VIII.P.

la

Date Passed 12/7/97

Description

That the CDC issue a comprehensive public report on its analysis and scientific documen-
tation of the impact of different surveillance systems on seeking/acceptance of HIV
testing and care among and potential discriminatory impactson, individualsand communi-
tiesat risk for HIV infection. Such a report should also assess the accuracy, completeness
and cost of data obtained under the various reporting systems. We recommend that any
move to change reporting systems should not be made prior to the development and
release of such areport and following an opportunity for community consultation.
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VIII.P.

1b

Date Passed 12/7/97

Description

That prior to recommending any changesin reporting systemsfor AIDS and HIV, the
CDC berequired to provide acomprehensive scientific justification that includes a detailed
strategy and implementation plan about how it will obtain and present the data necessary
to develop a comprehensive picture of the scope of the current and emerging HIV epi-
demic.

VIII.P.

lc

Date Passed 12/7/97

Description

Whatever changes, if any, are madein HIV reporting policies at the national level, we
strongly believe that several issues must be addressed. These include the following:

PRISON

V.X.1la

Date Passed 12/15/96

Description

The Council requests a comprehensive and specific report be from Federal Bureau of
Prisons, and the Department of Defense within 90 days, addressing the inclusion of HIV/
AlIDS issuesin al services of the Federal Bureau of Prisons (including D.C. Jails) and
DOD prisonsand brigs. Thisshould minimally includethefollowing:

a. Content and frequency of prisons staff educational efforts paying particular attention to
issue of women at risk for HIV, substance use, prevention, and the medical management
of HIV disease.

V.X.1b

Date Passed 12/15/96

b. Accessibility of all FDA approved HIV/AIDS therapeutic modalities for prison inmates
with HIV/AIDS and numbers of prisoners availing themselves of these therapies

V.X.1c

Date Passed 12/15/96

Description

c. Availability of mainstream clinical drug trialsfor prison inmates, the nature of any
access barriers - and means to remove such barriers, and numbers, sites and principal
investigators of these programs.
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V.X.1d

Date Passed 12/15/96

Description

The Council requests a comprehensive and specific report be from the addressing the
inclusion of HIV/AIDS issuesin al services of the Federal Bureau of Prisons (Including
D.C. Jails) and DOD prisonsand brgs. This should minimally include thefollowing:

d. The status of quality assurance criteriaand certifications, (including nondiscrimination
guidelines) with ademonstrable high level of compassionate care available for theill and

dying.

V.X.1le

Date Passed 12/15/96

Description

e. Description of case management for prison inmates with HIV/AIDS.

V.X.1f

Date Passed 12/15/96

Description

f. Availability of voluntary peer education opportunitiesfor HIV + inmates. (Pleaseinclude
curriculum participation, site, and frequency statistics.)

V.X.1g

Date Passed 12/15/96

Description

g. Accessibility of condoms and barrier protection against HIV transmission to prison
inmates.

V.X.1h

Date Passed 12/15/96

Description

h. Specific detail s concerning the avail ability of ongoing (at least every 6 months) educa-
tional program for incarcerated individualsregarding all aspects of HIV, including sub-
stance abuse issues and sexuality.

V.X.1l

Date Passed 12/15/96

Description

i. Definition of thelimits of jurisdiction which differentiate the authority of thefederal
governmentinal correctional facilities; District of Columbia, military, federal, state, and
local correctional institutions, including federal funding streams.
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V.X.]j

Date Passed 12/15/96

Description

j. The scope of implementation of the seven major recommendations of the National
Commission on AIDS (March, 1991).

V.X.2

Date Passed 12/15/96

Description

The Administration should direct the Secretary of Health and Human Services to develop
oversight language appropriate for discharge planning (including accessing benefits) for
ex-offenders with HIV/AIDS designed to assure their continuity of care through Proba-
tion Departmentsin various locales aswell asthe accessibility of appropriate linkages
withinthecommunity.

VI.X.1

Date Passed 4/5/97

Description

The President should direct the Justice Department and the Director of the Federal
Bureau of Prisonsto revise administrative and judicial standards of compassionate rel ease
for usein al Federal and Federally-funded prisons. Prisonswill do thisin accordance with
American Bar Association (ABA) Standards. Furthermore, equivalent compassionate
release programs should be required in state and local prisons as a condition of these
institutions receiving federal funds. The Federal Bureau of Prisons also should be directed
to maintain statistical and evaluative records concerning the compassionate release policy
and file an annual report to the President, Secretary of Health and Human Services and
the Office of National AIDS Policy.

VI1.X.2

Date Passed 4/5/97

Description

The President should direct the Secretary of Health and Human Servicesto develop
standards of care to ensure that, prior to release, ex-offenders with HIV/AIDS are
provided timely, thorough, and appropriate case management/discharge planning. These
standards should address behavioral and socia service needs; continuity of care; and
appropriate linkagesto local community services, medical services, social service benefits,
appropriate case management, and housing assistance programs to ensure against

homel essness.
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VI1.X.3

Date Passed 4/5/97

Description

The President shall direct the Federal Bureau of Prisons to incorporate the upcoming
Report from the HHS Panel on Clinical Practices for the Treatment of HIV Infectionsin
all correctional medical facilities. It should be required that care providers be adequately
trained to implement these standards and all appropriate therapeutic options associated
with the management of HIV disease be available.

