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GLOBAL PERSPECTIVES ON AUTISM—A
GROWING PUBLIC HEALTH CRISIS

TUESDAY, MAY 31, 2011

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON AFRICA, GLOBAL HEALTH,
AND HUMAN RIGHTS
COMMITTEE ON FOREIGN AFFAIRS,
Washington, DC.

The subcommittee met, pursuant to notice, at 2 o’clock p.m., in
room 2172, Rayburn House Office Building, Hon. Christopher H.
Smith (chairman of the subcommittee) presiding.

Mr. SmiTH. Good afternoon, everyone. And welcome to our wit-
nesses and those who are joining us for this first ever congressional
hearing examining the magnitude and the severity of the global
public health crisis of autism.

Autism, as I think more and more people are aware of, is a com-
plex neurodevelopmental disorder that impairs a person’s ability to
communicate and to relate to others. The condition is often associ-
ated with rigid routines or repetitive behaviors. Autism is a spec-
trum disorder that affects each individual differently. The types
and severity of symptoms vary from case to case and range from
mild to extremely profound.

According to the Centers for Disease Control and Prevention, 40
percent of children with autism spectrum disorder do not talk at
all, and another 25 to 30 percent speak some words at 12-18
months but then lose that speech. Autism occurs in all racial, eth-
nic and socioeconomic groups but on average affects four to five
times more boys than girls.

I actually became involved and immediately concerned with au-
tism back in 1982, when I visited with Dr. David Holmes, the
founder of Eden Institute, now Eden Autism Services, in Princeton,
New Jersey. I am very pleased that Dr. Tom McCool, Eden’s cur-
rent CEO, will tell us today how Eden is using its 36 years of expe-
rience to improve autism service programs around the globe.

I became deeply involved—and even more so—in 1998, when a
family in my congressional district, Bobbie and Billy Gallagher,
told me of their concerns about a perceived explosion in the preva-
lence of autism cases in Brick Township. After that meeting, I re-
quested that the Centers for Disease Control and the Agency for
Toxic Substance and Disease Registry, or ATSDR, conduct an in-
vestigation, which revealed that the prevalence of autism in Brick,
1 in 149, was indeed much higher than what was generally be-
lieved to be the prevalence.
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As a direct consequence of the Brick study and CDC’s admission
that there were no recent prevalence studies in the United States
with which to make a comparison, I introduced legislation to au-
thorize grants for autism and pervasive developmental disabilities
surveillance and to establish centers of excellence in autism and
pervasive developmental disabilities epidemiology. This legislation,
the Autism Statistics, Surveillance, Research and Epidemiology
Act, or ASSURE, introduced in 1999, was incorporated into Title I
of the Children’s Health Act of 2000, which also established the
centers of excellence in autism research in NIH and created the
Interagency Autism Coordinating Committee.

To continue to monitor implementation of these new Federal au-
tism programs, I established in 2001, along with my colleague Mike
Doyle, the Congressional Autism Caucus to raise awareness of au-
tism and provide a forum for advocacy within Congress. The Com-
bating Autism Act of 2006 reauthorized the autism programs cre-
ated by the Children’s Health Act, but also expanded the Act, call-
ing for research into possible environmental causes of autism and
creating an “autism education, early detection, and intervention
program” to improve early screening, diagnosis, interventions, and
treatment for ASDs.

Just last week, I introduced, along with Mike, a package of three
comprehensive autism bills: The Combating Autism Reauthoriza-
tion Act, or H.R. 2005, which will ensure continuation of the impor-
tant Federal autism programs for education, early detection, sur-
veillance and research; the National ASD Initiatives Act, or H.R.
2006, makes the HHS Secretary the head of the national autism
effort and ties budget authority to the strategic plan for autism re-
search; and the ASD Services Act, or H.R. 2007, which establishes
grant programs to provide important research and services for chil-
dren, transitional youth, and adults, and establishes training pro-
grams for service providers.

I would note to my colleagues that on a trip to Lagos in Nigeria
in 2007, which was designed to look at an issue that I also work
very vigorously on—human trafficking—while there I met with Mr.
Chiti Azuwa, the parent of an autistic child. Mr. Azuwa is the Ex-
ecutive Director of the

Public-Private Partnership Resource Centre in Abuja, and his
wife, Dr. Doris Azuwa, is the Executive Director of the OLG Health
Foundation and Autism Centre in Port Harcourt. They told me of
the large numbers of Nigeria, children suffering with autism, and
the lack of government or other supports.

As a result of my discussions with the Azuwas, I introduced in
February of 2008, the Global Autism Assistance Act, or H.R. 5446,
which directs the Administrator for the U.S. Agency for Inter-
national Development to establish and administer a health and
education grant program to support activities by nongovernmental
organizations and other service providers focused on autism in de-
veloping countries and also establishes a Teach the Teachers Pro-
gram to train health and education professors working with autis-
tic children in developing countries. I will be reintroducing this leg-
islation later this week.
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While this is a first of its kind hearing, I plan on scheduling ad-
ditional hearings on this escalating health crisis and on the Global
Autism Assistance Act when we introduce it later in the week.

I would note the progress that has been made in recent years
and increasing awareness, and particularly in some of the more de-
veloped countries in improving services and treatment for autism.
However, I would note at the same time we must take seriously the
World Autism Organization’s assessment that in every part of the
world the situation for dealing with autism remains inadequate,
even in those countries with considerable experience and under-
standing of autism, because the systems that have been established
are being completely swamped by the number of people in des-
perate need of support.

There are a wide range of autism prevalence figures between
countries and individual studies. Here in the United States, CDC
estimates that close to 1 percent of the population is affected by
NASD. Autism Speaks, the Nation’s largest autism science and ad-
vocacy organization, describes a scientific consensus that 1 percent
of the world’s population, or some 67 million people—I repeat, an
estimated 67 million people—are affected with some form of ASD.
According to the World Health Organization—and I will include
their testimony and hopefully at a later date they will testify as
well—but in their submission they note that “tens of millions in Af-
rica are affected by autism.” Tens of millions.

