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AUTISM SPEAKS™
It"s time to listen.
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Did you knowé

Autism Spectrum Disorders (ASD) are a groug@fplex
neurodevelopmental disordergharacterized by impaired social interactic
delayed and disordered language, and repetitive/stereotypic behaviors.

Approximately 1% othildren born in the US develops an ASDin 70 boys.

Affects boys4 timesmore often than girls.

Autismaffects families across the worldndependent of race or
socioeconomic status. *

More children will be diagnosed with autism this year than withiDS,
diabetes & cancecombined.

Autism costs the nation ove$90 billionper year, a figure expected to douk
In the next decade.

In the US, there are betweef00,000 and 1.5NMamericans living with an
ASD, the majority under thege of 17

Autism ismore commonil KI'y 52 ¢y Q&a &aeyRNRYS
There isno single cause ocurefor autism.




Autism: The Public Health Challenge

Prevalence 0ASD: 1in 110 (CDC, 2009)
0 Type 1 Diabetes: 1 in 400
0 Childhood Cancer: 1 in 2000
0 Cystic Fibrosis: 1 in 3500




Measuring the Public Health Challenge
Worl d Health Organizatio

8§ Prevalence
8§ Functional impairment

§ Chronicity NDI sabi | 1t

§ Age of Onset Adjusted *
Year

§ Cost L1 Te

J

> Autism > Type 1 Diabetes, Childhood leukemia, CF
Costs to society in US: approx. $35B/yr




Autism Speaks

Worl dos | argest autism advocacy oOr g:é
Bob and Suzanne Wright, grandparents of a child with autism.

Brought the leading non-profit organizations together under one roof to
speak out with one strong voice against this urgent global health crisis

T Cure Autism Now and the National Alliance for Autism Research were
founded by parents

I Board of Directors and Scientific Advisory Boards have parent l

representation

Dedicated to funding global biomedical research into the causes, prevention,
treatments, and cure for autism

Committed to raising public awareness about autism and its effects on
individuals, families, and society

Provides hope to all who deal with the hardships of this disorder.

In 2008, Autism Speaks funded over $32 million in scientific research alone.




About Autism Speaks
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Advocacy Awareness

AUTISM SPEAKS

It’s time to listen.

Family
Services




Autism Votes: Current Status of State Autism
Insurance Reform Bi

States with autism reform laws
States with endorsed autism insurance reform bills
States with autism insurance reform bills pending endorsement

States not currently pursuing autism reform




EPIAA

ASenator Clinton (NY) introduced legislation for
approximately $350 million in new federal funding for
key programs related to treatments, interventions,

and services. *

Tax Deferred Savings

ASenator Dodd (CT) introduced legislation to create a
tax preferred savings account for families of children
with developmental disabillities.




Awareness

w Ad Council public service advertising campaign stresses
the importance of recognizing the early signs of autism
and seeking early intervention services.

w! dziAadayYy {LISI1aQ 6So0aArusS FSt
autism as well as a video glossary '*

w Social Networking Sites on Ning, Facebook, and Twitte

w US Gold Medal Olympieman bobsled team chose
Autism Speaks as their charity of cho"’




Odds of a child being diagnosed with autism: 1in no

Some signs to look for

nins

To learn more of the signs of aulism, visit autismspeaks.org

AUTISM SPEAKS

'y thone 1 Inton



http://blog.autismspeaks.org/wp-content/uploads/2010/02/Olympics.jpg

Family Services

Autism Response Team (AR@&¥ponds to family
Inquires/requests by phone and email in four regions:
Western, Midwestern, Northeast and Southeast.

| dzii A & Y 1Q0dE§ kithvai@ble in English and %

Spanish

Autism Caresvas established as a collaborative to help
families with autism affected by natural disasters.

