SPECIAL EDUCATION: IS IDEA WORKING AS
CONGRESS INTENDED?

HEARING

BEFORE THE

COMMITTEE ON
GOVERNMENT REFORM

HOUSE OF REPRESENTATIVES

ONE HUNDRED SEVENTH CONGRESS

FIRST SESSION

FEBRUARY 28, 2001

Serial No. 107-12

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
75-592 PDF WASHINGTON : 2001

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
DAN BURTON, Indiana, Chairman

BENJAMIN A. GILMAN, New York
CONSTANCE A. MORELLA, Maryland
CHRISTOPHER SHAYS, Connecticut
ILEANA ROS-LEHTINEN, Florida
JOHN M. McHUGH, New York
STEPHEN HORN, California

JOHN L. MICA, Florida

THOMAS M. DAVIS, Virginia
MARK E. SOUDER, Indiana

JOE SCARBOROUGH, Florida
STEVEN C. LATOURETTE, Ohio
BOB BARR, Georgia

DAN MILLER, Florida

DOUG OSE, California

RON LEWIS, Kentucky

JO ANN DAVIS, Virginia

TODD RUSSELL PLATTS, Pennsylvania
DAVE WELDON, Florida

CHRIS CANNON, Utah

ADAM H. PUTNAM, Florida

C.L. “BUTCH” OTTER, Idaho
EDWARD L. SCHROCK, Virginia

HENRY A. WAXMAN, California

TOM LANTOS, California

MAJOR R. OWENS, New York

EDOLPHUS TOWNS, New York

PAUL E. KANJORSKI, Pennsylvania

PATSY T. MINK, Hawaii

CAROLYN B. MALONEY, New York

ELEANOR HOLMES NORTON, Washington,
DC

ELIJAH E. CUMMINGS, Maryland

DENNIS J. KUCINICH, Ohio

ROD R. BLAGOJEVICH, Illinois

DANNY K. DAVIS, Illinois

JOHN F. TIERNEY, Massachusetts

JIM TURNER, Texas

THOMAS H. ALLEN, Maine

JANICE D. SCHAKOWSKY, Illinois

WM. LACY CLAY, Missouri

BERNARD SANDERS, Vermont
(Independent)

KEVIN BINGER, Staff Director
DANIEL R. MoLL, Deputy Staff Director
JAMES C. WILSON, Chief Counsel
ROBERT A. BRIGGS, Chief Clerk
PHIL SCHILIRO, Minority Staff Director

1)



CONTENTS

Page
Hearing held on February 28, 2001 .........ccccociiiiiiniieiienieeiieeie et sve e 1
Statement of:

Guard, Patricia J., Acting Director, Office of Special Education Programs,
U.S. Department of Education; Melinda Baird, JD, Knoxville, TN; Gary
Mayerson, JD, New York, NY; Bill East, executive director, National
Association of State Directors of Special Education, Inc.; and Ed

Amundson, National Education ASSociation .............ccccoceeeeveieeeiieeeecveeeennnes 123
Hooley, Hon. Darlene, a Representative in Congress from the State of

[0=Y=c) o NSRS 38

Lamontagne, Ovide, Manchester, NH; Ginger Brown, Columbus, IN;
Stephanie Fry, Indianapolis, IN; Pat Antenellis, Framington, MA; Caro-
lyn Nunes, special education program manager, San Diego, CA; Kevin
McDowell, general counsel, Department of Education, Indianapolis, IN;
and Marca Bristo, chair, National Council on Disability ........cccccccevvuneenne. 44
Letters, statements, etc., submitted for the record by:
Allen, Hon. Thomas H., a Representative in Congress from the State

of Maine, prepared statement of ..........ccccoeeeiiiriiiiiieiiiiiieeceeeee e 330
Amundson, Ed, National Education Association, prepared statement of .... 310
Antenellis, Pat, Framington, MA, prepared statement of 85
Baird, Melinda, JD, Knoxville, TN, prepared statement of ............cccccoce... 137
Bri?to, Marca, chair, National Council on Disability, prepared statement

OF ettt ettt ettt ettt et et ettt e et e te ettt e e bt e ae bt e b e be st ebeestebeessenbeeseebeereentans 104
Brown, Ginger, Columbus, IN, prepared statement of 65
Burton, Hon. Dan, a Representative in Congress from the State of Indi-

ana:

Charts concerning special education .........cccccceeeevveeiniieeiniieenicieeeeieeenns 3
Prepared statement of ............ccccoviieiiiiiieiiie e 22
East, Bill, executive director, National Association of State Directors

of Special Education, Inc., prepared statement of .........cc.cceeevvviviiiinnnnnnn. 301
Fry, Stephanie, Indianapolis, IN, prepared statement of 72
Guard, Patricia, J., Acting Director, Office of Special Education Pro-

grams, U.S. Department of Education, prepared statement of ................. 127
Hooley, Hon. Darlene, a Representative in Congress from the State of

Oregon, prepared statement of ...........ccocceeviiiiiiiriiiniieieeeeeee e, 40
Kucinich, Hon. Dennis J., a Representative in Congress from the State

of Ohio, prepared statement of ..........ccccceeeiiieiiiiiiecie e 332
Lamontagne, Ovide, Manchester, NH, prepared statement of .... . 47
Mayerson, Gary, JD, New York, NY, prepared statement of ....................... 198
McDowell, Kevin, general counsel, Department of Education, Indianap-

olis, IN, prepared statement of ...........ccoceeviiriiiiiiiiniiieieeieeeeeeeeee e, 93
Morella, Hon. Constance A., a Representative in Congress from the State

of Maryland, prepared statement of ...........cccceeecivieeeiiieeciieece e, 35
Nunes, Carolyn, special education program manager, San Diego, CA,

prepared statement Of ..........cccooeviiiiiiiiiieiiie e 56
Waxman, Hon. Henry A., a Representative in Congress from the State

of California, editorial entitled, “Special Education, Discarded Vow,” ..... 31

(I1D)






SPECIAL EDUCATION: IS IDEA WORKING AS
CONGRESS INTENDED?

WEDNESDAY, FEBRUARY 28, 2001

HOUSE OF REPRESENTATIVES,
COMMITTEE ON GOVERNMENT REFORM,
Washington, DC.

The committee met, pursuant to notice, at 1:45 p.m., in room
2154, Rayburn House Office Building, Hon. Dan Burton (chairman
of the committee) presiding.

Present: Representatives Burton, Morella, Shays, Horn, Barr,
Davis, Platts, Weldon, Putnam, Schrock, Waxman, Owens,
Maloney, Norton, Kucinich, Tierney, and Schakowsky.

Also present: Representatives Cunningham, Pence, and Sununu.

Staff present: Kevin Binger, staff director; Daniel R. Moll, deputy
staff director; S. Elizabeth Clay, Nicole Petrosino, and Jen Klute,
professional staff members; Marc Chretien, senior investigative
counsel; Sarah Anderson, staff assistant; Robert A. Briggs, chief
clerk; Robin Butler, office manager; Michael Canty and Toni
Lightle, legislative assistants; John Sare, deputy chief clerk;
Corinne Zaccagnini, systems administrator; Sarah Despres, minor-
ity counsel; Ellen Rayner, minority chief clerk; and Earley Green,
minority assistant clerk.

Mr. BURTON. Good afternoon. A quorum being present, the Com-
mittee on Government Reform will come to order and I ask unani-
mous consent that all Members’ and witnesses’ written and open-
ing 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 referred to be included in the record,
and, without objection, so ordered.

During the 106th Congress we began looking at the increased
rates of autism. As we did that, we repeatedly heard from families
that they were facing serious challenges obtaining services from
their schools. Any family that is raising a child with a develop-
mental delay or a learning disability or a physical disability faces
tremendous challenges on a daily basis.

Through this investigation, we have already learned that fami-
lies are physically, emotionally and financially exhausted. Why is
it that when we have a Federal law that requires that every child
receive a free and appropriate public education, many families are
having to go to court to receive these services? And it’s very costly.

The committee received thousands of e-mails, telephone calls,
and letters and faxes from families, teachers, administrators and
organizations about the implementation of the Individuals with
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Disabilities Education Act [IDEA]. Congress has focused on the
educational needs of the disabled for over 25 years. In 1975 Con-
gress passed the Education for All Handicapped Children Act, the
EHA Act, and the EHA guaranteed that eligible children and youth
with disabilities would have available to them a free appropriate
public education.

We have heard a great deal in the past hearings about the in-
creased rates of autism, and my family’s been touched by that. In
1999 there were 2,462 children ages 3 to 21 in Indiana diagnosed
with autism. With the dramatic rise of autism—in fact, we have a
chart that shows the increase and how it’s been rising—with the
dramatic rise of autism will be a dramatic rise in requests for spe-
cial education services. Are schools across the country prepared to
handle the needs of children with autism? It used to be 1 in 10,000
children were autistic. Now, it’s 1 in 500 and in Indiana, my home
State, it’s 1 in 400.

[The information referred to follows:]
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Restraints for a 6 year old autistic boy.
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Inpiana
Seeciar Ebuearion
Previminary Crito Counr Data
2000-20017 Scroor Year

Inoiana Departvent Or EpucaTion

CENTER FOR COMMUNITY RELATIONS
AND SPECIAL POPULATIONS

DIVISION OF SPECIAL EDUCATION
Room 229 State House
Indianapolis, Indiana 46204-2798

DR. SUELLEN REED
TATE SUPERINTENDENT OF PUBLIC INSTRUCTION
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2000-2001 SPECIAL EDUCATION
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DATE LISTED 02/15/01

INDIANA DEPARTMENT OF EDUCATION
DIVISION OF SPECIAL EDUCATION

NUMBER AND PERCENT OF STUDENTS AGED 3-21
SERVED UNDER IDEA, PART B FEDERAL (UNDUPLICATED COUNT)

16

BY DISABILITY

DURING THE 2000-2001 SCHOOL YEAR

DISABILITY

MULTIPLY HANDICAP
ORTHOPEDIC IMPAIRMENT
VISUAL IMPAIRMENT
HEARING IMPAIRMENT
EMOTIONAL HANDICAP-FT
EMOTIONAL HANDICAP-OTHER
LEARNING DISABILITY
DEVELOPMENTAIL: DELAY
COMMUNICATION DISORDER
MILD MENTAL HANDICAP
MODERATE MENTAL HANDICAP
SEVERE MENTAL HANDICAP
DUAL SENSORY IMPAIRMENT
AUTISTIC

TRAUMATIC BRAIN INJURY
OTHER HEALTH IMPAIRED

ALL DISABILITIES

STATE TOTALS

NUMBER
1,368
1,689

709
1,650
6,870
5,023

59,421
551
47,146
18,369
3,826
1,020
23
3,071

525
3,945

155,206

PERCENT

w

oW
NOHOONHOO®@WINHOHMO

=
o
=3

881
088
457
063
426
236
285
355
376
835
465
657
015
979
338
542

.000

COUNT DATE:

DECEMBER
PAGE:

disability by the total number of children with disabilities served.

1,

2000
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Mr. BURTON. Are teachers and administrators trained in the
changes in the Federal laws regarding special education? Are fami-
lies fully informed early in the process about their rights? In the
State of Indiana, requests for special education services for children
with autism increased by 25 percent in just 1 year. What does this
mean for the local school districts?

The Indiana Resource Center for Autism is piloting a parent
training program. This program helps parents of newly diagnosed
children with autism spectrum disorders understand the impact of
autism on their child and their family. They explain the various
program options available, how to support and educate their child,
how to access services across Indiana and how to identify and ac-
cess appropriate and effective special education services, including
their rights under the Federal law.

While we focus our discussion on the educational challenges of
families with autistic children, the implementation of IDEA and
the importance of schools complying with congressional intent ap-
plies to all children, all children with special education needs. We
have tremendous input from parents with children with Attention
Deficit Disorder, with Downs Syndrome, children who are hearing
and/or vision impaired, and children with physical limitations.

President George W. Bush said with the introduction of his edu-
cation blueprint, the Federal role in education is not to serve the
system, it 1s to serve the children. And that’s all of the children.

I agree with President Bush 100 percent. While there are many
issues we could look at regarding special education and the imple-
mentation of IDEA, what we must keep in mind as we do this, is
that it is about our children. We are talking about making sure
that each child, every child, has an opportunity to excel to the best
of their own abilities through a free and appropriate public edu-
cation. I just noticed they put my grandkids up there, and if you
want to know what my grandkids look like, there they are. The one
that’s smiling is my granddaughter, and the one who is not smiling
is our grandson Christian, who is autistic.

The President’s blueprint offers four objectives: increasing ac-
countability for student performance, focusing on what works, re-
ducing bureaucracy and increasing flexibility, and empowering par-
ents.

As we heard from thousands of families across the country, we
found similarities in their desires in the four objectives of the
President’s education blueprint. We repeatedly heard that parents
did not want their children to be warehoused or placed in classes
where they were not intellectually challenged. We repeatedly heard
from the disability community and families about the need for ac-
countability for schools that do not comply with the law.

We heard from families that they want their children to be in
programs that are going to improve their children’s lives. For some
children with autism, that might be 1 hour of speech therapy 5
days a week, rather than 30 minutes 2 days a week.

For other children it may be 40 hours a week of applied behav-
ioral analysis at an early age to improve the child’s educational ex-
perience and ability to interact and communicate. For a child with
physical limitations, it may mean having a full-time aide assigned
to assist them in a regular classroom or access to a computer with
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special communication software. Smaller classroom size in both
special education and regular education classrooms was repeatedly
mentioned.

We also have heard from teachers and administrators about in-
creased paperwork burdens. We need to find the proper balance in
meeting reporting requirements while taking advantage of new
computer technology that can make these reporting requirements
easier and less burdensome.

Families across the country do not feel that their schools are fol-
lowing the IDEA law. A majority of over 2,500 families we heard
from had to fight for services. And that is almost criminal. The law
requires that these parents get the help they need and not have to
go to the legal remedies necessary to get these services.

We repeatedly heard from families that the schools do not inform
them of the programs available to their children or of their rights
under the law. We also learned that families spend tens of thou-
sands of dollars out of pocket to obtain educational services for chil-
dren as well as to hire lawyers to fight for their children’s edu-
cational needs, and some of these people have been forced almost
into bankruptcy because of that.

Today we will hear from a broad spectrum of witnesses. Unfortu-
nately, one of our witnesses, a very good friend of mine, Ms. Sally
Duncan Griffith, could not be here as planned. She had a valuable
story to tell about raising a disabled child. Unfortunately her child
was hospitalized this weekend, in critical care, and our prayers go
out to the family.

I'm pleased that Congresswoman Darlene Hooley of Oregon is
here today. She has introduced H.R. 659, a bill to achieve full fund-
ing for Individuals with Disabilities Act, Part B, by 2006.

Congress made a commitment that the Federal Government and
State and local governments would share in the expense of educat-
ing children with disabilities. We made a commitment to contribute
up to 40 percent of the average per-pupil expenditure of educating
children with disabilities, and to date the Federal Government has
never contributed more than 14.9 percent. We pledged 40 percent.
’CIl‘his has got to change and we are going to try to help get that

one.

The chart shows that Congress has repeatedly increased funding
of IDEA even above what prior administrations have requested and
we are talking about Republican and Democrat administrations.

I will be working with my colleagues in the Congress to ensure
that we step up to the plate and fulfill our commitment to the
IDEA and to the disabled children of this country. And as we do
this, it’s important the schools use this money for special edu-
cational children and not for other projects.

The intent of a Federal investment in special education is to fund
the additional cost of providing educational services to disabled
children. These funds may mean better pay for teachers and aides,
more teachers and aides for the classroom, more and better train-
ing for regular and special education teachers on specific disabil-
ities such as autism, and better educational tools. It was never con-
gressional intent that taxpayer dollars be spent on hiring attorneys
to fight parents in long and expensive court battles that will keep
children from getting these services. The role of special education
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directors, teachers, and administrators is to serve the children and
not the system.

The new mantra at the Department of Education is that no child
be left behind, and you have heard that several times recently. It
is very important that no child be left behind, including any child
with any kind of disability.

Our new First Lady is to become an ambassador for education.
She is going to devote her energies to recruiting teachers across the
country. And I applaud her in this endeavor and will be sending
her a personal letter. And I'll ask my colleagues, Henry Waxman,
the ranking Democrat, and others on both sides to sign that letter,
making sure that she include in that recruitment special edu-
cational teachers, speech and occupational therapists that we des-
perately need in our school systems across the country.

We in Congress may also have to be creative in special education
career development. For instance, maybe we should look at devel-
oping student loan repayment programs similar to medical school
repayment programs; this loan repayment program would be for in-
dividuals who will become special education teachers or speech
therapists who will teach for a 5-year period in rural or inner city
schools or areas identified to be in desperate need of special edu-
cation teachers and/or speech therapists.

When Congress passed legislation to require a free and appro-
priate public education to all children with disabilities, we never
envisioned that parents would have to fight for these services. We
never envisioned that schools would refuse to accept the diagnosis
of a doctor and then not evaluate a child for 6 months or a year,
which is a lifetime in many kids’ lives, delaying all services until
the school evaluation is obtained.

With an autistic child, early and aggressive intervention is uni-
versally recognized as imperative. A 6-month delay can have a det-
rimental effect on the child for years and maybe their lifetime. The
delay may also mean that over the long-term the child will have
fewer communication skills.

When Congress passed IDEA we never envisioned that schools
would tell parents if we provide it for your child, then we’ll have
to provide it for everyone. We repeatedly heard from families that
schools used this as an excuse not to provide services. If the service
is an appropriate service to meet the educational needs of a dis-
abled child, any child with the same disability in the school should
be offered the same access that is appropriate.

And I’d just like to say that for those of you who don’t know it,
my grandson is autistic. I went with my daughter to her school. We
went there because she was getting 1 hour of help a week with his
speech impediment, his speech problem, and they talked to us for
about an hour, and they decided that 1 hour was sufficient, even
though they had correspondence from doctors on his case that said
he needed at least 2 hours of speech therapy a week. And I asked
them, because it became apparent during the meeting—this is in
my District, incidentally—it became apparent during the meeting
they had made the decision before we even got there. I said to
them, why did we even come here if you've already made up your
mind? Why?
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Now, you know, 'm chairman of this committee and Henry’s one
of the leading Members of Congress on the Democrat side. If we
go to a school with an autistic child or grandchild and we get this
kind of response, what does that mean for the average citizen that
doesn’t have any influence? And that’s why a lot of people feel like
they don’t have any place to turn. Well, we are going to try to
change that and I know that people on both sides of the aisle,
Democrats and Republicans, feel this way, and we are going to do
everything we can to make sure that happens.

Now, I recognize my colleague Mr. Waxman for his statement.

[The prepared statement of Hon. Dan Burton follows:]
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Opening Statement
of
Chairman Dan Burton
Government Reform Committee
Special Education: Is IDEA Being Implemented as Congress
Intended?

February 28, 2001 -- 1:00 pm

Good Afternoon, A Quorum being present, the Committee on
Government Reform will come to order. | ask unanimous
consent that all Members’ and witnesses’ written and opening
statements be included in the record. Without objection, so
ordered.

I ask unanimous consent that all articles, exhibits, and
extraneous, or tabular material referred to be included in the
record. Without objection, so ordered.

During the 106th Congress we began looking at the increased
rates of autism. As we did that, we repeatedly heard from
families that they were facing serious challenges obtaining
services from their schools. Any family that is raising a child
with a developmental delay, a learning disability, or a physical
disability faces tremendous challenges on a daily basis.

Through this investigation, we have already learned that
families are physically, emotionally, and financially exhausted.
Why is it that, when we have Federal law that requires that
every child receive a free and appropriate public education,
many families are having to go to court to receive these
services?

The Committee received thousands of e-mails, telephone calls,
letters and faxes from families, teachers, administrators, and
organizations about the implementation of the Individuals with
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Disabilities Education Act (IDEA). Congress has focused on the
educational needs of the disabled for over twenty five years. In
1975 Congress passed the Education for All Handicapped
Children Act (EHA). The EHA guaranteed that eligible children
and youth with disabilities would have available to them a free
appropriate public education.

We have heard a great deal in past hearings about the
increased rates of autism. In 1999, there were two thousand,
four hundred, sixty two children ages three to twenty-one in
Indiana diagnosed with Autism.

1999 Statistics: ’ Autistic Children Ages 0-21 Years Served in Federally
: Supported Programs 1991-1998

There are
2,462 children
Ages3to 21
in Indiana
Diagnosed with |

Autism.

60,000

40,000

20,000
o

With the dramatic rise of autism will be a dramatic rise in
requests for special education services. Are schools across the
country prepared to handle the needs of children with autism?

Are teachers and administrators trained in the changes in the
Federal laws regarding special education? Are families fully
informed early in the process about their rights?

In the state of Indiana, requests for special education services
for children with autism increased by twenty-five percent in
just one year. What does this mean for local school districts?
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The Indiana Resource Center for Autism is piloting a parent
training program. This program helps parents of newly
diagnosed children with autism spectrum disorders understand
the impact of autism on their child and their family. They
explain the various program options available, how to support
and educate their child, how to access services across Indiana,
and how to identify and access appropriate and effective
special education services, including their rights under federal
law.

While we may focus our discussion on the educational
challenges of families with autistic children, the
implementation of IDEA and the importance of schools
complying with Congressional intent applies to ALL children
with special education needs. We have tremendous input from
parents with children with attention deficit disorder, with
Down’s Syndrome, children who are hearing and/or vision
impaired, and children with physical limitations.

President George W. Bush with the introduction of his
Education Blueprint stated:

“The federal role in education is not to serve the system.
It is to serve the children.”

| agree with President Bush one hundred percent. While there
are many issues we could look at regarding special education
and the implementation of IDEA, what we must keep in mind as
we do this is that it is about our children. We are talking about
making sure each child - every child - has an opportunity to
excel to the best of their own abilities through a free and
appropriate public education.



25
The President’s blueprint offers four objectives:

Increasing accountability for student performance
Focusing on what works

Reducing bureaucracy and increasing flexibility
Empowering parents.

> > > &

As we heard from thousands of families across the country, we
found similarities in their desires and the four objectives of
the President’s education blueprint. We repeatedly heard that
parents did not want their children to be “warehoused,” or
placed in classes where they were not intellectually challenged.
We repeatedly heard from the disability community and
families about the need for accountability for schools that do
not comply with the law.

We heard from families that they want their children to be in
programs that are working - to have access to programs that
are going to improve their children’s lives. For some children
with autism, that might be one hour of speech therapy five
days a week rather than thirty minutes two days a week.

For other children, it may mean forty hours a week of applied
behavioral analysis at an early age to improve the child’s
educational experience and ability to interact and
communicate. For a child with physical limitations, it may
mean having a fuli-time aide assigned to assist them in a
regular classroom, or access to a computer with special
communication software.

Smaller classroom size in both special education and regular
education classrooms was repeatedly mentioned.

We also have heard from teachers and administrators about
increased paperwork burdens. We need to find the proper
balance in meeting reporting requirements while taking
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advantage of new computer technology that can make these
reporting requirements easier and less burdensome.

Families across the country do not feel that their schools are
following the IDEA law. A majority of over 2,500 families we
heard from had to fight for services.

We repeatedly heard from families that the schools did not
inform them of the programs available to their children or of
their rights under the law. We also fearned that families spend
tens of thousands of dollars out-of-pocket to obtain
educational services for their children, as well as to hire
lawyers to fight for their children’s educational needs.

Today we will hear from a broad spectrum of witnesses.
Unfortunately one of our witnesses, Mrs. Sally Duncan Griffith,
could not be here as planned. She had a valuable story to tell
about raising a disabled child. Unfortunately, her child was
hospitalized this weekend in critical care. Our prayers go out
to the Griffith family.

I am pleased that Congresswoman Darlene Hooley of Oregon
is here today. She has introduced HR 659, a bill to achieve full
funding for the Individuals with Disabilities Act Part B by 2006.

Congress made a commitment that the Federal Government
and State and local governments would share in the expense
of educating children with disabilities. We made a
commitment to contribute up to forty percent of the average
per—pupil expenditure of educating children with disabilities.
To date, the Federal Government has never contributed more
than 14.9 percent. This must change.

The chart shows, that Congress has repeatedly increased
funding of IDEA, even above what prior Administrations
reqguested.
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IDEA Historial Funding Part B Grants
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| will be working with my colleagues in the Congress to insure
that we step up to the plate and fulfill our commitment to the
IDEA and to the disabled children of this country. And as we
do this, it is important that schools use this money for special
education children and not for other projects.

The intent of a Federal investment in Special Education is to
fund the additional cost of providing educational services to
disabled children. These funds may mean better pay for
teachers and aides, more teachers and aides for the
classroom, more and better training for regular and special
education teachers on specific disabilities such as autism, and
better educational tools.

It was never Congressional intent that taxpayer dollars be
spent on hiring attorneys to fight parents in long and
expensive court battles that will keep children from getting
services. The role of Special Education Directors, Teachers,
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and Administrators is to serve the children, not to serve the
system.

The new mantra at the Department of Education is that “No
Child Be Left Behind.” It is very important that no child be left
behind, including any child with a disability.

Our new First Lady is to become an “Ambassador for
Education” She is going to devote her energies to recruiting
teachers across the country. | applaud her in this endeavor
and will be sending a personal letter asking that she include in
that recruitment special education teachers, speech and
occupational therapists that we desperately need in our school
systems across the country.

We in Congress may also have to be creative in special
education career development. For instance, maybe we should
ook at developing student loan repayment programs similar
to medical school repayment programs. This loan repayment
program for individuals who will become special education
teachers or speech therapists who will teach for a five year
period in rural or inner city schools or areas identified to be in
desperate need of special education teachers and speech
therapists.

When Congress passed legislation to require a free and
appropriate publication to all chidren with disabilies we never
envisioned that parents would have to fight for these services.
We never envisioned that schools would refuse to accept the
diagnosis of a doctor and then not evaluate a child for six
months or a year — delaying all services untii the school
evaluation is obtained.

With a child with autism, early and agressive intervention is
universally recognized as imperative. A six month delay can
have a detrimental effect on the child for years. The delay



29

may also mean that over the fong-term that the child has
fewer communication skills.

When Congress passed IDEA we never envisioned that schools
would tell parents, “if we provide it for your child, then we will
have to provide it for everyone!” We repeatedly heard from
families that schools used this as an excuse not to provide
services. If the service is an appropriate service to meet the
educational needs of a disabled child, any child with the same
disability in the school should be offered access to that
appropriate service.

The record will remain open until March 15. | now recognize
the ranking minority member, Mr. Waxman for his opening
statement.
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Mr. WAXMAN. Thank you, Mr. Chairman, for recognizing me and
I want to thank you for holding this hearing. And I will join with
you on that letter to the First Lady encouraging her to include spe-
cial education as part of her mission.

I'm pleased that we’re holding this hearing to examine the imple-
mentation of an important civil rights law that protects children
with disabilities, the Individuals with Disabilities Education Act
[IDEA]. This legislation was passed to ensure that children with
physical, mental and emotional challenges receive a free and appro-
priate public education provided, to the extent possible, alongside
children without disabilities, in mainstream classes, using any ac-
commodations needed to support his or her placement.

Unfortunately, implementation of and compliance with IDEA
throughout the Nation is inconsistent. The National Council on
Disability, the independent Federal agency that monitors IDEA im-
plementation, found that former Education Secretary Riley’s efforts
to monitor compliance and take enforcement actions were more ag-
gressive than any of his predecessors’ efforts combined; yet, despite
Secretary Riley’s efforts, Federal enforcement of IDEA continues to
be ineffective.

What that means in practical terms is that some children who
are by law entitled to educational services don’t get them and must
seek legal recourse. Part of the blame for this situation lies with
Congress. IDEA calls for the Federal Government to provide up to
40 percent of the additional costs of educating children with dis-
abilities. However, Congress has historically appropriated funding
for only 12 to 13 percent of these costs. That’s wrong. Instead of
appropriating the §17 billion that would be necessary to meet our
full Federal 40 percent obligation to the States, Congress for this
year, fiscal year 2001, has appropriated only $6.3 billion, and that
in itself was more than a 20 percent increase over the $5 billion
that was provided in fiscal year 2000.

When the Federal Government does not do its share, every dollar
that a State must divert from regular education to cover special
education costs that Congress should have paid for is a dollar that
leaves our students and our schools shortchanged. As the Los An-
geles Times put it last Thursday in an editorial entitled, “Special
Education, Discarded Vow,” without substantial help, school dis-
tricts end up raiding other instruction, pitting child against child.
And I'm going to ask, Mr. Chairman, that this editorial be made
part of the record.

Mr. BURTON. Without objection.

[The information referred to follows:]
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Special Ed: Discarded Vow

he rapid growth of special education in

the Los Angeles Unified School Dis-

trict, part of a national trend, has some
tough consequences for schools. These include
a shortage of qualified special-ed teachers and a
worsening of the classroom space problem in
already jammed schools. Funding is inad-
equatz to fix either.

Los Angeles Mayor Richard Riordan has
sald he will request additional federal dollars
for special education, among other things,
next month when he meets with Education
Secretary Rod Paige in Washington. In truth,
all he'll be asking is that Washington make
good on a guarantee given 25 years ago. In
the 1975 Education for All Handicapped Chil-
dren Act, Congress promised to shoulder 40%
of additional costs of educating disabled chil-
dren in public schools by 1982, Without sub-
stantial help, school districts end up raiding
other instructian, pitting child against child.

In the current federal budget, the govern-
ment contributes about $6 billion for the 6 mil-
lion children identified as disabled, only 12%
of the actual cost. States pay the rest, a huge
unfunded federal mandate that keeps getting
bigger.

The soaring costs reflect a 30% increase in
the number of children identified as having
special needs during the past decade. That
growth Includes a spike in students dizgnosed
with attention-deficit hyperactivity. It also in-
cludes significant increases in children with

more severe or multiple disabilities that re-
quire more expensive care. These children are
entitled to an appropriate public education,
but the huge and fast-paced increase raises an
urgent question: How many of the students in
special-ed classes are there because they mis-
behave or cannot read?

A 1999 Times analysis found that tens of
thousands of students In California’s special
education classes had been placed there not
because of z serious handicap but because
they were never taught to read properly.
Across the nation, children who are similarly
and wrongly labeled “learning-disabled” re-
tain a stigma throughout their public school
careers. nampant misclassification based on
reading problems can be reduced or pre-
vented altogether with systematic, intensive,
research-proven instruction as early as
kindergarten.

Reading First, a $5-billion initiative pro-
posed this week by President Bush, would tri-
ple the amount the federal government
spends on reading Instruction. The plan, part
of the reauthorization of the law that funds
Title I programs, would finance teacher train-
ing, frequent diagnostic testing of children
and the purchase of proven reading programs.
That is part of a long-term answer, but in fair-
ness to the states and their students, Wash-
ington needs to also triple its share of funding
for special education.
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Mr. WAXMAN. In the last Congress, former Education and Work-
force Chairman Goodling introduced legislation that would have
authorized full funding for IDEA by 2010. This legislation was sup-
ported by every member of the Government Reform Committee on
both sides of the aisle. Mr. Goodling’s bill passed the House but
stalled in the Senate. There are several bills pending in the House
again this year, including one introduced by our first witness, Rep-
resentative Hooley, and I hope that we can all agree to meet our
obligation to the States and to the children who need this funding
and follow Representative Hooley’s leadership.

Another issue that I want to raise is a little-known loophole in
that 1997 amendment to the IDEA that permits local school dis-
tricts to shift education funding to noneducational purposes. As a
result, local school districts this year could shift $270 million that
would otherwise have been spent on special education into their
general treasuries. This number will only continue to rise the more
we commit at the Federal level to IDEA.

I commend Mr. Tierney and Mr. LaTourette, both members of
this committee, for their bipartisan introduction of H.R. 714 which
would close this loophole and require that all funds allocated for
IDEA be spent on educational expenses. Other members of this
committee, including Mrs. Morella and Mr. Lantos, Mr. Kucinich
and Mrs. Mink, have joined me in cosponsoring this important bill,
and I hope this legislation helps ensure that all the money des-
ignated for education is spent appropriately.

I do not want to convey the impression that IDEA has been a
failure. It has not. Before 1975 when the first version of the law
was enacted, many children with disabilities were not educated at
all. The original Education for All Handicapped Children Act
brought about 1 million disabled kids into the education system for
the first time and provided services for millions more who were at-
tending school without the support they needed to overcome the
challenges of their disabilities.

In the years since, the educational rights of children have been
expanded and today approximately 6 million children with disabil-
ities receive services under IDEA. Today we’re going to look at
ways those children are helped by the law and how we can do a
better job of providing the educational and related services they
need.

I want to thank all of the witnesses for coming today. I look for-
ward to their testimony. I want to indicate to the witnesses and
others here that, unfortunately, different committees scheduled
their hearings at the exact same time, so I'm going to be bouncing
back and forth, but we will have the record, and that record will
be very helpful for all of our colleagues to be educated further on
this issue.

Mr. Chairman, I thank you for your leadership and we look for-
ward to taking this record and trying to correct the problem to
make sure this law, which was a good one, is implemented the way
it should be. Thank you.

Mr. BURTON. Thank you Mr. Waxman.

Further discussion? Mr. Barr.

Mr. BARR. Thank you, Mr. Chairman.
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The only thing I'd like to mention is as we conduct our oversight
today and throughout this session under your leadership, Mr.
Chairman, regarding IDEA, while the primary focus will be fund-
ing and to take steps to ensure that the program is meeting the
needs of the American people as addressed already by Congress,
there are some perhaps what might be considered tangential but
very important issues that I hope we address.

One is to address the issue of violence in our schools and to en-
sure, as we tried to address in the last Congress, that some of the
perhaps unintended consequences of IDEA do not hamper local
schools from protecting students. If a student who falls under the
provisions of IDEA poses a danger to the other students or to
teachers, for example, by bringing a weapon to school, we don’t
want to see the danger perpetuated by IDEA, tying the hands of
:cihe local school to take disciplinary steps to protect the other stu-

ents.

That’s something, as the chairman is aware, we addressed in the
last Congress. It remains somewhat unresolved, and I would hope
that would be part of our oversight because, of course, throughout
all of these efforts, Mr. Chairman, first and foremost must be the
protection of our students and our teachers. So I do hope that re-
mains and will be part of our oversight efforts regarding IDEA.

Thank you, Mr. Chairman.

Mr. BURTON. Thank you Mr. Barr. Mr. Tierney.

Mr. TiERNEY. Thank you, Mr. Chairman, and thank you for hav-
ing this hearing today on a very important subject. I thank all of
our witnesses whose written testimony has already been helpful to
many of us, and I'm sure the record of this hearing will continue
to be helpful.

Let me just recount a little bit of the history on this. The Federal
role in education has always been a limited one and for some pe-
riod of time didn’t exist. I think most people realize that. The obli-
gation to educate our children rests 100 percent with the States,
and I think that’s something we shouldn’t forget. The absolute fun-
damental obligation to educate our children, all children, is with
each and every one of the States in this country.

Unfortunately, we found out before the 1960’s that obviously
States are not meeting that obligation. They were not educating
and identifying many, many, many children with special needs. As
a result, a series of acts were enacted by the Federal Government,
giving States the option, if they chose to get Federal help, to meet
certain standards, thresholds, with which they had to comply; vir-
tually, State opted to accept the Federal assistance and to take the
help that was available.

Now, in the early authorizations, it was authorized that the Fed-
eral Government would contribute up to 40 percent of moneys ex-
pended on IDEA. That was certainly a noble goal but unfortunately
something that the Congress at that time apparently knew it
wasn’t going to be able to meet, because since the very first appro-
priations the amount was far less than that 40 percent.

I commend my colleague, Ms. Hooley, for putting the bill before
us—she’s going to speak to it today—to raise that amount, and I
think it is appropriate to try to do that. I just think we should not
lose focus that this is the Federal Government hopefully coming in
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to be helpful, hopefully setting some standards, minimum thresh-
olds, and hopefully encouraging States to live up to their commit-
ment and their obligation to educate children.

The last part of that is I thank Mr. Waxman for making com-
ment on the bill that I filed with Mr. LaTourette and which others
on this committee, Mrs. Morella, Mr. Lantos, Mr. Kucinich and
Mrs. Mink, have cosponsored also. The way the law is currently
constructed, we could continue to give a higher percentage of Fed-
eral money and some of that may well go right out the window. If
our intention is in fact to make sure that we increase the percent-
age of Federal money that’s given through IDEA, then we’re going
to have to close that loophole. We're going to have to make sure
that once we hit the $4.1 billion mark that States aren’t able to
draw out 20 percent of that amount and put it somewhere else.
Right now, we would have no way of telling where they’re going to
put that, and it amounts to some $270 million so far.

At the very least, we ought to obligate the States to keep that
$270 million in the field of education, and if we’re entirely success-
ful, hopefully they’ll put as much as is needed into special edu-
cation so this program works the way it’s intended for everybody.

So we look forward to working with the chairman and the rest
of this committee, as well as the Education Committee on which I
and some others also serve, to get this job done. And we thank ev-
erybody for making their testimony available us to here today.
Thank you, Mr. Chairman.

Mr. BURTON. I think that’s a very good bill, and I wish you would
add me to your bill with Mr. LaTourette.

Mrs. MORELLA. Thank you. Mr. Chairman in the interest of time,
my excellent statement that I have before me urging that IDEA be
raised to the Federal commitment of 40 percent I will ask be in-
cluded in the record, and I am concerned about a backlash toward
those students with disabilities if we don’t fulfill our commitment.
Thank you, sir.

[The prepared statement of Hon. Constance A. Morella follows:]
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Mr. Chairman, | appreciate your efforts to hold this hearing on the
Individuals with Disabilities Education Act. | look forward to hearing
the testimony of the withesses.

Before | begin my statement let me say that in this country we do not
view education as a privilege, itis a fundamental right of all
Americans.

Let me also add, that it is my opinion that IDEA is one of the most
important civil rights laws ever written.

Over twenty-five years ago, Congress enacted and President Gerald
Ford signed the Education for All Handicapped Children Act.

The basic premise of this federal law, now known as the Individuals
with Disabilities Education Act (IDEA), is that all children with
disabiiities have a federally protected civil right to have available to
them a free appropriate public education that meets their education
and related services needs in the least restrictive environment.

The statutory right articulated in IDEA is grounded in the
Constitution's guarantee of equal protection under law and the
constitutional power of Congress to authorize and place conditions on
participation in federal spending programs.

Mr. Chairman, in 1970, before enactment of the federal protections in
IDEA, schools in America educated only one in five students with
disabilities. More than1 million students were excluded from public
schools, and another 3.5 million did not receive appropriate services.
Many states had laws excluding certain students, including those who
were blind, deaf, or labeled "emotionally disturbed" or "mentally
retarded.”

Page 1 of
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Almost 200,000 school-age children with mental retardation or
emotional disabilities were institutionalized. The likelihood of
exclusion was greater for children with disabilities living in low-
income, ethnic and racial minority, or rural communities.

What is most troubling is that a government study published last year
by the National Council on Disability finds that 25 years after
enactment of IDEA, not one single state is in compliance.

States cannot afford to be in compliance.

IDEA established the federal commitment to provide funding at 40%
of the average per pupil expenditure to assist with the costs of
educating students with disabilities. Today IDEA is funded at about
14. 9 % of the average per pupil expenditure -- much higher than the
7% of 5 years ago, but this, as we all know in this room today, is not
good enough.

We must continue to increase funding to reach the 40% of the
average pupil expenditure funding level mandated in law.

Without these federal IDEA funds, local school districts must cover
the unpaid federal share.

| can tell you that the schools in my district are struggling to carry out
IDEA, and my concern is that without the 40% percent federal
support, we will see a backlash against those students with
disabilities.

Congress must fulfill its commitment to assist States and localities
with educating children with disabilities. Congress must ensure that
the Federal government lives up to the promises it made to the
students, parents, and schools over two decades ago.

Page 2 of
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Congress needs to fully fund IDEA and maintain its commitment to
existing federal education programs. We should ensure that children
with disabilities receive a free and appropriate public education and at
the same time ensure that all children have the best education
possible.

Mr. Chairman, the Individuals with Disabilities Education Act (IDEA) is
a landmark civil rights law that was intended to open the doors to
education and success for more than six million American children
each year.

In this time of record prosperity, with more opportunities for success
than ever before, we must ensure that all of our children have the
education that will allow them to go to college, get good jobs, and play
active roles in their communities. America's ongoing commitment to
this principle, embodied in the IDEA, is both an economic and moral
imperative for our future.

| look forward to hearing the testimony of the witnesses, and thank you
Mr. Chairman for holding this important hearing.

Page 3 of
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Mr. BURTON. Thank you, Chairwoman Morella. It shall be done.
Did you have a comment, Ms. Schakowsky?

Ms. SCHAKOWSKY. Just briefly, Mr. Chairman, and thank you for
holding this hearing. I want to thank Representative Hooley. I look
forward to her testimony and give a very special welcome to Marca
Bristo who is chair of the National Council on Disability, from Chi-
cago, my hometown, and a very good friend and really one of the
Nation’s leading advocates for persons with disabilities. Thank you.

Mr. BURTON. Thank you, Ms. Schakowsky. Further discussion,
Mr. Horn.

Mr. HORN. Just briefly, I want to commend you, Mr. Chairman
for getting this important topic. There are thousands of people and
parents that will be welcoming this airing of the issue.

Over a year ago, Charles Bass, colleague from New Hampshire,
had told us that we should assume that 40 percent, because we've
never got it up to the full level, it ought to be there because it is
squeezing other students out of the system to get enough money to
help the students that we are talking about.

Mr. BURTON. Mr. Shays.

Mr. SHAYS. Thank you, Mr. Chairman. Not an eloquent written
statement, just a heartfelt one. Thank you for holding these hear-
ings. I thank my colleagues for being here and thank our witnesses
for their willingness to wait and our panelists for participating; and
also to say that I, too, want to join others in saying that every year
we should work toward full funding of IDEA. Thank you, Mr.
Chairman.

Mr. BURTON. Thank you, Mr. Shays. Mrs. Davis. Mr. Putnam.

Very well. We now will recognize the gentlelady Mrs. Hooley, and
I would like to start off by saying I appreciate you introducing your
bill and I wish you would add me to it. I think we should have
strong bipartisan support for it, and anything I can do to be of help
I will do. Can you turn on your mic and pull it closer to you, Ms.
Hooley.

STATEMENT OF HON. DARLENE HOOLEY, A REPRESENTATIVE
IN CONGRESS FROM THE STATE OF OREGON

Ms. HOOLEY. Thank you, Mr. Chairman. I appreciate your com-
ments and I would like to associate myself with those as well as
Ranking Member Waxman, and thank you for allowing me this op-
portunity to testify. And I'm going to be very brief because you
have the really important people sitting behind me that you want
to hear from.

And this is an issue as has already been introduced as talking
about children with special needs. Again, this bill was introduced
almost 26 years ago, and it was estimated at that time that the
cost of educating a special needs child would be about twice what
other students cost, and that we said we would pay 40 percent of
that excess cost, and you are all aware we haven’t done that. This
year was the best year we’ve ever done, to bring it up to 14.9 per-
cent.

But let me give you an example of a typical student with disabil-
ities from my district. We'll call this student Susie. She’s an autis-
tic child, like your grandson. The cost of a special education teacher
for Susie is about $64,000. An instructional aide costs a little over
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$29,000. Susie requires 3 hours of physical therapy per month. The
cost is a little over $1,100 per year. An autism specialist consultant
comes in to work with Susie 9 hours per month, which costs
$3,647. Other costs include $627 for 2 hours per month with a reg-
istered nurse, $500 for special supplies and equipment, and
$14,800 for transportation services. When you add all of that up,
Susie for 1 year costs $109,377.

Now, other children in the school without special needs are
$5,675. We thought when we enacted this—we didn’t think it
would be that high, but it is. And if you looked at one school dis-
trict where there are 98 children that have disabilities, if they all
required the same amount of time and effort that Susie requires,
their bill would be over $10 million a year. Now, they don’t all do
that, but that’s just to give you some numbers.

Special education can be expensive, but I don’t think anyone will
argue that these children deserve the services theyre receiving,
and likely more. And as you talked about, Mr. Chairman, a lot of
these children don’t get the services they need.

By not paying our share of the costs, the Federal Government is
putting States and local communities between a rock and a hard
place. When the State of Oregon and the Salem-Keizer School Dis-
trict have to make up that money we aren’t providing, they’re tak-
ing that money for someone else or they’re not providing the serv-
ices.

I have introduced legislation, with many of you sitting up there,
that would really try to address this 40 percent issue, and it is
time we talk about it, we pass resolutions and then we don’t put
our money where our mouths are, and this would take the next 5
years and say we are going to increase the funding by $3 billion
a year to get to the 40 percent by 2006. I think that is a reasonable
plan, you know, and it is really based on somebody’s wonderful
idea when we increased funding for the National Institutes of
Health, but we said we’re going to double it in 5 years. I think we
need to get IDEA’s funding up to 40 percent in the next 5 years,
and I think with all of your help we can do that. I think it’s time
we kept the promises we made to our children.

Thank you. Happy to answer any questions you have.

[The prepared statement of Hon. Darlene Hooley follows:]
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IDEA Testimony
Congresswoman Darlene Hooley
House Committee on Government Reform
February 28, 2001

Thank you Mr. Chairman, for allowing me the opportunity to testify before this committee today.
[ am here today to speak briefly about an issue that is extremely important to us all. I'm here to
speak about a group of people who have no enemies, whose needs bring about no opposition.
[’m here to speak about children with disabilities.

As you all know, Congress began this discussion 25 years ago. When Congress passed the
predecessor language to IDEA in 1975, it was agreed that states and local education agencies
should be required to provide a free appropriate education to every eligible child with a disability.
At that point, it was estimated that educating children with disabilities cost twice what it costs to
educate other children. Because of these additional costs, Congress authorized the federal
government to pay up to 40 percent of each state’s “excess cost” of educating children with
disabilities.

I think we are all aware of our success rate thus far. This year, we appropriated $6.3 billion to be
divided among the states. Unfortunately, this only constitutes 14.9 percent of the total costs.

Iet me give you an example using a typical student with disabilities from Salem, Oregon in the
heart of my district. We will call this student “Anne.” Anne is an autistic child. The cost of a
special education teacher for Anne is $63,982. An instructional aide to assist the teacher costs
$29,460. Anne requires 3 hours of physical therapy per month. The cost of this service is $1183
per year. An autism specialist consultant comes in to work with Anne 9 hours per month, which
costs $3647. Other costs include: $627 for 2 hours per month with a registered nurse, $500 for
special supplies and equipment, and $14,800 for transportation services. When you add all of this
up you will see that to educate Anne for one year and provide her the services she needs, the total
cost is $109,377.

Last year, the Salem-Keizer School District educated a total of 98 children with disabilities. If
each of these children required the same services Anne did, then Salem-Keizer School District had
a bill of $10.7 billion for the education of children with disabilities last year.

I don’t think anyone will dispute the fact that special education is expensive. Ialso don’t think
anyone will argue that these children don’t deserve every service they are receiving and most
likely more, .

By not paying our share of these costs, the federal govemment is putting states and local
communities between a big rock and a hard place. When the state of Oregon and the Salem-
Keizer School District have to make up for the money we aren’t providing, they are taking that
money from somewhere else. As a result, every child in this country is helping to pay our debt.
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1 have recently introduced legislation with our colleague from Connecticut, Congresswoman
Nancy Johnsan, that would address this issue.

1n a sense, our bill, H.R. 659 would authorize funding to bring the federal government’s share of
educating children with disabilities up to the 40 percent mark by 2006, This is an increase of
approximately $ 3 billion every year, That is a very large investment but we must remember, if we
don’t pay our share of the cost, our share of the cost doesn’t just go away. Someone else is
covering it for us

It is time we kept the promise we made 26 years ago and invest in the education of EVERY
CHILD.

Thank you. Iwill be happy to answer any questions you may have.
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Mr. BURTON. Well thank you, Ms. Hooley. I think you’ve covered
it very well and we certainly will support your legislation.

Ms. HooLEY. Thank you.

Mr. BURTON. The costs that you talked about, let me just ask one
or two questions, and make a comment.

Ms. HOOLEY. Sure.

Mr. BURTON. The costs that youre talking about for children
with various physical disabilities and handicaps such as autism.

Ms. HOOLEY. Right.

Mr. BURTON. They’re not all that expensive.

Ms. HooLEY. No they’re not all that expensive.

Mr. BURTON. The child you mentioned had some physical handi-
caps as well as being autistic?

Ms. HOOLEY. Right.

Mr. BURTON. So I wouldn’t want my colleagues to think that
every child is going to cost $100,000 a year because they have dis-
abilities. Many of them—and I'll take my grandson as an exam-
ple—he only requires 1 extra hour a week of speech therapy. And
so a lot of the children are like that. Some have the majority of
problems, greater or less, and so I don’t know what the average
cost would be. But I think our colleagues, when they start thinking
about the budget we’re facing and the budget the President pre-
pared last night, the first thing they think is, oh, my gosh, we are
going to blow the budget out the window if we start doing some of
these things.

The fact of the matter is, if you averaged it all out, it would be
something that’s manageable, workable, as long as we meet our
commitment.

Ms. HOOLEY. It is something that is manageable for all of us, and
again, this was an example of a very high-end child. You’re right,
there are some that are twice. There are some that are one-third
more, some like your grandson that are a little bit more. So the
range is huge but it is—what I tried to do is illustrate that you do
have this wide range, and for school districts also to provide the
services—and we want them to provide the services and we want
them to be willing to provide the services, but we also need to do
our share. And that’s really the only point I'm making, is it’s time
that we step up to the plate and do our share.

Mr. BURTON. Ms. Schakowsky, do you have any questions? Any
questions Dr. Weldon?

Mr. WELDON. Thank you, Mr. Chairman. One of the things I'm
interested in is medical costs associated with dealing with these
children. The intent of the law was to make sure that they get a
proper education. But often there are medical issues that get tied
up in the proper education and I think that’s one of the issues we
are struggling with. You mentioned physical therapy on the child
that you cited. You don’t have any more details on that at all

Ms. HooLEY. I don’t.

Mr. WELDON [continuing]. That you could provide me? Maybe in
the future you could.

Ms. HOOLEY. I would be happy to get more details and provide
those for you.

Mr. WELDON. It’s a fine line sometimes: When is it medical and
when is it educational? And you can’t educate them unless their
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medical needs are being taken care of. But when you start looking
at these very expensive kids, a lot of times the health issues are
becoming a major factor.

I appreciate your leadership on this, and I do want to thank you
so much for your testimony, and I'll be looking at your bill as well.
And I have signed letters to the effect of increasing the funding to
the full 40 percent level in the past, and I hope that I'll be able
to sign on to your bill as well this year. Thank you so much.

Ms. HooLEY. Thank you. I just want to make one response to
your comment. And you’re right; it is sometimes a fine line. But
when you talk about physical therapy, sometimes that is how to
hold a pencil or pen in your hand so that you can actually do the
work. Thanks.

Mr. BURTON. Any more questions from any Members? Any other
questions? Mr. Horn.

Mr. HorN. I'd simply like to short-circuit the system, and please
add me to your bill.

Ms. HoOLEY. Thank you.

Mr. BURTON. Any further comments or questions?

Ms. HOOLEY. Any other people that would like to be added, you
can just raise your hand. Thank you.

Mr. BURTON. OK. Well, thank you very much Congresswoman.

Ms. HOOLEY. Thank you so much.

Mr. BURTON. Appreciate it. We’ll now have our next panel come
forward, and if I don’t pronounce your names properly, forgive me.

Mr. Ovide Lamontagne; Ginger Brown of Columbus, IN; Steph-
anie Fry of Indianapolis; Pat Antenellis from Massachusetts; Caro-
Iyn Nunes, special education program manager from San Diego;
Kevin McDowell, general counsel, from the Department of Edu-
cation in Indianapolis; and Marca Bristo, chair of the National
Council on Disability. And we will have some of these very fine in-
dividuals introduced by Members of Congress who have been here
with us today.

And first of all, let me ask you all to be sworn, those of you—
would you stand and raise your right hands?

[Witnesses sworn.]

Mr. BURTON. I'll now recognize the great Congressman from the
great State of New Hampshire, Mr. Sununu, for an introduction.

Mr. SUNUNU. Thank you, Mr. Chairman. I'm grateful to see the
number of members that have come to the hearing today and cer-
tainly pleased that you are engaged in this extremely important
discussion about education first and foremost. And we heard in the
President’s address last night, and of course in the comments of the
committee members today, how important that issue is and, in par-
ticular, your focus on IDEA and in special education.

This is a critical issue, not just here in the Nation’s Capital, but
back at home. Anyone that’s visited with parents and teachers,
school board members and administrators have heard many of the
concerns that have been echoed here today raised. This is a signifi-
cant unfunded Federal mandate. Despite the fact that as a member
of the Budget Committee, I am pleased that we have doubled fund-
ing over the last 4 years, we know there’s much more work to do,
and moreover it’s not just a matter of resources. This is a complex
problem. It is a complex Federal regulation. It has issues regarding
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administration and planning, adjudication, resolution, the issues of
health care as well that were just raised by Congresswoman Hooley
and Congressman Weldon and others. We need to make sure that
this program works, that it works effectively, that it delivers a ben-
efit and addresses the needs of students.

And I'm very pleased to be here today to introduce a resident of
my district, a teacher, former member of the Board of Education
in New Hampshire, a former chair of the Board of Education in
New Hampshire, Ovide Lamontagne.

Ovide has a professional experience dealing with education in
general, and special needs education in particular, in his capacity
on the board of education. He’s also worked, of course, as a lawyer
and as a counsel for the State Senate in New Hampshire and had
to wrestle with these issues in a professional sense, but he also is
able to provide a personal perspective as a parent as well. And I
think we’re fortunate to be able to draw as legislators on a panel
like this that is represented by not necessarily elected officials, but
by parents, administrators, teachers, with that personal experience
administering special needs education, working with the unfunded
mandate, dealing with some of the cost constraints back home, to
bring their perspective here and to ultimately help us to make this
important program work better for the parents and the teachers
back home.

It’s my distinct pleasure to introduce Mr. Ovide Lamontagne.

Mr. BURTON. Welcome, Mr. Lamontagne. I have got that name
correct now. I'm going to work on my French. And, Representative
Sununu, welcome back. You were a very valued member of this
committee for some time and we miss your smiling face and your
great intellect as well. Mr. Lamontagne.

STATEMENTS OF OVIDE LAMONTAGNE, MANCHESTER, NH;
GINGER BROWN, COLUMBUS, IN; STEPHANIE FRY, INDIAN-
APOLIS, IN; PAT ANTENELLIS, FRAMINGTON, MA; CAROLYN
NUNES, SPECIAL EDUCATION PROGRAM MANAGER, SAN
DIEGO, CA; KEVIN McDOWELL, GENERAL COUNSEL, DEPART-
MENT OF EDUCATION, INDIANAPOLIS, IN; AND MARCA
BRISTO, CHAIR, NATIONAL COUNCIL ON DISABILITY

Mr. LAMONTAGNE. Thank you, Mr. Chairman.

Mr. BURTON. Incidentally, before you start, because we have so
many panelists, if you could try to keep your remarks as close to
5 minutes as possible, we’d appreciate it.

Mr. LAMONTAGNE. Will do. Thank you very much, Mr. Chairman,
members of the committee, committee staff, guests and fellow wit-
nesses. First of all, thank you, Congressman Sununu, for that kind
introduction. I had the pleasure of being on the campaign trail at
the same time that Congressman Sununu was as an initial can-
didate, and we are indeed pleased and fortunate to have Congress-
man Sununu representing not only the State of New Hampshire
but also the national interests here in Congress.

I have prepared remarks which I have submitted to the commit-
tee, and I would like to stray from those remarks with your permis-
sion, Mr. Chairman, to address a couple of points.

First of all, I do have experience as a former chairman of the
State Board of Education of New Hampshire, working 3%2 years as
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a volunteer, 20-hour-a-week job, basically as a volunteer, as most
people do who work in the State boards, and I can tell you, Mr.
Chairman, that not a day went by in my service when I did not
receive a call from at least one parent every day, one parent at
least calling me, pleading with me to try to do something to help
them in their situation with their children.

And your particular experience, Mr. Chairman, relating that
even you as the chairman of the committee attending a school dis-
trict IEP planning meeting, feeling that if it that’s difficult for your
family to achieve the services you feel is important, how much
more difficult must it be for our working families, those families
who have children in need of services to obtain those services.

I must say that in my view the appropriate role for the Federal
Government and the States is somewhat like Representative
Tierney alluded to, which is that primarily the role of educating
children should remain with the States. But in 1975, Mr. Chair-
man and members of the committee, this Congress acting then as-
sumed for the Nation a priority, a duty that the Nation would re-
quire and encourage the States to educate every child with or with-
out special needs—in this case with special needs—and in ex-
change for that imposition of duty, this Congress provided a mecha-
nism which included funding to meet that national duty.

President Bush in his State of the Union Address was quite cor-
rect in challenging us as a Nation to leave no child behind. In
1975, as a matter of public policy, this Congress tried to articulate
that for our most vulnerable of children, those with special needs.

