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The Interagency Autism Coordinating Committee
 IACC was created under the Children’s Health Act of
2000 to coordinate HHS activities related to autism
 Reconstituted as a federal advisory committee under
the Combating Autism Act of 2006
 Composed of:
o Federal officials from HHS agencies and other
federal Departments/agencies
o Public stakeholders: Leaders of advocacy
organizations, self-advocates, family members,
providers, researchers

IACC Responsibilities
 Annual strategic plan for autism research

 Annual summary of advances in autism research
 Coordinate and monitor federal activities related to
autism
 Advise HHS Secretary on autism-related issues
 Provide a forum for public input

 Meet at least twice a year

The Autism CARES Act of 2014 (P.L. 113-157)
 Reauthorizes the IACC and other autism-related
programs through 2019
 Establishes a National Autism Spectrum Disorder
Initiative within HHS, led by an official charged with
implementation of autism activities
 Incorporates a greater emphasis on services into
various activities and outputs of the IACC (e.g., IACC
Strategic Plan)

 Requires a Report to Congress on services for adults
and transitioning youth

The IACC Strategic Plan for ASD Research
 Describes research priorities
identified by the IACC

 Organized around 7 urgent
consumer-based questions
 2013 Strategic Plan Update
provides a five-year update on
progress toward IACC Strategic
Plan goals
 Summarizes recent research
advances and identifies
potential new research
opportunities

Autism: What do we know?
 Autism is a developmental brain condition
 Symptoms and symptom severity can vary
greatly from one individual to another
 There is no single target for autism
prevention or treatment
 The brain and other systems (e.g.,
gastrointestinal and immune systems) can
be involved/affected
NIH MRI Study of Normal Brain Development

Stoner R et al. N Engl J Med 2014;370:1209-1219.

Autism: What do we know?
 Both genetic and environmental
factors contribute to risk
 More than 30% of people with
autism have rare genetic
mutations (spontaneous, diverse,
distributed across the genome)

 Genetic and environmental risk
factors act prenatally— but it is not
yet known how the factors
“trigger” autism in some, while
others with risk factors are
“protected”
Willsey J et al. Cell 2013;155(5):997-1007.

Autism: What do we know?
 Prevalence has increased and the cost of autism is high
 CDC—ASD in 8 year olds:
2002: 1 in 150
2006: 1 in 110
2008: 1 in 88
2010: 1 in 68
(123% Increase)
 Lifetime costs estimated
at $2.4 M - $3.2 M

Cavagnaro A., Department of Developmental Services, California Health and Human
Services Agency (www. dds.ca.gov)

Buescher A et al. JAMA Pediatr 2014 : 168(8):721-8
Ganz M Arch Pediatr Adolesc Med. 2007 Apr;161(4):343-9.

 Not yet known if this rise is due to an increase in
the number affected or the number detected

Autism: What do we know?
 Interventions and services can improve symptoms and
quality of life for individuals on the autism spectrum :
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 But we do not yet have precision medicine—
Matching interventions to individual needs

Autism: What do we need?
1) Diagnosis: “When should I be concerned?”

2) Underlying Biology: “How can I understand what is
happening?”
3) Causes and Risk Factors: “What caused this to
happen and can this be prevented?”
4) Treatments: “Which treatments and interventions
will help?”

5) Services: “Where can I turn for services?”
6) Lifespan Issues: “What does the future hold,
particularly for adults?”

7) Infrastructure, Data Sharing, & Surveillance: “What
other infrastructure and surveillance needs must be
met?”

Autism: What do we need?
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More information on the IACC

IACC publications and information
are available at:
www.iacc.hhs.gov
E-mail: IACCPublicInquiries@mail.nih.gov