VI1.X.4

Date Passed 4/5/97

Description

The President shall direct the Attorney General to direct the Federal Bureau of Prisonsto
ensure that condoms and dental dams are made readily available for all prisonerswithin
correctional facilitiesto prevent transmission of HIV/AIDS.

VI1.X.5

Date Passed 4/5/97

Description

The President shall direct the Attorney General to direct the Federal Bureau of Prisons to
investigate and report within 90 days on the feasibility of and variousoptionsfor providing
comprehensive substance abuse treatment for incarcerated individuals with adual diagno-
sis of chemica dependency and HIV disease.

VIILX.

1

Date Passed 12/7/97

Description

The Council recommends that the Director of the Office of National AIDS Policy con-
vene acommunity and government meeting on AIDS in Prisons as soon as possible. Key
constituencies should include advocates and experts, exoffenders, representatives of
relevant government agencies, correctional health providers and departments, international
experts, and other relevant persons or organizations.

X.X.1

Date Passed 7/18/98

Description

The Centers for Disease Control and Prevention should offer technical assistance to
Federal and State Correctional systems for the development of data collection instruments
on incidence and prevalence of HIV/STD/TB. The CDC should also assist with the
assessment of the data collected in order to implement appropriate activities, primary
health care, and substance abuse therapies.
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RACIAL AND ETHNIC POPULATIONS

IX.C.1

Date Passed 3/15/98

Description

PACHA endorses the demands of the African-American Consultants to the Centers for
Disease Control and Prevention African-American initiative. These demands along with

the Council endorsement will be transmitted to the President and the Secretary of Health
and Human Services.

IX.C.1.

a

Date Passed 3/15/98

Description

CDC Director communicate immediately to Secretary Donna Shalala and Surgeon
General David Satcher about the HIV/AIDS emergency in the African American com-
munity and that the Secretary and the Surgeon General immediately communicate those
concernsto President Clinton.

IX.C.1.

b

Date Passed 3/15/98

Description

The President and Surgeon General declare a state of emergency in the African Ameri-
can community concerning AIDS and public health.

IX.C.1.

c

Date Passed 3/15/98

Description

CDC Acting Director Clare Broom and Surgeon General Satcher develop an emergency
press strategy and implement same "to alert the American public on the present state of
HIV/AIDS and initiate a new booklet to the American public on AIDS in communities of
African descent.”

X.C.1.

Date Passed 7/18/98

Description

Request that the President convene a special meeting with the Congressional Black
Caucus and Hispanic Congressional Caucus to develop a strategy regarding the State of
Emergency in the African American and Latino communities.
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X.C.2

Date Passed 7/18/98

Description

Call for a specia White House conference on the State of Emergency in communities of
color at the end of the Council”s current term (July 1999).

IX.C.1.

d

Date Passed 3/15/98

Description

Within 90 days the Directors of the Centers for Disease Control and Prevention, Sub-
stance Abuse and Mental Health Services Administration and Office of Drug Control
Policy report to Secretary Shalala a new strategy to interrup the devastation of drug
addition and HIV/AIDS are have on African Americans.

IX.C.1.

e

Date Passed 3/15/98

Description

CDC Director immediately redirect current resources to address the long standing HIV
emergency in among African Americans.

IX.C.1.

f

Date Passed 3/15/98

Description

The Administration immediately convene an emergency meeting of national black leaders
and organizationsto devel op their own plan(s) for HIV/AIDS and public health in the
African American community.

IX.C.1.

g

Date Passed 3/15/98

Description

Demonstration funding designed to test alternativesto community planning, aswell as
other program models that meet the needs of the African American community be estab-
lishedimmediately.
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IX.C.1.

h

Date Passed 3/15/98

Description

The CDC Director will undertake a specific and extensive external research program to
identify those factors that cause and promulgate the diversity in reference to the impact of
HIV disease on the African American Community.

IX.C.1.

I

Date Passed 3/15/98

Description

The CDC Director will initiate extensive analysis of the correlation of funding and alloca-
tionto communitiesinrelationto epidemiol ogictrends.

RESEARCH

.R.1

Date Passed 7/28/98

Description

The President should continue to show strong support for a coordinated Federal approach
to HIV/AIDS research, including continued support for the Office of AIDS Research
(OAR).

I.R.2

Date Passed 7/28/95

Description

The President should continue to show strong support for a coordinated Federal approach
to HIV/AIDS research, including continued support for the Office of AIDS Research
(OAR).

.R.1

Date Passed 12/8/95

Description

The Vice President's | eadership and technol ogical expertise should be sought to bring
together the resources and expertise of various Government agencies, the private sector,
community groups, and other nationsin the effort to develop HIV vaccines and
microbicidesandto "reinvent” the Government'sinvolvement in devel opment of these
products.
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1.R.2

Date Passed 12/8/95

Description

The priority for funding by the OAR for microbicide research and development, aswell as
such funding within CDC, must be increased substantially, with a concomitant increase of
full-timeequivalents(FTESs) allocated for thispriority.

1.R.3

Date Passed 12/8/95

Description

The Government should devel op mechanismsto increase the pool of investigatorsin
microbi cide research and devel opment, especially thoseinvolved in biomedical and behav-
ioral aspects.

1.R.4

Date Passed 7/18/98

Description

In HIV/AIDS clinical research, the NIH must ensure the early and fundamental involve-
ment of behavioral and social scientistsin the process of initial study development, design,
andimplementation.

