@ongress of the United States
WHashiington, BE 20515

October 1, 2015

Albert L. Siu, M.D., M.S.P.H.

Chairperson

U.S. Preventative Services Task Force (USPSTF)
540 Gaither Road

Rockville, MD 20850

Dear Dr. Siu and Members of the USPSTF,

We are writing to express our disappointment with the August 3 recommendation
released by the U.S. Preventative Services Task Force suggesting that there is too little evidence
to support autism spectrum disorder (ASD) screening for every child. We urge you to withdraw
this ill-advisced draft and instead properly examine and acknowledge the benefits of early
screening,

With approximately | in 68 children identified with ASD according to the Centers for
Disease Control’s (CDC) Autism and Developmental Disabilities Monitoring (ADDM)
Network—a figure that is roughly 30% higher than it was in 2008—as policymakers and
advisory boards, we can no longer afford to make recommendations without consideration to the
impact they will have on children and their families.

While we understand that your recommendation urges doctors to use their judgement in
determining which children shall be screened, given that an autism screening is cheap, quick and
minimally invasive, universal screening should be required. The limited—if any—down side
does not outweigh the tremendous benefits of early screening.

Early screenings lead to carly intervention. It is undeniable that a delay in diagnosis leads
to a delay in a child with autism receiving the early intervention and treatment services that are
critical to their long term development. Efiective and widespread screening can be the difference
between a child’s ability to develop carly language skills, socialize with other children, and
eventually matriculate into a regular kindergarten classroom as compared to a lifetime of health,
social, behavioral, and quality of life challenges if early developmental signs are ignored.

Accordingly, if finalized, this screening recommendation could have a detrimental and
fong-term impact on children and families who have been touched by autism. It also runs counter
to the intent and goals of USPSTF’s mission, as well as the work of scientists, medical
rescarchers and advocacy organizations that have invested in raising the quality of life and
enhancing the well-being of children and adults on the spectrum.
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Reducing the age of diagnosis is a goal of ours as well as the Interagency Autism
Coordinating Committee (IACC), the overwhelming majority of the autism community, and
those who advocate on their behalf. In fact, the USPSTF proposal runs counter to guidelines set
by the American Academy of Pediatrics which recommends screening all children for autism
between the ages of 18 and 24 months.

One of the stated goals of USPSTF recommendations is “to improve the health of
individuals and society by reducing the length of and need for medical treatment.” With that
primary objective in mind, it is troubling that the USPSTF would issue a draft recommendation
that sends a mixed message to pediatricians about screening children for autism. Autism
screenings are one (ool in addressing the autism epidemic, but remain an essential part of a larger
conversation parents should be having with their child’s physician. If the USPSTF draft
recommendation is linalized, families and their physicians could lose a critical screening test that
identifies a spectrum of developmental disabilities that if diagnosed and treated early, can
dramatically improve a child’s trajectory for the rest of his/her life,

We strongly recommend USPSTI withdraw its draft recommendation and look forward
lo your response.

Sincerely,
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Chris Smth Mike Doyle

Co-Chair Co-Chair

Congressional Coalition for Congressional Coalition for
Autism Research and Education Autism Research and Education

Member of Congress
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Ted Deutch David Scott
Member of Congress Member of Congress




Jbert B, .
Member of Congress

n.l‘w-"'—\ j
[Michael C. Blrgess, MD
Member of ©ahgress

-

L‘ﬁ/‘Q
ohn Lewis

ember of Congress

Tk A f o

Frank A. LoBiondo
Mcember of Congress
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Member of Congress
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Member of Congress

Icee L. Hastings
Member of Congress
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A. Costello
Member of Congress

ick Nolan
Member of Congress

ed Huffman
ember of Congress

André Carson
Member of Congress

Eddie Bernice Johnson
Member of Congress
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Kathy Castor Donald M. Payne, Jr. B
Member of Cohngress Member of Congress

Robert Dold
Member of Congress

ce! Kirsten Bibbins-Domingo, Ph.D, M.D., M.A.S.
David Grossman, M.D,, M. H.
Linda Ciofu Baumann, Ph.D., R.N., A.P.R.N,
Karina W. Davidson, P?h.D., M.A.Sc.
Mark Evell, M.D., M.S.
Francisco Gareia, M.D., M.P.H.
Matthew W. Gillman, M.D., S.M.,
Jessica Herzstein, M.D., M.P.H.
Alex R. Kemper, M.D., M.2.H., M.S.
Alexander . Krist, M.D., M.P.H.
Ann E. Kurth, Ph.D., R.N., M.S.N., M.D.H.
Doug K. Owens, M.D., M.S.
William R, Phillips, M.D., M.P.H.
Maureen G. Phipps, M.D., M.P.H,
Michael P, Pignone, M.D., M.P.H
U.S. Preventative Scervices Task Force Members

Sylvia Mathews Burwell
Secretary
Department of Health and Human Services

Richard Kronick, Ph.D.
Director
Agencey for Health Research and Quakity



