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The President
The White House
Washington, D.C. 20500

Dear Mr. President:

On behalf of the Presidential Commission on the Human
Immunodeficiency Virus (HIV) Epidemic, I am submitting
this interim report. It represents the Commission’'s
recommendations 'in three important areas affecting the
HIV epidemic: intravenous drug abuse; patient care;
and research and drug development.

As noted in the report’s introduction, these recom-
mendations represent the first three of a number of
key elements which will eventuate in the comprehensive
national strategy needed to respond to the epidemic.
The Commission will integrate these with all remaining
key elements over the next several months and then
present the comprehensive plan to you in-our final
report due June 24, 1988.

While further modification may be required as our
continuing deliberations unfold, we believe these
interim recommendations are sufficiently complete

to warrant their use now in decision-making. Their
implementation will help to commence a national healing
process by curbing the spread of HIV infection through
intravenous drug abuse: expediting development of
therapies that will deter progress of the disease in
those already infected; and providing compassionate

and cost-effective health care to those in need.

Sincerely,

YO, :'-’107'(-

_ Jeames D. Watkins
7 /Admiral, U.S. Navy (Retired)

'!
Enclosure ’
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Introduction to the Interim Report

As noted in the December 2, 1987 preliminary report to

the President, the Commission felt it was unnecessary to wait
until June 1988 (the date contained in the Commission’s charter
for a final report), to make recommendations on all aspects of
the HIV epidemic. The following four discrete arsas were
identified as potentially suitable for immediate examination:
intravenous drug abuse, patient care, basic research and drug
development, and incidence and prevalence. This interim report
makes recommendations only in the first three of these four
areas.

The recommendations on intravenous drug abuse, patient

care, and basic research and drug development whlch are included
in this report are for the most part complete, and represent

the beginning of the Commission’s efforts to build for the
President an integrated national strategy which responds to

the HIV epidemic.

After an initial review of obtaining an estimate of the number of
currently infected individuals (prevalence) and the rate at which
new HIV infections occur over time (incldence), the Commission
has determined that recommendations at this juncture would be
premature. Issues of testing, confidentiality, discriminaticon,
and other legal matters are closely intertwined with collecting
such data. PFurthermore, a thorough review of the nation’s public
health system is necessary in order to make recommendations in
this area. For these reasons, the Commission has decided to
address the area of incidence and prevalence in the final report,
and in the context of an overall integrated national strategy.

The Commission notes that available data do not provide a basis
for comfort or complacency to any segment of our society.
Heterosexual transmission has been conclusively documented
through extensive research. We express our concern that
inaccurate and misleading statements suggesting that HIV cannot
be spread through heterosexual activity could stimulate
transmission among those who would see such reports as bases for
ignoring the danger that does, in fact, exist. Heterosexuals
should not be misled into a false sense of security, unwarranted
under the present circumstances.

The recommendations in this report were developed after hearings
on each of the topics, in which hundreds of witnesses presented
their views. 1Individuals from a range of perspectives have
shared thelr thoughts with the Commission, including

persons with AIDS and EIV infection, Federal officials, business
leaders, representatives of community-based organizations, local
and State government leaders, members of Congress, and experts
in the field. 1It is from this input that the Commission has
developed recommendations in these three areas.




Summary of Recommendations

Intravenous Drug Abuse

The Commission’s recommendations propose elements that

need to be incorporated into a comprehensive strategy, sustained
over time, to address intravenous (IV) drug abuse. They include
suggestions for increasing treatment capacity and treatment
research, improving treatment quality, strengthening primary
prevention and early intervention drug abuse programming, and
conducting aggressive outreach and education. The
recommendations are geared toward the establishment of a
*treatment on demand"” system for IV drug abusers, whereby
treatment would be immediately available for any IV drug abuser
who sought it.

Patient Care

The Commission’s recommendations are targeted to expand

and strengthen health care and related services for persons
infected with HIV. The recommendations address health care
provider education, health care systems, psychosocial needs,
nursing care, minority and underserved populations, and
information coordination and exchange. The recommendations are
intended to promote a continuum of comprehensive, accessible,
cost-effective, high quality care for persons infected with HIV.

Bagsic Regearch and Drug Development

The Commission’s recommendations include.suggestions

for enhancing basic biomedical research such as expansion of
investigator initiated grants, an expansion of training programs
to encourage students to become biomedical scientists, and
changes in the management of NIH research funds. The Commission
also makes recommendations intended to enhance behavioral
research efforts.

In the area of drug development, the Commission recommends
expanding resocurces for the Food and Drug Administration;
expanding community-based clinical trials; expediting clinical
trials; removing placebos in clinical trials whenever possible;
immediately increasing access to clinical trials for women,
hemophiliaca, transfusion-expcsed persons, minorities, and IV
drug abusers; resclving problems encountered in implementing the
treatment IND (investigational new drug application) program; and
centralizing and expanding information on drug trials and
potential new drugs for both consumers and health care providers.




Future Work of the Commission

Issues which remain to be addressed by the Commission in

the final report (due June 24, 1988) include: incidence and
prevalence, prevention and education, discrimination, ethics,
testing, confidentiality, safety in the workplace, legal
concerns, financing of health care, and international concerms.
The Commission will complete hearings on sach of these issues
prior to the development of final recommendations. 1In addition,
the Commission may further address the three topics of this
report as a comprehensive national strategy is developed.

A hearing schedule appears at the end of this report.




DRUG ABUSE RECOMMPNDATIONS

The future course of the EIV epidemic depends greatly on the
effectiveness of our nation’s ability to address IV drug abuse.
IV drug abusers constitute 25% of the AIDS cases in the United
States. They are a substantial vector for HIV infection,
spreading it through sharing of needles and other drug
paraphernalia and through sexual contact, as well as perinatally
to their children. In addition to direct transmission, the use
of drugs that impair judgment can contribute to sexual
transmission. Approximately 70% of U.S. native citizens
reporting hetercsexually transmitted AIDS have had sex with an IV
drug abuser, some of whom support their habits through
prostitution. Seventy percent of the perinatally transmitted
pediatric AIDS patients are children of IV drug abusing women or
of women whose sex partners are IV drug abusers. The number of
AIDS cases among infants and children is rapidly increasing and
expected to total between 10,000 and 20,000 by 1991.