The 40 percent target was never met as part of the quid pro quo,
if you will, for States to elect to participate in IDEA. And it is im-
portant, I think, to understand this is an elective system. The
standard that the duty to provide an adequate education, a free ap-
propriate education to all children is not elective. The program
itself is elective.

And in 1995 I commissioned a task force in New Hampshire to
evaluate special education, and the first question I asked the task
force of citizens, educators, board members, was to answer the
question, should New Hampshire continue to participate in IDEA.
We decided after evaluating it that, yes, we should, for all the right
reasons. And we're asking the Congress and I'm asking the Con-
gress on behalf of the State of New Hampshire and on behalf of all
Statz leaders in education to meet the obligation of fully funding
IDEA.

Now, I must also address a point which I think is a misconcep-
tion about IDEA. IDEA is not a reimbursement program for serv-
ices. Forty percent is not keyed to the amount of money that is
spent by a State in providing educational services. Forty percent is
a formula that’s derived by counting the number of children who
are identified with special needs times the average per-student ex-
penditure of the State times 40 percent. It is a block grant in that
sense, but it is not a reimbursement formula.

And the first point that I ask the Congress to consider here is
to change the funding mechanism of IDEA so that we empower
people to access those services. We empower, incentivize the system
to access the services on a reimbursement basis, not on a State
grant basis alone.
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Second, we need to empower parents and put the power of the
decision about where those moneys are expended in the hands of
parents. If we can do it through—by amending the IDEA to include
some voucher provisions, to the extent that services are available
in the community outside of the regular employees of the school
district, that will empower parents, and allow parents to opt-out of
an IEP if there is not meaningful assessment and not meaningful
results for that IEP.

And last, in order to avoid continuing to divert moneys into the
legal proceedings and legal process, I urge Congress to require, as
an intermediate step, ombudsmen to mediate, if you will; mediators
to meet with parents and school districts to resolve disputes before
the due process provisions and proceedings can begin, before law-
yers get involved and before those funds are diverted.

The Congress has a great opportunity now to meet its obliga-
tions. I'd ask this Congress to look at both fully funding and mak-
ing meaningful reforms to IDEA for our millions of children. Thank
you, Mr. Chairman.

[The prepared statement of Mr. Lamontagne follows:]
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Ovide M. Lamontagne
172 Young Street
Manchester, New Hampshire 03103
Testimony Before the Committee on Government Reform
House Of Representatives
Congress of the United States

February 28, 2001

Mr. Chairman, Members of the Committee, thank you and the Committee staff for
providing me an opportunity to speak to you about Special Education at the elementary and
secondary educational level and the federal government’s role in this increasingly important area

of education under the Individuals with Disabilities Education Act (IDEA), Public Law 105-17.

T have spent the better part of my adult life working in education as a teacher, the
chairman of New Hampshire’s Catholic school system, the chairman of New Hampshire’s State
Board of Education, a founder of the national Education Leaders’ Council, and an educational
surrogate for a severely challenged special needs foster child for 10 years. Among the public
policy issues which I undertook to evaluate as Chairman of the New Hampshire State Board was
special education with the appointment of a Task Force which met extensively during the 1995

and 1996.

In my experience, no other area of education evokes more passion, consumes more
resources, or causes more consternation than the education of children with special needs. Given

the federal “entitlement” created with the passage of IDEA over 25 years ago -- the enactment of

{ANMO102750.1%
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which caused the States to adopt and to implement a comprehensive, expensive and bureaucratic
system for delivering special education services in detrimental reliance upon the shared funding
by Congress of its prescriptions -- Congress now has an opportunity to give new meaning to the
adage: “No child should be left behind.” This can be achieved by streamlining IDEA and by

fully funding the federal commitment to support special education.

First, with alf of the focus on budget surpluses, tax cuts and debt reduction, the Congress
has the opportunity to evaluate the programs it has implemented and the unfunded mandates it
has imposed upon the States. In crafting the next federal budget, the Congress should take stock
of its partnership with the States and its People and honor its commitment to fund those portions
of federal programs whose prescriptions — even if they are technically elective — pass substantial
costs on to local and state political subdivisions amounting to over 20% of total elementary and
secondary education expenses. In this regard, “fully funding” IDEA — defined at 20 USCA 1411
(a) (2) (1999) as 40% of the average per-pupil expenditure in public elementary and secondary
schools in the United States times the number of students in the respective State who are
receiving special education and related services — must be a top priority of this Congress.
Whether or not this funding formula is the correct one, according to the non-profit National
Campaign to Fully Fund IDEA, founded in NH, FY 2000 funding was $4,924,672,000 -- a
paltry 13% level of funding and a far cry from the 40% commitment or $15,568,000 at the FY
’00 40% funding level. So the first step in meeting its obligations to the States and to their

children, this Congress should make one of its top priorities fully funding IDEA.

{ANMO102750.1}
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But money alone will not achieve what President Bush and the controlling majority of
this Congress have set as one of the nation’s top priorities for this legislative session: passing
meaningful education reform which empowers parents and enhances their role in the public
education system through school choice and innovation; raises academic achievement and
character development for all students; and minimizes the diversion of economic resources away
from the classroom while maximizing the targeting of these resources directly to students in the
classroom. The péssage of IDEA with its subsequent amendments created both federal
substantive and procedural rights. All States elected to participate in the program and with the
federal government created reasonable expectations in the citizenry that benefits would be
provided to all children who presented themselves at the schoolhouse door so long as the federal
prescriptions were followed. Make no mistake about it, at the State and local levels, IDEA’s
substantive and procedural requirements are as often used as a club than as a safety net for our

most deserving citizens.

Therefore, the second step for this Congress is to pass IDEA reform legislation which
shifts the focus from a top down, mandate-driven program to a child/parent focused, risk-sharing
program. No amount of bureaucracy, due process, or professional credentialing will improve the
efficacy of our existing delivery system or enhance the performance of our students. No fad,
one-size-fits-all strategy, or theory -- even if properly implemented -- will insure that the
objective of “leaving no child behind” is achieved. Flexibility in administering special
education services at the local level with a generous reimbursement by the federal government of
funds actually expended to provide these services is what is needed to bring our special

education delivery system to the next level.

{A:NMO102750.1}
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In order to achieve the foregoing, IDEA reform should include the following themes:

(1) Change the funding formula into a reimbursement formula and adopt financial
incentives to reward LEAs when children are no longer in need of services. The
funding mechanism cited above encourages “coding” or identifying students in need
of services. By negative implication it penalizes school districts which succeed in
assisting students to the point that they are no longer in need of services. Because the
funding formula is directly related to the number of students receiving such services,
to the extent the services are no longer needed for a particular child, financial support
is withdrawn. The formula should be revised so that it provides funding as
reimbursement for the cost of services actually provided and enhancements for

children who are no longer in need of services.

(2) Place federal funds under the control of parents or guardians through vouchers.
By changing the federal funding mechanism from a straight revenue sharing model to
a reimbursement system, the Congress has the opportunity to place parents in control
of directing how those funds will be expended (in consultation with school officials)
through a voucher program. Parents should be free to retain the services of qualified
professionals and should not be limited to those directly employed by or under

contract with the school district.

{ANMO102750.1}
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(3) Require accurate and meaningful assessment of student achievement and
performance. Whatever individualized educational program (“IEP”) is developed
for a particular child, the success of the program must be susceptible to reliable and
meaningful evaluation by professionals and it must be understandable by parents and
other caregivers. Parents should have the ability to “opt out” of an IEP if, upon
reviewing the assessment data, they conclude that the program is not successful. The
burden of developing a new plan should shift to the professionals who must satisfy

the parents that the revised IEP has some reasonable likelihood of success.

(4) Require school districts to retain the services of an ombudsman to facilitate the
resolution of disputes between parents and school districts prior to the
commencement of formal due process proceedings. The identification and
evaluation of children with special needs and the development and implementation of
1EPs are extraordinarily time intensive activities for both school professionals and
parents. When compounded by the burdensome due process proceedings for
resolving disputes between districts and parents, the special educational system can
be overwhelming for most participants. By providing for the services of an
independent ombudsman whose charge is to bring resolution to contentious issues,
the conflict resolution system can be streamlined and made more effective for

providers, parents and children alike.

JANMMO102750.1}
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Thank you again for providing me with an opportunity to address the issue of special
education. I trust that this Congress will, for the first time, meet the federal obligation to

fully fund IDEA in a manner which will leave no child behind.

{ANMO102750.1}
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Mr. BURTON. Thank you Mr. Lamontagne. I will have some ques-
tions for you, as my colleagues will in just a few moments. We’ll
now recognize the Congressman from the great State of California,
Mr. Cunningham, for an introduction, and thank you for being with
us today. This gentleman was an ace in Vietnam, one of the great
pilots that we ever had during the Vietnam War. He’s a legend
among the pilots in the U.S. Navy. He taught at the top gun school.
In fact, he even showed Tom Cruise how to act like a pilot in that
movie Top Gun, and so we’ll now recognize the gentleman from
California.

Mr. CUNNINGHAM. Thank you, Mr. Chairman, but now I'm just
an old fat guy.

Mr. Chairman, I'm very honored to be able to introduce Carolyn
Nunes to the committee and to you. The San Diego City School Su-
perintendent is a man named Alan Bersin. He was a Clinton ap-
pointee. I'm Republican, but he’s got my full support.

I was the subcommittee chairman that rewrote IDEA. I'm now
on the Appropriations Committee so I have got my heart into this
area. And the reason that I'm honored to introduce Carolyn Nunes
is that Alan Bersin has met with the parent groups many, many
times and has had an outreach program, realizing that many of the
children have been underserved within the IDEA program. That’s
why he put Carolyn Nunes in charge of the administration of the
IDEA program for special needs of San Diego City School District,
one of the largest city school districts in California.

I know what’s in her heart. She’s been a teacher for 22 years,
and now an administrator. She went into the profession to help
children with special needs. That’s where she wanted to teach, to
make sure that no child, as Mr. Lamontagne said, that no child is
left behind. But I think it’s important to realize and understand
from the parent groups, from the teachers in many areas, what are
the limiting factors on the schools that prevent the services that
Carolyn and the superintendent want to get to give to the children
and to the parent groups.

That’s why I'm very honored to introduce Carolyn Nunes. I know
what’s in her heart because she’s my sister-in-law. She’s the sister
of my wife, Dr. Nancy Cunningham, who is the director for Edu-
cation of Encinitas Union School District. My whole life is filled
with educators and I have two built in lobbyists and I'm very hon-
ored to introduce Carolyn Nunes. Carolyn.

Mr. BURTON. Welcome. You have to push the button on the mic.

Ms. NUNES. Thank you, Chairman Burton, and committee mem-
bers, and thank you, Congressman Cunningham.

For the past 22 years I have served in San Diego City School
District in the field of special education as a special day class
teacher and currently as an administrator for the low incidence
programs and related services for students from birth to 22. In ad-
dition, I coordinate the input for the collection of data on special
education students. I appreciate the opportunity to address the
committee today regarding the implementation of IDEA and the
challenges in special education.

The San Diego Unified School District currently serves over
142,000 students in 184 schools. Of those students, almost 16,000
have active IEPs and receive special education services. Ninety-two
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percent of our current budget provides direct instruction for the
support of students receiving special education services. The follow-
ing addresses some of our current issues, as well as our rec-
ommendations for possible solutions.

Nationally we have witnessed an alarming increase in the num-
ber of students identified with autism. Families are bombarded
with the latest in the new forms of treatment for autism. All who
view and read this information in the media make assumptions
that such services are research-based and conform to best practice.

There are a variety of instructional strategies and methodologies
that are available. As educators we realize that using only one in-
structional strategy for all students is not appropriate.

Today, a multiple of agencies are funding services for students
with special needs. These agencies, although funded by Federal dol-
lars and driven by Federal legislation, are under different rules in
different systems. Although these agencies have a common pur-
pose, to provide services for students, these systems become a bar-
rier. At times, although with good intentions, Federal laws fre-
quently promote the system of disconnect.

More emphasis must be placed in the area of research in edu-
cational approaches which will promote student achievement based
upon the student’s ability and level of independence. School dis-
tricts are currently finding the need to retrain teachers in strate-
gies and techniques used for students with autism.

We would recommend the development of special grants for the
purpose of ongoing professional development for the training of cer-
tificated and classified staff in the field of autism. Although Con-
gress placed limitations on the recovery of attorney’s fees in the
1997 IDEA reauthorization, little has been done to reduce the sig-
nificant rules such fees continue to play in the decisions that school
districts, and even parents, make regarding appropriate edu-
cational programs for students with disabilities.

Early independent review, without all the formal requirements of
a due process proceeding, may temper each side’s expectations and
lead to a quicker and fairer resolution. I suggest mandating school
districts to participate in alternate dispute resolution in all due
process proceedings and reducing reimbursement for attorney’s fees
proportionately for parents when they fail to participate.

I believe that special education has resulted in a system driven
more by the need to comply with numerous requirements of both
Federal and State laws and regulations than in genuine edu-
cational needs of students with disabilities. The California Depart-
ment of Education has developed a process of sanctioning school
districts who do not meet the zero tolerance level of compliance
with the time lines for review of annual IEPs and 3-year reviews,
and the system does not allow for reporting extenuating -cir-
cumstances for missed time lines.

While our district has made great strides in electronic capture of
information regarding the status of students receiving special edu-
cation, 100 percent of compliance is difficult to achieve. At times,
IEP teams are faced with breaking one regulation in order to meet
another. Requests for data collection and reports by various agen-
cies at the national, State and local level impose a strain on the
district’s ability to provide information in a timely manner.
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Data collection at the State level should allow for reporting ex-
tenuating circumstances that prevent time lines from being met.
Definitions regarding placement settings, disability categories, and
designated and related services should be consistent across agen-
cies. Data repositories should be developed so that they can be
accessed by any interested agency from a central location.

Thresholds of compliance should reflect on the percentages of
students reported. Compliance should be driven by quality and stu-
dent outcomes as opposed to checklist compliance.

On behalf of the San Diego City School District, we appreciate
the opportunity to comment on these issues. We also hope that our
comments are helpful to the committee as they continue to inves-
tigate the IDEA. Thank you.

[The prepared statement of Ms. Nunes follows:]
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SAN DIEGO CITY SCHOOLS

DANA CENTER | 1775 CHATSWORTH BOULEVARD + SAN DIEGO, CALIFORNIA  92107-3709

CENTER FOR STUDENT SUPPORT AND SPECIAL EDUCATION
Special Education Programs Division
Carolyn Nunes e Program Manager

Telephone: 619-225-3895
Fax: 619-225-9368

SUMMARY of Written Testimony for
February 28, 2001 1:00 p.m.
Carolyn Nunes, Special Education Program Manager

San Diego Unified School District

Description of San Diego Unified School District

* 184 schools
e 142,300 students
« 15592 students receiving special education services

Recommendations of how Federal Government needs to improve special education
implementation of IDEA:

Autism

s Unigue characteristic of autism is the range of ability leve!
The rate of increase of students diagnosed

e Multipie agencies are providing funding
s Frequently the most sought after services are those not substantiated by research

Funding

At this time districts are required to retrain teachers in the strategies and techniques

needed use with students with autism

Recommendation: the development of special grants for the purpose of professional

development for training in the field of Autism

Reporting Process
s Request for reports
s 0% of Overdue IEP and 3 Year Reviews

Legal Fees

On those occasions when |IEP teams are unable to agree it is unfortunate but legal fees
become a factor as teams work to make decisions regarding services to be offered
Congress should encourage a process of Alternative Dispute Resolution

Independent Assessments
o Setting specific steps for independent assessments

"The mission of San Diego City Schools is to improve student achievenent by
supperting teaching and learning in the classroom.”
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The Honorable Dan Burton Revised 2/27/01
Chairman

Committee on Government Reform

Washington, D.C.

February 28, 2001

| feel | am very qualified to address issues regarding the implementation of the Individuals with
Disabilities Act (IDEA). | hold three teaching credentials, including two in the field of special
education, a Masters degree in Special Education and an Administrative Credential. For the
past 22 years | have served the San Diego Unified School District in the field of special
education. My experience ranges from ten years as a special education classroom teacher,
eight years as a diagnostic resource teacher for the Special Education Early Childhood
program and the past three years as a special education administrator. My responsibilities as
an administrator include the low incidence programs, speech and language, psychological
services, as well as programs which serve students from birth to 22. In addition, | coordinate
the input and coilection of data on special education students. Working in a large urban district
has given me a broad perspective on many special education issues.

| also have the perspective as a student who received special education services from San
Diego Unified School District. While attending high school, | was enrolled in the Home/Hospital
program on and off over a three year period, due to the fact that the school system at that time
had virtually no ability to accommodate wheelchairs throughout the campus of the school |

attended.

It brings me great joy to see how far we have come for all of our students.

| appreciate the opportunity to address the committee today regarding the implementation of
the IDEA and the challenges in special education.

As educators we have witnessed a wide variety of benefits from each passage of legislation
providing language addressing the needs of our special populations. These include: a free and
appropriate education for all students; early intervention services through Part C; the
workability program which addresses the needs of our students as they prepare to exit the
public school system; as well as campuses that are equipped to accommodate all students.

"The mission of San Dicgo City Schools is to improve student achievement by
supporting teaching and learning in the classroom.”
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While we have witnessed the advances we have made together, we continue to face
challenges. Some of these challenges are reoccurring, and others are generated by new
issues we have encountered since the 1997 Reauthorization of IDEA.

The San Diego Unified School District currently serves 142,300 students at 184 school sites.
Of those students, 15,592 have active Individualized Education Plans (IEP) and receive
special education services. A review of historical data indicates that approximately 10% of the
district’'s student population receives special education services each year. Ninety-two percent
of the current budget provides direct instruction and support to students receiving special
education services.

The table below indicates San Diego’s total budget for special education and provides a
historical perspective:

Item Fiscal Year Projected | Fiscal Year | Students Fiscal Year Students

projection Students 2000 12/1/00 1999 12/1/99
2001 17,000+ 15,658 14,652
over year |

1) Total Budget $152,810,800 $131,565,200 $115,399,400

including special ed

transportation

2) Encroachment $37,285,800 $30,157,700 r $20,582,770

ftem #1) Total Budget—This is a 32% increase in the cost of special education since fiscal year '99
item #2) Encroachment—This is an 81% increase in encroachment on the general fund by special education
since fiscal year '99

The following addresses some of our current issues as well as our recommendations for
possible solutions.

Autism

Challenges:

Nationally, we have witnessed an alarming increase of the number of students identified with
autism. Families are bombarded with the latest in the new forms of treatments for autism. In
addition, services are advertised on the internet and discussed in magazine articles on a daily
basis. All who view and read this information in the media make assumptions that all such
services are researched-based and conform to best practice. Unfortunately, this is not always
the case.

Students with a diagnosis of autism display a range of ability levels. There are a variety of
instructional strategies and methodologies that are available. As educators, we realize that
using only one instructional strategy for all students is not appropriate. However, parents
frequently request a particular form of instruction through a private agency at district expense,
even though the district may have an appropriate program for the child.

The district’s goal is to provide quality services to all students and this is a standard to which

we should be held. However, once accomplished, we must factor in the ability level of the
individual child and make appropriate modifications to the student’s program based on need.

Page 2 of 5 - Revised 2/27/01
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As professionals we fear we are creating a population of dependence rather than productive
individuals who will be as independent as possible.

Today, multiple agencies are providing funding for services for students with special needs.
These agencies, although funded by federal dollars and driven by federal legislation, are under
different rules and different systems. Although these agencies have a common purpose to
provide services for students, these systems become a barrier. At times, although with good
intentions, federal laws will frequently promote this system disconnect.

Recommendations:

More emphasis must be placed in the area of research in the educational approaches which
will promote student achievement based upon the student’s ability level and independence.
Hearing officers called to mediate disagreements must be informed of educational research

and best practice.

School districts are currently finding the need to re-train teachers in the strategies and
techniques used with students with autism. Teacher training programs are not addressing
these teaching skills to the degree that newly credentialed teachers are able to practice these
instructional strategies in a classroom setting. Special education teachers holding existing
credentials have not been exposed to instructional strategies developed since their days in
teacher training programs. In San Diego, we are now in communication with locai universities
to discuss standards of competencies special education teachers should demonstrate upon
the completion of a teaching program. We would recommend the development of special
grants for the purpose of ongoing professional development for the training of certificated and

classified staff in the field of autism.

Item Fiscal Year Projected Fiscal Year | Students | Fiscal Year Studentsj

projection Students 2000 12/1/00 1999 12/1/99
2001 17,000+ 15,658 14,652
over year

1) NPS/ NPA $16,488,900 $15,772,300 $12,050,900

Contracted

Includes:

Vision therapy

Music Therapy

Autism NPA

2) Paraeducators $22,256,800 $19,247,500 $17,296,200

1:1 assistants

Formula assistants

item #1) NonPublic School (NPS)/NonPublic Agency (NPA)
item #2) $5 million increase in two years primarily due to the services of assistants newly written into IEPs
item #2) formula assistants are those assigned to each special day classroom

Attorney Fees/Alternative Dispute Resolution

Although Congress placed limitations on the recovery of attorney fees in the 1997 IDEA
reauthorization, litte has been done to reduce the significant role such fees continue to play in
the decisions that school districts, and even parents, make regarding appropriate educational
programs for children with disabilities. | believe that disputes often are prolonged when both
the school district and the parents have unrealistic expectations of their respective legal claims
and positions. in these cases, an early independent review, without all the formal requirements
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of a due process proceeding, may temper each side's expectations and lead to a quicker and
fairer resolution. | recognize the attempt that Congress has made to encourage alternative
dispute resolution for disagreements between parents and school districts. However, school
districts were not sufficiently encouraged by the IDEA provisions to develop alternative dispute
resolution processes due to the Act’s failure to provide programmatic or economic incentives to
do so. | suggest mandating school districts to participate in alternative dispute resolution in all
due process proceedings, and reducing reimbursement or attorney fees proportionately for
parents when they fail to participate.

Independent Educational Evaluations

For large school districts such as mine, significant amounts of program monies are spent on
independent educational evaluations. These evaluations are conducted at the request of
parents when they disagree with the result of a school district evaluation. Under the IDEA and
its regulations, an independent educational evaluation is paid for at school district expense
when parents state that they disagree with the school district. The school district must then
initiate due process proceedings and its associated costs to avoid paying for an independent
educational evaluation. In some cases, these evaluations may cost as little as a few hundred
dollars. As a result, school districts have little economic incentive to request due process in
challenge an independent educational evaluation when such an action would prove costlier
than paying for the evaluation.

ltem Fiscal Year Projected Fiscal Year Students | Fiscal Year Studentsj

projection Students 2000 12/1/00 1999 12/1/99
2001 17,000+ 15,658 14,652
over year

Litigation-due $548,700 $470,300 $284,100

process/reimburse

ment

(primarily attorneys

fee, independent

nent)

Compliance

Challenges:

| believe that special education has resulted in a system driven more by the need to comply
with the numerous requirements of both federal and state laws and regulations, than by the
genuine educational needs of children with disabilities.

The California Department of Education (CDE), in response to the corrective actions imposed
by the United States Department of Education’s Office of Special Education Programs, has
developed a process of sanctioning school districts who do not meet a “zero tolerance” level of
compliance with the timelines for review of annual [EPs or three year reevaluations. In large
urban school districts with highly mobile populations of students, this is an unreasonable level
of compliance. Over one hundred special education students per week enroll or dis-enroll in
our district’s schools. In addition, students move frequently within the district and are assigned
new case managers at their new schools. While our district has made great strides in the
electronic capture of information regarding the status of students receiving special education,
100% compliance is difficult to achieve. The California Special Education Management
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Information System (CASEMIS) does not allow for the reporting of extenuating circumstances
as to why a timeline is missed, e.g., parent was unabie to meet with the IEP team before the
timeline had expired, parent refuses to sign an IEP, consent for assessment has not been
received for three year evaluations, extensive student absence preciudes appropriate
assessment. At times the IEP team is faced with the decision to postpone the IEP meeting to
ensure parent participation, or to hold the meeting without the parent in attendance, breaking
one regulation in order to meet the other.

Requests for data collection and reports by various agencies at the national, state and local
level impose a strain on the district’s ability to provide information in a timely manner. In
response to corrective actions or site visitations by personnel from OSEP, Office for Civil
Rights (OCR), CDE, etc. the district has been required to provide a wide variety of data and
information regarding policies and procedures, budgets and services, compliance with federal
and state laws, and information about students, programs and outcomes. The timeline for the
provision of this information may be as short as one week. The information requested must be
consolidated, analyzed and produced using existing staff. New data requested may be in
addition to previously required reporting elements, or be in a slightly different form. This
requires changes to existing database structures, data collection methods, and report

generation.

Recommendations:

Data collection at the state level should allow for the reporting of extenuating circumstances
that prevent timelines from being met. Sufficient lead-time to implement any changes to the
data collection process should be extended to ensure that systemic changes can be developed

and institutionalized.

Definitions regarding placement settings, disability categories and designated and related
services should be consistent across agencies. Data repositories should be developed that
can be accessed by any interested agency from a central location. Assurances must be made
that the information reported is consistent, timely and accurate.

Thresholds of compliance should reflect the percentages of students reported. The California
Department of Education imposes sanctions on districts not meeting timelines with 100%
accuracy. Although this is the standard we strive to achieve, it is difficult, if not impossible, to
meet. Compliance should be driven by program quality and student outcomes as opposed to
“checklist” compliance

On behalf of the San Diego Unified School District, we appreciate the opportunity to comment
on these issues. We also hope that our comments are helpful as the committee continues to
investigate and review the implementation of IDEA.

Carolyn N. Nunes, M.Ed.

Program Manager

Center for Student Support and Special Education
Special Education Programs Division

San Diego Unified School District
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Mr. BURTON. Thank you, Ms. Nunes, and we’ll have some ques-
tions for you as well.

We now, I think, have Congressman Pence from Indiana, one of
our new Members, and a very good friend of mine. He’s actually
only 21 years old. That gray hair is just to make him look older,
but Congressman Pence has an introduction. Welcome.

Mr. PENCE. Thank you, Mr. Chairman. It’'s an honor to be with
you today and it’s an honor to take a moment to introduce a distin-
guished fellow Hoosier from my hometown of Columbus, IN, Ginger
Brown. Ginger is the proud mother of two, but she is, Mr. Chair-
man, the courageous mother of young Bobby Brown, age 5. And as
we will hear today, Ginger fought an extraordinary fight over the
last year and a half to bring the strictures of the IDEA to bear on
the local school system in Columbus, IN, particularly championing
the Applied Behavior Analysis Approach.

I'm honored to introduce Ginger to this committee today, and I'm
honored to call her a constituent. She seems to me to be a wonder-
ful example of citizenship and, more importantly, parenthood. So I
give you Bobby’s mom, Ginger Brown.

Mr. BURTON. Ms. Brown. Congressman Pence, thank you very
much.

Ms. BROWN. Thank you, Chairman Dan Burton, for inviting me
here to speak on behalf of my son, Bobby Brown. I would like to
just go over the last year of his school, which would be from August
1999 to the year 2000. When Bobby began the school year he was
unable to do anything independently. He was not able to put his
coat on. He was not able to brush his teeth. He sat around and he
banged his head on the floor. He did hand flapping, stereotypical
behavior of children with autism.

I looked forward to putting him into an early childhood program,
hoping I would see lots of success or at least forward motion in
Bobby’s advancements. As the year progressed, I only received
notes from his teachers that Bobby was not making the gains.
Bobby was unable to even understand the smallest of steps in
order to be taught the larger steps. The teacher suggested that I
seek out an independent behaviorist and have my son evaluated
and try to implement a program.

I sought out a behaviorist in Applied Behavior Analysis from
New Jersey who designed a program for my son. I asked her to im-
plement the program both in the home and in the school to help
Bobby to be able to tolerate being in the school and being able to
sit at circle time and music time and participate with his peers.

When the program was designed, the teachers felt like it was not
adequate and did not want to pursue it in the school. I decided to
go ahead and pursue the program on my own. The school year was
coming to an end, and I approached the director at the time, and
explained to her what I was seeking was a one-to-one program of
Applied Behavior Analysis with my son. I went ahead and hired a
team of girls to work with my son. It was a 40-hour a week pro-
gram. Remember, my son was not independent in any way. He was
unable to use the restroom.

Within 3 months he was able to be potty trained. He was able
to sit for 1 hour at a table and work. He was able to relate to his
sister. He was able to relate to me and to his father.
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Bobby continued his progress and the school year was nearing to
start for the year 2000 and 2001. When the year began, I went to
the school and asked the school if they would be willing to help me
continue the program. I had data sheets, I had video footage and
I had graphs. I took the behaviorist from New Jersey in with me
and explained to them exactly what Applied Behavior Analysis
was, the importance of one-to-one teaching for a child like Bobby.

What the school actually told me was that unfortunately a mis-
take had been made in the computers in the State of Indiana and
that too much money had been given to their district. They now
were held accountable to repay $1 million and would not be able
to educate my son. I also asked them if they could help me fill out
an application to send in to the State, and they said they would
do that.

We filled out the application. We sent it in to the Department of
Education of Indiana. I got the letter back and it made perfect log-
ical sense to me when I read it, and I called and talked to a direc-
tor who informed the reason why the application was turned down
is it didn’t match the IEP. There was nothing in the IEP that rein-
forced the needs of what Bobby was getting, that I was giving to
him.

When I went back to the school and explained this to them, they
said that they understood Bobby was making progress. The teacher
supported that he had made incredible gains since last year. He
had made gains in areas that they had no way of teaching him, but
still they were not going to help me out financially. They said that
it was entirely too expensive for them to take on.

I actually spent five meetings with the school district in IEP
meetings, a total of 20 hours, trying to resolve the issue. Still, I
was paying for Bobby’s program. I was paying to send a trained
aide in ABA into the school. I was paying for his in-home program,
and I was still getting no assistance. They did finally say that they
would call the Indiana Resource Center and ask for someone to
come in and give a 2-day overview of what ABA was. ABA cannot
be learned in 2 days. It cannot be taught to someone in just a mat-
ter of 2 days to take over and do the data sheets, fill out the graphs
and report back to the head person in charge of the ABA program.

Actually, what the Indiana Resource Center suggested to them
was that they continue with the people that I had in place, that
it was beneficial to Bobby. Still, the school denied this. I was left
no option but to go ahead and continue the due process.

During this time period, the directors actually switched; the one
resigned, and we had a new director come into the community. The
new director was a little bit more open to this, but we still went
ahead with due process. But now I can say that my son has re-
ceived a free, appropriate public education, but unfortunately it has
cost a lot more both to the district and to myself because of having
to go due process.

When people ask me what I would like to see, I would like to see
the schools be open-minded when parents go in and they have data
sheets that show last year for 9 months my son made zero
progress, but in 3 months I potty trained him. That’s a hard task
to do with a child with autism, but it was successful for my son.
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Applied Behavior Analysis is the way of the future of education
with some children. I would like to see the districts have an open
mind.

Thank you.

[The prepared statement of Ms. Brown follows:]
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Testimony of
Ginger Brown
To Government Reform Committee
Hearing on “Special Education — Is IDEA Working as Congress Intended?”
Wednesday, February 28, 2001

Thank you, Chairman Dan Burton, and Ranking Minority Member Henry Waxman, and other
members of the committee for inviting me here to speak on behalf of my autistic son who receives
education in southern Indiana

To begin, my son was placed in an early childhood program. He continues to go Monday through
Thursday for two hours and fifty-five minutes each day, during which time he receives speech therapy, two
times a week for one half hour each time, on a one-to-one basis. When I was first introduced to the public
school system, I was under the impression that the school was there to help educate my son, and that we
would be working ‘as a team. I thought both the teachers and the parents would work together to help my
son receive the skills that he would need just to be able to sit in a classroom all day long, to learn and pay
attention, and to not be a distraction for other students. Soon after my son entered the public school early
childhood program, ! received little notes form the teachers that my son was “not grasping” what they were
talking about or “(he) does not have the ability to sit at circle time” or “(he) does not have the ability to join
in at music time”. He was “unable” to remove his own coat, to brush his teeth, to wash his hands, or to go
to the restroom independently. He was “unable” to sit on a square at circle time and listen to the story that
was going to be read. These all became issues throughout the entire school year. Whenever I received
progress reports that had been sent home, all the progress reports would tell me that progress was being
made; however, my son was still unable to do the smallest of tasks that were being asked of him.

It was during this time period that it was suggested to me by the school’s teachers that I should
probably seek out an independent evaluation from a behaviorist and try to come up with a program for my
son. 1 obtained a behaviorist and asked them to come in and evaluate my son to help out both in the
classroom and in the home. In doing so, I accepted the responsibility of getting my son educated so that he
could attend a public school.

During the whole time period of trying to obtain an education for my son, I would ask what was
being taught to my son, how was my son doing in the classroom, and how was what he was being taught
going to affect him later on in his life at school and in aduithood. I was continually told that the school was
unable to teach him the smaller steps that he needed in order for him to understand the larger steps. I saw
the need for my son to have one-on-one teaching. In the classroom, my son was allowed to walk the
perimeter of the room and do stereotypical behavior that interfered with his ability to be compliant and to
sit and to learn. He had self-injurious behavior. He was a danger to himself and to other students,

The behaviorist that I continued with at the school’s suggestion came up with a plan that
would help educate my son and help teach my son compliance. However, the school did not like the
program, and insisted that I do away with the program. Of course, I wanted to keep the channels with the
school open as much as possible, as I figured my son would be attending school for many years to come.

1 set out on my own and found a behaviorist from New Jersey that I brought in to work with my
son. We designed a program and went ahead and went forward with that program. The end of the school
year was coming, and [ notified the special education director of my plans - that we would be doing a one-
to-one program with my son all summer — and asked if they would be willing to assist in filling out an
application to send to the state asking for support of this program and to help with the financial cost of the
program. (Because [ had been doing the program on my own since February, I had taken the responsibility
of the cost on my own without asking for any assistance. I first wanted to see if the program was even
going to work and did not feel that I had reason to ask for any financial help at that time. Once [ was able
to see that the program was working and that it was a good program, and that my son was capable of
learning and his compliance was much better — according to the reports that the teachers were giving me — 1
felt then it was the responsibility of the school to help out.)
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Because it was the end of the school year, and school had just let out, I was told that the directors
would be working outside of their contract and no assistance could be given to me unless out of their good
nature they filled out an application and/or paperwork. 1 asked the director if she would at least be willing
to make a phone call to companies who specialize in Applied Behavior Analysis teaching, which offers
one-to-one teaching. At the time, the assistant director did make one phone call; however, he never
followed-up with me. I called the company he had called, and they said that the assistant director had
called, but that the director had felt that the school was capable of providing an education for my son and
did not see the benefit of outside assistance.

As the summer progressed, I went ahead and hired a team on my own, paying for them out of my
own pocket, and continued to watch my son progress much better than he had during the school year. His
compliance was much better. He was able to sit at the table for at least an hour to work. He was no longer
biting or throwing himself on the floor, banging his head against the floor or against the wall, and he had
successfully been potty trained.

1 had held a summer workshop with the behaviorist to help educate anyone who would be working
with my son during the next school year. When the school year began, I asked for an IEP meeting/case
conference to meet with everyone -- my son’s teachers and the director. It was during the first case
conference meeting that the teachers agreed that my son had come a long way since the previous year.
Although he still displayed many self-injurious behaviors and still had problems with compliance, he had
improved much from the prior year. The teachers agreed that they knew nothing about Applied Bebavior
Analysis, and they did not know how to teach Applied Behavior Analysis. They also agreed that anything
and everything that they did know about it had been learned through me through the summer workshop that
[ had held. They also agreed that my son was benefiting from having a full-time, trained ABA aide with
him. They also agreed that having my son in a full day of school would not be beneficial to him, but did
feel that having a program before school in the home was very beneficial for him. The school felt he
needed to have some firm footing, firm foundation, before he could handle being in a classroom all day.

No one, during any of these meetings, ever told me that the school could pay for an in-home
program, or so many hours before or after the school day. I was just simply told that they did not think
putting him in a classroom for a full day would be beneficial to him. I asked if the school could help out
financially by paying for the aide while we were waiting to fill out an application to send to the State
Department of Education. I was told that they did not have the money, that what I was asking was
extremely expensive, and that there was no way that the school district could be held accountable for
something like that. I was told that it was just more than they could handle and that the only way that
could hope for it to be paid for was through the State Department of Education.

Because the teachers did support the fact that my son had made many gains, the assistant special
education director agreed to fill out an application to be sent to the Department of Education. In a couple
of weeks, I received a reply. The letter basically stated that the application was being turned down due to
the fact the State Department of Education did not see where the IEP supported the application.

I called the Department of Education and asked what the letter had meant, and they explained that
the school could be paying for an aide and could be paying for an in-home program. The in-home program
could be considered an extended school day. Just because it was being done in the home did not mean that
the school was not responsible, that they were quite capable of paying for it. T went back to the school and
asked them, once again, if they were willing to help out and, once again, they said they did not have the
money and that it was not something they would pay for. Yes, they heard the benefits, and, yes, they
understood what the teachers were saying — that my son was benefiting from this — and, no, they were not
trained in it, but they still would not pay for it.

I was sending a full-time, trained ABA aide to school with my son, and thus, [ had data sheets to
prove how my son was learning in-home versus in the classroom. For example, in the classroom, they were
doing things like taking cotton balls and gluing them together versus in the home, we were trying to teach
him how to hold a pencil correctly and how to place the pencil on the paper and draw from one dot to
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another dot. He was also learning to match colors and to identify letters, preparing him for kindergarten, or
even first grade. These skills were not being taught to him in the classroom.

The State Department of Education said that it was the district’s responsibility to offer an
education to my son. I, once again, went back to the school and asked what they were willing to do
financially to help educate my son. The school basically said they would contact the Indiana Resource
Center on Autism, and have someone come in and give a two-day overview of Applied Behavior Analysis.
Also, they would be willing to hire someone to be trained as an aide for my son — someone who knew
nothing about Applied Behavior Analysis, who knew nothing about keeping data sheets, who knew nothing
about the behaviorisms of autism, but who would be exposed to a two-day verbal overview of Applied
Behavior Analysis. Of note, is that people who are trained in ABA usually complete a one-year residency
before working alone with a child who has autism.

I asked if I could have permission to call the individual that they were speaking about at the
Indiana Resource Center on Autism, and they said that would be fine. When I called the Indiana Resource
Center and spoke with the individual, I explained to them what kind of program my son had and what it
was that T was looking for. Ialso asked what the school had asked out of them. The Indiana Resource
Center said that all they could offer to the school and my son was a verbal overview of ABA, and that their
suggestion to the school was to go ahead and obtain the people that were already working with my son.

I called the school and explained what I had been told by the Indiana Resource Center, and, once
again, the school replied that their responsibility and what they could offer would be very limited

I decided to go ahead and go due process, and basically I requested to be reimbursed for the
money that I had spent on the education that the school agreed was beneficial to my son. Ihad data sheets,
video footage, and graphs that showed the improvements in my son from the time I had started the
program. I had proof that his compliance had become better, his self-injurious behavior had decreased, his
ability to sit was better, and his verbal aggressions and screaming were decreased. 1 felt like this was the
only option that was left, because the school certainly did not have anyone lined up to come in and educate
my child. Nobody wanted to come in and teach the school, because everyone they contacted kept telling
them that this was not something they could learn in just a couple of days, a couple of weeks or even a
month. It took more than that.

So, in due process, I asked for an in-home program before school, a full-time trained aide, and
Applied Behavior Analysis at school. Also, I asked for a transitioning program back into the home. 1
asked for all of the things that I had been paying for out of my pocket, as everyone agreed that this was
working, and is still working, for my son. Applied Behavior Analysis is not a forever program. Most
children can transition out of it after a year. Some children require up to three years, but the bottom line is
that one year of Applied Behavior Analysis, one-to-one direct teaching, can cost around thirty thousand
dollars. Children who do not receive this might be placed into an institution, which could cost, perhaps,
millions of dollars.

People often ask what’s the problem, what’s going on with the schools, why aren’t parents happy,
or why are parents fighting with the school systems. I do not necessarily see this as the parent fighting the
school or the school fighting the parents, but rather it is a Jack of understanding. It is a lack of
understanding of what autism is and the fact that when special education teachers attend college, there are
no courses on autism. Because the field of autism is such a wide spectrum and there are many different
ways and different methods of teaching a child with autism, it is very difficult for the teachers to keep up
with the releases of what is going on in the world of autism.

When parents first find out their child has autism, they begin doing research on their own. Parents
stay up late at night. They spend their days working to find out what is best for their child. They do not
want to watch their child drift away and become withdrawn and revert back into himself. So, they go to the
school system and make suggestions on how to teach the child. When they have data and videos and
graphs that show the progress of the child, they would like for the school to listen with an open mind.



68

When the parents come in and ask for assistance, they are asking someone to listen and to offer help in
seeking an appropriate education for their child.

The argument could be made that any child would benefit with one-to-one teaching, but we are not
talking about “any child” today. We are talking about a child with a special need. We are talking about a
child with a disability known as autism. We are talking about a method of teaching that has been proven
through research and statistics. This is a way of teaching children, and this is a way of changing their
future. This is a way of education.

Thank you,
Ginger Brown
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Mr. BURTON. Real briefly, can you tell us how much you person-
ally had to expend to get those benefits?

Ms. BROWN. I personally spent $30,000 out of my pocket to do
the ABA program for my son, and then I spent an additional
$17,000 in attorney’s fees.

Mr. BURTON. So it cost you almost $50,000.

Ms. BROWN. Yes, sir.

Mr. BUrTON. I will now go to Ms. Fry. Ms. Fry, I'll introduce you.
Since we don’t have some good-looking young Congressman, you
have to settle for one of these old fogies up here. So, Ms. Fry,
you’re recognized.

Ms. FrY. Thank you for inviting me here to testify. My name is
Stephanie Fry.

Mr. BURTON. Excuse me, Ms. Fry, you're one of my constituents,
I understand.

Ms. Fry. I believe so.

Mr. BURTON. Well, can I shine your shoes or anything?

Ms. Fry. We'll think about it. I have three children, three boys,
all born on Fridays in October. All of my children have autism. I
brought pictures so everybody can see. They don’t look any dif-
ferent from anybody else. They may act different. I don’t expect any
special red carpet treatment for them. All I want from a school is
an education for my children.

My oldest son was diagnosed in June 1991 with autism. The doc-
tor told me, here’s your diagnosis, come back and see us in 3
months. What am I supposed to do now? So I called the parent sup-
port group and I found a preschool in our community that did early
childhood intervention and they took him on during this summer.

Mr. BURTON. Would you pull the mic a little closer so we can
hear you better?

Ms. Fry. He went to school for about a month and then was off
a month for summer break. During the month he was off, he re-
gressed quite significantly. He still was not speaking more than 20
words. He was not toilet trained. He could not play appropriately.
He had stem behavior. There were many, many issues.

The administrators at the preschool told me when he went back
that fall that once he turned 3 years old they could no longer take
him, but the new law had been passed that school districts were
required to take a child at age 3 and teach them. So I called the
local school district and I spoke to the director of special ed and
she said that they had to do a psychological testing on him before
he could attend their school. There was no possible way that he
could go before the testing was done. And I said, well, I have a doc-
tor’s diagnosis that says my child has autism. And she said, well,
he may not be autistic enough. And I'm still wondering what “au-
tistic enough” is.

He did go to school on his third birthday, having known no one
there, did not know the teacher, did not know the students, had
never been there, and for an autistic child it is a very difficult tran-
sition. I sent him to school and waited as patiently as I could for
him to arrive on the big bus, just like all the other kids. And when
I went to get him off the bus, he had a fat lip, a very large fat lip.
And I said, what happened? And all the bus driver could tell me
was he fell. I had not been called by the administrators. I had not
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been called by the teacher. I just got the surprise of taking him off
the bus, and this was our first experience with public school. I later
found out that he had been following the teacher because he knew
that she was in charge, and she turned and he ran into a table,
but I was just very, very concerned at that point.

He did learn. He learned very, very well. He learned to comply
with them, he learned to sit in circle time. He liked to listen to the
songs. He did everything he was supposed to do. He was in a class-
room with a teacher, two aides and eight students. We moved to
Warren Township, school district in Indianapolis, in 1993. He start-
ed the preschool there. That year he was due to go to kindergarten.
When the time came to place him, he had been in preschool about
2 years, and I was concerned that moving him to a regular class-
room, even though he had made so many gains, it would not be
enough. I was told least restrictive environment, this is what you
get. So I said OK, and we put him in.

They told me they had to ask the kindergarten teacher if she
would accept an autistic child in her classroom before they could
place him. She agreed and so he was there. She had no training
in autism. The resource teacher that he had, the part-time special
ed teacher did have training but was not in the classroom at all
times.

He did very very well in kindergarten with 18 students, 1 teach-
er, a part-time aide and a part-time resource teacher. He learned,
and again he was moved on to first grade. This was a whole new
transition because this was a whole day of school instead of half
a day. He had more academic things asked of him, more patience
issues asked of him. He became frustrated, sensory overload, and
had many crying episodes. The teachers did not know what to do
with him, and they tried peer tutors, which is regular students
helping to keep him on task. He did not deal well with that. What
he did was, he would sit under his desk and cry. So they would
send him to the office. He spent more time in the office than he
did in his classroom.

I did not know what to do. I expected the school district to do
what was best for my child, and they didn’t. He moved on to second
grade because he did learn. That year our school district started
year-round classes. He moved to another school, new teachers, new
special ed teachers. He did fairly well, but again the frustration
issues were there. He had trouble complying with what they were
asking him to do, but he learned. He still learned, despite all this.
And that’s one thing I'd like to say. He—through it all, the kids are
able to do so much, even though we don’t know the things that are
in there.

He was promoted to third grade. At the annual case review going
into third grade, the resource teacher asked me to cut his hours
back and said that he didn’t need as much help as he was getting,
which was 25 to 50 percent. So we're down under 25 percent of the
time of a full school day that he would get help. I said OK. She
said if there was any trouble it could be easily changed. That was
the worst year that we had. The third grade is when they start
adapting to new curriculums, extra harder work, things like that,
and he could not maintain with what the other students were
doing. He had acted out. They put him in a resource classroom,
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which is when they put all the students with learning disabilities
or other disabilities in the same room, only to get a blanket service
so they can qualify all their services for each person at the same
time.

I don’t feel this is right. I have been told over the years that
teacher training is not necessary. Over that whole time we have
never had a teacher that’s been trained in autism, a regular edu-
cation teacher, and he has always been in a regular education
classroom.

The teachers called me to ask what I had done to cause him to
be upset. They called me often to ask me things that were very,
very rude. I was also told—I asked for an aide because I thought
that would help—if we give you an aide we’ll have to give everyone
an aide. We don’t need to train the teachers because we won’t see
another autistic child in our regular classroom for another 10 to 15
years. There were a lot of things I was told that were very, very
wrong, but I didn’t know that the parents had rights.

I didn’t know that I did not have to sign an IEP that I didn’t
agree with. And my son was in fourth grade before I found that
out. The school district did not tell me what was available. All
they’'d said was, this is what we can give you, we cannot give you
any more due to funding.

I have two other children with autism. My youngest is in a mod-
erate to severely handicapped classroom. He is moderately autistic.
}I;Ie ilas made great strides in the last year but is still very far be-

ind.

My middle son is Autism/Asperger Syndrome. He is in regular
classroom with no support. He does extremely well. Academically
he is at or above his peers. He does not need any resource help or
anything else. Last year in kindergarten his teacher was very argu-
mentative. She would call me often and ask me to come in and
calm him down. He would not comply with what she asked and he
understands verbal language very, very well. She would stand next
to him and call me, and I could hear him in the background crying
because he knew she wanted me to take him out of there.

Mr. BURTON. Ms. Fry, can we get on with your children when we
get to questions? I have a number of questions I'd like to ask you.
This was the Warren Township School System?

Ms. Fry. Yes.

Mr. BURTON. And they’re still in the Warren Township School
System?

Ms. Fry. Yes.

Mr. BURTON. OK. Can I ask you some questions after we get
through some of the other witnesses?

Ms. Fry. OK.

Mr. BURTON. Be with you in just a few moments.

[The prepared statement of Ms. Fry follows:]
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Testimony of
Stephanie Fry
To Government Reform Committee

Hearing on “Special Education — Is IDEA Working as Congress Intended?

Wednesday, February 28, 2001

My name is Stephanie Fry. [ have three sons, all born on Fridays in
October and all have Autism. Parents of autistic children are a breed unto themselves.
We are forced to explain autism, our children, and our entire lives to doctors, teachers,
lawyers and even people on the street. We do not ask for pity. We want for our children
what every other parent wants: for them to grow up healthy and happy, then get a job and
move out of the house.

In June of 1991, my oldest son, Mike, was diagnosed with autism. I was
ccstatic! Not because there was something different about him, but because it had a
name. [ could finally tell the people in the grocery store, shopping mall, gas station that
my child was NOT a brat, my child has autism. He does not need a good spanking. That
will not make him talk. I won’t withhold food from him until he asks for it. That time
may never come. There were many nights of little sleep; screaming, crying tantrums that
lasted for hours; and worst of all the self injurious behaviors he inflicted upon himself:
headbanging, freefalling onto the floor, the grass, the sidewalk, whatever was there.
Again and again and again. I finally had a diagnosis and now I could get him some help.

I had been reading books from the library on different disabilities in search
of what could be happening to my son. Autism was it. I was sure. The doctor confirmed
my thoughts but did not tell me what to do next. “Here is your diagnosis, come back and
see us in three months.” I called the local support group for autism. The contact person
was very helpful. I found a preschool in my community. After a meeting with the
administrator, Mike went to school. It was a rough transition for both of us. 1 was a
single mother who had been with my son almost every minute of every day since he was
born. Now, for 6 hours a day, 5 days a week, someone else was caring for him, teaching
him, nurturing him. 1 didn’t have to pay for this care. First Steps-Early Childhood
Intervention did.

Mike went to preschool for a month and adapted very well. He didn’t talk
much more, but his behavior changed. He was able to sit for longer periods of time,
doing puzzles and playing with toys, though not in the usual ways. He had things he
carried around with him, a plastic hammer, rubber tubing from a bicycle handle, blocks,
things he HAD to have or a meltdown was sure to occur. Mike had a month off in
August (for summer break) , then went back when school starting in September.

The administrators told me that because there was a new law passed, the
school district would take over his education starting at age 3. Thad 6 weeks. I called the
school district’s special education office. After telling the secretary what [ needed, she
connected me to the director of special education. I will preface myself with the facts: 1
have a doctor’s diagnosis of autism, my son will indeed be 3 very soon, he had adapted
very well to the changes in routine of the preschool and there was a new law. 1 explained
my situation to the director, she told me they would need to do a psychological testing of
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Mike BEFORE he could attend their school. She said it would take 6 to 8 weeks before
they could fit him in. When I said that he had a doctor’s diagnosis, she said, “well he
may not be autistic ENOUGH.” To this day I still wonder what “autistic enough” is.

I went to the administrators of the preschool upset at the thought that my
child would have to sit out of school for 6 to 8 weeks or more, before they could evaluate
him to see if he qualified. The preschool said the new law prevented them from keeping
Mike there beyond his 3™ birthday. I called the director of special education again, and
said my child HAD to have services on his 3™ birthday, due to the new law. I couldn’t
wait and have the possibility of regression (losing skills he had leammed). Mike did go to
the district’s preschool program, on his 3™ birthday. A long bus picked him up and took
him to a school where he knew no one, and they didn’t know him. When his bus came
back, after lunch, [ eagerly anticipated his return. I went out to meet him and was
shocked to find this was not the same child I sent to school. He had a huge fat lip and the
only thing the bus driver could tell me was, “he fell”. Thanks for the news flash. I had
not received any calls from the school or administrators that day. I found out later that he
had been following the teacher and when she turned he walked into a table. This was
NOT a good beginning to our public school experience.

The rest of his preschool experience was fairly uneventful. His
psychological testing was done while he was in school and an administrator came to my
home to complete the rest. He had different teachers and different aides. He adapted well
to it all and he LEARNED. He was using more language, began to point and had less
tantrums. He enjoyed being around other children, though he still had impaired social
skills.

I met my husband in the fall of 1992 and we married in 1993. We moved
to Indianapolis, Warren Township School District. He went into their preschool with no
problems. The classroom was one teacher and two aides to eight special needs children.
The teachers there were willing to get help when they didn’t know what to do. The
teacher, speech pathologist, my husband and myself went to Indiana Resource Center for
Autism for an evaluation, to get recommendations on what to do and how to place him
for Kindergarten. I was concerned that after having only been with special education
students, he wouldn’t be able to adjust to a regular classroom. He was talking, toilet
trained and much closer to age appropriate level than he had ever been. At his Annual
Case Review (ACR), it was decided to place him in kindergarten with resource support.

I was told at the ACR that they would ASK the teacher if she had a
problem placing an autistic child in her class. Least Restrictive Environment (LRE)
mandated that he be placed there. I didn’t know any different so I was thankful he was
accepted. The kindergarten teacher had no training in autism. The resource teacher was
trained but was not in the classroom at all times. Mike adapted, learned and did
surprisingly well in a class of 18 students, one teacher, a teacher’s aide and part-time
resource teacher. The students were accepting of him. He was promoted to first grade.

Mike’s first grade teacher had no training in autism. She accepted him
and did what she could to help. There were more bad days than good. Mike did learn but
this was another adaptation. Full day school instead of half day. The kids were asked to
be peer tutors and they wanted to help him. He couldn’t adjust to having that many
“bosses” so he would hide under his desk and cry, “They’re bugging me!” He was sent
to the office often when he couldn’t cope and would start to cry. [ had no idea what to do
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and no one there offered any suggestions other than punishment. Some days he spent
more time in the office than he did in the classroom. His frustration level increased, but
through all of it, he still learned. He was promoted to second grade.

That year our district began a year round schedule, nine weeks of school,
followed by 3 weeks “recess”, two weeks of which could be used for remediation. The
traditional year was offered but we chose year round to help prevent regression. Mike
started second grade in July 1996 at a new school, new teacher, new part-time resource
support. Again, the teacher had no training in autism. Second grade was a lot like first
grade. Mike was frustrated, sensory overloaded, and had many crying episodes. New
noncompliance issues emerged. He swore and cursed, kicked desks and had general
screaming tantrums. I again didn’t know what to do, expecting the school to know best.
Many days the teacher called me and I would go over and spend time with him during
recess, completing the work from that morning. Even though we went through a great
deal of noncompliance, Mike learned. He could read, write and do math problems. He
was promoted to third grade.

At Mike’s ACR for third grade, the resource teacher suggested that we
give him less resource support than he was getting. Since he did learn and was
academically close to where he should be, why did he need the support? I was also told
that if it didn’t work out we could easily change it. This was the beginning of the worst
year in Mike’s academic career.

The new resource teacher had done her college thesis on autism. I
THOUGHT this was a good thing. Now I look back and realize she was around 40. It had
to have been at least 15 years since she’d done this thesis. I should have known. She
anticipated, 1 think, a child who could not function normally, and probably did not
understand why he was in a mainstream classroom. The classroom teacher was not
trained in autism. [ want to say, now, that I do not blame the classroom teachers. I fault
administration for knowing it was required and for NOT enforcing the law. The teachers
did the best they could. They had classes of students, usually around 18, many of which
had issues. Mike was placed in Resource classrooms. These classes include students of
many differing abilities and issues: some learning disabled, some could not read, others
not understand math. The resource teacher was in this classroom part of the day to teach
a subject and assist the classroom teacher. I personally think this is wrong. It is another
way for the school system to save some money by giving all the special needs children
their “time” all at once. Biggest bang for your buck! But who loses out? The primary
reason of school is to educate. When we fail at that, we fail more than the system. We
fai] the children.

Mike had many issues that year. He cried, had tantrums, cursed, and was
very non-compliant. I was trying anything I could think of. Mike had seen a psychiatrist
since he was 6 or 7 and she prescribed his medication. I cannot remember what he was
taking but I know two things were Prozac and Risperdal. The doctor had told me it was
to control his hyperactivity, constant pacing and talking to himself. 1t hadn’t worked very
well but she said to wait and give it a chance. She also told me the average dose was 6
to 16 milligrams a day. Mike took 5 mg a day, one in the morning and 4 at night. I was
concerned about medication but I thought if it helped him cope, then it was worth it. The
doctor said, “If he was diabetic, you would give him insulin.” No difference. I had gone
shopping and found a prescription medication reference guide. I looked up Risperdal.
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The first thing that struck me was “anti-psychotic agent”. I had NO idea what this
medicine was or what it was doing to my child. Safety and efficacy for children had not
been established. Doses greater than 6 mg were not recommended for persons 18 to 60
years of age. My son was 9 years old. I was irate. Not only were there school issues,
medical issues became the forefront. I began slowly backing Mike off the medication. I
knew that to move up the doses we had to give him % mg more than before and wait 3-5
days before we increased any more. I did the same in taking him off the medication. I
also put a call into a new doctor and made an appointment. At this point, the resource
teacher began calling daily to report that Mike was having problems. She asked more
than once what I had done to CAUSE this. I was offended and upset. I told them all that
I was doing, whether it was changing his medication, or if had not slept well the night
before, to keep the lines of communication open. I was often accused of not being a
“team player”. This, to me, meant | did not conform to what they wanted therefore I was
not cooperating. I wanted to do whatever would help Mike. That was and still is my
primary goal.

