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EXECUTIVE
SUMMARY

he people of the United States have
arrived at a crossroads in the history of the HIV epidemic. In the months to come
they must either engage seriously the issues and needs posed by this deadly disease or
face relentless, expanding tragedy in the decades ahead. In just ten years the human
immunodeficiency virus (HIV), the causative agent of AIDS, has claimed more
American lives than did the Korean and Vietnam wars combined. If, from this day
forward, there were never another instance of new infection, the upcoming decade
would still certainly be much worse. The amount of human suffering and number of
deaths will be much greater.

The face of AIDS will change as well; thus far it has focused its devastation pre-
dominantly on young men. In addition, it is also a disease that affects an entire
family—now, all too often, mothers, fathers, and children die swiftly, one following
the other, leaving a few orphans as a grim reminder of what was once a family.

Workers on the front lines are struggling heroically to cope with illness and death,
but their tools have been too few, their resources too constrained, and their logistics
too crippled by the sabotage of disbelief, prejudice, ignorance, and fear.

Nor has the virus followed rules of fair play. Gay and bisexual men still bear much
of the burden of HIV disease. Disproportionately and increasingly the epidemic has
attacked segments of society already at a disadvantage—communities of color,
women and men grappling with poverty and drug use, and adolescents who have not
been effectively warned of this new risk to their futures. And with these shifts have
come new anger, mistrust, and attempts to assign blame, which have drowned out
the warnings that should signal the magnitude of the mounting crisis. Sadly, this has
permitted too many Americans to detach from the fray, to feel the problem is that of
others different from themselves, and to retreat into resentful indifference. Diversity,
which should be our greatest strength as a nation, has for the moment become a
weakness, and has sanctioned a begrudging and sometimes callous response. Even

the language of prevention, which should be tailored to the myriad subcultures and
ethnicities of people at risk, is constrained in the name of morality, withholding
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potentially lifesaving information and
devices in order to avoid offending a
public presumed to be in agreement
with such constraints,

Astonishingly, even our most basic
efforts to better understand and
respond to this new plague have been
hampered. Efforts have been made to
constrain or forbid behavioral re-
search; in the face of the most deadly
sexually transmitted disease ever to
confront humanity, some would pro-
hibit even the study of the human
behaviors that put our children at risk.
Thus we disarm ourselves in the midst
of lethal battle.

Worst of all, the country has
responded with indifference. It is as if
the HIV crisis were a televised portray-
al of someone else’s troubles, It has
even appeared relatively painless; many
of the torments are hidden because so
many people do their suffering and
grieving in secret, out of fear of stigma,
discrimination, or rejection, But the
epidemic will not remain painless
much longer even for the most indif-
ferent observer; soon everyone will
know someone who has died of AIDS.
If we are to honor our fundamental
social contract with our fellow citizens,
with ourselves, and with our children,
we must somehow develop a sense of
urgency. For there is only a little time
left to recognize at a deep and funda-
mental level that the threat of HIV is
all around us and that we must all join
in this battle for the sake of future gen-
erations. In order to have any chance
of winning, we must first energize our
nation and transform indifference into

informed action.

We have used arresting language
because Americans readily understand
the need to mobilize rapidly for collec-

_tive action in response to external

threats to life. AIDS is a life-threaten-
ing disease of global proportions, and
it requires the same national resolve
and commitment to address it effec-
tively that we exhibit in times of war.

But the military analogy does not
work well in this crisis. In war, we
tend to look for a human enemy to
attack, and alas thus far this tendency
has been all too evident in our
response to HIV. But in confronting
AIDS, our response must be just the
opposite. Compassion and concern
for human suffering must direct our
efforts. It is against the virus, not
those infected, that this war must be
waged. Tragically, to date, too many
of us have failed to understand this
fundamental distinction or acknowl-
edge what a massive national effort is
needed to contain the epidemic,

The sapping of our collective
strength comes from many directions.
There has been a dominant undercur-
rent of hostility toward many people
with HIV disease, as if they are some-
how to blame. But no one gets this
virus on purpose. We do not with-
hold compassion from people who
suffer from other diseases related to
behavior. " As President Bush stated in
his single speech about AIDS, “Once
disease strikes we don’t blame those
who are suffering. We don’t spurn the
accident victim who didn’t wear a seat

belt; we don’t reject the cancer patient




who didn’t quit smoking. We try to
love them and care for them and com-
fort them.” We must replace the inno-
cent/guilty mindset with sympathy
and care for people with HIV disease.