These estimates represent only the beginning of the tragedy if
this nation does not act to address its drug abuse problems.

The United States continues to have the highest rate of illicit
drug use among young pecple of any country in the industrialized
world. With 57% of last year’s high school seniors having tried
an illicit drug and over one third of all high school seniors
reporting experimentation with drugs other than marijuana, drug
abuse remains a significant problem that demands a dedicated and
determined long-term response. America’s drug problem pervades
all elements of ocur society. A recent Rand Corporation study of
drug abuse in the Washington D.C. area made evident that drug
abuse remains a problem for suburbs and inner cities, among all
races, and at all income levels. Without a coordinated long-
term response, America’s youth remain vulnerable to a bleak
future.

Among the most tragic manifestations of the HIV epidemic are the
infected infants of IV drug abusers. Often with drug abusing
parents whose resources are limited, these infants are frequently
without the support and care they need. Most of these children
die in the first few years of life. With foster care and group
home placement limited, many never leave the hospital.

Their time on this earth begins with a few months of drmg
withdrawal in an isolation unit in a hospital and ends after a
series of painful illnesses. Few have relatives to visit them
while in the hospital. The hard working nurses, doctors, social
workers, and volunteers who staff our acute pediatric care units
are father, mother, friend, and teacher to these children.

In addition to the devastation that drug abuse represents for our
families and communities, the cost of drug abuse is an estimated
60 billion dollars annually in health care, reduced productivity,
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law enforcement, theft and destruction of property. This figure
doaes not account for the addition of the staggering costs of
providing health care for drug abusers with AIDS. Crime is also
intimately related to drug abuse with studies of male arrestees
in major cities finding that 66% test positive for drugs.

A number of efforts have been initiated to curb drug abuse,
including First Lady Nancy Reagan’s highly visible "Just Say
‘No’* campaign. The Pirst Lady’s efforts have been successful in
drawing our nation’s attention to the devastation of drug abuse
and calling on our nation’s young people to reject it. The
Commission’s recommendations in the area of IV drug abuse are
intended to build upon previous strategies and establish a long-
term comprehensive plan for the systematic provision of both
prevention and treatment services.

The Commission’s recommendations propose elements that need to be
incorporated into a ten-year comprehensive strategy to address IV
and other forms of drug abuse. The recommendations are geared to
providing a treatment system which can accommodate a "treatment
on demand" response for IV drug abusera, Of course, no treatment
system can be effective in the absence of commitment by
individual drug abusers to take responsibility for their well
being. People have to be helped to develop values that are not
self-destructive.

Curbing IV and other forms of drug abuse is a multifaceted
challenge requiring a major commitment of the Federal, state and
local governments, parents, educators, and community leaders
working together to initiate new prevention and education
programs, expand treatment programs, and build community support
to eliminate drug abuase and trafficking.

In addition to focusing on the demand side of the drug abuse
equation, we muat not slacken in our efforts to address the
supply side by addressing illicit domestic and intermational drug
trafficking in our policy decisions. Although the
recommendations made in this interim report deal sclely with the
demand side of drug abuse, we expect that the international
section of our final report will include a discussion of the
supply side, drug trafficking.

The Commission recognizes that drug abuse in all its
manifestations represents a threat for the spread of HIV
infection. Our recommendations are designed to develop
comprehensive programs to deal with the nation’s drug abuse
problems through increasing treatment capacity and treatment
raesearch, improving treatment gquality, strengthening primary
prevention and early intervention drug abuse programming, and
conducting aggresaive outrsach, education and AIDS prevention for
drug abusers.




SECTICN 1: PROVISION OF TREATMENT SERVICES

The Commission believes that curbing drug abuse, especially IV
drug abuse, through treatment is imperative to deter the
progression of the HIV epidemic. What is needed is a clear
Federal, state, and local government policy, in other words a
national comprehensive policy, unequivocally committed to
providing "treatment on demand” for intravenous drug abusers,
with a coherent funding structure that provides for an ongoing,
stable ten year commitment to providing drug treatment services
and treatment research.

‘We estimate that a ten year funding commitment for a treatment
program as ocutlined would be approximately 15:1 billion dollars
above current funding levels (approximately 1.5 billion dollars
per year). The funding should be accomplished through a 50%
federal and 50% state and leocal matching program. This spending
should be accompanied by a commitment to the institution of a
natiocnal campaign to promote community acceptance of treatment
programs.

In a purely financial evaluation, given the fact that temporarily
ameliorating the health effects of AIDS can cost as much as
$100,000 per person, and imprisonment has an average annual cost
of $14,500 per person, and even without considering the
previously cited astronomical costs of drug abuse to the nation,
the investment necessary to provide for IV drug abuse "treatment
on demand" is sound public policy.

The major treatment modalities for dealing with IV drug abusers,
including methadone maintenance and drug-free residential
therapeutic communities, have demonstrated their effectiveness in
reducing illicit drug use, improving employment among addicts,
reducing criminality, and improving social functioning. However,
rates of effectiveness of treatment are directly related to
retention in treatment. Therefore, attention must be paid to
improving the quality of treatment to retain clients until they
are rehabilitated. Rehabilitation is a long-term process which
focuses on maintaining productive behavior and minimizing relapse
to chemical dependancy.

The Commission has identified the following obstacles to progress
in the provision of treatment services nationwide:

© The National Institute on Drug Abuse estimates that there
are 6.5 million people who are using drugs in a manner which
significantly impairs their health and their functioning,
1.1 to 1.3 million of whom are IV drug abusers. At any
given time there probably are not more than 250,000 drug
abusers in treatment, of whom 148,000 are intravenous drug
abusers. This lack of treatment capacity has resulted in
three out of four cities in the U.S. reporting long waiting




lists for treatment, in some cases as long as six months,
during which time IV drug abusers continue to use drugs
intravenously several times each day, increasing their risk
of contracting and spreading AIDS.

o Current treatment capacity in most parts of the country
can be increased by approximately 20% with the addition of
treatment funds. Further expansion could go beyond the
capacity of the nation’s existing infrastructure and may
require an increase in "bricks and mortar" and a concerted
effort to recruit and train new treatment personnel.