Mike’s fall conference was horrible. His report card now had asterisks by
most of his grades. *Modified curriculum. I was shocked. He was doing almost all the
same work the other kids were, the modifications were for time. If the rest of the class
had 25 math problems to do, Mike did 15. He did the same work, though less of it. 1
had no notice of this, no waming. The resource teacher also suggested that Mike be
placed in the Moderate/Severely Handicapped Classroom. I asked if we could add more
resource time for him. I was told that she just didn’t have time for him, her schedule was
too full, and she didn’t think it would help anyway. After being in regular mainstream
classrooms since kindergarten, he was being punished. Punished for being autistic.

The teacher in the Handicapped classroom had a background in autism.
She KNEW how to deal with autistic children. This was the first time she had been
notified that Mike was even in the building. I don’t understand WHY she had not been
consulted to help when problems occurred. I was told it was a matter of confidentiality,
they couldn’t discuss him with a teacher that wasn’t on his case record. I was
flabbergasted. They are there to do what is best for the child. Wouldn’t it be in his best
interest to get help from someone who has training in autism?

We had a mid-year conference that the director of special education for the
township attended. I disputed their rationale that Mike didn’t have the academic skills to
stay in a mainstream classroom. They agreed to have him tested by a psychologist
outside the school system. At this conference, we discussed Mike’s behaviors: kicking,
screaming, hitting his desk. The director said, “If he has those issues then he should be
placed in the EH class (Emotionally Handicapped).” This class is for children who have
been abused and neglected and act out irrationally without regard to who they hurt.
There was NO way I was going to allow my child to be placed in an environment where
he was more likely to mimic problem behaviors than cause them. It was decided that a
1:1 aide would be beneficial for Mike, though I was told that this wasn’t an assurance
that he’d always had one. “After all, if we give your son an aide, we’d have to give
everyone who wants one, an aide.”

Mike went through the psychological testing in the early spring. We
continued to work on his behavior. I called an advocate from IN*Source who was
available to come to the conference. The psychologist who did the testing of Mike also
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attended. The main issues I wanted were teacher training (regular education teacher) and
an aide. Mike was not capable of taking himself out of a situation when he reached the
overload point. Sensory issues were looming large. The bus was a constant problem due
to extreme noise, the jumble of many little squirming bodies in a tight space. He rode a
regular bus with his peers. I wanted him to ride a special bus, not to attach stigma to him
or make the other children more aware that he was different, but to help Mike. These
children were aware that Mike was different. They didn’t need to be told. They knew.

Many people attended Mike’s ACR: the classroom teacher, the resource
teacher, the advocate, the psychologist, the special education teacher from the Mod/Sev
class, the director of special education for the township, speech pathologist, and myself.
The testing had concluded almost the same results as the school’s testing had. |
disagreed with the results saying that a child with a communication disorder such as
autism would have trouble with standardized testing that is language based. I was told IQ
tests were accurate and that they had been used for hundreds of years with success. The
advocate, the psychologist and myself all suggested teacher training. Ihad been told by
the classroom teachers over the years that IF they had had the opportunity for training
BEFORE Mike became their student, they felt their performance would have been
improved and some of the problems minimized or removed entirely. The director of
special education told me there was NO possible way we could have teacher training. “Tt
was beyond the teacher’s scheduled contract hours.” “Why train a mainstream classroom
teacher about autism when they won’t SEE another autistic child for 10 to 15 years?”
The advocate did nothing to sway their opinions and I had no idea that I did not have to
sign an [EP that I disagreed with. I felt I was lucky to get an aide for Mike. It was the
usual: fight but settle for less than what is recommended. Mike would be listed in the
Mod/Sev classroom but spend most of his day mainstreamed. I asked for a small bus for
him but was told if I was going to push for him to be mainstreamed then he’d have to be
like the other kids and ride the regular bus. The only other thing I requested was that
Mike be placed in a classroom that was NOT resource. If he had trouble, it would be him
and not the other students that came first. I had won a battle but lost the war.

I had no idea at this time that the law stated the teachers had to be trained
in autism. The special education teacher had training and I was told that if the other
teachers needed help, they could go to her. If I were to go on the internet and download
information on heart surgery, then read all I could find. Does that qualify me to be a
heart surgeon? I see this as no different. Just because someone has given you a book or
a bundle of papers to read, does NOT mean you’re trained to do something. This is MY
son. This is his education. It is very important to me. I feel he was slighted and missed
out on help early in his education that would have been beneficial. You would not build
a house on quicksand. My son’s educational career has been built on something similar.

When we went to orientation for 4" grade, my son didn’t have a classroom
teacher. I was told because he was listed in the Mod/Sev class that he didn’t need one. 1
had to go to the principal who was new to the school that year and ASK for him to be
placed. I also had to tell them to put him in a classroom that was not resource. 1 felt they
should have already known this and taken the necessary steps to make sure the IEP
(individualized education plan) would be implemented appropriately. The classroom
teacher was not trained in autism, but Mike did have an aide who worked under the
supervision of the special education teacher. I was told that the ONLY way for Mike to
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have a 1:1 aide was for him to be listed with the special education teacher as his ‘teacher
of record’. Mike was also allowed to ride a smaller bus because he was listed as a
special education classroom student. Ihad been told at his conference that was not
possible but due to an error in the transportation department, he was assigned a small bus.

Fourth grade went very well. Mike excelled in spelling and math, his two
best subjects. The concepts became more abstract. Questions regarding why were
difficult for him and still are. He understands the more concrete aspects of life. At the
beginning of the year, I asked that the children be informed of Mike’s diagnosis. This
was not to draw him out and make him a martyr. This was to help the children understand
why he behaved the way he did and why he had an aide to help. We did this while Mike’s
aide took him for a walk. The children were very understanding. That is the best thing
that has come from this whole ordeal. I was always concerned about how Mike would be
treated by his peers. From the first day of kindergarten the children are the ones who
exceeded my expectations of help. The other children were told if they had any issues
with Mike to talk to their regular teacher, Mike’s aide, the special education teacher or
myself, as I was in the classroom often. This was also the time that we explained to Mike
was autism was. 1 explained that his brain functioned differently and that it did not mean
he was dumb or could not learn just that he learned differently that most of the other
children. Shortly after this, Mike was doing homework and said to me, “Mom, I can’t do
this because I’m autistic.” I told him that “can’t” was not acceptable and that he was able
to do the work and I expected him to. He completed the assignment with minimal help
and was proud. I wanted him to understand autism is not an excuse to get out doing
things that he didn’t want to do. 1t is just part of who he is.

We became connected to the Internet in early March. I found other
parents online who understood what we were going through. Many of them had gone
through similar situations and worse. This opened my eyes. Autism is not a US issue,
it’s a worldwide issue. Many other people had experienced the same things my family
had. The difference is there are laws here designed to protect our children and to give
them the opportunity for a “free and appropriate public education in the least restrictive
environment”.

I called our state department of special education and explained our
problem with teacher training. I was told this is a “gray area” but that the law states that
teacher training is required. I went to the ACR prepared to fight. Two things I wanted to
know “why did he have to be listed in the Mod/Sev class to have an aide?” and “why did
they NOT provide teacher training?” With my friends and the state department of special
education behind me, I got the teacher training, though no explanation of why he had to
be listed that way. The only thing I was told was that “due to funding” he could not
receive an aide unless he came from that classroom. Again the almighty dollar rules. We
had two IEP meetings because the teacher was not prepared for my stubbornness on these
issues. The director of special education for the township had to be called in again to
agree to my demands. He gave me the teacher training.

Mike started 5" grade with a teacher trained in autism. She had previous
experience with another student with autism. She told me several times that she often
forgot to call on Mike for answers because she forgot he was verbal. Mike did very well
in 5™ grade. He didn’t have the same aide every day. They used several different aides
from the Mod/Sev classroom so that he wouldn’t get too attached to them and too
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dependent on them. He was placed in a resource classroom again, they said due to the
volume of students. I didn’t argue because 4" grade had gone so well. I wasn’t
concerned, yet. His classroom teacher did not put up with any monkey business. She told
him that if he acted out or caused a disruption, he would be removed from her class the
same as any other child. This worked very well for Mike, as he didn’t want to be
separated from his peers. We had a new special education teacher in the building who
didn’t have a background in autism but was willing to learn. Overall it was a good year.
The teachers and other students learned from him and Mike excelled academically. It
was a positive situation.

This was a good thing because I had another child in the school system.
My son, Josh, was going into kindergarten at the same time Mike entered 5™ grade. 1 had
concerns about Josh starting when he was around 2 years old. 1didn’t immediately
address these concerns because he was not Mike’s full biological brother, they had
different fathers. I assumed that autism was not likely to strike our family again. I was
wrong. I was pregnant with my third child when [ became increasingly aware that Josh’s
speech was not appropriate to his age level. His behaviors were quirky and he had very
poor social skills especially with children his own age. We were preparing to have him
evaluated when he finally did start to talk. I put off the evaluation thinking the doctor was
right and that Josh was just a late starter. Looking back I wish I hadn’t. When he was 4,
my concerns became greater. [ called the special education office and scheduled an
evaluation for him. Their findings were that although he was very intelligent, he was
communication delayed, with some motor skill delays. This qualified him for services. I
was told at this time that he did not meet enough criteria to be considered autistic.

Josh started preschool that spring, right after spring break. He did very
well with the other children, and academically excelled. They worked on his speech and
his sensory motor issues. He completed that year and went back for a second year, this
one a full year. Since his birthday is in October he didn’t qualify for kindergarten.

Josh’s preschool teacher was the same teacher Mike had when he came to the
district. To me this was a plus, she knew us and she knew autism. At the fali conference,
I asked her if she thought Josh was autistic. | had watched him carefully since the
evaluation and saw many things that pointed to autism. She was surprised that I would
ask. I guess she assumed I already knew. She THOUGHT that autism was his primary
reason for being there. I asked the district’s office of special education for another
evaluation to make autism his primary disability. I was told that the school psychologist
was pregnant and having a rough time with that. She was unable to retest him at this
time. I was also told there was no need to retest him since he had been tested only 6
months prior. I didn’t force the issue, though I should have. There are many times you
don’t rock the boat just to maintain some semblance of sanity.

At Josh’s ACR that spring, in preparation for kindergarten, I again asked
for another evaluation and was told it was not necessary. I told them that would be fine
because I would have an outside evaluation done. [ asked for teacher training since that
was a big stumbling block. They said they would give it. That it would be the same as
Mike’s, over the course of the school year. WHOA! Wait a minute! The teacher needed
to know what to do BEFORE not make it retroactive. I realized then that even though I
thought I won, I had not. Ihad to call the district’s director of special education and
DEMAND teacher training before school started. They complied but only because
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shortly after Mike’s ACR, the gentleman I talked to at the state department of special
education had taken it upon himself to call the director of special education to see how
our IEP went. He gets a gold star in my book. The training was a one-day seminar, 3-4
hours, with several different speakers. They spoke about how sensory issues such as the
buzzing of fluorescent lights could overwhelm a child. It was very informative and both
my husband and myself attended.

I met Josh’s kindergarten teacher at the training seminar. [ wanted her to be
aware of where he needed the most help. He is bull-headed and stubborn (he gets it from
his dad) but he can do the tasks required of him in kindergarten. He would swear, cry
and have a general temper tantrum. 1 told her that being firm with him worked very well.
I often wonder if she thought he had horns and a tail. The kindergarten class that year
consisted of 27.children in the morning and 27 children in the afternoon. 1 was upset and
asked that another class be arranged but was told it wasn’t necessary, due to children
moving out of the district. They finished the school year with at least 25 children in each
class. The teacher had one aide and Josh had part-time resource help. This was his “least
restrictive environment”. Nowhere near the most productive environment for him or any
of the other kids in his class.

This teacher called me many times to tell me Josh would not cooperate.
She said she didn’t know what to do. This is a seasoned teacher with over 20 years
experience. I gave all the suggestions I could think of and again told her to call me if she
needed me. Ithink THAT was my mistake. She called me a minimum of once a week
and sent home notes periodically. Josh’s resource teacher was only in the class for ¥ an
hour of his2'; hour day. The aide I had requested would have been very handy.

I remember vividly a phone call I received from her that spring. My father
and his wife had come to help us fix our kitchen. The teacher called and said, “I know
that Grandpa is here in town. Josh is very excited about that. He will not do what I ask.
You need to come here and calm him down or take him home.” This was shortly before
spring break. Josh was in the background crying hysterically. Every time she called me,
she did so in front of him. He is totally verbal and understood everything she said. This
to me is a form of punishment and if she thought it would help, it backfired. Josh loved
school and he wanted to be there. [ went to the school that day. I took him to the special
education room and even though she was not his teacher, she tried to help me. [did
everything I could think of. Josh kept asking to go back to his classroom. T finally gave
up. I walked him back down to get his coat and his backpack. Josh screamed and cried
through the entire building. While I signed him out in the office, someone asked mc if I
was ok. 1said, “No, how could [ be?” [ took him and left. On the way home I cried.
Where do you draw the line?

Josh’s resource teacher called me the next day to ask about his ACR. I
asked about the situation and found out that she had not been called in to help with him at
all. First line of defense had not been implemented. I’d had time to cool down and think.
I told the resource teacher to make the classroom teacher aware. If she demanded 1
remove my child from her classroom again, I would sue. [ spent the rest of the year
biding my time until he would move on to 1*' grade.

I had Josh evaluated by Mike’s behavioral pediatrician. He diagnosed
Autism/Asperger Syndrome. At his ACR, I told them he had been officially diagnosed
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and they needed to change the paperwork. The change was made with little fanfare but
great satisfaction, on my part. He was promoted to 1* grade with resource support.

Josh went to first grade with minimal trouble. He has done so well that the
teacher asked me if I thought the resource help was necessary. Josh is now listed with
resource help only on a consultant basis until needed. Academically he’s above his peers.
Socially he’s learned a great deal, made friends and still likes school. His teacher is a
velvet hammer: tough on the inside but soft on the outside. She is an excellent teacher
for him.

Mike is now in 6™ grade in Middle School. He has adapted very well. He
still has a 1:1 aide. He still has modifications in his academic work. He changes classes,
takes gym, has a locker and is basically like the other kids. He has had more behavior
issues this year and more trouble with peers. Socially Mike is still very immature. If
someone does something he doesn’t approve of, he will tell them. The little Jiminy
Cricket conscience voice 1s silent. He has become more aggressive with age and the
onset of puberty. He was in a pushing match in the locker room after gym one day. He
lost. I found out then that other boys had been teasing him for months but he hadn’t told
anyone. | am still not sure why. Academically he is on the Honor roll with A’s and B’s.

Last but not least, my youngest son, Matt, was 18 months old when I went
for Mike’s orientation of third grade. He was hopping and flapping his arms through the
cafeteria. Someone said, “I see you have another one.” Until that point it never occurred
to me that he was autistic, though he is the most “textbook™ of them all. He has very
little speech, mostly echolalia. He flaps his arms and hands, hops, bounces, and wiggles
his fingers in front of his face. He has poor eye contact. He has little or no social skills
and is not toilet trained. I did not have him evaluated at that time, though I should have.
There were many reasons but mainly because I was already so stressed out dealing with
his brothers, I didn’t have the energy for another battle.

I scheduled an evaluation for him through the school district in the fall of
1998. This is seven years after Mike started in public school. They told me that we
could test him as early as August, but he wouldn’t be able to receive services from them
until his 3" birthday. Many changes had taken place in that time. [ waited for another
reason. My mother was diagnosed with terminal cancer on July 2, 1998. She died two
days after Matt started preschool. The reason I include this is not for pity. It is to show
that my thought processes weren’t clear. When I filled out Matt’s paperwork for
preschool, I had the wrong birth date on a lot of forms because I couldn’t remember
which one was which. They could have sent me on a slow boat to China and I probably
wouldn’t have known the difference.

Matt has had different issues from his brothers. He is not high
functioning. He is moderately autistic, evaluated by the behavioral pediatrician in
January, 2001. He is a compliant child. He is very happy and playful most of the time.
Matt shows many autistic behaviors. His sensory issues loom large. His hearing is
extremely oversensitive while his sense of touch (tactile) is less sensitive than normal. 1
continue to push for him the same way I do with his brothers. I only want what is best.

The only disagreement I have with the school is their classification of him.
He is listed as Moderately Autistic, Moderately Mentally handicapped because he cannot
follow their language based tests. I disagree that he is mentally handicapped because
autism is a communication disorder. The only reason | see for them adding that to his
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paperwork is funding. The school district gets more money for a child that is multiply
handicapped than a child with only one handicap. They’re out for every last dollar.

I feel that school districts do not comply with IDEA for one main reason:
MONEY. They don’t tell parents about the services their children could and SHOULD
receive because it costs money for personnel, classrooms and supplies. The teachers are
under-staffed, over-worked and the CHILDREN are the ones who suffer. The special
education students already have the short end of the stick. This just pushes them off with
splinters. Funding seems to be the root of all situations, no matter how large or small.

Accountability is another issue. It appears that the districts have no one to
be accountable to. They receive money for children with disabilities from state and
federal government. I would like to know WHERE the money for them is spent. My
son, Josh, is not using any more resources than an undiagnosed or a neuro-typical child.
Where is the money the school receives for marking him as autistic going? If the kids
that are currently in the system aren’t getting the services they NEED, the bigger projects
should wait. Over crowding is an issue. Why must the special education students lose
services or get poor quality of services so the school district can build a new
gymnasiun/natatorium ‘for the community’?

Why do the parents have to fight so hard and go through stress in addition
to the usual stress of having a child who is handicapped? I have had to tell total strangers
more about my family, income and life than 1 care to. If 1 question why they need this
information, they get defensive. When I question why the Social Security Administration
uses the gross and not the net income to figure the amount my children can receive, I am
told we are not NEEDY enough.

My husband and I have been told to divorce in order to receive more
services from the state. We have been told to NOT work. We are supposed to stay home
and do nothing. I am not willing to do this. If it means I continue to fight, then that is
my choice.

[ am not asking for handouts, a free ride or anything of the sort. It was
MY choice to have children, though I did not choose to have children with disabilities. [
love them just the same. These children can become productive members of society with
encouragement, patience and assistance. If we help them when they’re young, we can
build on a strong foundation.

My children cannot get private insurance. They are automatically denied
due to autism. Group insurance policies only cover partial services with a low spending
cap, opt out of covering autism altogether due to “clauses”, or raise the premiums so high
that working parents cannot afford them. My children all take medication to control
behavior. Without medication, my children cannot perform to their potential and in some
cases, could be suspended or expelled for inappropriate behavior. I don’t want it to come
down to that.

Help us make education a service that we give to our communities without
the barriers that currently exist.
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Mr. BURTON. Ms. Antenellis.

Ms. ANTENELLIS. Yes.

Mr. BURTON. Would you like to address the committee?

Ms. ANTENELLIS. Sure.

Ms. ANTENELLIS. First of all, because I couldn’t bring him for our
sanity, I brought you a picture of my son Connor. My story is prob-
ably very similar to other stories

Mr. BUurTON. How old is Connor?

Ms. ANTENELLIS. Connor is 6 now. But I’d like to thank you and
the committee members for inviting me here to testify. I believe
that my experience as a mother of an autistic child, and now as a
provider of services for autistic children, will give you information
that will help you make some changes. The main reason I have
come to Washington is a simple one: to encourage the special edu-
cation system to provide access to Applied Behavior Analysis for
young children diagnosed with autism.

My story is one of a legal battle with the educational system that
turned out to be the ultimate success. Depending upon whom you
talk to in my town, I'm either a tireless advocate for my son or the
mother from hell.

My son Connor’s story is very typical. He had a very normal
early childhood, and at 16 to 18 months lost all his skills. He lost
his eye contact, he lost his language. He started to abuse himself
and gouge his eyes. At that time I was told there was a 75 percent
chance he would never speak and an 85 percent chance he would
be retarded, but I was determined that Connor was not going to
be one of those odds.

I pressured the Department of Health in our Early Intervention
System to provide us with an ABA program, which they did do. In
9 months Connor made over 15 months’ gain. When he started
ABA he had a 7-month speech and a 10-month cognitive level and
he was 27 months old. So he was 15 months behind in all levels.
At the end of 9 months he had gained a minimum of 15 months
in almost all areas and was able to be back in our world. If I called
his name, he said “What?” He came to me, he was able to under-
stand things that I asked of him, when a year before the house
could burn down and he wouldn’t get out, but he could hear a
Cheerio drop at 50 paces.

I began the transition to the school system about 6 months prior
to his third birthday. It was my understanding that the school sys-
tem would provide Connor with a program that would help him
achieve his maximum feasible benefit, and that was Massachusetts
standards at the time. I was mistaken. The school system felt it
had to offer only what they deemed was an appropriate placement.
It did not take into account the recommendations from the medical
professionals from Children’s Hospital nor the progress that he had
made under his current program. They felt they knew better than
anyone else what Connor needed.

They did offer an integrated classroom program but it lacked the
learning tools that had been so successful for Connor. He was enti-
tled to an education that would ensure he would reach his maxi-
mum potential. That meant he needed his school program supple-
mented with an ABA program. Then began a 3% month battle
with the school system.
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As a credit to the school system, it did continue his ABA program
while we negotiated services. On a personal level, it was the worst
3 months of my life. I lived in fear that they would take away the
services Connor so badly needed. Without these services, Connor
would regress and never make the strides he had the potential to
make. I truly felt as if I was in a fight for my son’s life and his
future. It seemed to me as if my son had a form of cancer and ABA
was the chemotherapy that would cure it. What right did the
school system have to deny him the services that had proven so
successful? Of course, it all boiled down to cost and not the best
interest of my son.

I tried to negotiate with the school system on my own but got
nowhere with them. I couldn’t afford to hire a lawyer but in the
end, to get the services needed, I got legal representation. The bat-
tle was finally settled in mediation, one step short of a formal hear-
ing. The school agreed to provide 12 hours of ABA, down from the
20 he was receiving. I accepted it because I knew I couldn’t afford
more. In total, I paid over $5,000 in legal bills. This was my own
money, spent to obtain the services that my child should have had
from the beginning. In addition, I supplemented out of pocket for
an additional 2 years, the ABA services that the school system did
not provide.

When the dust finally cleared, Connor had a good program. I felt
that I had done the best within my powers and financial limita-
tions to provide what he needed. The program stayed in place for
2 years, and Connor made gains which can only now be considered
phenomenal. It is clear from the evidence that the education pro-
vided works.

Today, Connor is a success story. He turned 6 last month. He has
defied all odds, and today he reads at a 10-year old level, has an
above age level vocabulary, has no self-abuse behaviors, and has
his first best friend. Remarkable for a child who had a 75 percent
chaélccti“: of never speaking and an 85 percent chance of being re-
tarded.

Does he still have issues? Yes, but we’re working on them. Will
he ever be cured of autism? No, but he will be able to function as
an active and productive member of society, probably making more
money than I will.

I credit much of Connor’s success to the hard work he has done
and the constant vigilance that I keep on his program. I go to the
school once a month. I watch his classroom, I watch his teachers.
The minute they are out of line I'm on them. They don’t have an
option not to answer to me.

But I also see in the system the other children in his classes
don’t get that. No other child in the school system diagnosed with
autism, some as severe or worse than Connor, they don’t get the
services. And when they ask me how I got them, I said I fought
for them. They have no idea how to even begin. I have never seen
a child go to a school system and be offered ABA. I actually had
a special education director once tell me, we provide services for
early intervention now through the State of Massachusetts, and he
wrote to me and said, what will my money buy me? Not what’s in
the best interest of the child or how can your services help me, but
what will it buy me.
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And I think the long run of IDEA is that we either pay for these
children now or we pay for them for the rest of our lives. If these
children can’t make the gains when theyre young and theyre
early—and as you know, autism is not an easy disability—we will
pay for them when we’re long gone, and society will pay much more
than the 40 percent that you talk about now. And the only sort of
disheartening thing that I heard today is that 40 percent hopefully
by the year 2010. Well, by 2010, Connor will be almost graduating
from high school. I really hope that it will be within your power
to fund that sooner so the children that are there and in the sys-
tem now can get what they really need.

Thank you.

[The prepared statement of Ms. Antenellis follows:]
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Testimony to
Government Reform Committee
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Special Education — Is IDEA Working as Congress Intended?

Wednesday, February 28, 2001
CONNOR’S STORY

Representative Burton, Members of the Committee, thank you for your invitation to
testify here today. I believe that my experience with the special education system both as
a mother of an autistic child and a provider of services for autistic children will give you
valuable information for your committee. The reason that I have come here to
Washington is a simple one. I want all children diagnosed with autism spectrum disorder
to have access to an educational program that has Applied Behavior Analysis (ABA) as
a core component. My story is one of a legal battle with the educational system that
turned out to be the “ultimate” success story. Depending on whom you talk to I am
known as a tireless advocate for my son or the “mother from hell”.

I am sure that my son Connor’s story 1s typical to other stories that you have heard. He
had a normal early childhood and lost all of his skills including eye contact,
communication, language and ability to relate to his world at about 16 — 18 months. At
that time the prognosis offered was not a happy one. [ was told that there was a 75%
chance that he wouldn’t talk and an 85% chance that he was mentally retarded. I was
determined that Connor would not become one of those statistics. [ embarked on a
journey to learn what would be best for my son. After research and much pressure to our
Early Intervention Program, my son began an intensive program of Applied Behavior
Analysis (ABA) at 27 months of age. At this time he was functioning at a 7 months
speech level and 10-12 month cognitive level, a minimum of at least a 15-month delay in
all areas. He scored in the severe level on the CARS rating scale.

The method of Applied Behavior Analysis we used is a learning approach where skills
are broken down into small steps and taught until the child masters each skill. They then
learn to maintain the skill and generalize it over different environments with a variety of
people. Skill acquisitions are positively re-enforced and errorless teaching is used. It is
both time and labor intensive, but my experience has shown it to be the one method that
has had the most success for Connor. Although ABA has been shown to be very
effective for use with autistic children, it is costly. It has been my experience that it is the
cost of these services, not the service itself, that school systems is opposed to. The needs
of the child, not the cost of the service should be the overriding factor in decisions.

Connor received 20 hours per week of ABA therapy for 9 months until he turned three in
January of 1998. Within that time period he developed language, was able to
communicate, began to play, learned some basic self-care skills and was able to
understand and relate to the world around him. He gained well over 15 months of skill
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acquisition in many areas in this time period. Although still far from a typical child, he
was no longer in his own private world to which we had no access, but a participant in
our world on a daily basis.

I began the school transition process about 6 months prior to his third birthday. It was
my understanding that the school system would provide an education that would allow
Connor a program with the standard of “Maximum Feasible Benefit” (Massachusetts
standard at the time). I was mistaken. The school system felt that it only had to offer
what it deemed was an appropnate education. It did not take into account the medical
recommendations of some of the leading medical personnel in the field, nor the progress
that he had made under his current program. The school felt they knew better than the
experts and refysed to continue ABA services through which Connor had thrived. They
did offer a good integrated classroom program but it lacked the learning tools that had
been so successful for Connor. Connor was entitled to an education that would insure
that he reach his maximum potential. That meant he needed to have the school program
supplemented with an ABA program.

Then began a 3-%; month battle with the school system. As credit to the school system, it
did continue his ABA program while we negotiated additional services. On a personal
level, it was the worst three months of my life. I lived in fear that they would take away
the services that Connor so badly needed. Without these services Connor would regress
and never make the strides that he had the potential to make. I truly feit as if I wasin a
fight for my child’s life and his future. It seemed to me as if my son had a form of cancer
and ABA was the chemotherapy that would cure it. What right did the school system
have to deny him the services that had proven so successful? Of course, it all boiled
down to cost and not the best interest of the child.

I tried to negotiate with the school system on my own, but got no where with them. 1
couldn’t afford to hire a lawyer, but in the end, to get the services that Connor needed |
secured legal representation. The battle was finally settled in mediation, one step short of
a formal state hearing. The school agreed to provide 12 hours of ABA (down from the 20
he was receiving). I accepted the IEP because I could not afford to keep up with the ever
rising legal bills. In total, I paid over $5,000.00 in legal bills. This was my money spent
to obtain the services that my child was entitled to by law. In addition I supplemented
out of pocket the additional hours of ABA that he needed over the next year.

When the dust cleared, Connor had a good program. I felt that I had done the best within
my power and financial limitations to provide the services he so desperately needed.
This program stayed in place for 2 ¥ years and Connor made gains that could only be
considered phenomenal. It is clear evidence that special education when provided in the
best interest of the child, does exactly what it should do. It gives children an education
that will help them succeed and achieve, not just maintain.

Today, Connor’s life is a success story. He turned six in January. He has defied all the
odds and succeeded. His success happened because he was provided with the appropriate
education. Today, Connor reads at a 10 year old level, has an above age level
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vocabulary, has no self-abusive behaviors, and has his first best friend. Remarkable for a
child who had a 75% chance of never speaking and an 85% of being retarded. Does he
still have issues? Yes, but we are working on those. Will he ever be cured of autism?
No, but he will be able to function as an active productive member of society, probably
making more money that I will.

I credit much of Connor’s success to the hard work he has done and the constant
vigilance that I keep on his educational program and services. Much of the credit goes to
the professionals who have tirelessly helped him along his journey back from the dark
side. But I truly believe the main reason for my son’s success is that he had access to an
intensive ABA program at an early age. Research indicates that tremendous gains can be
made for young children when they are provided with ABA early and in an intensive
manner. | only hope that my testifying before you today will help other families receive
ABA services for their children.

Since I believe so strongly in the educational services that Connor received, I have
moved in that direction on a professional level. 1 am currently the program director of a
company that provides ABA services for early intervention programs and school systems.
In every instance I see young children making huge gains when provided with these
intensive services. In the state of Massachusetts these services are provided at no charge
to families until the age of three. After the age of three it then becomes the responsibility
of the schools to provide services. It is like a train wreck waiting to happen. Prior to age
three all the services are in place, the children are thriving, and at age three it is all taken
away. In all of my experiences, never has a school system offered ABA as part of a
program for an autistic child without firm pressure from the parents or legal intervention.
I truly believe that it is the cost of such a program, rather than the program itself that
prohibits it acceptance as an educational methodology. Irecently received a letter from a
special education director who asked, “what exactly is my money going to buy me”. So
much for the best interest of the child, it is all about money. In the short term, not
offering a program that has shown to be successful, but costly will save money. In the
long run, our society as a whole will bear the burden of supporting these children as they
age. They will not be productive members contributing to the greater good, but rather by
bystanders draining it. Is it not better to spend the money now and provide the resources
that special education was designed to, then to support people for the rest of their lives?

Taking into consideration the ever rising number of children diagnosed with autism
spectrum disorder, it is incumbent upon our education system to provide these children
with an education that will help reach their full potential, and not require parents to fight
for it every step of the way. I thank you for your time, and on behalf of parents all over
the country, please find a solution so that children with autism may receive ABA as part
of a special education program to meet their needs.

Respectfully submitted,



Patricia J. Antonellis
114 Dover Rd
Mashpee, MA 02649
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Mr. BURTON. Before we go to our next witness, let me just say
that I agree with you, and we ought to move as fast as we possibly
can, and you may rest assured that we will. And I personally apolo-
gize to every parent that has a child with a disability, because I
was ignorant of the facts until it happened to me. That’s one of the
big problems that we face: Do we have to wait until we’re hit in
the face with a shovel before we realize the need? And I plead
guilty to that, but we are going to do our best to rectify that. And
I know Ms. Schakowsky and others feel that way as well, because
you're absolutely right, if these kids who are autistic and who are
disabled now, for whatever cause, if they’re not helped while they
can be helped, they will be a huge burden on society later on and
we will pay a great deal more than we’ll have to if we don’t deal
with it right now.

Mr. McDowell.

Mr. McDoweLL. Thank you, Mr. Chairman. And I also appre-
ciate being sworn in today rather than being sworn at, which
seems to be the experience of State agency personnel.

AMy name is Kevin McDowell. In 1972 I was drafted into the
rmy.

Mr. BURTON. You're from the great State of Indiana.

Mr. McDOWELL. Great State of Indiana and also the Sixth Con-
gressional District.

Mr. BURTON. Yes, and I think I talked to one of your compatriots
at the agency today, if I'm not mistaken.

Mr. McDOWELL. Pardon me, sir?

Mr. BURTON. I think I talked to one of the people at the Depart-
ment of Education today. That’s where you work; is that correct?

Mr. McDoOwELL. Yes I work for Dr. Suellen Reed. I'm the general
counsel for the Department of Education.

Mr. BURTON. Yes.

Mr. McDoOwELL. In 1972 I was drafted into the Army, that being
the only lottery that I've ever won, but as I left the Army, I found
myself in Fort Gordon, GA, which is near Augusta, which is the
mecca for all golf. But for those who are literary-minded, that is
also near Wrens, GA, the birthplace of Erskine Caldwell who wrote
Tobacco Road and God’s Little Acre. And there’s a stretch of road
that runs for 20 miles from Augusta to Aiken that’s called Horse
Creek Folly; has a road, but most of the roads are unimproved and
the people poverty stricken. And my first teaching job was with de-
linquent children, extreme poverty, under a Title I program that
was in place at the time.

From there I have had the opportunity to come back to Indiana
to teach both in institutions with students who had emotional dis-
turbances—at that time autism was not a separate category, it was
included with emotional disturbances—both in institutions and in
the public schools and in the private schools.

And from that time for the last 15 years—I was in private prac-
tice as an insurance defense lawyer—and the last 15 years my re-
sponsibilities have been with the Department of Education and its
28 divisions and offices, not the least of which is Special Education.

As T indicated in my written testimony, during those years I
have observed a number of different things, not the least of which
is that parents of students with disabilities tend to go through the
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same stages that Dr. Elizabeth Kuebler-Ross described as those
who come to grips with a terminal illness. And I hate for that to
sound so ghoulish or Draconian, but you will find that is the case.
And that was my observation then and it was my observation in
1985 when I found out that my own daughter had autism. It was
a surprise, and thus became an odyssey that brought to bear many
of the experiences I had already had dealing with families of chil-
dren with significant disabilities well before that had ever occurred.

That is mostly an irony. It’s not the reason for what I do, because
I would have done what I'm doing today anyhow. But there are a
number of different things that have occurred over time, and cer-
tainly Public Law 94-142 which Mr. Chairman mentioned at the
beginning, and its progeny, including the reauthorization in 1997,
have been major laws that have provided services that would never
have occurred at all, and it’s not because there are people out there
who are not well intentioned. They are. But sometimes some things
do need to be done in order to benefit the whole.

However, that does not mean that the law itself does not have
areas that require some tinkering, for want of a better term. And,
Mr. Chairman, the list you gave me was a number of different
areas that you wished for me to address and I will, very quickly.
I will not elaborate upon the written testimony I gave you, but it
does serve as the basis for some of the comments I do have today,
including addressing your concern about the empirical data that
needs to be collected, which I also notice that Patty Guard will be
later testifying about what efforts there are in this regard.

To go through the list of questions that were posed to me, you
want to know if schools are following Federal laws and providing
a free and appropriate public education. There are some things
that I will bring to your attention now. I'm not going to list every
single thing that I see in my office that prevents this from working
as it should, because to do so would require me to put all of my
“begs in one ask-it.” And I think maybe it might be a better situa-
tion that later on as you move into more specific areas, my office
would be more than happy to provide you an abundant amount of
information regarding all these different issues, including the legal
analyses in transit we identify that’s on our Web site, which is also
a part of the written testimony that I gave you, some things that
are occurring that are preventing parents from working together
with schools, things you would not imagine.

For example, a number of schools enter into collective bargaining
agreements that restrict the meeting of IEP teams to contract
hours. That means that if a parent wants to have an IEP team
meeting, whatever it may be called from State to State, they can
only meet during contract hours, not before and not after. Makes
no difference if you're a single parent that has a job and if you miss
one more time you're going to lose your job. These IEP meetings
occur right now, and I'm sure that some of the parents can tell you
they have had those experiences. Some of the administrators have
likewise had those. We don’t know those occur until they come to
us.
Other provisions in the collective bargaining agreements restrict
who can make decisions about grade placement. Well, that’s an IEP
team decision. That raises an issue. Some give it solely to the stu-
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dent’s teacher. And you also have the other problems that have oc-
curred in those areas and that we heard one today about the kin-
dergarten teacher. The kindergarten teacher has to agree to take
a student? You know, that does—unfortunately, that sounded like
an Indiana case, and we actually have had some situations where
when we found them out we have corrected them.

That is not how it works. You don’t ask someone whether or not
you take a student into your classroom in that stint; but on the
other hand, that teacher needs to have specific training, not just
in autism, because autism’s not a very good descriptor. You have
to have training in how autism is manifested in that student. That
is not a good descriptive. In fact using the term “autism” is not.
And that’s why in our rules implementing them under disorder, to
cover them all, so that schools and parents will make decisions
based upon the need for educational services, because there are
some conditions that adversely impact educational performance; be-
cause if we just use the term “autism,” the student with Asperger
syndrome down here is not under autism as that’s defined in the
DSM-IV. It’s not. And so you get this problem; school officials say,
well, it’s not autism because it’s not in the DSM-IV, therefore, they
don’t need services. Not right.

And we've told schools before that when we talk about edu-
cational performance, and I give 35 to 40 different presentations in
Indiana alone every year to all these various groups, there’s a num-
ber of things I stress to them. Educational or academic perform-
ance is not the only concern.

In Western culture we certainly prize academic performance, but
we prize social adeptness more than we do academic performance.
And that may sound strange. I've been teaching for 27 years, and
those who have taught and those who have observed know that if
you're socially adept, a multitude of sins and transgressions will be
forgiven. But if you have ineptness, that sets you apart, no matter
how gifted you are in other areas. So it’s not just academics. That’s
not the sole determiner.

As far as legal costs involved in resolving disputes and who pays
those fees, I think you heard from Mrs. Brown today. What she de-
scribed was our extraordinary funding system that we created in
Indiana where we will wrap services around a student so they don’t
have to go to residential facilities; but the school has to dem-
onstrate to the State that there is educational justification for that
service. That educational justification is in the student’s individual-
ized education program, the IEP. They didn’t put it in Mrs.
Brown’s IEP. And what happens, we wrote our rules in such a way
as to say, Schools, if you don’t put it in your IEP, you may be re-
sponsible for the cost of that service. You need to justify it.

That’s born out of a class action lawsuit that schools initiated
against us—unfortunately, litigation is one of the things that I
have to do—so we made sure that we put that in there so that we
don’t have people who are trying to pass services along that they
don’t agree with. But rather than discussing that with the parents,
they try to pass it along to the State and then make the State look
like a bad guy, which is pretty much what happened in Mrs.
Brown’s case.

She can certainly give you her own rendition of it.
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As far as attorneys’ fees, the attorneys’ fees provision in IDEA
is not really encouraging a lot of attorneys to go into this area. As
a result, parents do not have available to them competent counsel
who can help them.

I realize a lot of people say, maybe we should keep the attorneys
out. I'll tell you right now, as an attorney who represents a State
agency—and we get involved in these hearings a lot—I would much
rather have the school and the parent being represented by counsel
who understands the law. But unfortunately the way the funding
has been set up over the years, protector advocacy, LSO and a lot
of the other services like that cannot handle these cases anymore.
As a result, they really are not available to parents, competent
counsel. If you have competent counsel, these things typically don’t
go to hearings.

Mr. BURTON. Mr. McDowell, I don’t know how many questions
the staff has sent to you.

Mr. McDOwWELL. They sent me two pages full of questions.

Mr. BURTON. Did they? Were they answered in your statement?

Mr. McDOWELL. Not all of them, because I needed to know what
data was sent to you from our Division of Special Education. For
that—we coordinated that together. I realize that I've gone over
time.

Mr. BurTON. That’s OK. Could we do this? Could we go to Ms.
Bristo? And the questions that you think are relevant and we need
to talk about—and we will be asking you questions in just a few
moments—maybe we could get back to that.

Mr. MCcDOWELL. Sure. Yes, sir.

[The prepared statement of Mr. McDowell follows:]
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1 greatly appreciate the opportunity afforded to present testimony today regarding the
delivery of services to our students with disabilities. [ am encouraged that not only this
Committee has expressed a positive attitude and encouraged a constructive approach to
improving services but that House members are forming a bi-partisan Coalition for
Autism Research and Education (CARE) Caucus to promote discussion, knowledge,
investigation and funding of issues affecting persons with autism. The contact letter from
the Committee indicated a desire not only for statistical data but for a more personal
perspective on how such services can be enhanced.

You Can Never Really Know Someone Else...

Charles de Gaulle was something of a mystery to most Americans. His image here is not
particularly a pésitive one. He is sometimes characterized as buffoonish and boorish,
especially after his unfortunate remarks in Quebec regarding self-determination. This is
the historical personage.

But as any person is, de Gaulle was much more. His daughter Anne, born in 1928, was
severely retarded from birth, and required constant care. Her language never developed
fully; she could neither clothe nor feed herself. General de Gaulle-always aloof in
public-spent every available hour entertaining his daughter, playing and tcaching her
games, working with her. At night he would hold her hand till she fell asleep. In 1948,
Anne died of a fung ailment. At her grave site, de Gaulle turned to his wife and said,
“Now at last our child is just like all children.”

The Experience of Being A Parent of a Child with a Disability

The Commuittee asked for some insight as to what special problems parents of children
with autism face. [ have been involved in education for nearly twenty-seven (27) years,
teaching students with special needs and students adjudicated delinquents, as well as
more traditional students. 1have had the opportunity to teach students who were
institutionalized as well as students in public and nonpublic schools. Over the years, |
have observed some commonalities.

Dr. Elizabeth Kubler-Ross is noted for her description of the five stages that a person
experiences when coming to an understanding of a terminal illness, if such an
understanding occurs. Oddly, these same five stages seem to apply to the parents of a
child with a disability, especially a disability such as autism that for so long has been
greatly misunderstood. As the patient with a terminal iliness, parents will move through
these stages at different paces.

Denial. This is often accompanied by a degree of shock. Most people have little
understanding of autism. Popular portrayals leave many people believing that persons

with autism range from severely withdrawn, possibly self-injurious individuals engaged
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in meaningless repetitious activity to those who display savant abilities, such as rapid
calculation and the ability to play a musical instrument. These portrayals serve to deny
the essential humanness of persons with autism. Early identification of autism is difficult.
Parents usually note that certain developmental milestones are not being met. However,
this may be masked by the child’s displaying of other abilities, possibly precocious ones.
At some point, it becomes apparent that something is “not right.” Thus begins the
journey that no parent forgets: the pediatrician who has little familiarity with autism and
little, if any training but attempts to caution the parent that institutionalization may very
well be in the child’s future; the referrals to neurologists, neurosurgeons, and
psychologist; the “evoked potential” tests, the discussion of shunts, the CAT scans, the
battery of psychological tests; and finally, the painful diagnosis. There is no painless or
perfect way to reveal such a diagnosis to a parent. The initial reaction is inevitably
denial. There must be a mistake.

Anger. This may last for many years and carry over into the school environment. A
child with autism is not a typically developing child. Parents often have to endure
uncomfortable situations in teaching their child with autism the social necessitics for such
things as eating in a restaurant, attending a movie, participating in church or temple
services, and many of the other functions a family wants to—and needs to—do. There is a
tendency to withdraw from social functions, friends, and family, which is usually
accompanied by a tendency to become overprotective. Many marriages do not survive

- this strain, which then tends to exacerbate the withdrawal and the overprotectiveness.
The tendency to overly protect one’s child can result in unfortunate situations within the
school context. Anger can be directed at those who are perceived as possibly threatening
the child or the child’s welfare. Anger is often directed at an “unjust” God and onc¢’s sclf.

Negotiation. This phase is sometimes characterized by a yearning for something that is
not and never will be. It is the beginning of a reflective period. This is a “quid pro quo”
time. There may be intense sadness, fear for the present and especially the future (“What
will happen to my child when 1 am gone?”), guilt, and yearning. It is also the beginning
of a searching process.

Resignation. This can be a painful time. Acceptance of the diagnosis of autism is often
associated by the grieving parents as somehow failing their child. This is a period of
some disorganization, but it is also the period when the parents realize that it is time to
get on with living, although enthusiasm is somewhat lacking. There is a need to evaluate
the family situation, begin to make difficult decisions (such as whether the parents should
have more children), and begin to learn different ways to manage life as a family.

Acceptance. For those parents who reach this level, the autism becomes less a reality and
their child becomes more “real” in every sense. There will still be some sadness, and

fears for the future never leave; but the parents learn that this is a child that not only can
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be loved but can be loving. This is a child of amazing abilities. This is a child who does
not complicate the truths and realities of life with rationalizations. This is a child that
they would not trade for all the world.

Imagine our surprise when my wife and I were informed in 19835 that our daughter had
autism.

Recommendation: No one misunderstands autism more than insurance companies, who
treat autism as a mental illness. Diagnosis and treatment of autism is routinely exctuded
under the typical insurance policy. This forces medical service providers to resort to less-
than-forthright practices, such as masking the diagnosis and treatment as one for a
condition that is covered, usually mental retardation. This only adds to the stress the
family is experiencing. However, the alternative is to asswme inordinate expenses for
cvaluations, hospitalizations, and prescription medications. Evaluation, diagnosis, and
treatment of autism should not be category excluded for coverage under insurance
policies.

The School As A Community

In any given school building, there should be a “community.” This community should
interact with the various communities where the students and school personnel reside.
Although “school climate” is affected to a great extent by building-leve! and district
leadership, the achievement of the essential educational function—or the failure to achieve
same—is more often the result of other factors, such as lack of scheol readiness, extreme
mobility of the student population, unstable or inadequate {amilial relationships, and a
number of other factors that, although real, more often arc used as excuses rather than
reasons. A chief inhibiting factor is the current result from four decades of reorganization
and the attendant “economies of scale.”

In any given school building, there will be a continuum of abilities. For the sake of
illustration, such a continuum would have at one end students with significant cognitive
involvement (for the sake of illustration, this will be designated as “S/P” for severc and
profound impairment). At the other cnd of the continuum would be students who
demonstrate high academic achievement (for the sake of illustration, this will be
designated as “G/T" for gifted and talented).

ABILITY CONTINUUM
S/p G/T

An effective school community will have recognized scveral realities. One is that
Western culture values academic achievement. But it values social adeptness to an equal
if not greater extent. A multitude of sius and transgressions will be forgiven the socially
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adept individual. The same cannot be said of one who is perceived to be socially inept,
no matter his level of academic achievement. Another reality is that education, to be
effective, should not only place emphasis on a student’s benefit from being a member of a
school community but the student’s responsibility to contribute to the school community.
This dichotomy can be illustrated thusly:

BENEFIT
CONTRIBUTION

The experience has been that in most schools, the more disabled onc is considered, the
more emphasis is placed on “benefit” with “contribution” presumed somehow. As one
moves the other direction along the ability continuum, the more emphasis is placed on
“contribution” with “benefit” presumed. In either direction, the dichotomy becomes
imbalanced and the students lose. The students who are considered approaching or at the
S/P end of the continuum can contribute to the school community. It takes conscious
decision-making to ensure that this occurs, but it can occur. For students approaching the
G/T end of the continuum, more emphasis must be placed on their realizing benefit from
the school community. Teaching is a conscious effort.

However, the “economies of scale” over the past four decades have resulted in far too
many elementary, middle, and high schools that are too large 1o ensure that each student
benefits and contributes to the school community. There is a “point of diminishing
return” not only in economic theory but in educational practice. 1f school personnel are
not able to know who their students arc, how can they ensurc each student has the
opportunity to benefit and contribute?

Recommendation: There is more than sufficient data that indicate the maximum student
enrollment for elementary, middle, and high schools. If federal funds are to be allocated
for school building construction, these funds should require that student populations be
within an acceptablc range that will enable teachers and other school personnel to ensure,
to the extent possible and appropriate, that each student benefits from and contributes to
the school community...and that each student have the opportunity to be known. For
government and other policy makers, greater effort must be made to identify and rectify
those clements of laws that serve to inhibit the necessary working relationship, especially
for students with disabilities.

Resources and Resourcefulness

The story is likely apocryphal, but it is still instructive. A principal at a middle school
found herself having to address the latest aggravation that middle school students are so
adept at devising. Middle school girls had learned that it creates quite an impression to
put on lipstick and then leave lipstick prints on the mirror. The principal tried everything
to bring this practice to a halt. There were homeroom announcements. There were
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posted warnings. There were observations of the girls’ restrooms with increased
surveillance by faculty, This was all to no avail. Finally, the principal invited to her
office several girls that were considered as leaders in the school. Of course, ail protested
their innocence and their lack of knowledge regarding the perpetrators of these
transgressions. The principal assured them that she was not accusing them of any
untoward activity. She merely wanted to have them witness a demonstration.
Accordingly, she had the girls accompany her, along with the custodian, to a nearby
restroom where, of course, there were fresh lipstick prints. The principal asked the girls
if they were aware how difficult it was to wash lipstick off the mirrors, They all
remained silent. The principal then looked to the custodian and asked him to please clcan
the mirror. He dipped his mop in a nearby toilet and proceeded to wash down the mirror.
From that day forward, there were no more lipstick prints.

This is a somewhat graphic depiction of another truth in education: We are more often
limited by our lack of resourcefulness than our lack of resources. I have found this to be
the case in special education, especially with respect to students whose disabilities are
defined more in medical terms than educational need {i.e., autistic, other health impaired,
and traumatic brain injured). Teacher licensure in these areas is questionable: Students
within these exceptionality areas are more diverse than any of the specific educational
diagnoses. Their abilities are spread across the continuum. The better educational
programs for students with such needs are influenced to a great extent by the
resourcefulness of the participants, both teachers and parents. Sometimes solutions can
be discovered from the experiences of the participants, or by the culmination of
experiences within a school community. As a recent example, several students with
autism were enrolled in 2 nufrition class. The lesson plan called for the use of the
microwave oven. The microwave oven does not give off the typical sensory warnings a
more conventional oven will. As a consequence, the students did not realize that the food
to be retrieved from the microwave will be too hot to handle. The teacher’s solution was
to use an egg timer. When the microwave ended its process, the door could be opened
and the egg timer employed. After its usual three minutes, the food was usually able to
be handled.

Another student with autism hacl, as a part of his individualized education program (1EP),
various job experiences. Although he could read time, he did not reaily understand the
concept. He did not know when to take a break. The solution was fo provide him a
watch that not only provided a read-out of the time but had alarm settings that would
indicate when it was time to take a break and when it was time to go back to work.

Another student did not know what to do should his transportation not arrive on time
because he did not understand “on time.” Left to his own devices, he would stand there,
waiting for a bus that would never come. His watch was st so that, after the passage of a
decent interval, had the bus not arrived, he should come back indoors.



100

There are numerous examples, many involving solutions that were borne from the
singular and collective experiences of teachers and parents. Resourcefulness.

University preparation of teachers has not adequately prepared teachers to be in a position
where they are comfortable addressing the educational needs of students with special
needs, especially a student tagged with the “autism” label. Tn my discussions with
teachers, I often stress that there is nothing magical about special education. Many of the
fears teachers express are borne from their lack of preparation at the collegiate level
where disability concerns, if addressed at all, are mentioned in passing except for those
teachers seeking licensure in this area.

Teacher, parents, and other allied professionals need more opportunities for the
professional development of the teaching cadre. No broad category of students would
benefit more than students with autism or within the autism spectrum. Teaching
licensure, where it exists, is inadequate because this population is so diverse. A student
with autism will benefit more from the combination of specific knowledge of the student
and the student’s learning style coupled with the resourcefulness that is present at the
school, both in general and special education. (This is also true of students with
traumatic brain injuries or identified as “other health impaired.”)

The three suggestions above did not come from special education teachers. The
suggestions came from the nutrition tcacher, a job coach, and an instructional aide.

Recommendation: There is a significant need for professional development with respect
10 students with autism, traumatic brain injuries, and “other health impairments.”
University training has proven inadequate in preparing general education teachers for
their shared respounsibilities for students with disabilities. Tlus has served to exacerbate
attitudes of fear and apprehension especially regarding students with autism. Autism
needs to be demystified. Because parents are indispensable partners in this process,
professional development should recognize this resource and include parents in this
process. In addition, federal funds allocated for professional development should
encourage or require cross-discipline involvement. A “teacher” is a "tcacher.”
Resourcefulness is dependent upon our sharing of experiences and shared experiences.

Oh, The Language That We Use...

F. W. Nietzsche observed that “Every word is a preconceived judgment.” These
judgments can be subtle, subconscious and, on occasion, divisive. Consider the federal
language in IDEA that refers to "regular education” and “regular education teacher.”
Nietzsche wasn’t the first person to note the judgmental aspect of sclected words. Others
have considered the semantic obverse imparted by certain words and the concepis they
impart.

-§-
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When considering “regular education,” one must ask: What is its obverse? Its actual
obverse is “irregular,” a negative concept. But we state the semantic obverse as “special
education.” “Special” then becomes synonymous with “irregular,” and thereby becomes a
negative concept, something to be avoided, something less than the whole. This creates a
largely artificial division between that which is “regular” and that which is “special.” No
state has a licensing pattern that confers “regular education” upon any prospective
teacher; but because of the federal language from P.L. 94-142 to today, this term and its
attending concept have created a division, a polarization among the teaching ranks. 1t
serves to disenfranchise students with disabilities who require “irregular” education. It
becomes, in some schools, an “Us” versus “Them.” A “regular” teacher should be one that
drinks prune juice and nothing more. A “teacher” is a “teacher.” It would be far better for
the federal law to eliminate the use of the descriptor "regular education” in favor of
*general education.”

Miscellany...

When Congress reauthorized IDEA in 1997, there were a number of improvements,
including the provision for mediation and the establishment of “manifestation
determinations” as an evaluative process rather than a due process. However, Congress
should remove that portion of 20 USC §1415(e)(2)(B) that allows the establishment of
procedures whereby a parent who chooscs not to accept mediation would be required by a
local school district to meet with a “disinterested party” who could extol the virtues of
mediation. If mediation is a voluntary process, then why should a parent who declines
this opportunity be essentially punished for their perceived lack of insight? Having such
a provision is calculated to ensure that school personnel and parents could not warm up to
cach other if they were cremated together. This is an extremely divisive and counter-
productive provision.

1 greatly appreciate your allowing me to share a few thoughts with you toeday. As you can
imagine, there are many arcas where improvements can be made. At this writing, it is
just as important to identify those areas thal sct us apart, that divide us from one another.
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Mr. BURTON. Ms. Bristo.

Ms. BRISTO. Good afternoon, Chairman Burton and the distin-
guished members of the committee. Thank you very much for invit-
ing NCD, the National Council on Disability, to participate in this
important hearing.

As you know, the National Council on Disability is charged to
provide policy guidance and research support to Congress and the
White House about Federal statutes and programs pertaining to
people with disabilities. Before 1975, the educational needs of more
than 8 million students with disabilities were not being met.

Since 1975, when IDEA was passed, the doors have been opened
to untold numbers of students with special education needs in
America. However, over the years, parents have told us, and we
have found, that the promise of IDEA is not being fulfilled, and too
often parents and families bear an undue burden of enforcing
IDEA. We were delighted last night to hear President Bush reaf-
firm his commitments to the New Freedom Initiative and to “leave
no child behind.” Taken together, they represent a new opportunity
to improve the implementation of this important civil rights legisla-
tion.

We agree with our President that increased funding and en-
hanced accountability by our public schools are two critical ele-
ments to ensuring that no child will be left behind, including the
6 million students served through IDEA.

It saddens us to tell you that NCD’s research embodied in our
report, “Back to School on Civil Rights,” which I will leave for the
record, indicates that all 50 States were out of compliance to vary-
ing degrees with the main provisions of IDEA. It is also troubling
to report to you that there were no serious consequences for contin-
ued and persistent noncompliance with IDEA.

All too often the burden of enforcement rests on the shoulders of
parents. NCD believes that preventing discrimination and ensuring
educational equality of opportunity is an appropriate role of our
Federal Government. It is time to put that responsibility back to
the Federal Government in upholding the constitutional guarantees
afforded to millions of children with disabilities.

A complete copy of our report has been entered into the record.
I would just like to summarize a few key findings and a few key
recommendations.

Ninety percent of the States had failed to ensure compliance in
the category of general supervision where States are expected to
hold local school districts accountable; 80 percent of States failed
to ensure compliance with the law’s free appropriate public edu-
cation requirements; and 72 percent of the States failed to ensure
compliance with the placement in the least restrictive requirements
of IDEA.

NCD made a variety of recommendations in our report. I'm only
going to point on a few priorities here today.

First, the Departments of Education and Justice should develop
national compliance standards with enforcement triggers and
mechanisms and with involvement of stakeholders.

Second, Congress should authorize and fund the Department of
Justice to independently investigate and litigate IDEA cases.
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Third, increases in IDEA funding should include portions to build
enforcement complaint handling and technical assistance to ensure
top to bottom accountability.

Congress crafted a statute in 1975 that, if faithfully imple-
mented, will consistently produce quality outcomes for students
with disabilities. We firmly believe that if IEPs are based on the
unique needs of students, if instruction is individually designed, if
IEPs are faithfully implemented, if the least restrictive environ-
ment requirements are followed, and if there is failure to comply
with IDEA that there will be real consequences, students will
achieve quality outcomes while enjoying maximum independence in
interactions with their nondisabled peers.

