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July 19, 1994

jusiPDear

Again, thank you for coming in to see me.

Sincerely,

Thank you for coming in to meet with me on June 29 concerning the exciting programs of 
the National Parents’ Council on AIDS. I am delighted that you have taken the lead in 
helping to reinforce the importance of public education as a means toward AIDS prevention.

Carlos Velez, our lead staff person on AIDS Prevention, is available to offer you additional 
assistance and to help you continue to make the appropriate linkages to assist your 
organization. Mr. Velez can be reached at (202) 690-6248.

HIV prevention is one of the areas this Administration has made a priority. With the focus 
on prevention planning moving more toward communities, organizations such as yours are 
vital in making clear what must be done. We must assure that every school in the our 
country provides its students with HIV/AIDS prevention education and that community 
organizations reenforce this message. Organizations such as yours can be our best tool.

Austin E. Jones, Ph.D.
President
National Council on HIV Disease
P. O. Box 66966
Phoenix, Arizona 85082

THE WHITE HOUSE

WASH INGTON

\ / JY-—-—----- ""

Kristine M. Gebbie, R.N., M.N. 
National AIDS Policy Coordinator
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National Parents' Council on AIDS 
P.O. Box 66966 

Phoenix, Arizona 85082
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Tel. (602) 994-9028
FAX (602) 945-5590
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June 15,1994

and
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Enclosures 2

Austin E. Jones, Ph.D. 
President

Ms. Kristine Gebbie
National AIDS Policy Coordinator
750 17th Street NW, Suite 1060 
Washington, DC 20503

Dear Ms. Gebbie:

National Parents' Council on AIDS 
P. O. Box 66966 

Phoenix, Arizona 85082

The NPCA is a 501 (c)3 educational foundation emphasizing public education and, 
especially, public health policy issues. Our current recommendations address five issues in 
HIV policy: (1) the political struggle to control the AIDS case definition; (2) funding levels; 
(3) the special concerns of women, infants, children, and adolescents; (4) unrestricted pub­
lic access to information about the epidemic; and (5) the urgent need for a national plan to 
cope with the epidemic.

For purposes of identification, 111 mention that I am also a professor of psycholo­
gy at Arizona State University, where I co-chair the interdisciplinary HIV Studies Net­
work My son is Cleve Jones, founder of the AIDS Memorial Quilt and the NAMES Pro­
ject Foundation, and a board member of NPCA.

We appreciate very much your efforts to help the Administration address the HI V 
pandemic more effectively--particularly your support of increased research efforts con­
cerning the special needs of women and children-and hope we shall have the opportunity 
to meet with you. I can be reached at (602) 994-9028 or FAX (602) 945-5590.

Sincerely yours.

During the last week of June, I and three other representatives of the National 
Parents' Council on AIDS (NPCATwfll be meeting with members of the Administration 
—J- Corigress to discuss the NpGA's recommendations for a national HIV policy. We 
would appreciate greatly the opportunity to present our recommendations to you, and to 
seek your adviee^ttX5u(ihem and about ways in which the NPCA might most effectively 
support your efforts.
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Austin E. Jones, Ph.D.

Dr. Jones has been active in the Democratic Party for many years. 
He is presently a member of the Arizona State Democratic Committee.

Dr. Jones is Professor of Psychology and Co-Chair of the HIV 
Studies Network at Arizona State University, where he previously served 
as Director of the Clinical Psychology Training Program and Chair of the 
Department of Psychology. He received his Ph.D. from the University of 
Rochester and was a member of the faculty of the University of Pittsburgh 
prior to joining Arizona State University.

In 1988 Dr. Jones joined with others in establishing the National 
Parents’ Council on AIDS (NPCA), which he serves as President. His son 
is Cleve Jones, founder of the AIDS Memorial Quilt and the Names Project 
Foundation, and a board member of NPCA.
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National Parents' Council on AIDS

evaluating the accuracy of information contained in the AIDS information 
hv ctatA dAnartments of health throughout the country in

The National Parents' Council on AIDS (NPCA) was established in
1988 as a citizens’ response to the HIV pandemic. The mission of the NPCA is 
to help the nation make a positive, united response to the pandemic through 
public education projects and through research and consultation concerning 
public health policy issues. The NPCA is a 501(c)3 nonprofit educational 
foundation incorporated in Arizona.

The NPCA develops syllabuses for small group educational experi­
ences, publishes studies of public health policy issues, provides lecturers on 
HIV topics, sponsors conferences, and serves as a consultative resource to 
community and educational organizations and to government. In 1990, the 
NPCA sponsored the only national, public conference on AIDS policy ever 
held, with 46 panelists from medical, community, political activist, and gov­
ernmental organizations; the keynote speaker was Dr. June Osborn, former 
chair of the National Commission on AIDS.

The NPCA Quarterly Bulletin attempts to fulfill a constructive role in 
providing analyses of the epidemiological, socio-political, and economic issues 
surrounding the HIV pandemic which will be useful to political leaders and 
public health professionals. In 1993, the NPCA published^research study 

brochures distributed by state departments of health throughout the country i_ 
1992. An update of this research is currently in progress.