1.R.5

Date Passed 12/8/95

Description

HHS should devel op ongoing mechanismsto ensure the rapid translation of breakthrough
research findingsinto clinical practice.

1.R.6

Date Passed 12/8/95

Description

A public health policy consensus panel should be convened by the Public Health Service
by the end of April 1996 to assess the possible efficacy of available spermicides (e.g.,
nonoxynol-9) and other licensed products(e.g., chlorhexidine, benzalkonium chloride,
diaphragms) to be used in "harm reduction" algorithms to decrease sexual transmission of
HIV. The panel should include senior public health policy officials (CDC, FDA, HHS
Secretary”s Office), research agencies (NIH), community groups (women’s health
research advocates, commercial sex workers, interested foundations), academia, and
industry. The meeting should also feature areview of the entire status of anti-HIV micro-
bicide research.

.R.7

Date Passed 12/8/95

Description

The Council asksthe FDA to comment by January 31, 1996, upon the drugs treatment of

80 Presidential Advisory Council on HIV/AIDS Report to the President of the United States



HIV/AIDS in which thereis no known evidence of reproductive toxicity. When such
toxicity has been documented, alternativesthat allow the inclusion of women should be
provided.

1.R.8

Date Passed 12/8/95

Description

The FDA must require a sponsor to file a gender accrual analysisin the annual investiga-
tional New Drug (IND) report, as stated in the final version of the proposed regulations
published in the Federal Register, Vol. 60, No. 184, at 46794. In addition, for the New
Drug Application (NDA) and the product licensing application (PLA), the regulations must
reguire sponsors to analyze clinical data by gender and assess potential differences,
including reporting on side effects by gender.

1.R.9

Date Passed 12/8/95

Description

The Secretary of HHS should publish for public comment by March 1, 1996, the proposed
regul ationsregarding participation of pregnantwomeninclinical trials, with thefollowing
revision: A pregnant woman’s ability to obtain written consent from the father of the fetus
should not disqualify her from participationin afederally funded clinical trial. Thisfact
should be so stated in the protocol consent form.

.R.1

Date Passed 12/8/95

Description

The Administration should require OAR to maintain an ongoing review of the numbers of
children enrolled in NIH sponsored clinical trials, to ensure compliance with theright to
access.

.R.2

Date Passed 4/26/96

Description

A public health policy consensus panel should be convened by the Public Health Service
by the end of April 1996 to assess the possible efficacy of available spermicides (e.g.,
nonoxynol-9) and other licensed products(e.g., chlorhexidine, benzalkonium chloride,
diaphragms) to be used in "harm reduction" algorithms to decrease sexual transmission of
HIV. The panel should include senior public health policy officials (CDC, FDA, HHS
Secretary’s Office), research agencies (NIH), community groups (women’s health
research advocates, commercial sex workers, interested foundations), academia, and
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industry. The meeting should also feature areview of the entire status of anti-HIV micro-
bicide research.

.R.3

Date Passed 4/26/96

Description

Research and development for AIDS vaccines should receive a substantial increase in the
proportion of funds devoted to it in the Federal biomedical research budget for AIDS.

.R.3

Date Passed 4/26/96

Description

Research and development for AIDS vaccines should receive a substantial increase in the
proportion of funds devoted to it in the Federal biomedical research budget for AIDS.

.R.4

Date Passed 4/26/96

Description

All agencies of the U.S. Government with experience in various phases of vaccine
research and development - including the NIH with its lead role in basic research, DOD,
FDA, CDC, and the VA - have valuable roles to pay and should contribute their unique
institutional expertise, capabilities, resources, and coll aborativerel ationshipsinacoordi-
nated and expedited Federal effort towards the common goal to produce an effective
preventive vaccine for AIDS. In addition - recognizing the need for public-private partner-
ships and the involvement of other nationsin aglobal effort, and the relative advantage of
private-sector, non-profit organizationsin rapidly filling gapsin targeted vaccine research,
product devel opment, and testing - the concept of an independent international AIDS
vaccineinitiative should be strongly encouraged and devel oped.

VI.R.1

Date Passed 4/5/97

Description

The President must declare an urgent goal of developing avaccine to prevent HIV/AIDS
withinadecadein order to maobilize public opinion, political will, and international collabora-
tion, and to assign high priority to this effort within each of the governmental agencies
involved in HIV/AIDS vaccine research and development. As the HIV/AIDS epidemic
has no borders, and asuccessful vaccinewill requireinternational collaboration, the
President should work with the leaders of other nationsin aglobal effort to achieve an
HIV/AIDS vaccine for all the world.
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VI.R.2

Date Passed 4/5/97

Description

A significant and sustained increase in funds must be made available for HIV/AIDS
vaccine research and development. These funds must be derived from NEW sources
from both government and industry, and must not be taken from existing programs aimed
at prevention, research, care, services, and/or treatment for persons with HIV/AIDS.
Innovative use of such fundsis essential, as seed money to initiate new and creative
hypotheses in vaccine research; to support product development; to expand the proportion
of successfully funded grant applications; and to bring additional entitiesinto the HIV/
AIDSvaccinefield.

VI.R.3

Date Passed 4/5/97

Description

Participation by non-governmental sectors and organizationsis also essential to achieve
the goal of expedited vaccine research, product development and use. The Vice President
should convene a public-private HIV/AIDS vaccine consultative forum, composed of
senior representatives to encourage communication between sectors, to address gaps in
the field, and to speed progress towards the President”s goal. Participation on this HIV/
AIDS vaccine forum should include representation from: US Government agencies,
industry, theinternational community, academia, the World Bank and other funding
agencies, the insurance industry, ethicists, and communities most affected by the epi-
demic.