Compliance with these IDEA requirements is a sufficient condi-
tion for quality outcomes. Funding and accountability are inter-
connected parts of the solution.

Improvement in the implementation of IDEA will take the con-
certed efforts of parents, advocates, State and local governments
and leaders such as those conducting this important congressional
hearing.

I want to express our deep appreciation of the important work
we are engaged in here today. And to the chairman, to welcome
you on board for the important journey of opening opportunities for
people with disabilities. Thank you.

[The prepared statement of Ms. Bristo follows:]
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Good afternoon. Chairman Burton, Congressman Waxman and distinguished members of
the committee, thank you very much for inviting me to participate in this hearing. I am
Marca Bristo, the Chairperson of the National Council on Disability (NCD). As you
know, NCD is charged by Congress with monitoring federal statutes and programs
pertaining to people with disabilities, and assessing their effectiveness in meeting their
needs. On behalf of the Council, we appreciate the opportunity to share with Congress
our findings on one of the most important pieces of civil rights legisiation in history, the
Individuals with Disabilities Education Act (IDEA). We are pleased to note that
President George W. Bush has recognized the importance of the role that a strong and
effective IDEA plays in ensuring that no child gets left behind: the President has
provided his immediate and firm support of the IDEA in his New Freedom Initiative and
other education proposals.

NCD is an independent federal agency representing all people with disabilities,
regardless of severity, and from all cultural, racial and ethnic backgrounds. Our Council
members, who are appointed by the President of the United States and confirmed by the
U.S. Senate, make recommendations to the President, Congress and federal agency
officials concerning ways to better promote equal opportunity for all individuals with
disabilities. In addition to our statutory mandates, NCD's mission is to provide a voice in
the Federal Government and to Congress for all people with disabilities in the
development of policies and delivery of programs that affect their lives. This was the
direction that we received from over 300 disability advocates that convened in Texas in
1996 for a disability policy summit; NCD was charged by these people to investigate
their concern regarding the shortcomings in the federal enforcement of disability civil
rights laws.

In 1975, when Congress enacted the Education for All Handicapped Children Act, P.L.
94-142—now titled Part B of IDEA)—it found that the special education needs of more
than eight million students with disabilities were not being met. Some students were
entirely excluded from school; others were not receiving an appropriate education; still
others had unidentified disabilities or were misclassified. Of those who did receive
educational services, many were educated far away from their local schools (20 U.S.C.
Sec. 1400(b)(1)-(6)). Still, Congress recognized that educators have had the ability to
instruct these students (20 U.S.C. Sec. 1400(b)(7)).

IDEA is now the most significant aspect of the federal involvement in public education
for children and youth with disabilities. Rich or poor, urban, suburban, or rural, all
schools and districts are affected by special education. IDEA’s basic premise is that all
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children with disabilities have a federally-protected civil right to have available to them a
free appropriate public education that meets their schooling and related service needs in
the least restrictive environment, in regular classes, in the school the student will attend if
not disabled. It is a law designed to work for every eligible student.

In the more than two decades since its enactment, IDEA implementation has produced
important improvements in the quality and effectiveness of the public education received
by millions of American children with disabilities. Today almost six million children
and young people with disabilities ages 3 through 21 qualify for educational
interventions under Part B of IDEA. Some of these students with disabilities are being
educated in their neighborhood schools in regular classrooms. These children have a
right to have support services and devices such as assistive listening systems, braille text
books, paraprofessional supports, curricular modifications, talking computers, and speech
synthesizers made available to them as needed to facilitate their learning side-by-side
with their nondisabled peers. Post-secondary and employment opportunities are opening
up for increasing numbers of young adults with disabilities as they leave high school.
Post-school employment rates for youth served under Part B are twice that of older adults
with disabilities who did not benefit from IDEA in school, and self-reports indicate that
the percentage of college freshmen with a disability has almost tripled since 1978.

During the course of several research studies on the IDEA, NCD learned that parents of
children with disabilities are enthusiastic supporters of the law. They think it is a good
law.

Having said this, NCD’s assessment studies found that despite these important
improvements, the dropout rate for students who receive special education continues to
be far higher than that of students who receive general education services. Diploma rates
for special education students are far lower than for their peers enrolled in general
education services. Unemployment among those with disabilities who want to work, but
can't find a job, is approximately 70 percent. Countless numbers of children with
disabilities, especially those from low-income, ethnic and racial minority, or rural
communities, are still not receiving the full benefit of the law. They and their families
struggle daily to obtain the services and supports they need to learn. As a last resort,
many families find they must take legal action to force local school districts to comply
with the law.

In January 2000, NCD released its evaluation of nearly two and a half decades of federal
enforcement of IDEA. Entitled Back to School on Civil Rights, this report analyzed the
data contained in the Department of Education’s state monitoring reports from 1975 to
1998 to determine what has been happening over time. The study measured compliance
in the areas of free appropriate public education (FAPE), least restrictive environment
(LRE), individualized education plans (IEP), transition services, general supervision,
procedural safeguards and protection in evaluation of students with disabilities.

It saddens us to report that every state and the District of Columbia was found to be out
of compliance with IDEA requirements to some degree. Federal efforts over several
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administrations to enforce IDEA in states where noncompliance persists were found to be
inconsistent, often ineffective and without any real teeth. I want to stress that while the
statutory framework of IDEA envisioned states as the primary implementers of IDEA,
over five administrations, the Federal Government has fallen short in its efforts to ensure
the protections of the law for children with disabilities are enforced. This study
confirmed what children with disabilities have repeatedly told NCD, that noncompliance
has persisted in some states over many years, placing enormous burdens on children and
families.

DATA AND SUMMARY ANALYSIS

NCD’s Back to School report found that the most recent federal monitoring reports
demonstrated that every state failed to ensure compliance with the requirements of IDEA
to some extent during the period covered by this review. More than half of the states
failed to ensure compliance in five of the seven main compliance areas. For example, in
OSEP's most recent monitoring reports, 90 percent of the states (n = 45) had failed to
ensure compliance in the category of general supervision (the state mechanism for
ensuring that LEAs are carrying out their responsibilities to ensure compliance with the
law); 88 percent of the states (n = 44) had failed to ensure compliance with the law's
secondary transition services provisions, which require schools to promote the
appropriate transition of students with disabilities to work or post- secondary education;
80 percent of the states (n = 40) failed to ensure compliance with the law's free
appropriate public education requirements; 78 percent of the states (n = 39) failed to
ensure compliance with the procedural safeguards provisions of the law; and 72 percent
of the states (n = 36) failed to ensure compliance with the placement in the least
restrictive environment requirements of IDEA. In the two remaining major compliance
areas IEPs and protection in evaluation, 44 percent of the states (n = 22) failed to ensure
compliance with the former and 38 percent of the states (n = 19) failed to ensure
compliance with the latter.

Currently, the U.S. Department of Education (DoED) has neither the authority nor the
resources to investigate and resolve individual complaints alleging noncompliance. The
Department does consult with and share enforcement authority with the U.S. Department
of Justice (DOJ). DOJ has no independent litigation authority. We found that, between
the date it was given explicit referral authority in 1997 and the date this report was
published, DoED had not sent a single case to DOJ for “substantial noncompliance,” and
had articulated no objective criteria for defining that important term. In turn, the
Department of Justice, whose role has been largely limited to participation as an amicus
in IDEA litigation, does not appear to have a process for determining which cases to
litigate.

Despite the high rate of failure to ensure compliance with Part B requirements indicated
in the monitoring reports for all states, only one enforcement action involving a sanction
(withholding) and five others involving imposition of “high risk” status and corrective
action as a prerequisite to receiving further funds, have been taken. The only
withholding action occurred once for a temporary period and was overruled by a federal

3
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court. Overall, the DoED tends to emphasize collaboration with the states through
technical assistance and developing corrective action plans or compliance agreements for
addressing compliance problems. There appear to be no clear-cut, objective criteria for
determining which enforcement options should be applied when technical assistance and
compliance agreements do not work and when to enforce in situations of substantial and
persistent noncompliance.

‘We worked with the Department of Education for five months to obtain their feedback to
the report. We consulted with advocates from across the country on our
recommendations. As a result, NCD believes that the Back to School on Civil Rights
report paints a realistic picture of federal enforcement from 1975 until 1998, when a new
system began to be implemented.

RECOMMENDATIONS FOR STRENGTHENING THE IDEA

In the report, NCD makes the following general recommendations to strengthen the
IDEA and relevant Executive level programs:

o The Departments of Education and Justice develop national compliance
standards, improvement measures, and enforcement action triggers, with input
from stakeholders, including students with disabilities and parents, for
consistency and clarity in the IDEA enforcement process.

» Congress authorize more funding for Department of Education-sponsored
technical assistance programs to support the development of state-level technical
assistance networks, self-advocacy and monitoring training for students and
parents, as well as free and low-cost legal services for families.

+ Congress authorize and fund the Department of Justice to independently
investigate and litigate IDEA cases, as well as administer a federal system for
handling pattern and practice complaints filed by individuals.

» Congress and the President appropriate the necessary funds for enforcement and
technical assistance.

» When Congress and the President approve an increase in the funding to be
distributed to local schools under Part B, Congress and the President should
appropriate at the same time an amount equal to 10 percent of the total increase in
Part B funding to be used to build the Department of Justice's and the Department
of Education's enforcement, complaint-handling, and technical assistance
infrastructure to effectively enable the federal agencies to drive improvements in
state compliance and ensure better outcomes for children. The Department of
Education should ensure that this capacity building occurs across-the-board at
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state and local school district levels as well, to strengthen accountability
connections.

« The Office of Special Education and Rehabilitative Services in the Department of
Education should continue to expand its initiatives to serve non-English speaking
groups and/or people with limited English proficiency and create culturally
appropriate training materials.

¢ The Department of Education should consult with students with disabilities, their
parents and other stakeholders as it develops and implements a range of
enforcement sanctions that will be triggered by specific indicators and measures
indicating a state's failure to ensure compliance with Part B.

ADDITIONAL CONSIDERATIONS

Beyond the scope of our Back to School assessment study, please note that NCD would
like to provide you with feedback about IDEA implementation related to: transition of
secondary-aged youth; teacher training and preparation; and, issues involving vouchers,
regulatory flexibility, and large-scale school reform.

NCD recently completed a report entitled Transition and Post-School Outcomes for
Youth with Disabilities: Closing the Gaps to Post-Secondary Education and
Employment. The report was commissioned by and for the Social Security
Administration. This report presents an analysis of research on the status of transition,
post-secondary education, and employment outcomes for primarily 14 to 22 year old
youth and young adults with disabilities over the past 25 years. Next it identifies what
has worked, and what should work in light of unmet needs and unserved populations.
Despite advances in education, disability rights policy, the support of federal mandates,
and increased funding of programs and initiatives that impact all youth, the post-school
outcomes for far too many of our nation's youth and young adults are still poor. The
current status translates not only into untapped talent and potential and unfulfilled
dreams, but severely limits America's preparation of today's youth for full participation in
tomorrow's society. This report brings attention to persistent issues and problems that
various national studies on post-school outcomes document. The problems identified in
this report are: (a) poor graduation rates from high school; (b) low employment rates
after high school; (c) low post-secondary education participation; and (d) an increasing
number of youth receiving Social Security benefits and not leaving the benefits rolls. The
outcomes reported through statistics resonate to 30 years ago, prior to the benefit of
federal laws and regulations.

Teachers are still not receiving adequate training in special education issues. States need
to increase the mandated level of college-level teacher training ‘special education’
coursework beyond the all too general ‘Introduction to Special Education’
undergraduate-level course for all teacher preparation programs. Special and general
education practices reflect teacher preparation, just as teacher preparation drives school
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practices. This symbiotic relationship between practice and preparation means that the
implementation of promising practices is quite uneven on a national basis. While many
students preparing to be teachers benefit from experience with state-of-the-art practices
in their education, far too many still do not have access to the quality of practices and
preparatory experiences that should have been created by now. Therefore, outmoded and
ineffective practices are reinforced and perpetuated.

NCD also has deep concerns regarding proposals pertaining to (1) private school voucher
plans and/or charter school options; and (2) increased flexibility for states in relation to
federal IDEA requirements. Such proposals have the potential of seriously undermining
the education and civil rights of children with disabilities if they are unable to gain the
provision of IDEA services and supports to which they are entitled by federal law.
Information from around the country (e.g., Massachusetts) indicates that charter schools
too often provide unlimited freedom from critical special education requirements.
Questions about the constitutionality and effectiveness of vouchers for student with
disabilities are also beginning to surface around the country (e.g., Florida). Any
educational “reforms” or “innovations” that involve IDEA must first safeguard against
exclusion of students with disabilities from services and/or supports, abridgements of
student and family rights and responsibilities under IDEA, and ensure that their
educational needs are timely met. Until these standards or guidelines are met, state
and/or local school districts should only be allowed to have ‘flexibility” with non-federal
education funds, regardless of which type of reform or innovation they want to try. Itis
imperative that NCD, children and youth with disabilities, their families, their advocates
all be afforded an opportunity to provide their input as proposals are developed and
raised to Congress’ attention.

CONCLUSIONS—FINAL REMARKS

Congress crafted a statute in 1975 that, if faithfully implemented, will consistently
produce quality outcomes for students with disabilities. The U. S. Code defines special
education as “specially designed instruction” to meet the “unique needs” of these
students; each student's individualized education program (IEP) is to set forth his or her
unique needs and individually designed instruction; and, each student's placement is to be
based on the IEP and no more restrictive than necessary (20 U.S.C. 1402(25); 34 CF R.
3000.552(a)(2)(b)). IfIEPs are based on the unique needs of students, if instruction is
individually designed, if IEPs are faithfully implemented, and if the LRE requirements
are followed, students will achieve quality outcomes while enjoying maximum
interactions with their nondisabled peers. Compliance with these IDEA requirements is a
sufficient condition for quality outcomes.

Improvements in implementation of IDEA won't happen overnight. It will take the
concerted efforts of parents, advocates, states and local school districts, and leaders such
as those conducting this Congressional hearing to make it happen. Increasing the federal
share of IDEA dollars is one small step, but it is not nearly enough and it should not be
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initiated in the absence of other federal activity. We have outlined those activities in the
form of about one-half dozen recommendations to this Committee.

As the representative of NCD at this hearing, I want to express our deep appreciation of
the important work accomplished by your members. Without knowledgeable and
committed professionals working for children with disabilities, they would have no real
educational opportunity and the doors of their future would remain closed. Together, we
can work to pry these doors open for all such children.

As we begin our shared work with the first administration of the 21st century, the Federal
Government is poised to address long-standing challenges to its performance and service
to Americans with disabilities. In his New Freedom Initiative, President George W. Bush
gave his commitment that his administration would work with this Congress to expand
educational opportunities for Americans with disabilities, to invest in programs that
would promote their reading and learning skills. I am pleased to inform you that NCD is
presently working in collaboration with the Department of Education’s Office of Special
Education Programs (OSEP) and a group of stakeholders to review OSEP's IDEA
compliance monitoring programs, and develop recommendations regarding performance
benchmarks and enforcement triggers.

It is our hope that this hearing will lead to dialogue, greater understanding of the issues
and problems, and more importantly, to action. We ask you to join us in supporting the
recommendations we offer today and to make the promises of IDEA a reality for all
children with disabilities.

Thank you.
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Mr. BURTON. Thank you very much. And I'm sorry I'm a little
late getting to the starting line. Let me just start off the question-
ing by asking the parents of children who are autistic, if we could,
at what age did you notice your children were autistic?

Let’s start with you, Ms. Brown, real quickly.

Ms. BROWN. I noticed my son was autistic at 18 months, and he
was legally diagnosed at 2 years and 4 months.

Mr. BurTON. OK, 18 months.

Ms. Fry, when did you notice your children became——

Ms. FrY. They showed signs at birth, all of them.

Mr. BurTON. All at birth.

And Ms. Antenellis.

Ms. ANTENELLIS. Connor was 18 months.

Mr. BURTON. 18 months. And I guess you're the parents.

Let me just ask you those of you who noticed the signs of autism
at 18 months, had you had any kind of inoculations of the children
in close proximity of the time that you noticed them to be autistic?

Mr. BROWN. Yes, I did.

Mr. BURTON. How close in proximity?

Ms. BROWN. I started noticing a difference at 12 months with the
DPT, and 18 months is what I considered to be the final blow with
the MMR.

Mr. BURTON. Ms. Antenellis.

Ms. ANTENELLIS. Same thing. He started to decline around 16
months, right after his shots.

Mr. BURTON. Which shots were they?

Ms. ANTENELLIS. I think it was MMR, but I can’t say that was
it, because it was a very slow decline.

Mr. BURTON. Was this just the one shot, or did you have a se-
ries?

Ms. ANTENELLIS. We had all the shots that were required by law
because that’s what they told me I should do up until 18 months.
He had whatever shots there were at 18 months also, and he has
not been vaccinated since.

Mr. BURTON. I was just curious about that.

I guess this is a general question for all of you, and we’ll start
with you Mr. Lamontagne. Could you give us the top two or three
things that you think should be done by the Congress or by the
Justice Department to make sure that children who have these dis-
abilities are taken care of properly? And we’re going to write these
down because we're going to try to pursue these through the Con-
gress, at least I am, and I think my colleagues will.

Mr. LAMONTAGNE. I think the first and obvious one is to fully
fund the Congress’ commitment to IDEA; second, to incentivize the
delivery of service by converting the funding mechanism from a
pure block grant—1Ill call it that for a lack of a better term—to a
reimbursement-for-services program; and third is to shift the model
from a bureaucratic one to a delivery-of-services model, which
would mean having support services for parents at the school dis-
trict level, including an ombudsman in the event of a disagreement
between the school district and parents.

Mr. BURTON. So youre saying an ombudsman would solve the
problem hopefully before there was any legal action?



112

Mr. LAMONTAGNE. Precisely. An ombudsman whose charge is to
be a problem solver, not simply an advocate for one side or the
other.

Mr. BURTON. Ms. Brown. Oh, Ms. Bristo has to leave at what
time?

Ms. BrisTo. I need to leave at about 25 of.

Mr. BURTON. Why don’t we go to you next, and then we’ll come
back to Ms. Brown.

Ms. BrisT0. The main message we have for you is what I re-
ported to you today: Enforce the existing law. We have heard from
parents all around the country that the problem isn’t with the law;
it’s for the failure of any consequences to occur.

In the course of our evaluation, we found that, for example, the
Department of Education had only withheld funds once in the en-
tire history of the law. We believe that as long as noncompliance
is rewarded with continued funding, or no other real action to cre-
ate improvements, we perpetuate the problem.

Mr. BURTON. Let’s take the State of Indiana for instance; I talked
with the people that were charged with the responsibility of mak-
ing sure the law was followed regarding IDEA. They said when
they were contacted by parents like my daughter, who were having
a problem with the school, that they would get a hold of the local
person in that particular county and that they would pursue it and
tell the school if they didn’t comply—or the school district, if they
didn’t comply—the funds would be withdrawn.

Is that what you’re talking about?

Ms. BRISTO. Yes.

Mr. BURTON. So there is incentive for them to comply?

Ms. BrisTO. I would direct you to the substance of our report
which looks at seven priorities, including at the State level, so you
could take a look at your own State.

I am happy to say that the Department of Education has recently
begun a process to improve their monitoring mechanism and the
National Council is encouraged by that; we believe that’s a real
step in the right direction. But we really believe that at the heart
of this is putting too much of the burden for our civil rights on the
shoulders of parents who are working very, very hard over time
just to provide the basic services that other kids often take for
granted.

Mr. BurToN. OK.

Ms. Brown.

Ms. BROWN. I would like to see the schools held accountable, es-
pecially in a situation when the graphs and data and video footage
has been presented for them, and how they could continue to deny
a program for a child who has made progress under that specific
program.

The other thing I can only offer is that anyone who would be
brought in as a neutral party to help supervise the IEP meetings
and the school before parents have to go—due process, not be paid
by the State, somehow the Federal Government is involved in that.

Mr. BURTON. If it was an ombudsman, no matter who paid them,
they’re supposed to be nonpartisan. But you think they would be
if they were paid by the State?
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Ms. BROWN. Right. The reason why I say that is because also
this past year I attended a seminar, and at that seminar I saw
many school officials in my district. The closing statement of that
seminar was, “The problem here is, parents who have children with
autism want a Cadillac; and I am here to tell you all you have to
offer is a Chevy.”

Mr. BURTON. Who made that statement?

Ms. BROWN. The conference I attended was Melinda Baird, I be-
lieve is how you pronounce her last name.

Mr. BURTON. Oh, she’s going to be a witness here. We will ask
her about that in a few minutes.

Ms. Schakowsky, why don’t I let you have some time, and I will
get back to these folks.

Ms. SCHAKOWSKY. Thank you, Mr. Chairman.

Pretty much everything I know about disability issues and dis-
ability rights I've learned from Marca Bristo, and today you can
continue my education if I could ask you a few questions.

I wanted to ask if you thought the requirements for regular
teacher certification should include training on special ed.

Ms. BRISTO. Absolutely. Increasingly, we’re learning that the
more we can educate all teachers for the diverse Nation that we
are in, including people for whom English is a second language,
people with disabilities, people in rural areas, the better educated
our children would be.

More and more of our disabled children are in mainstream class-
rooms, and we believe that the recruitment efforts that the First
Lady will be undertaking, it’s important to target those as well as
enhance the requirements for certification to include more than
just the basic Special Ed 101 training that currently is the case.

Ms. SCHAKOWSKY. Are we providing services across the board
equally or are some children with disabilities getting better results
or access to IDEA than others?

Ms. BrisT0. The National Council looks at disability from a
cross-disability perspective, so I will situate my comment in that
context.

I think you have heard from the parents here today, the children
who received the best educational services under IDEA are the
ones whose parents were lucky enough to find out what the law
was, who had access to other people to help them through the
maze, and if all else didn’t work, had the ability to retain legal
counsel.

Now that’s a lot to ask of our parents. Those people stand a
much better chance of getting good results for their kids. And to
that end we believe that there are existing mechanisms that Con-
gress could support further than they have. The parent training
centers, a national network to provide technical assistance to par-
ents to help them understand the rules and regs and what to do
when disability affects their lives, we believe is a good place to
start.

But in our efforts to reduce litigation, it’s important to note that
litigation is a really important part of the repertoire of tools. In
those instances where the courts have taken some cases, we have
some models of enforcement that we would be well served to look
at. My own State of Illinois right now, is operating under a court



114

order to implement the least restrictive environment aspects of the
law with the same kind of enforcement triggers and mechanisms
and standards that the National Council is calling for; and we'’re
seeing considerable improvements.

Ms. SCHAKOWSKY. We've heard testimony today about the costs
of attorneys. Are there low-cost special education attorneys avail-
able to represent parents anywhere?

Ms. BrisTo. Again, no. As you probably can ask and have the
parents here speak to, not only are there not a cadre of well-funded
and well-educated parents, there is also just a dearth of people who
are really knowledgeable in this area of law. And increasingly, as
people decide whether or not they are going to take these cases, the
parents also have to prepare themselves many times for multi
years of helping to front those legal expenses until the attorneys’
fees kick in.

A lot of people fall by the wayside before then. They simply give
up. And I think we have to ask ourselves the question, in those in-
stances when it gets just too burdensome to enforce the law for
your child, is it not the children whom we are leaving behind?

Ms. SCHAKOWSKY. And short of attorneys, are there not lay advo-
cates or people who can help the parents, give them information
about what their rights are and help them run their way through
the system?

Ms. BRrISsTO. Yes, as I said, the parents’ training networks, the
independent living centers, the protection and advocacy programs;
but again, often these organizations are stressed with an over-
whelming number of requests for information, and more needs to
be done in this important area.

Ms. SCHAKOWSKY. I really appreciate the real testimony of real-
life people and the kind of struggles that you’re going through. And
there are obvious holes that we have got to fill so that the burden
is somewhat lifted and you can provide exactly what your children
need; and I certainly pledge my support for that.

Thank you, Mr. Chairman.

Mr. BARR [presiding]. The time of the gentlelady from Illinois has
expired.

The Chair recognizes the gentleman from Florida, Mr. Weldon.

Mr. WELDON. Thank you. I have a question which I guess I
would like to direct to some of the education professionals we have
here on the panel.

IDEA was passed, I guess, 20 or 25 years ago, and there are a
lot of people who are arguing that the incidence of autism began
to increase significantly in our population. And a lot of times we
say “disability,” and I think when they hear that, they’re thinking
the whole gambit of disabilities—cerebral palsy, mental retarda-
tion, etc.; but how much of what we’re struggling with or dealing
with is actually the possible increase—significant increase of au-
tism, or are you seeing significant increases in all disability cat-
egories?

Ms. NUNEs. What we're seeing is—to answer your question in
two components, we definitely are seeing an increase of students
identified with autism. We are also seeing—I will speak to San
Diego particularly. We are also seeing an increase in other areas,
as well. As our medical profession achieves greater ability to help
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children who are premature, frequently these children will end up
with some disabilities that we need to take care of in the education
profession. So it is across the board, but the increase of autism is
phenomenal.

When I'm addressing issues regarding IDEA, though, from an
educational point of view, I'm looking across all disabilities.

Mr. WELDON. So if I understand you correctly, you're seeing ev-
erything increase, but you think autism is increasing more than
the others?

Ms. NUNES. At a more rapid rate, yes?

Mr. WELDON. Does anybody disagree with that?

Mr. McDoOWELL. Yes, Representative.

I would not disagree with that. Certainly that experience is being
borne out across the country. There are some reasons for it, but no
one knows all the reasons for it.

One of the reasons we see the increased instances is because only
comparatively recently did the Federal guidelines even mention it
as a separate category; before, it was listed with emotional disturb-
ance or emotional handicaps. In 1988, we created our own category
for special education; we didn’t wait for the Federal law to do it.
So our reporting on the incidence of autism as an educational diag-
nosis, as opposed to a medical one, began in 1988, so we have data
from that time. That’s one of the reasons.

The other ones, better identification, the refinement in mental
health professionals on how they’ve been able to identify it. We
don’t know if they simply went undiagnosed or if there is some sort
of an epidemic.

I don’t think they all went undiagnosed. There’s no one who can
explain why, other than it is a phenomenon that has occurred.

Mr. WELDON. How much of your resources are expended deal-
ing—and I realize you're just—I'm asking you to shoot from the hip
and make estimations on dealing with emotional and behavorial
problems associated with the disabilities that you’re dealing with;
is that a significant component?

The impression I get in looking at a lot of these cases is that the
pure educational components—in other words, having a teacher
who knows how to teach subjects to a child with a disability—is a
relatively—in many of these cases, a relatively narrow component
of what you’re dealing with and that a huge amount of the associ-
ated costs of teaching of educating these kids under the provisions
of the act are related to things like physical therapy and behavioral
therapy.

I'm interested in that mainly because we call it the Individuals
With Disabilities Education Act because we want these kids to get
an education. And the costs are proving to be much higher than
anybody estimated, and the reason for it is because of these associ-
ated, ancillary issues that you have to bring into play; and I think
it’s important. If we're going to sell to the Congress, our colleagues,
why we have to begin to pony up significantly more money to ad-
dress the issue.

Mr. McDOWELL. Representative, at the time in question that was
one of the major issues that the chairman asked us to address. I
can say when Congress reauthorized IDEA at section 1418 and
1474, Congress did ask for a study because you have a number of
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these competing interests who say this is drawing money away
from that resource, you are robbing Peter to pay Paul. No one can
refute that or support that.

For that reason, the Office of Special Education Programs within
USDOE has contracted with the Center for Special Education Fi-
nance of the American Institutes for Research, and they are pres-
ently involved in conducting this massive national study, of which
Indiana is a part; and we have also opted to outlay additional
money—$800,000 in fact—in order to get a State-specific study for
Indiana that would break it down by exceptionality area to give
student, building and district types of data to show what those ex-
penses are in eight major areas.

Unfortunately, the preliminary data tabulation will not be avail-
able until April 30 of this year, and the final report is due out Oc-
tober 31 of this year. And I am sure that Patty Guard can give you
more information on that other than, we are involved in this.

The type of data that they have requested is extraordinary, and
the eight questions that they are prepared to answer cover all the
questions that Congress has raised about where is this money
going, what is it doing, is it really affecting other programs; and
that’s the type of information that this report is to generate.

Mr. WELDON. I have just one other question if the chairman will
indulge me and I realize my time has expired.

One of the reasons you can, if you decide you want to go out to
dinner, you can choose from a lot of good restaurants in most
American towns, is because you have money in your pocket and ev-
erybody wants your money. One of the reasons you couldn’t get a
decent meal in the Soviet Union is, they had a different system ob-
viously.

There have been some people who have proposed, and I guess
this is a question I'd really like to direct more to the parents:
Should we really be thinking outside of the box, and instead of put-
ting more money into the system, empowering parents by giving
them the resources so they can go out and shop in their community
to find the best environment for their kids?

The reason I say this is, when I look through the e-mails from
the State of Florida, from parents who have struggled in this area,
some of them say they encountered very willing and cooperative
teachers and school administrators that wanted to make a dif-
ference; but one of the themes you see over and over again is sort
of a lack of customer friendliness to dealing with the problems that
they are facing as parents.

Your thoughts? Would you rather have the money so that you
can shop around amongst various public and private institutions
that are designed to teach kids with disabilities, or would you rath-
er just see us put more money into the existing system—in other
words, a so-called “voucher.” It’s a dirty word, I realize, and nobody
likes that term; it’s been so demonized.

That’s really what I'm getting at.

Ms. ANTENELLIS. I think I could answer a little bit of that from
a parent viewpoint.

I think, No. 1—if there were standardized good programs out
there, I think that is an option we would like, but in many cases
my school was forced by me to put a program in. They had nothing,
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they had absolutely nothing, so I don’t think we have a lot of res-
taurants to go to.

Mr. WELDON. Well, there’s no marketplace because there are no
customers.

Ms. ANTENELLIS. But I also, second, think that you mentioned
the medical end of it. We have a society where it is all forced upon
the school system. Particularly with the disability of autism, no
medical coverage provides services. I cannot get speech, I cannot
get OT, I cannot get PET for my child because he has a develop-
mental disability and our health insurance won’t cover it. So it
falls—it’s incumbent to have the school system do it. That is the
only access he has to the service.

So there may be some definite medical issues that need to be ad-
dressed, but the health insurance piece has fallen back. Even in my
town when we apply for Medicaid for our special ed kids, it doesn’t
go to the special education department; it gets kicked back into the
town fund. So it is not supporting special education. It goes right
back into our town’s general fund, not to pay the specific needs of
the children that they’re billing for.

Ms. NUNES. If T could continue on that conversation, when you
were asking about the physical therapy and the related services,
one of the increases that we saw was that as insurance stopped ac-
cepting students or providing services it fell upon the district or the
school districts to then provide those services as a related service.
And our definition is to provide access to the general education or
to the educational environment. So, yes, there is always a domino
effect when one piece of legislation or one decision is made that it
will then roll back to usually the education department, to usually
fill in.

Mr. WELDON. Thank you very much.

Mr. BURTON [presiding]. Do you have some questions, and then
we will go to my colleagues from California.

Mrs. Davis. Thank you, Mr. Chairman. I'm not sure I have so
much a question as I do a comment, but it sort of plays on what
Representative Weldon said, that we don’t have the marketplace;
and maybe the reason for that is, I'm not sure that the parents
know their rights. And I wish I had Ms. Antenellis back when my
24-year-old was 12 years old, and I had a case where the pediatri-
cian wrote a prescription to the school to test my child for a learn-
ing disability. But he looked normal, acted normal, and the school
said he’s just lazy and a daydreamer.

He was not tested. They refused to test. I didn’t know I had that
right.

That’s my concern: Are we getting the cooperation? I'm hearing
that now. I know that was 12 years ago with my son, I hear that
now in my district that the school, the administration—I don’t
know if it’s the teachers or where it’s coming from—are not cooper-
ating with the parents, not wanting to give them the information
or even tell them what their rights are.

My concern there is, is it because we’re not funding? Is that the
administration’s and the bureaucracy’s problem that they don’t
have the money, so therefore they don’t want to tell the parents
that they have the right because it would cost more money?
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We had a situation in one district where the school went outside
of the county attorney and hired an attorney, spent $200,000 to
fight a parent; and the parent spent, like Mrs. Brown did, a lot of
money and won. But by the same token, we wasted $200,000 of
taxpayers’ money; and we have a problem, and I'm not sure how
to fix it. And I'm open for suggestions.

Mr. LAMONTAGNE. I will just make the observation that I would
wholeheartedly agree that simply fully funding IDEA is not the an-
swer. It’s fully funding IDEA, whatever that means under a re-
formed model, that creates more power in the hands of parents and
creates more of a choice—a bottom-up, if you will, demand.

That means an educated parent force, certainly. That means a
system that looks to deliver services, not resist giving service. That
also means removing what inevitably becomes sort of a battle of
dueling agencies when you have social service agencies and edu-
cational agencies all competing for a limited resource of money, be-
cause they are in fact naturally antagonistic in this situation, much
like you’ve alluded to, Representative.

My wife and I—and she’s here with my children—we’ve been fos-
ter parents for 12 years of a special needs child, and we’ve battled
this on his behalf to try to deal with where the responsibility
should lay, and lie. And I think it is very important the funding
mechanism tries to wrap in, if you will, a package that is going to
ultimately be paid by government, a package to deliver a full array
of services to help children not only learn but be able to receive the
services they need as they progress so they can become members
of society.

But to remove it now, which is a top-down bureaucratic system
that I think kills, if you will, the ability of parents, that discour-
ages and is a disincentive for parents to go out into the market-
place to look at opportunities. And there is no market out there to
try to educate parents to find what is available for them.

I would also say sitting here today, thank God for the mothers
and fathers from hell, who have worked so hard for their children.

Mr. McDowegLL. If I may add to the comments, I don’t wish to
leave the impression that school people are awful people. They're
really not. When I speak to them, I remind them that even though
this may be the third or fourth IEP team meeting you have today,
this is the parent’s first; and never forget that this is their first and
don’t rush them through it. Be considerate. Let them talk. Let
them be a member. Don’t sit down there and start dominating it
because it’s time sensitive.

If you think about it, you have to constantly remind yourself, be-
cause having been there—I've been in thousands of IEP team meet-
ings, and I have to remind myself of that too. Because I'll say, it’s
4 o’clock, it’s Mrs. Brown—it’s just generic, not this Mrs. Brown—
Mrs. Brown is coming in, and with luck I can get out of here by
5, and I can still make it and pick up so-and-so at 5:30. That is
not an uncommon thing to occur.

However, there are other things that are embedded in the idea
that are having unfortunate results. One is, Congress put in a me-
diation part, trying to encourage mediation, but put a section in
there that allows the school to essentially punish a parent who
doesn’t want to go to mediation by forcing them to talk to some-
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body about all the wonders of mediation, and if they only under-
stood it, they would go to it. Well that’s punitive, and it’s off-put-
ting.

Other things embedded in there are simply the use of the term
“regular education,” it’s all throughout the IDEA, and that creates
this polarization in schools between regular education teachers and
special education teachers and that does not help. There is no such
licensing pattern for regular education.

My recommendation is, change it to “general education” because
a child with a disability or a child without a disability is part of
the school community and a teacher is a teacher is a teacher. And
I can guarantee you, as I sit here right now with 27 years of teach-
ing, I don’t think anybody here is going to deny the fact that there
is that polarization in schools. We're regular educators. That’s a
special ed problem.

Mr. BURTON. Any further questions, Mrs. Davis?

Mrs. DAvis. No.

Mr. BURTON. I will now yield to Mr. Cunningham from Califor-
nia.

Let me say, before we do that, we probably do need to refine the
law; and I think you have already worked on that in the past,
Duke, you've worked on refining the law in the past, haven’t you?

Mr. CUNNINGHAM. Yeah, but what I put in there didn’t come out
of the White House.

Mr. BURTON. But the point is, what we want to get from you
today are recommendations on changes in the current statutes that
will perfect it and make it more user friendly for the parents, so
they have don’t have to go through these adversarial programs
with the schools.

And so I really mean what I said earlier: We want your rec-
ommendations. We want your input. We want your suggestions so
we can draft some legislation that we can present to the Congress
to try to correct these things, so the parents won’t have to go
through these things that these ladies and my daughter has.

Representative Cunningham.

Mr. CUNNINGHAM. Thank you, Chairman Burton. First of all, 1
guess I have to do a disclaimer. I'm not on this committee. And
none of my thought would be going toward the committee, but I
mentioned, both my wife and sister-in-law are both educators, but
I was also a teacher and a coach, both in high school and college
level, and dean of a college.

And I also sit on the Appropriations Committee. I make the deci-
sions whether IDEA gets more money or not, or cut. No one, like
Chairman Burton, when you walk out of my office, you have no
doubt where I stand. I don’t tell you one thing and come back with
another, and I'm very frank.

On the Appropriations Committee, I support increased medical
research. Is it shots that are causing it at the 18-month or 2-year
period? Is it genetic? Is a genome program going to help? And I
think that’s hopeful—maybe not to your children right now, but
hopefully, we can help in the future in this whole area. And not
just with autistic children, but across the board.

I also support, I think, that our colleges should have basic in-
struction courses, not just the IEP or not just the credentialed
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teachers in special education, but all teachers to have increased
courses. I think there ought to be funding for it. I think that ought
to be one of your recommendations.

Mr. McDOWELL. It is.

Mr. CUNNINGHAM. I think both the schools and the Eisenhower
grants that we put not just for what you call “normal education”
or what the actual term should be, but those teachers should also
receive an upgrade in the law as well as what the services are, not
just credentialed people.

When I first came here, there was 6 percent funding for IDEA.
We’ve more than doubled that. And I think President Bush, when
he talks about focusing some of the things that we are looking at—
for example, the money going directly to the school and giving the
parents the teachers and the community the ability to direct those
dollars instead of Washington, I think that helps your cause be-
cause more money can be used for IDEA.

A factor with an Education IRA to where you can set up $2,000
aside for that child the day they’re born and when they’re 10 years
old it’s not $20,000; that’s over $48,000 with compound interest.
You can use that without penalty for a special education child or
save it for later on.

What I don’t support, the increase of IDEA money, I have wit-
nessed one child in the State of California is receiving $150,000 a
year to teach that child. I think that is unreasonable; and it hurts
you and it also hurts the school.

On the committee—I was co-chairman of the D.C. Committee—
I capped lawyer fees in Washington, DC. I saved $24 million. Did
I put it in a general fund? No. I went out—and like you're talking
about, you didn’t have trained teachers—I trained 33 special edu-
cations teachers that went into the classroom with aides to better
teach and train you. I support that kind.

But I don’t want to increase it to 40 percent and see it going to
trial lawyers. I want the money to go to students and their needs.

And one of things I would like to ask Mrs. Nunes, my sister in
law, she talked to me about zero tolerance. I think you need to
know why. The schools aren’t bad. I've seen her cry when a child
was underserved, when she was a teacher and she was fighting for
those children.

But I know on the other side the zero tolerance that we have,
and I would like her to just explain in plain words why this is hurt-
ing, just because of the paperwork, and it’s becoming more of a
check in the box than the administrators and teachers being able
to go down to help the kids.

I have seen teachers brutalized in the courtroom where they’re
quitting the service. You are losing good special education teachers
just because of the paperwork and the pressure and stuff. I think
you want to keep them there, the trained ones.

Ms. NUNES. The component of the law that requires no IEP or
triennial to be overdue, as I stated in the testimony, does not pro-
vide us with an opportunity, as we were reporting, to give feedback
that there might be some extenuating circumstances that is a rea-
son why the IEP is overdue. The parents may have requested that
the IEP be held at a later date due to some family emergency. We
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may have a dispute in the assessment plan so we are not able to
meet that time line.

The reality of what happens is that reports go in and then they
come back with sanction letters for us to then remediate or fix
those situations, and what we end up becoming is a system of re-
port generation as opposed to looking at the student and the stu-
dent needs. And that’s a concern to us.

If I could just take my step here and answer your question, Mr.
Chairman, about the issues that we would like to address as far
as recommendations, when we talk about the funding, again we
would like to stress the educational research. I think that my con-
cern about hearing vouchers is that now you have agencies poten-
tially that there’s not a standard; that the educational approach
isn’t appropriate for the child, there needs to be some type of
standard that says, OK, it’s time to move on, we need to look at
something different.

As I stated before, there is not just one educational approach for
students with autism or for any other students. For example, stu-
dents with autism display a wide variety of ranges of ability levels.
You may have one student with a diagnosis of autism who does not
relate well in group settings, but does very well on an individual
basis, as I think we have heard some of the examples here.

However, I have personally been in the classroom with students
and taught students with the diagnosis of autism for whom being
in an individualized instruction programming such as called out in
some strategies is not the best educational environment; and those
students learn better in a group environment, in small groups.

So I think that my concern is, we take into account the edu-
cational strategies and train teachers.

When we talk about the higher education institutions, I applaud
Mrs. Bush in going out and championing that cause for us. What
I would like to see are competencies that higher education institu-
tions have to provide more than just an awareness level of the
strategies and techniques that are needed for all students and to
really be able to demonstrate the knowledge.

And that’s the struggle that we’re having right now, and that’s
the recommendation.

Mr. BURTON. Let me say, first of all, the panel has been very
helpful, and we will take suggestions to heart. If there are further
suggestions, real quickly, we’'d like to have them because we want
to move on to the next panel.

But I would like to say this, the people who are in the profession
of teaching and the experts that help with special needs children
really do know what they’re talking about, and they can be very
helpful; but you also have to consider the parents, because they live
with the child 24 hours a day, or at least when they’re not in
school, and on weekends and everything else. And if a parent feels
like they are not getting the proper treatment or education from
the system, they ought to have a very big say.

That’s why the idea that some form of choice for a parent ought
to be there. So if the school isn’t doing the job, even though they
have the talent to do it, or because they don’t want to do it or they
have don’t want to devote enough time for the child, which is the
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case of my grandson, then the parent ought to be able to make sure
that child gets the proper attention.

I always believed when there is an incentive to do things, people
do it better. If a car salesman, for instance, knows that he will get
a bonus if he sells 10 cars instead of 5, he’s going to work a little
harder. I believe in the educational field if a teacher or a school
system is going to benefit because theyre doing a little more out-
standing job than the sister school, they’re going to try harder.

That’s one of the reasons why a lot of us feel like there should
be some competition in education instead of sticking a child, or a
special needs child, into one facility that is not doing a job, when
down the street, or a ways away, there is another school doing an
outstanding job where they can put the child. If the parent has a
choice, they’re going to say, hey, I'm going to put my child where
he or she is going to get the best education, the best special needs
education, whatever it is. If the school that is not performing
doesn’t do it, they’re going to be without students; and pretty soon
they will get the message, they are all leaving, we’d better start
doing our job a little bit better, or pretty soon we will be without
students and maybe without a job.

So that’s one of the arguments, one of the major arguments. So
I don’t know whether it’s vouchers or whether it’s some kind of
choice, but parents ought to be able to have a bigger say because
some person who has more of a bureaucratic tendency says, we
really think your child ought to get 30 minutes a week instead of
4 hours or 2 hours a week and the parent knows the child is not
progressing.

Yes, Ms. Antenellis.

Ms. ANTENELLIS. I want to take my moment in the sun to just
give you my 2 cents worth of what I think you need to do.

In addition to the teachers, most autistic children have aides in
the classroom. These aides are usually just moms, who are prob-
ably the best people to deal with them, but they don’t have the
training, the training does not filter down to the frontline staff, the
recess monitor, the aide, the person in the gym; so when the autis-
tic child has a problem, they can’t handle it. They don’t get paid
much. They don’t get the teacher’s salary, and they don’t get the
teacher training.

So I think that the paraprofessionals that work with these chil-
dren in the school systems also need to be trained and that needs
to be included in the budget somehow.

The other thing is, I think school systems that are constantly in
violation of children’s rights should be taken to task and be made
to be accountable. Even if they have an IEP, if they’re not provid-
ing what’s in the IEP, they should be taken to task. If that school
system is constantly going to State hearings and being found
against, they should be taken to task.

There is no accountability in the school systems in the States
right now. Yes, they go back down again and then 2 weeks later,
they’re not providing the speech. And the parent has to go all the
way through the process again to get the speech provided. There’s
no accountability, and they need to be held accountable.

Mr. BURTON. I can tell you, this morning I talked to the people
in State of Indiana in the special education area, and they assured
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me if parents bring to their attention in that State—and maybe it
needs to be done in every State—that there’s violations and non-
compliance, they will investigate it and they will withdraw the
funds from the school system, and they’ll tell them, you will not get
these funds if you don’t do the job. That’s the carrot-and-stick ap-
proach that needs to be used all across the country.

All of your ideas and suggestions will be looked at very thor-
oughly.

Ms. Fry, you have one more comment, real quick?

Ms. FRrY. Yes, I have my recommendations.

I have been told very often that there are gray areas. The reason
they don’t train teachers is because it’'s a gray area. We don’t have
to train them specifically. Their idea of training is to send one per-
son to a seminar, have them bring back all the information, photo-
copy it, pass it out, and everybody gets to read it; therefore, they're
trained.

I don’t buy it. I think it’s time to color in the gray areas and
make it a little more specific, get the teachers some training so
they understand that when a child is exhibiting a certain behavior,
it’s not because they’re acting out, it’s because something is wrong.
They’re not doing it just to be mean.

Again, accountability. The schools don’t seem to have anybody to
say, you're not supposed to do this.

I feel that they should provide the education. I send my kids to
school for an education. I would hope that’s what they’re going to
get there.

Mr. BUurTON. Well, we will take all of your suggestions into con-
sideration. We will draft some revised legislation, and we may even
send it out to you folks who testified here today to get your input
before we present it to the Congress as a whole. In any event, we
will excuse this panel and ask the next panel to come forward.

Do the people who are coming forward need to take a break for
about 5 minutes? I see pain on some faces. We will recess for 5
minutes, and we will get started as quickly as possible.

[Recess.]

Mr. BURTON. We will reconvene and I would like for you to stand
so I can swear you in, please. This is normal procedure. You are
not being singled out.

[Witnesses sworn.]

Mr. BURTON. OK. We'll let you have opening statements.

We will start with Ms. Guard and we will just go right down the
row here. Try, if you could—as you heard, restrict your comments
to 5 minutes so we can get to the questions as quickly as possible.

STATEMENTS OF PATRICIA J. GUARD, ACTING DIRECTOR, OF-
FICE OF SPECIAL EDUCATION PROGRAMS, U.S. DEPART-
MENT OF EDUCATION; MELINDA BAIRD, JD, KNOXVILLE, TN;
GARY MAYERSON, JD, NEW YORK, NY; BILL EAST, EXECU-
TIVE DIRECTOR, NATIONAL ASSOCIATION OF STATE DIREC-
TORS OF SPECIAL EDUCATION, INC.; AND ED AMUNDSON,
NATIONAL EDUCATION ASSOCIATION

Ms. GUARD. Mr. Chairman and members of committee, last No-
vember we celebrated the 25th anniversary of the signing of the
Education for All Handicapped Children Act, now called the Indi-
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viduals With Disabilities Education Act [IDEA]. As we explore the
implementation of IDEA, it is important to take time to reflect on
the tremendous progress that has been made in the education of
children with disabilities since the passage of this landmark civil
rights legislation.

Today, more than 6 million infants, toddlers, children and youths
with disabilities are provided early intervention and special edu-
cation services. Over 95 percent of students with disabilities are
being educated in the public schools. Post-school employment rates
for youth served under IDEA are twice that of older adults with
disabilities who did not benefit from IDEA in school, and the per-
centage of college freshmen reporting a disability has almost tri-
pled since 1978.

Despite this progress, significant challenges remain. As we re-
view implementation of IDEA, it is important to recognize that this
law calls for a Federal, State and local partnership.

It’s important to understand the roles of each of these entities in
the implementation of this law. The Federal role is to serve as a
steward for Federal investments, to develop improved interventions
through research and development and to provide financial support
and technical assistance to assist States in complying with the Fed-
eral law in correcting the systemic problems. The Federal role ne-
cessitates ongoing technical assistance to States. Periodic monitor-
ing of compliance with IDEA, directives for corrective actions and
different levels of enforcement and sanctions relative to the inten-
sive pervasiveness and persistence of problems within States.

The State role parallels the Federal role in supporting and ensur-
ing the implementation of IDEA. By accepting Federal IDEA funds,
States have an obligation to ensure consistent compliance with the
IDEA statutes and regulations throughout the State. The State’s
general supervision role entails not only stewardship of the allo-
cated Federal funds, but also of the much larger State investments
that support children with disabilities.

The general supervision role also necessitates an ongoing mon-
itoring presence in the school districts and resolution of parent or
student complaints filed with the State. The State agency has the
obligation to ensure that each child with a disability is identified
and receives appropriate services. In addition, the State plays a
critical role in ensuring that districts have an adequate supply of
appropriately trained teachers, administrators and other service
providers to ensure that children with disabilities receive high-
quality instruction.

States also have responsibility for setting performance goals for
students with disabilities and assisting school districts with meet-
ing these goals through identification and support of promising
practices, development of model demonstration projects in support
of other effective research-based practices.

Local districts develop policies and procedures for practical im-
plementation of the State and Federal laws in each school in the
district. Local education agencies must make certain that staff
throughout the district are knowledgable of the Federal and State
requirements and that services are provided to students and fami-
lies consistent with the IEP developed by a team of professionals
and parents for each child with a disability.
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Parents play a key role, along with school personnel, in develop-
ing, reviewing and revising, if necessary, their child’s IEP, and in
determining the type and intensity of services the child needs and
where the services will be provided. If the parent and local school
district staff cannot agree on the content of the IEP, or the rec-
ommended placement, the parent can file a complaint with the
State if they believe the school district has violated a requirement
in the law. The parent can also ask for a due process hearing and
mediation must be available to parents who request a due process
hearing.

The remainder of my testimony will elaborate on the Federal
role. The Part B Grants to States program assists the 50 States
and entities in meeting the excess cost of providing special edu-
cation and related services to children with disabilities. Children
with disabilities served under IDEA must be determined to be eli-
gible under 1 of 13 categories.

In recent years, with the exception of the category of autism, the
number of students receiving special education and related services
has remained relatively stable. The reported numbers of children
receiving services under the category of autism grew disproportion-
ately as States and local districts became aware that children with
the disorder could be reported as such rather than under other dis-
ability categories. We also believe the increase in the category of
3utism is a result of improved identification and evaluation proce-

ures.

Most funds provided to States must be passed on to local edu-
cation agencies. However, a portion of the funds should be used for
State-level activities such as administration, monitoring, medi-
ation, direct and support services, developing plans for the State
improvement program and helping LEAs address personnel short-
ages.

Mr. BURTON. Excuse me, Ms. Guard. I think this is the informa-
tion that you have already given to us in your opening statement
about the law. I think we're familiar with all of that.

Ms. GUARD. OK. I'm just summarizing my statement. I'm just
about finished. I will talk about the monitoring process.

Mr. BURTON. That’s fine. Go ahead.

Ms. GUARD. OK.

Another Federal role is monitoring and enforcement of IDEA.
Our intent in the monitoring process is to work with States to iden-
tify problems as early as possible and then help State and local
personnel to acquire the tools and skills they need to correct these
problems. We have found that the longstanding systemic problems
cannot be quickly corrected. We've tried to use tools and mecha-
nisms that allow States sufficient time to make corrections that
will be effective and sustained.

The Department has at its disposal a number of enforcement
tools. It is important, however, that these enforcement tools be
used appropriately. We fully recognize the urgency of and our re-
sponsibility for ensuring compliance with IDEA. The time a child
is notdreceiving appropriate services is time lost that cannot be re-
gained.

Another Federal role is to provide support for the development,
dissemination and utilization of effective services programs to im-
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prove results for students with disabilities. States and schools must
have access to research-based practices that we know work to im-
prove results for students with disabilities. The IDEA Part D Na-
tional Activities program, which represents less than 1 percent of
the annual national expenditure to educate children with disabil-
ities, enhances the capacity of States to develop infrastructures to
support the full range and effective implementation of IDEA
through a variety of strategies including research, personnel prepa-
ration, technical assistance and dissemination, technology and
studies and evaluations.

For children diagnosed with autism and related disorders this
has meant an increased OSERS focus on funding teacher training,
including distance-learning projects to reach teachers in rural
areas. It has meant developing model demonstration projects for
children with autism that can be matched to the individual needs
of the child. The National Academy of Sciences is conducting
OSERS-funded research to examine the effectiveness of various
interventions for children with autism. Findings of the study are
expected to be released in July 2001.

In closing, the IDEA is designed to make sure that children with
disabilities have an equal opportunity to meet challenging aca-
demic standards, to learn, to stay in school, to graduate and move
on to post-secondary education and the world of work. Many of the
issues States are dealing with are complex educational issues that
all of the education community is addressing. We believe that in
most cases States and local districts are working in good faith to
improve services to children with disabilities and to correct non-
compliance. We also believe that no parent should bear the burden
of enforcement just to get an education for his or her child. To that
end, we recognize that if we are to fulfill our role, we must not sim-
ply monitor the States, but we must hold States accountable and
have an ongoing presence providing technical assistance.

By working collaboratively, we can improve the quality of edu-
cation for children with disabilities. We can focus valuable time
and fiscal resources on teaching and learning. Our children deserve
nothing less.

I will be happy to take any questions. Thank you.

Mr. BURTON. Thank you, Ms. Guard.

[The prepared statement of Ms. Guard follows:]
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Mr. Chairman and Members of the Committee:

Last November we celebrated the 25" anniversary of the signing of the
"Education for All Handicapped Children Act", now called the "Individuals with
Disabilities Education Act” or "IDEA". As we explore the implementation of IDEA, it is
important to take time to reflect on the tremendous progress that has been made in the
education of children with disabilities since the passage of this landmark civil rights
legislation.

Over the last 25 years, IDEA has been successful in ensuring that children with
disabilities have access to a free appropriate public education. Prior to IDEA, in 1970 for
example, schools in America educated only one in five students with disabilities. Many
States had laws excluding certain students, like those who were blind, deaf, emotionally
disturbed, or mentally retarded. Over one million students were excluded from public
schools and another 3.5 million did not receive appropriate services. Many children,
almost 200,000 with mental retardation or mental illness, were institutionalized.

In contrast, today more than six million infants, toddlers. and children with
disabilities are provided early intervention and special education services. Over 95
percent of students with disabilities are being educated in public schools. Post school
employment rates for youth served under IDEA are twice that of older adults with
disabilities who did not benefit from IDEA in school. And the percentage of college
freshman reporting a disability has almost tripled since 1978.

Despite this progress, significant challenges remain. Whereas Public Law 94-142
issued a national challenge to ensure access to education for all children with disabilities,
the 1997 Amendments to IDEA articulated a new challenge which is to improve the
quality of that education so that children with disabilities can, to the maximum extent
possible, meet challenging standards that have been established for all children, and be
prepared to lead productive, independent adult lives. The IDEA 97 amendments focus
heavily on ensuring that children with disabilities have access to the general curriculum
and that they are included in general assessments that States use to assess the success of
their educational systems and to hold those systems accountable for improving student



128

results. The IDEA 97 Amendments also expand the role of parents in the decisionmaking
regarding evaluation, eligibility, development of the Individualized Education Program
(IEP) and placement.

As we review implementation of IDEA, it is important to recognize that this law
calls for a Federal, State and local partnership. It is important to understand the roles of
each of these entities in the implementation of this law. The Federal role is to serve as a
steward for Federal investments, to develop improved interventions through research and
development, and to provide financial support and technical assistance to assist States in
complying with Federal law and correcting systemic problems. The Federal role
necessitates on-going technical assistance to States, periodic monitoring of compliance
with IDEA., directives for corrective action, and differential levels of enforcement and
sanctions relative to the intensity, pervasiveness, and persistence of problems within
States.

The State role parallels the Federal role in supporting and ensuring
implementation of IDEA. By accepting Federal IDEA funds, States have an obligation to
ensure consistent compliance with the IDEA statutes and regulations throughout the
State. The State’s general supervision role entails not only stewardship of the allocated
Federal funds but also of the much larger State investments that support children with
disabilities. The general supervision role also necessitates an ongoing monitoring
presence in the school districts and resolution of parent or student complaints filed with
the State. The State agency has the obligation to ensure that each child with a disability
is identified and receives appropriate services. In addition, the State plays a critical role
in ensuring that districts have an adequate supply of appropriately trained teachers,
administrators, and other service providers to ensure that children with disabilities receive
high-quality instruction. States also have responsibility for setting performance goals for
students with disabilities and assisting school districts with meeting these goals through
identification and support of promising practices, development of model demonstration
projects and support of other effective research-based practices.

Local districts develop policies and procedures for practical implementation of the
State and Federal laws in each school in the district. Local educational agencies (LEAs)
must make certain that staff throughout the district are knowledgeable of the Federal and
State requirements and that services are provided to students and families consistent with
the 1EP developed by a team of professionals and parents for each child with a disability.
Parents play a key role, along with school personnel, in developing, reviewing and
revising, if necessary, their child’s IEP, and in determining the type and intensity of
services the child needs and where the services will be provided. If the parent and local
school district staff cannot agree on the content of the IEP or the recommended
placement, the parent can file a complaint with the State if they believe the school district
has violated a requirement of the law. The parent can also ask for a due process hearing
and mediation must be available to parents who request a due process hearing.
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The remainder of my testimony will elaborate on the Federal role.