The NPCA is unique among AIDS organizations in being a citizens' in­
itiative with a primary emphasis on public health policy. The organization is 
funded primarily by individual contributions and receives no funds from 
governmental agencies.
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June 23, 1994

Dear Ms. Gebbie:

Sincerely yours,

AEJ:ee

Enclosure

Ms. Kristine Gebbie
National AIDS Policy Coordinator
750 17th Street NW, Suite 1060 
Washington, DC 20503

National Parents' Council on AIDS 
P.O. Box 66966 

Phoenix, Arizona 85082

Austin E. Jones, Ph.D.
President

We look forward to our meeting with you June 29 at 4:45 p.m. 
Enclosed is a copy of the recommendations of the National Parents' Council on 
AIDS which we would like to discuss with you.
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A Publication of the National Parents' Council on AIDS Fall 1993 

Truth and Deception in AIDS Information Brochures 

H 
IV disease and its terminal stage AIDS have been more 
extensively-and destructively-politicized in the United 
States than any other disease in the nation's history. 

This unfortunate phenomenon appears to have two principal 
sources. The first is the early and continuing stigmatization 
of AIDS as a disease of homosexual and bisexual men, 
although it was known by 1984 that AIDS in Africa and many 
other regions afffected mostly heterosexual men and women. 
Encouraged by-and sometimes 
encouraging-the antagonism felt 

continues to be denial of its seriousness and avoidance of 
thinking about it. 

When wars go badly-and this lop-sided war between 
humanity and HIV is going very badly indeed-governments 
have traditionally been loath to broadcast the bleak news 
to the citizens, lest confidence in the governments themselves 
falter. A skirmish won is portrayed as a turning point in 
the war, plans for action are reported as certain to be successful, 

and when all appears hopeless, the 
public may never be told, but left 

by much of the public toward 
homosexuals, many conservative 
leaders found in the HIV epidemic 
both a basis for renewed attacks upon 
the gay community, and justification 
for opposing federal funding for 
AIDS programs. 

The second source of the 
politicization of HIV disease arose 
more gradually, is ever increasing, 
and is at this moment enonnously 
more potent than previously-the 
perception on the part of top political 
leaders that the HIV epidemic is a 
public health catastrophe of such 
gargantuan scale that no amount of 
federal money and political skill can 
fix it, at least not within the relatively 
short periods of time to which 
politicians feel they must limit their 
attention in order to survive. 

\ A / hile it is clear that govern­

V V ments frequently practice

deception and secrecy with the 

justification that the public would 

become dangerously emotional and 

irrational if fully informed, there is 

no evidence that the public would in 

fact behave in that way. Rather, a 

fully-informed public, confident in 

the integrity of its government, will 

be more courageous and resource­

ful in coping with catastrophe than 

one from which its government keeps 

unprepared to experience the 
consequences of defeat first-hand. 

AIDS information brochures 
distributed to the public serve, 
potentially, at least three critical 
functions in the war with HN; these 
are the effons to (l) prevent HIV 
infection, (2) control the public's 
emotional reaction to informa�ion 
about progress-or the lack of it-in 
the war with HIV, and (3) influence 
the public's cultural interpretation 
of the epidemic. 

The first function is the publicly­
stated or declaratory function of 
virtually all AIDS infonnation bro­
chures. The prevention of HIV 
infection is almost always approached 
from the standpoint of primary cause, secrets. 

This perception may indeed be well-
rooted in reality, in view of the estimated cumulative total of 
five million HIV disease cases in the U.S. by the end of the 
decade; thus it is understandable that most political leaders 
are immobilized by apprehension and a sense of futility. 
As the National Commission on AIDS observed in its 
1991 report America Living with AIDS, "The lack of 
government leadership is everywhere evident." 

While the annual rates of AfDS continue to rise, 
especially among heterosexual women and teenagers, in 
1992 the overall federal funding for AIDS-related programs 
was virtually unchanged, in constant dollars, from the previous 
year. After more than a decade, there is still no national 
plan for responding to the epidemic. At the highest levels of 
government, the characteristic response to the IDV epidemic 

principally sexual contact, shared 
needle usage, and the receipt of con­
taminated blood or blood products. 

(There are rare references to such indirect or secondary causal 
factors as poor nutrition and other factors which may weaken 
the immune system and increase the risk of infection.) 

Functions (2) and (3) are never, it appears, declaratory, but 
even a quick reading of a small sample of AIDS information 
brochures suggests that they are important operational func­
tions, though not explicitly identified. Regarding the second 
function, it is at least understandable-and perhaps rational in 
the short Lenn-for governmental agencies to seek to control the 
level of fearful arousal elicited by public messages about the 
war with HIV, and to foster confidence in the agency issuing 
the infonnation. Similarly, it should not be surprising that 
efforts to influence the cultural interpretation of the epidemic 

CONTINUED 
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Preface

In the following pages the National Parents' Council on AIDS discusses 
recommendations concerning five issues in HIV policy: (1) diagnostic terminolo­
gy; (2) funding levels; (3) the special concerns of women, infants, children, and 
adolescents; (4) public access to information about the pandemic; and (5) the ur­
gent need for a national plan to cope with the pandemic. These recommendations 
are to be presented to Congressional offices, members of the Administration, and 
officials of federal agencies in a trip to Washington in June 1994.