In that context, autism is a developmental disability pandemic.
It is largely under-recognized, underappreciated in its impact, and
under-resourced. Caring for individuals with autism often takes, as
we all know, a very high physical, emotional, and economic toll on
families and other caregivers. More severe forms of autism may
multiply many times the level and intensity of required care.

In developed countries, autism can overwhelm families, as their
lives become consumed with the considerable challenges of identi-
fying appropriate biomedical and psychosocial treatments, school-
ing, and other needed support systems for their autistic child or
children and eventually for an autistic adult.

In less developed countries, the situation is even more desperate.
Very often there are no resources outside of the family to help. And
rather than a diagnosis of developmental disorder, the child and
the family may face cultural stigma and discrimination, pushing
the family and the child further into isolation and desperation.

We all know that early interventions are effective in improving
the functionality of the child and that the positive outcomes from
early interventions can last throughout the life of the individual.
But very few children in Africa, for example, as well as in other
developing countries, have access to such interventions. Even in
more economically developed nations there are large disparities in
the quality of care. Concerted actions are required to overcome the
global challenges to effectively address autism and other develop-
mental disabilities. We need to continue to help increase awareness
of autism at all levels, and in all countries, to advocate for the in-
clusion of developmental disabilities in national and state health
policies to increase the availability of quality of services across a
continuum of care and across the life span, and to continue to sup-
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port scientific research that will lead to more effective treatments
and one day to effective strategies for prevention.

The benefits of international collaborations and cooperation are
multidirectional. In fact, I am looking forward to learn about
Northern Ireland’s Autism Act of 2011 from Arlene Cassidy, CEO
of Autism Northern Ireland. I am pleased we will have Ms. Cassidy
join us today, and she will be speaking to us very shortly. I and
the other congressional autism cochair, Mike Doyle, signed the
memorandum of understanding with the Northern Ireland Assem-
bly to share information to support common interests regarding au-
tism.

In addition to Tom McCool and Arlene Cassidy testifying today
will be Brigitte Kobenan, founder of the Autism Community of Af-
rica, and Dr. Andy Shih, vice president of scientific affairs for Au-
tism Speaks. We are all looking forward to hearing the valuable
perspectives that each of our witnesses brings to this discussion.
And although they are not here today, I would like to recognize the
Autism Society, who will testify at a later hearing, for their invalu-
able work in advocating on behalf of individuals with autism both
within the United States and in the international community.

I have been informed that Don Payne, who is our ranking mem-
ber, is en route, will be here hopefully within a half hour to an
hour. I guess he ran into some delays at Newark Airport. But he
will be here and we will be joined by other members as the hearing
progresses.

I would now like to ask our distinguished witnesses to come to
the witness table and I will begin with their introductions at this
point.

We will begin with Mr. Andy Shih, who is the vice president for
scientific affairs at Autism Speaks. Autism Speaks, as I think
many people know, is the Nation’s largest science and advocacy or-
ganization dedicated to funding research into the causes, preven-
tion, treatments, and cure for autism; increasing awareness of au-
tism spectrum disorders; and advocating for the needs of individ-
uals and their families. Mr. Shih works closely with members of
Autism Speaks’ board, scientific advisory committee, senior staff,
and volunteer leadership to develop and implement the organiza-
tion’s research program. He focuses on things that include genetics,
environmental sciences, and epidemiology. He also leads Autism
Speaks’ International scientific development efforts, including the
Global Autism Public Health Initiative, an international advocacy
effort that integrates awareness research and scientific develop-
ment.

I would note parenthetically, in 2005 and 2006, when the reau-
thorization was very much in limbo whether or not it would actu-
ally occur, Autism Speaks moved heaven and Earth to make sure
that that legislation was enacted. And I congratulate you on your
extraordinary advocacy. Senator Santorum’s bill, which did become
law, and which passed both the House and Senate, obviously, was
a great credit to your organization as to how well you helped to
bring that about. So I congratulate you.

We will then hear from Ms. Arlene Cassidy, who is the CEO of
Northern Ireland’s autism charity known as AutismNI. She has
specialized in autism spectrum disorders for 20 years and has pro-
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vided the research, service development, and strategic lead for
AutismNI, or Northern Ireland, in the development of an inter-
nationally acclaimed early intervention program for autism, includ-
ing a catalog of academic research and published journal articles.
She has also led the establishment of the charity as an accredited
training agency, as well as an effective agent for social change
through a community development and partnership ethos, which
has provided the foundation for the charity’s family support serv-
ices and an effective political lobby for a dedicated Northern Ire-
land Autism Act, which was signed into law in Northern Ireland.

We will then hear from Ms. Brigitte Kobenan, who was born in
Cote d’Ivoire and moved to the United States over a decade ago.
In 2004, Brigitte’s first child Vinny was diagnosed with an autism
spectrum disorder. Despite a well established life in DC, she and
her husband moved their family to Phoenix, Arizona, so their son
could receive the appropriate treatment for his condition. Vinny
subsequently improved and was able to live a much better life.
Back in Maryland, Brigitte founded the not-for-profit organization
Autism Community of Africa in 2008 to create a platform to share
her experience and help African families in need by providing them
with information and resources. Brigitte also represented Cote
d’Ivoire and was elected Mrs. Congeniality World 2008. This title
has given Brigitte a rare opportunity to speak around the world
about autism awareness in Africa. Thank you so much for being
here.

Then we will hear from Mr. Tom McCool, who is president of
Eden Autism Services, a New Jersey-based nonprofit organization
that works to improve the lives of children and adults with autism
and their families. Eden Autism Services provides a range of com-
munity-based services to meet specific needs throughout the life-
span. Mr. McCool is also founding commissioner of the National
Commission on Accreditation of Special Education Services and
founding member and current vice chair of the National Associa-
tion of Residential Providers of Adults With Autism. He served on
the Medical Investigation of Neurodevelopmental Disorders’ Insti-
tute Advisory Board. He currently is a member of the Autism Soci-
ety of America, and is serving as Treasurer of the National Associa-
tion of Private Special Education Centers. He is also the chairman
of the Board of Autism Services Group. I don’t know where he gets
the time.

Mr. Shih.