IX.R.1

Date Passed 3/15/98

Description

Substantiveinvolvement, coordination, and collaboration among al relevant federal agen-
cies, the private sector, and the international community are critical to the development of
an effective AIDS vaccine.

IX.R.2

Date Passed 3/15/98

Description

Federal leadership at the highest level will be required, through the Office of National
AIDS Palicy, ensuring that adequate resources are provided for the coordination process
necessary to achieve the goal of an effective AIDS vaccine.
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IX.R.3

Date Passed 3/15/98

Description

The Office of National AIDS Policy should ensure the development and implementation of
a comprehensive federal plan to achieve the goal of an effective AIDS vaccine.

IX.R.4

Date Passed 3/15/98

Description

The process of defining the structure and mission of the proposed (AIDS) Vaccine Center
at NIH, and the appointment of a director with the highest level of expertise, should
proceed promptly.

IX.R.5

Date Passed 3/15/98

Description

The urgent need for an AIDS vaccine mandates the simultaneous implementation of both
basic and empiric scientific approaches.

SERVICES

.S.1

Date Passed 7/28/95

Description

The President should continue his support of the Ryan White CARE Act and should
endeavor to prevent the Congress from attaching unnecessary funding restrictions. He
should also continue to vigorously support funding levelsfor the Ryan White CARE Act
that are responsive to the rising casel oads and cost of delivering comprehensive services
to people with HIV/AIDS and make the CARE Act a budget priority.

[.S.2

Date Passed 7/28/95

Description

The President must maintain a strong commitment to the entitlement status of the Medic-
aid program, including awillingnessto veto any legid ation that inadequately funds or
transforms Medicaid into a block grant.

1.S.3

Date Passed 7/28/95

Description

The President must continue to demonstrate his strong support for the Housing Opportuni-
ties for Persons with AIDS (HOPWA) and other Federal housing programs that serve
peopleliving with AIDS. The President should make housing for peoplewith AIDS
(PWASs) aFY 1997 priority.
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.s.1

Date Passed 12/8/95

Description

Continue to support and defend the entitlement status and funding for Medicaid and
Medicare, and continue to oppose any effortsto restrict eligibility and servicesfor people
livingwithHIV/AIDS.

11.S.2

Date Passed 12/8/95

Description

Direct that any waivers granted to States under the Medicaid program ensures access to
acomprehensive continuum of care for people living with HIV/AIDS. To implement this
policy, the President should direct the HCFA to establish national criteriaby whichto
assess State waiver applications and to ensure that these criteria be consistent with
current health care knowledge. These criteria also should be consistent with the provisions
of the Americans with Disabilities Act (ADA), and State plans should be reviewed for this
purpose by the HHS Office of Civil Rights.

11.S.3

Date Passed 12/8/95

Description

Direct HCFA to ensure that State Medicaid programs cover HIV testing and counseling.

1.S.4

Date Passed 12/8/95

Description

Direct HCFA to report tot he Council, at its next meeting, possible strategies to address
the need to ensure that al Food and Drug Administration (FDA)-approved drugs are
covered under State Medicaid plans, even when prescribed for "off-label" indications.
These strategies should address both policies and vigorous enforcement mechanisms.

[1.S.5

Date Passed 12/8/95

Description

The Administration should direct those Federal agenciesthat either finance or administer
health care services (including but not necessarily limited to HCFA, the Department of
Veterans Affairs [VA], the Department of Defense, and the Department of Justice
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Bureau of Prisons) to develop oversight guidelines for HIV managed care programs. This
will also require effective regulatory enforcement mechanisms.

11.S.6

Date Passed 12/8/95

Description

The Administration should direct HRSA to devel op a coordinated agency-wide approach
that provides effective education, training, and technical assistanceto HIV/AIDS provid-
ers and AIDS service organizations on health care management issues. Such an approach
should include active participation by the private sector.

1.S.7

Date Passed 12/8/95

Description

Because complementary therapies are widely used, the President should direct all appro-
priate agencies to support investigation of the efficacy of complementary therapies and
provide increased financial support for this effort. Therapies shown to have benefits should
be reimbursed under Medicaid.

11.S.8

Date Passed 12/28/95

Description

The President should continue to support full funding to anational network of AETCs, and
direct HRSA to ensure that the work of the AETCsis coordinated with community
providersand planning groups.

11.S.9

Date Passed 12/8/95

Description

The Administration should direct HRSA to review and report to the Council at its next
meeting the effectiveness of the Bureau of Health Professions” education activities
specific to HIV/AIDS.

.s.1

Date Passed 4/5/97

Description

The Administration should direct the Centers for Disease Control and Prevention (CDC)
to take affirmative steps to ensure that CDC-funded HIV counseling and testing programs
inall Statesand territories offer the option of anonymous testing that is geographically
accessible and available to all who wish to be tested anonymously.
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11.S.2

Date Passed 4/26/96

Description

The Administration should issue an Executive Directive to the Director of the Office of
Personnel Management (OPM) to add nutritional foods to those medical expenses cov-
ered under the Federal Employees Health Benefits Program, a fee-for-service plan.