© The treatment system will require a substantial commitment
of funds by the Federal, state, and local governments and
private care providers to expand capacity and improve the
quality of treatment. Expansion must be accomplished
expeditiously, and collaboration among Federal, state,
local, and community officlals and treatment providers is
needed to design innovative plans for reducing barriers to
expansion. This expansion should incorporate effective
treatment models which have already been demonstrated to be
cost effective. As an interim emergency measure we may need
to establish minimal service or holding clinics, but as soon
as possible patients must be admitted to programs with full
services, including psychological counseling and medical
care.

¢ The presence of HIV infection In the drug abusing
population has generated a decline in the overall health of
this population, with dramatic increases in deaths from
bacterial pneumonia, tuberculesis, endocarditis, nephritis,
and a wide variety of other infections.

© EBstablishing community-based treatment programs has been
hampered by the "not in my neighborhocd" syndrome.

© Many community services which could provide much needed
support to clients in drug treatment programs are not being
well coordinated in local communities.

© Additicnal trained staff and in-service staff training

are needed in the treatment field. The advent cf AIDS has
increased the already heavy burdens on treatment staff. In
addition to their regular duties they are now faced with the
need to educate their clients on HIV-related issues, risk
reduction activities, and, in many cases, the psychoscocial
needs of dying clients.

© The special needs of women of childbearing age have become
more pronocunced, pointing out the need for special programs
to deal with addicted women, addicted pregnant women, and
their children.




In response to these obstacles, the Commission recommends the
following improvements in the treatment of drug abuse, with
emphasis in every instance on appropriate AIDS education and
preventions

(TRE-1) In the near term, the National Institute on Drug
Abuse, in conjunction with single state agencies, local drug
abuse officials, and drug treatment provider representatives,
should develop a strategic plan for increasing the capacity
of the drug treatment system so that the goal of treatment
on demand can be met. The plan should include the
designation of an implementing office with the staff and
technical capacity to guide the implementation of the plan
and the provision for matching federal funding with state
and local entities on a 50% federal and 50% state/local
basis. The plan should also include elements to insure the
quality of care. The planning process should include
mechanisms for a phased, targeted increase in programs with
an evaluative component to review progress and make
appropriate adjustments,

(TRE-2) Unless subject to undue delay, the Alcohel, Drug
Abuse, and Mental Health Block Grant should continue to be
the mechanism for the disbursal of treatment funds.
However, provisions must be made for expediting
disbursements, targeting the money to the areas with the
largest IV drug abusing populations. If using the block
grant mechanism initially would cause undue delay, methods
such as state and citywide contracts which could later be
folded into the block grant should be considered.

(TRE-3) Alcchol, Drug Abuse, and Mental Health Block Grant
funds should be directed to activities that stimulate and
facilitate entry into the treatment system. These
activities should include, but not be limited to:
aggressive outreach services to drug abusers; telephone
hotlines that provide treatment information and initial
access to treatment programs; centrallized assessment,
referral, or intake units; linkages between drug abuse
programs and community service agencies, criminal justice
and corrections systems, employers, schools, churches,
clinics for treatment of sexually transmitted diseases,
prenatal c¢linics, mentzal health professionals, marriage,
family, and sexual counselors and therapists, hospice care,
AIDS crisis networks and c¢oalitions; and mechanisms for
identifying, develeoping, and cataloguing treatment resources
within the community.

(TRE-4) Federal constraints on the use of funds to
construct, expand, and renovate facilities for IV drug
treatment should be made more flexible in order to respond
to increéased treatment needs. 1In addition, a wide range of




Federal and local financing arrangements for community-based
treatment programs should be carefully considered.

(TRE-5) An estimated 1,200,000 IV drug abusers reside in 24
U.S. cities. Treatment should be expanded in those cities
on an expedited basis by involvement of state, city, local,
and community officials in identifying facilities which
could be used for drug treatment, including hospitals,
clinics, and other buildings which can be adapted to provide
drug abuse treatment. Approximately 3,300 new facilities
may need to be developed.

(TRE-6) As an interim step until new treatment facilities
can be developed, state drug abuse agencies should give
consideration to contracting with human service
professionals or organizations to serve as case managers for
drug abuse clients. Case managers, who need not be
affiliated with traditional drug abuse facilities, could
procure medical, educational, job training and social
services, and other necessary services, from existing
community resources. They could assess client needs,
develop individualized treatment plans, procure services,
and monitor service d2livery. The federal government should
provide demonstratios Zunds for projects that integrate the
case management approach with the use of external community
resources as service providers.

(TRE-7) Special model demonstration programs for community-
based recipients should be developed by the National
Institute on Drug Abuse focusing on ethnic minority
populations which have been disproportionately impacted by
the HIV epidemic. In addition, grants should be made
available to local communities which are designing and
implementing community-based treatment programs which are
integrated with community services and supported by
cormunity leadership. Specially designed demonstration
programs should be developed to serve the treatment needs of
teenage IV drug abusing populations.

(TRE-8) Drug abuse is a disease of the whole person
involving multiple areas of functioning. For treatment
approaches to be effective, thay must ultimately address
many dimensions of the client. Those funding and
administering drug treatment programs should become more
flexible, focusing not only on drug abuse behaviors but also
on other dimensions of the client’s life (e.g. educational
and vocational deficiencies and family dysfunction) that may
contribute to drug abuse. More emphasis needs to be placed
on matching treatment with client needs. Programs should
increase their range of services in the context of
individualized treatment plans. Services should not be
limited to those that can be provided within a program’s own
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facilities or by its own staff. There should be more
extensive use of generic services available in local
communities which can aid in the rehabilitation of the drug
abuser. This will require a focus on continuity of care,
whether services are provided in one facility or in a number
of community facilities. Publicly funded community-based
care facilities should be required to cocoperate in the
effort to ccordinate services and monitored by appropriate
authorities.

(TRE-9) Treatment programs should experiment with a variety
of strategies to encourage participation including extended
hours of operation, operation during unusual hours,
provision of mobile treatment units, satellite clinics in
medical facilities open 24 hours, and storefronts in local
communities immediately available to respond when addicts
are ready to enter treatment. Results of these efforts
should be carefully evaluated.

(TRE-10) Effective treatment, especially in this era of
AIDS, includes dealing with the health care needs not only
of patients but also of their families. Treatment should
involve on-site provision of primary services or referrals
to community health centers, mental health centers, and
other accessible community-based health care resources.

