THE FUTURE CHALLENGES OF AUTISM: A SURVEY
OF THE ONGOING INITIATIVES IN THE
FEDERAL GOVERNMENT TO ADDRESS THE EPI-
DEMIC

HEARING

BEFORE THE
SUBCOMMITTEE ON HUMAN RIGHTS AND
WELLNESS

OF THE

COMMITTEE ON
GOVERNMENT REFORM

HOUSE OF REPRESENTATIVES

ONE HUNDRED EIGHTH CONGRESS

FIRST SESSION

NOVEMBER 20, 2003

Serial No. 108-125

Printed for the use of the Committee on Government Reform

&R

Available via the World Wide Web: http:/www.gpo.gov/congress/house
http://www.house.gov/reform

U.S. GOVERNMENT PRINTING OFFICE
92-727 PDF WASHINGTON : 2004

For sale by the Superintendent of Documents, U.S. Government Printing Office
Internet: bookstore.gpo.gov Phone: toll free (866) 512—-1800; DC area (202) 512—-1800
Fax: (202) 512-2250 Mail: Stop SSOP, Washington, DC 20402-0001



COMMITTEE ON GOVERNMENT REFORM
TOM DAVIS, Virginia, Chairman

DAN BURTON, Indiana
CHRISTOPHER SHAYS, Connecticut
ILEANA ROS-LEHTINEN, Florida
JOHN M. McHUGH, New York
JOHN L. MICA, Florida

MARK E. SOUDER, Indiana
STEVEN C. LATOURETTE, Ohio
DOUG OSE, California

RON LEWIS, Kentucky

JO ANN DAVIS, Virginia

TODD RUSSELL PLATTS, Pennsylvania
CHRIS CANNON, Utah

ADAM H. PUTNAM, Florida
EDWARD L. SCHROCK, Virginia
JOHN J. DUNCAN, JR., Tennessee
JOHN SULLIVAN, Oklahoma
NATHAN DEAL, Georgia

CANDICE S. MILLER, Michigan
TIM MURPHY, Pennsylvania
MICHAEL R. TURNER, Ohio

JOHN R. CARTER, Texas

WILLIAM J. JANKLOW, South Dakota
MARSHA BLACKBURN, Tennessee

HENRY A. WAXMAN, California

TOM LANTOS, California

MAJOR R. OWENS, New York

EDOLPHUS TOWNS, New York

PAUL E. KANJORSKI, Pennsylvania

CAROLYN B. MALONEY, New York

ELIJAH E. CUMMINGS, Maryland

DENNIS J. KUCINICH, Ohio

DANNY K. DAVIS, Illinois

JOHN F. TIERNEY, Massachusetts

WM. LACY CLAY, Missouri

DIANE E. WATSON, California

STEPHEN F. LYNCH, Massachusetts

CHRIS VAN HOLLEN, Maryland

LINDA T. SANCHEZ, California

C.A. “DUTCH” RUPPERSBERGER, Maryland

ELEANOR HOLMES NORTON, District of
Columbia

JIM COOPER, Tennessee

CHRIS BELL, Texas

BERNARD SANDERS, Vermont
(Independent)

PETER SIRH, Staff Director
MELISSA WOJCIAK, Deputy Staff Director
ROB BORDEN, Parliamentarian
TERESA AUSTIN, Chief Clerk
PHiLIP M. SCHILIRO, Minority Staff Director

SUBCOMMITTEE ON HUMAN RIGHTS AND WELLNESS
DAN BURTON, Indiana, Chairman

CHRIS CANNON, Utah
CHRISTOPHER SHAYS, Connecticut
ILEANA ROS-LEHTINEN, Florida

DIANE E. WATSON, California

BERNARD SANDERS, Vermont
(Independent)

ELIJAH E. CUMMINGS, Maryland

Ex OrFICIO

TOM DAVIS, Virginia

HENRY A. WAXMAN, California

MARK WALKER, Chief of Staff
MINDI WALKER, Professional Staff Member
DANIELLE PERRAUT, Clerk
RICHARD BUTCHER, Minority Counsel

1)



CONTENTS

Hearing held on November 20, 2003 ..........ccccoeeiiiiriieniienieeiiesie et sve e
Statement of:

Schwartz, Ilene, Director, Center for Training Personnel to Provide Evi-
dence-Based Educational Services to Students with Autism Spectrum
Disorders, representing U.S. Department of Education Initiatives; Rick
Rollens, co-founder, MIND Institute, University of California Davis;
Dr. Stephen Edelson, director, Edelson Center for Environmental and
Preventative Medicine; and Colleen Pettinati, mother of two autistic
CHILAYEN ..ttt

van Dyck, Dr. Peter, Associate Administrator, Office of Maternal and
Child Health Bureau, Health Resources and Services Administration,
U.S. Department of Health and Human Services ........cccocveeecveeeenreeennnenn.

Letters, statements, etc., submitted for the record by:

Burton, Hon. Dan, a Representative in Congress from the State of Indi-
ana, prepared statement Of ..........cccceeeeviiieeiiieciiieeeee e

Schwartz, Ilene, Director, Center for Training Personnel to Provide Evi-
dence-Based Educational Services to Students with Autism Spectrum
Disorders, representing U.S. Department of Education Initiatives, pre-
pared statement of ..........c.ccoiiiiiiiiiiiie e

van Dyck, Dr. Peter, Associate Administrator, Office of Maternal and
Child Health Bureau, Health Resources and Services Administration,
prepared Statement Of ............ccoocieriiieiieniiieie e

Watson, Hon. Diane E., a Representative in Congress from the State
of California, prepared statement of ..........cc.cccccviieeiiiieeciieecieeecee e,

(I1D)

29

12
50






THE FUTURE CHALLENGES OF AUTISM: A
SURVEY OF THE ONGOING INITIATIVES IN
THE FEDERAL GOVERNMENT TO ADDRESS
THE EPIDEMIC

THURSDAY, NOVEMBER 20, 2003

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON HUMAN RIGHTS AND WELLNESS,
COMMITTEE ON GOVERNMENT REFORM,
Washington, DC.

The subcommittee met, pursuant to notice, at 2:35 p.m., in room
2154, Rayburn House Office Building, Hon. Dan Burton (chairman
of the subcommittee) presiding.

Present: Representative Burton.

Staff present: Mark Walker, chief of staff; Mindi Walker and
Brian Fauls, professional staff members; Nick Mutton, press sec-
retary; Danielle Perraut, clerk; Richard Butcher, minority counsel,;
and Jean Gosa, minority assistant clerk.

Mr. BURTON. Good afternoon. A quorum being present, the Sub-
committee on Human Rights and Wellness will come to order.

And I ask unanimous consent that all Members’ and witnesses’
written and opening statements be included in the record. And
without objection, so ordered.

I ask unanimous consent that all articles, exhibits and extra-
neous or tabular material be included in the record. Without objec-
tion, so ordered.

In the event that other Members attend the hearing, I ask unani-
mous consent that they be permitted to serve as members of the
subcommittee for today’s hearing. Without objection, so ordered.

The subcommittee is convening today to further examine in-
creases in the occurrences of autism in the United States and to
discuss the ways in which the Federal Government is providing
services and financial assistance to autistic individuals and their
families, and to learn more about their plans to deal with this
growing epidemic in the future.

I was very pleased yesterday that we had the first autism con-
ference. A lot of the information that Dr. Weldon and I and others
gave to the conference I hope will be taken to heart by the sci-
entists who are working on this issue. Hopefully we will be able to
get some things accomplished that we have been working on for a
long time.

And I think Secretary Thompson should be congratulated, as
well as the President, for finally beginning to move on this.

o))
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About 15 years ago, autism was considered a rare disease, affect-
ing about 1 in 10,000 children. Now, it is about 1 in 150 to 200.
It is the third most common developmental disability that children
face, even more prevalent than things such as Down’s Syndrome
and other childhood cancers.