STATEMENT OF MR. ANDY SHIH, VICE PRESIDENT OF
SCIENTIFIC AFFAIRS, AUTISM SPEAKS

Mr. SHIH. Thank you, Congressman Smith and members of the
subcommittee, for this opportunity to share with you Autism
Speaks’ global perspective on autism. I am Andrew Shih, vice presi-
dent of scientific affairs at Autism Speaks, where I oversee the eti-
ology portfolio, including research in genetics, environmental
sciences, and epidemiology as well as lead our international sci-
entific development efforts. I am a molecular biologist by training
and have had the honor and pleasure of serving in the autism com-
munity for the past decade.
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As Congressman Smith mentioned, ASD transcends geographic,
economic, and cultural boundaries. Current scientific consensus is
that 67 million people, or about 1 percent of the world’s population,
is affected with some form of ASD, a prevalence that is higher than
AIDS, diabetes, and cancer combined. While there is currently no
known medical cure for autism, behavioral treatment programs can
be quite effective, particularly when diagnosis is made early and
subsequent interventions are begun. This growing recognition
around the need for better screening or treatment has led groups
such as the American Academy of Pediatrics to mandated autism
screening for all children between 18 and 24 months of age. The
success in improving care in both North America and Europe also
make it clear these approaches can be adapted and extended to
countries around the world.

Unfortunately, today, in most of the world, early autism diag-
nosis and intervention remain more an aspiration than reality. A
major barrier to improving the health and well-being of families
and individuals is the lack of expertise and capacity to diagnose
this disorder and deliver appropriate interventions. Without exper-
tise and capacity, solutions that improve the quality of life for indi-
viduals with ASD and their families remain out of touch. In many
countries, there is little awareness and simply no autism service
providers. As a result, affected children and families do not receive
proper care and support, and opportunities for a better outcome
and improved quality of life for the families are lost.

To address this global public health challenge, in 2008 Autism
Speaks launched the Global Autism Public Health Initiative, an
ambitious international advocacy effort to provide support to other
countries in order to enhance public and professional awareness of
autism and to increase capacity to enable early detection and inter-
vention as well as research.

Built around the core value, of sense of urgency, scientific excel-
lence, and the benefits to individual and families touched by au-
tism, Global Autism Public Health Initiative, or GAPH, provides
technical expertise and support to our partners to help realize their
vision of progress. We collaborate broadly and inclusively with
stakeholders at all levels, such as health and education ministers,
expert clinicians and scientists, as well as parents and families, be-
cause we recognize the development and implementation of mean-
ingful and sustainable program solutions require local leadership
and ownership.

GAPH’s strategies and content are continually informed by the
latest research in clinical and dissemination science. In addition,
experience we gained and the data we collected from GAPH pro-
grams will help us advance and refine autism science and inform
future policy and service development. Indeed, benefits from
GAPH-related activities are expected to reciprocal—with greater
international collaboration there will be new insights into causes,
including environmental factors, sociocultural influences on diag-
nosis and treatment, education, and service development—answers
that will help affected individuals and families the world over, in-
cluding those in the United States.

Autism Speaks currently supports GAPH-related activities in 23
countries on six continents, and these collaborations are already
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yielding impressive returns for our community both here and
abroad. We have assisted countries like Brazil, Mexico, and Qatar
in developing their own awareness campaigns and establishing re-
cent collaboration with U.S. scientists. We are supporting govern-
ments like Albania and Ireland in their review and development of
autism-related national health policies and programs. As an official
NGO partner of the WHO, we are working with Geneva and a
number of health ministries in Southeast Kurope and Southeast
Asia to develop and implement regional collaborative health net-
works focusing on awareness and training. In fact, Autism Speaks
and the WHO are collaborating with the Bangladesh Prime Min-
ister’s office as well as the Ministries of Health, Education and So-
cial Welfare to host an international conference this July in Dhaka
to officially launch GAPH-Bangladesh and to bring together like-
minded stakeholders from India, Thailand, Sri Lanka, Bhutan, and
Maldives to explore regional coordination and collaboration.

Finally, the recently published first ever autism prevalence study
in South Korea reported a stunning prevalence of 2.6 percent, with
many previously unidentified cases found in the mainstream
schools. In addition to the potential implications for environmental
sciences research, the differences between the case-finding method-
ology used in the Korean study and the one deployed by the CDC
to monitor prevalence in the U.S. raise important questions about
the robustness of our statistics, and if we are actually under-
estimating autism prevalence in these United States.

It is important to note that prevalence and other public data on
autism that can guide policy and services development is not avail-
able for most of the world. By one recent estimate, over 90 percent
of autism research is conducted on about 10 percent of the global
community. By supporting GAPH-related activities and research
like the Korean study worldwide, Autism Speaks is helping to
bridge that knowledge gap, to inform policies and development, en-
hance the evidence base and, as a result, narrow the service gap.

In South Africa, for example, we have funded a prevalence study
in a region where AIDS is endemic to help establish basic public
health statistics and explore the potential risk posed by a com-
promised immune system on brain development. Simultaneously,
we are working with stakeholders from that country, including gov-
ernment officials, to develop consensus community priorities that
will inform upcoming policy and program discussions with federal
agencies. It is worth noting that one of the recurring themes we
have encountered working with health officials in low resource
countries like those in Africa is how best to prioritize autism and
developmental disabilities when so many life-threatening diseases
or conditions such as AIDS, malaria, and malnutrition compete for
public health resources.

While we understand that perspective, we believe that such pub-
lic health policymaking is overly simplistic. As child mortality de-
creases, simple math predicts an increase in the number of chil-
dren with developmental disabilities. So instead of seeing mortality
and developmental disorders like autism as two distinct public
health challenges, they should be tackled as part of the same prob-
lem. Autism Speaks and our partners around the world believe
that by addressing autism and related disorders now, South Africa
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and other developing countries can get ahead of the curve, help
maximize outcomes for affected individuals and families, and mini-
mize long-term costs to society.

