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About Autism Speaks

Mission 

Autism Speaks is dedicated to promoting solutions, across the spectrum and throughout 
the lifespan, for the needs of individuals with autism and their families through advocacy 
and support; increasing understanding and acceptance of autism spectrum disorder; and 
advancing research into causes and better interventions for autism spectrum disorder and 
related conditions.

Autism Speaks enhances lives today and is accelerating a spectrum of solutions for 
tomorrow.



About Autism Speaks

Non-Profit Foundation Founded in 2005

Led by individuals and family members affected by 
autism

Core Mission Areas:
 Advocacy
 Awareness
 Family Support & Resources
 Scientific Research

“improve the lives of those affected by autism 
spectrum disorders worldwide”

Co-Founders:

Bob & Suzanne Wright



Support local leaders to address local priorities, using locally-customized solutions

Public and Professional Awareness
Advocacy

Public Health Research
Tool development

Services and Policy Development
Dissemination and Implementation

Global Autism Public Health (GAPH) Initiative

A Global Collaboration to Enhance ASD Research, Policy, and Practice



• Epidemiology (e.g. prevalence)

• Health economics (e.g. Cost of Autism)

• Risk factors (Genomics/MSSNG & EHS/EEARN)

• Enhance access to care 
(screening/diagnosis/intervention)

• Adult and life-course support and research

• Capacity building

• Inclusion into life (community data-driven advocacy)

Resource in Public Health



• Prior to 2010, most estimates from Western, developed countries
• Best estimates of global ASD prevalence 0.7 - 1%
• Recent estimates 2% or higher

1 in 45 (2.0%) 
US NHIS - 2015
(Zablotsky, et al)

1 in 64 (1.7%) 
UK - 2009

(Baron-Cohen, et al)

1 in 68 (1.47%) 
US ADDM - 2016
(CDC)

1 in 86 (1.2%) 
UK - 2006

(Baird, et al)

ASD Prevalence Globally

Elssabbagh et al, 2012

1 in 115 (0.87%) 
Leon - 2016
(Fombonne, et al)

South Korea - 2016
(Kim, et al)



Cost of Autism
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Per Person Annual Autism Costs by Category in the United States 

Buescher, et al, 2014
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ASD Risk Factors Research

Open Science: 10,000 whole genomes from individuals with ASD and their families



ASD Risk Factors Research

• What factors may be truly contributing to the increase in ASD prevalence over time and 
differences between countries? 

• World’s largest multi-national network for environmental factor research linking registries from 7 
countries includes more than 30,000 ASD cases

• Facilitating development of national autism registries (Ireland)
• Early Life Exposure Assessment Tool (ELEAT) to identify non-genetic, modifiable environmental 

factors across ASD research studies (EEARN)
• High impact publications establishing air pollution and parental age as risk factors



• Advocated for American Academy of Pediatrics to screen all children for ASD

• Translation and/or validation of gold-standard diagnostic instruments into languages spoken 
by more than 1.5B worldwide (Mandarin, Hindi, Bengali, Marathi, Spanish)

• Costly, time consuming, requires specialized training; changing instruments (ADOS-2, DSM-5)

• Goal to develop open source, culturally relevant, adaptable, easy to use tools for clinical and 
research use, in context of broad NDDs (OSSDx)

• Piloting screening tool with World Bank and National Bureau of Statistics Nigeria as part of 
national household survey

Screening and Diagnosis



Services Capacity Building

• Supported series of implementation science grants to adapt evidence-based 
services for use in low resource settings

• Through WHO partnership:

– Supported piloting of mhGAP Intervention Guide for Developmental Disabilities

– Co-developed and piloting Parent Skills Training Program for Autism and 
Developmental Disabilities



Services Capacity Building

Global Stakeholder 
consultation

Community-based 
Participatory Research

Countries conducting 
Pilots and RCTs:

China (RCT)*
South Korea
Malaysia**
Russia
Romania
Ethiopia
Egypt
Peru
Pakistan (RCT)***
USA
…



Adult prevalence

Access to care

Quality of life

Co-occurring conditions

Transition

Education

Employment

Residential Services

Life-course outcomes 

Adults and Life Course



Research Capacity Building

Partners in More Than 70 Countries Worldwide



Global Autism Awareness & Advocacy



Global Autism Awareness & Advocacy

Advocacy Leadership Network 2016 
(ALN): Accomplished advocates from 
45 countries



TOGETHER, we can build a better 
TOMORROW!

THANK YOU!

Andy Shih, PhD
ashih@autismspeaks.org