According to a study released earlier this year by the California
Department of Developmental Services, it was reported that the
number of cases of autism in that State more than doubled since
1998 to December 2002. It went from about 10,000 to over 20,000.
This explosive rate in the growth in autism in not merely being ob-
served in California, but throughout the country.

Today it is reported that there is more than 1%z million individ-
uals in this Nation that are afflicted with autism, and that the inci-
dent rates of these disorders continue to increase. They estimate
that in the not too distant future we can see 4 million children af-
fected. And the long-term ramifications of that from a cost stand-
point is unbelievable, and our taxpayers will have to pay for that.

That is why I initiated an in-depth investigation into the autism
epidemic over 4 years ago when I was chairman of the full commit-
tee. That initial investigation led to several committee hearings, bi-
partisan legislative proposals, and educational congressional brief-
ings on autism for Members and their staffs.

In addition, various Federal agencies in the United States have
also rightfully begun to acknowledge the present and future public
health implications of the autism epidemic, and they are currently
conducting and funding research into the causation and frequency
of these disorders.

In an effort to better coordinate the efforts of the U.S. health
agencies in response to autism, the Children’s Health Act of 2000
established an Interagency Autism Coordinating Committee. The
committee’s primary mission is to facilitate the efficient and effec-
tive exchange of information on autism activities among the mem-
ber agencies and to better coordinate their autism-related pro-
grams and initiatives.

Today, approximately $10 billion a year is spent on these Federal
projects relating to autism, including research, training for the
teachers of the autistic individuals, and financial assistance to help
families with the great financial burdens associated with caring for
family members afflicted with an autism spectrum disorder.

If the upward trends of autism continue, the budgetary impact
could increase 40 times to over $400 billion per year by the year
2(])0113, and that is something we can’t let happen if it is at all pos-
sible.

Today the subcommittee has the privilege of hearing from the
Honorable Peter van Dyck, the Associate Administrator from the
Office of Health Resources and Services Administration at the U.S.
Department of Health and Human Services, who is going to be tes-
tifying on the current programs and financial assistance that his
office 1s providing to help families with autistic individuals.

I would also like to know, Mr. van Dyck, if you need more, how
much more you need in order to do what has to be done, and we
will see if we can’t take your recommendations to the appropria-
tions committee to get the money you need, because we want to
make sure that we get to the bottom of this as quickly as possible.
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In 2001, President Bush signed or pledged to leave no child be-
hind, promising that every child in American should have the op-
portunity to receive a first-rate education. In an effort to fulfill his
promise, the U.S. Department of Education is currently testing pro-
grams that would help to better train teachers who educate chil-
dren with autism.

Ms. Ilene Schwartz, Director of the Training Center to Provide
Evidence-based Educational Services to Students with Autism
Spectrum Disorders, is here today to explain these exciting new
educational initiatives.

In addition to these Federal initiatives in response to the autism
epidemic, there are several nongovernmental and private institu-
tions providing treatments that have been shown to improve the
health and well being of autistic children.

Mr. Rick Rollens, co-founder of the MIND Institute at the Uni-
versity of California Davis, and Dr. Stephen Edelson, director of
the Edelson Center for Environmental and Preventative Medicine,
are going to testify before the subcommittee today to explain the
therapies that their institutions have found to be of great useful-
ness in helping children with autism.

I firmly believe that if we do not take immediate steps to reverse
the ever-increasing trend of growth in autism cases, we are going
to be passing on a tremendous burden of responsibility in caring
and providing for the autistic community to the future generations
of America, and that is simply not acceptable.

It is my sincere hope that the Federal Government and inde-
pendent researchers will find new and exciting ways to work to-
gether to once and for all find the root cause of the autism spec-
trum disorders, and to prevent this epidemic from harming more
children.

There are two things that we really need to work on, and those
who are here today I know are concerned as well about these
issues. So I would like to mention those to you. We need to make
sure that the program that is supposed to fund special education
for children needs to be fully funded.

Right now we fund it at about 20 percent. We are supposed to
be funding that at the Federal level of 40 percent. So I think we
ought to contact all of our Representatives and Senators and tell
them that needs to be increased, because the schools around this
country, and I have experienced this with my grandson, the schools
around this country are really strapped for cash as far as special
ed teachers are concerned. And so we need to try to get more
money into that fund so that the States, when they get the money,
can filter it down to the local schools and communities, the moneys
that are necessary to do that.

And like a lot of my colleagues, I forgot what my second is, but
I will think of it during the meeting.

[The prepared statement of Hon. Dan Burton follows:]
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Opening Statement of Chairman Dan Burton
Subcommittee on Human Rights & Wellness Hearing
“The Future Challenges of Autism: A Survey of the Ongoing
Initiatives in the Federal Government to Address the Epidemic.”

November 20, 2003

The Subcommittee is convening today to further examine increases in the
occurrences of autism in the United States, and to discuss the ways in which the Federal
government is providing services and financial assistance to autistic individuals and their
families today, and to learn more about their plans to deal with this growing epidemic in
the future.

Only 15 years ago, Autism was considered a relatively rare disease, affecting
roughly 1 in 10,000 children. Since then, the growing rates of Autism are reaching epic
proportions in this country.

Currently, conservative estimates of Autism rates in the United States indicate
that 1 in every 500 children are afflicted with these various spectrum disorders, while
scientific studies reported in the Journal of the American Medical Association have
observed Autism rates of 1 in every 150 children, and the problem just continues to
escalate. In fact, Autism has now become the third most common developmental
disability — even more prevalent than Down’s syndrome and childhood cancers.

According to a study released earlier this year by the California Department of

Developmental Services (DDS) it was reported that the number of cases of Autism in the
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State increased from 10,377 cases in 1998 to 20,377 cases by December 2002. That
means the caseload in California alone nearly doubled in a little more than 4 years!

This explosive growth in rates of autism has not merely been observed in
California, but in States all across the country, and shows no sign of slowing down.

Today, it is reported that there are more than 1.5 million individuals in this Nation
afflicted with Autism, and if the incidence rates of these disorders continue to increase, it
is conceivable that the number of autistic children in America could reach 4 million in the
next decade!

That is why I initiated an in-depth investigation into the Autism epidemic over
four years ago during my tenure as Chairman of the Full Committee on Government
Reform here in the U.S. House of Representatives. That initial investigation led to
several Committee hearings, bi-partisan legislative proposals, and educational
Congressional briefings on Autism for Members and staff.

In addition, various Federal agencies in the United States have also rightfully
begun to acknowledge the present and future public health implications of the autism
epidemic, and are currently conducting and funding research into the causation and
frequency of these disorders.

In an effort to better coordinate the efforts of the United States health agencies in
response to Autism, the ‘Children’s Health Act of 2000 (Public Law 106-310)’
established an Interagency Autism Coordinating Committee (IACC). The Committee's
primary mission is to facilitate the efficient and effective exchange of information on
autism activities among the member agencies, and to better coordinate their autism-

related programs and initiatives.
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Today, approximately $10 Billion a year is spent on these Federal projects related
to Autism, including research, training for the teachers of Autistic individuals, and
financial assistance to help families with the great financial burdens associated with
caring for family members afflicted with an Autism Spectrum Disorder, and if the
upward trends of Autism continue, budgetary impact could increase 40-fold to over $400
Billion in Federal monies spent per year by 2013,

Today, the Subcommittee has the privilege of hearing from The Honorable Peter
Van Dyck, Associate Administrator from the Office of Health Resources and Services
Administration (HRSA) at the U.S. Department of Health and Human Services, who will
be testifying on the current programs and financial assistance that his office is providing
to help families with Autistic individuals.

In 2001, President Bush pledged to “leave no child behind”, promising that every
child in America should have the opportunity to receive a first-rate education. In an
effort to fulfill this promise, the U.S. Department of Education is currently testing
programs that would help to better train teachers who educate children with Autism. Ms.
Tlene Schwartz, Director of the Center for Training Personnel to Provide Evidence-based
Educational Services to Students with Autism Spectrum Disorders, is here today to
explain these exciting educational initiatives.

