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I wonder whether it would be helpful to bring together diverse,
multi-disciplinary scientists in independent forums to deliberate
the different challenging questions of AIDS research, and to
recommend possible new avenues of inquiry to the scientific )
community at large. I think the models provided by the Institute
of Medicine, the Keystone workshops, the Pediatric AIDS
Foundation’s "Ariel Project," and Project Inform’s "Project
Immune Restoration" could be studied in developing this idea.

b) The encouragement and expansion of the existing Inter-
Company Collaboration

Commentary: The ICC is an excellent example of the kind of
cooperation we need to more effectively utilize private sector
resources to fight the epidemic.

Some of the problem areas identified in this section, including
technology transfer and patent rights issues, are of particular
concern to me. It is important that we encourage collaborations
between the private and public sectors, and protect incentives to
companies for innovation and investment in AIDS drug development.
We have to balance all the interests of people living with
HIV/AIDS as health care consumers, and also as people with a
life-threatening disease. I am confident that the National Task
Force on AIDS Drug Development will closely scrutinize these

issues.

2. Information Technology Highways for AIDS Research

Commentary: I encourage you to work with the NIH Office of
AIDS Research to explore this. I certainly agree that research
databases should be as complete and as accessible to all
researchers as possible, using the latest technologies.

However, it is not clear to me whether all researchers in
industry and academia are fully aware of systems that are
currently available, or whether they are sufficiently trained in
the use of these systems. It has been suggested that a needs
assessment should be conducted in this area, and I would be
interested in the group’s response to this idea.

35 Multi-disciplinary Training to Facilitate PFuture Discovery

Commentary: I agree that it is critical that we foster cross-
disciplinary thinking between researchers working specifically in
AIDS and those working in different or broader fields. Strong
support for multi-disciplinary training programs and funding for
young investigators will be key to this over the long term.
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4. Small-Money, Fast-Response Grants

Commentary: I believe that the Office of AIDS Research should .
take a careful look at this proposal, which I think could help to
foster innovation, particularly for young investigators.

5. Specimen and Data Repositories

Commentary: While these proposals seem to make a lot of sense,
I have not seen a consensus emerge on the scope of or appropriate
response to this problem. This is also one to work on with the

Office of AIDS Research.

6. A Pilot Program: The Accelerated AIDS Research Initiative

Commentary: As you know, there has been a good deal of
discussion around this proposed new research initiative since the

last meeting in Wellesley.

Over the last several months, I have sought to bring some
definition to what people call the "Manhattan Project" for AIDS
research. As uncomfortable as the terminology makes me
personally, I believe we cannot shy away from evaluating the
different interpretations of this concept as it applies to AIDS.
I have listened to many diverse points of view on this subject. I
have come to the conclusion that we must first begin to regard
the entire Federal and private AIDS research enterprise, in the
United States and abroad, as the "Manhattan Project" for AIDS
research. Second, we have to go about the business of making

this huge enterprise work to its maximum potential.

If our goal is to find effective therapies and vaccines for
HIV/AIDS, all our energies need to be focused on taking a hard
look at the big picture. What are the real obstacles and
opportunities in the whole AIDS research enterprise, and what can
be done about them? What can we do to make the whole thing work

better, leaner, meaner, and faster?

I don’t know that we need to turn the whole thing on it’s head,
or that we should try to remove what somebody decides is good and
important from the whole and put it in one physical place or
under new management. I have heard from many scientists and
activists alike that these could be dangerous moves. I think it
is now important that we acknowledge that, and move on to work
out some solutions that we can agree on.
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We need to fix what we have by enhancing communication,
coordination, and collaboration in a way that fosters new ideas
and makes sure that we don’t miss the boat altogether.

We have to recognize that several significant steps have been
taken on this path in recent months: the revitalized NIH Office
of AIDS Research, significant increases to the Federal research
budget, the National Task Force on AIDS Drug Development, the
Inter-Company Collaboration for AIDS Drug Development, the
Madison Project, and many other initiatives of the administration

and the private sector.

There are a number of projects in the NIH and in the private
sector which share many of the qualities with this proposed
"Accelerated AIDS Research Initiative." The SPIRATS program at
the National Institute of Allergy and Infectious Diseases is one
interesting example. The Advanced Technology Program of the
National Institute of Science and Technology (Department of
Commerce) also has a growing program and structure which could be

explored for its adaptability to AIDS research.

We need many focused, complementary AIDS research initiatives,
not just one. However, any new projects must be closely
coordinated with existing programs, and supported by the
scientific community itself. The NIH Office of AIDS Research
with its strengthened planning role and the National Task Force
on AIDS Drug Development are excellent sources for both

ideas and methods to pursue them. I trust that they will
carefully and fairly evaluate this and related proposals for
their potential value in bringing us answers faster.

7. Funding New Efforts Without Sacrificing Existing Research

Commentary: I think the most important thing we can do is to
make sure that the money we do spend is well spent, and that it

is managed efficiently.

I believe that this process of evaluation is well underway at the
NIH, and we are working to broaden this to research programs
throughout the Federal government.