Community grantgrovide money to support community
programs.




a{ OASyO0S OFry 068
Jon Shestack, Movie Producer and-Eounder, Cure Autism Now

A Parents have been accelerating the pace of autism
research for the last 2 decades

Altds critical to consider
to delivery

A Parents have brought scientists and clinicians *
together to bridge the gap between the bench,
bedside, and community

A The Autism Treatment Network is an example of an
Initiative that was driven by parents tired of being
di smi ssed with respect
healthcare needs.




No More o0Goodbye

Prior to 2005, parents were traveling all over the nation to meet with
R2O0G2NE ¢K2 g¢2dzZ R LI FGGSYGA?2
No agreed upostandard of medical care or clinical guidelifiess
treatment (including today's established interventions)

Individuals with autism and there was continued controversy over
health issues and effective treatment

Medical professionals hadeak insight into the overall health issuefs *
Limited cooperatioramong medical centers with promising practices

Parents were tired of being dismissed by doctors who were attributing
YSRAOIFIf O2yOSN¥ya (2 UKSANI OKAfR

As kids were getting sicker and sicker, parents had to take matters |
their own hands.




Autism is a complex neurodevelopmental disorder
that affects multiple systems in the body, not just

the brain
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The Vision

A Create the nation's first network of hospitals and
physicians dedicated to providing comprehensive
medical care for children and adolescents with
autism.

A Develop a common protocol for multidisciplinary
assessment of children with autism.

A Create a patient registry to characterize families
and track outcomes.

A Develop and disseminate evidence -based
guidelines for physicians and clinicians nationwide.




The Autism Treatment Network

The Autism Treatment Network (ATN) is a collaboration that arose
In 2003 from a partnership between the Northwest Autism
C2dzy RIFUAZ2Y YR UKS al aabDSyYySNJ
and Developmental Disabilities Evaluation and Rehabilitation
Service program (MGHfC/LADDERS).

The group identifiecb medical centerthat were committed to

working together to address medical issues relevant to children wi
ASD and design an extensive common database for the developing
network.

The database did not reflect specific research questions or
hypotheses but rather the desire tgather consistent datan the
evaluation and treatment of children with ASD.

Inclusion of items or domains came framnsensuamong the
participating clinicians




A Merger of the Minds

A In 2006, the leadership of Cure Autism Now (CAN)
felt that they wanted to make a stronger
commitment to treatment and they formally
merged with ATN

A Subsequently, CAN merged with Autism Speaks (AS) *

and expanded the network from 5 sites to 15 sites
and provided core infrastructure support for the
network.

A The merger of ATN with these organizations
brought greater family input into the goals and
activities of ATN.




Chronic Care Models

Cystic Fibrosis
Pediatric Oncology
Juvenile Diabetes

Vermont-Oxford Network
0 Multisite collaborative of newborn intensive care units sharing clinical data
0 Changes in clinical practices based on comparison of site data led to
decreases in:
A Bronchopulmonary dysplasia
A Retinopathy of prematurity
A Intraventricular hemorrhage

d Other clinical improvement related to chronic lung disease and infection in
NICUs led to sharp decreases in costs of care for these conditions

The ATN was modeled after the CF Network which includes:

d alarge network of clinical care centers offering comprehensive diagnosis,
treatment, care and counseling

d anetwork of research centers that engage in projects to advance
understanding of the disease, develop new treatments and find a cure




Charting ATN Progress
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Where i1s ATN Now?

A Improving quality of medical care through
development and use of clinical algorithms/
guidelines

A Improving access to care by helping sites upgrade
services

A Gaining information about medical problems
assoclated with ASD and effectiveness of treatments

A Securing additional grant dollars for clinical research

A Partnering with others to maximize impact on health
care for ASD




Broad Vision for ATN

A Every child with ASD in the US will live within one
hundred miles of a program that can provide

0 Comprehensive, coordinated, multidisciplinary,
ongoing care

A Care provided will benefit from best practices and
the latest research findings

A ATN will serve as the leading network for providing
medical training, leadership, and education both in
the US and internationally




National Efforts for Improving CF
Care
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