In addition to these Federal initiatives in response to the Autism epidemic, there
are several non-governmental and private institutions providing treatments that have been
shown to improve the health and well-being of autistic children. Mr. Rick Roliens, Co-
Founder of the M.LN.D. Institute at the University of California-Davis, and Dr. Stephen

Edelson, Director of the Edelson Center for Environmental and Preventative Medicine,
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will testify before the Subcommittee today to explain the therapies that their institutions
have found to be of great usefulness in treating children with Autism.

I firmly believe that if we do not take immediate steps to reverse the ever-
increasing trend of growth in autism cases, we will be passing on a tremendous burden of
responsibility in caring and providing for the autistic community to future generations of
Americans. That is simply not acceptable.

It is my sincere hope that the Federal government and independent researchers
will find new and exciting ways to work together to once and for all find the root cause of
Autism Spectrum Disorders, and to prevent this epidemic from harming more of our
children.

1 look forward to hearing from our witnesses today. They deserve our thanks and

full support as they lead the daily battle against this terrible affliction.
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Mr. BurTON. With that, Mr. van Dyck, would you rise so we can
swear you in and we will get started? This is a common practice.

[Witness sworn. ]

Mr. BURTON. You are recognized, Mr. van Dyck.

STATEMENT OF DR. PETER VAN DYCK, ASSOCIATE ADMINIS-
TRATOR, OFFICE OF MATERNAL AND CHILD HEALTH BU-
REAU, HEALTH RESOURCES AND SERVICES ADMINISTRA-
TION, U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES

Dr. vaAN Dyck. Thank you, Mr. Chairman. Good afternoon, Mr.
Chairman. I am Dr. Peter van Dyck, HRSA’s Director of Maternal
and Child Health Bureau. Dr. Duke sends her regrets that she was
unable to appear today due to a prior commitment that she made
before receiving your invitation. Thank you for the opportunity to
ta}ik about our programs for persons with autism spectrum dis-
orders.

The Maternal and Child Health Bureau is one of five bureaus
within HRSA, and it is charged with promoting and improving the
health of our Nation’s mothers and children. Our mission today is
to provide national leadership, and to work in partnership with
States, communities, public-private partners, and families to
strengthen the maternal and child health infrastructure, to build
knowledge and human resources in order to assure continued im-
provement in the health, safety and well being of mothers and chil-
dren, and this population includes children with special health care
needs, which would include children with autism, pregnant women,
infants, children, adolescents and women of reproductive age. We
also serve fathers as appropriate.

Title V of the Social Security Act authorizes appropriations to
provide and to promote family centered, community-based coordi-
nated care for children with special health care needs, and to facili-
tate the development of community-based systems of services for
such children and their families.

By statute, in the Maternal and Child Health Services Block
Grant under Title V, 30 percent of the Federal dollars are des-
ignated to support programs for children with special health care
needs, including those with autism. All States meet this require-
ment, and most far exceed the required 30 percent requirement.

Children with special health care needs include all children who
have or are at increased risk for chronic physical, developmental,
behavioral or emotional conditions, and who also require health
and related services of a type or amount beyond that required by
children generally. This also includes children with autism.

Estimates are that about 18 million children in the United States
have these special health needs. HRSA is responsible for develop-
ing and implementing a plan to achieve appropriate community-
based service systems for these children with special needs, includ-
ing those with autism and their families.

This program is developed around six components. In 2003, the
budget for those six components was approximately $22 million,
and I will describe very briefly each of those six components.

The first, we administer a grant program that supports a na-
tional network of communities dedicated to developing and improv-
ing service integration for young children with special needs. The
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program also works with the Federal Interagency Coordinating
Council to identify barriers to coordinated service delivery for these
children and to disseminate successful strategies for integrated
services.

One mechanism for dissemination is a demonstration grant pro-
gram, and we currently have four States receiving grants. We have
a national resource center which addressed these multiple issues
related to interagency collaboration, community recognition, and
interprofessional practice.

The second area is partnerships in all aspects of decisionmaking.
We promote family centered care through collaboration between
families and health professionals and policymakers to improve the
quality of life for these special needs children.

Current grant funding includes support for four family to-family
health information centers, and two national resource centers on
family professional partnerships. The third area is supporting com-
prehensive health care through the medical home concept. This
program was developed in partnership with the American Academy
of Pediatrics, and that is to improve access to appropriate services
of routine health care and the integration of medical services with-
in the community of services required by these children.

It is a collaborative effort among child health professionals, chil-
dren with special health care needs, their families, to assure uni-
versal access to medical homes as well as support systems for the
providers who serve these children.

Currently we have grants in 15 States for medical homes. We
have a national resource center, and we have funded these to the
tune of about $3.6 million. Now, in 19—in 2004, rather, an addi-
tional $1.5 million was planned, of which 300,000 will support a re-
source center on service delivery issues specific to autism, and that
will be coming out in 2004 as a competitive grant.

No. 4, we support access to adequate sources of insurance and fi-
nancing for needed services. Increasingly, children with special
health care needs, including those with autism, are receiving their
care in managed care plans. The unique health problems of these
children challenge managed care organizations to provide the full
continuum of medical health and social services within their cost
and utilization constraints.

We seek to address these issues, including the identification of
these children, quality assurance systems, provider networks, and
financing strategies. Currently we fund six States in grants to im-
prove financing in this kind of a situation with managed care, two
national resource centers, and they also provide technical assist-
ance to address these unique issues.

No. 5, we seek to provide early and continuous screening identi-
fication and early intervention. Infants and children with these
high risk conditions must be identified early in order to help assure
that they and their families receive care and assistance to prevent
future morbidity and to promote optimum development.

Advances in brain research, the Human Genome Project, and in-
creased effectiveness of early intervention have expanded our ca-
pacity to identify children with special needs and to offer early
intervention. We have current funding of $10 million, which in-
cludes grants to almost all States to receive or to achieve universal
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newborn hearing screening, and assure linkage to a medical home
early intervention and family to-family support.

And, six, we look to assure successful transitions of children to
all aspects of adulthood. Health care services must not only be de-
livered in a family centered manner, but they must prepare indi-
Viduiﬂfs to take charge of their own health care and lead a produc-
tive life.

We currently have grants in five States and a national resource
center and provide technical assistance to address these special
issues.

All State Title V programs funded by us at the Federal level re-
ceive funding from HRSA and the Maternal and Child Health Bu-
reau to address these six components. Now, we also have a few
other areas where we are providing specific assistance.

HRSA serves on the Interagency Autism Coordinating Commit-
tee, which you mentioned earlier, which meets on a semiannual
basis to enhance coordination and effectiveness of autism research
and service activities across the Federal Government.

As part of the national training curriculum on medical homes,
the National Center for Medical Home Initiatives has recently com-
pleted a specific module to provide early developmental and behav-
ioral screening, and this center receives nearly a million dollars an-
nually to support universal implementation of the medical home
concept for children with special health care needs.

Last year we awarded a million dollar grant to Geisinger Health
System in Danville, PA, and this is to develop a medical home
model of care and related set of tools that will be used to improve
early detection, access to diagnostic and evaluation services, and
continuity and appropriateness for care for individuals, specifically
with autism and their families.

Educational tools from this grant will be disseminated to State
programs and communities to strengthen and expand integrated
community services of care for children with autism. We recently,
recently being October of this year, hosted an expert work group
meeting for families of children with autism, and the primary goal
of this workshop was to provide us with information on service
needs from the family’s perspective and to discuss with families po-
tential strategies to address the identified needs.