Our nation’s leaders have not done
well. In the past decade, the White
House has rarely broken its silence on
the topic of AIDS. Congress has
shown leadership in developing criti-
cal legislation, but has often failed to
provide adequate funding for AIDS
programs. Articulate leadership guid-
ing Americans toward a proper
response to AIDS has been notably
absent. We are accustomed to hearing
from the “bully pulpit” about national
problems and how we should address
them, so perhaps the public cannot be
blamed for assuming that such a
silence means that nothing important
is happening. Their false calm is rein-
forced by politicians who declare that
enough has been done about AIDS,
since it is “just one disease,” and that
we should redirect our attention to
other diseases that currently kill more
people.

But we cannot turn away from

what is coming, lest we be blind-sided.
There are at least one million Ameri-
cans silently infected with HIV. Most
of them will get sick during the next
decade. And in the absence of a
national effort, the virus continues to
spread. The cumulative deaths of the
first ten years of AIDS will more than
double in the next two: by the end of
1993, the toll will rise from 120,000 to

over 350,000. AIDS is already the

leading cause of death for young men

and women in many parts of the
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country and is climbing relentlessly up
the list of causes of “years of potential
life lost.”

What makes these numbers partic-
ularly tragic is that there is so much
that we can do to turn the tide of HIV
through prevention of further spread,
and so much that we must do to pro-
vide more humane and compassionate
care to those who have already been
caught in the path of the virus. But
there are two destructive attitudes
within our borders that hamper these
actions. They are a thinly veiled feel-
ing that those who acquire the virus
are getting what they deserve and a
collective indifference to their fate. As
long as these attitudes persist there

will be reluctance to engage in the

effort required to surmount HIV dis-
ease. Overcoming these attitudes will
require leadership—leadership from
the highest levels of government and
the private sector.

To accomplish the tasks that loom
ahead, we must, as a society, find a
way to convert anger, fear, and indif-
ference into informed action. We
must deal effectively with discrimina-
tion and prejudice, overcome present
governmental inertia, rededicate our-
selves to maintaining a necessary
intensity of research endeavor, educate
the public to replace panic with an
informed awareness of what is needed
to prevent infection, and coordinate
our resources to meet the urgent
health care needs of the sick in cost-
efficient ways that take full advantage
of our powerful science. We must rec-

The cumulative
deaths of the first
ten years of AIDS

will more than
double in the next

two: by the end of
1993, the toll will
rise from 120,000
to over 350,000.




ognize our obligations to future gener-
ations in these tasks, for further indif-
ference or misdirected efforts spells
doom for millions.

For two years, the National Com-
mission on AIDS has pursued its man-
date from Congress to make recom-
mendations to Congress and the
President “for a consistent national
policy concerning AIDS” and the HIV
epidemic. We have held hearings, site
visits, and consultations; we have
heard from over one thousand voices
across the country in direct testimony,
voices that have described the horror
of the HIV tragedy and the heroism of
brave men, women, and children as
they grapple with HIV. Some have
told of their struggle with their own
illnesses. Some have told of remark-
able commitment to care for and

about others. We have been heartened

and inspired by the thousands of peo-

ple throughout the land who have self- .

lessly given of themselves to develop
programs of prevention, care, and
advocacy in their communities. It has
been a privilege to experience the rich-
ness of diversity that could give uncon-
querable strength to our efforts if it
were honored and fully harnessed; and
it has been a source of constant sorrow
to witness the accelerating loss of tal-
ent as young adults die of AIDS in
ever increasing numbers.