We understand these recommendations do not begin to exhaust the impor­
tant topics for which policy recommendations are needed, but have selected these 
five issues because we believe they are particularly critical at this time. Many 
organizations have put forth comprehensive recommendations concerning the 
HIV pandemic which are of great value, and we are grateful for the extensive and 
thoughtful work they have accomplished. We endorse the recommendations of 
the 1988 report of the Presidential Commission on the Human Immunodeficiency 
Virus Epidemic, the various reports of the National Commission on AIDS, the 
report of The Federal HIV/AIDS Agenda '93, and those of a number of other 
organizations to which we are indebted.



Recommendations for a National HIV Policy

National Parents' Council on AIDS

Issue 1--Diagnosis:

The evidence is very strong that infection with HIV initiates a continuous, 
slowly-developing disease with advanced stages characterized by what we now 
call AIDS. It has been clear for several years that there is no longer a rational 
basis for considering HIV infection and AIDS as separate categories. Therefore 
the National Parents' Council on AIDS again urges replacement of the diagnosis 
of AIDS with that of HIV disease. We believe it is imperative that this recom­
mended change in nomenclature be adopted at once in order not to obscure fur­
ther the magnitude of the pandemic. While we appreciate the efforts of the Cen­
ters for Disease Control, we believe the continued use of obsolete nomenclature is 
seriously misleading the public and policy-makers alike. Under the current no­
menclature, there are now about 156,000 living persons for whom the AIDS di­
agnosis has been reported, but the reality is that there are an estimated one-to-two 
million people living with HIV disease, all or almost all of whom, it is believed, 
will eventually die should more effective treatments not be developed.

Discussion. In the early years of the HIV epidemic, it was thought that 
less than half of those infected with HIV would contract the illness called AIDS. 
With each successive year, however, estimates of the percent of those infected 
who would develop AIDS rose until, in July 1988, the Centers for Disease Con­
trol (CDC) estimated that more than 80% of HIV-infected persons would become 
clinically ill over an eight-year period. It is now widely believed that over a per­
iod of fifteen or more years, 99-100% of those infected with HIV will develop 
AIDS.

NPCA position. "AIDS" is an obsolete term, as it designates the terminal 
stage of HIV disease, which is always or almost always fatal. The practice on the 
part of federal agencies to count only "AIDS" rather than HIV disease fosters a 
serious misperception of the magnitude of the pandemic, and excludes an estimat­
ed more than one million Americans with HIV disease from federally-funded 
services that would extend their productive lives.
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Now, six years after the recommendations of both the Presidential Com­
mission and the Institute of Medicine, the fundamental issue of the diagnosis re­
mains unresolved. While the CDC's January 1, 1993 revision of the diagnosis to 

It has long been apparent, however, that many HIV-infected 
persons suffer from clinical syndromes and laboratory test 
abnormalities that signal the presence of disease but do not 
meet the CDC criteria for AIDS.... By now, the committee 
believes that HIV infection itself should be considered a 
disease.

Viewing HIV infection as a disease is important because it 
may eventually be amenable to treatment and patients will 
need to be diagnosed and treated as early as possible. Clin­
ically, it is more accurate to describe HIV infection as a con­
tinuum of conditions associated with immune dysfunction. 
From a public health perspective the important event is in­
fection rather than full-blown disease because even aympto- 
matic infected persons are capable of infecting others.

The term "AIDS" is obsolete. "HIV infection" more cor­
rectly defines the problem. The medical, political, and 
community leadership must focus on the full course of HIV 
infection rather than concentrating on later stages of the 
disease (ARC and AIDS). Continual focus on AIDS rather 
than the entire spectrum of HIV disease has left our nation 
unable to deal adequately with the epidemic. Federal and 
state data collection efforts must now focus on early HIV 
reports, while still collecting data on symptomatic disease.

It is disturbing that this recommendation still needs to be made at this time. 
In the Executive Summary of the Report of the Presidential Commission on the 
Human Immunodeficiency Virus Epidemic (June 1988), the Presidential Commis­
sion listed its 20 most important recommendations. The first sentence of the first 
recommendation strikes directly at the heart of the issue: "The term AIDS' is 
obsolete." The complete text of the first recommendation is as follows:

In 1988, the same year as that of the Presidential Commission's report, the 
Institute of Medicine of the National Academy of Sciences addressed the issue of 
diagnosis in its comprehensive report "Confronting AIDS: Update 1988." In the 
introduction of the Executive Summary, the Institute wrote:
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Recommendations

B. (to the Secretary of Health and Human Services)

C. (to Congress for specific legislation)

D. (to Congress, as advice for future legislation)

A. (to federal health agencies-especially the Centers for Disease Control- 
and to the Council of State and Territorial Epidemiologists)

That Congress, in all future legislation, discontinue use of the obsolete 
AIDS diagnosis as the means of identifying persons who are the subject of 
legislation, substituting in its place the diagnosis of HIV disease, which re­
fers to all persons with HIV infection.

That infection with HIV be considered evidence of a single illness, called 
HIV disease, and the obsolete diagnoses of AIDS and ARC be immediately 
discontinued.