This information will be shared at the next meeting of the Inter-
agency Coordinating Committee, and we have two long-standing
programs that are relevant to the training of health professionals
to serve persons with autism and other developmental disabilities.
The Leadership Education and Neurodevelopmental Disabilities
Program [LEND], funds 35 programs in universities across the
United States to train individuals from a wide variety of profes-
sional disciplines to assume leadership roles and to ensure high
levels of clinical competence to improve the health of children who
have developmental, neurodevelopmental or other related disabil-
ities such as autism and mental retardation.

The interdisciplinary faculty and trainees include audiologists,
dentists, health administrators, nurses, nutritionists, OTs, PTs,
physicians, psychologists, social workers, special education profes-
sionals and speech and language pathologists. These programs are
currently funded at $18 million a year, and we also fund nine per-
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haps in universities of higher education to enhance the behavioral,
psychosocial and developmental aspects of general pediatric care,
and these programs support fellows in behavioral pediatrics to help
in their development for leadership roles as teachers, researchers
and clinicians. And clearly this will aid in the identification and
treatment of children with autism.

We also funded a study addressing autism entitled “The Early
Detection of Autism: Comparison of Three Screening Instruments,”
where we are comparing the efficacy of three different screening in-
struments to identify children as early as possible, children and in-
fants as early as possible, for signs of autism.

And we have the health centers, community health centers pro-
gram. Once a child as a primary care patient presents suspected
symptoms of autism, primary care clinicians seek a specific refer-
ral, generally outside the purview of the health center, but within
the community that health center serves.

The primary care clinician may tap any available resource, such
as a community mental health center or other federally funded pro-
gram, such as the Children With Special Health Care Needs Pro-
gram which I mentioned earlier.

Well, this provides a brief summary of HRSA’s activities to pro-
vide assistance to persons with autism. We call upon our partners,
all of us together, to have a common effort to develop and improve
community-based systems of care for children with special health
care needs and their families.

It will take joint efforts of all partners to make a difference for
these children and these families.

Thank you very much for the opportunity to appear before the
committee.

[The prepared statement of Dr. van Dyck follows:]
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I am Dr. Peter C. van Dyck, the Health Resources and Services Administration’s
(HRSA) Associate Administrator for the Maternal and Child Health Bureau (MCHB).
Thank you for the opportunity to testify today about the HRSA programs to assist persons
with Autism Spectrum Disorders (ASD).

Since 1912, HRSA programs have provided a foundation and structure for
assuring the health of mothers and children. The Maternal and Child Health Bureau
(MCHB), one of five Bureaus within HRSA, is charged with promoting and improving
the health of our Nation's mothers and children. The legislative authority for our
programs is found in title V of the Social Security Act, section 501.

Our mission today is to provide national {eadership and to work in partnership
with States, communities, public-private partners, and families to strengthen the maternal
and child health infrastructure, ensure the availability and use of medical homes, and
build knowledge and human resources in order to assure continued improvement in the
health, safety, and well-being of mothers and their children. This population includes
children with special health care needs, including children with autism, pregnant women,
infants, children, adolescents, women of reproductive age and fathers. Section 501 (1)
(D) of title V authorizes appropriations “to provide and to promote family-centered,
community-based, coordinated care for children with special health care needs and to
facilitate the development of community-based systems of services for such children and
their families”.

By statute, 30% of the Maternal and Child Health Services Block Grant under title
V is designated to support programs for children with special health care needs, including

children with ASD. All States meet, and most far exceed this requirement. Indiana, for
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example, receives a total federal allocation that exceeds $12 million through the Block
Grant and the percentage Indiana earmarks for children with special health care needs
(CSHCN) is 33.2%, an amount exceeding $4 million. Nation-wide, the total federal
allocation to the States through the title V Block Grant is approximately $600 million.
The percentage that States earmark for CSHCN is 34.8%, or in excess of $200 million.

With regard to children with special health care needs, HRSA plays a leadership
role in the development and implementation of comprehensive, community-based,
family-centered. coordinated systems of care. Children with special health care needs are
at increased risk for. chronic physical, developmental, behavioral, or emotional
conditions and also require health and related services of a type or amount beyond that
required by children generally. This includes children with autism. It is estimated that
18 million children in the United States have these special health needs.

HRSA is responsible for developing and implementing a plan to achieve
appropriate community-based service systems for children and youth with special health
care needs, including those with autism, and their families. This plan is organized around
six components. The total fiscal year 2003 budget for this initiative is approximately $22
million. HRSA provides funding for these six components as follows:

1. Develop inclusive community-based systems of services. HRSA administers a
grant program that supports a national network of communities dedicated to
developing and improving service integration for young children with special
needs. The program also works with the Federal Interagency Coordinating
Council (FICC), funded and coordinated by the Department of Education, to

identify barriers to coordinated service delivery for CSHCN, including children
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with ASD, and to disseminate successful strategies for integrated services. One
mechanism for dissemination is a demonstration grant program. Current
discretionary grant funding includes grants to States for statewide
implementation, a national resource center, and contracts to address multiple
issues related to interagency collaboration, community recognitioAn and inter-
professional practice. $1.9 million was funded in 2003. .

Develop partnerships in all aspects of decision-making. Work in this area has two
purposes: (1) to promote family-centered care through collaboration between
families with CSHCN and health professionals and policy makers to improve the
quality of life for CSHCN, including children with ASD, and their families as
well as that of the health care delivery system: and (2) to promote the integration
of culturally competent values, practices and policies into existing service systems
to address issues related to quality, access, and disparities. Activities are initiated
through integrated services leadership, national cooperative agreements, grants,
and a variety of local. State, and national partnerships. Current discretionary
grant funding includes grants to support family-to-family health information
centers, two national resource centers on family/professional partnerships and
cultural competence, and issues related to family-centered care for children with
special health care needs and their families. $1.8 million was funded in 2003.
Ensure access to comprehensive health care through the Medical Home Program.
This program was developed in partnership with the American Academy of
Pediatrics (AAP), to improve access to appropriate sources of routine health care

and the integration of medical services with the community services required by
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CSHCN. It is a collaborative effort among child health professionals, CSHCN,
including children with ASD, and their families to assure universal access to
medical homes, as well as support systems for the providers who serve these
children. Partnerships with families have been established for the planning,
development, and oversight of the medical home. Current discretionary grant
funding includes grants to States for statewide implementation, a national
resource center, and contracts to address multiple issues related to impact, cost
and quality. $3.6 million was funded in 2003; an additional $1.5 million is
planned for 2004 of which $300,000 will support a resource center on service
delivery issues specific to autism.

Ensure access to adequate sources of insurance and financing for needed services.
Increasingly, CSHCN, including children with ASD, are receiving their care in
managed care plans. The unique health problems of these children challenge
managed care organizations to provide the full continuum of medical, health, and
social services within cost and utilization constraints. This program seeks to
address these issues, including the identification of children with special health
care needs, quality assurance systems, provider networks, and financing
strategies. Current funding totals $3 million in grants to States for
implementation and two national resource centers, one located at the University of
Florida and the other located at U.C.L.A., to develop identification and financing
strategies with health plans and technical assistance to address unique issues.
Provide early and continuous screening, identification and early intervention.

Infants and children with high risk health conditions must be identified early in

w
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order to help assure that they and their families receive the care and assistance to
prevent future morbidity and promote optimal déve]opmcnt. Advances in brain
research, the Human Genome Project, and increased effectiveness of early
intervention have expanded our capacity to identify children with special health
care needs and offer an opportunity for early intervention. Fiscal year 2003
funding at $10 million includes grants to all States that apply to achieve universal
newborn hearing screening and assure linkage to medical home, early intervention
and family-to-family support.

6. Assure successful transitions to all aspects of adulthood, including adult health
care, work and independence. Children with special health care needs, including
children with ASD, as they become adults, must be able to expect good health
care, employment with benefits, and independence. Health care services must not
only be delivered in a family-centered manner, but must prepare individuals to
take charge of their own health care and to lead a productive life as they choose.
Current discretionary grant funding includes grants to States for implementation,
a national resource center and technical assistance to address special issues such
as availability and access to adult health care. $1.8 million was funded for this
effort in 2003.