This report attempts to address a
number of the central themes that
have emerged from this process. It
brings out the fact that, in an impor-
tant sense, the only thing new about
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our present quandary is the virus, that
most of what we are experiencing rep-
resents old problems that have been

poorly patched and bandaged or

ignored entirely. The HIV epidemic
did not leave 37 million or more
Americans without ways to finance
their medical care—but it did drama-
tize their plight. The HIV epidemic
did not cause the problem of home-
lessness—but it has expanded it and
made it more visible. The HIV epi-
demic did not cause collapse of the
health care system—but it has acceler-
ated the disintegration of our public
hospitals and intensified their financ-
ing problems. The HIV epidemic did
not directly augment problems of sub-
stance use—but it has made the need
for drug treatment for all who request
it a matter of urgent national priority,
Rural health care, prison health care,
access to health care for uninsured and

underinsured working -men and.

women—these issues and many more
form the fabric of our concern. The
report is not all-encompassing, for we
have focused on certain issues that the
Commission viewed as most impor-
tant during our first two years of work.

The Introduction, the first chapter,
paints an overview of the current sta-

tus of the epidemic in America. It
" notes that, in endeavoring to solve

problems of HIV care in the context of
our current epidemic crisis, we can
develop better ways to manage other

chronic relapsing illnesses, innova-
tions that will serve society well in the
, years to come. By taking away our
right to procrastinate further, HIV
presses us to confront the shortfalls in
our health care system more honestly.




The second chapter deals with
issues of prevention and education. It
points out that prevention is currently
our only hope of altering the course of
the HIV epidemic and that efforts in
this sector have been grossly underuti-
lized—further, that prevention strate-
gies will remain key even after the
development of effective drugs or vac-
cines. It develops the theme that frank

"communication is our best defense for

our children against the twin epi-
demics of HIV and drugs. Elements
common to successful programs are
highlighted, including the importance
of cultural sensitivity, cultural compe-
tence, and community involvement.
Effective progress in the prevention of
HIV disease associated with illicit drug
use is noted. Finally, a call is made for
a comprehensive national HIV pre-
vention initiative that would integrate
federal, state, county, and municipal
governments, community-based orga-
nizations, and affected populations to
achieve a common goal of HIV pre-
vention,

The third chapter discusses how
health care for people with HIV dis-
ease can be improved. It takes note of
the substantial progress that has been
made in enhancing the quality and
extending the duration of lives of peo-
ple with HIV. It describes who should
be involved in the delivery of health
care and social services to those with
HIV disease, the sites where care
should be available, and how those
care services can best be organized.
Ideally, such care involves an interdis-
ciplinary group in a continuum of ser-
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vices delivered in the least restrictive,
least institutional settings at the lowest
possible costs. Common elements
link counseling and testing with pri-
mary care in out-of-hospital settings,
coordination of that care with the hos-
pital, access to investigational drugs
and integration of illicit drug use
treatment with HIV care. The point is
made that existing health care
providers must be better trained to
manage the care of people with HIV
disease and that future needs for more
health care professionals must be
anticipated. Finally, continued efforts
must be devoted to improving com-
munication strategies so that minimal
delay occurs between development of -
new therapies and their availability.
The fourth chapter deals directly
with the difficult issues of health care
financing in the context of HIV. The
Commission came to the conclusion
that systemic reform will be necessary
to achieve genuinely appropriate
access to health care for all Americans.
Only in this way will those with HIV
disease be assured of needed care.
Thus we have not confined our discus-
sion to the arena of HIV disease alone,
but have instead discussed solutions to
problems of financing that are consis-
tent with the broader initiatives of
health system reform currently under
discussion. However, our recommen-
dations are specific to problems of
HIV, and thus we offer a series of
options that could improve the lot of
HIV infected people and we cost out

their implications. We remain firm in
our conviction that these short-term
measures should give way as quickly as
. possible to nationwide reform of the




American health care system, reform
that ensures financial access to care for
all of our citizens.

The fifth chapter focuses on clinical
trials and treatment-related research.
To date, our deliberations have not
focused on the nation’s vitally impor-
tant biomedical research enterprise.
Further, we have paused only briefly to
underscore the manifest importance
of social and behavioral research in
achieving ultimate control of the HIV
epidemic. In this chapter, the discus-
sion is directed to currently dynamic
issues of clinical trials and the search

for new therapeutic agents for people’

with HIV disease. Problems of assur-
ing access to drug trials for diverse
populations with HIV disease while
maintaining orderly studies that will
permit sound scientific assessment of
therapies are considered. Issues of
delivery of care in the context of
experimental therapy and the use of
new drugs in expanded access pro-
grams are also covered.