In conclusion, the unmet needs of the global autism community
mirror the daily challenges that are familiar to any individuals or
families in this country struggling with autism spectrum disorders.
By sharing our experience, expertise, and translating and adapting
current best practices into feasible and sustainable health solu-
tions, we believe we can make a difference in communities with
less know-how and resources. Just as important, we can also learn
valuable lessons from these collaborations that can help improve
the quality of life of our families here. But we need help. Our work
with WHO and other international partners have confirmed the
power of collaboration in accelerating progress and speedy deliver
of answers to our families. We welcome suggestions and rec-
ommendations about how perhaps we can work with other U.S.
Government agencies to further our global effort.

Thank you.

[The prepared statement of Mr. Shih follows:]



Andy Shih, PhD
VP Scientific Affairs
Autism Speaks

Hearing Date: May 31, 2011

House Committee on Foreign Affairs, Subcommittee on Africa, Global Health, and
Human Rights

Prepared Remarks

Thank you, Chairman Smith and members of the subcommittee for this opportunity to
share with you Autism Speaks’ global perspective on autism.

Tam Andy Shih, VP of Scientific Affairs at Autism Speaks, where I oversee the etiology
portfolio, including research in genetics, environmental sciences, and epidemiology, as
well as lead our international scientific development efforts. I am a molecular biologist
by training, and have had the honor and the pleasure of serving the autism community for
the past decade.

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder characterized by
deficits in social behavior and communication, and a restricted range of activities. Autism
symptoms vary by person from mild to severe. Some individuals have strong intellectual
and language abilities, whereas others are cognitively impaired and require life-long care.

ASD transcends geographic, economic and cultural boundaries. Current scientific
consensus is that 67 million people, or about 1% of the world’s population is affected
with some form of ASD—a prevalence that is higher than AIDS, diabetes, and cancer
combined.

While there is currently no known medical cure for autism, behavioral treatment
programs can be quite effective, particularly when the diagnosis is made early and
subsequent interventions are begun. This growing recognition around the need for better
screening with treatment has lead groups, such as the American Academy of Pediatrics,
to mandate autism screening for all children between 18 and 24 months of age. The
success in improving care in both North America and Europe also makes it clear that
these approaches can be adapted and extended to countries around the world.

Unfortunately, today, for most of the world, early autism diagnosis and intervention
remains more an aspiration than reality. A major barrier to improving the health and
wellbeing of individuals and families touched by autism is the lack of expertise and
capacity to diagnose the disorder and deliver appropriate interventions. Without expertise
and capacity, solutions that improve the quality of life for individuals with ASD and their
families remain out of reach. In many countries, there is little awareness and simply no
autism service providers. As a result, affected children and families do not receive proper
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care and support, and opportunities for a better outcome and improved quality of life for
the families are lost.

To address this global public health challenge, in 2008, Autism Speaks launched the
Global Autism Public Health Initiative (GAPH), an ambitious international advocacy
effort to provide support to other countries in order to enhance public and professional
awareness of autism, and to increase capacity to enable early detection and intervention
as well as research.

Built around the core values of a sense of urgency, scientific excellence, and benefits to
individuals and families touched by autism, GAPH provides technical expertise and
support to our partners to help realize their vision of progress. We collaborate broadly
and inclusively with stakeholders at all levels, such as health and education ministers,
expert clinicians and scientists, as well as parents and families, because we recognize the
development and implementation of meaningful and sustainable program solutions
require local leadership and ownership. GAPH strategies and content are continually
informed by the latest research in clinical and dissemination science. In addition, the
experience we gained and the data we collected from GAPH programs will help us
advance and refine autism science, and inform future policy and service development.
Indeed, benefits from GAPH-related activities are expected to be reciprocal—with
greater international collaboration there will be new insights into ASD causes, including
environmental factors, socio-cultural influences on diagnosis and treatment, education,
and service development, answers that will help affected individuals and families the
world over, including those in the United States.

Autism Speaks currently supports GAPH-related activities in 23 countries on 6
continents, and these collaborations are already yielding impressive returns for our
community both here and abroad. We have assisted countries like Brazil, Mexico, and
Qatar in developing their own awareness campaigns and establishing research
collaborations with US scientists. We are supporting governments like Albania and
Ireland in their review and development of autism-related national health policies and
programs. As an official NGO partner of the WHO, we are working with Geneva and a
number of health ministries in Southeast Europe and Southeast Asia to develop and
implement regional collaborative health networks focusing on awareness and training. In
fact, Autism Speaks and the WHO are collaborating with the Bangladesh Prime
Minister’s office, as well as Ministries of Health, Education, and Social welfare, to host
an international conference this July to officially launch GAPH-Bangladesh, and to bring
together likeminded stakeholders from India, Thailand, Sri Lanka, Bhutan, and Maldives
to explore regional coordination and collaboration. Finally, the recently published first
ever autism prevalence study in South Korea reported a stunning prevalence of 2.6%,
with many previously unidentified cases found in the mainstream schools. In addition to
the potential implications for environmental sciences research, the differences between
the case-finding methodology used in the Korean study and one deployed by the CDC to
monitor prevalence in the US raise important questions about the robustness of our
statistics, and if we are actually underestimating autism prevalence in these United States.
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Tt is important to note that prevalence and other public health data on autism that can
guide policy and services development is not available for most of the world. By one
recent estimate, over 90% of autism research is conducted on about 10% of the global
community. By supporting GAPH-related activities and research like the Korean study
worldwide, Autism Speaks is helping to bridge that knowledge gap, to inform policy and
development, enhance evidence-base, and as result, narrow the service gap.

In South Africa, for example, we’ve funded a prevalence study in a region where AIDS is
endemic, to help establish basic public health statistics and explore the potential risk
posed by a compromised immune system on brain development. Simultaneously, we are
working with stakeholders from that country, including government officials, to develop
consensus community priorities that will inform upcoming policy and program
discussions with federal agencies. It is worth noting that one of the recurring themes
we’ve encountered working with health officials in low resource countries like those in
Africa is how best to prioritize autism and developmental disabilities when so many life-
threatening diseases or conditions, such as AIDS, malaria, and malnutrition, compete for
limited public health resources.