All State title V programs that receive funding from HRSA must report annually
on their activities that address these 6 components to achieve appropriate community-
based service systems for children with special health care needs. Other HRSA activities

that provide support for children with ASD include:
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In response to the Children’s Health Act of 2000, the Interagency Autism
Coordinating Committee (JACC) was formed. HRSA serves on the IACC and
meets on a semi-annual basis to enhance coordination and effectiveness of autism
research and service activities across the federal government and with public
stakeholders. One of the main goals of this committee is to promote the
integration of autism services throughout the lifespan. Current challenges that are
addressed include the issues raised for those living with autism who must confront
fragmentation of services, especially at the interface between those services
provided through the health, education and social service systems.

As part of the National Training Curriculum on medical homes, The National
Center for Medical Home Initiatives has recently completed a specific module to
provide early, developmental and behavioral screening. This Center receives
approximately $700,000 annually to support universal implementation of the
medical home concept for children with special health care needs.

In fiscal year 2003, HRSA awarded a $1 million grant to the Geisinger Health
System in Danville, Pennsylvania to develop a medical home model of care and a
related set of tools that will be used to improve early detection, aceess to
diagnostic and evaluation services, and continuity and appropriateness for care for
individuals with ASD and their families. Educational tools from this grant will be
disseminated to State programs and communities to strengthen and expand
integrated community services for children with autism.

HRSA recently held (October 27-28, 2003) an expert workgroup meeting for

families of children with autism. The primary goal of the workgroup was to
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provide us with information on service needs from the families’ perspective and
to discuss with families potential strategies to address the identified needs. The
information obtained from the workgroup meeting will be shared with the IACC.
HRSA has two long-standing programs that are relevant to the training of health
professionals to serve persons with autism and other developmental disabilities.
The Leadership Education in Neurodevelopmental Disabilities (LEND) program
funds 35 LEND programs across the United States to train individuals from a
wide variety of professional disciplines to assume leadership roles and to ensure
high levels of clinical competence to improve the health of children who have, or
are at risk of developing, neurodevelopmental or other related disabilities such as
autism and mental retardation. Interdisciplinary faculty and trainees include
audiologists, dentists, health administrators, nurses, nutritionists, occupational
therapists, physical therapists, physicians, psychologists, social workers, special
education professionals, and speech language pathologists. These programs are
currently funded at $18 million.

HRSA funds nine programs at institutions of higher learning to enhance the
behavioral, psychosocial and developmental aspects of general pediatric care.
These programs support fellows in behavioral pediatrics to help in their
development for leadership roles as teachers, researchers, and clinicians. Over the
long term, we believe this will aid in the identification and treatment of children
with ASD. This program is currently funded at $1.3 million.

HRSA currently funds a study addressing autism entitled, Early Detection of

Autism: Comparison of Three Screening Instrumeants. This University of
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Connecticut 5-year study involves the comparison of three parent checklist
screening instruments for 24-month olds; (1) the Checklist for Autism in Toddlers
(CHAT) — parent report section; (2) The Modified Checklist for Autism in
Toddlers (M-CHAT); and (3) The Yale Autism/PDD Screener. A projected 120
children will be evaluated at 24 months and again at 42 months. We are confident
that this study will provide useful information for support services for children
with ASD.

HRSA funds Health Centers in all States. Once a child, as a primary care patient,
presents suspected symptoms of ASD, primary care clinicians seek a specialty
referral, generally outside the purview of the health center. The primary care
clinician may tap any available resource such as a community mental health
center or other federally funded program. The clinic would also be expected to
make referrals to and coordinate with individuals responsible for providing
services under programs authorized by the Individuals with Disabilities Education
Act, including the Grants for Infants and Families program. However, primary
care clinicians maintain oversight of the patient with the diagnosis. Although
treatment for autism is not under the purview of the health center, the health
center will continue to address the primary care needs of the child such as
immunizations, screenings and treatment for acute conditions. Also, as a medical
home, while the health center may not treat autism, it is responsible for the
linkages and ongoing follow-up.

This is a summary of HRSAs activities to provide assistance to persons with

These activities adhere to applicable law protecting personal and medical data.
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We call upon our partners to join us in a common effort to develop and improve
community-based systems of care for all children with special health care needs and their
families. It will take the joint efforts of all partners to make a difference for these
children and their families. Thank you for the opportunity to appear before the

Committee.



22

Mr. BURTON. Thank you, Dr. van Dyck. The two areas I was
talking about before I had a brain lapse was the IDEA program,
so that we get adequate funding to help these children with special
education needs, and the second was a Vaccine Injury Compensa-
tion Fund, which needs to be revised.

That is going to be done legislatively, but it would help a great
deal if we can get our health agencies to get behind that effort. One
of the problems that we have with the Vaccine Injury Compensa-
tion Fund is it was supposed to be nonadversarial, and I know you
can’t do anything about this but I would like for you to carry this
back to our health care agencies, because Henry Waxman, who was
my ranking Democrat on my committee when I was chairman, he
and I sponsored a bill that would have made it easier for parents
to have access to that fund who have had damaged children.

And while it is nice that we have your agencies working together
to help assist these families, the cost is huge. We have had people
lose their homes, mortgage everything they have, the mental an-
guish that they go through trying to take care of their kids and
worry about them for the future, because we are going to grow old
and die, and these kids are going to live to a normal age in most
cases. And they are worried about what is going to happen to them
if they haven’t had proper training.

So we need to make sure that the parents of these children and
the kids themselves have access to the Vaccine Injury Compensa-
tion Fund. It has over $3 billion in it now, and they are paying vir-
tually no claims. We have said to the pharmaceutical industry that
is very concerned about class action liability suits that we would
consider holding them harmless if they would put more money into
the fund to make sure these parents and these children were taken
care of, and if the fund started to be depleted there could be an ex-
cess charge for each shot added to the shot, to make sure that
those people are taken care of, because children who are damaged,
we believe many of them have been damaged by things such as the
mercufl"y in vaccines, that they should be compensated and taken
care of.

So I hope you will take that back. Ask them to, the leaders of
the health agency over there, to assist Henry Waxman and myself
to get that legislation passed so that we can help these families
who are really suffering right now.

Dr. vAN Dyck. I will relay that.

Mr. BURTON. Thank you very much. And also the IDEA program,
we need to get more money into that. I will do my part here at the
Capitol.

Now, you said that the Health Resources and Services Adminis-
tration ensures access to comprehensive health care through the
Medical Home Program. Can you tell me what parents should do,
what they should do to try to have access to that, and what the—
because a lot of those people, they look at the bureaucracy and say,
what the heck do I have to do to get these kind of benefits? They
don’t know. So can you give us a rundown on what the benefits are
aﬁld what can be done to make sure that people have access to
them.

And, also, just throw in one more thing, if you are getting ade-
quate funds to fund these programs.
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Dr. vAN Dyck. The Title V block grant program provides funds
to all States by a formula. The Title V Children with Special Care
Needs program, through the Title V block grant, provides funds to
every State health department to, among other things, provide care
for children with special health care needs.

Mr. BURTON. So they would apply through the State health de-
partment?

Dr. vaAN DYCK. So a family would either call their local health de-
partment, their local public health nurse, the State health depart-
ment, the State maternal and child agency, and that agency would
put them in touch immediately with the appropriate program.

Many States contract with locals, local health departments as
well. Many States have clinics in local health departments for
these children, early identification types of clinics. So that would
be the best place for families to call.

We help financially those who are poorest, but we often coordi-
nate the care through the medical home concept, where we try to
provide referral, comprehensive care, competent care, culturally
competent care, coordinated care for families. Even thought we
may not be able to help them pay for this specific health care, we
may be able to help them find their way through the morass of
services that are so necessary.

Mr. BURTON. How much money is appropriated to block grants
to the States for this?