(TRE-11) Special programs should be available to serve IV
drug abusers who are women of childbearing age, pregnant, or
mothers. These programs need to be comprehensive, providing
for treatment as well as such services as prenatal and
postnatal care, day care facilities, family planning, HIV
testing, counseling, and specialized child welfare services.
Extended hours for the provision of services are essential,

{TRE-12) Drug treatment programs must aggressively provide
AIDS prevention and risk reduction education for clients and
their sexual partners. Information must be provided on the
dangers of needle and paraphernalia sharing, the
immunosuppressive effect of drugs including non-IV drugs,
sexual transmission, and risks to the unborn. Voluntary HIV
testing should be strongly encouraged for clients, their
sexual partners, and children of IV drug abusing mothers and
of sexual partners of IV drug abusers in conjunction with an
organized test-linked counseling program.

(TRE-13) Political and community leadership should be
exerted to reduce barriers to establishing community~based
treatment facilities in appropriate locations. In
communities where there is a high incidence and prevalence
of drug abuse and a proven need for drug abuse
rehabilitation programe byt continued resistance to their
establishment, Health Commissioners should review the
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possibility of invoking emergency health measures to
overcome this inertia and resistance.

(TRE-14) Quality assurance needs to be reexamined. The drug
abuse treatment field needs better to define quality of
care, and establish and refine standards for its programs
and practitioners. States should reexamine thelr licensing
procedures for drug abuse treatment programs. The Federal
government should support treatment outcome studies and the
development of scientifically based quality assurance
mechanisms.

(TRE-15) A significant increase in trained personnel will be
necessary in order to implement new programs. (Approximately
32,000 individuals will be needed to join the ranks of drug
abuse workers.) Staff training should be enhanced through
developing new programs at community colleges, universities,
vocational and technical schools, through offering
internships in existing drug programs, and through training
of ex-addicts. Curricula should be developed and instituted
throughout the medical, nursing, and social service provider
educational systems dealing with education in and prevention
and treatment of substance abuse as well as AIDS. Federal
leadership is needed in the fostering and identification of
model curricula for training programs as well as
establishing drug abuse prevention, treatment, and research
as viable and rewarding professions.

(TRE-16) Ongoing staff development activities and training
for drug abuse treatment providers must include in-service
education and skill development related to AIDS such as
education in the modes of HIV transmission and the
prevention of HIV transmission.

(TRE-17) Consideration should be given by state judicial and
correcticnal systems to assigning individuals to drug
treatment programs as a sentence or in connection with
sentencing. For persons convicted of drug-related offenses
or convicted on non-drug related offenses but found to be
drug abusers, in instances where probation authorities
recommend alternative programs to prison confinement, the
convicted perscns should be placed in an appropriate drug
treatment program. To assure program compliance, the
convicted person should serve his or her prison sentence for
violation of the terms of the drug treatment program.

The Commission will further review incentives to promote user
responsibility in its hearings on societal and legal issues.




SECTION 2: TREATMENT RESEARCH

Commission research among experts in the field has led us to the
conclusion that improved and expanded research efforts focusing
on IV and other forms of drug abuse and EIV will require a
commitment of 18 million dollars per year above current funding
over the next ten years. Funding priorities should follow
guidelines set forth below.

The Commission has identified the foilawing obstacles to progress
in treatment research:

o IV cocaine use has been increasing in the U.S. and, while
there are pharmacological treatments for IV heroin use,
there are no such proven pharmacological agents fox IV
cocaine use.

o Efforts to be innovative in the treatment field have not
been aggressive. There has been insufficient experimental
work with new procedures and model treatment program
development that can be distributed to the field.

o Due to inconsistent levels of funding, treatment
researchers have often sought other, more stable fields in

which to work.

o Grant and contract cycles are cften too protracted to meet
the urgency of the HIV epidemic.

o Data are not being collected on the drug abusing community
in a uniform way to provide the basis for responsive peoclicy
decisions.

In response to these obstacles in treatment research the
Commission recommends the followings

(RES-1) The Naticnal Institute on Drug Abuse (NIDA) should
exnand their comprehensive research program giving
particular emphasis to developing strategies for the
treatment of IV cocaine use.

(RES=-2) NIDA should sponsor additional research to determine
characteristics of clients whose success in a particular
treatment modality could be predicted.

(RES~3) NIDA should sponsor additional research in the
following areas: Iimproved pharmacolcgical agents for drug
abuse treatment, including narcotic antagonists, mixed
agonist-antagonists, non-pharmacological strategies and more
effective delivery systems.




(RES-4) NIDA should fund research to develop improved
service delivery and treatment methodologies and innovative
types of treatment. Reaults should be disseminated to the
field.

(RES-5) Federally sponsored research should be conducted on
the effects of drug abuse on the immune system in order to
determine the effectiveness of HIV transmission to and from
drug abusers and to prevent HIV-infected individuals from
progressing to AIDS.

(RES-6) The grant processing cycle must be shortened
throughout the government to provide expedited procedures
for review and approval of applications for grants related
to AIDS research in general and as it relates to drug abuse
research in data collection, demonstration programs,
prevention and treatment research.

(RES-7) NIDA-funded studies should be undertaken
expeditiously to provide adequate data on the number of drug
abusers, the number in treatment, the HIV rates among drug
abusers, and baseline research into the sexual patterns of
drug abusers. The data can be used to promote detailed
planning by the Pederal government, states, cities, and
communities. Alsoc needed is research examining
characteristics of addicts. which lead them to respond to
various types of social and envircnmental pressures. Since
success rates in treatment are related to length of stay in
treatment, research to determine metheds of enhancing
retention in treatment should continue.
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SECTION 3. DRUG ABUSE PREVENTION

Primary or overall drug abuse prevention requires the sustained
efforts of parents, educators, community leaders, and all levels
of government, collaborating to develop effective new prevention
approaches and expand existing prevention programming. Community
organizations, religious institutions, and schoecls should be
encouraged to design "value oriented® educational programs to
discourage drug abuse and to encourage rehabilitation. We
estimate the prevention effort will cost 30 million dollars per
year over current funding.