That the Secretary of Health and Human Services direct the Centers for 
Disease Control to consider replacing the obsolete definition of AIDS with 
that of HIV disease for all who are infected with HIV, and to justify any 
decision to decline or to delay implementing such change in definition.

include persons with T4 counts below 200-and to enlarge slightly the list of in­
dicator diseases-moves minimally in the direction of acknowledging HIV infec­
tion as disease, it fails to clarify the fundamental reality that HIV disease is con­
tracted with the initial HIV infection, and that HIV disease always or almost al­
ways leads to AIDS.

Nothing in the preceding discussion nor the recommendations which fol­
low should be construed as arguments for linking the determination of disability 
to the diagnosis of HIV disease, for mandatory HIV testing, or for mandatory 
reporting of the names of those diagnosed with HIV disease.

That Congress direct that all persons with HIV disease, as evidenced by 
HIV infection, be accorded all the protections of civil rights, protection 
from discrimination, access to health and social services, and other benefits 
now accorded those persons diagnosed with AIDS.
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E. (to the President)

F. (to the National AIDS Policy Coordinator)

G. (to the Surgeon General)

AIDS.

H. (to members of Congress)

Issue 2—Funding:

That the position of National AIDS Policy Coordinator be renamed 
"National Coordinator for HIV Disease Policy.”

NPCA position. Relative to both the scale of human misery and the in­
creasingly severe economic impact of the HIV pandemic, federal funding of HIV 
programs continues to be irrationally-and dangerously-low.

Discussion. In 1994, the total of US Public Health Service appropriations 
for research and development of vaccines and medical treatments for HIV disease 
was approximately $0.6 billion, and the appropriations for education and preven­
tion programs were about $0.4 billion. The size of these investments in medical 
and educational efforts to cope with HIV infection or to prevent it has no logical 
relationship to the projected more than $100 billion in lifetime, direct medical 

That the Surgeon General, as a matter of the highest priority, take a leader­
ship role in persuading the White House, federal health agencies, and the 
public to frame their thinking about the HIV pandemic in terms of HIV 
disease rather than of AIDS, and to discontinue use of the obsolete term

That the General Accounting Office (GAO) be requested to (1) evaluate the 
CPC's estimate of one million in the U.S.infected with HIV as a basis for 
forecasting the pandemic in this country. (2) make recommendations of the 
most effective methodology for future studies concerning the prevalence 
and incidence of HIV infection, to be conducted in such a way as to fully 
protect the privacy of individuals participating in the studies.

That the National AIDS Policy Coordinator.as a matter of the highest pri­
ority. take a leadership role in persuading the White House and federal 
health agencies to frame their thinking about the HIV pandemic in terms of 
HIV disease rather than of AIDS, and to discontinue use of the obsolete 
term AIDS.
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150.0 billion

0.6 billion

(1) HIV disease is a commmunicable disease; cancer and heart disease are 
not.

34.0 billion
8.5 billion
9.5 billion

(2) Cancer and heart disease affect older people principally, while HIV dis­
ease is a disease of the relatively young, with most of the deaths occurring to peo­
ple between 20 and 50.

(3) Unlike cancer and heart disease, which have annual incidence rates that 
vary little from year to year, AIDS diagnoses continue to accelerate alarmingly; 
while reports of HIV disease cases are not uniformly collected by the CDC, there 

$ 2.2 billion
32.0 billion

Appropriations for the Space Station in 1993
Total spent thus far on Star Wars
Total spent thus far to rescue the Savings 

and Loan industry
Additional appropriations to deal with the

S & L crisis in 1994 alone
Relief for victims of two major hurricanes in 1992 
Los Angeles area earthquake relief in 1994 
Research and development of HIV vaccines and 

medical treatment (1994 appropriations)

It is also instructive to compare HIV funding with that of other areas of na­
tional concern:

We know of no one who would begrudge the assistance given the victims of 
hurricanes and earthquakes, but surely the lives of more than one million Amer- 
cans should weigh at least as heavily on the national conscience.

care costs for only the low-end estimate of one million Americans who now have 
HIV disease, or to the projected $600 billion in loss to the national economy be­
cause of their illnesses and premature deaths. If what many believe is a more 
realistic current estimate of 1.5 million cases of HIV disease in the U.S. is as­
sumed, the total financial loss to the nation associated with only those now infect­
ed will exceed one trillion dollars-an amount roughly equivalent to one quarter 
of the national debt.

Opponents of increased HIV funding continue to draw upon arguments 
which reflect ignorance of—or disregard for—critical features of HIV disease. It 
is often argued that cancer and heart disease kill more Americans than does HIV 
disease, but receive less funding; therefore there is no justification for increased 
appropriations for HIV disease. Such reasoning is faulty for several reasons:
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We acknowledge that opposition to increased HIV funding is sometimes ex­
pressed by officials of the federal agencies responsible for HIV research and by 
members of Congressional committees dealing with budgetary matters. It is the 
public position of the NIH administration, and some members of Congress, that 
additional funding beyond the level currently proposed could not be absorbed by 
the present research system. We believe their conclusion is not correct, that it re­
flects intense pressures for political accomodation rather than an objective assess­
ment of the capabilities of the nation's research resources. But if their conclusion 

is little reason to suppose that the underlying trend of HIV infections is not also 
accelerating.