1.S.3

Date Passed 4/26/96

Description

The Administration should direct the Social Security Administration (and other appropriate
agencies) to include and add the following reminder to the Social Security Notice of
Disability Award: (specific wording to be devel oped by the Administration - thisisour
proposal).

If you have extended your medical insurance under Cobra, your employer must be given a
copy of thisletter no later than------- (date of letter plus 60 days), and sooner in many
cases, if you are to take full advantage of your Cobrainsurance. Y ou may be eligible for
an additional 11 months of coverage after the first 18 months after your Cobra coverage
has expired.

[11.5.4

Date Passed 4/26/96

Description

The Administration should recommend a substantial increase in the NIH Office of Alter-
native Medicine (OAM) budget for FY 1997.

[11.S.5

Date Passed 4/26/96

Description

The Administration should direct Medicaid and Medicare to determine which aternative/
complementary therapies can be reimbursableimmediately and directly to qualified health
care providers. Medicaid and Medicare also should outline a plan for investigating whether
other therapies are reimbursable directly to qualified medical and paramedical practitio-
ners.

[11.S.6

Date Passed 4/26/97

Description

The Administration should direct OAM and OAR to act in concert to convene aworking
group consisting of representatives from countries doing alternative therapy research, HIV
aternative therapy practitioners, conventional researchers, representatives from private
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insurance and pharmaceutical companies, and HIV-positive people using aternative
therapies, to investigate new and innovative ways to research and make available to
people therapies that anecdotally are being identified as treatments for HIV.

.s.7

Date Passed 4/26/96

Description

The Clinton Administration should addressthe chroni c underfunding of Housing Opportuni-
tiesfor Personswith AIDS ( HOPWA) in FY 97 and FY 98 by expanding funding to keep
up with the growing demand for housing and related support servicesin existing HOPWA
jurisdictions, aswell astheincreasein the number of eligiblejurisdictionsoverall. In
particular, given the gravity of the situation, the President should include supplemental
funds for HOPWA in any budget amendment or emergency supplemental funding request
that he may submit to Congressin the next year.

111.S.8

Date Passed 4/26/96

Description

The Administration should demonstrate strong White House leadership and commitment to
AIDS housing by convening a series of high-level White House and cabinet level meetings
by the Fall of 1996 to develop a coordinated, comprehensive HOPWA Revitalization Plan.
At aminimum, these meetings would include representatives from Housing and Urban
Development (HUD), Health and Human Services (HHS), Office of Management and
Budget (OMB), and the White House. These meetings, and the resulting HOPWA
Revitalization Plan, should establish meansand timetablesto achieve full funding and
timely reauthorization of HOPWA as adistinct HUD program, aswell asimproved
interagency coordination and integration of AIDS housing services with other AIDS-
related programs.

V.S1

Date Passed 12/15/96

Description

That the Administration take leadership in working with the states and the private sector to
reduce the cost of pharmaceuticals to ADAP and Medicaid programs.

V.S.2

Date Passed 12/15/96

Description

That the Federal Government working with the states expeditioudly finance, and evaluate
new demonstration projects that (1) enable funds to be used for very early accessto HIV
care services, and (2) assess the resulting impact on health status, life expectancy, client
return to work and earned income, and net health care costs (new expenditures offset by
lowered costs), on alifetime and annual cost-of-care basis. These demonstrations should
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be financed with new funds, so as not to diminish access to care and treatment under
current funding.

VIIIL.S.

1

Date Passed 12/7/97

Description

The Council urgesthe President to includein his FY 1999 budget request to Congress
adequate increases in funding for federal HIV/AIDS programs, in order to appropriately
address theincreasingly complex health and service needs of people living with HIV/
AIDSin America.

OTHER RECOMMENDATIONS

V.Sl

Date Passed 4/5/97

Description

The President should forcefully oppose the HIV Prevention Act of

1997. Many provisions of thishill, including enforced mandates, interference with State
and local control livingwith HIV/AIDS, will undermine rather than enhance our nations
HIV prevention strategy.

VI.M.

2

Date Passed 4/5/97

Description

The Secretary of Health and Human Services should eliminate al regulations and require-
ments for mandated reviews by citizen review panels of the content of HIV prevention
materials. HIV prevention materials produced or distributed with federal funding should be
free of restrictions on content, subject only to review for scientific accuracy and cultural
appropriatenessfor the targeted popul ation. Grantees should be given great flexibility in
utilizing the least burdensome methods of conducting these reviews.

VI.M.

3

Date Passed 4/5/97

Description

The President should direct appropriate agencies to take all steps necessary to encourage
scientific research, including clinical trials, to gauge the potential benefitsand/or risks of
medical marijuanause (including smoked marijuana) on chronic pain, nausea, glaucoma
and other conditions due to illnesses such as AIDS, cancer and other chronic diseases.
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Further, the President should direct that, pending the results of such research, the govern-
ment refrain from any efforts to prosecute doctors who, in good faith, discuss the use of
medical marijuanaor recommend it for their patients.

INTERNATIONAL
X.I.1

Date Passed 7/18/98

Description

The Presidential Advisory Council on HIV/AIDS recommends that the President support
effortsin Congress directed at amending the Embargo Authority in the Foreign Assistance
Act of 1961 so that any such embargo shall not apply with respect to the export of any
food, medicines, medical supplies, or medical equipment, or with respect to travel incident
tot hedelivery of food, medicines, medical supplies, medical instruments, or medical
equipment. The embargo of such supplies contributes to the suffering of persons with
HIV/AIDS and other diseases.
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Appendix G: Recommendations for
Action to End the HIV/AIDS Pandemic

Preventing New HIV Infections

The Administration should continue to work towards the development of a
global plan for vaccine devel opment and distribution based on meaningful
collaboration with public- and private-sector partners.