The Commission has identified the following obstacles to progress
in implementing drug abuse prevention:

© Prevention strategies need to be evaluated over long
periods of time; such a process is complicated by the
multitude of factors that influence human behavior, slowing
determinations of effectiveness of various strategies and
even further slowing dissemination of model programs.

o Funding for prevention research has not always been
consistent, leading to the migration of researchers in and
out of the prevention research field and unevenness in the
productivity of the research effort.

o Coordination of efforts linking schoel to community to
religious institutions to family to individual, presenting a
consistent message, is fundamental to eliminating confusion
about drug abuse among children, yet such coordination is
sporadic at best.

0 Not enocugh attentien is being paié to providing effective
model programs and training community groups in effective
prevention programming.

In response to these obstacles the Commission recommends the
following:

(PRE-1) The Office of Substance Abuse Prevention should
sponsor more research regarding the etiology of drug abuse,
who is at greatest risk, and the most effective means of
preventing drug abuse.

(PRE-2) The Federal effort should emphasize the development,
implementation, and evaluation of model prevention programs
with aggreesive dissemination of effective mocdela. The
current knowledge base of effective prevention and
intervention strategies, such as those based on the
Bignificant influence of family and peers, should be
utilized in developing additional prevention programs.
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(PRE-3} To the extent that current research provides the
tools to identify young people at risk for drug abuse
through their behaviors, the Office of Substance Abuse
Prevention should make this information, as well as proven
intervention techniques, widely available through
publications, conferences, training gsessions, and a naticnal

clearinghouse.

(PRE-4) Educators should design and offer training courses
on drug abuse prevention and intervention at both the
undergraduate and graduate levels as well as programs to
train specialists with the expertise needed to develop and
implement drug abuse and AIDS prevention efforts in ethnic
minority communities. Special training should be designed
for health professionals and alcohol and drug counselors
which should include the latest information on prevention of

high risk behaviors.

(PRE-5) Local community plans for developing human resources
within minority communities for the drug abuse and AIDS
effort should be developed and implemented on an urgent
basis.

(PRE-6) The Federal government should provide support for
regional workshops designed and implemented to provide
educators, parent groups, voluntary organizations, and
community leaders with the skills to conduct effective
prevention programming to meet local needs.

(PRE-7) Community and parental involvement should be sought
in community-wide drug abuse programming. Developing public
commitment to the elimination of drug trafficking should be
an integral part of this effort.

(PRE-8) Innovative community-based prevention programs
should be implemented, such as culturally significant and
current modes of communication, like "Rap" contests on
preventing drug abuse and AIDS, and peer youth training
aimed at preventing initiation into the drug culture.

(PRE-9) Current information and prevention strategies should
be utilized widely within ocur education systems and
communities in order to create an atmosphere which promotes
drug-free lifestyles. Educational materials and prevention
strategies must be age-appropriate and culturally relevant.

(PRE-10) Media should be urged to increase their involvement
in providing public service time for appropriate messages on
drug abuse and AIDS. Additionally, programming should

include accurate messages on the consequences of drug abuse.
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(PRE-11) HUD, in conjunction with state drug abuse agencies,
should give special attention to public and other low income
housing to assist in creating a drug-free environment for
our youth. Communities in public housing seeking to
establish drug abuse prevention programs should be offered
the organizational support of drug abuse prevention
specialists and the funding to support drug abuse education
and prevention campaigns.

(PRE-12) Schools, churches, and religious institutions
should be encouraged to design appropriate value-oriented
educational programs to discourage drug abuse and to
encourage rehabilitation.

SECTION 4: OUTREACH EDUCATION

Although education is one component of an outreach effort which
should be an ongoing and persistent process, it alone cannot
necessarily change behavior. Targeted information, coupled with
jntervention and treatment, 1s more likely to produce the desired
behavior change. The outreach effort will cost 126.5 million
dollars per year in addition to current funding.

The Commission has identified the following obstacles to progress
in the provision of outreach education:

o Because they are engaged in illegal activity, drug abusers
are frequently alienated from society and thus more
difficult to reach through the usual education mechanisms.
However, contrary to common belief that IV and other types
of drug users do not care about their health, outreach
efforts thus far have identified concern among drug users
about AIDS and a willingness to change behavior in order to
reduce the risk of developing it.

o Currently, much needed outreach is being conducted in high
incidence areas; as that work continues and is expanded, low
incidence communities must not feel any sense of
complacency. The time is short from introduction of HIV
into a drug abusing population to the increase of the
prevalence of the infection in that community. Action must
be taken in advance to prevent the spread of the virus.

o In reaching drug users, the most effective technique
demonstrated so far has been the use of indigenous street
outreach workers, often ex-addicta, who are recruited and
given intensive training on HIV and its spread. Many more
of these trained outreach workers are needed, and they
should be provided with written material to distribute and
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should initiate conversations with drug users near shooting
galleries. and other places frequented by drug users,
engaging in one-on-one communication and education.

0 Outreach workers have noted that when they meet with drug
abusers and discuss risk reduction, they are asked for
treatment. Unfortunately with nationwide waiting lists for
treatment, outreach workers too often do not have treatment
to offer. 7This leaves addicts otherwise rsady to receive
help with virtually no options.

© With 70% of the perinatally transmitted pediatric AIDS
patients being the children of IV drug abusing women or
women whose sex partners are IV drug abusers, these women
are at increased risk and need many specialized services,
which today are in extremely limited supply.

0 Many minority communities are facing disproportionate
rates of HIV infection; too few targeted outreach programs
are currently being designed and implemented for these
communities.

© Verbal one-on-one communication within this group appears
to be the most effective means of communicating health
messages. We do not hesitate to solicit the help of
religious institutions to reach this population. Television
and radio can also be effective if appropriate assessments
are made of peak viewing and listening times. More needs to
be done in this area.

In response to these cbstacles in outreach education the
Commission recommends the following:

(OED-1) Additional research should be sponsored by NIDA to
determine which techniques are effective in producing
behavior change among IV drug abusers. Particularly needed
is research examining the most effective ways of educating
ethnically and culturally diverse groups. Since time is
critical, research must take place in conjunction with the
institution of programs.