Within the Department, the Office of Special Education and Rehabilitative
Services (OSERS) administers the IDEA, which consists of both formula and competitive
grant programs: Part B, including the Preschool Program; Part C, Infants and Toddlers
with Disabilities Program; and Part D, national activities programs.

The Part B Grants to States program assists the 50 States, the District of
Columbia, Puerto Rico, the Secretary of the Interior and Outlying Areas in meeting the
excess costs of providing special education and related services to children with
disabilities. In order to be eligible for funding, States must serve all children with
disabilities ages 3 through 21 years, except that they are not required to serve children
ages 18 through 21 if services are inconsistent with State law. Funds are allocated to
States based on a variety of factors, including population and poverty. The FY 2001
appropriation includes $6.34 billion for the Part B program. The 2001 Federal share
represents 15% of the national average per pupil expenditure, and 13% of the excess
costs of educating children with disabilities. This amount will provide approximately
$992 per child for an estimated 6.4 million children with disabilities ages 3 through 21
who are expected to be served. Children with disabilities served under IDEA must be
determined to be eligible under one of thirteen categories. In recent years, with the
exception of the category of autism, the number of students receiving special education
and related services has remained relatively stable. The reported numbers of children
receiving services under the category of autism grew disproportionately as states and
local districts became aware that children with the disorder could be reported as such,
rather than under other disability categories. We believe the increase in the category of
autism is also a result of improved identification and evaluation procedures.

Most funds provided to States must be passed on to local educational agencies.
However, a portion of the funds should be used for State-level activities such as
administration, monitoring, mediation, direct and support services, developing plans for
the State Improvement program, and helping LEAs address personnel shortages.

The Preschool Grants program also provides formula grant funds to States ($390
million in FY 2001) to assist with the cost of providing a free appropriate public
education to all children with disabilities ages 3 through 5. The Part C Infants and
Toddlers with Disabilities program provides funds ($384 million in FY 2001) for early
intervention services for infants and toddlers birth through age two and their families.

The Part D National Activities programs support a wide range of research,
training, technical assistance and technology investments. These investments provide
tools to and opportunities for States, school districts and schools to more effectively and
efficiently implement IDEA. The 2001 appropriation includes approximately $327
million for these programs.
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Another Federal Role is monitoring and enforcement of IDEA. OSERS is
responsible for assessing the impact and effectiveness of State and local efforts to provide
early intervention services to infants and toddlers with disabilities and their families, and
a free appropriate public education to children and youth with disabilities. For twenty
years following the passage of PL 94-142 in 1975, we were implementing a statute that
was primarily procedural in nature, and most monitoring findings, therefore, focused on
the procedures used to make and implement decisions, rather than the impact of
instruction. OSERS has been working hard since the enactment of IDEA 97 to
administer the Act in a way that drives and supports improved results for children and
youth with disabilities without sacrificing any effectiveness in ensuring that the
individual rights of children with disabilities and their families are protected. We have
recognized that we, at the Federal level, can have the greatest positive impact on the
learning and opportunities afforded children with disabilities by ensuring that State
systems are accountable for results for all children, including children with disabilities.

In 1998, OSERS reinvented its system for monitoring State compliance with
IDEA after extensive input from a broad base of professional, parent and advocate
groups. This new Continuous Improvement Monitoring Process is data driven and
focuses on State responsibilities for continuous improvement and accountability for
compliance and for improving student results. The new monitoring system focuses on
those issues most critical to protecting the rights of children and their families and on the
States’ general supervision responsibilities, including monitoring and dispute resolution.
This new system is different from previous OSEP monitoring in that it is ongoing, rather
than episodic. It includes partnership with State agency personnel, parents, advocates and
other agencies at all points of the process including planning, data collection, and
implementation of improvement strategies.

This cogtinuous improvement model is customized for each State according to the
State’s needs. Critical to the success of the Continuous Improvement Monitoring Process
is the Steering Committee. The Steering Committee is a stakeholder group including
representation from parents, advocates, State agency personnel and others that have an
interest in improving results for children with disabilities. Through the Steering
Committees and enhanced opportunities for input from the public, we have seen
increased involvement of parents, advocates and other State agencies in the monitoring
process. We anticipate this will result in a greater likelihood of systemic changes that, in
turn, will have a positive impact on better results for children with disabilities.

With a more collaborative overall process that holds States accountable for
addressing deficiencies, we have already seen positive results. As a direct result of the
new system, one State has revised its funding formula removing incentives for restrictive
placements, and another State has revised its monitoring system to better ensure that
services were received and rights were protected at the local level. In addition. a number
of States have improved their systems of complaint resolution, making them fiore
responsive to parent complaints, resolving the complaints in a more timely and effective
manner. Strong, effective State complaint resolution is less costly and less adversarial
than due process hearings and court cases.
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Our intent in the new monitoring process is to work with States to identify
problems as early as possible, and then help State and local personnel to acquire the tools
and skills they need to correct these problems. We have found that longstanding systemic
problems cannot be quickly corrected. We have tried to use tools and mechanisms that
allow States sufficient time to make corrections that will be effective and sustained. The
Department has at its disposal a number of enforcement tools. It is important, however,
that these enforcement tools be appropriately used. We fully recognize the urgency of and
our responsibility for ensuring compliance with IDEA--the time a child is not receiving
appropriate services is time lost that cannot be regained. When problems are found that
can be corrected within a year, the Department generally requires the State to implement
a corrective action plan or, in cases where the problems are more serious, the Department
designates the State as a high-risk grantee and requires corrective actions as conditions
for receiving a grant award. If the problems cannot be corrected within a year's time, the
Department can offer the State a compliance agreement that gives the State up to three
vears to correct the identified problems. In cases where a State is not appropriately
exercising its general supervision responsibility and the identified problems are
significant violations of the statute and regulations, we can withhold the Federal funds or,
in accordance with the 1997 Amendments to IDEA, refer the matter to the Department of
Justice.

Another Federal role is to provide support for the development, dissemination and
utilization of effective services and programs to improve results for students with
disabilities. States and schools must have access to research-based practices that we know
work to improve results for students with disabilities. The IDEA, Part D National
Activities programs, which represent less than 1 percent of the annual national
expenditure to educate children with disabilities, enhance the capacity of States to
develop infrastructures to support the full and effective implementation of IDEA through
a variety of strategies including: research, personnel preparation, technical assistance and
dissemination, technology, and studies and evaluations. For children diagnosed with
autism and related disorders, this has meant an increased OSERS focus on funding
teacher training, including distance learning projects to reach teachers in rural areas. It
has meant developing model demonstration projects for children with autism that can be
matched to the individual needs of the child. The National Academy of Sciences (NAS)
is conducting OSERS-funded research to examine the effectiveness of various
interventions for children with autism. Findings of the NAS study are scheduled to be
released in July, 2001. Later this year, OSERS will fund a major initiative to improve the
capacity of schools to intervene early with children experiencing particularly challenging
problems in reading or behavior. In addition, OSERS funds twenty-seven State
Improvement grants, awarded on a competitive basis, that primarily support the
professional development needs of the State.

OSERS also funds a technical network that supports the implementation of IDEA.
These investments include six Regional Resource Centers that provide technical
assistance to meet the needs of States as they administer IDEA. Four Partnership grants
for policymakers, local administrators, service providers, and parents respond to the
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needs of each of these groups as they carry out their roles in implementing IDEA.
Members of the Partnerships include, among others, the Chief State School Officers, the
National Governor’s Association, the State Boards of Education, the National Education
Association and the American Federation of Teachers. The FY 2001 appropriation
provides funds for an $8 million investment in technical assistance to States to support
monitoring and systemic improvement activities. The National Early Childhood
Technical Assistance System (NECTAS) at the University of North Carolina assists state
departments of education by providing training, teleconferences and materials on
important topics such as autism.

The technical assistance network supported under Part D also includes major
technical assistance centers across the age ranges birth through 21 and across major
topical areas such as access to the general curriculum, assessment, and behavior. An
example of a national technical assistance center on a topical area is the Consortium for
Appropriate Dispute Resolution in Special Education (CADRE) at the University of
Oregon. Prior to 1997, a number of States had developed effective mediation systems.
California, for example, had 993 requests for mediation from 1991-1992. Only 14
percent of these cases went on to hearings. Mediation is generally significantly less
costly than due process. In 1997, IDEA was amended to require States to offer mediation
as a voluntary option to parents and LEAs as an initial process for resolving disputes.
CADRE is a national center on dispute resolution that provides technical assistance to
State departments of education on implementation of the mediation provision in IDEA
97. CADRE also supports parents, educators and administrators to benefit from the full
continuum of dispute resolution options that can prevent and resolve conflict and
ultimately lead to informed partnerships that focus on results for children and youth.

Recent data seem to indicate a trend away from formal hearings. For example, in
1996 with over 5.6 million children receiving services under IDEA, there were 7,532
requests for due process hearings. Only 3,555 resulted in hearings. The remaining 3,977
(58%) were settled by means other than a formal hearing. This compares with 1998
when over 5.9 million children received services. There were 9,827 requests for hearings
with 3,315 going to hearing and 6,512 (66.2%) being settled without a hearing. Itis
expected that, with implementation of the mediation requirement in IDEA 97, the next
few years will see an increase in this trend toward settlement of disputes through means
other than formal due process hearings.

Part D funds also support a network of Parent Training and Information Centers.
From the beginning of special education legislation, families of children with disabilities
have been considered important partners in meeting the needs of children with
disabilities. IDEA includes key principles to guide families and professionals to work
together to enhance the educational opportunities for their children. IDEA requires active
parent participation throughout the educational process including the development of the
child’s Individualized Educational Program (IEP). The overall goal is to maintain an
equal and respectful partnership between schools and families. To that end, today.
OSERS funds over 90 projects to empower families, including Parent Training and
Information Centers in each of the 50 States, DC, Puerto Rico, Virgin Islands, American
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Samoa and Palau. The training and information provided by the parent centers help
ensure that parents have the knowledge and skilis to help their children succeed. In
addition to helping parents better understand the nature of their children’s disabilities and
their educational and developmental needs, the centers provide training and information
on how parents can work with professionals serving their children, including
development of the IEP. The Parent Training and Information Center in Indiana,
IN*SOURCE, has developed and supported a cadre of parents of children with
disabilities who have volunteered to participate in training and to serve and support other
families in their local communities. Currently there are 321 parents serving as Regional
Parent Resources with at least one in 73 of 92 Indiana counties. In 1999-2000,
IN*SOURCE made contacts with over 16,000 parents and professionals.

In closing, the IDEA is designed to make sure that children with disabilities have
an equal opportunity to meet challenging academic standards, to learn, to stay in school,
to graduate and to move on to postsecondary education, and the world of work. Our
experience with IDEA has demonstrated that all children can benefit from an education,
regardless of specific disability, socio-economic status or ethnic or linguistic background.
Many of the issues States are dealing with are complex educational issues that all of the
education community is addressing. States are working with large numbers of school
systems that are struggling to meet the ever-changing needs of a diverse community. We
believe that in most cases, States and local school districts are working in good faith to
improve services to children with disabilities and to correct noncompliance. We also
believe that no parent should bear the burden of enforcement just to get an education for
his or her child. To that end, we recognize that if we are to fulfill our role we must not
simply monitor the States but we must hold States accountable and have an ongoing
presence providing technical assistance. By working collaboratively we can improve the
quality of educgtion for children with disabilities. We can focus valuable time and fiscal
resources on teaching and learning. Our children deserve nothing less.

[ will be happy to take any questions you may have. Thank you.

N4
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Mr. BURTON. Ms. Baird. If you have a prepared statement for the
record, we will be glad to use it in the record; but if you could stay
as close to 5 minutes, it really would be helpful, so we can get to
questions.

Ms. BAIRD. I will try to be unlike most of my colleagues in the
legal profession and keep it short.

Mr. BURTON. Thank you.

Ms. BAIRD. My name is Melinda Baird, and I'm very honored to
be here today, and I appreciate the opportunity to speak to the
committee.

I'm an attorney in private practice in Knoxville, TN, and I've
been working in the field of special education for approximately 16
years. It may not surprise you to know that I have a different per-
spective and view than some of the witnesses that have testified
today. I believe very strongly that in most cases the IDEA is work-
ing.

Over the past 12 years I have provided hundreds of workshops
and in-service training seminars for thousands of teachers, admin-
istrators and parents of students with disabilities. I would like to
say at the outset that I have the utmost respect and empathy for
all parents of children with disabilities, including those with chil-
dren who are autistic.

For the past 4% years I have been privileged to represent school
districts in Tennessee, Alabama and Florida in litigation concern-
ing the IDEA and section 504. One misconception I hope to correct
is that parents are advocates, and school districts are not. I would
also like to dispel the notion that school districts have unlimited
funds and are anxious to pursue litigation.

Litigation in special education is a major concern for parents and
for school systems. However, I believe we do need to keep it some-
what in perspective. According to the data compiled by the U.S. De-
partment of Education, more than 6 million students were identi-
fied in 1998 and 1999 as being eligible under the IDEA.

I annually prepare a yearly summary of all Federal and State
court decisions affecting special education, and I've attached this to
my testimony. For school year 2000-2001, my summary includes a
total of 77 decisions. Of these, parents prevailed in 42 percent of
the cases, and school districts prevailed in 58 percent of the law-
suits. I have prepared such a summary for approximately the past
6 years, and the edge of majority goes back and forth between par-
ents and schools rather consistently.

This number does not reflect the hundreds of decisions in due
process hearings conducted at the administrative level. However, I
think it is remarkable that on average each year less than 100 law-
suits are filed in Federal and State court out of a total of more
than 6 million students receiving special education and related
services.

I know there’s been testimony today concerning the federally
funded protection and advocacy organizations. I can only speak to
my personal experience and information. I can tell you that in the
States of Alabama and Tennessee particularly, there are extremely
active and aggressive protection and advocacy organizations provid-
ing free and low-cost legal representation to parents of students
with disabilities, including parents of children with autism. Fami-
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lies also have options that I know you’re aware of, such as filing
complaints with the State, with the Office for Civil Rights or with
the U.S. Department of Education.

Schools, on the other hand, must fund all of their legal costs with
no Federal financial assistance. Most school districts do not have
insurance coverage for these costs, and it is for this reason that
school districts are very reluctant to pursue litigation unless they
have carefully considered the merits of the case.

Without exception, the cases in which I have represented school
districts have involved a difference of opinion as to what services
are appropriate and required to be provided. I can say that I have
never worked with a school district that wanted to deny appro-
priate services to a student with disabilities. In every case I have
encountered administrators and teachers who sincerely believe that
they were providing appropriate services to these students and who
wanted to provide these services.

One of the most active areas of litigation involves parental re-
quests for particular methodologies, and without a doubt the issue
receiving the most national attention here today and across the
country is educational methodologies for children with autism. As
I said, I practice mainly in Tennessee and Alabama. In both of
these States intensive statewide training has been conducted and
is being conducted, and significant financial resources have been
committed to provide local school districts with the latest training
in a wide variety of methodologies, including Applied Behavior
Analysis, Discrete Trial Training, and those being the methodolo-
gies used by the Lovaas methodology.

I would like to give you some information that I obtained this
morning, and I'll be happy to provide it to the committee. In doing
research on Education Administration Online, which is an online
data base reporting special education decisions, I was surprised
myself to see a very startling trend, and I think it’s a positive trend
in the cases involving children with autism. There are a total re-
ported of 218 cases involving children with autism. That includes
59 State and Federal court decisions and 159 due process hearing
decisions from the administrative hearing. That is total, period.
There are no cases reported prior to 1994.

I can tell you from my own research that prior to 1996, parents
won approximately two-thirds of all autism cases, but after 1996,
parents are not winning that level, and schools, in fact, are win-
ning two-thirds of the cases. The cases peaked in 1998 with 52. In
1999, there were 33. In the year 2015—and this year so far there
are no reported cases. About half of those cases involve parents
seeking reimbursement for some of the methodologies that you
have heard today. I think these statistics indicate that schools are
receiving training and that they are getting their act together, so
to speak, in knowing how to provide services for children with au-
tism.

The IDEA has done wonderful things for millions of children
with disabilities and hopefully will continue to do so. I hope that
the committee will recognize the efforts of schoolteachers and ad-
ministrators to advocate on behalf of children with disabilities, not
only those with autism.
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The IDEA was reauthorized, as you know, in 1997. We got Fed-
eral regulations in 1999. I have been on the road all over this coun-
try trying to help schools understand what they’re supposed to do.
It’s a big burden, but I believe they have risen to the challenge. We
don’t need more laws and regulations. We do need full funding at
the 40 percent promise.

And I'd just like to say in closing that I think it would be wrong
to assume that all complaints filed against school districts are
without merit, but I think it would be equally wrong to assume
that all complaints filed against school districts have merit. I think
the fact that we have the small number of disputes that we have
is, in fact, evidence that the system is working, not evidence to the
contrary, and I thank you, and I'll be happy to answer any ques-
tions.

[The prepared statement of Ms. Baird follows:]
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My name is Melinda Baird, and I am honored to provide this testimony for the
Committee today. I am an attorney in private practice in Knoxville, Tennessee, and have
been working in the field of special education law for almost sixteen years. My practice
is devoted exclusively to the representation of school districts in special education
matters. I formerly served as an attorney in the Office of Special Education Programs for
the Tennessee Department of Education and as Associate Publisher for Education and
Disability Publications for LRP Publications.

Over the past twelve years, I have provided hundreds of workshops and in-service
training seminars for thousands of teachers, administrators, and parents of students with
disabilities. Thave attended hundreds of IEP meetings and reviewed hundreds of IEPs.
For the past four-and-a-half years, T have represented school districts in Tennessee,

Alabama, and Florida in litigation concerning the IDEA and Section 504 of the

Rehabilitation Act of 1973.
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The reauthorization of the IDEA 1n 1997 resulted in sweeping changes in the
provision of special education and related services to students with disabilities. During
the past four years local school districts have worked diligently to implement new
requirements for inclusion of students with disabilities in the general curriculum,
discipline of students with disabilities, and testing of these students. Despite the best
efforts and good tutentions of lawmakers, the paperwork burden for special education has
increased rather than decreased. Although federal funding for special education
programs has increased, the increasing number of students identified under the IDEA and
the increasing demand for new programs and services continues to strain local budgets.
In my opinion and based on my experience, local school districts are doing an admirable
job of providing appropriate special education and related services to these students, and
are rising to the challenge of meeting the mandate and increasing expectations of the law.

According to data compiled by the U.S. Department of Education, more than six
miltion students were identified in school year 1998-99 as being eligible under the
IDEA."  Almost half of these students were identified as learning disabled. [ annually
prepare a vearly summary of federal and state court decisions affecting special education,
which I have attached for your information and review. For school year 2000-2001, my
summary includes a total of 77 decisions. Parents prevailed in 33 (42%) of these cases,
with school districts winning in 44 (58%) of the lawsuits. Of course, this number does
not reflect the hundreds of decisions in due process hearings conducted at the
administrative level. However, I think it is remarkable that, on average, less that one
hundred lawsuits are filed in federal and state court out of a total of more than six million

students receiving special education and related services. The Committee members

! Source: 22™ Annual Report to Congress on the Implementation of the IDEA.
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should remember that in each state there is a federally funded agency providing free or
low-cost legal representation to parents of students with disabilities. Therefore, families
of students with disabilities are able to initiate a legal action against their local schoot
district either at no cost or low cost whenever they believe their child’s rights have been
violated. Parents also have the option of filing a complaint with the Office for Civil
Rights and their State Department of Education, and of requesting formal mediation at no
cost to them. School districts must fund their legal costs without federal financial
assistance, and many districts do not have insurance coverage for litigation costs. For
this reason, school districts usually do not pursue litigation without carefully considering
the merits of each case.

Without exception, the cases in which I have represented school districts have
involved a difference of opinion as to what services are “appropriate” and therefore
required to be provided under the IDEA. 1 have never worked with a school district that
wanted to deny appropriate services to a student with disabilities. In every case, I have
encountered school administrators and teachers who sincerely believed that they were
providing appropriate educational programs and services to these students and who
wanted to provide these services.

One of the most active areas of special education litigation involves parental
requests for a particular educational methodology. The case law is clear that parents do
not have a right to insist on a particular methodology if the school district is providing
special education and related services that are “reasonably calculated™ to provide

meaningful educational benefit to the child > However, school districts are confronted

‘B4 of Education of the Hendrick Hudson Cent. Schu Dist. v, Rowley, 458 U.S. 176, 206-207, 102 S.Ct.
3034, 3051, 73 L.Ed.2d 690 (1982).

L
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with a steady stream of parental requests for methodologies designed for children with
learning disabilities, autism, speech/language impairments, and other disabilities. Some
of these methodologies are supported by research literature, and some are not. It is the
school district’s regpansibility' to provide “appropriate” educational services, not the
particular methodology desired by parents. It is also education’s responsibility to seek
out and explore newly developed methodologies in order to provide “appropriate”
educational services that keep pace with current research and best practices. Without a
doubt, the issue receiving the most national attention is the education of children with
autism.

I practice mainly in Tennessee and Alabama. In both of these states, intensive
statewide training has been conducted and sigrificant financial resources have been
committed to provide local school districts with the latest training in a wide variety of
educational methodologies designed for children with autism, including Applied
Behavioral Analysis/DTT. In 1999 and 2000 I co-presented a series of national
workshops on legal issues in autism attended by more than 1400 educators, attorneys and
parents from across the United States. T have attached a copy of my outline for your
review and information, For the past two years, the National Institute on Legal Issues of
Educating Students with Disabilities has offered sessions devoted exclusively to legal
issues in autism. The education of children with autism with appropriate methodologies
is a top priority for educators and administrators, and States and local school districts
have been zealous in their efforts to obtain and provide training for teachers, aides, and

others who work with these children.
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Prior to 1996, [ocal school districts lost approximately 75% of all lawsuits
initiated by parents of children with autism. However, after 1996 local school districts
have won the majority of these lawsuits. T attribute this trend to the national movement
launched by States: and local school districts to provide training on effective
methodologies for educating children with autism and to develop appropriate educational
programming for these children.

The field of special education law is very emotional. [ admit to being passionate
about it myself. Tunderstand and acknowledge that many parents feel that they must
fight to get appropriate services for their children with disabilities. However, I hope the
Committee will not overlook the fact that school personnel often feel that they must fight
parents in order to provide appropriate educational services to these students. |
personally have initiated several due process hearings on behalf of school districts in an
effort to get permission to evaluate children who needed special education end related
services. [ have also advocated on behalf of a schoel district that sought to fund a
residential placement for a student with a serious emotional disturbance at a cost of
approximately $100,000 per year. The battle to get appropriate educational services for
children with disabilities is not always fought by parents. At times, it is necessary for
school districts to challenge pareuts for the right to provide appropriate educational
services for these children.

T understand and acknowledge that there are parents who are not satisfied with the
educational programs offered to their child, or with the educational progress made by

their child. But it is equally important to recognize that teachers and administrators are

tn
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frustrated when parents place unreasonable demands on them and request programs and
services that are not required in order to fulfill the law’s mandate.

Schools are working hard to ensure that each child with disabilities is provided an
appropriate education in the least restrictive environment. 1 often remind my clients that
the law guarantees a free appropriate public education to the child, and that our
responsibility is to the child  Sometimes this means that the child’s parents will not agree
with the school's recommendations. In those cases, the law provides 2 complex scheme
of procedural rights and the avaitability of free or low-cost legal representation for
parents of students with disabilities. I can testify that the parents I encounter are well
aware of their legal rights and freely take advantage of the legal process.

My husband is a retired educator with twenty-eight years of experience as a
special education teacher and administrator. He has worked in special education since
before the enactment of the IDEA’s predecessor, the EAHCA, in 1975, 1 have worked in
this field since 1985, We have both witnessed many changes in the provision of
educational services to students with disabilities. The IDEA has done wonderfu! things
employ thousands of teachers and administrators who are committed to providing
appropriate educational services to these children. Every day I work with these
coramitted and caring professionals. I hope that the Committee will recognize their
efforts to advocate on behalf of children with disabilities.

The IDEA is a complex law regulating the provision of special education and
related services to children with disabilities that guarantees significant procedural

protections for their parents. The law’s protections are more than sufficient to protect the
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rights of parents and to guarantee the provision of appropriate educational programs and
services for children with disabilities. Schools don’t need more laws and regulations —
they need full funding of the 40% federal promise for supporting special ecucation
programs. Schools also need your support and recognition for the wonderful job done
daily by our teachers, administrators, and related service personnel.

It would be wrong to assume that all complaints filed agaimst school districrs are
without merit. 1t would also be wrong to assurne that all complaints filed against schools
have merit. The fact that we have disputes between school districts and parents of
children with disabilities is proof that this system is working, not proof that the system is
flawed.

Thank you for the opportunity to offer this testimony.

Sincerely,

Aelinda Baird
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Copyright 2001: Melinda Baird, Esq.
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(865) 539-9964 (telephone)
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L DISCIPLINE OF STUDENTS WITH DISABILITIES

1. Balbi v. Ridgefield Pub, Schs., 33 IDELR 97 (Conn. Sup. Ct. 2000); For the
parents.

A 16-year-old student who had been found no longer in need of special education
and related services was expelled for threatening another student with a knife and stealing
personal property. A state court ordered the school district to expunge the student’s
records and overturned the expulsion after the parents claimed that their son was disabled
and still eligible for special education. The school was also ordered to re-institute the
student’s special education eligibility and to convene an IEP team. Although the student
was not classified as a special education student at the time of the misbehavior, his
former eligibility was sufficient reason for the school district to treat him as a special
education student for disciplinary purposes

2. Board of Education of Frederick County v. J.D..JII, 33 IDELR 182 (4m Cir.
2000); For the school district.

J.D. was an honors student whose academic performance began to deteriorate
during his ninth grade year. Although he passed all of his courses, . D. was clearly not
performing to the lével of his intellectual ability. During the ninth grade, he was
disruptive and disrespectful in class, got into fights, and began smoking marjuana. 1.D.’s
physician diagnosed him as having ADHD and prescribed Ritalin to be administered
during the school day. J.D.'s behaviors worsened during the tenth grade, and he was
hospitalized after physically attacking his therapist. J.D. was eventually diagnosed with
ADHD, Bipolar Disorder, Obsessive-Compulsive Disorder, and Marijuana Abuse. When
he was released from the hospital . D. returned to school and passed all of his honors
caurses.
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Throughout this time, J.D. was never evaluated by the school district for special
education and related services. School officials denied allegations that the parents had
repeatedly sought an evaluation. Prior to his eleventh grade year, J.D. was arrested for
assaulting three police officers and was later hospitalized for psychiatric treatment.
I.D’s drug use continued, and he was often truant from school. Eventually, J.D.’s
parents placed him first in a therapeutic boarding school in Connecticut, and laterina
drug treatment facility in Utah. J.D.’s parents initiated a due process hearing seeking
reimbursement for the costs of these private placements.

A hearing officer ordered the school district to pay for the costs of both private
placements, finding that i failed to identify and evaluate 1.D. as a student with
disabilities. On appeal, a federal court reversed the hearing officer’s decision, finding
that J.D.’s behavior was caused by his “social maladjustment,” and that he did not qualify
as a student with an “emotional disturbance.” The Fourth Circuit affirmed the trial
court’s decision.

3. Richland Sch. Dist. v. Thomas P., 32 IDELR 233 (W.D. Wis. 2000); For the
parents.

A student diagnosed as learning disabled was involved in a vandalism incident in
which $40,000 worth of property as two elementary schools was destroyed. The student
admitted to police that he drove the "get-away car” for two friends who vandalized the
schools. Because the student was disabled, the school conducted a "manifestation
determination” prior to his recommended expulsion, and easily found that the student’s
behavior had nothing to do with his disability. Afterwards, the boy's mother took him for
an independent psychological evaluation. A clinical psychologist diagnosed the boy with
ADD and dysthymia, and concluded that these "disabilites" led to his involvement in the
vandalism incident.

After an ALJ set aside the expulsion, the school appealed the decision. A federal
court upheld the ALJ's decision based on the testimony of the clinical psychologist that
young males with ADD are chemically attracted to risk-taking and thrill-seeking behavior
and do not think about the consequences of their behavior. The ALJ was not persuaded
by the testimony of the school psychologist, who testified that because the student made a
conscious decision not to enter the buildings with his accomplices, he demonstrated some
control and did not want to be involved to the same extent -~ contraindicating the
impulsivity associated with ADD.

4, Demers v. Leominster Sch. Dept., 32 IDELR 201 (D. Mass. 2000); For the
school district in part; the parent, in part.

A special education student was expelled after he drew a picture of the school
surrounded by explosives and the superintendent with a gun to his head. School officials
reportedly told the parents that the boy would be allowed to return to school if they
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obtained a psychiatric evaluation. Instead, the parents filed suit in federal court seeking
money damages under Section 1983 and an injunction to stop their son’s expulsion.

The federal court dismissed the action for failure to exhaust administrative
remedies, and instructed the parents to request an expedited due process hearing to
resolve the matter,

5. Randv M. v. Texas City ISD, 32 IDELR 168 {5.D. Texas 2000); For the
school district.

A 13-year-old boy with a learning disability and a friend allegedly tore off the
breakaway pants of a female student. The school district convened an IEP meeting, and
the IEP team determined that the action was not a manifestation of the boy’s disability.
The team recommended that the student be suspended and sent to the alternative school.
The parents initiated a due process hearing seeking an injunction to stop the suspension.
The hearing officer ruled in favor of the school district, and the parents appealed to
federal court.

The {ederal trial court affirmed the hearing officer’s decision, finding that the
school district acted appropriately and was “justified in taking stern and aggressive
remedial action. In addition, the district had offered several opportunities for the parerts
to provide evidence that the student’s actions were caused by a disability.

6. Parent v, Osceola County Sch. Board, 32 IDELR 144 (M.D. Fla. 1999); For
the school district.

A child with emotional and learning disabilities had a history of behavior
problems. In the ninth and tenth grade, he received numerous disciplinary sanctions for
fighting, disobedience and profanity. On one occasion, while he was riding on the school
bus, he slashed another student’s face with a box cutter. As a result, he was placed in a
juvenile detention center and was suspended from school. A staffing committee convened
a manifestation determination meeting to determine the relationship between his
misbehavior and his disability, and concluded that there was no connection because the
student planned to bring the weapon on the school bus. The principal recommended that
the student be expelled for the remainder of the school year, and the staffing committee
decided to place the student in an alternative school for the remainder of the school year.
During the student’s tenure at the alternative school, the student only missed 2 days of
school, earned passing grades in all classes, and performed well in the behavior
management program there. He briefly left the alternative school to serve a sentence at a
residential school, having been found guilty of aggravated battery with a deadly weapon
due to the slashing incident. A meeting was held to determine the student’s placement for
the following school year. The principal recommended a continuation of the alternative
school placement and the committee agreed with this view. The parent requested due
process. An ALJ found that the student received FAPE at the altemative school and
directed that he remain there. The parents appealed.
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The court ruled for the school district, finding that the School’s continued
placement of student at alternative school was appropriate under the circumstances. The
alternative school provided the student with a reasonable educational benefit. Although
the student was only offered limited extra-curricular activities and did not have a reading
instructor certified to teach special education at the alternative school, his behavior
improved while hie was there and he showed progress through the educational system as
evidenced by earning passing grades in all courses, including reading, The alternative
school also satisfied the LRE requirement. It was well established in the case law that
schools have been allowed to remove students whose disruptive behavior poses a danger
to other students from a regular education setting, and place them in a more restrictive
environment, The circumstances surrounding this case fustified such a placement. The
student engaged in repeated episodes cf misconduct in the public schoal. In contrast, his
behavior improved at the alternative school due to a small student population and the
behavior management program that was available there. Moreover, there was ample
evidence to show that while the student’s behavior improved at the alternative school, he
would still be a danger to himself and others if placed at the school.

I EVALUATIONS AND ELIGIBILITY

7. Holmes v. Milicreek Township Sch, Dist., 32 IDELR 1 (3" Cir. 2000); For the
school district.

The parents of a profoundly deaf fifth-grader objected to the school district’s
proposal to conduct a reevaluation using a psychologist accompanied by a sign language
interpreter. Rather, the parents demanded that the school district evaluate their daughter
by a psychologist who was proficient in sign language. The parents privately obtained
such an evaluation and requested reimbursement in the amount of $400.

A hearing officer agreed with the parents and awarded reimbursement for the
private evaluation. However, a review officer reversed this award. On appeal, a federal
court ruled that the school district was required to pay for the private evaluation because
parts of the evaluation had been relied on in the formulation of the girl’s [EP, The school
district appealed to the Third Circuit. The circuit court reversed the trial court’s ruling,
holding that the schoal district’s original evaluation was appropriate and denying the
parents’ request for reimbursement. According to the Court, the fact that the IEP team
had accepled some of the recommendations of the private evaluation did not obligate the
district to pay for the evaluation. It was also irrelevant that the school district’s evaluator
was not fluent in American Sign Language (ASL). The Court acknowledged that an
ASL-fluent psychologist may have been preferable, but noted that the parents’ own
experts admitted that the school psychologist was capable of conducting an appropriate
evaluation with the assistance of a sign language interpreter. The court also stated that
the school psychologist was better suited to evaluate the girl because he was already
familiar with the child, her educational progress, and the curriculum requirements.
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8. Corchado v, Board of Education, Rochester City Sch. Dist., 32 IDELR 116
{W.D.N.Y. 2000); For the parents.

Sadrach is a 10-vear-old fourth grader who suffered from multiple and complex
medical difficulties including a seizure disorder, ADHD with aggressive tendencies, a
psychomotor delay, mild asthma, and learning disabilities. During the first grade, he
periodically needed home and hospital tutoring because his seizures and asthma
prevented him from attending school. During the second grade, Sadrach’s mother
submitted a formal referral for special education evaluation. The district’s committee on
special education rejected it, finding that Sadrach had made progress, that his
achievement was average for his grade placement, and that his medical problems were
not significantly impacting his overall progress. The parent obtained an independent
medical evaluation that concluded that Sadrach had significant leaming disorders and/or
neurological problems. During this evaluation Sadrach had a seizure lasting
approximately 30 seconds. Testing indicated that he was reading at a beginning second
grade level, his reading comprehension was at the end of the first grade level, math
problem solving was at the end of the first grade level, and math computation was at a
mid-second grade level. The evaluator strongly recommended that Sadrach be identified
as eligible for special education services.

The school district refused to accept the independent evaluator’s
recommendations. Significantly, the district discounted the results on the grounds that
the testing was completed in English while Sadrach’s dominant language was Spanish.
The district’s evaluation, completed in Spanish, concluded that Sadrach’s full scale IQ is
130, The district’s position was that although Sadrach has a seizure disorder and ADHD,
these disorders do not negatively impact on his academic performance in the classroom
The parent requested a due process hearing to challenge the district’s decision.

A hearing officer agreed with the school district that the child was not eligible for
special education and related services and a review officer affirmed this decision. On
appeal, the federal court reversed and held that the evidence established that Sadrach was
eligible for special education and related services under the categories of “other health
impatred,” “learning disabilities,” and “speech impairment.” Specificaily, the
administrative record confirmed that Sadrach continued to have regular uncontrotled
seizures that affected his alertness in class. Also, the record documented his long history
of speech impairment - the independent evaluator found that he had deficits in his ability
to register auditory information in short-term memory, integrate information in active
working memory, and process information at the phonological level. Finally, the
district’s own psychological testing results acknowledged a startling discrepancy between
Sadrach’s ability and achievement levels. Therefore, the court determined that Sadrach’s
disabilities adversely impacted his educational performance and directed the school
district to develop and implement an IEP for him.
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HL. PLACEMENT

AL Free Appropriate Public Education

9. Board of Education of the County of Kanawha v. Michael M., 33 IDELR 185
(S.D. W, Va. 2000); For the parents,

The parents of an eight-year-old boy with autism supplemented their son’s public
school program with home-based LOVAAS therapy. When the school district refused to
pay for the LOVAAS program the parents initiated a due process hearing. A hearing

On appeal, a federal court affirmed the hearing officer’s decision, The court
found that the school district failed to prove that its program had benefited the child.
Moreover, the court found that the parents proved that the child’s progress was
attributable to the LOVAAS therapy. While the school district offered, “skimpy
conclusions and quibbles over perceived evidentiary and procedural flaws,” the parents
“established a direct nexus between the supplemental home-based program and [the
student’s] progress.”

10, Burilovich v. Board of Educ. of the Lincoln Consolidated Sch,, 32 IDELR 85
(6" Cir. 2600); For the school district.

The parents of a kindergartener with autism consulted with Dr. Patricia Meinhold
regarding their son’s educational needs. Dr. Meinhold recommended a home-based
LOVAAS program. The parents, accompanied by Dr. Meinhold, attended an IEP
meeting chaired by the school district’s new supervisor of special education. The
administrator verbally agreed 10 implement Dr. Meinhold’s recommendations, including
funding for a home-based LOVAAS program. This agreement was not written down.
Following the IEP meeting, the special education staff persuaded the administrator that
the LOVAAS program would not be appropriate for the child. A second IEP meeting
was convened to finalize the student’s IEP. At this meeting, the school district proposed
placing the child in a regular education classroom with a 1:1 aide. The parents rejected
the IEP and initiated a due process hearing seeking reimbursement for the LOVAAS
program.

A hearing officer ruled in favor of the school district, finding that the district’s
IEP offered FAPE for the child. This decision was affirmed by a federal trial court and
the Sixth Circuit.

The court rejected the parents’ argument that the verbal agreement to provide in-
home LOVAAS constituted a formal TEP recommendation. The court held that an offer
must be written into an [EP in order to be valid and enforceable. The court also ruled that
the school district was not required to invite the parents’ autism expert, Dr. Patricia
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Meinhold, to the IEP meeting, noting that Dr. Meinhold’s written report was considered
by the IEP team members,

11 T.S. v. Lee’s S ummit R-7 Sch., Dist., 32 IDELR 237 (W.D. Mo, 2000): For
the school district, in part.

The parents of a seven-year-old child with autism claimed that their child suffered
regression as a result of the inappropriate program provided by the school district. A
hearing officer found the evidence insufficient 1o prove that the child’s regression had
been caused by the school’s actions. However, the hearing officer did order the school
district to provide a summer program for the child. On appeal, the federal court affirmed
the hearing officer’s decision. The court found no proof of what caused the child’s
regression, but noted that she had recouped many of the skills she had lost. The court
found that the provision of a summer program would be sufficient to remediate any
regression attributable to the school district.

12.  QO.F.yv. Chester Upland Sch. Dist., 32 IDELR 114 (E.D. Pa. 2000); 32 IDELR
167 (E.D. Pa. 2000); For the school district.

O F., a 9-year-old student with a severe emotional disturbance, was physically
threatened by another student in the presence of school employees. She became agitated
and started screaming, and ran into the principal’s office where she was restrained by
three district employees. Local police arrived, handcuffed O.F. and placed one of her
legs in a restraint. O.F. was removed from school by ambulance and taken to a hospital.
Eventually, O.F. was transferred to a residential school for students with emotional
disabilities. The student’s guardian filed a lawsuit, charging the school district with
violating the IDEA, ADA, Section 504, the U.S. Constitution, and Section 1983, The
guardian also asserted a claim for false imprisonment and sought money damages and
injunctive relief requiring immediate implementation of crisis intervention procedures.
The school district moved to dismiss for failure to exhaust administrative remedies. The
court ruled that administrative exhaustion was not required on the IDEA claim because
money damages are not available in a due process hearing. The court dismissed the
Constitutional claims for failure to state sufficient factual allegations upon which to base
the claims. The false imprisonment claims were dismissed because the school district
was protected by gevernmental immunity. The court also dismissed all §1983 claims
based on alleged violations of the IDEA and Section 504,

13. Steinmeiz v, Richmond Comm. Sch. Corp., 33 IDELR 155 (S.D. Ind. 2000);
For the school district.

The parents of a five-year-old student with autism rejected the IEP proposed by
the school district and sought reimbursement and prospective funding for a home-based
LOVAAS program. A hearing officer and appeals panel ruled in favor of the school
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district. The parents appealed to federal court. The court affirmed the due process
decisions, characterizing the dispute as one over competing methodologies. The court
found that proof that the ABA program was superior did not establish that the school
district’s proposed program was inappropriate.

14. Fermin v. San Mateo-Foster City Sch, Dist., 33 IDELR 30 (N.D. Cal. 2000);
For the school district.

The parents of an eight-year-old child with a visual impairment and cerebral palsy
alleged that the school district had failed to provide FAPE for two school years and
sought reimbursement for the costs of two years’ of private schooling. The school
district had offered to place the child in a split pre-K/Kindergarten classroom designed
for students with orthopedic impairments. This classroom offered a variety of related
services, including augmentative communication devices. A hearing officer found that
the school district had offered FAPE, and that the district’s failure to provide written
notice of its placement proposal did not constitute a denial of FAPE. The hearing officer
also found that the district’s decision to exclude music therapy in the student’s program
was within the district’s discretion so long as the IEP provided FAPE. Finally, the
hearing officer found that the student had made more than minimal progress in the
previous placements provided by the school district. On appeal, the court granted
summary judgment to the school district.

18, Moubry v, Independent Sch. Dist. No, 696, 33 IDELR 92 (D. Minn. 2000);
For the school district.

The parents of a student with apraxia alleged that their child’s reading program
was inappropriate because it did not include the Orton-Gillingham methodology. These
parents lost four successive due process hearings on this issue, and lost one appeal to
federal court. In this appeal, the federal court denied all of the parents’ claims, finding
that it was immaterial whether the student could have made better progress in reading if
provided the Orton-Gillingham methodology, so long as the child was making progress in
the district’s reading program.

16.  Sackets Harbor Cent. Sch. Dist. v. Munoz, 33 IDELR 154 (N.Y.Sup.Ct.
2000); For the parents.

In this rather bizarre case, a school district administrator proposed resolving an
impasse about the educational program for a four-year-old child with autism by majority
vote of certain members of the IEP team rather than by a consensus. According to the
school district, the voting membership of the IEP team selected a school-based program
for the child. The parents initiated a due process hearing to dispute this outcome, and
alleging that several members of the IEP team who had “knowledge or special expertise
about the child” and who supported their request for an in-home ABA program had not
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been allowed to “vote.” The hearing officer and a state review officer found that if the
votes of all eligible persons had been counted the child’s IEP would have recommended a
36-hour per week ABA program. Therefore, the school district was ordered to provide
prospective funding for the ABA program. However, the state review officer denied
retrospective reimbursement for the ABA program.

On appeai; the state court affirmed the state review officer’s decision, but also
awarded retrospective retmbursement for the ABA program finding that the review
officer’s refusal to award reimbursement was “arbitrary and capricious.” The court
refused to allow the school district to raise for the first time an objection to the “voting”
method used by the IEP team because the district had failed to object to this previously.

17. Schmidt v. Bd. of Education of Baltimore County, 33 IDELR 35 (D. Md.
2000); For the school district.

The parents of a student with learning and emotional disability with a history of
disruptive and violent behavior sought district funding for the student's placement in a
private school. The school district recommended placement in a public school for
students with emotional disturbance. The administrative law judge ruled that the district’s
proposed placement was appropriate. The parents appealed, claiming that the ALJ
improperty assigned the burden of proof, exceeded his authority, and incorrectly changed
the student's disability classification.

The federal court upheld the district’s placement, ruling that any procedural errors
committed by the judge were outweighed by the evidence showing that the student
should be placed in the public school. The record established a long history of learning
and emotional difficulties that the public facility was specially designed to address. The

private school chosen by the parents was not designed to deal with these problems.

B. Least Restrictive Envirgnment/Inclusion

18. Lillbask v. Sergi, 33 IDELR 180 (D.Conn. 2000); For the school district.

A guardian representing a student with multiple disabilities appealed an adverse
due process hearing decision regarding placement of the child in a special development
center. The guardian appealed, seeking placement of the child in a mainstream setting.
During the pendency of the appeal, the child remained in a mainstream setting in a public
school pursuant to the “stay put” rule. The federal court affirmed the hearing officer’s
decision, finding that the proposed placement was highly specialized and would provide
extensive services for the child In addition, the court agreed that the severity of the
child’s disabilities made it unlikely that he could benefit from an inclusion setting.
However, the court refused to consider what the school district alleged was the “hostility”
of the guardian in pursuing representation of the child, The court pointed out that the
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IDEA “seeks to help disabled children by creating a system of rights for their parents,
even hostile parents, to advocate on their behalf”

19. Beth B, by Susan and Tom B. v. Clay, 33 IDELR 96 (N.D. 1l 2000); For the
parents,

The parents of a child with Rett’s Syndrome challenged the school district’s
proposal to place him in a self-contained special education classroom. During a lengthy
hearing process that remained pending for several years, the student continued to be
educated in a regular classroom pursuant to the “stay put” rule. Eventually, a hearing
was completed and the hearing officer ruled in favor of the school district. The school
district asserted that “stay put” did not apply because during the pendency of the hearing
the child had matriculated from elementary to middle school.

On appeal, the federal court ordered the school district to continue the student’s
placement in a regular education setting in the district's middle school. The court found
that the student's advancement to junior high school did not affect “stay put” or the
district’s obligation to continue the status quo. The fact that the middle school
environment was more complex did not justify a denial of a federal statutory right.

20. M.T. v, Board of Education of the City of Chicage, 33 IDELR 95 (N.D. Il
2000); For the school district.

The parents of an eleven-year-old student with severe mental retardation and a
seizure disorder rejected the school district’s proposal to educate the child in a regular
school setting. Instead, the parents requested that the district place the child in a
therapeutic day school and classify him as autistic. A hearing officer upheld the district’s
proposed placement and found that it offered the student some educational benefit.

On appeal, the federal court affirmed the hearing officer’s decision. The school
district’s proposal would place the child in a setting with nondisabled peers, while the
parents’ preferred placement would segregate the child The evidence also showed that
the child had made significant social and academic progress in a mainstream setting,

21.  Board of Educ. of Montgomery County v. Hunter, 32 IDELR 95 (D. Md.
2000); For the parents.

A ten-year-old child with epilepsy and multiple disabilities was placed in a private
special education facility at the school district’s expense for the first and second grades.
When her IEP for the third grade was developed the school district proposed placing the
child at a learning center located in a regular elementary school. The parents rejected this
placement and initiated a due process hearing seeking continued funding for the private

10
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placement. A hearing officer agreed with the parents and ordered the school district to
continue funding the private school

On appeal, a federal court affirmed the hearing officer’s decision. Although the
IDEA has a preference for mainstreaming, in this case the record clearly supported the
hearing officer’s conclusion that a regular education setting would be inappropriate for
this student. The child needed stability, was frightened by unfamiliar environments, and
would be confused by a large school setting.

22, Doev. Arlington County Sch. Bd. , 30 IDELR 362 (E.D. Va. 1999); aff'd, 32
IDELR 58 (4th Cir. 2000); For the school district.

The special academic needs of a 10-year-old student with mental retardation and
ADHD could not be met sufficiently in a regular ecucation placement. The parents
challenged her educational program, which called for special education in academic
instruction and regular education for other subjects and all activities, and favored a full
inclusion program. The court found no evidence the district programs violated the I.RE
requirement. The student was unable to benefit academically from placement in regular
education for academic subjects and made little progress when placed in regular
education for academic subjects. She was easily distracted in that setting, and was several
grade levels behind her regular education classmates. In contrast, the student made
significant progress when placed in special education for academics. The evidence
contradicted the parents' assertion that with the appropriate aides and services, the student
could benefit from a full inclusion placement. Thus, the court upheld the district’s
programs.

23. Reed v. Lincoln-Wayv Community High Sch, Dist. No. 210, 32 IDEL 197 (N.D.
1L 2000); For the school district.

The parents of a twenty-year-old student with behavioral/emotional and
speech/language disabilities who was arrested for assaulting school staff and a bus driver
unilaterally removed her from a day school placement. The school district proposed a
more restrictive environment due to her uncontrollable and unpredictable behavior. The
parents objected to the placement recommendation and initiated a due process hearing to
resolve the placement issue. The hearing officer held that the school district’s proposed
placement was appropriate. On appeal, a federal court affirmed the hearing officer’s
decision. The court noted-that the parents’ failure to hold the student accountable for her
behavior and their frequent withdrawal of their daughter from day schools had resulted in
her failure to progress. The court found that a residential placement was needed in order
to limit the parents’ contact with the student and to ensure her chance for success. The
parents were entitled to receive regular written progress reports and an advocate.
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C. Homebound Instruction

24, Jasa v. Millard Pub. Sch. District No, 17, 32 IDELR 57 (8* Cir. 2000)

Sean is a child with severe disabilities due to spinal meningitis and requires
constant medical care and supervision. Sean lived at home with his parents until January
1997, and the school district provided him with a program of educational services in his
home. Then, in January 1997, his parents moved him, for non-educational reasons, to
the Ambassador, which was a licensed nursing facility located a few miles from his home
and in another school district. After this move, the school district refused to continue
providing services to Sean at his residence. Parents went to due process, arguing that he
had a right to those services under federal and state law.

The case wound up on appeal before the 8" Circuit, which ruled in favor of the
school district, finding that the school was not required to provide services at the nursing
facility under federal or state law. There was no dispute that School District was
providing FAPE at its own facilities or in the parents’ home, and remained willing to do
so in the future. Parents unilateral actions in placing Sean at the private nursing facility
without consent or approval from school district or IEP team foreclosed them from
obtaining services at the nursing facility under the 1997 IDEA Amendments and prior
case precedent in the 8" Circuit (The court cited to Foley v. Special Sch. Dist. as support
for this position.) The 1997 IDEA Amendments definitively resolved whether IDEA
requires services for parentally placed private school students. A proportionate amount of
federal funds must be made available for this group of students. When parents
unilaterally place a child with disabilities in a private school or facility, they have “no
individual right under the IDEA to special education and related services in question and
no right to a federal court decree mandating that those services be provided at a particular
location.” What is most significant about the court’s ruling was its refusal to recognize a
nursing facility as any different than a regular private school for these purposes. Parents
attempted to argue unsuccessfully that the 1997 Amendments did not govern the outcome
of their case because Sean was placed at the nursing facility for noneducational reasons.
The 8" Circuit rejected their argument, finding that the relevant IDEA provision
expressly referred to unilateral placements in a “private school or facility.” According to
the court, to limit the interpretation of the term facility in this context to educational
facilities would be contrary to the word’s plain meaning. Nor were parents entitled to the
services they sought at the nursing facility under the authority of Nebraska state law, as
the state department’s latest regulations were interpreted consistently with 1997 IDEA
Amendments.
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D. Services for Private Schooel Students

25, John T. v, Delaware County Intermediate Unit, 32 IDELR 142 (E.D, Pa.
2000); For the parents, in part.

The parents of a ten-year-old boy with Down Syndrome filed this action pursuant
to the IDEA, Section 504, and state law, seeking a court order requiring the school
district to provide special education services at a parochial school. The parties agreed
that the child would be entitled to provide FAPE if the child were enrolled in a public
school. The parents contended that state law obligated the district to provide FAPE o
students enrolled in private schools.

The federal court granted the parents' request for a preliminary injunction. The
Section 504 was denied because 504 does not mandate the provision of the services at the
parochial school. The IDEA does not require the provision of special education and
related services to private school students who have the opportunity to receive FAPE ina
public school. However, the court held that state statutes required the district to provide
special education and related services for all students who were not enrolled in public
schools,

1V,  PROCEDURAL SAFEGUARDS

A. Attoruey’s Fees

26.  Daniel S. v. Scranton Sch. Dist., 33 IDELR 179 (3™ Cir. 2000); For the
parents.

The parents of a student with disabulities filed a petition to recover their attorney’s
fees for attending an [EP meeting that was convened after the initiation of a due process
hearing. The Third Circult held that an IEP meeting is convened as a result of an
administrative proceeding, and therefore fees are recoverable, if the request for a hearing
acts as a catalyst for reaching consensus on the [EP. The court held that fees are
recoverable where the “mere threat of a scheduled hearing {induces] the parties to agree
to meetings in which they would not otherwise have participated.”

27. Lucht v, Molalla River Sch. Dist., 33 IDELR 89 {9"’ Cir. 2000); For the
parents.

The parents of a student with autism filed a complaint with the state department of
education. The state department conducted an on-site investigation and issued findings
of fact and conclusions of law in favor of the parents, and ordering the district to convene
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an [EP meeting. The parents subsequently sought attorney's fees in connection with
those IEP meetings.

The IDEA’s “attorney’s fees provision” authorizes fees for "any action or
proceeding brought under this section." The Court interpreted this language to include
the state's complaint resolution process. According to the Court, the choice of the word
“any" in describing "action or proceeding” was significant. The Court also pointed out
that Congress could have specifically limited recovery of attorney’s fees to due process
hearings if' it had wanted to do so.

B. Summary Judgment, Exhaustion of Administrative Remedies, and
other Procedural and Jurisdictional Issues

28. Zearley v. Ackerman, 33 IDELR 156 (D.D.C. 2000); For the parents.

The school district verbally agreed to fund a residential placement for a nineteen-
year-old student with a serious emotional disturbance, but after the student was placed at
a facility the district failed to make timely payments for the costs. The parents of the
student initiated a lawsuit seeking reimbursement for the residential placement and
money damages. The court found that the district clearly had failed to provide an
appropriate education for the student and awarded summary judgment on the IDEA
claims. The parents were also permitted to pursue their Section 1983 claims. The court
followed precedent set by the Third Circuit that favors the ability to recover
compensatory and punitive damages for 1983 claims based on violations of the IDEA.

29.  Javnes v. Newport News Sch. Bd., 33 IDELR 121 (E.D. Va, 2000); For the
school district.

The parents of a nine-year-old student with autism initiated a due process hearing
seeking reimbursement of costs for a private school placement. The parents and the
school district had first reached an impasse over the student’s placement in 1993, The
parents subsequently withdrew their child and placed him in a private school. The due
process hearing was initiated almost five years after the parents had initially placed the
child in a private school. The parents claimed that the withdrawal was justified because
the school district had failed to provide their child with a free appropriate public
education, and had failed to inform them of their procedural rights. The school district
was unable to rebut the parents’ allegations. A hearing officer awarded the parents
reimbursement for five years, from 1993-1998. On appeal, a state review officer reduced
the award and applied a two-year statute of limitations. The parents appealed to federal
court seeking reinstatement of the original award.

The federal court applied a two-year statute of limitations to claims filed after
1995, Further, the court found that the hearing officer’s finding that the school district
had fziled to notify the parents of their procedural rights was sufficient in itself to justify
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an award of tuition reimbursement. The court rejected the parents’ contention that they
were entitled 1o reimbursement for the full five years on the grounds that the school
district’s acticns constituted a continuing violation. To allow such relief would place en
undue burden on the school district

30. Mapp v. William Penn Sch. Dist., 33 IDELR 119 (E.D. Pa. 2000); For the
school district.

The parent of a student with ADHD reached an agreement with the school district
whereby her son would be placed at public expense in a private school and provided
transportation to the private school. The student began having significant behavior
problems on the bus, Thereafter, the parties agreed that the mother would be paid to
accompany her son on the bus. Instead of accompanying her son on the bus, the mother
obtained alternative transportation at her own expense. When the district refused to
reimburse the mother for the costs of the alternative transportation, she initiated a due
process hearing alleging that the school district failed to address her child’s special
education transportation necds. The pareat prevailed in the hearing and was awarded
transportation reimbursement. Subsequertly, the parent initiated a federal lawsuit
seeking damages and declaratory relief.  The parent also claimed that the district had
subjected her to retaliation and harassment. In this action, the parent asserted claims that
the district failed to comply with the substantive and procedural requirements of the
IDEA, and violated the ADA, Section 304, Section 1983, Section 1985, and Section
1988. The district moved to dismiss on the grounds that the parent had failed to exhaust
administrative remedies on all but the transportation claums,

The court dismissed the claims on behalf of the student for failure to exhaust
administrative remedies. The mother’s independent claims were dismissed for failure to
state a claim upon which relief can be granted, and because she did not have standing as
an “individual with a disability” pursuant to the ADA and Section 504,

31, Jamesv. Upper Arlington Citv Sch. Dist., 33 IDELR 122 (6™ Cir. 2000); For
the parents.

The parents of a student with dyslexia sought tuition reimbursement for the
student’s private school education retroactive to 1989, which was over six years before
they initiated a due process hearing. The hearing officer held that the parents did not
follow proper procedures and denied their request and the review officer affirmed. The
District Court also denied the parent's claim for reimbursement, holding that the parents
knew of their rights and the statute of limitations had run no longer than four vears afler
the cause of action arose in 1989. The parents appealed the decision to the 6th U.S.
Circuit Court of Appeals.