The Administration should beginimmediate conversations at the highest
global levelsregarding the myriad of societal, ethical economic, and
regulatory issues that must be solved prior to the wide-scal e distribution of
any effective vaccine. The time to address these issues is now, before an
actual vaccine has been developed.

The Administration should strongly support and work to enact policy
reformsthat will encourage HIV vaccine development, including tax
credits for vaccine research, development, and sales; the creation of
international purchase funds; and continued and expanded funding to
public-private partnerships that have been established to encourage vaccine
development, including efforts such asthe Global Alliancefor Vaccines
and Immunization (GAVI) and the International AIDS Vaccine Initiative
(TAVI).

The Administration should attach high priority to effortsto develop
effective microbicidesthrough significantly increased research funding,
incentivesto industry, and better coordination of microbicide research.

The Administration must work for dramatically increased funding for global
prevention efforts consistent with the severity of HIV/AIDS and its
importance to U.S. national security. To the greatest degree possible, this
should be donein away that leverages additional funds from other
governments, international organizations, and the private sector.

Aspart of aglobal partnership with other leading industrialized nations, the
Administration should support current and future effortsto provide
meaningful debt relief to devel oping countries so that they may devote a
greater portion of their own resources to fighting HIV/AIDS.
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The Administration should work for meaningful increasesin funding all ocated
to support HIV/AIDS prevention, surveillance and monitoring, and research
programsin the U.S., with an emphasis on meeting the needs of communities
experiencing new infections. This must include capacity-building assistanceto
devel op and strengthen community-based HIV/AIDS prevention
infrastructureinall communities.

The President should work for permanent establishment of the Office of
National AIDS Policy (or asimilar entity) with full authority to increasethe
efficiency and effectiveness of funding for HIV/AIDS prevention efforts, with
appropriate staffing and authority to coordinate all Federal HIV/AIDS
prevention efforts.

The Administration should devel op awell coordinated and integrated National
HIV/AIDS Prevention Plan to reduce new infections to zero, and ensure
cross- departmental and agency participation by empowering an individual
reporting directly to the President to oversee the devel opment, implementation,
and monitoring of such aplan. All current Federal HIV/AIDS advisory bodies,
committees, and councils should be convened jointly to participateinthe
coordination, implementation, and monitoring of theplan.

The Administration should make a concerted effort to engage new and
existing partnersin HIV/AIDS prevention effortsin this country and
worldwide. These partnersinclude state and local health departments,
nongovernmental organi zations, schools, businesses, labor unions, thefaith
community, music and mediaindustries, tribal governmentsand other
indigenousorgani zations, traditional civil rightsand civic organizations.

The Administration should take concrete steps to remove many of the current
barriersthat prevent community-based organizationsfrom obtaining funding to
support their HIV/AIDS prevention work. This should include steps such as
simplified application forms and processes, coordination of grant cyclesand
applications across funding streams, ensuring participation of more reviewers
from minority community organizations, and greater support to build capacity
among small minority-based organizations. U.S. global funding effortsshould
use the same principlesto ensure that funding reaches and directly supports
the devel opment of appropriate community-based organi zations.

The Administration should make acommitment to use al avail able avenues
for HIV/AIDS prevention, ensuring that all publicly supported systems of
servicesthat interact directly with various popul ations and communities use
the point of contact as an opportunity for education or interventionsto help
prevent HIV transmission.
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The President, his Cabinet members, and other Administration officials must
continue and expand efforts to demonstrate U.S. government leadership in the
fight against HIV/AIDSby utilizing every opportunity to mobilize public
opinion, engage governmental and non-governmental |eaders, and encourage
multi-sectoral involvement in prevention activities. The U.S. government must
take alead in encouraging development of aglobal action plan and responses
to implement such aplan.

The Administration should take every step availableto it to ensure the
continued and expanded availability of both anonymousand confidential,
voluntary HIV counseling and testing in Federally funded programs at the
State and local levels.

The Administration should fund and promptly implement anational campaign
promoting voluntary counseling and testing, invol ving both national mediaand
local partnerships.

The Administration should support the creation and widespread availability of
effective, affordable HIV testing technologiesin the U.S. and around the
world, encouraging innovative practicesto overcome barriersto testing.

The Administration should take immediate steps to remove content
restrictions and other barriers to effective HIV/AIDS prevention messages
from Federally funded programs.

The Administration should work to ensure that devel opmentally appropriate
and science-driven HIV/AIDS prevention education takes place in al our
nation’ sschools.

The Administration should continueto expand funding for communities
hardest hit by HIV/AIDS through the CBC/Minority HIV/AIDS Initiative.

The Administration should provide funding and support for education and
prevention that targets the specific needs of gay and bisexual men where
rates of infection areincreasing substantially, especially among young men
and gay and bisexua men of color.