(OED-2) While drug using populations in high HIV prevalence
regions are targeted, local communities in low incidence
areas should recognize the threat of HIV spread and act
expeditiously to encourage drug users to seek treatment to
prevent further spread of the infection. While treatment
has proven an effective means of reducing the rate of spread
of the HIV, without intexvention in both low and high
incidence communities, the spread of the epidemic will not
be stemmed. Outreach programs to the drug abusing
population should therefore be expanded in both high and low
incidence areas. In addition, communities with low
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seroprevalence rates currently in their IV drug using
population should engage in prevention and education
campaigns to keep those rates low.

(OBED-3) Expansion of the treatment system and expansion of
outreach efforts should be carried ocut in conjuncticn with
one another. Outreach workers must have treatment programs
available to offer drug users who are willing to take
action. Education without treatment is not enough.

(OED-4) Programs aimed at prevention, intervention, and
rehabilitation among intravenous drug users should include
outreach to their sexual partners. All providers of care
in substance abuse programs should be enlisted in efforts to
prevent sexual transmission of HIV.

(OED-5) Creative outreach programs should be designed and
implemented to reach drug users and ‘adolescent runaways in
homeless shelters, shooting galleries, hospitals, and other
places where addicts congregate. Innovative outreach
techniques should be utilized, including such ideas as the
distribution of coupons to be redeemed for drug treatment
and the use of mobile vans. One-on-one communication should
-be supplemented by the use of flyers, posters, and other
creative means of supplying information.

(OED-6) Outreach should have an AIDS prevention and risk
reduction emphasis, focusing on the risks assoclated with
needle and paraphernalia sharing as well as sexual and
perinatal transmission.

(OED=-7) Training of street outreach workers and staff should
be continued and expanded. Ex-addict street educators
should be integrated with community-based treatment staffs
familiar with the coomunities within which they work and
reflecting the ethnic composition of the communities.

(OED~8) Prevention programs for minorities should be
established at the grassroots level, and on a one-to-one
basis with peer contact, in shooting galleries and
neighborhocds. Infeormation transmitted must be
understandable, culturally sensitive, and direct.

Ethnic minorities should be included in the process cof
planning, developing, and implementing such efforts.

(OED=9) Special outreach should be targeted at female IV
drug users and female sexual partners of IV drug users, of
childbearing age. All providers of women’s health care
should be enlisted in efforts to prevent sexual transmission
of HIV. Most women who visit a women’'s health care
provider, whether it be for family planning or a routine
checkup, have no other health contact annually.
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(OED-10) Maximal efforts should be made during prenatal care
and delivery to avoid increasing the risk of infection of
necnates by infected pregnant women.
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CARE RECOMMENDATIONS

The health care needs of persons infected with HIV are
varied and complex and present new difficulties for the
current health care delivery system. The health care
community is responding to meet this unique challenge as
best they can, but much more needs to be done.

Purther, the Commission’s examination of health care for
persons with AIDS has revealed several areas in urgent need
of attention which, if given, will not only benefit HIV-
infected persons, but also promote better delivery of care
to persons with other chronic illnesses. As these many
issues are addressed, the result will be improved care both
for persons infected with HIV and for persons with other
major illness,

The extensive topic of health care is discussed in this
report in six subsections, each related but discrete. These
areas include health care provider education, health care
systems, psychosocial needs, nursing care, minorities and
underserved populations, and information coordination and
exchange.

This portion of the report provides, for each of the above
segments, background information on the issues studied,
identificdtion of obstacles to progress, and specific
recommended solutions.

SECTION 1. HEALTH CARE PROVIDER EDUCATION

A well educated, skilled, and concerned health care
community is not only vital to the task of caring for those
who are ill, but during this critical time when great fear
and misunderstanding about the HIV epidemic exist within our
population, the leadership established by providers of
health care to persons with AIDS is crucial to fostering a
sense of compassion and rationality among all our citizens.
When health care professionals care for all patients who
need their help, regardless of HIV infection status, and do
80 without reservation or trepidation using time-tested
infection control methods, they communicate to all people
that calmness and reason can prevail over panic and anxiety
as we confront this epidemic.

There is clearly a need for more knowledge about HIV among
many health care providers, an issue which was repeatedly
raised by expert witnesses at the hearings on care. There
is also a need for an effective, coordinated response within
the health care community to promote adequate education for
every provider about modes of transmission, prevention,
recognition, and management of HIV infecticn.
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The Commission has identified the following obstacles to
progress in health care provider educations

© The professional education system has not moved
synchronously with the BIV epidemic, and as a result
there are significant gaps in knowledge among many
providers about management of this illness. There are
currently no comprehensive data, within medical college
accreditation beodies or elsewhere, on how medical
schools have adapted their curricula to assure that
medical students are being prepared to ‘treat or prevent
HIV-related illness, and there is no existing
coordinated plan on how to meet future needs.

© BEducation for graduate physicians in specialty
training, and continuing education for practicing
pPhysicians, may or may not address HIV prevention and
treatment, and as a result many physicians are severely
lacking in knowledge about AIDS.

© Dental professional education, according to dentists
themselves, has been especially lacking in providing
education about management of persons infected with
HIV. This has resulted in limited access to dental
care for persons with AIDS.

© The nursing profession also has need for more
education about HIV. While nursing has formally
studied AIDS educational programs at American colleges
of nursing to consider proposals for curriculum
changes, and while there have been several initiatives
to educate practicing nurses, this response is still
inadequate to meet current and projected needs for more
education.

© Pre-hospital emergency care providers (paramedics,
firefighters, and police) have an immediate and
continuing need for more aeducation about infection
control, because their frequent exposure to blood and
body fluids, in handling all types of patients in
uncontrolled settings, places them at increased risk of
exposure to the virus.

© Providers of allied health care (including social
workers, therapists, aides, laboratory personnel, and
many others) are also in need of more complete
education about HIV, because their educational
background may not have provided sufficient information
about infection control and other aspects of providing
care to persons with HIV infection.
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In addressing these obstacles to progress in health care
provider education, the Commission recommends the following:
(N.B. Cost estimates are in addition to current federal
allocations.)