(4) Because HIV disease kills mainly people in their reproductive years, it 
is expected that there will be tens of thousands of infants and young children 
whose mothers will have died of HIV disease-a phenomenon not occurring with 
cancer and heart disease.

(5) The vast majority of cancer and heart patients, being over 65, can get 
treatment through Medicare; by contrast, the majority of HIV patients are in the 
age range 20-50 and do not qualify for Medicare until two years after the AIDS 
diagnosis-at which time most are seriously ill or dead.

(6) Because most of the deaths due to HIV will occur among people in their 
most productive years of employment, the loss to the national economy because 
of their premature deaths will be many times greater than the loss due to deaths 
from cancer, heart disease, and other illnesses which strike principally older peo­
ple who are no longer employed.

Comparisons of HIV expenditures with those for cancer and heart disease 
are especially problematic because figures cited for cancer and heart disease typi­
cally refer to research costs only, and treatment for those illnesses is mostly cov­
ered by Medicare, whereas the figures for HIV/AIDS also include the costs of 
prevention and treatment. It is important to note, further, that while there has 
been substantial medical progress in the treatment of cancer and heart disease, 
comparable progress in treating HIV disease has not yet occurred.

Perhaps the greatest irrationality in framing the funding debate as a com­
petition between HIV disease and heart disease, cancer, and other illnesses lies in 
the failure to understand that increased funding of HIV research will almost cer­
tainly result in greater knowledge of immune system function generally-with 
benefits for patients across a broad spectrum of illnesses including cancer and 
heart disease.
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In addition to the traditional efforts to develop vaccines and to search for a 
cure, we believe there is substantial research evidence arguing for the develop­
ment of a "third front" in HIV research-i.e., an emphasis on the interrelation of 
psychosocial and biomedical factors in determining the course of HIV disease-in 
other words, the application of the interdisciplinary field often referred to as 
psychoneuroimmunology. The field of psychoneuroimmunology investigates the 
relationships between the emotional state, nervous and endocrine systems, and the 
immune system’s ability to resist disease. The principles of psychoneuroimmun­
ology suggest that psychosocial factors can significantly influence the course of 

While detailed answers to the question of how increased HIV funding can 
best be deployed lie outside the intent of this paper, we offer the following sug­
gestions as to how the questions should, in part, be approached.

The initial response from the health care community to the advanced stages 
of HIV disease, or AIDS, reflected the biomedical community's traditional ap­
proach to all disease-that diagnostic identification and ultimate control of symp­
toms, and cure (i.e., elimination) of disease, are the goals of all intervention strat­
egies. Such an approach to any acute disease leads to heavy research emphasis on 
the biological causes of disease and focuses clinical interventions on the most 
symptomatic and ill individuals. While these research emphases should be con­
tinued, there is considerable evidence to support the development of an additional 
research emphasis which is directed to the earlier years of HIV disease and to the 
factors in long-term survivorship.

A small but growing number of individuals live for long periods of time 
(more than 10 years) following HIV infection without developing serious symp­
toms, and some individuals live long enough (more than three years) after the ini­
tial AIDS diagnosis to be considered long-term survivors of AIDS. The length 
and variability of these intervals has attracted the interest of researchers. Viral 
characteristics, response of immune system cells to infection, and the presence of 
co-factors, or those elements that make the infection worse in some patients, are 
under intense scrutiny. Additionally, a number of reports have addressed the ap­
parent similarities of psychosocial characteristics among the long-term survivors 
and the role which these characteristics may play in the progression of HIV 
disease.

is held to be correct, then it is imperative that the present research system within 
NIH be quickly overhauled so that it can meaningfully absorb increased HIV 
funding. The limitations of existing NIH research structures cannot be accepted 
as an excuse for continued failure to fund HIV programs at a level proportional 
to the danger which HIV poses for the nation.
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Recommendations.

iemic in

B. (to the National AIDS Policy Coordinator)

A. (as advice to the President and the Congress in their consideration of 
the budgets for 1995 and succeeding years)

NPCA position. Despite the fact that the incidence of AIDS diagnoses has been 
rising more rapidly in women than in men for the past several years, women con­
tinue to be discriminated against in the diagnosis of AIDS, inclusion in clinical 
trials, and access to both experimental and fully-approved treatments. Infants, 
children, and adolescents usually experience the same forms of discrimination, in 

illness in an immune-compromised individual. While we believe that psycho- 
neneuroimmunological research should be rapidly expanded, it is also essential, 
we believe, that the traditional biomedical approaches to vaccines and the search 
for a cure not only be continued, but also substantially expanded; the failure thus 
far of those efforts does not, of course, mean that success will never come.

Issue 3—The special concerns of women, infants, children and 
adolescents.

That the National AIDS Policy Coordinator take a leadership role in advo­
cating increased HIV funding within the White House and federal agencies, 
and with Congress.

3. That within the total USPHS budget, the allocations for research and 
clinical trials of vaccines and medical treatments be increased to at least 
$1.2 billion in FY95. the allocations for research on educational prevention 
programs be increased to $1.2 billion in FY95. and each of these 
categories be increased further to at least $2.8 billion in FY96.