In the sixth and final chapter, the
responsibilities and opportunities for
government to intervene and interact
with other components of society are
examined. It is noted that at all levels
of government greater leadership is
needed. At the federal level, we note
that within the U.S. Public Health Ser-
vice there has been a real effort to
coordinate responses, but that there is

a need for much greater cooperation
and coordination across many depart-
ments at the cabinet level. State and
local governmental roles are critical
and distinctive. Of particular concern
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is the current fiscal crisis occurring in
many of the states with the highest
incidence of AIDS. The need to fully

fund the Ryan White CARE Act is

underscored, and the importance of
providing the funding to evaluate pro-
grams is stressed.

After each chapter the Commission
has offered a short series of recom-
mendations for action. They have
been purposely kept few with the hope
that they will all receive careful consid-
eration. They overlap. Prevention of
HIV infection, care and treatment of
those with HIV disease, the financing
of that care, and the research necessary
to improve treatment are all intimately
interwoven and inseparable.

. To transform what now obtains
into effective action requires simulta-
neous attention to all facets of this epi-
demic which is now causing such pain
and loss of life.
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RECOMMENDATIONS

A comprehensive national HIV plan should be developed with the full participa-
tion of involved federal agencies and with input from national organizations rep-
resenting various levels of government to identify priorities and resources neces-
sary for preventing and treating HIV disease.

Universal health care coverage should be provided for all persons lmng in the
United States to ensure access to quality health care services.

The federal government should establish a comprehensive national HIV preven-
tion initiative. :

Government should assure access to a system of health care for all people with
HIV disease.

Medicaid should cover all low-income people with HIV disease.

States and/or the federal government should pay the COBRA premiums for low-
income people with HIV disease who have left their jobs and cannot afford to pay
the health insurance premium.

Medicaid payment rates for providers should be increased sufficiently to ensure
adequate participation in the Medicaid program.

Social Security Disability Insurance (SSDI) beneficiaries who are disabled and
have HIV disease or another serious chronic health condition should have the
option of purchasing Medicare during the current two-year waiting period.

Congress and the Administration should work together to adequately raise the
Medicaid cap on funds directed to the Commonwealth of Puerto Rico to ensure
equal access to care and treatment.

Policies should be developed now to address future plans for the distribution of
AIDS vaccines and the ethical and liability issues that will arise when vaccines
become available.

The federal government should fund the Ryan White CARE Act at the fully
authorized level.
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17.

18.

19.
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21,

Congress should remove the government restrictions that have been imposed on
the use of funds for certain kinds of HIV education, services, and research.

The Secretary of Health and Human Services should direct the National Insti-
tutes of Health, the Health Care Financing Administration, and the Health
Resources and Services Administration to work together to develop a series of
recommendations to address the obstacles that keep many people from partici-
pating in HIV-related clinical trials, as well as the variables that force some peo-
ple to seek participation in trials because they have no other health care options.

HIV-related services should be expanded to facilities where underserved popula-
tions receive health care and human services, in part to ensure their increased
participation in trials of investigational new therapies,

Current efforts at the National Institutes of Health (NIH) to expand the recruit-
ment of underrepresented populations in the AIDS Clinical Trials Grou p should
be continued and increased.

HIV education and training programs for health care providers should be
improved and expanded and better methods should be developed to disseminate
state-of-the-art clinical information about HIV disease, as well as drug and alco-
hol use, to the full range of health care providers.

Greater priority and funding should be given to behavioral, social science, and
kealth services research.

The Food and Drug Administration should aggressively pursue all options for
permitting the early use of promising new therapies for conditions for which
there is no standard therapy or for patients who have failed or are intolerant of
standard therapy.

The National Institutes of Health should develop a formal mechanism for dis-

seminating state-of-the-art treatment information in an expeditious and far- .-

reaching manner.