The 6th Circuit held that while the parents could not receive reimbursement for
the period between 1989 and 1994, they could pursue such a claim from 1994 forward,
The parents knew their rights and could have pursued them beginning in 1989 when they



159

untlaterally placed the student in private school. However, they chose not to until 1996,
Ttus, regardiess of whether a two-year or a four-year statute of limitations applied, their
claim dating back to 1989 was time-barred. The parents again approached the district
regarding the provision of services to the student in 1994, but a district official told them
to delay re-enrolling the student in the district for a couple vears until a teacher could be
properly trained. Their new cause of action arose at that point and enrollment of the
student in the district was not a prerequisite for the cause of action to begin accruing. To
hold otherwise would have allowed the district "to slough off any response to its duty” to
provide FAPE to the student.

32, Mrs, M. v. Bridgeport Bd. of Education, 32 IDELR 236 (D.Conn. 2000); For
the school district.

The federal court refused to permit a class of minority students to circumvent the
IDEA’s administrative procedures by proceeding directly to court ou their claim that the
school system over-identified minority students as mentally retarded. Rather, the court
ruled that each of the plaintiffs was required to first exhaust his/her due process hearing
rights prior to filing a federal court action. The court observed that identification is a
substantive issue that must be decided on a case-by-case basis

33. Hawkins v. Maine Sch. Admin, Dist. No. §7, (D.Me. 2000); For the school
district,

The court denied the parents’ request to admit additional testimony from a
physician who had contributed information to a neuropsychologist who evaluated their
son. At the underlying due process hearing the hearing officer denied the parents’
request for reimbursement for the costs of a neuropsychological evaluation because it had
been performed by a technician who was not certified to conduct such an evaluation.

34, Rose v. Yeaw, 32 IDELR 199 (1 Cir. 2000); For the school district.

After a ninth grader began experiencing asthma problems at his high school the
school system changed air filters and cleaning procedures at the school building. The
school system eventually developed two accommodation plans providing for home
tutoring during medical absences, extended time to complete coursework, and relocation
of the student’s classes in a different wing of the building. The parents objected to the
school system'’s efforts to remedy the situation, and negotiations continued. The parties
initiated two requests for due process hearings that were eventually withdrawn.  After
negotiations failed, the parents initiated a federal lawsuit charging the school system with
discrimination, retaliation, and failure to implement their son’s IEP.

The federal court dismissed the claims for failure to exhaust administrative
remedies under the [IDEA. On appeal, the First Circuit affirmed the trial court’s dismissal
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of all claims. The extended negotiations and two withdrawn hearing requests did not
satisfy the exhaustion requirement. Also, the school system’s presentation of test results
showing that the air quality in the student’s school was normal outweighed the parents’
claim that their son would suffer “irreversible damage™ if made to return to the school.

C. Hearing Officers and Due Process Issues

3s. Veazey v. Ascension Parish Sch. Bd., 33 IDELR 36 (M.D. La. 2000); For the
parents.

The parents of a student with profound deatness initiated a due process hearing to
challenge the school district’s proposal to move their son from his neighborhood schoot
to ancther public school where the district had consolidated a program for students using
cued speech. The hearing officer ruled that the school district had absolute discretion in
making class/school assignments. The parents appealed this decision to a state appeals
panel. The appeals panel appeointed to review the decision included an individual who
had previously recused himself from hearing the mitial due process hearing due to his
stated bias in favor of the school district after reviewing the facts of the case. The panel
affirmed the hearing officer’s decision, and the parents filed an appeal to federal court.

The tederal court vacated and remanded the case for a new due process hearing.
The court held that the inclusion on the panel of an individual who had previously
recused himself due to bias denied the parents’ right to a fair hearing.

36. Wryner v. Manhattan Beach Unified Sch. Dist., 33 IDELR 98 (9'h Cir, 2000);
For the school district.

The parents of a student with a learning disability in reading resolved a pending
due process hearing by reaching a settlement agreement with the school district whereby
the district agreed to provide tutoring for five hours per week. This agreement was
entered as an order by a hearing officer. Afterwards, the district provided tutoring for 40
minutes per day, five days per week — a shortfall of 20 minutes per session. The parents
informally sought for almost two years to obtain the additional tutoring, but were
ultimately unsuccessful. Eventually, the parents initiated a due process hearing seeking
to enforce the terms of the settlement agreement. The hearing officer held that he did not
have jurisdiction over the enforcement of settlement agreements, and instructed the
parents to file a complaint with the state department of education. The parents initiated a
federal lawsuit seeking enforcement of the settlement agreemnent. A trial court upheld the
hearing officer’s decision. The parents appealed to the Ninth Circuit.

The Court affirmed the lower courts’ ruling in favor of the school district,
agreeing that the hearing officer did not have jurisdiction to enforce compliance matters.
Moreover, the state law explicitly authorized the state department of education’s
compliance office to pursue enforcement actions.
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37, Mr. . v. Bd. of Education, 32 IDELR 202 (D. Conn. 2000); For the school
district, in part.

The parent of a sixteen-year-old boy with ADHD requested that the school district
fund a residential placement for his son after the boy’s educational and social
performance began to deteriorate. The district reached a settlement agreement with the
parent whereby it would fund only the educational and clinical portions of the residential
placement and pay $3,000 in attorney’s fees. Evertually, the parent intiated a due
process hearing and demanded that the district pay for the total cost of the residential
placement and approximately $40,000 in attorney’s fees and costs. A hearing officer
upheld the settlement agreement and, in addition, ordered the district to pay for the
residential placement for one vear. Both parties appealed to federal court.

The federal court upheld the settlement agreement, finding no evidence to support
the parent’s claim that he had signed the agreement under fraudulent conditions. The
court also ruled that hearing officers have authority to enforce settlement agreements.

The court awarded attorney’s ees since the parent did obtain funding for the residential
placement. However, the amount of fees was reduced 5 percent because the attorney
failed to keep detailed records of her time expended on the case. The parent was awarded
one-half of his expert witness fees due to the expert’s limited involvement and brief
testimony.

38. Board of Education of the Avon Lake City Sch. Dist. v. Patrick M., 32
IDELR 176 (6™ Cir. 2000); For the parents.

A nineteen-year-old student with ADHD, ED, and LD was expelled after bringing
a gun, ammunition, and a knife to school. The parents enrolled the boy in a private
school and initiated a due process hearing seeking funding for the unilateral placement.
A hearing officer ruled in faver of the school district, but the parents prevailed on appeal
to a review officer. Meanwhile, the private school mitiated an action against both the
school district and the parent to recover payment. The school district paid the costs of the
placement in a settlement agreement with the private school. Thereafter, the school
district appealed to federal court. The federal trial court reversed the review officer’s
decision and ruled in favor of the school district. The parents appealed to the Sixth
Circuit, seeking funding for the private placement and damages.

The Court dismissed the parents’ claims because the settlement agreement
rendered the claims moot. In fact, the case had been moot prior to the federal trial court’s
decisicn although neither party raised a meotness argument.  Since the case was moot,
the review officer’s decision was final and the parents were the prevailing parties. The
court remanded the case to the trial court to determine whether the parents were entitled
to attorney’s fees
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D. Parents’ Rights

39, Soraruf v, Pickney Community Sch., 32 IDELR 4 (6m Cir. 2000); For the
school district.

A school district’s failure to include parents in the placement decision did not
deny FAPE where the placement selected was appropriate. A dispute arose over the
educational placement of a 14-year-old with autism. When his placement in a trainable
mentally impaired classroom was discontinued due to space limitations, his parents and
the school district could not agree upon a new placement. Parents requested a hearing on
the issue. In the interim, the special education coordinator notified the parent’s attorney
that the school system would offer a program similar to one which was operated by
another school system that ail parties had found satisfactory, but was unavailable to
Matthew because he was not a resident of that system. She then went ahead and finalized
the IEP and placed Matthew in that program without including parents in the deciding
committee.

The federal district court held that the school committed a procedural violation of
the IDEA by allowing the SPED supervisor to unilaterally decide Matthew’s placement.
The court ordered an individualized education planning committee to be reconvened
within 30 days, the meeting was held and the parties agreed to a new placement.
However, the court found that this procedural violation did not amount to substantive
vielation of the IDEA and dismissed the case. A circuit court upheld the district court’s
deciston. The circuit court found that the district court correctly determined that the
proposed placement of Matthew in a program for educably mentally retarded students did
provide FAPE, and the IDEA claim was properly dismissed. Claims brought under
Section 504, the ADA, and state disability laws were also properly dismissed given
determination that school district did not deny FAPE and this was premise for these
claims. Parents tried to argue that “Maximum Potential” language in the language of the
state’s (Michigan) special education law should be read into the IDEA’s definition of
educational benefits in this case, but court disposed of this notion as follows: under 6™
Circuit precedent, an appropriate public education “does not mean the absolutely best or
potential maximizing education for the individual child.” Accordingly, the court held that
the school was only required to provide an educational program that was reasonably
calculated to provide educational benefits.

40, Mill Valley Elementary School v, Eastin, 32 IDELR 140 (N.D. Calif. 1999);
For the parents.

The district’s failure to make a formal, written placement officer to a student with
a disability entitled parents to private school tuition reimbursement. When it was time for
kindergarten, the parents of a student with a suspected disability sought to enroll the
student in school. The student’s preschool teachers thought he might have autism, and his
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social skills were underdeveloped. The parents requested that the district complete an
assessment of the student and consider his need for special education. The parents then
changed their mind and opted to continue his enrollment at the preschool, which also had
a kindergarten program, and did not follow up on applying to the district’s kindergarten
program. Still, the district proposed a speech and language assessment, but the parents
didn’t respond. When it was time for first grade, the parents placed the student in a
private school and renewed their contacts with the district. Again, they informed the
district of their belief that the student was disabled and needed special education, and
requested a meeting to develop an IEP. The district repeatedly informed parents that prior
to convening an [EP, it would need to conduct an assessment of the student first to
determine eligibility. The parents finally allowed the district to conduct a partial
assessment, but based on the results, the school maintained that a further assessment of
the student was needed. The district requested a due process hearing and sought a
determination that it had the right to conduct a full assessment of the student prior to
going forward with the TEP process.

Prior to the hearing, the parents ultimately agreed to the full assessment, the IEP
meeting was finally held. and the parents declined to consent to the IEP that was drafted
at this meeting. The student was diagnosed with hyperreflexia syndrome, a mild form of
autism. The school district went forward with due process to determine whether its IEP
satisfied FAPE. At due process, the hearing officer found that the district failed to
provided FAPE and awarded parents reimbursement for the private school beginning
from the time “hey finally consented to the full assessment. The school district appealed
that determination,

The district court found that the district’s IEP was deficient for several reasons
The district failed to make any firm commitment to anything other than an unspecified,
modified, regular education plan and this was more than a technical error. The district
never actually offered a placement at any specific school. The district’s [EP was
described as a “Skeletal” outline of a plan. The only evidence of a proposed placement
was that the district was "looking into” three different schools. On the other hand, the
private school, although uncertified in special education, was deemed appropriate, Thus,
parents were entitled to reimbursement at the private school but only beginning from the
time parents finally gave their consent to a comprehensive assessment. Importantly, the
parents’ lack of cooperation with the assessment process was taken into account in
awarding this remedy. Parents also received reimbursement for an IEE and psychological
services. )

41. Robertson v. Arlington Cent. Sch. Dist., 33 IDELR 123 (2@ Cir. 2000); For
the scheol district.

The Second Circuit affirmed the dismissal of a Section 1983 claim based on the
parent’s allegation that school officials intentionally placed her daughter, a student with a
cortical visual impairment, in the same class with a boy who had previously abused her.
The school district denied the parent’s allegation that she had informed the school district

[
=
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of the previous abuse. There was no evidence to substantiate the parent’s ¢laims.
Morecver, the court was suspicious of the parent’s claimed inability to recall the specific
date on which she had notified school officials of the abuse in light of her detailed
records of other factual events related to the case.

42, Libertv County Sch. System v. John A., 33 IDELR 33 (8.D. Ga. 2000); For
the parents.

The parent of a 17-year-old student sought special education services for her son
after the district found him ineligible for such services. At due process, a hearing officer
found that the student qualified for services due to his ADHD and ordered the district to
develop an IEP for him. The hearing officer further ordered the district to perform a
comprehensive evaluation. The school district refused to comply with the order, arguing
that it was improper to provide special education services prior to the completion of a
comprehensive evaluation. The parents filed an action in federal court seeking
implementation of the hearing officer’s order.

The federal court ordered the district to implement the hearing officer’s order as
soon as possible. While the due process decision was not ideally drafted, it was evident
that the hearing officer ordered two IEP meetings. The first meeting was for the purpose
of developing an IEP based on the information already known about the student, and the
second would allow the district to develop an IEP following a comprehensive evaluation.
The school district had a right to appeal the hearing officer’s decision, but its refusal to
comply with the final order was a violation of the IDEA’s stay-put provision. Until the
district succeeded in reversing the hearing officer’s final order, it was required to treat the
order as the last agreed-upon placement of the student

43. Briley v. Bd. of Education of Baltimore County, 32 IDELR 119 (D. Md.
2000); For the school district.

Emily, a student with ADHD and ODD, had an extensive history of various
behavioral problems, emotional disturbances and learning disabilities. Her emotional
issues, together with alcohol and drug abuse, led to suicide attempts ard a psychiatric
commitment at the age of twelve, With prior notice to and financial assistance from the
Baltimore Public Sch. System, the student was enrolled at a private residential school in
Idaho that provided highly structured, therapeutic treatment for emotionally troubled,
learning disabled children, where she received between three and six hours of therapy
each day. After her stay at the private facility Emily was no longer actively suicidal,
attended class and displayed increasing confidence. Due to financial constraints, her
parents brought her back to Baltimore public schools and requested special education
services.

21
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A school psychologist determined that Emily was learning disabled and needed
continued special education services, but that she did not have an “emotional
disturbance” pursuant to the IDEA. The JEP team determined that her needs could be
met through a public education program and developed an TEP that provided for both
direct and indirect special education services. The IEP offered placement in a structured
classroom for more than half of the school day and in a regular classroom setting for the
remainder at a high school. The parents unilaterally placed Emily in a private residential
school in Massachusetts without prior notice to the school district, and subsequently
initiated a due process hearing seeking tuition reimbursement. A hearing officer denied
reimbursement and found that the IEP was procedurally and substantively compliant

On appeal, the federal court affirmed the decision of the hearing officer. The
court found that the school’s failure to contact the previous residential placement while
developing its IEP, the district’s failure to include a regular education teacher from the
private school on the IEP team, and the district’s failure to observe Emily in a regular
education setting were not significant procedural violations of the IDEA. The court that
there were no procedural or substantive violations that deprived Emily of FAPE.

44, Birmingham v. Qmaha Sch. Dist., 33 IDELR 29 (8" Cir. 2000); For the
parent.

An eighteen-year-old girl with mental retardation and cerebral palsy complained
to teachers that her mother was abusing her. In compliance with state law, the alleged
abused was reported to the state human services agency. The girl was taken out of her
home and placed in protective custody, but parental rights were not terminated. A
probated judge determined that the girl was competent to choose where she wanted to
live, and the girl chose to remain in protective custody for the following year. At the end
of the school year an annual TEP review was scheduled. The girl’s mother was not
notified of the meeting, but she found out about the meeting and asked to attend. The
school district denied the mother’s request to attend the IEP meeting. The school district
consulted with the girl’s social worker. The social worker recommended that the girl be
allowed to graduate so that she could concentrate on independent living skills. At the
meeting, the team members discussed the possibility of early graduation. [EP team
members asked the girl if she wanted to graduate early, and she indicated that she did.
Thereafter, the girl was graduated from the school district. No prior notice was given to
the mother of her daughter’s graduation.

The mother initiated a lawsuit seeking money damages and attorney's fees, and
alleging that the school district’s failure to provide prior notice of her daughter’s
graduation violated the IDEA, Section 504, Section 1983, and the ADA. The trial court
applied a 30-day statute of limitations and dismissed the claims. On appeal, the Eighth
Circuit vacated the dismissal and reinstated the action. The Court found that the school
district’s failure to provide prior notice to the parent and to permit her to attend her
daughter’s [EP meeting were significant procedural violations of the IDEA. The IDEA
Amendments of 1997, which provide to transfer of parental rights to students upon

2
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reaching the age of majority, did not become effective until June 4, 1997 The student
graduated in 1995, Therefore, the mother was clearly entitled to receive notice of the IEP
meeting and proposal for graduation. The Court rejected the application of a 30-day
statute of limitations and instead applied a three-year statute of limitations.

45. Somerville Bd. of Education v. Manville Bd, of Education, 32 IDEOR 227
{N.J. Super. 2000); For the parents.

Two divorced parents living in different school districts shared a joint custody
arrangement whereby their child alternated residence each week. Officials from the two
school districts verbally agreed to share the costs of the student’s education by paying for
the same on alternating years. This “gentleman’s agreement” proved satisfactory until a
new special education supervisor was hired in one of the two school districts. This new
administrator refused to continue contributing to the costs of the child’s program. The
second school district sued the recalcttrant school district seeking pavment for half of the
child’s educational program.

The court ordered the two school districts to continue to share the financial costs
of the student’s program, construing domicile laws liberally. According to the court, this
result was fair in this unique situation and enabled the student to have an uninterrupted
right to FAPE.

V. REMEDIES FOR SPECIAL EDUCATION VIOLATIONS

A. Reimbursement for Private School Tuition and
Privately Obtained Services

46.  John T.v. Delaware County L.U., 32 IDELR 142 (E.D. Pa. 2000)

The issue facing the court was whether a unilaterally enrolled parochial school
student with Down Syndrome was entitled to receive special education and related
services at public expense. The parents of this ten-year-old child filed this lawsuit
alleging violations of the IDEA, Section 504, and state law. The school district denied
that it was required to provide services and requested joinder of the state department of
education as a co-defendant. The federal court granted the parents’ request for a
preliminary injunction requiring the school district to begin providing special education
services to the child. The court recognized that neither the IDEA nor Section 504 require
the provision of these services at private schools where there is no evidence that the
public school had denied FAPE to the student. However, the court held that the state law
did require public schools to provide special education and related services to all private
school students in need of these services.
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47. Nein v. Greater Clark Countv Sch. Corp., 32 IDELR 171 (S.D. Ind. 2000);
For the parent, in part.

Lucas is a twelve-year-old student with severe dyslexia who was identified as a
child with disabilities in the first grade. When first identified as eligible for special
education and related services, Lucas’ 1.Q. was measured at 95, After receiving special
education services for three years, Lucas still could not read and his L.Q. had dropped by
twenty points. Lucas’ parents withdrew him from public school and placed him in a
private school without giving notice to the school district. A hearing officer found in
favor of the parents and ordered the school district to reimburse them for the costs of
Lucas’ private placement. On appeal, a review ofticer reversed the judgment. The
federal court agreed with the original hearing officer and found that the school district
had failed to provide FAPE. However, the court reduced the reimbursement award by
one-half because the parents had failed to give notice to the school district of their intent
to remove their son.

48.  Joshua W.v. USD 259 Bd. of Education, 32 IDELR 137 (10" Cir. 2000); For
the school district.

Joshua was a seventeen-year-old student with a turbulent personal and educational
history who had been adjudicated a juvenile offender. After his parents divorced in 1980,
Joshua lived with his father. Joshua pled guilty 1o a charge of aggravated assault after he
threatened his mother with a knife while she attempted to transport him to a military
school. In an effort to avoid her son’s incarceration, Joshua's mother applied for his
admission to Three Springs, a residential facility located in Tennessee. Meanwhile,
Joshua's mother asked the school district to locate and pay for a residential placement for
her son. The mother’s school district asserted that the school district of the father’s
residence was legally respensible for funding the residential placement because Joshua
usually lived with his father.

The Tenth Circuit refused to hold either school district financially responsible for
the residential placement, finding that the mother’s unilateral decision to enroll Joskua in
Three Springs was a manipulative action designed to fraudulently obtain funding for a
residential placement chosen by the mother outside of the IEP process.

49, Independent Sch. Dist. No. 284 v. A.C.. 32 IDELR 143 (D. Minn. 2000); For
the school district, in part.

The school district proposed placement of a seventeen-year-old girl with
emotional/behavior disorder in a day treatment facility. The student had a history of
disruptive behavior, truancy, depression, and low self-esteem. An independent evaluator
testifying on behalf of the parent opined that the girl must be in a secure, residential
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facility in order to receive appropriate educational services due to her history of truancy
and leaving school campus. The school district’s psychologist agreed that it would be
difficult to provide appropriate educational services to the girl unless she was forcibly
detained. Despite these opinions, the school district refused to pay for the costs of a
residential placement. Rather, the school district offered to fund the educational portion
of a residential placement, or to provide a day treatment program. A hearing officer
found in favor of the parent and ordered the school district to pay for the entire costs of a
residential program and to provide compensatory education services. A review officer
affirmed this decision.

On appeal, the federal court reversed the order to pay for residential placement,
but affirmed the order to provide compensatory education services. The court held that
the student’s educational and non-educational need could be untangled. In this case, the
court held, the girl’s winwillingness to attend a day treatment program was not related to
an [nabifity to attend such a program. Since the student clearly was able to attend a day
program, the school district was not liable for the costs of a residential program. The
school district was required to provide compensatory education services because of its
delay in convening an [EP team meeting.

50. Batler v, Evans, 33 IDELR 62 (7" Cir, 2000); For the school district.

A sixteen-year-old girl was committed by her parerts to a psychiatric hospital
after she began experiencing auditory and visual hallucinations and became
paranoid/suicidal. Prior to this hospitalization, the school district was in the process of
developing an IEP to place the girl in a residential facility. The parents initiated a due
process hearing seeking reimbursement for approximately one year of psychiatric
hospitalization. A hearing officer ordered the school district to reimburse the parents for
the costs of their daughter’s psychiatric treatment. However, an appeals panel reversed
and held that the treatment she received was medical, and not educational.

On appeal, a trial court affirmed the appeals panel’s decision. Later, the Seventh
Circuit also atfirmed, holding that the student’s hospitalization was for medical reasons,
not for special education or related services. The court noted that the [EP formulated for
the girl with her parents’ agreement did not provide for psychiatric treatment, which was
the primary reason for her hospitalization.

51 Robert M. v Hickok, 32 IDELR 169 (E.D. Pa. 2000); For the schoel district.

The parents of a thirteen-year-old student with learning disabilities and a
speech/language impairment rejected the IEP proposed by the school district. The district
wanted to placed the student in regular education classes, with one hour per week of
consultation for the student’s regular education teachers with a special education teacher
and 30 minutes of speech therapy per week. The parents felt that this proposal would
constitute a “giant leap backwards” for their son, who had always been educated in
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private schools. A hearing officer ruled in favor of the parents. This decision was
reversed by a state appeals panel.

On appeal, a federal court affirmed the appeals panel decision and denied the
parents’ request for reimbursement for private school tuition. The court found that the
schooi’s proposal would place the student in the least restrictive environment and was
appropriate given the student’s average intellectual level. Moreover, the parents could
not show any benefit of the private school other than & lower student-teacher ratio.

52, B.A. v. Cape Elizabeth Sch. Comm., 32 IDELR 200 (D.Me. 2000); For the
school district.

B A was identified as a student with learning disabilities prior to the fifth grade
During the s through 70 grades, she received direct special education instruction for
math, reading, and writing, but remained in a regular education classroom for social
studies and science. B.A. made A’s and B’s in social studies and science. Her teachers
testified that these grades were not modified and reflected her true level of mastery of
course objectives. All of B.A’s teachers believed that she was making meaningful
progress. Despite her apparent academic success, B.A.’s parents withdrew her from
public school and placed her in a private, out-of-state school for students with learning
disabilities. B.A’s parents initiated a due process hearing seeking tuition reimbursement
and alleging that the school district had failed to properly address their daughter’s social
and emotional needs. After a four-day hearing, a hearing officer ruled that the school
district had provided FAPE.

On appeal. the federal court upheld the hearing officer’s decision. The court
noted that the parents were objecting 10 the hearing officer’s factual findings rather than
to his legal conclusions, and held that decisions regarding fact-finding were best left to
the original trier of fact.

53. Gorby v. Grasmick, 32 IDELR 231 (D.Md. 2000); For the school district.

The parents of an eight-year-old first grader with dyslexia and an IQ in the
superior range of intefligence met numerous times with school officials to develop an IEP
for their son. The parents had applied earlier for their son’s admission to a private school
for students with dyslexia. The school district developed a proposed TEP that offered 9
hours per week of special education services and 29.5 hours per week in regular
education. Although the parents agreed with the goals and objectives in the proposed
IEP, they insisted that the school district pay for placement in the private school. A
hearing officer upheld the school district’s proposed {EP, and the parents appealed to
federal court.

The federal court denied the parent’s request for tuition reimbursement and
dismissed their claims against the school district. The judge found the school district’s
evidence to be more credible that that offered by the parents. Notably, the parents” expert
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witnesses had not observed the student in the classroom, nor had they talked with the
child’s teachers.

56. LD, v. Pawlet Sch, Distriet, 33 IDELR 34 (2"d Cir. 2000); For the school
district, '

The parents of a ninth grader requested that their son be evaluated for special
education eligibility due to their concerns about his emotional condition. The boy tested
in the top 2 percent of the population intellectually. In the eighth grade the student had
made achievement test scores placing him at the 109 . 12 grade level m all subjects.
The student earned A’s and B’s in all subjects, but continued to experience some
passive/aggressive behaviors at school. An eligibility team determined that the student
was not eligible for special education and related services pursuant to the IDEA, but that
he was eligible under Section 304. The district offered to provide counseling and peer
support training. The parents rejected this proposal and unilaterally placed their son in a
private school. A heasing officer ruled in favor of the school district and on appeal to
federal court,

The Second Circuit agreed that the student’s emotional/behavior problems were
not adversely impacting his educational performance and that he did not qualify for
special education and related services.

57. Board of Education of Oak Park and River Forest H.S. District No. 200 v,
Kelly E., 32 IDELR 62 (7™ Cir. 2000); For the parents.

Two sets of parents succeeded in obtaining due process orders requiring their
respective school districts to provide reimbursement for private school placements. The
two school districts sued the State in separate actions seeking partial payment of these
expenses. In cne case, a trial court held that school districts could obtain a State
contribution toward payment of private school reimbursement. In the other case, the
court rejected the school district’s request for a State contribution. A consolidated appeal
was brought before the Seventh Circuit. The sole issue on appeal was whether the IDEA
entitles a local school district to reimbursement from the State for some or all of the
expenses when a school district is ordered to reimburse parents for private school tuition.
The Court rejected the school district’s recuest for a State funding contribution, holding
that nothing in the IDEA requires States to contribute to local school districts more than
75% of the State’s IDEA Part B allocation.

58, M.S. v. Board of Education of the Citv School Dist. of the City of Yonkers, 33
IDELR 183 (2™ Cir. 2000); For the school district, in part.
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A student with a learning disability was enrelled in a district program known as
PEARLS, an acronym for “program for early and rapid learners.” The student had a full
scale 1Q of 109, but he was performing significantly below his intellectual potential in
reading, spelling, and math. A private psychologist determined that the student was
eligible for special education and related services as a student with learning disabilities
The school district accepted the private psychologist’s recommendations and wrote an
IEP that provided for one period of resource room services per day. In response to the
parent’s concern that the IEP goals and objectives were not specific enough, the district
reevaluated the student and convened an IEP meeting to develop his fourth grade 1EP.
The parent rejected the district’s offer of an additional period of resource room services
per day, choosing instead to enroll the student in a private school for students with
learning disabilities. The parent then initiated a due process hearing seeking tuition
reimbursement.

The school district prevailed at the initial due process hearing and on review by a
state review officer. However, on appeal the U S. District Court reversed and awarded
the parents tuition. On appeal, the Second Circuit reversed the tuition award. The Court
agreed with the trial court that the district’s placement was inappropriate. However, the
Court also found that the trial court failed to give proper deference to the hearing
officers’ determinations that the private program was inappropriate. While the parents
were not subject to the same stringent IDEA mainstreaming requirement imposed on
school districts, they were still required to consider the IDEA’s requirement that students
be mainstreamed to the maximum extent possible. The Court held that hearing officers
could consider that factor in deciding whether the parents’ placement is appropriate.

59. Bell v. Education in the Unorganized Territories, 33 IDELR 184 (D. Me.
2060); For the parents.

The parents of a nineteen-year-old student with autism and an IQ of 43 initiated a
due process hearing to challenge the school district’s intent to graduate their son with his
senior class in the summer of 2000. Graduation would terminate the district’s earlier
agreement to fund a private school placement. A hearing officer ruled that the school
district’s proposal to graduate the student was appropriate and that the school district had
provided FAPE to the student. The parents appealed and sought a preliminary injunction
to halt the school district’s effort to award a high school diploma to their son. The federal
court awarded the injunctive relief and refused to order the parents to post 2 bond to
cover the intervening placement costs.

60.  Linda W. v. Indiana Dept. of Education, 32 IDELR 66 (7™ Cir. 1999); For
the school district, in part.

Ryan, a student with dyslexia, received an individually tailored educational
program in the public school system. Ryan’s parents objected to the proposed
educational plan developed for his eighth grade year. During the summer between his

28
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seventh and eighth grade years, the parents placed Ryan at a private school in
Massachusetts and requested a due process hearing seeking tuition reimbursement. A
hearing officer ordered the school district to provide remedial instruction in reading and
compensatory tutoring services to allow Ryan to “catch up” with his classmates. The
hearing officer did not order the school system to pay for prospective private schoot
placement. The parents appealed this decision to federal court

The trial court affirmed the hearing officer’s decision. On appeal to the Seventh
Circutt, the Court affirmed the trial court’s ruling. The Court based its decision on the
Burlington standard set by the U.S. Supreme Court giving trial courts broad discretion in
awarding private school reimbursement. The Court held that school districts are not
required to reimbursement parents for private school costs when deficiencies in a child’s
educational program can be remedied with minor adjustments. The court stated,
“[Plarents must establish much more than that the original plan is deficient. If that were
enough, then the costs to school districts of administering the Act would skyrocket, for
educational professionals frequently disagree among themselves how best to cope with a
pupil’s learning problems.” Commenting on the fact that the school was ordered to
provide some remedial instruction, the Court also stated, “If this were enough by itself to
justify moving the child to a private school with compulsory reimbursement, then there
would be an exodus from the public schools.” The Court also denied attorney’s fees,
pointing out that the parents’ recovery of approximately $1,000 for privately acquired
tutoring services was “paliry” compared with the relief they were seeking,

B. Compensatory Education Services

61. Everett v. Santa Barbara High Sch. Dist., 32 IDELR 175 (C.D. Cal. 2000):
For the parents.

This student was first identified in kindergarten as a student with learning
difficulties. During the first grade through the sixth grade, the student participated in a
special reading program offered by the school district. When he entered the seventh
grade, the student’s mother requested that the school district evaluate her son to
determine whether he was eligible to receive special education and related services.
However, the district took almost one year to complete the evaluation. Finally, the
school district determined that the student was eligible under the IDEA and developed a
proposed [EP offering to place the student in resource classes for up to two periods per
day. The parents did not object to the IEP. However, the school district placed the
student in a program that was not taught by a certified special education teacher. The
foliowing year the school district did not provide any special education services for the
student. After the boy had disciplinary problems the parents obtained home instruction
for him. During this time, they also purchased a home computer and related equipment
and became interested in the Lindamood-Bell reading program. The parents thereafter
had their son assessed by a Lindamood-Bell trainer, who determined that the boy had

29
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significant deficits in work attack, word recognition, spelling, contextual reading,
decoding, receptive oral communication and oral comprehension skills. The parents
requested a due process hearing and sought placement for their son in a private school. A
hearing officer ruled in favor of the school district on all claims.

On appeal, a federal court reversed and ordered the school district to pay tuition
reimbursement, one year of compensatory education, and attorney’s fees. The court held
that the hearing officer erred by placing the burden of proof on the parents, and allowed
the parents to introduce additional evidence at trial because they were not adequately
represented at the hearing. The fact that the student could not read on grade level and
was 1ot able to graduate with his class persuaded the court that the school district had
failed to provide FAPE to the student.

62, State of West Virginia v. Board of Education of the County of Monongalia,
33 IDELR 186 (W.Va. Sup.Ct. 2040); For the parents.

A lawsuit filed in state court in 1994 took almost six years to complete due to
numerous continuances and other delays. At the outset of the litigation, the court
appointed a “special master” to hear this case and make recommendations to the court.
The special master found that the school district erred in trying to make up for earlier
denials of FAPE by “making up” additional amounts of services. The special master
recommended that the school district provide two years’ of compensatory education
services beyond the normal age of eligibility, develop a new IAEP, and pay for a medical
evaluation. The school district filed an action in federal court seeking declaratory and
injunctive relief. This action was dismissed for failure to exhaust administrative
remedies. On appeal, the State Supreme Court affirmed the decision of the special master
below.

63. Appleton Area Sch. District v, Benson, 32 IDELR 91 (E.D. Wis. 2000); For
the parents.

K.T. has a cognitive disability, spastic quadriplegia, and cerebral palsy. She uses
a motorized wheelchair and has a service dog. Although she earned enough academic
credits to participate in a graduation ceremony, the school determined that she required
additional services because several of her IEP goals had not been met. Therefcre, the
school created an IEP for the following vear that called for her combined placement at
the high school and in community settings to develop functional skills. The parents
initiate a due process hearing to contest the IEP. The administrative law judge ruled in
favor of the parents, concluding that the TEP failed to provide K.T. with FAPE. On
appeal, a tederal court affirmed the ALJ's ruling. The court approvingly found that
K.T.’s proposed placement provided transition services that had not been provided in the
past, including community experiences, pre-employment opportunities, and instructional
services. However, the fundamental flaw in the IEP was its failure to address K. T 's need
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to generalize life skills such as shopping, cooking, cleaning, and grooming from the
classroom to the community.

64, Strawn v. Missouri State Board of Education, 32 IDELR 118 (8™ Cir. 2000);
For the parents.

The parents of a student with multiple disabilities, including profound deafness,
cerebral palsy, mental retardation and spastic quadraparesis sought to have her admitted
to a state school for the deaf. However, Lauren was deemed ineligible for admission due
to severe delays, and a lack of age-appropriate self-help skills. Instead, Lauren was
placed for several years at the state School for the Severely Handicapped. where
communication skills were neither a priority nor the subject of intensive focus. Despite
this placement, Lauren’s teacher had some knowledge of sign language that she used with
Lauren. Lauren showed significant and sudden improvement. She was once again
referred to the school for the deaf, where she continuing making significant progress in
her sign language vocabulary, self-care, communication, and socialization skills. The
parents requested a due process hearing claiming that Lauren had been denied FAPE
during the time she was at the school for children with severe disabilities. A due process
panel awarded Lauren two years of compensatory education services. The parents
disputed this award, claiming that Lauren was entitled to one year of compensatory
education for each of the years she had spent in an inappropriate placement. A federal
trial court dismissed the claim as untimely, finding that it was barred by laches, and held
that Lauren had received FAPE.

The Eighth Circuit applied a two-vear statute of limitations to the compensatory
education claim, The court rejected the parents’ argument that the statute of limitations
should be tolled because Lauren is a minor, stating “tolling the statute of limitations for
an entire childhood would frustrate federal policy... ™ However, the circuit court
reversed the trial court’s decision that Lauren had received FAPE and finding that the
education she had received at the state school for children with severe disabilities was
“wholly deficient.” The court remanded the case to the due process appeals panel to
determine the proper award of compensatory education.

C. Money Damages

65, Covington v. Knox County Sch. Svs., 32 IDELR 29 (6'h Cir, 2000); For the
parents.

31
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Jason, now 20, has multiple mental and emotional disabilities, and attended the
Knoxville Adaptive Education Center from 1990 until he graduated with a special
education diploma in May 1996, His mother alieged that on several occasions, Jason was
locked in a time-out room that could only be unlocked from the outside, and his was left
there for several hours at a time without supervision—often not being allowed to leave
the room for lunch. The room was described as being approximately 4 ft X 6 ft, dark and
vault like, with a concrete floor, no furniture, no heat. no ventilation, and only one smal!
reinforced window at least five feet above the floor. She claimed that at least once, Jason
was made to take off his clothes before entering the room and that due to his long period
of confinement, he was forced to relieve himseif on the floor of the room and remain
there in his own excrement. Initially, the parent filed a complaint with the Tennessee
Dept. of Education and the Knox County School System responded in a letter that denied
the aflegations in part and attempted to explain the actions of school officials, but offered
no other relief. The parent then sought due process, citing inappropriate discipline,
including abusive confinement in a locked time out room. No due process hearing was
ever held.

For a period of three years, the hearing and related discovery were repeatedly
scheduled, delayed, and re-scheduled. There was evidence suggesting, and district court
found, that the parent was largely responsible for the delays. Although the due process
hearing had not been held, the parent pursued her legal action in federal court, alleging
violations of the Jason’s constitutional rights and raising state-law claims of intentional
infliction of emotional distress and false imprisonment. This complaint did not even
mention the IDEA. The district court dismissed the case, finding that administrative
exhaustion was required under the IDEA because the complaint involved the school’s
disciplinary practices and it was undisputed that the use of the time-out room as a
disciplinary measure was mentioned in the student’s TEP and therefore, was a matter
subject to the IDEA.

On appeal, the circuit court ruled for the parent, recognizing an exception to the
doctrine of administrative exhaustion given the unique facts presented in this particular
case. Initially, the 6" Circuit expressed its agreement with courts that decided that a mere
claim for money damages is not sufficient to automatically bring the claim outside of the
administrative exhaustion requirement, the unique factual circumstances of this particular
case required such treatment. (As other courts recognized, if it were otherwise, a plaintiff
seeking money damages could get around the IDEA’s administrative exhaustion
requirement by simply appending a claim for damages.) The court pointed to the
following as justification for the court’s decision that administrative exhaustion in this
case would be futile and was not required. The injured child had already graduated from
the special education school, his injuries were wholly in the past and money damages
were the only remedy that could make Jason whole. Accordingly, the district court’s
decision was reversed, and the case was remanded to the district court for further
proceedings.

[
[
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66. O.F, v. Chester Upland Sch. Distriet, 32 IDELR 114 (E.D. Pa. 2000); For the
parents.

A student with disabilities was threatened by another student in the presence of
school employees. She became agitated and started screaming, and ran into the
principal’s office where she was restrained by three district employees. Local police
were summoned, handcuffed the girl, placed her legs in restraints, and removed her by
ambulance. The girl was subsequently trarsferred from a hospital to a residential schoo!
for students with severe emotional disturbance. The student’s guardian filed a lawsuit
charging the school district with violating the IDEA, ADA, Section 304 and Section
1983, and a claim of false imprisonment. The guardian sought money damages and
injunctive relief requiring immediate implementation of her crisis intervention
procedures. The school district filed a motion to dismiss for failure to exhaust
administrative remedies.

The federal court held that exhaustion was not required for the IDEA, ADA, and
1983 claims because both sides agreed that money damages were not avatlable relief
from an IDEA administrative hearing (citing W.B. v. Matula). The Section 1983 claims
based on violations of federally protected rights were allowed to proceed. However, the
1583 Constitutional claims were dismissed because the parents failed to assert sufficient
factual allegations to support these claims. The court also dismissed the false
imprisonment claims because the school district was a governmental entity that was
immune {rom such tort actions.

67.  R.B.v. Bd. of Education of the City of New York, 32 IDELR 226 (S.D.N.Y.
2000); For the parent.

The IEP team for a student with a behavior disability recommended that the
student be place in private schoc! and the parents agreed. However, despite the 1EP the
school district made no attempt to locate a private school that would accept the student
After the next school began, the school district developed an interim education plan but
subsequently failed to implement this plan as well. The parent initiated a due process
hearing seeking an order 1o force the school district to implement the private placement.
A hearing officer ruled in the parents’ favor but the school district failed to comply. The
parents filed this action in federal court seeking a private school placement and money
damages. The federal court held that, based on the U.S. Supreme Court’s decision in
Franklin v. Gwinett-County Pub. Schs., "nothing in the IDEA precludes a claim for
money damages under Section 1983 and that, in fact, the IDEA expressly contemplates
such claims" In addition, the court held that the parent’s claims based on violations of
the ADA and Section 504 sufficiently alleged bad faith and gross misjudgment to survive
a motion to dismiss.

68. Scott C. V. Bethlehem Area Sch, Dist., 33 IDELR 93 (E.D. Pa. 2000); For the
parents, in part.

vy

991
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The parents of a fourteen-year-old boy with an emotional disturbance and
learning disabilities sued the school district and six employees, including all of the
members of the student’s IEP team, alleging that the district’s placement of the boy in
partial hospitalization program was inappropriate. The parents alleged violations of the
IDEA, ADA, and Section 1983, A hearing officer ruled in favor of the parents and
ordered the school district to provide home schooling to the student. However, an
appeals panel reversed and upheld the district’s proposal to return the student to the
partial hospitalization program. On appeal, the federal court dismissed the claims against
the individual administrators and teachers but allowed the claims against the school
district to continue.

69, O’Havre v, Board of Education for Jefferson Countv Sch. Dist., 33 IDELR 94
(D. Colo. 2000); For the parents, in part.

The parent of fraternal twin boys with disabilities alleged that the schootl district
violated the IDEA. Section 304, Section 1983, and state tort law. The complaint alleged
that the school district improperly disciplined the students and that administrators were
“overzealous” in their scrutiny of the boys. Here, the court considered the school
district’s motion to dismiss. The court dismissed all claims except the assault and battery
claims and allegations of discrimination pursuant to Section 504,

70.  Weixel v. Board of Education of the City of New York, 33 IDELR 31 (8.D.
N.Y. 2000); For the school distriet.

Rose suffers from chronic fatigue syndrome. Her mother initiated a lawsuit
seeking $5 million in damages against the school district. The complaint alleged that the
school district discriminated against Rose on the basis of her disability by refusing to
place her in certain classes, and by refusing to promote her to the eighth grade. The
federal court granted the school district’s motion to dismiss all claims because the parent
failed to allege facts to establish that she was eligible for special education and related
services under the IDEA, and failed to allege facts to establish that her medical condition
substantially limited her ability to learn.

VL.  SECTION 504 OF THE REHABILITATION ACT OF 1973

71, Shirey v. City of Alexandria Sch. Bd., 33 IDELR 60 (4™ Cir. 2000); For the
school district.

The parent of a student with dwartism filed an OCR complaint alleging that the
school district had failed to develop an appropriate emergency preparedness plan after her
child was not evacuated during a bomb threat and an unplanned fire drill, The parents and
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the school district entered into an agreement to resolve the complaint. Pursuant to the
terms of this agreement, the student’s parent agreed to drop the pending OCR complaint
in exchange for the board’s agreement to adopt a new emergency preparedness plan.
Pursuant to the evacuation plan, the student, and other disabled students, would be sent 10
a designated “safe” room in the school where a responsible adult and an alternative relief
person would be assigned, and a special flag and cell phone would be placed to facilitate
communication with the school and emergency officials. If actual evacuation were
necessary, emergency personnel would rescue children directly from the safe room

After this agreement was entered, there was a false fire alarm at school. The
student was sent to the safe room according to the new evacuation procedures, but was
left alone for approximately 2 minutes when the designated persennel assigned to the
room received permission 1o leave for personal reasons, and while her relief person was
en route to the safe room. The parent filed suit in federal district court, claiming the
school district’s actions violated Section 504 and the ADA. The parent appealed after
summary judgment was granted in favor of the school board,

The 4™ Circuit affirmed the award of summary judgment in favor of the school
board, but for different reasons than the district court. Contrary to what the district court
ruted, parents’ prior OCR agreement did not constitute a waiver of any rights or claims
they possessed under federal discrimination laws. Nonetheless, the school board’s
actions did not exclude the student from safe evacuation procedures during an
emergency. As to the false fire alarm incident, it was clear that the school board
developed and implemented a revised evacuation plan to safely evacuate children. The
court noted that while it was sympathetic to the child’s distress during the confusion of a
fire alarm, they could not agree that “imperfect execution of an otherwise reasonable
evacuation plan” constituted disability discrimination. The court noted that miner errors
in carrying out an evacuation plan were not a sufficient basis for discrimination. No was
there any discrimination which oceurred in relation to the earlier bomb scare. The court
determined that the disability discrimination with respect to this incident was addressed
through the previous OCR action and no additional relief was due.

72, Doe v. Eagle-Union Community Sch, Corp., 32 IDELR 117 (S8.D. Ind. 2000);
For the school district.

A 1 7-year-old student in his junior vear who had been diagnosed with clinical
depressien was detérmined to be disabled and in need of services pursuant to Section
504 A plan was developed that included twelve intervention strategies. When the
student received some “incompletes” in his courses, the high school counselor sent a note
to the student’s mother offering another Section 504 conference to explore the possibility
of homebound instruction for the student. The Section 504 conference was never held.
Subsequently, the student tried out for the basketball team but was not chosen for either
the varsity or junior varsity teams. The parent brought claims against the school district
under the IDEA, ADA, Section 504 and Section 1983, Specifically, they alleged that the
district threatened the parents by suggesting homebound instruction as a possible
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alternative for the student and alleged that he was excluded from the high school
basketball team on the basis of his disability. A hearing officer and, subsequently, a
review officer ruled in favor of the schooi district. The parent appealed to federal court

The court dismissed all claims against the school district. From from being a
threat, the letter written to the parent by the guidance counselor was intended to alert the
student and his parents to the school’s continuing concern for the student’s welfare and
progress and to propose an additional option to bring academic and other aspects of
educational success to the student. Additionally, the coach’s decision not to put the
student on the basketball team was not based on the student’s disability Moreover, prior
Seventh Circuit precedent (Knapp v. Northwestern University) had previously refused to
define athletics as a major life activity,

73. Rick C, v. Lodi Sch. Dist., 32 IDELR 232 (W.D. Wis. 2600): For the school
district, in part.

The parents of an eighth grader with an emotional disability alleged that the
school district had failed to properly identify her son as learning disabled and failed 1o
ensure that her son was in a safe environment. The parent alleged that her son was
harassed by other students who called him names like “retard, reject, and stupid,” taunted
him by saying that he had sex with his mother, and placed a vulgar drawing in his book
bag. The parent appealed from an adverse decision of a hearing officer and alleged
violations of the IDEA, Section 504, and Title IX. The federal court dismissed the IDEA
and Title IX claims, but allowed the Section 504 ¢laims to continue.

74. Doe v. Woodford County Bd. of Educ., 32 IDELR 174 (6™ Cir. 2000); For the
school district.

A high school student was temporarily suspended from playing baskethail while
the school district obtained medical information regarding his hemophilia and hepatitis B
and the potential risks to other players on the team. The suspension lasied three weeks
and the student was then cleared to play basketball. However, the suspension caused the
student to become depressed to the point that he decided not to play for the team. The
parent sought money damages and alleged violations of the ADA, Section 504, FERPA,
and Section 1983, contending that the school district’s temporary suspension of the
student constituted illegal discrimination. The federal trial court dismissed all of the
parent’s claims. On appeal, the Sixth Circuit affirmed this dismissal. Under the
circumstances, the school district’s actions were justified and reasonable to balance the
student’s rights against the potential danger of exposing another student to disease. There
were no facts upon which to base a FERPA complaint. The only communication
regarding the student’s health condition was shared by the coach, the principal, and the
student.
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75, Paul v, Henrico County Pub. Schs., 32 IDELR 173 {E.D. Va. 2000); For the
school district.

A fourteen-year-old boy with ADD and dyslexia was placed in a private school by
recommendation of his TEP team and his parents’ agreement. By transferring to a private
school, the boy became ineligible to play as a member of the public school's baseball
team. The parents alleged that the school district had discriminated against their son on
the basis of his disability and sought a preliminary injunction requiring the schoot district
to allow their son to play on the baseball team.

The court denied the parents” request for injunctive relief. The student did not
have standing to pursue the 504 claims because he was no longer enrolled in a public
school and, therefore, was not “otherwise qualified” under Section 504 to participate on
the team. The reason for the student’s rermoval from the team was his transfer to a private
school, not his disability status. It would have been a “fundamental alternation” of the
athletics program to allow a private school student to play on the school’s team.

76.  Weber v. Cranston Seh. Comm., 32 IDELR 141 (1™ Cir. 2000); For the school
district.

The mother of two students with disabilities filed a lawsuit alleging that the
school district retaliated against her in violation of Section 504 and Section 1983, The
parent alleged that the school district convened [EP meetings without providing her an
opportunity to participate, denied her access to her children’s educational records,
adopted a defensive plan to intimidate her, and improperly threatened to report her to the
state’s social services agency. The federal court dismissed the claims and the parent
appealed. The First Circuit affirmed the dismissal because the parent had failed to
exhaust her administrative remedies pursuant to the IDEA prior to filing a federal lawsuit.

VIL. MISCELLANEOUS

77. Falvo v. Owasso Indep. Sch. Dist. 1-011, 33 IDELR 152 (10'h Cir. 2000).

A teacher’s practice of allowing students in her classroom to grade each others’
tests and other papers and to call out their own grades violated the Family Education
Rights and Privacy Act.
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BUILDING A BLUEPRINT FOR APPROPRIATE

AND DEFENSIBLE AUTISM PROGRAMS

Copyright 2000: Melinda Baird, Esq.

The Law Office of Melinda Baird
300 Montvue Road, Suite D
Knoxville, Tennessee 37919-5510
{865) 539-9964 (telephone)
{865) 539-9917 (facsimile)

I have worked in the field of special education taw for fifteen years as a Director
of Program Compliance for the Tennessee Department of Education, Associate Publisher
for LRP Publications, and in the private practice of faw. In that time, I have worked with
hundreds of focal school districts and met hundreds of parents of students with
disabilities. Never have I encountered a more volatile special education law issue than
autism or more zealous advocates than parents of children with autism. The purpose of
my part of these workshops is to analyze the case law on autism for factual and legal
patterns and distill those strategies that win - and lose - these lawsuits.

L Why Is This Topic "Hot?

A

Activity/Expense of Litigation - Autism is the fastest growing area
of litigation in special education and the most expensive type of
case for a school district to defend. To properly defend an autism
suit, school districts usually must hire expensive outside experts to
counter the claims of parents' experts.

Judicial Unfamiliarity with the Disability - Judges typically are
unfamiliar with the diagnosis, etiology and characteristics of
autism, Autism is generally viewed as mysterious and

therefore subject to the testimony of experts produced by parents
and school districts,

National Publicity - Just cruise the Internet and search under
"LOVAAS" or "autism” to locate thousands of sites devoted to this
topic! Here are a few selected samples of the information being

shared:

A 1996 article available on the Internet describes a program in
Alaska utilizing a modified form of LOVAAS instruction. The
article states, "Like smallpox, autism may soon become an
affliction of the past.” In fact, the program director claims,
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‘Functionally, I think we can get 100% of the kids free of autism
Many will grow up to be on the nerdy side -- they won't be social
butterflies -- but they'll be normal "

(www cridder.convmorgue/press/news/autism html)

.. A family from Great Britain posted an article touting the
benefits of LOVAAS instruction that states, "If a child is
diagnosed as being autistic in America, medical insurance

companies pay for LOVAAS treatment as a matter of course
{www/jaymuggs demon.co. uk/james htm)

... "Allergy Induced Autism” promotes dietary changes and
restrictions as a scientific method of treating autism.
(www kessick demon.co.uk/aia.htm)

... Perhaps the most recent “cure” for autism being advertised is the
use of secretin. (www.autism.com/ari secretin2.2tml)

... The Founders and Directors of "The Option Institute” claim to be
able to reverse autism through the application of a program based
on a "nonjudgmental and accepting attitude.” (www.son-
rise.org/history html)

...A physician is claiming that autism is a biological disorder of the
brain caused by the mother's exposure to toxic chemicals during
pregnancy and can be successfully treated by a complex process of
biodetoxification. (www.ephca.com/news9811 htm)

Parent Networking - the list of parent-provided informational
sites on the Internet is voluminous. Just search under "autism" of
"LOVAAS" to locate hundreds of sites.

Lack of Local Program Development - many school districts
assume that their "one size fits all" preschool program will
withstand 4 parental challenge and request for in-home
programming and other related services,

Higher Incidence of Autism - Autism recently has been declared a
“national health emergency” by the Centers for Disease Control.
The incidence of diagnosed cases of autism is increasingly on the
rise throughout all parts of the world.

L
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G Burgeoning Pool of "Experts" - a growing number of "experts" is
developing in this field, representing both parents and school
districts. Representation of both schools and parents in autism
litigation has become a lucrative business,

I Pros and Cons of Litigating Autism Cases
(from the schools' viewpoint)

Cons:

L Expense of Fighting

2. Relative Low Cost of Paying for In-Home Instruction (for one
child)

3. Negative Relationship with Parents

4 Expense of Setting Up a Defensible Program

Pros:

i Precedent {parents waiting i the wings)

2, Long-Term Benefits of Developing a Sound Program
3. The LRE Factor/Duty to the Child

4. Can lead to Residential Placement

IiL. Case Law on Autism’

A recent LRPnet/AOL on-line search of "autism" yielded 127
decisions. Of these, 34 were from state or federal court with the
remainder from the administrative levels. Following is a buef synopsis of
those decisions rendered within the past :hree years.

L. Mr. X. v. New York State Education Department, 26 IDELR 854
{SD.NY. 1997). The school district proposed an IEP for a three-year-old child
with autism that offered placement in a center-based program for five hours per
day, five days per week. In addition, the LEA would provide a one-to-one
assistant who would provide 25 hours per week of Applied Behavior
Analysis/discrete trial therapy and individual and group speech/language therapy.
The parents rejected the [EP and requested funding for a 40-hour per week in-
home LOVAAS program. A hearing officer and review officer held in favor of
the LEA's proposed IEP. The parents filed an appeal and joined as defendants
the state department of education and the local board of education.

! Portions of the case summaries were reprinted from the IDELR with the permission of LRP Publications.

(o8]
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The Court refused to dismiss the state department of education, tinding
that it was proper party to the suit because the SEA is responsible for the review
officer’s decision. The Court found that the proposed 1EP was inappropriate
because it was not reasonably calculated to provide educational benefit to the
child and failed to incorporate the recommendations of several experts. In
addition, the Center did not employ an aide who was qualified to provide ABA
instruction.

2. Spring-Ford Area Sch, Dist., 27 [DELR 1083 (SEA PA 1997). The
parents of a sixteen-year-old student with pervasive developmental disorder
contested the appropriateness of the school district's proposed 1EP and
assessment, After z due process hearing, the school district was ordered to
provide fifteen weeks of compensatory education to the student and appoint a case
manager to monitor the implementation of the IEP. Both parties appealed. On
appeal, the review panel determined that the student was entitled to one year of
compensatory education. The school district failed to respond when the student's
academic progress and behavior deteriorated during the school year. However,
the review panel reversed the hearing officer's order requiring the school district
to appoint & monitor to oversee the implementation of the student's IEP, finding
no statutory authority for this remedy.

3. Board of Education of the City Sch. Dist. of the City of New York, 27
IDELR 1000 (SEANY 1998). The school district violated a 12-vear-old autistic
student's rights when it failed to develop a behavior modification plan 1o be
included in the student's IEP.

4. Mr, and Mrs "B" v, Board of Education of the Syosset Sch, Dist., 27
IDELR 685 {E.DNY. 1998). The parents of a five-vear-old child with an autistic
disorder alleged that the State Department of Education’s guidelines established a
policy against providing home-based instruction for children with autism. The
court granted the school district's motion to dismiss because the parents' claims
were unsupported by the evidence.

5. Hartmann v. Loudon County Board of Education, 118 F.3d 996 (4th Cir,
1997). The Fourth Circuit reversed a trial court's decision requiring placement of
an eleven-year-old student with autism in a regular classroom setting

6. Flour Bluff Indep. Sch. Dist., 25 IDELR 1121 (SEA TX 1997). The
school district proposed a preschool program offering three hours per day for a
child with autism. The LEA program focused on communication skiils, cognitive
development skills, motor development skills, fine arts skills, and
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soctal/emotional development skills in addition to providing a behavior
management plan, transportation, O. T, family therapy, speech therapy, and ESY
The parents did not object to the [EP, but wanted the school district to provide a
1:1 aide for their child and funding for a home-based LOVAAS program as a
supplement to the school program.

The hearing officer upheld the school's proposed program because it
offered opportunities for socialization with nondisabled peers, generalization of
skills and participation in typical childhood activities that was not possible in a
home-based setting. However, the LEA was ordered to provide reimbursement
for the LOVAAS over the summer during which it failed to provide ESY services.

7. CM v, Board of Public Education of Henderson County, 29 IDELR 866
(W.DN.C. 1999). The parents of a seven-year-old child with autism moved to
North Carolina due to their interest in the TEACCH program. However, they
removed their autistic child from the TEACCH class after reading Catherine
Maurice's book, "Let Me Hear Your Voice” and began in-home LOVAAS
instruction. A hearing officer concluded that the parents’ choice of LOVAAS
methodology could rot be forced upon the school so long as the LEA's program
was appropriate. The parents appealed the administrative decision and alleged
violations of Section 504, the ADA, Section 1983, and the 14th Amendment. On
appeal, the federal district court affirmed the hearing officer's decision and
dismissed the complaint with prejudice.