Dr. vAN DycK. The block grant to States program is at $730 mil-
lion. States must match the money 3 State dollars for every 4 Fed-
eral, and most States actually provide more than that. Of the
money going to States almost—when it is combined with the State
dollars, almost half of it is for children with special health care
needs. They feel that is such an important area.

Mr. BURTON. Do you have this information posted on your Inter-
net Web sites?

Dr. van DYCK. Yes, we do.

Mr. BURTON. I wish that we could get it out to these various par-
ent groups that have autistic children and children with special
needs, because a lot of people have contacted us, and they don’t
know where to turn.

Now, in Indiana we went to the State legislature, and we were
able to, on a limited basis, we would like for it to be broader, but
on a limited basis get the Medicaid program to take care of chil-
dren with autism, because before that it wasn’t considered a health
issue, it was considered a mental issue, and it wasn’t covered
under Medicaid. We have gotten that changed in Indiana to a de-
gree.

But I think additional funding is probably going to be needed,
and I don’t know that the States can handle all of that themselves.
So one of things we might take a look at is through our health
agencies here in Washington increasing the appropriation for block
grants so there can be more money.

Dr. vaN DYCK. You mentioned IDEA earlier, getting children into
the early intervention system through the education process. Kids
zero through 3 in many States are served through our State Title
V or MCH block grant. But it is a partnership, education providing
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many of the educational services or educational-related services,
but not often a whole range of health-related services.

And so it really requires a partnership between IDEA agencies
at the State level and the maternal or child health or State health
agency at the local or State level to really develop a full-fledged
program for these children.

Mr. BURTON. I understand that. The problem in both areas are
resources. And since I have been involved in this personally, my
daughter at her school, my grandson was having trouble with
speech and some other problems. And so the doctor that reviewed
my grandson’s case said, well, he needs 3 days a week of speech
therapy.

Well, we said 2 days would be enough. They said they would give
him half a day, which was totally inadequate and he would fall fur-
ther and further and further behind. So more money needs to be
used for that. And the States are pretty strapped right now like the
Federal Government. We need to take a hard look at how we are
allocating resources now.

HHS gets billions and billions of dollars. I don’t know how much.
Does anybody know how much they get a year? But it is a lot. I
just wish whoever is in the appropriating process over there at that
agency, after you get the appropriation from Congress, would take
a hard look at the developmental disorders, including autism, that
these kids are having to go through and see if we can’t increase
that block money that is going to the States to help with that.

And then the IDEA program we will have to take care of here
through direct appropriations. Let’s see what else I have here.

Now, the Federal Government grants funds to the State health
agencies to disburse Medicaid waivers and autism waivers. Is your
agency charged with managing those funds?

Dr. vAN DyCK. No, sir.

Mr. BURTON. You are not. Well, you say on your Web site that—
for these grants and these benefits that your Web site will—you
tell them where to go.

Dr. vAN Dyck. The HRSA Web site, which is www.hrsa.gov, can
point to the MCH, Maternal and Child Health Bureau Web site, or
www.mchb.hrsa.gov will get the Maternal and Child Health Web
site. For example, I can look up that Web site and see that Indiana
receives about $12 million for the block grant, puts in another $13
million of State money, for a total of about $25 million for maternal
and child health services, spending about half of that on children
with special health care needs. And there will be the person to call
in Indiana who would help know about the program, where parents
could call and sign up. So that person’s name would be on the Web
site.

Mr. BURTON. But nationwide, how much money do you say that
they are block granting out?

Dr. vaN Dyck. Nationwide, the maternal and child health block
grant is $730 million. About $600 million of that goes to the States,
divided among them.

Mr. BURTON. So the States, they have to match that with about
what, $700 or $800 million?

Dr. vAN Dyck. They have to match 3 State for every 4 Federal.
So for $600 million they would have to match about $450 million.
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Mr. BURTON. So we would be up about a billion.

Dr. vaN Dyck. But they overmatch that. This total program rep-
resents about $4 billion of services when the State money is added
in.

Mr. BURTON. That is—with all of the problems there are, that is
still

Dr. vAN DycK. That is quite wonderful.

Mr. BURTON. Is it adequate to handle the needs?

Dr. vAN Dyck. I would hate to sit before you with increasing
needs and State budgets declining that we don’t feel an increased
pressure of services, for service provision, from our Federal dollars.

Mr. BURTON. Could you do me a favor and provide for the sub-
committee any information that your agency has on their cost pro-
jections? Because although that is taken out of HHS money, you
know, if we know here in the Congress what the projected need is
going to be we can talk to the HHS leaders as well as the members
of the Appropriations Committee here in Congress to see if we can’t
make sure there is not a shortfall.

Because these parents, especially parents of autistic kids are
really taking it in the head when they talk about medical expenses,
expenses that—all kinds of expenses that they have to incur to deal
with these kids.

People who haven’t received the grants, how do you help them
have access and get those grants?

Dr. vaAN Dyck. HRSA publishes each year a document called the
Preview. It is already published. It is on HRSA’s Web site, and it
lists every grant competition coming up for this fiscal year.

Mr. BURTON. What I would like to do, can we tap into their Web
site and put it into our Web site so people who want to contact—
I would like to do that. I would like to cross-pollinate our Web sites
so that people who are—they know that I am very interested in the
autism issue, so that they can get ahold of my Web site and access
this information. Did we get that Web site address again?

Dr. vAN Dyck. Www.hrsa.gov. HRSA is one of the few agencies
that publishes for the entire year the full compliment of grant com-
petitions for that year.

Mr. BURTON. So OK. So we can get that on there and interested
parties can find it, not only from your Web site but from ours as
well.

Mr. BURTON. Dr. van Dyck, I appreciate you very much coming.
I hope when you go back to the health agencies you will tell the
people over at HHS I am not the SOB that everybody thinks that
I am all of the time, just once in a while.

Dr. vAN Dyck. I would never say that, sir.

Mr. BURTON. I know you wouldn’t say that, but I know that a
lot of those people over there are very concerned. In fact, some peo-
ple told me that they don’t like to come before our committee be-
cause we are very difficult to deal with. All I can say is that if we
are, it is only because there is a great deal of concern about these
kids. And when you talk to parents, and my grandchild is doing
better. But when you talk to parents who have kids who are 14
years old, who attack them, and they have to lock the door between
the child and them, so that they don’t get hurt, and the house is
being destroyed, they are running out of money, they don’t have
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money for expenses let alone taking care of the child and food on
the table, and they wonder what in the hell is going to happen to
my child in the next 4 or 5 years, it is really tragic.

And it is not that our health agencies don’t have a heart, I think
that they do. But I think that there needs to be a realization that
we have to look very hard at what the needs are and provide for
those. And I think we have been falling short a little bit there. And
that is why I would like to work with you at the health agencies
to find out what needs to be done, and what we need to do in Con-
gress to get it done.

And if the health agencies need to reevaluate how much money
they are putting into, say, you know, developmental disorders in
general, autism in particular, maybe we can talk to them and work
with them to get more money put into that so parents can deal
with that better.

Dr. vAN DycK. Thank you very much. We look forward to work-
ing with you. I should say that the families and children with spe-
cial health care needs in the country are lucky to have such a com-
mitted person advocating for them.

Mr. BurTON. Well, I wish you would call my kids and tell them
that, because they don’t appreciate me all that much. Thank you
very much. I appreciate that very much.

Our next panel is my good friend, Mr. Rick Rollens, co-founder
of the MIND Institute at the University of California Davis, and
Dr. Steven Edelson, who is the director of the Edelson Center for
Environmental and Preventative Medicine, and Ms. Colleen
Pettinati. She is the mother of two autistic children.

Would you all come forward and we will get you sworn in and
get started on this.

[Witnesses sworn.]

Mr. BURTON. Let’s start with you, Ms. Schwartz. And if you
could, we are going to have more votes on the floor, if you can try
ti)’1 confine your comments to about 5 minutes, we would appreciate
that.