The Department of Health and Human Services should conduct a study to deter-

mine the policies of third-party payers regarding the payments of certain health
service costs that are provided as part of an individual’s participation in clinical
trials conducted in the development of HIV-related drugs.

Implementation of the Americans with Disabilities Act should be carefully moni-
tored, and states and localities should evaluate the adequacy of existing state and
local antidiscrimination laws and ordinances for people with disabilities, includ-
ing people living with HIV disease.
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The federal government should expand drug abuse treatment so that all who
apply for treatment can be accepted into treatment programs. The federal gov-
ernment should also continually work to improve the quality and effectiveness of
drug abuse treatment.

Legal barriers to the purchase and possession of injection equipment should be
removed.

The following interim steps to improve access to expensive HIV-related drugs

should be taken:

(a) adequately reimburse for the purchase of drugs required in the prevention
and treatment of HIV disease, including clotting factor for hemophilia;

(b)undertake, through the Department of Health and Human Services, a consol-
idated purchase and distribution of drugs used in the prevention and treat-
ment of HIV disease; .

(c) amend the Orphan Drug Act to set a maximum sales cap for covered drugs.

All levels of government should develop comprehensive HIV plans that establish
priorities, ensure consistent and comprehensive policies, and allocate resources.

Federal, state, and local governments should join forces with the private sector in
providing long-term support to community-based organizations.

The U.S. Public Health Service should expand and.promote comprehensive pro-
grams for technical assistance and capacity building for effective long-term pre-
vention efforts.

Federal, state, and local entities should provide support for training, technical
assistance, supervisory staff, and program coordination to acknowledge and sup-
port the family members, friends, and volunteers who are an integral part of the
care system of a person with HIV disease. '

The federal government should develop an evaluation and technical assistance
component for all federally funded HIV-related programs.

Elected officials at all levels of government have the responsibility to be leaders in
this time of health care crisis and should exercise leadership in the HIV epidemic
based on sound science and informed public health practices.
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s 27—

' Wr:' must learn to practice the justice,
freedoms, and compassions that we take so much pride in talking

about in civics classes and teaching our children about when we teII them

- what rr is to be an Amencan

: : Bk Our response to AIDS must
rake into account how all peopie with AIDS and HIV live and recognize
that we aren’t all in San Francisco or New York using systems that
are collapsing from the weight of us. Some of us are in

- Kentucky and Alabama and Missouri and Iowa, still trying to find a doctor :
willing to treat us or a home care agency that will send the nurse without -

requiring a baseline antibody_ restfor her. . ..

; | have to say rhat people living
 with AIDS and HIV wanr nothmg more or nothmg less than what all
of you take for gmnted today—a pface to live, the right to have a
job, decent medical care, and to live our lives out without unreasonable
"~ barriers. We are not askmgfor extras, only to be included in what
- America aIr:eady delivers to her privileged people.

I’m thirty-one this year and my
life has been blessed with two healthy children—a six-year-old daughter,
and a son who is almost three. Relatively speaking, I'm not in bad shape
and I used to hope that I would be able to live long enough to see my

children, with the help of their father, accept and adapt to the inevitability

of my death. More lately I've been hoping that when I'm gone they
wouldn’t continue to be stigmatized by the shadow thrown by my public

life.

But compassion is not going to
happen because of a report that we make or an edict that somebody in
Washington delivers. It will begin in the small towns in the quiet country
throughout America when people understand that people living with AIDS
and HIV are just like us because they are us.

BELINDA MASON
September 1989

|
;
4
i
!
]
i




CHAPTER ONE

INTRODUCTION

u-ince scientists first began to under-

stand the dynamics that govern transmission of the human immunodeficiency virus
(HIV), it has been possible to predict with chilling accuracy the toll the epidemic
would exact in sickness and in lives lost. As the nation enters the second decade of
the HIV epidemic, the accuracy of predictions made in the mid-1980s stand as a
silent rebuke. One need take only a brief look at these statistics to understand the
impact that AIDS has had in the United States.