(EDU-1) The Liaison Committee on Medical Education (of
the Association of American Medical Colleges and the
American Medical Association), which accredits medical
colleges, should immediately determine how medical
colleges are modifying curricula to assure adequate
education about prevention and treatment of HIV
infection. A model plan for curriculum structure, by
which medical schools can develop individualized
programs to best meet local needs and circumstances,
should be developed and made available to member
institutions of the American Association of Medical
Colleges. The Health Resources and Services
Administration’s Multidisciplinary Curriculum
Development Conference on HIV Infection, in November
1987, produced consensus recommendations useful for

this purposa.

(EDU-2) The State regulatory agencies which 1lssue
licenses for health care providers should encourage
completion of comprehensive continuing education
programs about HIV, with particular attention to
prevention and infection control. Professional
societies should assume the responsibility for seeing
that every health professional is educated concerning
the disease of AIDS.

(EDU-3) Health professions’ educational institutions
should provide faculty development programs so as to
assure that faculty are adequately prepared to educate
students about aspects of HIV. Paculty development
grants should be provided by the Federal government, to
be administered by HRSA Bureau of Health Professions,
and with matching State funds.
Bstimated cost: Pederal dollars: $5 million

State dollars: $5 million

(EDU-4) Health professional organizations and
socleties should immediately develop plans for
assessment of their members’ HIV-ralated educational
needs, design ongoing educaticnal programs to overcome
identified problem areas, and periodically evaluate
effectiveness of these programs. Where possible,
educational offerings should be multidisciplinary and
incorporate hands-on experience.

(EDU-5) The Department of Health and Buman Services
should administer a competitive grant or contract
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program, or organize consensus conferences, to
construct HIV treatment guidelines for practitioners in
different practice environments encompassing a range of
medical specialties and including other disciplines.
The guidelines developed should then be made available
to all practitioners who require them.

Estimated cost: Federal dollars: $1.5 million.

(EDU-6) The Centers for Disease Control, in
collaboration with the Department of Transportation,
the National Institute of Justice, and State and local
agencies, should immediately assess current HIV-related
educational needs of pre-hospital emergency health care
providers (paramedics, emergency medical technicians,
police, and firefighters), and implement a program to
provide adequata education and training about infection
control, to assure that emergency care remains
imnediately available regardless of HIV infection
status, and to allay unrealistic fears. 1In addition,
infection control materials such as gloves, masks,
goggles, and protective breathing devices must be
available to all providers likely to need them. The
certification process of pre-hospital care providers
should confirm a sufficient knowledge base about HIV.

(EDU-7) Institutions which employ health care
providers, or which benefit from the services of
volunteers, should assume responsibility for assuring
that personnel are educated about HIV, including
epidemiology, mocdes of transmission, and methods of
infection control; also, such institutions should
assure that appropriatea infection control materials are
continucusly available and that proper infection
control techniques are utilized.

SECTION 2. HEALTH CARE SYSTEMS

It is very clear that the HIV epidemic has had an uneven
impact on the U.S. health care delivery system. In low
prevalence areas, such as Minnesota, the care system has
been much less challenged than arsas such as New York,
California, or New Jersey. As a result, most of the country
has not yet experienced the extraordinary demands on health
care delivery systems as are now being experienced in New
York. As the epidemic continues, however, most areas should
anticipate a significant impact.

As noted throughout this report, persons with EIV infection
have a variety of complex medical and psychosocial needs
depending on the clinical diseases that they experience and
the environment in which they live. During the course of
illness, a person may sometimes need acute hospitalization,
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at other times may benefit from home care or hospice care.
Periodic outpatient follow-up and psychosocial support
services may be necessary. The mortality rate for AIDS is
very high, and the incidence of neuropsychiatric problems
associated with HIV-associated dementia complicates the care
provided to people with AIDS.

Although attention is frequently focused on caring for
persons with AIDS, many of the same difficulties within the
care system are often encountered in meeting the needs of
persons with the entire range of symptoms related to HIV
infection.

Witnesses before the Commission, in agreement with most
experts in this area, noted the importance of establishing
cocmprehensive and coordinated service delivery systems for
people impacted by the spectrum of HIV infection in order te
reduce fragmentation and cost. San Francisco, largely
through the intensive efforts of its gay community, has
developed an integrated community-based system of
comprehensive services for people with HIV infection.
Several other communities are currently developing similar
service networks utilizing the San Prancisco model.

Currently there are 22 AIDS Service Delivery Demonstraticn
projects being conducted in the United States. These
projects are being funded by the U.S. Public'Health Service,
Health Resources and Services Administration (13 projects),
and by the Robert Wood Johnson Foundation (9 projects).
These projects are attempting to demonstrate an effective
comprehensive model or network of out-of-hospital community-
based care for people with HIV infection which is
coordinated, efficient, cost-effective, and humane.
Recognizing the specific needs and existing resources of its
own community or region, each program has or is developing a
coordinated network of services including:

[ outpatient care (diagnostic, treatment, follow-up,
and psychosocial care services)

0 in home care (such as high tech home therapies,
hospice care, homemaker and attendant care)

- long term care not in the home

<) medical support services
Bach project includes linkages with acute care hospital
facilities which provide care to people with HIV infection
and in some cases includes services to children. To assure
continuity, a case management model is utilized in each
project. Evaluation of these projects will allow the
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development of service delivery models which will be
available for replication by other communities and regions.

A population which poges unigue challenges to the health
care system are children with HIV infection. By 1991, there
will be an estimated 10,000 to 20,000 cases of pediatric
AIDS in the United States. Most cases of AIDS in children
are a result of perinatal transmission from infected
mothers. Infected mothers and children are typically from
peor, drug-abusing, fragmented familles. They rely heavily
on public insurance like Medicaid and on care and services
provided by public hospitals and community agencies. HIV-
infected babies, born to mothers who may be unable or
unwilling to care for them, often live their brief and
tragic lives in the ward of a hospital.

Individuals with hemophilia (especially hemophilia A, a
deficiency of Pactor VIII), had been a group at very high
risk of developing AIDS due to exposure to HIV through
contaminated factor concentrate prior to heat treatment of
factor VIII. As of January, 1988, the CDC reported 560
cases of AIDS in hemophiliacs (42 in children less than 13
vears old). Studies show that 70-80% of hemophiliacs are
seropositive for HIV, and 5-20% of their spouses are
infected. Approximately 75% of hemophiliacs are served by
one of 214 federally funded regional Comprehensive
Hemophiliac Diagnostic and Treatment Centers. These centers
offer multidisciplinary services including medical,
preventive, physical therapy, psychosocial support, dental
services, and financial, vocational, and genetic counseling.
Data compiled by these centers have shown substantial
savings by decreasing hospitalizations and c¢linic and
emergency room visits.