While we understand that perspective, we believe such public health policy-making is
overly simplistic. As child mortality decreases, simple math predicts an increase in
number of children with developmental disabilities. So instead of seeing mortality and
developmental disorders like autism as two distinct public health challenges, they should
be tackled as parts of the same problem. Autism Speaks and our partners around the
world believe that by addressing autism and related disorders now, South Africa and
other developing countries can get ahead of the curve, help maximize outcomes for
affected individuals and families, and minimize long term costs to society.

In conclusion, the unmet needs of the global autism community mirror the daily
challenges that are familiar to any individual or family in this country struggling with
autism spectrum disorders. By sharing our experience, expertise, and translating and
adapting current best practices into feasible and sustainable health solutions, we believe
we can make a difference in communities with less knowhow and resources. Just as
important, we can also learn valuable lessons from these collaborations that can help
improve the quality of life of our families here. But we need help. Our work with WHO
and other international partners have confirmed the power of collaboration in accelerating
progress and speeding the delivery of answers to our families. We welcome suggestions
and recommendations about how perhaps we can work with other US government
agencies to further our global efforts. Thank you.
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Mr. SMITH. Dr. Shih, thank you very much for your testimony.
Again, thank you for the fine work Autism Speaks does not just
here in the U.S. but around the world.

I would like to now invite Arlene Cassidy, who is the

CEO of Autism Northern Ireland, if she could provide us with
her testimony. I would note she is speaking to us from the U.S.
consular office in Belfast, Northern Ireland.

Ms. Cassidy.

Ms. CaAssiDY. Good evening.

Mr. SMITH. Thank you for being here.

STATEMENT OF MS. ARLENE CASSIDY, CHIEF EXECUTIVE
OFFICER, AUTISM NI

[The following testimony was delivered via telephone.]

Ms. Cassipy. Thank you. Please let me begin by thanking Chair-
man Smith, Ranking Member Payne, and the members of the sub-
committee for the opportunity to appear before you this evening. I
hope that by the end of this evidence the subcommittee will look
beyond the relatively short history—20 years—of the autism move-
ment in our small country and recognize the huge steps taken over
the last 4 years to address the issue of inequality and the legacy
of neglect regarding service planning and funding that is our expe-
rience.

In my written evidence, which was submitted last week, I ref-
erenced in some detail the impact that the troubles had in stunting
the growth of social and economic development generally in North-
ern Ireland. Those decades of that particular civil conflict coincided
with the birth and spread of the global autism movement, but that
wave of autism awareness and knowledge passed us by.

The progress regarding post-conflict reconstruction of Northern
Ireland therefore has been a barometer of the fortunes of autism.
In the 1990s, knowledge about autism swept in and was absorbed
by families in the nonprofit sector, but government ownership was
absent. The subsequent decade has witnessed the fledgling efforts
of various government departments to plan strategically for autism
alonglside the establishment of the devolved Northern Ireland As-
sembly.

The question is: Are we going in the right direction? And yes,
this can be viewed as progress until one considers that planning
has been limited to single government departments such as Health.
Planning has not built upon the developments of the 1990s. In-
stead, the more proactive government role has resulted in existing
services being deconstructed and innovative local research ignored,
causing delay as new, untried models are set in place. Also, plan-
ning and liaison is more disconnected between the statutory sector
and the nonprofit sector than ever before.

The funding priority overall is still very low. Funding allocations
are based upon an outdated placement of ASD within the learning
disability budget. The result: ASD services are funded by money
taken from the learning disability budget feeding back into the lack
of services for people with ASD with an IQ score of 70 plus.

The campaign for the Autism Act NI 2011 began in homes across
Northern Ireland of families increasingly voicing their frustration
about how the lack of dialogue and planning across government de-
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partments was seriously impacting upon their lives as support
across the various life transitions, so challenging for individuals
with autism, failed and failed again.

The campaign for the Autism Act began in the hearts and minds
of parent activists increasingly aware that at the core of all the
flawed planning and absent funding was a fundamental inequality.
ASD was not recognized or clearly defined in disability legislation
in the United Kingdom, resulting in all decisions regarding service
and benefit entitlement that are based upon disability legislation
being open to interpretation, rejection, and inconsistency. This
campaign united families and nonprofit sector and public rep-
resentatives at a period in our political history when the art of lob-
bying political institutions was in its infancy and lobby agencies
were nonexistent. A democratic lobby of the people has been cre-
ated. So we made an impression—and we had to—because the sta-
tus quo was against us. Few public servants understood the need
for change and therefore they opposed it.

The campaign gained momentum in 2006, encouraged by devel-
opments in Wales, where the Welsh Assembly government invited
Autism Cymru, the autism society of Wales, to unite the public and
nonprofit sectors in planning for ASD across government depart-
ments. Within the U.K. and across the world the call for national
strategies and/or legislative social change was getting stronger. The
creation of the Celtic Nations Autism Partnership and the 2007
delegation to Washington, DC, to meet with the cochairs of the Au-
tism Caucus was part of that movement.

It was no accident therefore that the Autism Act is rooted in the
realities of our society. It is unique to our situation and encap-
sulates the aspirations of families here. Yet it is an example of one
mechanism that is available to many societies and in addressing
fundamental human rights and inequalities when the state is re-
sistant. And that is legislation.

There is little doubt that the changes brought by the Northern
Ireland Assembly regarding clarification of the definition of dis-
ability will reverberate across the other jurisdictions within the
U.K. And the Republic of Ireland. As the Autism Act (Northern Ire-
land) initiates legislative change beyond its own jurisdiction, what
a compliment to the journey we have traveled.

The next steps at home are crucial. As the Northern Ireland ex-
ecutive agrees the implementation phase for the Autism Act, we
must ensure that the lessons of the past are well learned and that
families living with autism are not disenfranchised again. There
has never been a budget or cost center for autism across govern-
ment departments because well, “Why budget for a condition that
doesn’t exist in Northern Ireland?” And when there is no data,
there is no problem. This will be the greatest challenge—finding
the budget, quantifying the need.

The Autism Act is our hope. Above all, it is evidence that we
have citizens with autism who can no longer be ignored.

Thank you.

[The prepared statement of Ms. Cassidy follows:]
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Evidence on the status of ASD in Northern Ireland.