1. That it be acknowledged now that the vast scale of the HIV pandc----- -
the United States is such that expenditures in the tens of billions of dollars 
for HIV-related programs (exclusive of current entitlement programs) 
must be anticipated within the next few years.

2. That the total USPHS budget for HIV-related programs be increased to 
$4.5 billion in FY95. and increased further to $7.5 billion in FY96. If this 
is not accomplished in the normal budget process of the Congress, the Pres­
ident should request the additional funding as an emergency measure.
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Discussion.

There is considerable evidence that HIV disease in women is often ex­
pressed in a pattern of infectious diseases and cancers which differs significantly

Exclusion of women in HIV research and treatment It is a matter of great 
concern to the National Parents' Council on AIDS that the expression of HIV dis­
ease in women has generally been ignored as a topic of research study. The un­
warranted assumption has been that HIV disease in men and women is essentially 
the same, and that there is no need to evaluate possible differences in the way in 
which HIV disease affects men and women. As a consequence, women have been 
systematically excluded from clinical trials, and even from receiving the AIDS 
diagnosis as they were dying of HIV disease.

While women presently constitute only about 10% of the diagnosed AIDS 
cases, it appears likely that the majority of new HIV disease cases will be women 
by the end of this decade. There is now strong research evidence that women are 
more than 14 times more likely to become infected in heterosexual relationships 
than are men. Thus, although women presently represent only about 10% of 
AIDS diagnoses, it appears virtually certain that the incidence of HIV disease in 
women will continue to rise more rapidly than in men.

addition to the devastating emotional consequences of their mothers' illnesses and 
premature deaths.

Shifting trends in HIV infection. It is well known that HIV disease in the 
early years of the U.S. epidemic was centered in the gay male population of San 
Francisco and other large cities. Both the Reagan and Bush administrations fos­
tered the stigmatization of HIV disease as a concern principally of gay men, al­
though it was known by 1984 that HIV disease in Africa and many other regions 
affected mostly heterosexual men and women. In the U.S., after the initial con­
centration of HIV disease in the gay community, the epidemic grew rapidly 
among injection drug users and, from them, was introduced into the heterosexual 
population, particularly women.

Over the past several years, HIV transmission rates for gay and bisexual 
men have been declining, while the rates for women and teenagers have been 
accelerating alarmingly. In 1992, the percentage increase among women (9%) 
was 3.6 times greater than the increase among men (2.5%). According to projec­
tions by Dr.David Michaels, an epidemiologist at the New York Medical School, 
the HIV pandemic will leave between 72,000 and 125,000 American children and 
adolescents motherless by the end of the decade.
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a. establish standards and requirements for respite care and family support 
services for individuals and families affected by HIV disease, especially HIV- 
infected mothers of young children;

c. establish standards for comprehensive parent/family education on the 
specialized health, nutritional, medical and personal hygiene needs of HIV- 

b. develop guidelines and monitor program performance for ensuring that 
HIV-infected infants, children, and adolescents who are wards of the state receive 
prompt, appropriate, and adequate attention to their medical needs, and that 
wards of the state not known to be infected have ready access to HIV testing;

Ensuring that women have equal access to other health services is more 
complex. Not only women but also infants, children and adolescents all experi­
ence various forms of discrimination. In 1991, the NPCA recommended that all 
federally funded programs for HIV disease be evaluated to determine the ade­
quacy of their support for the welfare of women, infants, children, and adoles­
cents. Government should exercise leadership in establishing national program 
standards and guidelines responsive to the special needs of women, infants, chil­
dren, and adolescents who have HIV disease or who are at increased risk. In par­
ticular, the USPHS should:

from that of men. The new case definition of AIDS makes it somewhat more 
likely than before that women with HIV disease will qualify for the AIDS diag­
nosis, but falls far short of assuring women equal access to clinical trials and 
other medical and social services. Not only are women discriminated against on 
the basis of their gender, but also because they are women with HIV disease. As 
Mary Beth Caschetta has written in a recent SIECUS report, ”... women with HIV 
disease, a life-threatening illness, continue to be excluded from clinical trials of 
experimental HIV treatment, unlike, for instance, women with cancer, who are 
routinely granted the use of experimental cancer treatments, even those thought 
to be harmful to a fetus. The discrimination against women with HIV disease in 
this particular situation is undeniable."

Eliminating discrimination against HIV-infected women. The first remedy 
is to eliminate immediately the term "AIDS" from official use as a diagnostic 
category, as we previously recommended. Treatment and prevention programs 
should be designed specifically to meet the unique socioeconomic, cultural, educa­
tional, and medical needs of HIV-infected female populations. Clinical trials 
should be designed to attract the largest number of female participants possible, 
from diverse ethnic backgrounds, with the ultimate goal of separate and numeri­
cally equal clinical trials for men and women.
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infected women, infants, children, and adolescents;

Recommendations.