To date, hospitals are the primary providers of care for
perscns with AIDS through inpatient hospital admissions. A
number of acute care hospitals in the U.S. have developed
discrete, dedicated inpatient and outpatient units as the
core of thelr AIDS program. Persons advocating these
structures assert that quality patient care can be provided
in a more efficient and effective manner when delivered by a
multidisciplinary team of health care providers dedicated to
the care of persons with AIDS. In many areas, specilalized
AIDS health care teams or units do not exist and persons
with AIDS are placed on general medical/surgical units of
hospitals (so called "scattered placement®) and cared for by
a variety of practitioners with different levels of
experience in caring for persona with HIV infection.

The costs of caring for persons with AIDS has been shown to
be extremely high. Estimates from recent studies calculate
the hospital bill for 1985 at §$380 million, and economists
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project costs of greater than $8.5 billion for AIDS-related
medical care by 1991. Financing of care for persons with
AIDS is complex, coming primarily from private insurance,
Medicaid, and other state, local, and private monies.

The availability of inpatient beds staffed by knowledgeable
practitioners for the care of HIV-infected persons is
essential. As has been stated, there is also a vital need
for a coordinated system of other services to provide
quality and cost-effective care. Home care should be made
available, particularly for the indigent, covering the range
from high tech intravenous therapies to chronic care by
attendants or hospice care, as well as long term care and
hospice beds for those who do not have a home or cannot be
adequately cared for in the home. Reimbursement and funding
for these services should be available from a variety of
sources.

The Commission has heard testimony both in session and on
site visits that indicated that one of the most serious
care-related problems facing persons with AIDS is loss of
housing. Treatment-related costs and other factors, such as
Joblessness and locss of family support, contribute to the
loss of individual housing, accompanied by a loss of
personal autonomy and a decreased ability to continune
treatment or maintain good health practices.

Homeless persons with AIDS remain in the hospital because
they have no home address to which they can be discharged.
Nowhere is this more evident than with the hospitalized
infants and children with HIV infection, sc-called "boarder
babies.* Often these children are the product of fatherless
homes in which the mother is also sick and destitute. HIV
infection in these families is most often transmitted
through IV drug abuse. The cost of maintaining a child in a
municipal hospital pediatric ward for one year is in excess
of $250,000.

Congregate living facilities have been identified as a
potential alternative to hospital-based care, and are often
able to provide a quality home environment for $60-~100 per
day, versus $500-1,000 per hospital day. Private sector
institutions have begun to provide high quality, cost-
effective, and compassionate care for homeless persons with
AIDS and their families. '

The Commission will continue to evaluate the problems of the
homeless persons with AIDS, and the potential solutions
posed by model congregate living facilities and scattered
site apartments or group homes. The Commission’s Finance
hearings will study federal and state funding available for
these enhanced local services.
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Comrmunity based organizations (CBOs) have played an enormous
role in providing services for persons with EIV infection.
The prototypes for these organizations were developed within
gay communities nationwide and illustrate, through their
diversity and numbers, a self-reliant and vigorous response
in coping with the HIV epidemic. CBOs are service and/or
information agencies which often provide services not
otherwise available through the health care delivery system.
They are not-for-profit, indigenous to the locale, rely
heavily on volunteers, and are controlled by veluntary
boards of directors. CBOs vary greatly in size, number of
clients served, and_types of services ocffered. Many CEOs
serve a large percentage of poverty level income, minority,
and other underserved clients. Services offered by CBCs
often include:

o education to clients and the community
o individual, family, and group therapy
o counseling and support groups

0 HIV testing and counseling

© outpatient medical services

o home chore teams or buddies for help with day to day
tasks

© hotlines
o referrals to home care or hospice care

Most CBOs are funded from a mixture of sources including
private donations from clients, families, community members,
and religious institutions; other monies come from private
foundations, United Way funds, local (municipal and county)
government funds, and fundraising efforts. In a few states
some financial support is available through the state
government. In general, limited Federal funding is
available for CBOs. Many medical and social services
provided by CBOs are not reimbursable under normal
mechanisms. A very large percentage of such services is
provided by volunteers.

In addition to the work of CBOs, the Commission recognizes
the tireless efforts of many church and other religious
organizations in providing compassionate care for persons
with AIDS, particularly for those who are most indigent.
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The Commission has identified the following obstacles to
progress in systems of health care delivery to persons
infected with HIV:

© Witnesses before the Commission and other experts
expressed concern that our health care delivery system
currently is structurally and financially unprepared to
deal with the diverse needs of people with KIV
infection, as well as those with other chronic
illnesses.

© Currently, the vast array of services required for
pecple with HIV infection are uncoordinated or may be
available only in pisces. A person with HIV infection
is confronted by a complex system of fragmented and
expensive services. Reimbursement for these services
is variable and generally inadequate particularly for
out of hospital care. Indeed, a large and growing
number of persons with AIDS are poor and medically
uninsured, or covered only by Medicaid or other forms
of public assistance. If a wider range of coordinated
out-af-hospital services were available,
hospitalizations and presumably coats would be
decreased.

© The range of services is inadequate to meet the
diverse and often complex needs of HIV-infected
families (including mothers and children). Again,
services that do exist are often not coordinated into
any comprehensive system. If a wide range of medical
and support services such as day care, home care,
respite care, and psychosocial services were available
and accessible it would serve to decrease the number of
hospitalizations of children with AIDS, possibly
increase the quality of life they have, and help to
maintain the intactness of the natural family. A
striking and costly problem associated with HIV-
infected infants is that of babies abandoned to the
hospital’s care, the "boarder baby" problem.
Community-based mervices designed to support the
natural family as well as coordinated programs for
foster placement and the availability of transitional
placement would substantially reduce the need for
boarding babies in hospitals.

© Although hemophilia treatment centers are models of
comprehensive care for hemophiliacs, there are unique
needs of HIV-infected hemophiliacs and their families
which these centers are not adequately funded or
prepared to provide.



































































































































