8. Ceniral Berkshire Public Schools, 23 IDELR 916 (SEA MA 1997). The
parents of a ten-year-old student with autism requested a due process hearing to
challenge the school district's refusal to provide an autism consultant during the
student's transition from elementary to nuddle school. The hearing officer ruled
in favor of the district, finding that the student had not evidenced any serious
behavior problems in the home or at school over the past vear, and that there was
no evidence that the school staff would be urprepared to respond to future
behavior problems,

9. Gonzalez v. Puerto Rico Dept, of Education, 26 IDELR 985 (D.P.R.
1997). Pending the development of a final [EP for a 14-year-old student with
autism, the court held that the "stay put” placement was the out-of-state
residential school the student was currently attending.

10. Inre; G, 27 IDELR 451 {DOD 1997). A hearing officer ruled that the
Dept. of Defense. Dependent Elementary and Secondary Schools (DDDESS)
denied a five-year-old student with autism a FAPE, The evidence showed that the
student made little educational progress and actually regressed while attending

[
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DDESS programs. Nevertheless, the DDESS continued to propose similar
programs for several years. The parents successfully sought reimbursement for a
home-based LOVAAS program for three years.

1. Liberty L.ocal School District, 27 IDELR 806 (SEA OH 1998) A hearing
officer awarded one-and-a-half years of compensatory education services to an
18-year-old student with autism.

12. Azle Indep. Sch. District, 26 IDELR 931 (SEA TX 1997). A hearing
officer awarded reimbursement for the costs of a home-based LOVAAS program
and compensatory speechvlanguage therapy to a four-vear-old student with
autism. The hearing officer found that the school district did not provide all of the
required speech/language therapy sessions provided in the child's IEP or adequate
1:1 instruction. The child made little progress in the school program, yet had
demonstrate significant progress in the LOVAAS program

13 Burilovich v_Bd, of Education of Lincoln Consol. Schs., 28 IDELR 277
(E.D. Mich. 1998). A seven-year-old autistic child's parents objected to the
school district's proposed IEP and sought reimbursement for a forty-hour per
week LOVAAS in-home program. A due process hearing officer ruled in favor of
the parents, but a review officer reversed in favor of the school district. The
review officer held that the LOVAAS program is a significantly more restrictive
environment than the school's proposed program, provides minimal contact with
peers, does not provide communication training, and fais to provide needed
related services of speech, language, and Q. T. The parents appealed to federal
court, and the court affirmed the administrative decision. The Court held: (1) the
LOVAAS package is not individually tailored to meet the unique needs of the
child; (2) the school district's proposal is the only one that will place the child ina
group setting where he can interact wit non-disabled children; and (3) the least
restrictive environment does apply to a child with autism.

14 Lexington County Sch. Dist. One, 27 IDELR 1182 (SEA SC 1998). A
hearing officer upheld the school district's proposed IEP for a three-year-old child
with autism. The district program was taught by a teacher trained in ABA therapy
and the child was to receive 1.1 ABA instruction for a minimum of ten hours per
week. In addition; the child would have opportunities for mainstreaming with
nondisabled children. The hearing officer denied the parents' request for funding
for an in-home ABA program.

15. Board of Education of the Manistee Area Schs., 27 IDELR 425 (SEA MI
1997). A school district was not required to provide a full-time paraprofessional
1o assist an eight-vear-old student with autism who was unilaterally enrolled in a
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parochial school. Under IDEA 97. school districts are only required to spend a
"proportionate share” of federal Part B funds in providing special education and
related services to voluntarily enrolled private school students, The cost of
providing an atde would exceed the school's proportionate share of federal
funding.

16 Tobi K. v. Independent Sch, Dist. No 196, 27 IDELR 482 (D. Minn,
1998). A school district compiied with the procedural requirements of the IDEA
with regard to the education of a six-year-old child with autism. The child's
parent fully participated in the IEP process and in all decisions regarding the
child In addition, the district’s proposed IEP offered the child the ability to make
educational progress and provided mainstreaming opportunities viz a reverse
integration program with regular kindergarten students,

17. San Diego Unified Sch. Dist., 28 IDELR 244 (SEA CA 1998). The school
district was ordered to fund twelve hours of behavior intervention therapy for a
student with autism and provide reimbursement for costs associated with
transporting the student to a private psychologist for the therapy

18 Jefferson Parish Sch. Board v. Picard, 27 IDELR 824 (E.D. La. 1998).
The parents of a seventeen-year-old student with autism alleged that their son's
placement in a self-contained life skills classroom was inappropriate and violated
the LRE requirements of the IDEA. The parents also objected to the student's
removal from school for two separate days foflowing incidents of hitting several
individuals. A hearing panel awarded four months of compensatory education
due to the district's failure to provide an adequate amount of mainstreaming
opportunities. On appeal, a federal district court ruled that the student's
placement in the life skills classroom was appropriate and in compliance with the
LRE requirements, and provided adequate mainstreaming opportunities  Also, the
court held that one of the two days of removal denied the student a FAPE because
he was not a danger to himself or others at the time of the removal. However, the
second day of removal was appropriate {after the student gave one of the
classroom aides a black eye) because the student was a clearly a dangerous at the
time of this incident. The court awarded one day of compensatory education for
the single day of inappropriate removal.

19. Taunton Pub. Schools, 27 IDELR 108 (SEA MA 1997). The IEP
developed for a three-year-old child with autism/pervasive developmental
disorder was inappropriate because it was procedurally and substantively flawed.
The district failed to evaluate the child, refused to cons:ider valid and timely
evaluations submitted by the parents, and ignored the recommendations of
individuals who worked with and evaluated the child. The hearing officer
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concluded that the child required in-home ABA instruction in order to benefit
from his education, especially in view of the evidence submitted by the parents
that the child had made significant advances in the program.

20.  Board of Education of the Roslyn Union Free Sch. District, 27 IDELR
1113 {SEA NY 1998). A ten-year-old boy with autism did not required an after-
school program in order to receive FAPE because he was making progress in his
school program.

21 Redlands Unified School District, 28 IDELR 1256 (SEA CA 1998). The
parents of a three-year-old child with autism requested funding for an in-home,
discrete trial training program. The school district offered placement in a
preschool autism classroom with ten hours per week of in-home behavioral
intervention services. The school district's program utilized an eclectic
methodology that included, but was not limited to, discrete trial training. A
hearing officer concluded that the school district’s program did not offer the
student FAPE because it did not provide speech/language therapy; failed to
provide 1:1 instruction; did not provide adequate parental involvement; and the
program had no openings at the time the district proposed it. The hearing officer
ordered the school district to fund the in-home program, finding that it
appropriately addressed the student's individual needs and was designed to
provide educational benefit. The hearing officer also awarded reimbursement for
the costs of private speech/language therapy obtained by the parents.

22. Board of Educatinn of the Middle Country Central Sch. District, 28
IDELR 75 (SEA NY 1998). A review officer reversed a decision awarding the
parents of a fiffeen-year-old student with pervasive developmental disorder
reimbursement for the costs of private math tutoring. The student was making
passing grades in math and there was no evidence that she needed any additional
instruction in that subject.

23 Sch. Board of Martin County v. A S., 29 IDELR 964 (Fla. Dist.Ct. App.
1999). A due process hearing was convened to determine the appropriate Jocation
of services for a child with autism. The parties agreed that the child needed 15
hours per week of discrete trial training ("DTT") on either a 1:1 or 2:1 setting, but
disagreed as to the location of these services. The parents wanted the DTT to take
place in their home, and the school district offered the DTT in.a school-based
program. At the hearing, the administrative law judge determined that 15 hours
per week of DTT in either a 1:1 or 2:1 setting was appropriate. The issues were
limited to a determination of the location of the program and a clarification of
whether the services would be provided ina 1:1 or 2:1 setting. At the conclusion
of the hearing, the ALJ ordered the school district to provide 1:1 speech therapy
for | hour per day and awarded reimbursement for an independent educational
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evaluation. [n addition, the ALJT determined that the parents were "prevailing
parties” for purposes of attorneys' fees. The school district appealed and the state
court reversed and vacated the ALJ's order. The court held that the ALJ exceeded
the scope of his authority by ordering services that were not requested by the
parents (speech therapy) and erroneously finding that the parents were "prevailing
parties.”

24, Renner v. Board of Education of the Pub. Schs. Of the City of Ann Arbor.
30 IDELR 885 (6th Cir. 1999). The parents of a preschooler with autism disputed
the amount of discrete trial training (DTT) offered by the school district. The
district offered placement in a preschool program for 3 hours/day, four days/week
and speech therapy. The parents rejected this proposal and began a LOVAAS
program for 35 hours per week. In response, the district offered to place the
student in a new program pursuant to a one-month trial period for four hours a
day, five days weekly, which also incorporated some DTT direction into each
schoot day. The parents initially agreed to this proposal, but eventually rejected it
based on their contention that the child was not receiving adequate amounts of
discrete trial training. The parent requested a due process hearing, withdrew the
child from school and increased the home-based DTT program. A level one
hearing officer found the TEP to be flawed, and ordered one-on-one DTT sessions
over an extended school vear along with substantial reimbursement for the home
program. A level II hearing officer reversed, upholding the integrity of the
district's [EP as adequate and valid. The parents appealed to district court,
asserting claims under the IDEA, Section 504, the ADA, Section 1983, state
special education law, and state disability law. The district court granted summary
judgment in favor of the district, and the parents appealed again,

The circuit court found the level [ hearing officer's determinations with
regard to the student’s IEP to be incorrect. Contrary to his findings, the student's
IEP team members did not lack the background, experience or training to assess
the student's needs because they lacked experience with autism and DTT The
court agreed with the findings of the magistrate judge who ruled that the student's
IEP team was properly constituted with appropriately qualified personnel to
formulate an educational program for the child. Thus, the [EP team was on firm
ground when it chose to incorporate only part of the DTT program and did not
need to have any additional experts in autism or DTT to validate their status.
Thus, there was no error in the judge's conclusion that the student’s unique needs
were met in the IEP offered by the district and the level I hearing officer
reached an improper determination giving "undue emphasis" to the opinion
of a leading proponent of the technique, who was alse the parent's expert
Further, the IEP team's failure to consult with the parent's expert in and of itself
did not create a ceficiency in the student's IEP. Nor did the IEP tearm’s failure to
prescribe the number of hours of DTT called for by this expert amount to an [EP
violation. Having concluded that the district's actions satisfied federal special
education standards, the court evaluated the student's state special education law
claims and held that they must fail as well, even given Michigan's recognition of a
maximizing standard which enhanced federal requirements. The application of
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the state standard was left up to the reasonable discretion of state officials
and did not require the best education without consideration of fiscal or
geographic constraints, and given the findings with respect to the compliance
with federal law, the court concluded that the district’s educational plan for
the student also satisfied the higher standards imposed under state law.
Accordingly, the circuit court affirmed the decision below

25. T.H. v. Board of Education of Palatine Community Consol, Sch. Dist., 30
IDELR 764 (N.D. Ill. 1999). The parents of a five-year-old child with autism
cbjected to the district's proposed placement and IEP. The parents requested
funding for a 35 hour per week in-home program (LOVAAS). The school district
proposed placing the child in a cross-categorical preschool classroom for 2 14
hours per day, four days per week. This placement would include 90 min. per
week of speech therapy, 60 min. per week of social work, and 60 min per week
of occupational therapy. The school district lost at the administrative level and on
appeal to federal court. The district lost mainly due to its failure to develop a
transition plan that would include ABA/discrete trial training; failure to provide
an aide to help the child transition to the preschool program; and failure to
develop a program that was individualized for this child. In addition, the parents
provided testimony from 3-6 expert witnesses from several major universities
while the school district’s witnesses were the preschool coordinator and special
education staff.

26.  New Prairie United Sch. Corp., 30 IDELR 346 (SEA Ind. 1999). A
hearing officer upheld the [EP for a 16-year-old student with autism/Asperger's
disorder who was placed at district expense in an out-of-state, residential school
The hearing officer found that the district did not commit any procedural
violations, that twice monthly family therapy was required for the student to
receive 2 FAPE, that the district was obligated to fund either 12 visits to the
school by the parents per year, or 12 visits home by the student in lieu of parent
visits, and that the parents were not entitled to reimbursement for the costs of
certain phone calls they made. The parents appealed to the state board of special
education appeals.

The appeals board granted the district's motion to strike or dismiss the
audio-tape of the pre-hearing conference because the parents secretly recorded the
meeting without informing the district. The appeals board found that twice
monthly family therapy was necessary, with one session by telephone and one
with at least one parent present at public expense or, in the alternative, the district
could fund the child's home visit. Expenses other than airfare relating to the
student's presence at the due process proceedings were not reimburseable, nor
were the parents' personal phone calls.

10
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27 Williams Bay Sch. Dist., 29 IDELR 1141 (SEA W] 1999). The school
district placed a 13-year-old student with autism in a special school for students
with disabilities where he received consultative occupational therapy, individual
speech therapy for 60 minutes per week, group speech therapy for 40 minutes a
week, and private occupational and speech therapy. The parents requested a due
process hearing, claiming the student's current placement was not the LRE,
challenging the amount of related services, and seeking compensatory education
to make up for the lack of an extended year program,

The ALJ found that the district failed to consider whether the student
could be appropriately educated in a less restrictive environment. The student was
never placed in regular education, with or without supplemental supports and
services. One of the witnesses stated that with a 1.1 aide, the student was capable
of attending and benefiting from regular education classes. The studert's current
placement provided no opportunities for mainstreaming, and he functioned on a
higher level than many of his classmates. Based on these findings, the district was
ordered to place the student within the district, and assign a full-time 1.1 aide to
him. Second, the ALJ found that the student required instruction in functional
speech, which was not incorporated into his IEP. The district was directed to
amend the student's IEP to reflect this need, and provide another hour of weekly
speech therapy. Next, the ALT found the student required individual occupational
therapy in order to receive @ FAPE. The student had deficits in various areas that
would best be addressed through individual occupational therapy.  The district
was directed to complete the assistive technology evaluation it started and to
develop an assistive technology plan tor the student. Lastly, the ALJ determined
there was no evidence the student required extended vear services, as he did not
substantially regress over the summer months. Accordingly, the student was not
entitled to compensatory education.

28.  Houston Ind. Sch. Dist, 30 IDELR 321 (SEA TX 1999). The parents of an
11-year-old student with autism requested a due process hearing, challenging the
district's proposal to place their child in a behavior adjustment class at a district
elementary school. The district's placement offered social skills instruction,
behavioral training, parent training, and extended year services. The parents
objected to the proposed placement and sought funding fer private school
placement.

The hearing officer upheld the district's proposed placement, finding that
the district had attempted to place the student in regular education without success
before proposing the behavior adjustment class. The student's individual
educational needs could not be met in a regular education setting, as he needed a
small, structured class taught by a special education teacher. The proposed class
offered the student a chance to make progress, with the eventual geal being a
return to regular education once his behavior and social skills allowed. The

11
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proposed IEP also included the related services of counseling, parent training and
transportation.

29. Richmond Community Sch. Corp. 30 TDELR 208 (SEA Ind. 1999). A
hearing officer found that the proposed district IEP for a 3-year-old student with
autism offered the student a FAPE in the LRE and denied the parents' request for
reimbursement of the costs of an in-home ABA program. An appeals board
upheld the hearing officer's decision, finding the proposed district program
offered the student a FAPE in the LRE because it was caleulated to provide the
student with educational benefit. Since the district offered the student a FAPE, the
district was not obligated to reimburse the pareats for the costs of the in-home
ABA program. The board rejected the parents' claim that the IEP team did not
include an individual with expertise in autism, noting that the state did not provide
a separate certification for autism. The individuals on the student's [EP team were
knowledgeable about autism, and had received appropriate training.

30 Special Sch. Dist, #1, 30 IDELR 419 (SEA MN 1999). A 7-year-old
student with autism had participated in a home-based discrete trial training
program for three years at public expense. The district proposed changing the
student's placement to the district's classroom based autism program. Under the
proposed placement, the student would receive at least 10 hours of DTT, 1:1
assistance, a modified curriculum, extended school day services, transportation,
speech/language services and adaptive physical education. The district also
developed a transition program. The parents objected to the change, preferring the
district fund 84 hours per week of in-home DTT.

The hearing officer rejected the parents' assertion that district personnel were not
trained to work with the student, finding the proposed teacher was qualified to
teach autistic children, and had experience in DTT. Turning to the proposed IEP,
the hearing officer concluded it was appropriate with two modifications. The
program as a whole was calculated to provide the student with a FAPE, but the
transition plan was deficient. The transition plan covered tco short a time period,
and lacked sufficient contact between the student and the teacher prior to the
placement change. The other deficiency in the proposed district program was the
number of hours of DTT. The district offered 10 hours a week, which the hearing
officer found insufficient, ordering 20 hours instead. The program preferred by
the parents, 34 hours of DTT per week was not appropriate according to the
hearing officer, as it failed to address the student's needs.

31, Frederick County Schools, 29 IDELR 1012 (SEA MD 1999). A school
district proposed placing a 3-year-old student with autism in a district program for
students with autism. The program was child-centered, employed assorted
educational methodologies, utilized augmentative communication, offered
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opportunities for mainstreaming, and included a home component. The parents
wanted the student placed, at district expense, in a private, in-home early
intervention program that utilized the discrete trial training methodology. First,
the administrative law judge determined any procedural violations the district
committed did not deny the student a FAPE. Although one of the notices the
parents received regarding an ARD meeting did not fully comply with the notice
requirements, the error was harmless. The district's rejection of the placement
preferred by the parents without calling for a county ARD meeting was not in
error. There was no evidence the district placement was determined prior to the
development of the IEP. The parents fully participated in the placement process,
even when their advocate left an ARD meeting early. Second, the ALJ determined
the district evaluations were appropriate except for the portion dealing with
occupational therapy. The district evaluation concluded indirect occupational
therapy was called for, while an outside evaluation indicated the student required
individual, small group and classroom-based occupational therapy Because the
proposed [EP only offered the student consuitative occupational therapy twice a
year, and she required additional services, the portion of the IEP addressing
occupational therapy denied the student a FAPE. The district was ordered to
amend the student’s IEP to include daily occupational therapy, in individual and
smail group sessions. Turning to the proposed placement, the ALJ concluded the
district program offered the student a FAPE. The district program utilized various
methodologies, and addressed all of the student's individual educational needs.
Since the district program offered the student a FAPE, the choice of
methodologies was left to the district. The district program was also the LRE, as it
offered opportunities for interaction with regular education students. The student's
[EP could be fully implemented in the district program. The parents' assertion that
the district staffers were not qualified was rejected by the ALJ, in light of the fact
that all staffers had experience working with students with autism. Accordingly,
the district program offered the student a FAPE in the LRE, and the district was
not obligated to place the student in the program requested by the parents.

v, Special Considerations in Litigation

A The new "stay put" regulation (34 CFR § 300.514(c))

The new IDEA regulations provide that a hearing officer's ruling in favor
of the parents of a child with disabilities creates a new "stay put" placement
during pendency of further litigation. The provision has significant implications
for parents of children with autism and their school districts.
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B. Educational methodology arguments

Board of Education of the Hendrick Hudson Central Sch. District v. Rowley, 458
U.S. 176 (1982). The Act does not require schools to "maximize the potential of
[students with disabilities] commensurate with the opportunity provided to
[nondisabled] children.” The Court cautioned that courts lack the "specialized
knowledge and experience" necessary to resolve "persistent and difficult
questions of educational policy..." Thus, once a court determines that the
requirements of the Act have been met. questions of methodology are for
resolution by the states.

Lachman v, [llinois State Board of Educ., 853 ¥.2d 290 (7th Cir. 1988). "Rowley
leaves no doubt that parents, no matter how well motivated, do not have a right
under the Act to compel a school district to provide a specific program or employ
a specific methodology in providing for the education of a disabled child.”

YL Recommendations

A Retain experts in autism for litigation

B. Train LEA staff in autism generally.

C Retain experts in program development,

D. Focus on including the essential components of a program for

autistic children:

1. Longitudinal

2. Age-appropriate

3. Community-based

4. Functional

E. Strive to use an eclectic approach based on the needs of the

individual child

L. TEACCH

2. ABA/DTT

3. Systematic teaching

4. Extensive speech/language therapy

5. Behavior management techniques/functional behavior
assessment

6. Parent training (including in-home visits)

7. Opportunities for integration/socialization
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8. Emphasis on generalization of skills
9. Communication system (PECS, for example)

Obtain and consider all records in the possession of the parents
(logs, tapes, data sheets, drill sheets).

Discuss/consider any evaluations provided by the parents.

Staff and teacher training is critical
(esp. for pre-K and Kindergarten teachers)

Consider need for full day or ESY services
Train Kindergarten and Pre-K teachers to advise central office staff

of children suspected of having or known to have
autism/PDD/Asberger's Syndrome.
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Mr. BURTON. Mr. Mayerson.

Mr. MAYERSON. Yes. My name is Gary Mayerson, and I want to
be sure we don’t miss, Mr. Chairman and members of the commit-
tee, to thank you for giving me the opportunity to speak, and I will
try to confine my comments to the 5 minutes, if I can.

Mr. BURTON. Sure.

Mr. MAYERSON. Initially, just by way of background, I was for
many years a commercial trial lawyer, almost 17 years, and I left
the practice of commercial trial in order to become a—basically to
launch my own firm concentrating in educational rights for chil-
dren with autistic spectrum disorders, principally an IDEA-type
litigation, and I did it because of what was going on around the
country of children being denied those services. And I saw it time
and again, and not in any particular geographic region. I saw it in
New York. I saw it in Greenwich. I saw it in Tennessee. I did the
first ABA case in Alaska, TX. I have now represented children with
those autistic spectrum disorders in approximately two dozen
States now. So while I never got my flying license, I know you
made reference to Representative Lantos, I certainly do fly the
IDEA statute around the country a lot.

And basically I'm here asking Congress to put me out of business
because what I'm hoping that will be done is that there will be the
sufficient funding, not simply throwing money at school districts. I
don’t think that’s the answer. I think it is a question of making
sure that the money, just like with a charity, gets to the people it
was intended to serve. That doesn’t mean padded administration
upon administration. It means money actually going directly to the
services that are necessary.

And the other one is the accountability context. There really
are—I believe that while there are enough lawyers out there that
are ready to take retainers to work for school districts, there are
precious few attorneys who are ready, willing and able to represent
children with disabilities, and in particular children with autistic
spectrum disorders. The learning curve is very high, the pay is er-
ratic at best, and the results can be catastrophic if for any reason
you fail the child. So for all those risk factors I think a lot of people
shy away from that. It’s very difficult to find people who are willing
to take on that kind of case.

Now, I do agree that there are a number of school districts
around the country who are doing a fine job complying with the
IDEA statute or making every reasonable good faith effort to do so.
I deal with a number of those districts around the country. I'm able
to resolve cases before they become a full-blown litigated dispute.
That’s the way it should happen, and ideally I shouldn’t even be
involved with it. But unfortunately there are far too many school
districts around the country who, because of whatever reason, fear
of precedent, fear of finances, desire for control, whatever it is, it
doesn’t matter, they stonewall the parents. They tell the parents
they can’t provide it, they can’t find the people to provide it, they
don’t have the money for it, or sometimes they even tell the par-
ents, we are going to provide it, and then 6 months go by and noth-
ing happens, and meanwhile the child who has this incredibly lim-
ited window of opportunity is dying on the vine.
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I must speak briefly about one intervention in particular, which
is included in my submission. That is the Applied Behavior Analy-
sis intervention. The reason why this is so important for these chil-
dren is that it is the only scientifically supported intervention
which is proven to remediate much of the symptomatology of au-
tism and to get rid of the behaviors and the interfering behaviors
that prevent these children from fully mainstreaming. There is a
very seminal study from 1987; Dr. Ivar Lovaas. There was a 1993
followup study. Both of these studies show with very intensive
intervention of ABA, given over a 2 to 3-year period, approximately
47 percent of these children in these control and experimental
groups were able to mainstream and go into regular education with
t};)?ir typically developed peers and be considered, “indistinguish-
able.”

Whether they’re indistinguishable or not for me is not the impor-
tant thing. The fact is they’re succeeding in the classic, least re-
strictive environment setting, and I don’t care that it is not 100
percent, because like any intervention or medical intervention,
some people are allergic to penicillin. Does that mean we shouldn’t
give penicillin to children with ear infections? No. It’s the first and
only scientifically supported intervention that’s come out to remedy
the impact of autism. That’s huge. We don’t have any other inter-
ventions with that kind of track record.

The Surgeon General of the United States in 1999 came out with
a report on mental health where he called Dr. Lovaas’ 1987 study
a, “well-designed study;” talks about 30 years of behavioral inter-
vention and research on that. So this is not something that’s exper-
imental, it’s not something that’s new. It’s just something that’s
been proven, and yet school districts will stonewall the parents and
say, we are not going to give it to you, or we want to choose a dif-
ferent methodology, and our methodology is the same old special
education that we've been giving for the last 50 years. That’s not
right. That goes against the whole grain of what the IDEA statute
was designed to implement.

I've got a number of important examples of how school districts
have victimized families in my written presentation. Ms. Baird had
mentioned the fact that she gives several hundred presentations, or
she’s given hundreds of presentations. One of the presentations
that I have highlighted in my package is one called “How to avoid
Parents’ Demand for LOVAAS.” That’s not what IDEA says. You
don’t go around spending taxpayer money educating people on how
to avoid parents’ demands; or Ms. Baird’s own most recent one,
How to Build a Legally Defensible Autism Program.

And just in closing, I know that my time is already up. I could
stand here for quite a bit of time, and I apologize if I have gone
over at all, but my comments are contained in my written submis-
sions. Thank you very much.

Mr. BURTON. Thank you, Mr. Mayerson.

[The prepared statement of Mr. Mayerson follows:]
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Mayerson & Associates
250 W. 57th Street, Suite 624
New York, New York 10107

mayerslaw.com

Tek 212.265.7200/0731
Fax: 212.265.1735
E-Mail: garyemayerslaw.com

February 23, 2001

Via Federal Express

Hon. Dan Burton, Chairman

House of Representatives
Committee on Government Reform
2157 Rayburn House Office Building
Washington, D.C. 20515-6143
Attn: Ms. Beth Clay

Re: Summary of 2/28/01 Testimony Re IDEA Compliance

Dear Chairman Burton:

Initially, I want to thank the Committee for giving me the opportunity to provide
evidence on this most important issue.

By way of background, after more than fifteen vears as a commercial trial lawyer,
I withdrew from a Manhattan law partnership in order to launch my own law practice
dedicated to representing children, adolescents and young adults diagnosed with autistic
spectrum disorders in educational rights matters. Normally, these matters involve due
process hearings arising under the IDEA statute. To date, | have represented children in
approximately two dozen states including Tennessee, Alaska, Utah, Texas, California,
IHlinois, Indiana, Oregon, Kansas, Louisiana, New Jersey, New York, Connecticut and
Pennsylvania.

Unfortunately, while there apparently are enough lawyers and law firms prepared
to work on a steady retainer basis for school districts (or the insurance companies which
insure school districts), there are relatively few lawyers in the country who are ready,
willing and able to represent children with autistic spectrum disorders. The subject
matter is complicated, the learning curve is steep, the pay is uncertain and erratic, and the
risks of failure can be catastrophic to the child and the child’s family. There clearly are
easier ways to earn a living.
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The good news is that there are some excellent and responsible school districts in
the country which will make every good faith effort to comply with the IDEA statute.
There are some school districts which will invest the time and resources necessary to
meaningfully tailor a program of educational services to meet the unique and individual
needs of the child. This, of course, goes to the very essence of the IDEA statute and what
Congress intended.

Unfortunately, as the Committee might imagine, 1 do not get many calls from
parents who want to give an award to their local school district. My typical case involves
a situation where, at the very least, a school district is attempting to tailor the chifd to
meet the fiscal or administrative convenience of the district. All too often, the dispute will
rise to the level of a “scorched earth” litigation, where the school district will spend tens
and sometimes hundreds of thousands of dollars in attorneys’ fees to defend a proceeding
which could and should have been resolved for a mere fraction of the defense cost. Is the
school district afraid of establishing a “precedent?” Is the school district’s special
education administrator under pressure to reduce the district’s special education budget?
Does the school district have a longstanding one-size-fits-all approach to special
education? Does the district’s legal counsel view a full-blown educational dispute as a
lucrative “cash cow,” regardless of the ultimate result? [s the school district attempting to
send a message to the family and other would-be IDEA litigants that their best bet would
be to “get out of town” and move to a different school district? This Committee certainly
can draw its own conclusions as to what factors might be at play in an individual case.

School districts will invariably contend that they provide an “appropriate”
educational program which is tailored to the individual needs of the child. School districts
which view the word “appropriate” as a mere mantra to be repeated over and over in the
presence of parents often will go to great lengths to create the appearance of IDEA
compliance. I see my job as being an IDEA detective of sorts, to look behind what the
school district is saying to the public, and finding out precisely what the school district is
actually doing for children with disabilities. All too often, there exists a stark contrast
between the “virtual reality” of what the district is saying, and the actual reality of what
the district is doing. In my experience, this contrast is most apparent in implementing
effective (i.e. demonstrably proven) interventions for children diagnosed with autistic
spectrum disorders.

Thirty years ago, a diagnosis of autism was akin to the child and the child’s
family receiving a death sentence. There was no intervention at the time which was
scientifically proven to remediate the symptoms of autism, and certainly none which was
capable of getting material percentages of such children to succeed in mainstream
educational settings with their same age, typically-developed peers. To the extent that
these children were being educated at all by school districts, it was virtually always in a
classic, if not generic, “special education” classroom setting. Traditional special
education, however, failed to remediate the pervasive impact of autism. Accordingly,
these children often were institutionalized by the time they reached adolescence, all at a
tremendous cost and loss to society, the child and the child’s family.
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The field of autism was turned on its head in 1987. In that year, UCLA professor
Dr. Ivar Lovaas, a psychologist who had emigrated to this country from Norway in the
1950s, published an NIH-funded scientific study in a respected peer review journal
{Appendix 1) which proved that it was possible to remediate the effects of autism in a
meaningful and lasting way. In Dr. Lovaas’ now seminal 1987 study, preschool age
children diagnosed with autism were given a one-on-one, data-based teaching
intervention called Applied Behavior Analysis (“ABA™). The experimental group in the
study received the one-on-one ABA intervention for forty hours each week, over a two to
three year time frame. ABA had never before been delivered at this intensity level

By the end of the 1987 study, many of the subjects who had been in the 40 hour
per week experimental group had achieved 1Q gains of more than 30 points, projecting
them from a mentally retarded range to levels within the range of “normal” inteiligence.
No autism intervention had ever before accomplished such a result. What is even more
astonishing is that fully 47% of the experimental group receiving ABA at 40 hours per
week was able to succeed in mainstream grade school and be considered asymptomatic
and “indistinguishable” from their same age, typically-developed peers. (See Appendix 1)
Through intensive ABA interventions, these children had “learned to learn™ and were
fully “generalizing” their skills. Let it suffice to say that even today, there is no
intervention other than intensive 1:1 ABA which is scientifically proven to be able to
achieve that kind of result. This has major implications for the IDEA statute and its
“least restrictive environment” commandment to educate children with disabilities with
non-disabled children to the “maximum extent appropriate.” *'

In 1993, Dr. Lovaas and his colleagues at UCLA, including Drs. John McEachin
and Tristram Smith, published a follow-up ABA study, also funded in part by the NIH
(Appendix 2). The purpose of the follow-up study was to track the progress of the
children in the 1987 study who had successfully entered mainstream educational settings.
With the exception of a single child who had transitioned back into a special education

! In the 1987 study (Appendix 1), there was a control group of children receiving only 10 hours per week of
the ABA intervention. The study reports that the children in the “10 hours™ per week control group fared
no better than the children in the control group which was receiving zere hours per week of the ABA
intervention. Clearly, when it comes to the implementation of ABA therapy, “something” is not better than
nothing. To the extent that ABA therapy can be viewed as a “jump start” for children with autism, a
sufficiently intensive “charge” is required. For a child with an ear infection, one would not dream of
shortchanging the child on the doctor’s prescription to take amoxycillin three times a day for ten days. Yet,
that is unfortunately what many school districts will do in regards to the provision of ABA therapy. Sadly,
many school districts which offer “some™ ABA therapy will offer such therapy at or even below the “10
hours of ABA per week™ levels already proven to be imgffective and worthless in the 1987 ABA study.
(Appendix 1} Some states have convened blue-ribbon panels of scientists and educators to frame “best
practice guidelines” for autism interventions. New York State, for example, recently issued a three-volume
set of “early intervention” recommendations which include the recommendation that for the child with even
the mildest presentment of autism, intervention should start with a “minimum”™ of 20 hours of ABA per
week. The same recommendations caution that adjustments of up to a total of 40 hours per week may be
necessary, depending on the individual needs of the child.

[oe4
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setting, the results reported in the 1987 study were real and lasting some six years after
the fact.*

In 1999, the Surgeon General issued an extensive report on the state of mental
health in the United States (Appendix 3) which focused on autism as a “severe, chronic,
developmental disorder.” The Surgeon General cited Dr. Lovaas’ 1987 ABA study with
unequivocal approval, as follows:

Only in the past decade have studies shown
positive outcomes for very young children
with autism. Given the severity of the impair-
ment, high intensity of service needs, and costs
{both human and financial), there has been an
ongoing search for effective treatment.

*Ek

Thirty years of research demonstrated the efficacy

of applied behavioral methods in reducing
inappropriate behavior and in increasing communication
learning, and appropriate social behavior. A well-
designed study of a psychosocial intervention was
carried out by Lovaas and colleagues (Lovaas, 1987,
McEachin, et al. 1993){description of resnits of study
omitted] Up to this point, a number of other research
groups have provided at least a partial replication** of
the Lovaas model (see Rogers, 1998).

(Appendix 3) The Surgeon General’s Report was was based on “thirty years of research™
which included the 1987 ABA study and the 1993 follow-up study.

The publication of the 1993 follow-up ABA study (Appendix 2), coupled with the
publication of the book “Let Me Hear Your Voice”™** in the very same year created a
groundswell of public demand for ABA therapy interventions. This public demand for
ABA also happened to coincide with increased reported incidence of autistic spectrum
disorders. The overall impact was that school districts across the nation which had little,
if any, experience with ABA found themsejves under increasing pressure to implement
such programs. Rather than look to ABA as a promising, if not demonstrably proven and

*There is no claim made in the 1987 or 1993 ABA studies that ABA offers a “cure” for autism. Helen
Keller remained deaf and blind, yet she was able, with an carlier and more rudimentary brand of {:1
intervention {the ever-present Annie Sullivan) to functionally “overcome” her disabilities. Ihave
represented a number of children originaily diagnosed with autism who either have been “declassified” or
are now being considered for declassification as they no longer meet the criteria for a diagnosis of autism
as set forth in the Diagnostic and Statistical Manual (“DSM™). Each and every one of these children had the
benefit of an intensive 1:1 ABA program during the pre-school years.

3 There are now ABA replication sites in Wisconsin, Norway, and California, among other locations.

* The 1993 book, “Let Me Hear Your Voice,” offers an inspirational, first-person account of a mother
whose two children were able to overcome their autism primarily via ABA interventions.
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cost-effective® intervention. many school districts “stonewalled” and refused to consider
the implementation of any ABA. They did this by challenging the 1987 and 1993 studies
and holding Dr. Lovaas’ work up to a level of scrutiny which was unprecedented. and
which was inconsistent with the manner in which these same school districts continued to
utilize highly questionable interventions and approaches (e.g. Facilitated
Communication) which did not enjoy scientific support and which have never been
proven to be efficacious.** In other situations, local educational agencies would agree to
provide “some” ABA, but often at or below the “10 hours per week” intervention
threshold already found to be wholly ineffective in the 1987 ABA study.*’

Over the last decade, by all appearances, a veritable cottage industry has sprung
up for the purpose of helping school districts to avoid, if not evade, their statutory
obligations under the IDEA statute. With the permission of the Committee, 1 will now
present evidence of specific examples of abuse. The following documented examples of
abuse represent only the tip of the iceberg, and will give the Commitiee a compelling
window of insight into what some “local educational agencies” are capable of, and what
hurdles and obstacles parents must often face as they attempt to secure an appropriate
education for their children.

Example No. 1 (Policy Limiting ABA Intervention Hours)

Submitted as Appendix 5 is an internal memorandum sent by the Director of
Westchester County, New York’s Early Intervention Unit to Westchester County’s

* Appendix 4 presents an articie authored by three prominent scientists in the field, later published in a
respected peer-review journal, which demonstrates that while the cost of an effective ABA intervention is
“frontloaded” and certainly not inexpenstve, the alternative “cost” of not providing an effective
intervention to the affected individual may easily amount to millions of dollars over the cost of a lifetime.
Let it suffice to say that school districts which are focused primarily on meeting “this year’s budget” will
not be looking at the cost issue with the requisite “long view.”

¢ School districts often will take the position that they are entitled to “choose methodology.” This
presupposes, however, that there exists a gemuine choice to be made between different “competing”
methodologies, much as one might have a choice between Aspirin and Tbuprofen as competing pain
relievers. To the extent that school districts are required to consider the “full continuum” of placement and
service options, it is disingenuous when a school district always makes a “choice” which fails to include
ABA, and which always results in and “defaults” to the perpetuation of stale interventions which do not
enjoy scientific support, and which do not have a proven track record of helping significant numbers of
children achieve success in typical, mainstream educational settings. The fact that school districts need
only provide a “Chevrolet” does not provide school districts with a license to offer children with disabilities
educational “transportation™ which will not pass inspection. Similarly, in fight of the 1987 and 1993 ABA
studies, and the 1999 Report of the Surgeon General blessing Dr. Lovaas’ seminal 1987 study as a “well
designed study,” school districts which continue to this day to refer to ABA an an “experimental” or
“controversial” intervention are akin to tobacco company executives who, more than 30 years after the
Surgeon General declared smoking to be d ous and life-thr ing, continued to take the position,
even under oath before Congress, that a causal link between smoking and cancer had never been
“scientifically proven,” The politics of “denial” apparently have not changed that much since the time of
Copernicus,

7 An Individualized Educational Plan is required to be reasonably “calculated” to produce a meaningful
educational benefit. In light of the resuits of the 1987 ABA study, an ABA intervention plan consisting of
only ten hours of ABA per week, or less, would be reasonably “calculated” to do only one thing; that is,
Sail.
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Senior Deputy Attorney. The internal memorandum, which has been redacted to protect
the family's privacy, concerns a two-year-old child diagnosed with autism whose parents
had requested an intensive ABA program as the anchor of the child s educational
program. Whereas the child’s parents had requested a thirty-hour per week ABA
program, Westchester County offered the child only 8 hours per week of ABA. The
memorandum was generated by reason of the family’s understandable resistance to
accepting only 8 hours per week of ABA therapy. Page 2 of Westchester County’s
internal memorandum speaks for itself as to the County’s internal “concerns™:

1} Parent is savvy legally and will most likely pursue due process

2} Currently, we have been following a pelicy which limits E.I. {early
intervention] ABA services to ten hours a week

3) Since he is a lawyer and will be representing himself or be part of a
legal team, we are concerned that anything said could be held against
us.....

Since when should it ever be of “concern” to a public official that a parent of a
child with a disability is “savvy?” Similarly, to the extent that the IDEA statute requires
the local educational agency to “tailor™ educational services to the individual needs of the
child, how does a local educational agency dare to establish “policies” which, on their
face, will limit and thus prevent the local educational agency from fully individualizing
educational services? Finally, when public officials who are charged with protecting
children with disabilities express the “concern” that “anything said could be held against
us,” it is the public which should be very concerned.*®

Example No. 2 (Institutionalized Blueprint For “Avoiding™ Parents’ Requests for ABA)

Submitted as Appendix 6 is a seminar brochure disseminated by the Missouri
Association of School Administrators, the Missouri United School Insurance Council
{which ostensibly insures school districts in Missouri) and the Missouri law firm of
Peper, Martin, Jensen, Maichel and Hetlage. The seminar, entitled “Special Education
and The Law,” states that its purpose is to provide “a private briefing designed for school
board members, central office administrators, special education directors [etc.]....” This
particular briefing apparently was given at four separate locations. When one reads the

& Sometimes, I will receive “smoking gun” documents anonymously (and unsolicited) from school district
employees who want to be able to sleep at night, but who also wish to continue in their employment
without reprisals. This attorney-client communication, however, was sent directly to the child’s parents as
part of Westchester County’s response to a request made by the child’s parents under New York’s Freedom
of Information Law! Otherwise, this memorandum never would have seen the light of day. Parenthetically,
T would point out that the child in question prevailed at his due process hearing, and ultimately was
awarded a 35-40 hour per week ABA program. However, even after this compelling internal memorandum
surfaced and was admitted into evidence on the third day of a due process hearing, the child’s parents still
had to endure another week of hearing dates.
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“Program Agenda” appearing on page 2, it is apparent why the seminar was made a
“private” briefing which was going to be held without the attendance of any parents or
other persons who might be advocating for the child’s interests. Page 2 of the Program
Agenda notes that the 2:20-2:55 session is entitled:

“Special Education for Early Childhood Autistic Students—How
to Avoid Parent Demands For Lovaas/TEACH Methodologies™*’

Thus, the stated purpose of the “private” seminar is #of how a school district should offer
children with autism quality educational programs which will address and meet their
unique and individual needs, but merely what strategies and artifices may be employed so
that the school district can “avoid” having to provide any child with an intensive,
effective ABA program. Page three of the seminar brochure (Appendix 6) recites the
increase in ABA litigation and the fact that “parents frequently prevail.” It also recites
that “litigation with respect to [ABA, etc.] is much more time consumning and expensive
than general due process litigation and almost always requires a minimum of one expert
witness for the district.” Perhaps the most alarming portion of the seminar brochure
appears at page 12 under the brazen heading “HOW TO AVOID LIABILITY IN
LOVAAS CASES.” That section of the brochure offers the strategy “If parents request
LOVAAS, fisten to their concerns and adopt some of the methodological techniques in
the school program.” The recommendation being made is that a school district should
feign having an interest in the parents’ request for ABA and then create the appearance
of an ABA program without actually deing so.*'® Another “hot tip” offered by the
seminar brochure is that the school district should “have someone on the IEP team who is
knowledgeable about autism.” (Appendix 6, p.12)

Example No. 3 (“How Tg Avoid Parents’ Demands For Lovaas” In Operation)

The foregaing “private briefing” (“‘HOW TO AVOID PARENTS’ DEMANDS
FOR LOVAAS™) is not merely theoretical poison—it continues to impact negatively with
respect to school districts across the country which are considering parent requests for the
implementation of ABA interventions. Appendix 7 is an October 4, 2000 transcript
excerpt from a case in Hamilton County, Tennessee in which I represented the child, and

° Although the seminar brochure appears to equate ABA and TEACCH, these approaches are quite
different, with different stated objectives. Whereas the objective of ABA is to attempt to make itself
obsolete, TEACCH is a “low maintenance” approach which has no such objective or expectation. As the
Surgeon General’s report {Appendix 3) reflects, there is no scientific data involving comtrols for the
TEACCH intervention, notwithstanding its use for the last 25 years. Moreover, whereas many due process
proceedings are initiated each year to secure funding or reimbursement for ABA programs, I have not yet
seen a situation where a parent ever sued a school district in order to get their child into a TEACCH
program. Although the mandate of the IDEA statute is an “individualized™ approach, TEACCH has a
virtual “lock™ in some states such as North Carolina, the birthplace of the TEACCH model, where the State
Legislature actually has reserved a special “line item™ in the budget for TEACCH’s continued funding.
Once again, this kind of approach precludes any chance that a child’s educational program will be
individually tailored to his or her unique needs.

'® Just as decaffeinated coffee may taste like, look like and smell like the genuine article, a school district
can easily create an educational program which may appear appropriate, but which may be missing the one
“ingredient” which is necessary to educationally “wake up” the child.
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which spanned approximately 30 days of hearing. Hamilton County’s lead school
psychologist admitted that she kad read and considered “How To Avoid Parents’
Demands For Lovaas™ in connection with the research which she did on the Internet.
Predictably, this same school psychologist, who does assessments, was not able to give
an answer as to whether either of Hamilton County’s principal special education
administrators ever had said anything “positive” about ABA. (Appendix 7, p. 4909) The
record disclosed substantial additional documentation in Hamilton County’s files which
was demonstrably anti-ABA.

During the pendency of the Hamilton County, Tennessee due process hearing,
which the child’s parents had opened to the public, an article appeared in the
Chatanoogan (Appendix 8) which offers a compelling window of insight as to the
mindset of Hamjlton County and its counsel in its steadfast opposition to ABA
interventions. The Chatanoogan article quotes Hamilton County’s attorney as saying that
even with numerous additional hearing sessions then remaining, more than $175,000 had
already been spent in defending the impartial hearing.*'' Although my billable rafe is
higher than Hamilton County’s counsel, my own time charges on the matter were
substantially less. In any event, Hamilton County’s counsel is then quoted in the
Chatanoogan article as saying that:

o  Members of Hamilton County’s Exceptional Education Department “are devoting
enormous effort to this case;”

s The case “is extremely important™ in that it may set a precedent on the issue of the
schools providing home-based help; and

«  “We believe that there are several other potential requests for funding of muiti-
year home-based education similar to the demands in this case.”

To the extent that the Chatanoogan accurately quoted Hamilton County’s counsel, the
foregoing statements would indicate that Hamilton County’s defense of the due
process hearing has precious little to do with the unique and individual needs of the
child in question, and everything to do with concerns over “precedent” and Hamifton
County’s fear that other families in the county may also request ABA intervention
programs. This may help to explain why the family involved was compelled to endure
approximately 30 hearing dates, possibly setting a new world's record in the annals of
due process.*

Example No. 4 (T.H. v. Palatine, 1llinois}

T.H. v. Palatine, [llinois, a reported federal court decision, is another example of a
school district’s misadventures in endlessly litigating a request for ABA interventions.

> Hamilton County’s counsel even attempted to block my admission pro hae vice, on the grounds that the
Court did not have the authority to grant my application. The Court respectfully disagreed in an extensive
opinion.
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The newspaper article appearing as Appendix 9 reflects that after losing at the initial
hearing stage and the first appeals stage, the Palatine, Illinois School District went on to
press an appeal to the federal district court. The district court characterized Palatine’s
offer of educational services as “absurd” and ordered Palatine to reimburse T.H.’s parents
for the cost of his intensive ABA intervention program. Incredibly. as the article reflects,
this was a case in which the child’s parents were willing to settle for $17,000 at the
outset. Ultimately, the matter wound up costing the Palatine School District several
hundred thousand dollars between what the district court ordered paid to T.H.’s family
and to T.H.’s attorneys, including my law firm. The Palatine case offers a textbook
example of “what not to do.”

Example No. 5 (How To Avoid Parents’ Demands For Lovaas Revisited)

After I became aware of the presentation “How To Avoid Parents’ Demands For
Lovaas,” I wrote to the conference sponsors to communicate how offended I was that
anyone would be so brazen to put on a conference of this type. I also notified the State
Education Department in Missouri of this conduct. After making the foregoing
complaints, I never again saw a conference brochure quite this brazen. What I continue
to see, however, are conferences and conference brochures which have been “sanitized”
both in tone and content but which communicate the very same anti-ABA message.

Appendix 10, for example, is a “workshop” brochure put out by LRP, through its
“Conference Division,” which is entitled “Building A Blueprint For Defensible Autism
Programs.” The workshop was noticed to be given in the Fall of 1999 in Maryland, New
Jersey, California, Ohio, Missouri and North Carolina. Much like “How To Avoid Parent
Demands For Lovaas,” the latest LRP brochure starts off with inflammatory fear tactics
such as “School districts have been inundated with parental requests for funding for in
home educational programs and other therapies claiming to “cure”™ or “recover™ autistic
children. Such programming or therapy commonly costs more than $60,000 per year and
is usually requested during the child’s preschool years. Educators are being faced with
these requests, often supported by the recommendations of physicians, psychologists and
other professionals...” The workshop brochure thus actually attempts to portray as a
“negative” the fact that so many professionals are recommending ABA interventions!

The bullet points under the Heading “WHAT YOU DON'T XKNOW COULD
COST YOU!” are most instructive. The workshop promises to disclose a “trump card”
for school districts to use in ABA litigation. The brochure also promises that Melinda
Maloney Baird, Esq., as the workshop’s principal presenter, “will provide a ‘blueprint’
for winning based on the patterns that have emerged in autism litigation and her own
experience in representing school agencies.” *13

' in November, 2000, Ms. Baird apparently made a pr ion in T entitled “The New
Reauthorization—Back into Hell?”” At a recent presentation which Ms. Baird made in Louisville,
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I respectfully urge that the focus of workshops paid for by taxpayer dollars
should be creating efficacious educational programs, not to learn clever legal strategies
“for winning” or creating programs which may appear to be legally (as opposed to
educationally) “defensible.”

Example No. 6 (School District Reneging on Its Own “Vote™ In Favor of ABA Program)

Appendix 11 is a report from the New York Law Journal concerning a school
district located on the Canadian border (Sackets Harbor) which, in September of 1998,
held a meeting to develop an Individualized Educational Plan (“TEP”) for a preschooler
diagnosed with autism. As the article reports, the school district and its attorney
initiated a “vote” of the Committee on Preschool Education (“*CPSE"} to consider the
parents’ request to implement an intensive ABA intervention program for their son.
After the school district conducted its polling, those who had cast votes in favor of
implementing an intensive ABA intervention program prevailed over those who had cast
votes against such a program. The school district then reneged, claiming that the
Department of Education had issued interpretations recommending against taking a vote,
Essentially, the parents discovered that they were the victims of a “heads I win, tails vou
lose™ proposition.

At the initial hearing, and even after an intervening appeal, the reviewing courts
held that the school district was duty-bound to honor the results of the CPSE vote which
the school district had itself initiated. Unbeknownst to the child and his family at the
time, the school district’s counsel continued to advise its school district clients, in writing
(Appendix 12}, that “a vote should be taken” and that “.. this process should at least not
subject the Chairperson or the District to potential legal liability in making
recommendations regarding a disabled student.”

On the school district’s second appeal (the third court proceeding ), the New York
Supreme Court held that the school district was estopped by its own conduct from
challenging the results of the vote taken at the CPSE meeting back in September of 1998,
Incredibly, the Sackets Harbor School District is prosecuting vet another appeal (i.e. a
fourth legal proceeding), without complying with the directives of the first three courts
which have held that the school district must reimburse the child’s parents for the cost of
the ABA intervention program which was approved by the vote of the CPSE back in
September of 1998, Families with limited resources hardly are in a position to withstand
this kind of onslaught.

Kentucky, I am advised by my client, who attended Ms. Baird's presentation, that Ms. Baird made pointed
reference to my Hamilton County, Tennessee due process hearing as *“The Autism Case From Hell.” [am
compelled to agree with Ms. Baird on this narrow point. However, | respectfully submit that while Ms.
Baird’s pandering message of fiscal fear may be seductive to certain school district administrators who may
be prepared to balance their budgets on the backs of children with disabilities, her numerous presentations
across the country are quite inflammatory and continue to create needless conflict between parents and
school districts. School districts would be far better served bringing in professionals in the field who are in
a position to train staff and develop effective educational programs,
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Example No. 7 (Manufacturing of “Parental Unreasonableness” By School Districts)

In the years following the Supreme Court’s decision in Burlington School
Committee v. Mass. Dept. of Educ., EHLR 556:389 (1985), courts were called upon to
rule on claims asserted by school districts that parents had acted in bad faith or had failed
to cooperate. IDEA regulations at 34 C.F.R. Sec. 300.403(d) give a hearing officer the
discretion to deny or reduce an award to a child “upon a judicial finding of
unreasonableness with respect to actions taken by the parents.” Unfortunately, [ have
seen some school districts abuse these regulations in an attempt to build the possibility of
an “offset” into an otherwise weak case where the child is anticipated to be the prevailing
party.

By way of example, in one of my IDEA due process matters, several witnesses for
a school district testified to an elaborate attempt by parents at an IEP meeting to
deliberately conceal from the school district information concerning the child’s previous
medical history. At least three school district witnesses told the exact same story of the
parents “hiding” medical information about the child; in particular, the name of a doctor
who had issued a report. The only problem with such testimony was that it was not true.
Moreover, the school district and its witnesses who swore to tell the truth knew or
certainly had to know that such testimony was not true because there were multiple
letters sent to the district, which the district admittedly received, in which the child’s
parents had specifically requested the IEP meeting to discuss the very information which
the district had claimed was being concealed. There also was an audiotape of the IEP
meeting, which reflects that there was mention at the IEP meeting of the very doctor
whose name allegedly was “hidden” from the school district.

At the very same due process hearing, a key school district witness flatly denied
under oath that there was any district “policy” that parents could not receive written
evaluations in advance of IEP meetings. This key school district witness apparently had
“forgotten,” however, that she had lefi a recorded message on the parents’ answering
machine in which she specifically excused her failure to provide the family with
evaluations in advance of an upcoming IEP meeting by stating that as per the district
administrator, it was the district’s “policy” not to release evaluations in advance of IEP
meetings! The child’s parents had the presence of mind to save the recorded message,
and it was played in open court. In view of what we considered to be compelling
evidence of petjury, under the Code of Professional Responsibility, we concluded that we
had no choice but to refer the above matter to the United States Attorney’s Office for
further investigation.*'*

Overall, the IDEA statute is a great law and many school districts are attempting
in good faith to comply with IDEA. However, this Committee should know that quite a
few school districts across the country are deliberately thwarting Congress’ intent. Some

" Since this matter could conceivably result in criminal proceedings, [ have chosen to identify this situation
generically.
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school districts are, in essence, thumbing their noses at children with autistic spectrum
disorders and other disabilities. 1 am grateful that this Commuttee is taking the time to
look into this problem. On my own behalf, as well as on behalf of the many children and

families I work with, thank you.
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Behavioral Treatment and Normal Educational and Intellectual
Functioning in Young Autistic Children

Q. Ivar Lovaas
University of California, Los Angeies

m;;wwwmmmmw children show

absent o ab

lQ,muﬂmcbehmu-

mmmﬂmmwkmmmmmmwmdm&

This aruck bebavior

for twa groups of fimilarty consti-

Mmmxmmpdm&wuhmmmmmwmml
group {n = 19) showed that 47% achicved normal b iog, with
nocmal-eanpes (Q soores and ] Sest prade Another 40% were
mmmwwmmhuwmmmummw
Mmmwwm:«uWhmmwnummw-
group children {a = 40) acheved nocmal and §
wmmhwmmsnmmwmmmuw
ticfretarded casses,

ur,k.

Kanner (1943) defined autisic children as children who ex-
hibit (a) sexious failure 10 develop relationships with other peo-
pie before 30 months of age, (b} problems in development of
nermal language, (¢) ritualistic and obsessional behaviors (Min-
sistencs oo sameness™), and (d) potential for noemal intelli-
gence. A moxe complete behaviocal definition has been pro-
vided elsesrhere (Lovaas, Koegel, Simmoas, & Loog, 1973) The
ctiology of autism is not known, and the outcome is very pooc
1o 2 foliow-up study on young autistic childeen, Rutter (1970}
reported that only 1.5% of his group {n = 63} had achicved nor-
mal functioning. About 35% showed fair or good adjustment,
usually required some degres of supervision, expericoced some
difficulties with people, had no persoaal fricods, and showed
minor oddities of behavioe The majority (more than 60%) re-

severely m.:-dau.pped

mained lndmlxvmgi.nbospltmfcx
mentally retarded oc in other

port similar dawa. Higher scocss o 1Q tests, communicative
spesch, and appropriate play are considered 10 be prognostic of
better outcome {Lottey, 1967).

Medically 1nd psychodynamically oriented therapies have
not proven effective in altering outcome (DeMyer, Hingtgen, &
Jackson, 1981) No abnormal envircumental eticlogy has been
identified within the children's families (Lotter, 1967). At pres-
ent, the most prowising treztment for rutistic persons ks bebave
ior modification s derived frem modern learning theory (De-
Myer et sl 1981} Empirical results from bet ] interven-
tion with autistic children have been both positive 2nd aegative.
On the positive side, bebavioral can build A
behaviors, suchas and ¢an help t hologs
cal behaviors, such as aggression and self-stimulatory behavior.
CQlicats vary widely in the amount of gains obtained but show

mmmeme&mmowm-
ies (Brown, 1969; DeMyer o al., 1973: Eiscaberg, 1956; Free-
man. Ritvo, Needlemsn, & Yokata, 1985; Havelkovs, 1968) te-

Thds seudy was supporied by Grest MH-11440 from the Natiooal
smwwmmdmmmwuu
982 of the American P

‘Wasking-
wa. DC, by Andres Ackarmen, Prak Firesooe, Gayle Ooldsicla, Roo-
4 Leat, John McEachin, and the sothvoc The surthor expeesses his docp

0 the many wnd muuwd
California, Lok Angees, who served o3 stod

nmmmwwmumwmu
the maay pareas wha trasted thelr chiddres 10 cur care. Special thanks

peovided
1. Freemnxn's belp in wrrang-
mzmtocnmulcr@:dmnmwm

ricte thaald b

Lervsas. Prychaology Department, Uniiversity of Californis, 405 Hilgaed
Avcrue, Los Angeler, Califocuts §0024.