Our ultimate goal for AIDS research funding should be to
eliminate all inefficiency and unnecessary duplication, while
taking advantage of all promising scientific opportunities.
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Children’s Diagnostic & Treotment
Center ot South Florida

417 South Andrews Ave., Ft. Lauderdale, FL 33301 e (305) 779-1400

History the Comprehensive Pediatric AIDS Project

HIV/AIDS has become one of the greatest national health care challenges of this
century. Described as a "composite of many varied, partially overlapping sub-
epidemics,"” HIV currently affects a disproportionate number of poor minority
populations. Over the past decade, HIV has become a family disease. It is currently
estimated that 20,000 children and 110,000 women in the United States are infected
with HIV. Florida has the second highestincidence of pediatric AIDS in the nation and
the prevalence of HIV among child-bearing women in Broward County is fifty percent
(50%) higher than the national average. Fort Lauderdale, one of Florida’s larger
metropolitan cities, is one of the nation’s "Eligible Metropolitan Areas" (EMA) most
severely affected by the HIV epidemic. Apart from the devastating loss of lives, a
major impact of the AIDS epidemic has been the increasing stress on an already
overburdened public health care system. Health care costs associated with AIDS-
related morbidity are estimated to be billions of dollars nationwide; lifetime costs for
treating a child with AIDS is estimated to be over $90,000. Advances in treatment
and early HIV diagnosis have made HIV-related illnesses a chronic condition which
requires long term medical care and social support. Clearly, innovative strategies will
be needed over the next decade to manage this illness within the public health care
system.

The Children’s Diagnostic & Treatment Center, a division of the North Broward
Hospital District, was one of the first organizations to respond to the onset of
HIV/AIDS among children and families in the Broward County. During the 1980’s,
pediatric HIV care was fragmented throughout the public health care system and many
families inappropriately sought treatment in hospital emergency rooms as devastating
AlIDS-relatedilinesses emerged. As an outpatient follow-up program for disadvantaged
premature and medically fragile newborns, the Children’s Diagnostic & Treatment
Center provided limited diagnostic and medical services to an increasing number of
HIV infected infants and children. Recognizing the unique medical, social, legal and
developmental aspects of HIV disease among children and families, as well as the
urgent need to develop a coordinated, family-centered approach to pediatric HIV care,
the Children’s Diagnostic & Treatment Center applied federal funds to establish the
Comprehensive Pediatric AIDS Project (CPAP) in 1991. Collaborative agreements
were developed with local children’s health resources such as Children’s Medical
Services (Title V) and the Broward County Public Health Unit, as well as with other
community agencies to contribute in-kind services and resources.

CPAP is a coordinated system of care designed to address the complex medical,

social, emotional, developmental and legal needs of children and families with
HIV/AIDS. In two and a half years of operation, 684 infants, children and youth have
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A division of the North Broward Hospital District



been served, a 700 percent increase in patients since the inception of the project.
Currently, 330 children under the age of 18, and 62 young adults, ages 18 - 21 are
enrolled in CPAP. In addition, 15 pregnant adults in varying stages of the illness are
provided with intensive case management services. Last fiscal year, CPAP received
254 new referrals and provided over 6,000 patient encounters.

Components of the Comprehensive Pediatric AIDS Project
Primary Health Care

Through Ryan White C.A.R.E. Title | support, and in collaboration with Children’s
Medical Services (Title V), and the Broward County Public Health Unit, CPAP provides
state-of-the-art medical services to children and youth with HIV/AIDS under the age
of 21. These services span the full spectrum of HIV disease and include well baby
care, immunizations, management of antiretroviral medications, clinical trials,
nutritional assessment and intervention, home-based nursing case management,
coordination of home health services, and on-callemergency response during evenings
and weekends. Clinical trials of several experimental drug therapies are available
including Stavudine (d4T), combination AZT/DDI therapy and Lamivudine (3TC). In
1994, CPAP will expand clinical services to include on-site preventative and
restorative dental care and primary medical care for HIV positive caregivers of Class
P-1 and P-2 children enrolled in CPAP.

Ancillary Screening and Diagnostic Services

Equally important in the care and treatment of children and youth with HIV/AIDS is the
early detection and treatment of developmental delays associated with disease
progression. Children with HIV are at exceptional risk for poor development due to
multiple factors such as AIDS-related neuropathy, AIDS wasting syndrome, and the
side effects of antiretroviral medications. Recognizing the distinct course of HIV
disease progression among this population, CPAP provides multidisciplinary
evaluations through which early cognitive and neuromuscular changes are identified.
Children and adolescents also receive periodic assessment of hearing, speech and
language, cognitive functioning and socialization, with early intervention services
available as needed. Professional counseling services are also available to children and
their families who are having difficulty coping with this tragic illness.

Family-Centered Support

In order to meet the complex and ever-changing needs of disadvantaged families with
HIV disease, CPAP offers a wide range of social, legal, emotional and developmental
services in conjunction with medical care. As one of 31 Pediatric HIV Demonstration
projects in the country which are funded by the Health Resources Services
Administration - Bureau of Maternal/Child Health, CPAP provides intensive family-
centered case management with emphasis on family preservation and the coordination
of supports and services necessary to provide each child with an optimal home
environment. Servicesinclude hospital outreach, pre/post HIV test counseling; routine
home visits by social workers; coordination of public entitlement programs such as Aid
to Families with Dependant Children (AFDC) and Supplemental Security Income (SSl);
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