STATEMENTS OF ILENE SCHWARTZ, DIRECTOR, CENTER FOR
TRAINING PERSONNEL TO PROVIDE EVIDENCE-BASED EDU-
CATIONAL SERVICES TO STUDENTS WITH AUTISM SPEC-
TRUM DISORDERS, REPRESENTING U.S. DEPARTMENT OF
EDUCATION INITIATIVES; RICK ROLLENS, CO-FOUNDER,
MIND INSTITUTE, UNIVERSITY OF CALIFORNIA DAVIS; DR.
STEPHEN EDELSON, DIRECTOR, EDELSON CENTER FOR EN-
VIRONMENTAL AND PREVENTATIVE MEDICINE; AND COL-
LEEN PETTINATI, MOTHER OF TWO AUTISTIC CHILDREN

Ms. SCHWARTZ. Absolutely. Good afternoon, Mr. Chairman, and
thank you for inviting me to come talk to you. I am a professor of
education at the University of Washington in Seattle. At the Uni-
versity of Washington I prepare professionals to work with very
young children with disabilities, including children with autism. I
am also a faculty advisor to the Experimental Education Unit, a
comprehensive early childhood program for children with and with-
out disabilities at the University of Washington.

In addition, and the reason I was invited here this afternoon, I
am the principal investigator of OSEP-funded projects that are tar-
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geted toward developing, evaluating, and disseminating evidence-
based strategies for educating children with autism.

I would like to tell you about two of these projects. First, Project
DATA is a school-based preschool program for children with autism
and their families. Due to our OSEP grant, these services are pro-
vided to children and families at no cost to parents.

Initially funded by OSEP in 1997, this program is now supported
by local public schools and private donations. Children who partici-
pate in our program have all made tremendous gains across all de-
velopmental domains. Our first sample of toddlers, children who
started our program under the age of 2, are wonderful examples.

After 1 year of intervention, 6 of the 8 children tested in the nor-
mal range of development across all domains. At this point, 48 chil-
dren have completed our program, and 58 percent of these children
leave our program and enter inclusive elementary school programs.
The families who participate in our program are among our strong-
est and loudest advocates. Parents are pleased and school districts
are pleased.

We have over 100 visitors to the program every year. We have
trained early childhood providers, teachers and family members
across our State and over 20 other States. Although we are proud
of these outcomes, we are concerned when we look at what happens
to children when they leave our program and make the transition
to elementary school. Although, as I said, 58 percent of our grad-
uates enter inclusive classrooms only 4 years later, only 25 percent
of our graduates are still attending elementary school next to their
typically developing peers. Most of these children are not successful
in general education classrooms, not because of their academic be-
haviors. Many of these children who are not successful have read-
ing and math skills at or above grade level. Although these chil-
dren have achieved standards academically, they are suffering be-
haviorally and socially.

Many of these children do not have friends, rarely make initi-
ations to peers, and often do not respond to the initiations by their
peers. Occasionally these children demonstrate behaviors that their
teachers consider challenging, but rarely are the appropriate levels
of support in place for them.

Although we know quite a bit about what constitutes a high
quality effective preschool program for children with autism, we
know relatively little about what services should look like for these
children as they get older. The challenges of elementary school,
middle school and high school and adult life must by addressed by
evidence-based instructional programs.

Research is needed to determine what elements must be con-
tained in these programs. Although we know quite a bit about ef-
fective programming for children with autism, there is still a huge
gap between what is state-of-the-art and what is state of practice;
that is, what most children and families face when they enroll their
child with autism in their local school district.

To attempt to address this inequity, the Department of Edu-
cation funded a national training center, which was awarded to the
University of Washington. Our center, the Professional Develop-
ment in Autism Center, has partners across the country at five
partner sites. At this point we have been in existence for 10
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months and we have already provided training to 47 educational
teams from 14 States.

In summary, over 500 teachers, parents, and other interested
providers have participated in our activities. To give you an idea
of what those activities are like I will tell you in this training we
provide to educational teams is individualized, intensive and
hands-on. What we know about training educators is somewhat
similar to teaching children. We cannot just lecture on best practice
and expect people to go home and change their behavior.

Teachers need to see best practice in action, practice implement-
ing these strategies with support, and they need followup support
and consultation. For example, this week a team of educators from
Mew Mexico are at the University of Washington for training.
From before their visit, an educator from the University of Wash-
ington visited them in their classrooms to help begin the training
process with a needs assessment.

This week the staff from New Mexico will spend 40 hours with
the trainers at the Experimental Education Unit. Part of this time
will be lecture, part observing children in a model program, part
will be working with children directly with close supervision, and
part discussing what they are learning and how they will be able
to apply it in their own setting.

Then, sometime in January the staff member from UW will trav-
el to New Mexico again, to help the team with implementation
issues and conduct a post-assessment to evaluate the effect of the
training. The team members will have access to a problem-solving
Web site and phone calls with the training team. All of these serv-
ices are paid for by the OSEP training center.

You might ask why this level of training and support is nec-
essary. First, as you know, children with autism present a great
challenge for public schools. Given their triad of disabilities in com-
munication, social interaction and a restricted or repetitive set of
behaviors, children with autism present a diverse profile of abilities
that range from children who read well above their grade level to
those who are nonverbal.

Next, the environments in many elementary schools and the cur-
riculum used in these settings are not well suited to the needs of
children with autism.

Finally, if we are ever going to achieve the dream of leaving no
child behind, we need to ensure that all children with autism have
access to free, appropriate public education that utilizes evidence-
based instructional strategies. These strategies are complex to use
and costly to implement. To respond adequately to the autism epi-
demic, we need to make access to high quality services for those
children already identified simple and seamless.

High quality training for educational professionals is an impor-
tant first step. Thank you.

[The prepared statement of Ms. Schwartz follows:]



29

Written Statement
Subcommittee on Human Rights and Wellness
House Committee on Government Reform
United States House of Representatives

Written Statement of
Ms. llene Schwartz
Director
Center for Training Personnel to Provide
Evidence-Based Educational Services
to Students with Autism Spectrum
Disorders
Representing United States Department

of Education Initiatives



30

Good Afternoon Chairman Burton and other distinguished Members of the Committee.
Thank you for inviting me to come and talk to you today. My name is llene Schwartz
and I am a professor of Education at the University of Washington in Seattle. At UAW I
prepare professionals to work with very young children with disabilities, including
children with autism. I also am the faculty advisor of the Experimental Education Unit, a
comprehensive early childhood program for children with and without disabilities at the
University of Washington. In addition, and the reason I was invited this afternoon, I am
the principal investigator of OSEP-funded projects that are targeted towards developing,
evaluating, and disseminating evidence-based strategies for educating children with
autism.

1 would like to tell you about two of these projects. First, Project DATA
(Developmentally Appropriate Treatment for Autism) is a school-based preschool
program for children with autism and their families. Initially funded by OSEP in 1997,
this program is now supported by local public schools and private donations. The
children who participated in our program have made tremendous gains across all
domains. Our first sample of toddlers, children who started our program under age 2, are
a wonderful example. After 1 year of intervention, 6 of the 8 children tested in the
normal range across all developmental domains. At this point 48 children have
completed our program and 58% of these children leave our program and enter inclusive
elementary school programs. The families who participate in the program are among our
strongest and loudest advocates. Parents are pleased and school districts are pleased. We
have over 100 visitors to the program every year; and have trained early childhood
providers, teachers, and family members across our state and over 20 other states.
Although we are proud of these olitcomes, we are concerned when we look at what
happens to children when they leave our program and make the transition to elementary
school. Although as I said 58% our graduates enter inclusive classrooms four years later
only 25% of our graduates are still attending elementary school next o their typically
developing peers in inclusive classrooms. Most often when children are not successful in
general education classrooms, it is not because of academic behaviors. Many of the
children who are not successful have reading and math skills at or above grade level.
Although these children “achieve standard” academically, they are suffering behaviorally
and socially. Many of these children do not have friends, rarely make initiations to peers,
and ofien do not respond to the initiations by their peers. Occasionally these children
demonstrate behaviors that their teachers consider challenging, but rarely are their
appropriate levels of support in place for them.