The Administration should take stepsto replace or abolish scientifically
discredited policies (such as guidelinesrestricting HIV-infected health care
workers, Congressionally imposed travel and immigration restrictions, theban
oninduction of HIV-positiveindividualsinto themilitary), whichfeed public
misinformation and counteract public education efforts.
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The Administration should devel op and implement ahigh profile national media
campaign on HIV/AIDS prevention that includesinnovative uses of all forms
of media (such astelevision and radio soap operas or “telenovelas’) in
delivering general and targeted prevention messages. The Administration
should also work with the broadcast industry to modify existing television and
radio “commercial standards’ to allow frank and appropriate prevention
messages (such as the importance of condom use) to be aired.

The Administration must work to implement strategies to ensure global access
to condoms and other effective barrier methods such as latex glovesto avoid
HIV transmission. Condoms must bewidely availableto all, particularly young
people and incarcerated persons-two populations often mistakenly perceived
as not sexually active. Strategies must ensure that cost is not a barrier for
those in need of these important prevention materials.

The Administration should work to ensure that health care providers continue
to offer voluntary counseling and testing to pregnant women and appropriate
treatment to HIV-infected pregnant women. In the U.S., where these
treatments are readily available, ART should be part of a comprehensive
treatment regimen targeted at both mother and child. Prevention of perinatal
transmission should not focus solely on protecting the child whileignoring the
mother’s health needs.

The Administration should augment its effortsto make interventionsto prevent
perinatal transmission availablein all partsof theworld, including work with
the pharmaceutical industry and with global partnersto provide these drugs at
little or no cost in those areas of the world where they would not otherwise be
available.

The Administration should work aggressively with Congressto lift the Federal
ban on funding for needle exchange programs to prevent the further spread of
HIV, Hepatitis C, and other blood-borne diseases.

The Administration should disseminate existing scientificinformation regarding
the efficacy of syringe exchange to State and local elected officials, health
officials, Federal HIV/AIDS grantees and sub-grantees, private funders, the
media, and foreign governments.

The Administration should actively encourage State effortsto eliminate laws
that restrict the sale and possession of syringes, as well as other effortsto
broaden pharmacy access to clean syringes. While these laws and regulations
are State or local in nature, they are modeled on Federal government
guidelines. These Federal standards should be adjusted to reflect scientific
evidence and public health needs.
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The Administration should develop aplan to expand substance abuse
treatment capacity in this country to guarantee treatment access to all who
need it, including incarcerated populations. As apart of such a plan, substance
abuse prevention and treatment should be funded at levels at least equal to
drug interdiction and enforcement efforts.

The Administration should take steps to ensure the adoption of treatment
practicesthat recognizethelikelihood of relapse by including appropriate
HIV/AIDS prevention and harm reduction measures.

The Administration should work to identify and remove legal barriersthat
prevent drug users from accessing health and social services essential to
HIV/AIDS prevention.

The Administration should make acommitment to increased funding for
behavioral and prevention research, emphasizing the needs of communities
experiencing new infections.

The Administration should devel op and implement mechanismsfor
widespread and rapid dissemination of usable findingsto community-based
HIV/AIDS prevention programs.

The Administration shouldimplement activitiesthat hel p providefundingto
guaranteethe avail ability of uncontaminated blood suppliesaround theworld.

The Administration should provideleadership and funding to support aglobal
effort to reduce the total number of STD infections. Thiswill be achieved
only through continued global effortsto devel op health serviceinfrastructure
vital for the treatment of both HIV/AIDS and STDs. In the U.S,, this effort
must include acommitment to eradicate syphilis.

The Administration should continue to support and expand effortsto combat
poverty, economic underdevel opment, illiteracy, lack of health care, and
economic dislocation due to war, al of which interfere with HIV/AIDS
prevention efforts. HIV/AIDS programs should supplement and work with
existing development and aid programs to address these issues
comprehensively.

The Administration should take all stepsat its disposal to combat the social

inequities and discrimination in the U.S. and abroad that make entire classes
of people marginalized and more vulnerableto HIV/AIDS. Thisincludes
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efforts to promote economic and socia equality between men and women,
ending racial and ethnic discrimination, fighting homophobia, and protecting
human rightsfor all.

The Administration should place agreater focus on, and provide more
financial support for, improving the efficiency and efficacy of the HIV/AIDS
behavioral and disease monitoring systems to ensure that the data on which
researchers, practitioners, public health officials, and planning groups must
depend is accurate and comprehensive.

In devel oping and enhancing activities to monitor the epidemicinthe U.S. and
abroad, the Administration should work to retain community confidence by
taking every step to protect individual privacy and human rights. Data
collection should always use the least intrusive measures reasonably possible
and be designed and implemented in conjunction with affected communities.

The CDC should establish surveillance systemsto identify subpopul ations
within communities of color that might otherwise be obscured by broad
categorizations and to help community prevention plannerstarget prevention
resources accordingly.

Services for Persons Living with HIV/AIDS
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The Administration should emphasi ze the importance of research to develop
more effective, lesstoxic, and easi er-to-take medications within the National
Institutes of Health and other agencies within the Federal government
responsiblefor the testing, licensure, and regulation of such drugs.

The Administration, in particular the Office of Management and Budget
(OMB), should discontinue use of existing budget neutrality rulesto evaluate
1115 waiver applicationsfrom Statesto cover low-incomeindividuasinthe
earlier stages of HIV/AIDS. The Health Care Financing Administration
(HCFA) should continue to work proactively with States interested in pursuing
such waivers.

The Administration should implement promptly the Jeff ords-K ennedy Work
Incentives Improvement Act and use a portion of demonstration funding
provided through the Act to expand access to Medicaid for people in the
earlier stages of HIV/AIDS.