Introduction:

The autism movement in Northern Ireland began in 1990 with the establishment of AutismNI,
in the midst of a prolonged period of civil conflict known as ‘The Troubles’ which left a well
documented legacy of under investment in social and economic infrastructure.

The global autism awareness movement and the establishment of the autism societies in
mainland UK and the Republic of Ireland in the 1960’s and 1970’s had had no impact.
Northern Ireland remained isolated. This reality combined with the general social impact of
the Troubles resulted in a deficit in strategic service development and expertise in ASD that
is still being addressed today.

AutismNI therefore became a magnet for concerned parents and committed professionals
from across all sectors as a source of support, information and as a catalyst for change.
Many of AutismNI's achievements since have therefore been the result of innovative
partnerships, across health, social care and education which have been driven by committed
pioneers.

AutismNI reached out to autism experts in North Carolina, New York and the UK and as a
consequence significant progress was made in the specific areas of assessment, diagnosis
and early intervention underpinned by an active research partnership with the University of
Ulster. AutismNI assumed a training accreditation and family support function, developing a
family support network of 30 branches (or chapters) across the region as well as
international links across the globe.

There has been an absence of government ownership and leadership regarding autism until
quite recently. The result has been a real lack of strategic planning and resourcing of autism
services across Northern Ireland.

The opportunity to address this deficit came with the end of Direct Rule from London and the
introduction of devolved government to Northern Ireland with the setting up of the Northern
Ireland Assembly.

The Current Need:

In 2010, AutismNI produced two research reports (“The Hidden Community” and “Is Anyone
Listening”) into the pressures experienced by families 'living with autism’. The following
statistics are taken from those reports:-

* 80% of mothers contacted were experiencing high levels of anxiety through to 50%
who are on long term anti-depressant medication.
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e 64% of adults with ASD live at home, 13% live on their own, and 25% are financially
independent.

e 57% of adults with ASD had suffered depression, 65% anxiety and 34% mental
health problems as a result of lack of support.

In 2010, in evidence submitted to the NI Assembly Health Committee, AutismNI noted that
despite a 500% increase in the numbers of school age children between 2001 and 2009,
financial investment within health and social care had increased by only 100%:-

« Department of Education figures estimate 5000 school age children with ASD in
2009. The figure was 900 in 2002.

« In addition, Department of Health figures indicate a prevalence rise from 1:100 to
1:60 within the past 3 yrs.

The Current Provision:

In 2002, as a result of recommendations made within the Task Group on Autism Report, the
Department of Education established a regional team of advisors and educational
psychologists as well as the Middletown Centre for autism to support pupils with ASD.

This report was designed to trigger comparable investment from and joint planning with the
Department of Health but failed to do so. One impact has been the under utilisation of the
Middletown Centre resulting in an extremely negative report from the NI Audit Office
regarding value for money measures.

In 2008, the Department of Health and Social Care, began the implementation of an ASD
Strategy that includes engagement across all sectors. At the same time, the Department of
Education announced a separate ASD strategy would be undertaken within their
department.

Other government sectors have engaged with ‘the autism issue’ on a project by project basis
which is frequently initiated by the voluntary sector. Examples include partnerships with the
Department of Employment and Lifelong Education regarding EU or Lottery funded social
enterprise and supported employment schemes.

There are a growing number of supported living/residential services for adults with ASD but
these are largely crisis rather than strategic developments. Yet again the voluntary (non
profit) sector is the key initiator.

The private sector has failed to establish itself in the provision of ASD services in Northern
Ireland. This is largely the result of the under investment in terms of recognition of ASD as
well as lack of funding and strategic planning by the statutory (public) sector.
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New Innovative Developments in Northern Ireland:

It can be argued that the above catalogue of activity fits neatly under this title. However there
is a huge opportunity opening up before us that has the potential, if carefully managed, of
putting the last 9years of government interest in ASD in the shade.

The Autism Act (NI) 2011 now commits the Northern Ireland government to the
establishment of a cross department strategy for ASD and with this, the legislation also,
registers autism under disability legislation protection for the first time. The equality and
human rights issue addressed at |last to ensure ASD is recognised and on the government
agenda for change alongside other conditions. “Autism has come in from the cold”(Dominic
Bradley MLA during the final Assembly debate on the then Autism Bill )

The Autism Act is truly significant for Northern Ireland in addressing the historic lack of
strategic cohesion but is also a beacon for the wider global ASD community because it.........

* isthe result of a 5 year lobby partnership led by Autism NI working with the All Party
Group on Autism (APGA) at the NI Assembly and supported by the wider Autism
community across NI.

« supersedes the English Autism Act (2010) as the most comprehensive and
progressive legislation for Autism across the UK and Ireland.

* is equality and rights based, bringing entitiements for people with Autism into line
with the rest of the disability sector.

+ s the first legislation binding all government departments to plan, cooperate and
implement an agreed strategy and services for individuals with a disability.

+ sets in place a system of scrutiny and accountability that is overseen by the NI
Assembly.

The impact for families can be significant because the Act will.......

« by implementing changes to DDA, impact with the removal of the IQ score of 70+ as
a barrier to accessing services.

* by implementing changes to DDA, clarify the legal basis for discrimination cases
regarding Autism in the areas of, for example, employment and benefit entitlement.

* by implementing changes to DDA and creating an Autism awareness campaign,
improve public knowledge and understanding of the condition, potentially reducing
isolation felt by families living with Autism in their local communities.

* bring a legal basis for the recognition of Autism and an end to the denial of the
condition by certain professions.

« require all government departments to plan together for Autism for the first time ever.
The government strategy will mean that some government departments will be
contributing to Autism services for the first time.
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Key Influencers:

In the introduction to this evidence there was an acknowledgment of the establishment of
devolved government to Northern Ireland and across the United Kingdom.

Within the ASD voluntary (non profit) sector this has seen the emergence of a greater sense
of national identity, common purpose and cooperation as is witnessed by the work of the
Celtic Nations Autism Partnership (CNAP) www celticnationsautism.eu.

In 2008, the achievement of Autism Cymru and the Welsh Assembly Government in working
together to implement a national ASD strategy inspired AutismNI to campaign for similar
cohesive cross sector planning for Northern Ireland.

