more questions than answers as to why this is happening. There are still no
meaningful advances in prevention, treatment and/or cure for those so
affected, nor adequate services ‐‐ across a lifespan of needs ‐‐ for those
living with autism. The medical research community should address these
areas.
Today, we spend less per affected person looking for these scientific
answers than at the passage of the CAA, because the rising tide of
Autism has swamped the intensification of research spending. But the
APRC believes, supported by the GAO study of the matter, that much,
perhaps most, of the significant taxpayer investment in research since
the passage of the CAA has been wasted.
We do not petition Congress for more money, but for meaningful
policy reforms to bring accountability and effectiveness to the
programs authorized by the CAA, and, more broadly, to all federal
efforts on Autism.
Our Proposed Answers: Fixing the Combatting Autism Act
I. The NIH Autism Program
• Abolish the Interagency Autism Coordinating Committee (IACC)
and create a new lead entity within the NIH for the direction of all
NIH research on autism.
• The new entity, “The Office of Autism Spectrum Disorders
Research,” should be modeled on the statute creating the “Office of
AIDS Research.” This office should be funded through a separate
line-item in the appropriations bill funding the NIH and that line-item
should include all funds to be spent on autism by the NIH for each
fiscal year, with the Office responsible to distribute funds to any
appropriate other entity within the NIH, for research purposes,
subject to a "Strategic Plan for Autism Research.”
• The Office of Autism Spectrum Disorders Research (OASDR)
should be directed by a Presidential appointee, with Senate
confirmation, modelled on the National Cancer Institute.
• The OASDR shall create and annually update a "strategic plan for
autism research" and shall allocate funds appropriated to the Office
in accordance with the strategic plan. The OASDR shall create
metrics for the evaluation of progress on the plan’s objectives and
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shall annually review the return on investment of the program. The
OASDR shall also be responsible for assessment of duplication of
research and for taking steps to correct such duplication.
An Advisory Panel of qualified parents or other relatives of persons
with autism shall be established, modeled on the integration panel for
this purpose existing within the Congressionally Directed Medical
Research Program (CDMRP). As with the CDMRP panel, the
integration panel to the OASDR shall have voting rights with respect
to the drafting of the annual strategic plan for autism research, and
with respect to grant requests presented to the OASDR for the award
of autism research funds.
The statute shall contain language setting forth the mission of the
OASDR to include: environmental risk factors for autism,
translational medicine and clinical research related to the prevention
and treatment of autism, the etiology and pathogenesis of autism,
epigenetics, neurotoxicity, and regression analysis.
The director of the OASDR at NIH shall coordinate with the
FDA/CBER as necessary.

II. Reforming HRSA Autism Activities
• The statute should redirect HRSA resources on autism towards
research designed to create a medical model for autism management,
a special patient population standard of care.
• The statute should set forth the mission of HRSA autism activities, to
include: Research-focused on people with ASD who have
developmental regressions and co-occurring conditions and are
suffering pain and multi-symptom medical concerns. The objective
should be required to develop and appropriately train all relevant
medical personnel with regard to a treatment lifecycle for the cooccurring and underlying medical conditions for those with autism,
including, but not limited to, GI disease, immunological disease,
neurological disorders and metabolic disorder.
• A multidisciplinary medical management model should be developed
to expand appropriately upon the existing psychiatric model for the
diagnosis and management of persons with ASD.
• From this research, Congress should request HRSA to present ASD
recommended medical treatment plans and screening tools, including
standard emergency care practices regarding the co-occurring
morbidities for those with ASD.
• HRSA should also be made responsible to conduct research, based
on de-identified records, regarding surveillance of medical/clinical
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care of persons with autism, specifically to include developing data
on how many persons with autism use emergency rooms or have
hospital stays each year, the nature of their diagnoses and treatments,
and outcomes.
The Advisory Panel created under the NIH section of the statute
should be empowered to play the same role with respect to guidance
of the research on these questions to be conducted under the statute
by HRSA.

III. Reforming the CDC Autism Surveillance/Epidemiology Program
• The statute should require the collection of consistent data from the
Centers for Disease Control to be compared meaningfully from all
fifty states and it should require annual rather than bi-annual updates.
• Educational data must be required to be included in all recording
areas, as recommended in the 2006 GAO Report.
• The statute should require all reporting to include gender, race,
diagnosis both under DSM-IV and DSM-V criteria, age of initial
diagnosis, average age of first diagnosis by diagnostic category,
stability of diagnosis, history of regression and age of regression,
level of intellectual disability, number of cases classified as having
autism by the CDC who do not have a diagnosis in their school or
educational records and categories of school placement (selfcontained, regular education, combination, special school).
• Data on earliest developmental concerns, speech delays, and cooccurring medical conditions should also be collected from medical
records.
• The statute should require transparency; that is all data should be
publicly available to facilitate analysis and service planning.
• Within three years of the effective date of the statute a populationbased study of autism in adult populations should be conducted to
establish the prevalence of autism for all birth cohorts over time.
• Similarly, the statute should require a nation-wide count of
individuals with autism ages 15-30, with severity levels, in order to
plan transition and young adult services, a count of adults with
autism currently being served through Medicaid/SSI, and a count of
those who are eligible but not being served through those programs
adequately, such as those on waiting lists for housing, habilitation
and job training.
IV. Office of National Autism Policy Coordination
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To facilitate interagency and interdepartmental coordination beyond
the entities of the Department of Health and Human Services, and to
address the lifecycle concerns of the growing number of Americans
facing autism while medical research is underway, an Office of
National Autism Policy Coordination should be created by the CAA
Reauthorization, modeled on the statute creating the Office of
National Drug Control Policy. Like ONDCP, the Office of National
Autism Policy Coordination should be directed by an individual
appointed by the President and confirmed by the Senate.
The Office of National Autism Policy Coordination should be
required by the statute to draft and annually update a national plan
relating to all aspects of the federal response to the national public
health concerns posed by autism, outside of the areas covered by the
Department of Health and Human Services, including but not limited
to issues affecting the Department of Defense, the Department of
Justice, the Department of Labor, Department of Education, the
Department of Homeland Security, the Department of Housing and
Urban Development and the Environmental Protection Agency.
The fairly minimal costs for the administrative overhead for this
Office should be found in offsets from the existing CAA funding by
redirecting non-priority dollars authorized to the NIH and HRSA
under the prior versions of the CAA.
In drafting the National Autism Policy Plan, the Director of the
Office should be required by the statute to consult with a citizen’s
advisory panel, modeled on the similar panel created under the
National Alzheimer’s Project Act of 2012.
The statute should require topics in the national autism policy plan to
include (but not be limited to) wandering prevention and response
and prevention of inappropriate restraints and seclusion, including
training for law enforcement/first responders/search and rescue
personnel. The policy plan should also be required to include
provisions to address the causes of premature death in the autism
community, which are estimated to be twice that of the general
population, including epilepsy, drowning, traffic related fatalities,
falls, suffocation, suicide, wandering and unrecognized co-occurring
medical conditions.

