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ORGANIZATION BRIEF Founded in 2005 
by Suzanne and Bob Wright, Autism Speaks 
(www. autismspeaks.org) is the world’s leading 
autism science and advocacy organization. It 
is dedicated to funding research into the cause, 
prevention, treatment, and to fi nding a cure for 
autism; increasing awareness of autism spec-
trum disorders; and advocating for the needs of 
individuals with autism and their families.

How has the vision for Autism Speaks evolved? 
Where is the work focused today?

Bob: We started with the premise that we 
could make things happen if we built aware-
ness. As a result, we have benefitted to the 
tune of $370 million in donated media from 
our partnership with the Ad Council. We have 
since tripled the awareness level in the U.S. 
for autism.

Suzanne: We will be launching a new Ad 
Council PSA campaign called Maybe, which is 
aimed at underserved communities whose chil-
dren reach the age of six or seven years before 
getting diagnosed. This new campaign will em-
power young parents to talk with doctors about 
the signs of autism.

Bob: Our autism prevalence estimates now 
are 1 in 88 in the U.S.; when we started, it was 
1 in 166 – a 78 percent increase in six years.

After getting people to recognize the preva-
lence of autism, it became about asking for early 
diagnosis and early treatment, which can im-
prove the lives of these children by a margin of 
50 percent in terms of academic ability and IQ.

Does the awareness really bring about 
action?

Bob: Awareness helped get the Combating 
Autism Act passed in 2006. We worked with 
Congress and President Bush to create a 
$921-million program over fi ve years, most of 
which went to the NIH earmarked for autism re-
search. In 2011, we worked with Congress and 
President Obama to gain a three-year $720-mil-
lion extension. In addition, President Obama 
included more than $100 million for autism in 
his stimulus program.

Suzanne: So far, $1.7 billion has been 
committed, but the frustration I have is in getting 
the focus put back on mental health. President 
Obama pledged he would take a serious look at 
mental health in light of the Newtown shoot-
ings. We need the federal government to act on 
that promise and we have to rally our troops 
and start a campaign demanding it. No one in 
this country wants to face that issue.

Bob: We have also had great support glob-
ally, from countries like Bangladesh, Qatar, the 
Arab League, Albania, Jordan, and Panama.

Medicine outside of the U.S. is overseen by 
the World Health Organization, which doesn’t 
have a presence in the U.S. but is funded by 
the U.N. We got them into the autism business 
and with their help, a resolution was passed 
recently for all governments to take urgent ac-
tion to improve access to long-term health care, 
education, training, intervention, and programs 
for autism spectrum disorder and other devel-
opmental disorders.

We also have 32 states with autism insur-
ance reform laws on the books, which is partly 
due to national awareness.

We funded a study in South Korea with 
scientists from Yale, Canada, and South Korea. 
They concluded that the autism prevalence there 
was 1 in 38. They had examined school and 
medical records but then went into the schools 
and provided autism screening to children who 
had not been suspected of having autism. In 
the U.S., the CDC has not taken that extra step 
of screening the general population to monitor 
prevalence. We offered to pay the CDC to do 
a version of the South Korea study in South 
Carolina, utilizing their methods. It’s underway 
now and will take a few years to complete. I 
predict the resulting prevalence numbers will 
be closer to one in 38 here, as well.

The Chinese government was also really 
interested in the results coming out of South 

Korea, so they committed $5 million to a study 
on prevalence in China. They came to us to 
discuss the Beijing Genomics Institute, an or-
ganization utilizing whole genome sequencing, 
and said they will sequence all 10,000 partici-
pants for whom we had collected histories. We 
anticipate having a paper on this soon.

The genome sequencing allows for a break-
down of autism genes – it shows that there are 
at least a dozen or so individual autisms as op-
posed to one.

If we can develop and show the phenotyp-
ing and genetic make-up of a bunch of different 
autisms, the scientifi c community will get access 
to all of this for virtually nothing, and they will 
be able to drill down in these areas where cellu-
lar work has already been done and learn much 
more about the genetics and biology of autism.

Does the corporate world support these 
efforts?

Bob: Home Depot, Microsoft, and some 
others provide insurance. Our biggest corporate 
sponsor is Toys “R” Us – they have raised more 
than $16 million for us since 2007. TJ Maxx has 
been a strong supporter – they raise about $1.5 
million in their stores every year. White Castle 
is doing roughly $500,000 a year now. Dollar 
General has raised $2 million over the past few 
years. However, in general, getting corporate 
support has been a challenge.

Is the research moving forward with 
the speed you had hoped? How much real 
progress has been made?

Bob: Science at the international level is 
very slow.

The NIH is the world leader in this sector 
and while every country tries to do something, 
the U.S. with its $35-billion budget exceeds that of 
the rest of the world. Out of that $35 billion, can-
cer receives $5.5 billion, AIDS receives $3 billion, 
and we’re getting about $169 million a year. Yet 
all evidence suggests that autism is actually more 
prevalent than HIV/AIDS in the U.S. and globally. 

It’s tough to move these people along be-
cause certain diseases and conditions have been 
around a lot longer than we have and they all 
have advocates inside the walls of the NIH.

Suzanne: If autism was contagious, it 
would be on everybody’s radar.

What is a realistic end goal?
Suzanne: If AIDS advocates can get as far as 

they have gotten, why can’t we do the same thing 
for kids and adults living with autism? We need 
a national plan for this national health crisis.•
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