In 2007, assisted by the NI Bureau and the Autism Society of America (ASA), a cross
community delegation of NI Assembly political representatives (led by CNAP) met with
Congressman Smith and Congressman Doyle (as Co-Chairs of the US Congressional
Autism Caucus) and the final piece of the jigsaw fell into place as the role of legislation to
effect social change for ASD impacted upon the Northern Ireland delegation.

With the signing of the ASD Memorandum of Understanding (MOU) between Congressional
and NI Assembly Representatives, began an affinity which was made tangible by the
immediate establishment of the All Party Group on Autism (APGA) at the NI Assembly and
the ongoing desire to bring the full aspiration of the MOU to fruition.

AutismNI has maintained its liaison role between the ASD community, the APGA and CNAP
to inform and empower the campaign for the recognition and establishment of equality and
human rights for individuals with ASD in our community. This is now embodied in the
aspirations attached to our fledgling legislation.....the Autism Act (NI) 2011.

It therefore is a great source of pride to us that the example of this achievement (set within
the unique context of Northern Ireland’s history) is beginning to influence discussion in
Wales, Scotland and the Republic of Ireland over the precedent set by the NI Assembly to
address inequalities within UK disability legislation.

Arlene Cassidy www.autismni.org

CEO — AutismNI 27" May 2011
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The Political Viewpoint re ASD:
Extracts from Party Manifestos - NI Assembly Election 2011

DUP:

SDLP:

“Conduct a value for money review of the Autism Centre at Middletown.

Overhaul the Regional Autistic Spectrum Disorders Network and speedup diagnosis
and intervention for autism.

Further improve the processing system to take greater account of, and show more

sensitivity to, the difficulties experienced by people with conditions such as autism”.

“SDLP MLA Dominic Bradley brought an Autism Bill through the Assembly. This
legislation will ensure government plans holistically and realistically for the future
needs of people with autism, their families and carers. We made sure that all parties
signed up to the SDLP’s Autism Act. This groundbreaking piece of legislation will
ensure that people with autism, their families and carers now have access to the full
range of services they require throughout the course of their lives. We will support
the new developments in safeguarding children and encourage Trusts to continue
developing family support services for children in need. In particular, we will
emphasise the continuing necessity for respite care for children with learning needs

and children with autism”.

Alliance:

“The Alliance Party supports the Autism Act. The views of people with autism and
their carers should influence policy across all departments. The full range of
appropriate services and easy access to mainstream services should be available in
a timely on-going manner. Awareness training for staff and the public in all settings
and earlier detection, intervention and support would enhance the experience of
people with autism and their carers. Agreed referral and care pathways are required
including seamless transition between child and adolescent mental health and adult
mental health services. Support systems for parents, families and other carers are

crucial including resourcing for parent groups”.
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Historic Commitment:
Final Assembly Debate on the Autism Bill (March 2011)

DUP:

*« “We are proud that the DUP have supported the Autism Bill (NI) from the outset and
are delighted that all major parties saw how morally right this was.” Jonathan Craig
MLA, lan McCrea MLA and Alex Easton MLA

Sinn Fein:

« “Sinn Fein welcomes this Bill reaching the final stage of the process. It will create a
legislative framework to develop a strategy for those on the Autism spectrum who
have previously fallen between two stools. ” Michelle O’Neill MLA

SDLP:

+ “The Autism Act (NI) 2011 now supersedes the ‘adult services only’ focus of the
Autism Act (England) 2010 and becomes the most comprehensive and equality
based law for Autism across the UK and Ireland. The NI Assembly has truly come of
age in having the vision to identify and address a longstanding gap in our disability
sector.” Dominic Bradley MLA

Alliance:

+ “This is a vital first step but families need to know their new rights under the law and
the real impact this will have. This battle was not won overnight and it was waged
against massive ignorance and reluctance to recognise Autism. The work to activate
the potential of this new law will be just as vital and | have no doubt that Autism NI,
once more, will be at the forefront in ensuring that people with Autism in Northern
Ireland and their families no longer get second rate consideration. They are to he

congratulated for their selfless work on this new law.” Kieran McCarthy MLA
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Mr. SMITH. Ms. Cassidy, thank you so much. If you could hang
on for a few moments perhaps to answer some questions. I want
to again thank you for the work that you have done with the All-
Party Caucus, which works so closely with our own caucus here.
The more we collaborate, share best practices, and learn from your
new Autism Act of Northern Ireland 2011, the better. We can all
borrow best practices and hopefully put them into law and policies.
So thank you so very much.

I would like to now ask Ms. Kobenan if you would proceed.

STATEMENT OF MS. BRIGITTE KOBENAN, FOUNDER, AUTISM
COMMUNITY OF AFRICA

Ms. KOBENAN. Thank you, Congressman Smith and members of
the subcommittee, for the opportunity to share with you my experi-
ence in dealing with autism in Africa.

My name is Brigitte Kobenan, founder of the Autism Community
of Africa and a mother of a child with autism. In 2007, after being
invited on the Voice of America television to talk about autism in
Africa, I was contacted by a young lady from Nigeria. She was ask-
ing for help because she recognized the symptoms of autism that
I had talked about on the show and she was convinced that her
brother has autism. But she was more alarmed by the treatment
that he was receiving. He was tied on a tree and beaten with a
stick to “chase the evil out of him.”

A lady from Cote d’Ivoire contacted me because her sister was on
the verge of depression. Her niece had a severe case of autism, but
had no help. With the cultural stigma labeling her daughter as a
bad omen and the constant challenge and lack of sleep in raising
her daughter, the mother ended up in a mental institution.

Another concerned sister from Atlanta, Georgia, contacted me be-
cause her sister in Ethiopia was exhausted. Her sister was looking
for something, anything, that could help her deal with her daugh-
ter’s autism condition. We can say with caution that through the
years, the awareness for diseases like HIV/AIDS, malaria, and mal-
nutrition has reached a great deal of maturity in Africa and around
the world compared to autism.