We need to learn why children with autism are not staying in the educational mainstream.
What types of support and explicit instruction do these children require to be successful
in these settings. What we do know is that creating effective educational environments
for children with autism is complex and costly. Resources, whether they are money,
trained personnel, or on-going support for educational teams, limit the ability of local
school districts to implement state of the art programs for children with autism and their
families.
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While we know quite a bit about what constitutes a high quality, effective preschool
program for children with autism, we know relatively little about what services should
look like for children as they get older. The challenges of elementary school, middle
school, high school and adult life must be addressed by evidence-based instructional
programs. Research is needed to determine what elements must be contained in these
programs.

Although we know quite a bit about effective preschool programming for children with
autism, there is a huge gap between what is state of the art and what is state of the
practice — that is what most children and families face when they enroll their child with
autism in preschool at their local school district. To attempt to address this inequity, the
Department of Education funded a national training center, which was awarded to me at
the University of Washington, to increase the capacity of local educators to provide high
quality, evidence-based instructional programs fo all children with autism. Our center,
the Professional Development in Autism (PDA) Center, has partners across the country in
five partner sites (University of Colorado at Denver, University of Kansas, Oakstone
Academy and the Ohio State University, University of South Florida, and Maryland
Coalition for Inclusive Education). At this point we have provided training to 47
educational teams, from 14 states. In total over 500 teachers, parents, and other
interested providers have participated in our Center’s activities in the 10 months we have
been in existence.

The training we provide to educational teams is individualized, intensive, and hands-on.
What we know about training educators is somewhat similar to teaching children. We
cannot just lecture on best practices and expect people to go home and change their
behavior. Teachers need to see best practices in action, practice implementing these
strategies with support, and need on-going follow-up support and consultation. For
example, this week a team of educators from New Mexico are at the University of
Washington for training. Before their visit an educator from UW visited them in their
classrooms to help them begin the training process with a need assessment. This week,
the staff from New Mexico will spend 40 hours with trainers at the Experimental
Education Unit at UW. Part of this time will be lecture, part observing children in a
model program, part working with children directly with close supervision, and part
discussing what they are learning and how they will apply it in their own setting.
Sometime-in January, the staff member from UW will travel to New Mexico again to
help the team with implementation issues and conduct a post-assessment to evaluate the
effect of the training. The team members will have access to a problem-solving website
and phone calls with the training team. All of these services are paid for by the OSEP
training center.

You might ask why this level of teaching and support is necessary? First, as you know
children with autism present a great challenge for public schools. Given their triad of
disabilities in communication, social interaction, and a restrictive or repetitive set of
behaviors; children with autism present a diverse profile of abilities that range from
children who read well above their grade level to those who are nonverbal. Next, the
environments of many elementary schools and the curriculum used in these settings are
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not well suited to the needs of children with autism. Finally, if we are ever going to
achieve the dream of leaving no child, we need to insure that all children with autism
have access to a free, appropriate public education that utilizes evidence-based
instructional strategies. These strategies are complex to use and costly to implement. To
respond adequately to the autism epidemic we need to make access to high quality
services for those children already identified simple and seamless. High quality training
for educational professionals is an important first step.

Respectfully submitted by
Ilene S. Schwartz, Ph.D.
University of Washington
Experimental Education Unit
Box 357925

Seattle WA 98195
206-543-4011
ilene(@u.washington.edu

www.pdacenter.org
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Government Mapping Out a Strategy to Fight Autism
By JANE GROSS

P ropelled by the skyrocketing number of diagnoses of the perplexing brain disorder autism in
children, federal officials have for the first time mapped out a long-term, interagency plan to deal
with the problem.

The plan includes objectives like the development of teaching methods that will allow 90 percent of
autistic children to speak; the identification of genetic and nongenetic causes of the condition; and
adequate services for all afflicted children in the next 7 to 10 years.

The plan, which is to be unveiled at a major autism conference in Washington that begins today, signals
the start of the push-pull process over financing. Such a plan was required by the Congressional
appropriations committee that controls the budget for scientific and medical research and education
programs of all kinds. -

Few of the nearly 150,000 autistic children and young adults now getting special education services
under federal law will benefit significantly, experts say, since the most effective treatment involves
early, intensive behavior therapy, which is poorly understood and in limited supply.

Autism is a disorder with a wide range of symptoms sometimes so mild as to let a child function in a
regular classroom with special services and at other times so severe that a child is mute and
institutionalized.

The three-pronged plan sets goals for more coordinated biomedical research, earlier screening and
diagnosis, and effective therapy. The plan demands, for the first time, collaboration between scientists,
clinicians, educators and policymakers in an array of federal agencies.

"Millions of people need help," said Robert L. Beck, president of the Autism Society of America, the
nation's oldest and largest autism advocacy group. "And this is a new opportunity and a very exciting
one."

The need is enormous. According to federal education officials, in 1992-93, fewer than 20,000 of the
nation's nearly five million special-education students, ages 6 to 21, were considered autistic. Ten years
later, nearly 120,000 of six million special-education students had autism. That does not count the
19,000 children 3 to 5 receiving autism services under federal law, or those younger whose numbers
have not been tallied.

Nobody knows the cause of the surge, although epidemiologists suspect it is largely a result of refined

diagnosis and public awareness. That does not change the dimensions of a problem that strains schools,
medical services and families. Nor does it affect forecasts of growing cascloads for decades to come.

hitp://www.nytimes.com/2003/11/19/health/1 SJAUTLhtml ?th=&pagewanted=print&positi... 11/19/2003
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Dr. Fred R. Volkmar of the Child Study Center at Yale University, a leading autism researchers and a,
member of the committee that drafted the 10-year plan, measures the crisis in more anecdotal ways.

Twenty years ago, Dr. Volkmar said, when he told people he worked with autistic children, they often
misheard him and thought he had said "artistic.” They had never heard of the disorder, which typically
affects the ability to communicate, form relationships with others and respond appropriately to the
external world.

By contrast, Dr. Volkmar said, it is rare these days not to know someone with an autistic child. He now
sees children as young as 12 months, gets referrals from day-care centers and has a two-year waiting
list. Were screening techniques to improve so that diagnoses could be made in infants, he would be
hard-pressed to find schools, trained behavioral therapists or other services for them.

The plan, which will be reviewed by the Interagency Autism Coordinating Council, established by the
Child Health Act of 2000, is presented in broad brush strokes, with few details and no price tags. It was
drafted by scientists to assess the state of antism research and identify the roadblocks that might be
hindering progress in understanding the cause and the best treatment options.

The plan lays out a timeline, in increments of 1 to 3 years, 4 to 6 years and 7 to 10 years and then ranks
goals according to the likelihood of achieving them. Realistic goals in each of the three stages include
the development, evaluation and institution of effective treatments, in collaboration with the
Department of Education.

More challenging goals, by contrast, include finding effective drugs for the symptoms of autism and
identifying environmental factors that may contribute to the development of the disorder.

"The idea is to be challenging everyone in the field to be reaching for the best we can possibly do,” said
Dr. Steve Foote, the director of neuroscience at the National Institute of Mental Health, which was
designated the lead agency by the Child Health Act. The legislation, passed in the Clinton
administration, addresses dozens of childhood disabilities.

Some parents are likely to be frustrated by the plan's suggestion that it will take at least seven years to
provide treatment for all who need it.

Mr. Beck of the Autism Society of America hoped that long-term research and improved services were
not mutually exclusive. "There are good practices out there," he said, "just not enough of them."”

He added: "And there's no money on the services and treatment side. What do we do with the kids for
the next 7 to 10 years? We have to do both. You cannot just throw away a generation of children."

Many researchers and clinicians in the field credit the advocacy community with galvanizing the
government, follo