By the end of 1990, more than 100,000 people in the United States had died of
AIDS, and nearly a third of those deaths occurred that year. Now more than a hun-
dred people die in the United States every day of AIDS—one every 15 minutes—and
the pace is accelerating. As of June 1991, 182,834 cases of AIDS in the United States
and its commonwealths and territories had been reported to the federal Centers for
Disease Control {CDC). Between March 1990 and March 1991, the reported number
of new cases in the United States rose by more than one third. These numbers are a
telling indication that our efforts at prevention must be redoubled.

During the earliest years of the epideniic, from 1981 to 1982, nearly 80 percent of
all reported AIDS cases were from six large metropolitan areas in five states—New
York City, San Francisco, Los Angeles, Miami, Newark, and Houston, So far in 1991,
31 metropolitan areas and 25 states and the Commonwealth of Puerto Rico have
reported one thousand or more cumulative AIDS cases—and the number of commu-
nities, counties, and states affected by HIV disease continues to expand.

While the majority of new AIDS cases have been from metropolitan areas, there
has been a significant increase in new cases in municipalities with populations less
than 500,000. Lack of access to adequate health care has denied the benefits of
advances in treatment to many in these smaller cities and rural communities, despite
the dedication of stalwart health care providers and volunteers. More ominous still,
failure to acknowledge the dimensions of the crisis has resulted in insufficient atten-
tion to AIDS education and prevention programs.

HIV disease has had a disproportionate impact on some communities. The HIV
epidemic continues to affect gay and bisexual men more than any other single group

11




" The AIDs/HIV
epidemic has focused more
: ;Itt}eﬁ't'_:x'_'c'i:r'i:_o'ftulo:ﬁg:st&nding
- problems and has made it clear
5 .'_'t_h;z't it’s time for sweeping
_ policy and systemic changes in
e hou{ A'(nerica cares for.
- _irs_:most needy. . .

. . --DON SCHMIDT
e et July 1990

of Americans; these individuals com-
pose 64 percent of the cases of AIDS
reported since the beginning of the
epidemic. African-Americans consti-
tute 12 percent of the
United States population,
but nearly 28 percent of
AIDS cases. Hispanics
constitute 9 percent of the
population, but 16 percent
of AIDS cases. Unless sus-
tained support for target-
ed interventions that facil-
itate access to a broad
range of health and social
services is given, there is
every indication that these
communities will ¢contin-
ue to be disproportionate-

ly represented among
AIDS cases in the future.

The number of women and chil-
dren infected with HIV—particularly
within communities of color—contin-
ues to grow dramatically. In fact,
AIDS cases among women are grow-
ing faster than AIDS cases among
men. As of June 1991, women
accounted for 10 percent of all AIDS
cases. In 1991 AIDS is projected to
become one of the top five causes of
death for young women.

Increasingly, parents who are them-

- selves infected are forced to make ago-

nizing choices for themselves, their
infected children, and their. uninfected
children. Parents may sacrifice their
own health as they seek care for their
children and must struggle with issues
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of how to provide for both sick and
healthy children after their death.
New York City officials project an
“orphan burden” of approximately
20,000 children who will need to be
cared for by relatives or placed in fos-
ter homes when their parents die of
AIDS in the next few years. About one
fourth of these children will be HIV
positive themselves. Intravenous drug
use has contributed significantly to
this new trend. Approximately 70 per-
cent of all pediatric AIDS cases are
directly related to maternal exposure
to HIV through intravenous drug use
or sex with an intravenous drug user.
Communities all across the United
States are struggling to confront the
twin epidemics of HIV and substance
use. The nexus between HIV and sub-
stance use is unarguable. Already,
approximately 31 percent of all AIDS
cases can be linked, either directly or

_indirectly, to intravenous drug use.

Cases of HIV infection related to
unprotected sexual activity under the
influence of crack cocaine, alcohol, or
other substances is another disturbing
trend, especially among adolescents.

Drug treatment centers are ill equip- -
g quip

ped to deal with the growing numbers
of substance users with HIV disease.
The lack of treatment slots, training,
and funding only perpetuates this
insidious link.

The number of reported AIDS
cases does not, however, accurately
portray the scope of the epidemic
because such figures represent only 10
to 15 percent of the total number of
people now infected with HIV in the
United States, CDC estimates that, at
present, approximately one adult male















































































































































































































































































































































































































































