A Minister of Health in an African country, which I will not
name for privacy, once told me, “What is autism anyway? Why
don’t you do malaria? Everybody knows malaria.” My point exactly.
Everybody knows malaria.

Not to minimize these issues in any way, but what do we do after
children are feeling better from malaria, malnutrition, or receive
treatment for AIDS, but still have autism?

In Africa, children with autism are a burden for most families in
society due to the lack of awareness, education, and proper treat-
ment. They need to be given the necessary tools to care for them-
selves. Autism can be treated. My son is living proof. Vinny was
nonverbal until the age of four. After receiving his diagnosis, my
husband and I, as the Congressman said earlier, began an uphill
battle. We moved to Phoenix and we began an uphill battle that
every family with autism faces. It was hard, frustrating, and some-
times brutal. But we had to stay calm and keep going because we
knew that our failure as parents was not an option. Vinny was
lucky enough to be born in the United States of America, where he
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was able to get the treatment that he needs. The infrastructures
are there, so we as his parents had no excuse to fail him.

Today, at 11 years old, even though he is a little different from
his peers, Vinny is self-sufficient and he is in mainstream school.
He is doing well, according to his IEP, Individual Education Plan.
Sometimes during our conversations he gives me the magic phrase,
“Mom, you just don’t understand,” complete with the attitude to go
with it. I smile and give thanks to God for living in this great coun-
try. But my joy is bittersweet because I think about all the children
and families with autism in Africa, and I shed a tear.

These children in Africa are not so lucky. There are no infra-
structures to help them. Doctors don’t have the equipment nec-
essary to diagnose the problem and there is no follow-up program.
As of now, a few NGOs in countries like Nigeria, Cameroon, South
Africa, and Ghana, are struggling to take on the challenge. These
NGOs were created mostly by parents who were frustrated by the
lack of infrastructure to help their children. But they are faced
with a variety of challenges—lack of funds, lack of support from
the government, fear from families to show their evil child with au-
tism, et cetera. A mother told me once, “If I show my son to you,
what are you going to do for him?”

And this is the reality on the field. These kids are hidden. Par-
ents are afraid to show their children with autism because they
know that there is nothing that can be done for them. They think
that they will just expose the child for nothing. They do not have
any hope. They do not feel protected. And I think that the local
government, by collaborating with NGOs and families, will help
bring them a sense of security.

Throughout my work and experience with ACA, I had the oppor-
tunity to meet many families with children with autism as well as
decision-makers in the United States and around the world. One
of the main obstacles I observed with regards to the Africa con-
tinent is the lack of political will. For any program to be successful,
leadership and ownership is required, among other things. But the
majority of the leaders and stakeholders on the local level in Africa
are either misinformed or just not interested in the subject. Again,
to think that a Minister of Health asked me the question, “What
is autism anyway?” Just imagine the level of knowledge among the
population.

One other great challenge is poverty. Many families do not have
the means to see a doctor, let alone care for a child with special
needs. And for those who can afford it, well, there are no resources.
Hence, the importance of autism awareness campaigns in Africa, as
well as care.

Thank you.

[The prepared statement of Ms. Kobenan follows:]
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Founder
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House Committee on Foreign Affairs, Subcommittee on Africa, Global Health, and Human
Rights.

Prepared Remarks

Thank you, Chairman Smith and members of the subcommittee for the opportunity to share with
you my experience in dealing with Autism in Africa.

I am Brigitte Kobenan, founder of the Autism Community of Africa and a mother with a child
with autism. In 2007, after being invited on the Voice of America Television-VOA- to talk about
autism in Africa, I was contacted by a young lady from Nigeria. She was asking for help because
she recognized the symptoms of autism that I had talked about on the show and was convinced
that her brother has autism. But she was more alarmed by the treatment that he was receiving: He
was tied on a tree and beaten with a stick to “chase the evil out of him”|

A lady from Céte d’lvoire contacted me because her sister was on the verge of depression. Her
niece had a severe case of autism but had no help. With the cultural stigma labeling her daughter
as a bad omen, and the constant challenge and lack of sleep in raising her daughter, the mother
ended up in a mental institution.

Another concerned sister from Atlanta GA contacted me because her sister in Ethiopia was
exhausted. Her sister was looking for something, anything that could help her deal with her
daughter’s autism condition.

We can say with caution that through the years, the awareness for diseases like HIV/AIDS,
Malaria, and malnutrition has reached a great deal of maturity in Africa and around the world
compared to Autism.

A minister of health in an African country-which I will not named for privacy- once told me:
“what is autism anyway? Why don’t you do Malaria; everybody knows Malaria”.

My point exactly! Everybody knows Malaria!

Not to minimize these issues in anyway, but what do we do after children are feeling better from
Malaria, malnutrition or receive treatment for AIDS, but still have autism?

In Africa, Children with autism are a burden for most families and societies due to the lack of
awareness, education and proper treatment. They need to be given the necessary tools to care for
themselves. Autism can be treated. My son Vinny is a living proof. Vinny was non-verbal until
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the age of four. After receiving his diagnosis, my husband and I began the uphill battle that every
family with autism faces. It was hard, frustrating and sometimes brutal. But we had to stay calm
and keep going because we knew that our failure as parents was not an option. Vinny was lucky
enough to be born in the United States of America where he is able to get the treatment that he
needs. The infrastructures are there so we, as his parents, had no excuse to fail him.

Today, at eleven years-old, even though he is a little “different” from his peers, Vinny is self
sufficient and in mainstream school. He is doing well according to his TEP-Individual Education
Plan. Sometimes during our conversations, he gives me the magic phrase “mom you just don’t
understand” complete with the attitude to go with it! I smile and give thanks to God for living in
this great country. But my joy is bitter sweet because I think about all the children and families
with autism in Africa and | shed a tear.

These children in Africa are not as lucky. There are no infrastructures to help them. Doctors
don’t have the equipment necessary to diagnose the problem and there is no follow up programs.
As of now, a few NGOs in countries like Nigeria, Cameroun, South Africa and Ghana are
struggling to take on the challenge. These NGOs were created mostly by parents who were
frustrated by the lack of infrastructures to help their children. But they are faced with a variety of
challenges: lack of funds, lack of support from the government, fear 