A. (to the Secretary of Health and Human Services)

2. That the Secretary of Health and Human Services direct the establish­
ment of national program standards and guidelines responsive to the special 
needs of women, infants, children, and adolescents who have HIV disease 
or who are at increased risk of infection: such standards and guidelines 
should be developed for all federally funded programs which provide HIV- 
related services.

d. develop guidelines and monitor program performance to ensure suffi­
cient child care, transportation, community linkages, and educational and family 
support resources for HIV-infected mothers and their children so that they can 
fully participate in treatment in the least restrictive environment; in addition, en­
sure that programs are designed to attract and fulfill the special needs of women 
without stigmatizing them;

f. develop guidelines and monitor program performance to ensure that ed­
ucational, diagnostic, and treatment services are fully and readily accessible to 
heterosexual, homosexual, and bisexual adolescents, both male and female; in ad­
dition, ensure that programs are designed to attract and fulfill their special needs 
without stigmatizing them;

e. develop guidelines and monitor program performance to ensure that all 
HIV-related educational, diagnostic, and treatment services are fully and readily 
available to women, infants, children, and adolescents of color; in addition, en­
sure that programs are designed to attract and fulfill the special needs of people 
of color without stigmatizing them;

1. That the Secretary of Health and Human Services direct that all federal 
agencies conducting programs concerning HIV disease provide for the 
nondiscriminatory representation of women, infants, children, and adoles­
cents in all aspects of basic research, clinical trials, and access to both ex­
perimental and fully-approved treatments.

g. establish research and treatment facilities more widely throughout the 
United States to better serve HIV-infected women, infants, children, and adoles­
cents with less need for lengthy travel or extended absences from home and 
family.
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B. (to the Secretary of Education)

C. (to the USPHS and the President)

D. (to the Surgeon General)

E. (to the National AIDS Policy Coordinator)

<

Issue 4—Free and unrestricted public access to information about the 
HIV pandemic:

That the Surgeon General take a leadership role in public education pro­
grams concerning the special concerns of women, infants, children, and 
adolescents, especially through regular appearances on network television.

NPCA position. The citizens of the United States have a right to accurate 
and complete information about all aspects of the HIV pandemic; neither the fed­
eral nor any other level of government should withhold, censor, or delay the re­
lease of information related to HIV disease-except to protect the privacy of 
individuals—or engage in deception about any aspect of the pandemic.

That the Secretary of Education (1) direct the establishment of national 
standards and guidelines for HIV education in public schools, K-12. to en­
sure that all students receive full information concerning the transmission 
of HIV and the means of preventing HIV infection; and (2) foster HIV edu­
cational programs which include the presentation of factual information 
concerning all risk behaviors, whether heterosexual or homosexual in 
nature.

3. That the Secretary of Health and Human Services direct annual evalua­
tions of the programs of the National Institutes of Health with respect to the 
adequacy of their funding, staffing, and programs for HIV disease in 
women, infants, children, and adolescents.

That the National AIDS Policy Coordinator take a leadership role in foster­
ing effective cooperation among the federal health and education agencies 
with respect to programs which address the special needs of women, in­
fants. children, and adolescents.

Where additional funding and staffing are required for HIV programs for 
women, infants, children, and adolescents, such support should not be pro­
vided at the expense of other HIV-related programs.
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Sissela Bok, in her highly-regarded book Lying: Moral Choice in Public 
and Private Life, notes that the most prominent excuses for lying invoke a moral 
principle. First among them are the principles of avoiding harm and producing 
benefit, and both appear to underlie the deceptions and secrecy of the government 
regarding the HIV pandemic. Especially compelling as a justification for lying, 
in the view of governments and individuals alike, is the conviction that a crisis 
exists where only deception can prevent overwhelming harm. Bok develops this 
point in the following passage:

Discussion. There is some basis for concern that both deception and secre­
cy have been practiced by federal agencies over a prolonged period. In a review 
of the HIV/AIDS information brochures distributed to the public by state depart­
ments of health (many of which were published by federal agencies), the NPCA 
found that more than two-thirds of the brochures included statements judged seri­
ously misleading-and in every instance, the effect of the misleading statement 
was to portray HIV infection and AIDS as less dangerous than almost universally 
believed by medical researchers. This evidence suggests, but does not prove, that 
the widespread inclusion of misleading statements in AIDS information brochures 
represents the systematic practice of deception in order to minimize the public's 
emotional reaction to the epidemic.

At times, those who govern also regard particular circum­
stances as too uncomfortable, too painful, for most people 
to be able to cope with rationally. They may believe, for 
instance, that their country must prepare for long-term chal­
lenges of great importance, such as a war, an epidemic, or 
a belt-tightening in the face of future shortages. Yet they 
may fear that citizens will be able to respond only to short- 
range dangers. Deception at such times may seem to the 
government leaders as the only means of attaining the neces­
sary results.