The President and other senior Administration officials should continueto
speak out against homophobia and other forms of discrimination that can
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interfere with access to and quality of health care. The Health Resources and
Services Administration (HRSA) should play a proactiverolein effortsto
educate and train health professional s about discrimination through the AIDS
Education and Training Centers and Bureau of Health Professions programs.

The President and Vice President should use the authority of their officesto
push the pharmaceutical industry to minimize the cost of HIV/AIDS
treatment, particularly inimpoverished regions of the world where substantial
price reductions are necessary to ensure access.

The Administration must work with Congress to reauthorize the Ryan White
CARE Act by the end of this session and do everything in its power to ensure
that the newly authorized legidation isfree of unnecessary and/or harmful
testing provisions that interfere with the goal of early care and treatment.

The Administration must ensure that the Ryan White CARE Act, HOPWA,
and other Federal low-income housing programs administered by the U.S.
Department of Housing and Urban Development (HUD) recognize and
support the critical role of housing in facilitating access and adherence to
HIV/AIDS care.

The Administration should promote “family-centered” care modelsinwhich
the health care needs of the entire family can be addressed holistically. Cross-
agency collaborative planning and funding should be used to more closely
integrate services.

The Administration should develop afive-year plan for increasing funding for
substance abuse treatment and mental health service to ensure access to all
those in need and parity with other health care services.

The Administration, in particular the Secretary of Health and Human
Services, must identify steps needed to reorganize and revitalize the
Substance Abuse and Mental Health Services Administration (SAMHSA) to
enableit to provide leadership in the fight against HIV/AIDS and to
coordinate its efforts with other Federal agencies.

The Administration should providestrong political, programmatic, and financia
support tothe CBC/Minority HIV/AIDS Initiative, including support for
increased funding in FY 2001 to ensure adequate funding is available to meet
the needs of al racial and ethnic groups disproportionately affected by HIV/
AIDS.
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The Administration should continueits strong support for the Surgeon
General’ seffort to eliminateracial and ethnic disparitiesin health outcomesin
six areas, including HIV/AIDS.

The Administration should implement the recommendati ons of the pending
White House ONAP report on youth, including recommendations designed to
ensure the availability of family-centered care, access to age-appropriate
medical services, and the coordination of youth-focused HIV/AIDS programs
provided through the Department of Health and Human Services. The
Administration should a so use the release of thisreport as an opportunity to
increase public awareness regarding young peopl €’ srisk and their unique
service needs.

The Administration should establish a coherent plan for responding to HIV/
AIDS among young people, which includes the efforts of the many Federal
agenciesthat administer programstargeting high-risk youth, aswell as State
andlocal governments, philanthropies, businesses, and community-based
organizations. The plan should articul ate clear goals and identify specific
strategies to achieve them.

The Administration should provideincreased financial and programmatic
support for permanency-planning programsfor children globally who have
been or are likely to be orphaned by the death of a parent from HIV/AIDS.
These efforts should attempt to enhance the capacity of communities to
provide care, and minimize use of more costly institutionally based care.

The Administration should expand the role of community health centers and
clinicsto meet the needs of underserved populations living with HIV/AIDS.

The Administration should support current and future effortsto provide
meaningful debt relief to devel oping countries so that they may devote a
greater portion of their own resources to fighting HIV/AIDS. In addition to
debt relief, other means of expanding financial support should be explored
actively, includinginternational loans, grants, and public-private partnerships.
These efforts must be carried out in close coordination with other leading
industrialized nations, many of which also provideinadequate global HIV/
AIDS relief.

The Administration should work with other global partnersto create a plan for

the rapid development of health care and other basic infrastructurein
devel oping nations hardest hit by HIV/AIDS.
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The Administration should challengeinstitutions of higher education totake
leadership rolesin the prevention and management of HIV/AIDS by requiring
health professions schools, residencies, and internshipsto develop curricula
and programs that ensure high-quality HIV/AIDStraining.

The Administration must maintain strong support for the principle of local
decision making and control with respect to the planning and delivery of HIV/
AIDS care in the U.S. and abroad.

The Administration should continue to support the devel opment and
involvement of community-based | eaders, including personslivingwith HIV/
AIDS, asfull partnersin service planning and delivery.

The Administration should support the highest possiblelevel s of funding for
the CARE Act and HOPWA as the number of persons living with HIV/
AIDS in need of these programs continues to grow.

The Administration should continueits effort to add a prescription drug benefit
to the Medicare program and expand efforts within HCFA to monitor and
ensure high quality HIV/AIDS careinits programs, including in managed

care settings.

Appropriate agencies within the Department of Health and Human Services
should work more closely with the Indian Health Service, and support
increased funding for the IHS-funded health care system so that it may
provide high-quality HIV/AIDS treatment for Native Americans/Alaska
Natives dependent upon it for medical care. The AIDS Drug Assistance
Program funded through the Ryan White CARE Act should cover IHS
funded systems.
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"The Scripturessay that for everything thereisaseason. For thoseof uslivingwith
HIV/AIDS, the seasonfor fighting AIDSwill continuefor theremainder of our lives.
But just asthe seasons of theyear change, bringing new challenges and new perspec-
tives, sotoo must our "seasons’ changein continuing thefight.”

B. ThomasHenderson

Personal Letter to the President
November 9, 1999
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