Motivation to restrict the public's knowledge of the epidemic is evident also 
in governmental habits of secrecy. Former Surgeon General Koop states in his 
memoirs that throughout the first Reagan administration, he was forbidden by the 
White House even to mention the word AIDS in a public meeting. Although it 
would be difficult to estimate the number, we believe it probable that many lives 
were lost as a consequence of the censorship of Dr. Koop's speech. In the second 
Reagan administration, that ban was lifted but other efforts to control informa­
tion about the pandemic continued. At least through 1988, important scientific 
reports on HIV and AIDS were submitted by the CDC to the Domestic Policy 
Council for review and editing before being released to the public.
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A. (to the President and the Secretary of Health and Human Services)

B. (to the National AIDS Policy Coordinator)

Recommendations, (to the President and the Secretary of Health and 
Human Services)

While it is clear that political leaders frequently practice deception and sec­
recy with the justification that the public would become dangerously emotional 
and irrational if fully informed, there is no evidence that the public would in fact 
behave in that way. Rather, a fully-informed public, confident in the integrity of 
its government, will be more courageous and resourceful in coping with catastro­
phe than one from which its government keeps secrets. Indeed, habits of secrecy 
and lying on the part of government may make it very difficult for the public to 
respond constructively when a catastrophe can no longer be concealed.

1. That the President and the Secretary of Health and Human Services pub­
licly declare, and then carry out, a policy of free and full disclosure of in­
formation concerning all aspects of the HIV pandemic, except for informa- 
tion which would violate the confidentiality of individuals.

That the National AIDS Policy Coordinator advocate a policy of free and 
full disclosure of information concerning all aspects of the HIV pandemic 
(except for information which would violate the confidentiality of individ­
uals) to the President. Domestic Policy Council, and all federal health and 
education agencies.

2. That the President and the Secretary of Health and Human Services de­
clare that classification of HIV information as secret will not be permitted. 
If classification of such documents has occurred, that fact should be ack­
nowledged and the affected documents made public.

3. That the President and the Secretary of Health and Human Services pub­
licly declare, and then act accordingly, that no policy of prior review, edit­
ing (except that which is needed for clarity), censorship, or delay in re- 
porting of scientific or other information about the HIV pandemic or any 
other public health concern will be imposed upon, or permitted within, any 
federal or other governmental organization, nor imposed upon any non­
governmental agency or individual.
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C. (to the Surgeon General)

Issue 5—The absence of a national plan for the HIV pandemic:

In December 1989, the National Commission on AIDS, having been offici­
ally chartered by the Congress only four months before, expressed its concern in

Discussion. The federal government appears to be immobilized by anxiety 
over its premonition that vast sums of money will be required to cope with the 
pandemic and that success is by no means assured. The characteristic response of 
the government to the pandemic continues to be denial of its seriousness and 
avoidance of thinking about it. What political leaders appear to fear even more 
than the catastrophe of the pandemic itself is the anticipated reaction of the public 
when it realizes that the pandemic is not under control, and that no national plan 
exists for helping the health care system deal with its impact.

That there is indeed no national plan for dealing with the HIV pandemic 
has been pointed out forcefully by both the Presidential Commission and the later 
National Commission on AIDS. We have already cited the conclusion of the 
Presidential Commission (1988) concerning the obsolete nature of the term 
"AIDS," but a portion of that statement belongs here as well:

NPCA position. Now, after more than a decade of the HIV pandemic, it is 
unacceptable that the federal government has not yet formulated a plan for re­
sponding effectively to the pandemic, despite the fact that an estimated one-to-two 
million persons in the United States are now infected with HIV, and the rate of 
AIDS diagnoses in the U.S. is accelerating. Continued failure on the part of the 
President, the federal agencies, and the Congress to respond decisively to the HIV 
pandemic can only result in inexpressible misery for millions of Americans, and 
extreme economic stress for the nation as a whole, including the collapse of the 
health care system as we know it.

Continual focus on AIDS rather than the entire spectrum of 
HIV disease has left our nation unable to deal adequately 
with the epidemic, (underlining added)

That the Surgeon General (1) advocate a policy of free and full disclosure 
of information concerning all aspects of the HIV pandemic (except for in­
formation which would violate the confidentiality of individuals) to the 
President, Domestic Policy Council, and all federal health and education 
agencies: and (2) implement that policy in regular appearances on network 
television.



16

the following statement:

The lack of government leadership is everywhere evident.

Rec

A. (to the President)

B. (to the Congress)

And again in September 1991, the National Commission on AIDS repeated 
its warning:

One of our colleagues recently expressed the issue to us in these plain 
words: "We are now at a stage of despair. We need hope—and it can only come 
from strong political leadership."

There is no national plan for helping an already faltering health 
care system deal with the impact of the HIV epidemic....To date, 
there is no national policy or plan, and no national voice.

That the President (1) publicly identify the HIV pandemic in the U.S, as an 
urgent matter of national concern and accept personal responsibility for 
guiding the nation's response to the pandemic in a televised address to the 
Congress: (2) state that he, the Secretary of Health and Human Services, 
and the National AIDS Policy Coordinator will work intensively and close­
ly together to oversee the development of a national plan for responding 
effectively to the pandemic. (3) pledge that he and the Administration will 
work in cooperative partnership with the Congress in the development of 
such a plan, and (4) address the nation on network television at least once 
each quarter for the purpose of reporting on the current status of the pan­
demic and the plans and actions of the federal government for dealing 
with it.

That the Congress pass a resolution (1) identifying the HIV pandemic in the 
U.S, as an urgent matter of national concern, and acknowledging its re­
sponsibility for guiding the nation's response to the pandemic in a televised 
session with the President. (2) pledging that the Congress will work in co­
operative partnership with the President and the Administration in the 
development of such a plan.