3

galos in propoction to the time devoted to treatment.

statia] relapse has been observed at follow-up, and 0o client
bias been reported a3 reoovered (Lovass etal, 1973).
mm!;rﬁdemxb&ﬂwﬁmmm}w
{begun in 1970) that scught to maximize behavioral treatment
mwmmmammormm‘
bours for many years. Tr i per-

the
focuwed on very young sutistic children (below the age of 4
m)mnwmedmnmm&ﬂdmmxdbe
fess Bkely o discriminate between
waxe fikely to i 4 1o maintain their
Myhmmmdmnhmmbcmcwwmy
mainstream a very young autistic child into preschool than it
would be to mainstream an older autistic child into pelmary
school,

It may be heipfut to hypothesize an outcome of the present
study from & developments! oc keaming point of view. One mxy
assume that normal children learn froem their everyday eaviron-

ey
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ments most of their waking hours. Autistic children, ccnva‘sdy.
4o not kearn from similar eavir We hypott :.hu
coastruction of 2 gpecial, intense, snd comprehensive lesrning
environment for very young autistic children would allow some
of them to catch up with their normal peers by first grade.

Method
Subjects

Sulrects were enrolied foe reatment if they met three eriteria: (2}
independent dizgnosis of autism froem & medical doctoe o & licensed
PuD prychologist, () chirooological age {CA) ke thas 40 moaths i
e and lesy than 46 months if echolalic, 804 (¢} procated mentat g
{PMA) of 11 months oc more af 2 CA of 30 moaths. The last oriterion
:xd\xied ls%eﬁhtrcfm&

The ' di of autism emphasized s oial detack
Wumﬂu&mhnﬁe{uywy«mpww
{mztizm o echolaii ritoals, #0d caset in in.

mmmmmmammfrxm

(mmpmﬁmzxwmmeumﬁmmmm
from begianing o end.

Assessments

Mumtmmm(hwmumhameumefoumns
scales (in order of the frequency of their use): the Bayley Scales of Infan:

Scale (Thorndiiz, 1972), 208
the Gesell Infant Development Scale (Gesell, 1949), The fit three
scales wore sdministered to %% of the subjects, and pélative

of the projet safl Five subjects were judged 0 be untestable (3 in the
experimentsl group aad 2 in Contral Group 1) Lastesd, the Vineland
Social Maturity Scale (Doll, 1953) was used 10 estizate their MAS (with
the mother &3 o wdjus for ions in MA xores es g
function of the sutject's CA &t the time of et admoiofseration, PMA.

tions. Qver the 15 yean of the project, the exact wording of the dizgnosis
charged slighty in compliance with changes ia lh:Db:xﬂaﬂkund&a-
slaricnl Marwal of Mewial ders (DSM-{1L American Pry

KOCES wepe rmc.«uaomzhsmwxm
observations were based o vidootaped of the

whmx(mc—puybdmmlpl:ymequippedmlhmampk
ceety-chikdh These

Associstion. 1980). During the last yoars. the dizgnosis wes made In
campliance with DSM-{T criteris (p. 17} In alonost all cwses, the disg-
nosis of autism had been made prior w family contact with the project.
Excrpx for one cuse gach in the experimental group and Contel Group
1. all cases were disgnosed by stff of the Department of Child Prychia-
wry. University of California, Los Angeies (UCLA) School of Medicine,
Members of that sl bave contributed o the writing of the DSM-IT
and to the disgnotis of autism sdopriad by the National Sadery for Caile
dren and Aduls with Autism. If the diagnosis of autinn was not made,
the tase was refered eliewhers. In gther words, the project did not seloct
its casex. More than 90% of the subjects received two or more indepen-
dent G ind ags o the 43 i of autism was 1005,
&mymm:mammmmmm
within the profoundly rciarded range on jntedl

wy

scored for amoant of {2) seffatimulatory bdsm'iarx defined 83 pro-
forged ritualistic, repetitive. and d behavior tush as bedy.
rocking. prokengad gazing 3t lights, excessive hand-flapping, tedrling the
body as & kop, spinning of lining of objects, and licking or emelling of
objects o wall surfaces: (b) appropriate play behaviors, defined as tbose
Timiting the use of 1075 in the playroom tw their intended purposes, such
23 pushing the truck on the foog, pushing butions oa the oy cash regis-
tex, purting & record oo the record player, a0d banging with the toy Bam-
mer: and (¢) recognizadle wonds, defined W include any recognizable
word, independent of whether the subjest used it in 2 meaningful cos-
1ext of {or commuritative purposes. Oue observer who was taive sbout
subjects” group placement soored xlf tapss gfier being trained o agres
with tweo expericacsd observers {using differcat trataing tapes from sim-

{PMA < 1 moaths); these subjects were excluded from the study.

Treatrmen: Conditions

Subjects were astignad o oo of twas proups 2o &

ilar subk Interobserver reliability was soored oa 20% of the wpes
(randornly salecied) and was computed for each caiegory of behavior
for each subject by dividing the sum of observer agreements by the sum
of agreements and disagrecments. These seores wene then sumened aod
nveraged across subjects. The mean sgreement {based both oo oo
Tences 2ad BOGOCCITEIRTS) wis § 1% for seifetimulatocy behaving 85%

experimental group (8 = 19) that received moce than 40 hours of onev
W0~ treazment pir week, of the minimal4reatment Coatral Group |
{7 » 19) thaz received 10 hours or kess of one-to-one tressment per week,
Cootrol Group 1 was used 1o gais further informarion gbowt the ris of
pontaneous kmprovement In very yousg astistic children,

especially -
hase sedected by the same spency thist provided the disgnoetic work-ap

hthumtwmeww

fazed In tny wiy with o
acveristics, It was tasumed that this asignment would produce unbizsed
Eroups. A largs oumber of peetreament measures were coliectad 0 fest
this sssumption. Subjects did ot change group assignument. Excepi fn
two frmilies who left the experimental group withina the firtt 6 months

for i mmmtmhm&m;\m
detalled iption of these behavi dings has been provided
dwwhere (Loveas et al, 19731
A!&wmmmmmm«hmmw
soe: o snd descripxie X Subjeanwndam
of 1 for exeh of the foliowing verk
Wmmﬂn(ﬁuwuwhhﬁrhmﬁum&nkh&d
ch (ExDed 10 d o pareats’ affection); dpparent
sensory deficit (perents had maspecied thieir ekl to be bliad or deal
becaizse the child exhibited 7o or minimal eye contact and showed an
Mmmwmmm(mammw
active play with poers); el
mmm«mm»wﬂammﬁw

wmmuoas(imdudquEGﬂndQTm)mumdwdlnmw
of pathology. Fisally, CA &t frst disgnotis and a1 the beginalng of the
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present treatment ey cocordal. This vickded & togal of 20 peotrmatment

meanires, § of which were collapsed i t measure (sam pathologyl.
A brief clinical desriptioa of the experimental group at intake foi-

Sows (Wentical 1o that for Coatrol Growp 1k Qaly 2 of the 19 subject:

togetber formed one activity) plry, aad the remalning subjects showed
simple (e same elementary but appropritie repoase i repeat-
edly) play. One subject showed minimal sppropriate speesh, 7 were
echolatic, snd |1 were murte, Azcording to (he Bterature that describes
1he devekopmennl delays of autistic children in peoorsl, the tutistic sub-
oot i the present shady constituted &z averags (of below xverage} am-
ple of such children,
mxmmmﬂdummhm

o that group did aot alow for sdequaze waching of slternaie socially
mw"mwth

gmumm»-*cfmdu:m‘—" i
hatory and aggressive behaviors. buldi 10 ek Y vore

: . hiishing e beginaings of
pnnzwyplxymdmuun(lhe::mme(wummmmwﬂ:
family. The second year of
and early sbstract largusge and interactive play with peers. Trestment
wis 1150 extended into the comzmunity to teach children to function
mm-mmmmmmmmmd
appropriate and varied of tasks ke
mmmmmmmwwm
by observing other children learn). Subjects wore carolied oaly in those
preschools where the teacher beiped 10 carry out the reament pro-
gram Considerabie effort was exercised 10 mainsiream subjects i 1
noruul(wu\dpub&)prmhoolplmludwmw

clames with tbedﬂ:imcnwed’mol

WLD&“xummwammMm

welligence
Revised (WISC-Re Wechsler 1974) or & Suanford-Bipet Intedligence
Scaie (Thorndike, 1972), whereas & subject in &a putistic/retanded dasy
reeoived & soavertal et 1k the Merrill-Palmer Pre-School Perfor-
mance Test (Stutsman, 19481 In afl instances of subjects baving
achicwed 4 normal 1Q wore. the testing was eventially replicated by
other examiners. The sexles (in ocder of the frequency of ussge) in-
chuded the WISC-R (Wechsier, 1574} the Siaford-Binct (Thorndite,
1972}, the Prabody Picture Vocabulary Test (Duazn, 1981) the Wech-
tler Pre-Scbool Scae {Wechsier, 1967), the Baey Scales of lafant De-
velcpment (Badey, 1955), the Canell Infant latelligence Seale (Canedl,
1960), and the Leiter Internationa] Performance Scale (Leiter, 1959)%
&b;mm:mdlruwﬁmwwmmx
score ox the WISC-R or Sanford-Binet in the socmal range,

o ot s charen Tl e Dy entalled withboid-
www:&md:mﬁwﬁmmm“m
1i¢ {or as ™8 very difficubt child™) during the St year in preschock, the
mmwwwuwnwmmm
fresh) Afler presch joa dasses was deter-
mmwmmummMymw
noemal kindergarten sacoosefilly completed first prade and subsaquent
aorma! prades. (hildren who were observed (o be experiencing educa-
tional and psychological problems recened their school placement
through {adividualized Educationa! Pan (IEP) stafings (atteded by
aducators and prychologisis) in il with the Ed For Al
Handicapped Children Act of 1975,

All subjects who went oo W & soemal st grade wore roduced i
wreatment from the 40 hr per week charicteristic of the &m 2 years to
10 hr or ks per week during kindergarien. After s subject bad garted
first prade, the project maintuined 8 minimal (at most) coasultant rmia-
tionship with sme fumilies (o two cases, this consultation and the sub-
sequent eon'wtxon of prodlem behavions were judged 10 de ementia)

Gy prade in ® sormal class in £ achool fox normal chiddren, and were
advanced 1o the second grade by the teacher Subjects reseived & soore
o(!JMmMmmmm:mﬁaM

most alwrys retained. A sooee of | was given if the Brgrade pl

in mal gains. Subjects whe did act reomer in the
experimental group recenved €0 he or more per week of one-to-one treat-
ment for more than § years (mere than 14,000 b of caeto-onr tret-
menit), with some impeovement shown cach year but with oaly | subject

recovering
Subjects in Coatrol Group | roocived the same kind of trextment &5
those In the experimental group bit Witk less intendty fless thaa 10

was in & class for e autisticirotarded and if the childs (Q xooce &l
within the severcly recurtied ange.

Trearment Procedure

Eact pobject in the experimental proap wa assigned soveral wedl
trained mudent therapins who warked (peri<irae) with the subject in
the pubject’s home, schesd, eod commemity for 4 average of 40 hr per
week for 2 of more yeszs, The perens worked #3 part of the trestment

coakd ke place for simogt &l
of the mbjecn’ uﬁamxsdmumlxdmnedmm
of the bat been d in & weaching mamal
WuaLl?MThwmdhmmm

theee eefied heevily on discriminedoo.
saming dats and methadt Various dehirdocal deficiencies were tre

st resort) by the delivery of £ loud o™ or & stap o the thigh contla.
o wpoa the prescace i the L behavice Conth physica
Teevsives were not wsed (s the contral provd bectuse inadeduates safing

hrof 4 P week) and without sysemane physical
versives. (1 addition, these sbpects received a variety of treatments
from ouer souroes in the cocamunity such a3 thase providad by small
wpecial education clenes.

Control Group 2 consisted 21 tubjects seiected from & lasger growp
(N = §2) of young sutistic children studied by Froomas o al (19853
These subjects came from the mme sgency that diagnosed 93% of our
other subjects. Data from Control Geoup 2 hedped 10 guard againg the
possibility that subjects who bad been referred 10 us for treatment coo-
situted 3 subgroup with particularty frvorsbie or cnfrvorable ot-
comer. To provide 2 group of sibh 3 w0 those ia the :
il group xad Cootrol Group 1, subjects for Control Croup 2 wers 1o
lecied i they were 42 moaths obd o younger when st tesied, bad 1Q
scores above 40 &t lanke, and had follow-ap testing &t 6 years of age.
These eriterla resulted [n the slection of 21 tubjeess. Subjects in Con-
trol Group 2 were treated fike Cootrol Group ¢ subjects but were no
tresiad by the Young Autism Project described here

Results
Pretrearment Comparisons

Eight pretreatment vaciables from the experimental group
and Control Group 1 {CA at frst diagnosis, CA at ouset of treat-
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Table
sdeans and F Bailos From Comparisons Setween Groups on Intake Variables
. i Recogninabie Toy Seif Sam Abtotme
Ciroup Diagnosis CA Trestment CA PMA words play wimulstion pazhiclogy spech
Experimental 320 M5 183 42 82 121 6.8 2.8
Controd § 353 409 171 58 02 19.6 .4 23
e 1.58 402° 149 52 S AT 337 8 38
Note. CA = ch dogical sges PIMA = g d mentsl tge Experimental group, a = [9; Coowel Group 1,2 = 19,
Sdfw 1,36 ;
°p <05,

ment, PMA, sum pzmolcxy abnormal speech, seil-st

bchmor. appropriste toy pley, md reeogninblc words) v-en'.

d 10 & multivariate of variance (MANQVA;
Brecht & Woodward, 1984). The means sad F ratios from this
analysis gre presented in Table 1. Az can be seexn, there were oo

significant differences between the groups except for CA stoe-

set of our treatment {p < .05). Control subfects were 6 months
older o the everage than experimental subjects (mean CAs of
35 months vs. 41 months, respectively). These differences prob-
ably refiect the delay of control subjects in their initiation into
the trestment project becausé of saff shortages; analysis will
show that differential CAs are not significantly related to owt-
come. To ascertains whether another test would reveal & stadsti-
cally significant difierence betwesn the groups on toy play, de-
scriprions of the subjects’ oy play {taken from ihe videowped
recordings) were typed on cards and rated for their developmen-
1l level by psychology students who were naive gbout the pur-
poss of the ratings and subject group assignment. The ratings
were reliable among students (7 » 79, p < .001), and an Fiest
showed no significant difference in developmental levels of toy
play between the two groups.

The respective means from the expaimental group and Cone
ol Group | oo the eight variables from the parent interview
were 89 and .74 for sensocy deficit, .63 and .42 for aduit rejec-
tion, .58 and .47 for no recoguinble words, 53 and .63 foc no
toy play, 1.0 and 1.0 foc no poer play, $5 2nd 49 for body sell-
simulzticn, 29 and 79 for uatrums, and 58 and 63 fx no
toilet training. The experiments! group and Contral Group §
wudsodmﬂulnonsdgfulﬁng(&n!ux‘a“nmmln
2 lage walkers), number of siblings in the family (1.26 in each
group), socioecoacmic satus of the father (Tovel 49 va. Lewd
$4 aceoeding to 1950 Buresu of the Ceasus standards), boys to
girls (1623 va 11:8); and number of subjects reforred for asuro-
bdalm&mﬂou:(lvalS)wbodnwdd;mol’damm(o
v:.l;‘l‘henumbmof&vu:bhm prognostic

icas of differences) en the p varisbles
Mwsameqmmmﬂtmtnmmm
grojgs appesr to have been comparable ot tutake

Follow-Up Datat

Sutjects’ PMA at intake, foll p ed ional pl

and [Q scores were subjectad 10 8 MANOVA that sontrasied the
experimentsl group with Control Groups | and & At fmhie,
there were 0o significant differences between the experimental
group snd the control groups. At follow-up, the experimental
group wag significantly higher than the control groaps on educa-

tonal {7 <001} and IQ {p < 01} The two contro
groups did net differ siguificantly at intake oc 2t follow-up, fc
short, dats from Control Croup 2 replicate those from Coatro!
Group | and further validate the effectiveness of our eaperi.
mental Dats aregiven in Table 3 thar show
the group mezns from PMA and
educational placement and {Q scores. The table also thows the
Fratios and significancs levels of the theee group comparisons.
In descriptive terms, the [9-subject experimental group
shows § children {47%) who sucoessfully passed through nor
mal first grade in & public school and obrained wn average o
above gverage scoce on 1Q tests (M = 107, cange = 94120},
Eight subjects (42%) passed first grade in sphasia classes and
obtained & mean IQ score within the mildly retardad range of
intellectual functioning (A = 70, rangs = 56-95). Only two
children (10%) were placed in classes for autistic/retarded <
dren and seored in the profousdly seterded mnge (I < 3
There were substantial increases in the subjects” levels of 1ot
tellectual functioning after treatment. The experimental group
subjects gained on the gverage of 30 1Q points over Control
Group | subjects. Thus the gumber o{ wbgeas who mcd
within e normal rangs of intell
from 2 10 12, whereas the number of subjects within the moder-
ate-L0-severe fange of intellectual retardation dropped from 10
0 3. As of 1986, the achievernents of experimental group sub-

Table2

Means and F Ratlos for Measures at Presrextmend
and Posttreatrnent

Followap
Croap fatake PMA P Q2
Menas
Experimental 188 237 833
Cootred § 174 142 532
Coatrel 2 174 157 §7.5
Fraddos® )
Experimenzal X Comtro] | 147 Bs% 14.4%
&pu'iwui R Conteel 1 0 17.6% 10.4°
Control § X Controk & 8,36 043 .45

Note. PMA w proratad mental 2ge: EDP = educations! placement Ex-
preimenta! group, A @ 19 Coatrol Group 1, u » 19; Coatot Group 2.
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Table 3

nemt in the £ program funct duce chungs,
*ﬁﬁb&gmrzﬁwz&:ﬁa&ofpkmmhiaw
this treament component affectad both the experimentai and
cootrol groups i & ¢niler manner, juppocting the asswmption
that the two groups cootained similac subjects,

Anatyses of variance were carried vut o the cight preteat-
ment variables to determine which variables, if any, were §ig.
nificantly related 1o outcome {gauged by sducational placement

and 13} in the experimenta! group and Control Growp 1. Pro-
rated mental age was gnibeandy (p < 03 relaeed 10 outoome
in both groups, & finding that is consistent with reports from
other investigators (DeMyer et el., 1981). In additica, tbnerrmal
speech was significaatly {p< .01) related to outcome in Control
Grroup 1. Chronological #zz &t oused of OUr treatment was Aot
&mmmmsmmtmmmmm

Edugational Placerment and Mean
and Range of IO at Follow-Up
Citewrp Recoversd Aphasic Autistic/Retarded

Experimentl

) ] t 2

MIQ 10t 0 »

Range 94120 5695 —
Contrel Groap §

N o 3 i1

MW - 14 ~ 36

Rasge - 30-102 20-73
Coatred Growp 2

N i 10 10

o z 31 16

— & ~

s differed signis
Note. Dashes Indickis 50 50X ¢ B0 €alry.

* Buth chikiren recefved the st s00re

jects have remained suble. Oaly 2 subjents bave bess reclassi-
fied: | subject {now 18 years o1d) was moved from an xphasia
to & normal dassroom sfler the sixth grade; | sudject {oow 13
years old) was rooved from a0 aphasiz 1o an sutistic/retarded
class placement.

The MA 10d 1Q scores of the two contn groups remained
virtually unchanged berween intake and foliow-up, consistent
with findings from other studies {Freeman et al, 1985; Rutter,
1970}, The subility of the KQ scores of the young autistic chil
dren, &5 reponied io the Freeman et al study, & prruculardy
relevant for the prosent study bocause it reduces the possibility
of spontaneous recovery effects. In deseriptive termns, the com-
biaed follow-up data from the control groups show that their
subjects fared poory: Only 1 subject (2%) schieved normal
functoning as evidenosd by norma! firstgrade placement and
n BQ of 9% on the WISC-R; 18 subjects (45%) were in aphasia
classes (mean 1Q = 70, range = 30-101} and 21 subjects (53%)
were in clazees foc the tutistie/retarded (mean 1Q = 40, range =
20-73). Table 3 provides s cocvenient &escriptive summary of
e suain followaup dxt from the three groups.

One final control procedure subjected 4 subjects in the expers
imeotal group (Ackerman, 1980) and 4 subjects in Controt
Group | (McEachin & Laaf, {984) to & treatomenat Intervention
i{xvhichmemmte!m:{thcm ™ xod ooce-

introdoced experi bk Lo~
d;nmmdm&hym wxd behaviors, wth
baseline observations

wrﬁng!‘mm 3 wecks 10 1 years after
trumtb.sdmmd(uﬁumﬁmmmmrormt
paly}. Durisg ta dve compo-
mmM&mﬁmmmmwmow
in the lrge wemount of inappropriate behaviees, kod simiias
snall and unstable increases were observed i aporopriate be
harviors such as play and language. These changes were insufbe
clent 1o sllow foc the subjects’ muccessful mainstrearming. Introe
dustion of contingent aversives resulted in & sudden xnd stable
reduction {8 the inappropriate bebaviors and & sudden and -
bl L?C!ﬂsc{:s sppropriate behuvioes. This experimentat inters
vention helps 1o establish two points: First, at last one compo-

by on this varighie at intake (by 6 months).
The failure of CA 1o relate 1o outoome may be based oa te very
mu:@cfmmbmnmofmw

%y, & linear combi of pretr variables
mddmmaadwmmciuth:apmmqup Using
s discriminant anatysds (Ray, 1982) with the eight variables
used in the first muluvariste snalysiy, it was possible to predict
perfectly the ¥ subjects whao did schieve normal functioning,
and no subject was predicted 1 achieve this outcome who 4id
oot In this analysis, PMA was the only variable that was sig-
nificantly relatad 1o ovtcome. Fisally, when this prediction
cquation was applisd to Control Group 1 suljects, § were pre-
dicied to achiews normal functioning with intensive treatment:
this further verifies the smilarity betwees the experimental
group and Contrel Group | prior 1o treatment.

Discussion

This srticle reports te results of intensive behaviorad treat-
ment foe young autistic children. Pretntatment measures re- -
vealed no significant differenoes between the Intensively wreated
experimental group and the minimally treated controd groups.
At follow-up, experimental group subjects did significantty bet-
ter than coctrol group subjects. For example, 47% of the experi-
meatal group achieved normal latellectual and educationat
functioning in contrast to only 2% of the coatrol group subjects.

I’nemdyinmmmmmmfamd&
signed to 131 in the effectt of the experi-
mentil group trestrents

1. Preweatment differences besween the experimental and
mwmmmhbwmﬁm.mm
mxotmmmmumumahnﬁym
bie. The bissed groups as
w&n@dhumﬂnmmmmmm
and by the prediction that 12 equal sumbsr of Cootrol Group
1 it experimental group subjects would hive schieved sormal
functioning bad the former subjects reccived intensive treat-
ment. Second., the experimental group was not biased by recetv-
ing subjects with & Grvorable disgnosis or based 1Q testing be-
cause both dizgaesis end 1 tests ware constant 2CToss groups.
Third, the referral process did aot favor the project cases be-
cause there were o significant differeaces betwesn Control
Grogps 1 and 2 &t intake or follow-up, tven though Coatrol
Group 2 subjects were refared 0 mbers by the sune ageacy.
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Fourth, subjects stayed within their groups, which preserved the

original {unbiased) group assigement.
Z.Afzvmbleouwomcmmmwmaumdnctcﬂhe
experimental but by the artitudes and

of the xff. There are two findings that contradict this possibile
ity of treatment agency (placebo) effects. First, because Control
Group 2 subjects had 1o contact with the project, aad because
there was 5o differeace between Control Groups 1 and 2 st fole
Tow-up, placebo cfocts appear implausible. Sceond, the within.
subjects nudyshovdlhnnlwtmemmt component
contributad to the fxvorable inthei v

promotion from grade o grade is mde not by one part’
ieacher but by severai teachers. Schoal personnel deseribe |
children as indistinguishable from their normal friends. On the
other hand, certaln residuat deficits may remain o the normay
funcrioning group that cannot be detested by teacters aod par.
ents and can only be isolated on cleser prychological aseass.
mmnpamaﬂzr&yum&ﬁdmmddmm-mwsuch
questions will soon be fortheoming in & more

follow—tp (McEachin, 1987

chuﬂqusnons nbom mnncntumun. itis unhkzly that

{experimental} group.
3. !tmzybemcdthatmeumwrbdwcnus:me
subjects were not truly autistic. This is counterindicsted by the

high reliability of the independent disgoosis and by the out«
come data from the control groups, which sre 1 with

H or could our pro-
gram for the :xpmmmm{ x:oup vmhou! prior extensive then-
rctm.l md supervised in 2 be-
with o Jty disabled clients as de.
mbed hcrc and without & d i in teachi

those reported by other investigators (Brown, 1969, DCM:}«::
etal., 1973; Eisenberg, 1956; Freemaa et al, 1985; Hawel

i umpmomumlwumbehmound;t»
mhngmm!ummmmm«mtmm

1968; Runter, l970)fampscfmmmcduldmdug
nosed by @ variety of other agencies.

4, The spontancous recovery rale Ameng very young sutistic
children s unknewn, and withou 3 coatrol group the frvarable
outeorse in the experimental group could have been attributed
o spontaneous recovery. However, the poor outcome in the sim-
ilarfy constitutad Control Groups 1 and 2 would seem 1o elimi-
nate spOAtANEOUs recovery &s & contributing factor to the Evor-
able outeome in the experimental group, The stability of the 1Q
1est seores in the young sutistic children examined by Froeman
etal (19835} attests once again o the chronicity of autistc be
haviors end serves to further negate the efferts of spontanecus

recovey.

5. Postreatment data showed that the effects of weatment
{8} were syt ial snd easily & d, (b} were appareat oa
comprehensive, objective, and soclally meaningful variables
(1Q snd school placement), 1nd (¢} were consisteat with & very
large body of prioe rescarch ot the apphazou oﬂammg the-
orytothetr and education of
persons and with the very extensive {100-year0ld) histocy of
psychology laboratcy wovk oa leaming processes in maa and
animale In short, the favoradle outcome reparted for the inten.
sve-treatment experimentsl group caa in all Beelihood be ate
triburtad &0 treatment.

A sumber of metsurement prodlems remale 0 be scived.
For example, play, communicative speech, and 1Q scores define
the charscieristios of amtistic chlldren a5 are eonsidersd pes-
dictors of Yet the ofthuemblak
8o exsy wek, Consider play. First, play undoutnedly varies with
the kinds of wys provided. Second, it s difficult to distinguish
Tow levels of toy play (simpie and repetitive play associated with

poried, aversives were isolated es one significant
variable, It is therefore unlikely thae treatment effects could be
replicated without this p Many iabj
are left unexploced, such as the effect of normal peers. Further-
maore, the seccessful mainstreaming of a 2-doyexr-old into §
normal preschoct group is much easier than the mainstreaming
of 25 older autistic child into the primary grades. This last point
underscares the imporiance of early intervention and places
limits on the generalization of our dats to older autistic chil-
dren,

Historically, psychodynamic theory has maintained ¢ sirong
influence on research and treatment with autiste children.
offering some hope for recovery through experiential manipr'- -
tions. By the mid-1960s, ag incveasing number of studie
ported that psychodynamic prattitioners were unable to deh ..
on that prowmise (Rimland, 1964), One reaction to those fadlures
was an emphasis on organic theories of autism that offered lintle
ot no hope for major impr through psychological and
educational interventions. In a comprebensive revigw of re-
search on gutism, DebMyer et al, {1981) concluded that “fin the
pax] psychotic children were believed 1o be patentially capable
of novmal functibaing in virtually all areas of development . . .
during the decade of the 19705 & was the rare investigator whe
mpvchp-semocwmhprmousiyhddncmns . .infap-
tle autism Is & type of develop 1 isonder penied by
sovere and, 2o & lagge nmgmmzhnﬂmxmhxwm
deficits” (p. 432).

mr&c&m&mumnmumm“iaﬁm
distinctively different groups emerged from the follow-up dsta
int the experimental group. Perhaps this Bnding implies differ-
ent exiologies. If so, future theoeies of autism will have 1o iden-
ufyehaemofchﬂdm%wtheb&dso{uﬁingm

mwmmmwuw«mm» date, the recovered o show RO P d oc
havicr (2 psychotic attributs iried with awtistic children).  behavioral deficits and their language sppears normal. contrary
Such provlems introducs variabllity that seads 1 diste at- %0 the position that many have (Rutter, 1974; Chur-

teation before research can peocsed in g mannee.
The term normal funcrioning bas been used to describe chil-
dren who successfully passed noemal first grade and achieved an
average 1Q on the WISC-R. But questions can be asked about
wwmmmmmwm:ummmem
band, e i
afpmmbmmcnumnmmmedummﬂm

postulated

chill, 1978) but consisent with Kanner's {1343} position that
autistic children possess poteatisly sormal of superior § intedli-
gence. Third, at intake, ofi

seroes o wide cange of behavi , and duing they
shamdabmﬂmwmmtmnﬂobwwdbehmm
The kind of (hypothesized) neural damage that mediates a par-
ticular kind of bebaviox, such as language (Rutes, (974), b not

aod social

with these data,
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Education for All Handicapped Children Act of 1973, Waskingten, DO
& ional Record.

oc identifying its etiology, one
::?uwd.(}m lgoupofdzﬂdrm“fbosbcwthchndsofw
havioral deficits and exoesses evident in our pretreatment mes-
wr&mchchﬂdrmvmmmummfmnmlum
psychological bandicaps later in life unless subjected W inten-
stve behavioral uummtmxanmdwdmxﬁunuydwﬁm
outesme,
These data pmm:muwwducnmmlbcemouomlhzr&
ships of fumilies with autistic children. The tr

Elsenberg, L (19356) The sutistic child in sdolesconce. American Joun
aad of Prychlatry 112.607-§12
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stability of cognil in autismy A S-year
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Gesell, A. (1949). Geseli Developmerual Schedules. New York: Psychon
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ML (1968}, Follow-up study of 71 children disgnosed as pey-
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nildhood disorders, such 25 childhood schizophrenia. C 546457,

important, practical implications in these findings may also be
noted The treatment sehedule of subjerts who achieved normasl
functioning could be reduced from 40 br per week to infrequent
visits even sfter the fint 2 years of wreatment. The assignment
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After a very intensive bebavtoral intervention, an experimental group of 19
preschool-age children with autism achieved less restrictive school placements and
bigher IQs than did a control group of 19 stmilar children by age 7 (Lovaas,
1987). The present study followed-up this finding by assessing subjects at a mean
age of 11.5 years. Results showed that the experimental group preserved 1ts gains
over the control group. The 9 experimental subfects who had achieved the best
outcomes at age 7 received particularly extensive evaluations indicating that 8 of
them were indistingutshable from average children on tests of tntelligence and
adaptive bebavior. Thus, bebavioral treatment may produce long-lasting and
significant gains for many young children with autism.

Infantile autism is a condition
marked by severe impairment in intellectual,
social, and emotional functioning. Its onset
occurs in infancy, and the prognosis appears

This study was supported by Grant No. MH-
11440 from the National Institute of Mental Health.
The study was based on a dissertation submitted
to the University of California, Los Angeles,
Deparunent of Psychology, in partial fulfillment
of the requirements for the doctoral degree. The
authors express their deep appreciation to the
many students at UCLA who served as therapists
and helped to make this study possible. Special
thanks to Bruce Baker and Duane Buhrmester,
who helped in the design of this study. Requests
for reprints of this article, copies of the Clinical
Rating $cale, or additional information about this
study should be sent to O, Ivar Lovaas, 405
Hilgard Ave., UCLA, Depantment of Psychology,
Los Angeles, CA 90024-1563.

to be extremely poor (Lotter, 1978). For
example, in the longest prospective follow-
up study with a sound methodological de-
sign, Rutter (1970} found that only 1 of 64
subjects with autism (fewer than 2%) could
be considered free of clinically significant
problems by adulthood, as evidenced by
holding a job, living independently, and
maintaining an active and age-appropriate
social life. The remaining subjects showed
numerous dysfunctions, such as marked
oddites in behavior, social isolation, and
florid psychopathology. The majority of sub-
jects required supervised living conditions.

Professionals have attempted 2 wide
variety of interventions in an effort to help
children with autism. For many years, no
scientific evidence showed that any of these
interventions brightened the children’s long-
term prognosis (DeMyer et al., 1981). How-

McEachin, Smith, and Lovaas
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ever, since the 1960s, one of these interven-
tions, behavioral treatment, has appeared
promising. Behavioral treatment has been
found toincrease adaptive behaviors such as
language and social skills, while decreasing
disruptive behaviors such as aggression
(DeMyer, Hingtgen, & Jackson, 1981; Newsom
& Rincover, 1989; Rutter, 198S). Further-
more, behavioral treatment has been con-
tinuously refined and improved as a result of
ongoing research effons at a2 number of sites
(Lovaas & Smith, 1988).

Some recent evidence has indicated
that behavioral treatment has developed to
the point that it can produce substantial
improvements in the overail functioning of
young children with autism (Simeonnson,
Olley, & Rosenthal, 1987). Lovaas (1987)
provided approximately 40 hours per week
of one-on-one behavioral treatment for a
period of 2 years or more to an experimental
group of 19 children with autism who were
under 4 years of age. This intervention also
included parent training and mainstreaming
into regular preschool environments. When
re-evaluated at a mean age of 7 years, sub-
jects in the experimental group had gained
an average of 20 1Q points and had made
major advances in educational achievement.
Nine of the 19 subjects completed first grade
in regular (nonspecial education) classes
entirely on their own and had IQs that
increased to the average range. By contrast,
two control groups totalling 40 children, also
diagnosed as autistic and comparable to the
experimental group at inake, did not fare
nearly as well. Only one of the control
subjects (2.5%) attained normal levels of
intellectual and educational functioning.

These data suggest thatbehavioral treat-
ment is effective. However, the durability of
reatment gains is uncertsin. In one prior
major study, Lovaas, Koegel, Simmons, and
Long (1973) found that children with autism
regressed following the termination of treat-
ment. Other studies have shown that chil-
dren with autism may display increased dif-
ficulties when they enter adolescence
(Kanner, 1971, Waterhouse & Fein, 1984),

Also, 2s was stated in the first follow-up
(Lovaas, 1987), “Certain residual deficits may
remain in the normal-functioning group that
cannot be detected by teachers and parents
and can only be isolated on closer psycho-
logical assessment, particularly as these chil-
dren grow older” (p. 8). This possibility
points to the need for a more detailed assess-
ment and for continued follow-ups of the
group over time.

The present investigation contained two
pans: In the first part we examined whether
several years after the evaluation at age 7, the
experimental group in Lovaas's (1987) study
had maintained its treatment gains. Subjects
in the experimental group and one of the
control groups completed standardized tests
of intellectual and adaptive functioning. The
groups were then contrasted with each other,
and their current performance was com-
pared to their performance on previous as-
sessments. The second part of the investiga-
tion focused on those subjects who had
achieved the best outcome at the end of first
grade in the Lovaas (1987) study (i.e., the §
subjects who were classified as normal fune-
toning out of the 19 in the experimental
group). We examined the extent to which
these best-outcome subjects could be con-
sidered free of autistic symptomatology. A
test battery was constructed 1o assess a
variety of possible deficits: for example,
idiosyncratic thought patterns, mannerisms,
and interests; lack of close relationships with
family and friends; difficulty in getting along
with people; relative weaknesses in certain
areas of cognitive functioning, such as ab-
stract reasoning; not working up to ability in
school; flatness of affect; absence or pecu-
liarity in sense of humor. Possible strengths
to be identified included nomal intellecual
functioning, good relationships with family
members, ability to function independeatly,
appropriate use of leisure time, and ad-
equate socialization with peers. Numerous
methodological precautions were taken to
ensure objectivity of the follow-up examina-
tion.
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Method

Subjects and Background

Characteristics of the subjects and their
treatment have been described elsewhere
(Lovaas, 1987) and will only be summarized
here. The initial treatment study conuined
38 children who, at the time of intake, were
very young (less than 40 months if mute, less
than 46 months if echolalic) and had re-
ceived a diagnosis of autism from a licensed
clinical psychologist or psychiatrist not in-
volved in the study. These 38 subjects were
divided into an experimental group and 2
control group. The assignment to groups
was made on the basis of staff availability. At
the beginning of each academic quarter,
wreatment teams were formed. The cdlinic
director and staff members then determined
whether any opening existed for intensive
reatment If so, the next referral received
would enter the experimental group; other-
wise, the subject entered the control group.
The experimental group contained 19 chil-
dren who received 40 or more hours per
week of one-to-one behavioral treatment for
2 or more years. The control group was
comprised of 19 children who received a
much less intensive intervention (10 hours a
week or less of one-to-one behavioral treat.
ment in addition to a variety of reatments
provided by community agencies, such as
parent training or special education classes).
The initial smady also included a second
control group, consisting of 21 children with
autism who were followed over time by a
nearby agency but who were never referred
for this study. However, these 21 subjects
were not available for the present investiga-
tion. On sundardized measures of intelli-
gence, the second control group did not
differ from either the experimental group or
the first control group at intake, nor did it
differ from the first conwrol group when
evaluated again when the subjects were 7
years old. These findings suggest that, as
measured by standardized tests, (2) the chil-
dren with autism who were referred to us for

treatment were comparable to children with
autism seen elsewhere and (b) the minimal
reatment provided (o the first contrel group
did not alter intellecrual functioning.

Statistical analysis of an extensive range
of pretreatment measures confirmed that the
experimental group and control group were
comparable atintake and closely matched on
such imporant variables as 1Q and severity
of disturbance. The mean chronological age
(CA) at diagnosis for subjects in the experi-
mental group was 32 months. Their mean IQ
was 53 (range 30 to 82; all IQs are given as
deviation scores), The mean CA of subjects
in the control group was 35 months; their
mean 1Q was 46 (range 30 to 80). Most of the
subjects were mute, all had gross deficien-
cies in receptive language, none played with
peers or showed age-appropriate toy play,
all were emotionally withdrawn, most had
severe tantrums, and all showed extensive
rrualistic and stereotyped (self-stimulatory)
behaviors. Thus, they appeared to be 2
representative sample of children with au-
tism (Lovaas, Smith, & McFEachin, 1989). A
mote complete presentation of the intake
data was reported by Lovaas (1987).

The children in the experimental group
and control group received their respective
treatments from trained student therapists
who worked in the child's home. The parents
also worked with their child, and they re-
ceived extensive instruction and supervision
on appropriate lreatment techniques. When-
ever possible, the children were integrated
into regular preschools. The treaumnent fo-
cused primarily on developing language,
increasing social behavior, and promoting
coopenative play with peers along with inde-
pendent and approprate toy play. Concur-
reatly, substantial efforts were directed at
decreasing excessive rituals, tantrums, and
aggressive behavior. (For a more deuiled
description of the intervention program, see
the treatmentmanual {Lovaasetal., 1980} and
instructional videotapes that supplement the
manual {Lovaas & Leaf, 19811)

At the time of the present follow-up
(1984-1985), the mean CA of the experimen-

MeEachin, Smith, and Lovaas

361



221

wl group children was 13 years (range = 910
19 years). All children who had achieved
normal functioning by the age of 7 years had
ended treatment by that point. (Normal func-
tioning was operationally defined as scoring
within the normal range on standardized
intelligence tests and successfully complet-
ing first grade in 3 regular, nonspecial edu-
cation class entirely on one's own.) On the
other hand, some of the children who had
notachieved normal functioning at 7 years of
age had, at the request of their parents,
remained in treatment. The length of time
that experimental subjects had been out of
treatment ranged from O to 12 years (mean =
5}, with the normal-functioning children
having been out for 3 to 9 years (mean = 5).

Themean age of subjects in the control
group was 10 years (range 6 to 14). The
length of time that these children had been
out of treatment ranged from 0 10 9 years
(mean = 3). Thus, experimenual subjects
tended to be older and had been out of
weatment longer than had conuol subjects.
This difference in age occurred because the
first refemls for the study were all assigned
to the experimental group dueto the fact that
refemals came slowly (7 in the first 3.5 years)
and therapists were available 1o weat all of
them. (As noted earlier, subjects were as-
signed to the experimental group if thera-
pists were available to treat them; otherwise,
they entered the control group.)

Statistical analyses were conducted o
test whether 2 bias resulted from the ten-
dency for the first referrals to go into the
experimental group, For example, it is con-
ceivable that the first referrals could have
been higher functioning at intake or could
have hadabetter prognosis than subsequent
referrals. If 5o, the subject assignment proce-
dure could have favored the experimental
group. To assess this possibility, we corre-
lated the order of referral with intake IQ and
with IQ at the first follow-up (age 7 years),
Pearson correlations were computed across
both groups and within each group. These
analyses indicated that the order in which
subjects were referred was not associated

withinake 1Qoroutcome [Q. Consequendy,
although thetendency for the firstreferrais o
enter the experimental group created a po-
tential bias, the data indicate that this was
untikely.

Procedure

The assessment procedure included
ascertaining school placement and adminis-
tering three standardized tests. Information
on school placement was obuined from
subjects’ parents, who classified them as
being in either a regular or a special educa-
tion class (e.g., a class for children with
autism or mental retardation, language de-
lays, multthandicaps, or leaming disabili-
ties). The three standardized tests were as
follows:

1. Intelligence test. The Wechsler Intel-
ligence Scale for Children-Revised (Wechsler,
1974) was administered when subjects were
able to provide verbal responses. This in-
cluded all 9 best-outcome experimental sub-
jects plus 8 of the remaining 10 experimental
subjects and 6 of the 19 conuol subjects. For
subjects who were not able to provide verbal
responses, the Leiter Intemational Perfor-
mance Scale (Leiter, 1959) and the Peabody
Picture Yocabulary Test-Revised (Dunn, 1981)
were administered. All of these tests have
been widely used for the assessment of
intellectual functioning in children with au-
tism (Short & Marcus, 1586).

2. The Vineland Adaptive Bebavior
Scales {Sparrow, Balla, & Cicchett, 1984).
The Vineland is a structured interview ad-
ministered 10 parents assessing the extent
to which their child exhibits behaviors that
are needed to cope effectively with the
everyday environment

3. The Personality Inventory for Chil-
dren (Wint, Lachar, Klinedinst, & Seat, 1977).
This measure is a 600-item true~false ques-
tionnaire filled out by parents that assesses
the extent to which their children show
various forms of psychological disturbance
{e.g., anxiety, depression, hyperactivity, and
psychotic behavior).
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These three tests were intended to pro-
vide a comprehensive evaluation of intellec-
rual, social, and emotional functioning. All of
the tests have been standardized on average
populations. Hence, they provide 2n objec-
tive basis for comparing subjects to children
without handicaps across the various areas
that they assess.

Data were obtained on all subjects ex-
cept one girl in the control group, who was
known 1o be institutionatized and Renction-
ing very poorly. The 9 best-outcome subjects
(those who had been classified as normal
functioning at age 7) received panicularly
extensive evaluations, as outlined later. Of
the 28 remaining subjects, 17 were evaluated
by staff members in our weatment program,
and 11 received evaluations from cutside
agencies such as schools or psychology
clinics. (In some cases, the gutside agendies
did not administer all of the measures in this
bartery.)

Evaluation of Best-Outcome Subjects.
To ensure objectivity in the evaluation of the
best-outcome subjects, we arranged for blind
administration 2nd scoring of all tests for
these subjects as follows. A psychologist not
assaciated with the study recruited advanced
graduate students in clinical psychology 0
administer the tests. The examiners were not
familiar with the history of the children, and
the psychologist told them simply that the
testing was part of a research study on
assessment of children. The psychologist
advised them that the nawre of the swudy
necessitated providing only certain standard
background information: age, school place-
ment and grade, and parent’s name and
phone number. To increasa the heterogene-
ity of the sample and to control for any
examiner bias, each examiner also tested
one or more subjects who were matched in
age 1o the experimental subjects and had no
histoty of behavioral disturbance. The exam-
inets were randomly assigned an approxi-
mately equal number of subjects for testing
in the experimental group and the compari-
son group. Two experimental subjects were
not living in the local area. Therefore, for

each of them, the psychologist recruited a
tester from the subject’s hometown area as
weil a5 an age-matched control subject, and
data were collected as just described. In
addition, the child's examiner filled out a
clinical rating scale following a structured
interview that covered a list of standard
topics, including friendships, family rela-
tions, and school and community activities,
The interview was designed both for elicit-
ing content and for sampiing interpersonal
style, The rating scale consisted of 22 items,
each scored O (best clinical statws) to 3
{marked deviance) points. The items were
designed to include likely areas of difficulty
for children with autism of average inteili-
gence {e.g., compulsive or ritualistic behav-
ior, empathy for and interest in others, a2
sense of humor) as well as areas of potential
difficulty for the general child population
(e.p., depressed mood, anxiety, hyperactiv-
ity). (The complete scale and a copy of
instructions for the clinical interview can be
obuined by writing to the third author).

Results

Experimental Versus Control Group

This first section examines the overall
effects of westment through comparison of
the follow-up data from the 19 subjecs who
received the intensive (experimental) treat-
mentio the dau from those who received the
minimal (control) reatment Data were ob-
tained from all subjects on school placement
and from all but one subjea in the control
group on Q. On the Vineland, scores were
obtaihed for 18 of 19 experimental subjects
and 15 of 19 control subjects. The lowest
availability of follow-up scores was on the
Personality Inventory for Children, with scores
for 15 experimental subjects and 12 control
subjects.

The subjects in the control group who
had Personality Inventory for Children scores
did not appear to differ from subjects who
were missing these scores, as compared on
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¢ tests for differences in intake [Q, 1Q at 7
years old, or IQ in the present study.

As noted earlier, 17 of the 29 subjects
who were not in the best-outcome group
were evaluated by Project staff members, 11
were evaluated by outside agencies, and 1
was not evaluated. To check whether Project
staff members were biased in their evalua-
tions or in their selection of which subjects
to evaluate, we used ! tests to compare
subjects they evaluated to those evaluated
by outside agendies on intake 1Q, 1Q at age
7 years, and IQ in the present study. No
significant differences between subjects
evaluated by Projectstaff members and those
evaluated by outside agencies were found.

School Placement. In the experimental
group, 1 of the 9 subjects from the best-
outcome group who had attended a regular
class at age 7 (J. L) was now in a spedial
education class. However, 1 of the other 10
subjects had gone from a special education
class to a regular class and was enrolled in 2
junior college at the time of this follow-up.
The remaining experimental subjects had
not changed their classification. Overall, then,
the proportion of experimental subjects in
regular classes did not change from the age
7 evaluation (9 of 19, or 47%). In the control
group, none of the 19 children were in 2
regular class, as had been wue at the age 7
evaluation. The difference in classroom place-
ment berween the experimental group and
the control group was statistically significant,
(1, N=38) = 19.05, p < .05.

Intellectual Functioning. The test scores
for the experimental group and control group
on intellecrual functioning, adaptive and
maladaptive behaviors, and personality func-
tioning are summarized in Table 1. As can be
seen in the table, the experimental group at
follow-up had a significantly higher mean IQ
than did the control group. This difference
was significant, 1(35) = 2.97, p< .01. Eleven
subjects (58%) in the experimenul group
obtained Full-Scale 1Qs of at least 80; only 3

subjects (17%) in the control group did as .

well. The scores were similar to those ob-
tained by the experimental group and con-

wol group at age 7 (mean IQs of 83 and S2,
respectively), indicating thac the experimen-
ul group had mainuined its gains in intellec-
tual functioning between age 7 and the time
of the current evaluation.

Table 1
Mean Scores and SOs by Group and Measure at
Follow-Up

Group
Experimental Contro!

Measure Mean SO Mean 50
Q 84.5 32.4 549 290
Vineland*

Communication 5.1 28.4 519 267

Daily Uyving Skifls 7314 26.8 459 25.4

Secialization 755 26.8 49.7 19.9

Adaptive Behavior

Compasite 71.6 268 457 212
Maladaptive Behavicr 10.6 8.2 174 7.2
PIC® Scaies
Mean elevation 61.8 10.2 64.8 a1
Scales > 70 4.0 39 8.2 2.8
“ineland Adaptive Bshavior Scale. *Personaiity inventory
for Children,

Adaptive and Maladaptive Bebavior.
On the Vineland, the mean overall or Com-
posite score was 72 in' the experimental
group and 48 in the control group. (The
average score for the general population on
this test is 100, with a standard deviation [SD}
of 15.) On the three subscales—Communica-
tion, Daily Living, and Sodalization—each
score closely paraileled the Composite score.
The interaction between the groups and the
subscales was not significant, indicating that
across the three subscales, the experimentat
group consistenty scored higher than did
the control group. Ascan be seen in Table 1,
Maladaptive Behavior wassignificandy higher
in the contol group, 1(31) = 2.39, p<.05. The
mean score for the control group was in the
clinically significant range whereas that of
the experimental group was not. (Scores of
13 and above are considered to be indicative
of dinically significant levels of maladaptive
behavior at ages 6 to 9 years; 12 or above, at
12 1o 13 years; and 10 or above, at 14 years
and older.) Thus, the findings indicate that
the experimental group showed more adap-
tive behaviorsand fewer maladaptive behav-
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iors than did the control group.

Personality Functioning. Scores for the
experimental group and conuol group did
not differ on overzll scale elevaton, with
mean tscores of 62 and 65, respectively, (On
this test, the mean ! score for the general
population is approximately 50 [SD = 101.) T
scores above 60 are considered indicative of
possible or mild deviance, whereas ¢ scores
above 70 are viewed as suggesting 2 clini-
cally significant problem, namely, one that
may require professional attention. There
was a significant interaction between the
groups and the individual scales on this test,
F(15, 390) = 2.36, p < .0l. Results of the
Tukey test indicated that the most reliable
difference between groups occurred on the
Psychosis saale, on which the experimental
subjects had 2 mean of 78 and the control
subjects had 2 mean of 104, A1, 26) = 8.53,
p < .01. Seven subjects in the experimental
group scored in the clinically preferred range
(below 70), whereas no subjects in the con-
trol group scored that low, Only one other
scale showed a significant difference, So-
matic Concems, M1, 26) = 4.60, p< .05. The
control subjects tended to display a below
average level of somatic complaints (mean of
45 as compared to 54 for the experimental
subjects).

Best-Qutcome Versus Nonclinical
Comparison Group

A t1est indicated no significant differ-
ence in age between the best-outcome group
and the comparison group of children with-
out a history of clinically significant behav-
ioral disturbance. Subjects in the best-out-
come group had a mean age of 12.42 years
(range 10.0 1o 16.25) versus 12.92 years
(range 9.0 to 15.17) for the nonclinical com-
parison group. Scores on the WISC-R and
clinical rating scale were obuined for all
subjects; 1 experimental subject and 2
nonclinicl comparison subjects were miss-
ing Vineland scores, and 2 experimental
subjects and 1 nonclinical comparison sub-
ject were missing Personality Inventory for

Children scores. Both the Vineland and Per-
sonality Inventory for Children were com-
pleted by parents. In cases where these
scores were not obtained, the parenis had
declined to participate.

On the measures that provide standard-
ized scores, the functioning of the best-
outcome subjects was measured most pre-
cisely by comparing the best-outcome group
against the test norms. Therefore, this analy-
sis is of primary interest. Data for the
nonclinical comparison group are mainly
useful in confiming that the assessment
procedures were valid and in providing a
contrast group for the one measure without
nomms, the Clinical Rating Scale. For the
nonclinical comparison group, it will suffice
to summarize the results as follows: On the
WISC-R this group had mean IQs of 116
Verbal, 118 Performance, and 119 Full-Saale.
On the Vineland the group obtained mean
standard scores of 102 Communication, 100
Daily Living Skills, 102 Sodialization, and 101
Composite. The mean scale score on the
Personality Inventory for Children was 49.
Thus, the nonclinical comparison group dis-
played above-average or average function-
ing across all areas that were assessed.

The next section is focused on the
functioning of the best-outcome group on
IQ, adaptive and maladaptive behavior, and
personality measures and contrasts the best-
outcome subjects with the comparison sub-
jects on the Clinical Rating Scale.

Intellectual Functioning. Table 2 pre-
sents the IQ data for each subject in the best-
outcome group and the mean scores for the
group. This table shows that, as a whole, the
9 best-outcome subjects performed well on
the WISC-R. Their IQs placed them in the
high end of the normal range, about two
thirds of an SD above the mean. Their Full-
Scale 1Qs ranged from 99 to 136,

Subjects’ scores were evenly distributed
across a range from 80 to 125 on Verbal IQ
and from 88 to 138 on Performance 1Q. The
subjects averaged 3 points higher on Perfor-
mance [Q than Verbal 1Q. Two of them (. L.
and A. G.) had at least a 20-point difference
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Tabie 2
WISC-R Scores of the Best.-Outcome Subjects
Varbai Periormance WISC-RQ

Subject Infrm Simid Anth Vocab  Compr Pl PcA BkD Oba Cod vie PIQ Full
AS. 12 12 12 3 13 10 9 13 12 1 106 106 108
MC. 17 19 Al 14 10 12 16 19 19 it 125 128 136
MM 14 13 10 14 " 12 " 1" 11 8 114 102 109
L.8. 12 16 1 13 15 7 12 17 17 19 118 31 128
Juk. [ 8 7 4 8 18 1 18 14 7 80 123 100
D.E. 9 17 8 10 15 13 9 12 ? 17 38 114 108
AG. 7 14 12 1 13 9 4 8 11 10 108 88 99
B.W. 12 11 1¢ 10 @ 7 10 g 1y 10 102 95 89
BR 1 14 11 13 16 12 10 12 1t 10 118 108 114
Mean ¥t 139 10.3 0.9 12 11 10.2 13 12.8 114 108 311 111

Note. Infrm=information, Simil = Similarities, Arith = Arithmetic, Vocab = Vocabuiary, Compr = Comprahension,
PicC = Picturs Complation, PicA = Picture Arrangarment, BIkD = Block Design, ObjA = Object Assembly, Cod
= Coding, VIQ = Verbal IQ, PIQ = Pedformance IQ, and Full = Full-Scale K3,

berween Verbal and Performance IQ.

On each subtest of the WISC-R, the
mean for the general population is 10 (SD =
3). It can be seen from Table 2 that the best-
outcome subjects scored highest on Similari-
ties, Block Design, and Object Assembly.
They scored lowest on Picture Ammangement
and Arithmetic. Thus, the subjects consis-
tenty scored at or above average.

Adaptive and Maladaptive Bebauvior.
Table 3 presents the data for the best-out-
come group on the Vineland Adaptive Be-
havior Scales. It can be seen that the best-
cutcome group scored about average on the
Composite Scale and on the subscales for
Communication, Daily Living, and Socializa-
tion. However, Table 3 shows that some of
the best-outcome subjects had marginal
scores, including . L., B. W.,and M. M, Even
so, all of the best-outcome subjects had
Composite scores within the normal range.

As cn be seen in Table 3, on the
Maladaptive Behavior Scale (Parts [ and 1),
the mean score for the best-outcome group
indicated that, on average, these subjects did
not display clinically significant levels of
maladaptive behavior. Three of them scored
in the dlinically significant range versus one
subject in the nonclinical comparison group,
which had 2 mean of 7.7 on this scale,

FPersonality Functioning. The results of
the Personality Inventory for Children are
summarized in Table 4. The best-outcome
subjects obuined valid profiles on the Per-

sonality [nventory for Children, as measured
by the three validity scales (Lie, Frequency,
and Defensiveness). As can be seen from the
table, the subjects scored in the normal range
across all scales. They tended to score high-
eston Intellectual-Screening, Psychosis, and
Frequency. Intellectuai-Screening assesses
slow intellectual development, and Psycho-
sis and Frequency assess unusual or strange
behaviors. Only Intellectual-Screening was
above the normal range, and this sale is
affected by subjects’ early history. For ex-
ample, the scale contains statements such as
“My child first talked before he (she) was two
yearsold,* which would be faise for the best-
outcome subjects regardless of their current
level of functioning,

As Table 4 indicates, 4 best-outcome
subjects had a single scale elevated beyond

Table 3

Scores on the Vineland Adaptive Behavior Scale
for the Best-Outcome Subjects

Adaptive behevior Maladaptive
Subject Com LS Soc Comp hehavior
R.S. 83 98 102 92 §
M.C. 18 93 88 98 16
MM, "9 78 114 105 2
L.B. 107 108 12 108 4
J.L 77103 54 83 13
DE. 33 8 &2 80 18
AG. 1ot a7 sg 38 5
B.W. B3 74 ] 83 3
8.R, — - - - —
Mean 98 92 999 94 a8

Note. Com = Communication, DLS = Dady Living Skilis, Soc
= Socializatan, Comp = Adaptive Behavior Compasite,
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Table 4
T Scores on the Personallty Inventory for Children for the Best-Outcome Subjects
T score

Subject Mean <70 L F  Det Adj Ach -8 [vi Som QOep Fam Dig Wdr Anx  Psy Hyp Soc
RS, 56 1 49 S4 43 Bl 53 75 48 44 63 47 46 69 6C B5 46 64
M.C. 52 1 48 B3 37 43 39 54 38 64 55 54 4§ 85 51 IS 40 55
M.M. 49 0 42 S4 43 S0 42 64 46 5B 43 55 46 47 53 46 54 36
LB. s1 1 60 S50 49 49 a7 7G 39 S5 43 48 §1 45 B0 51 49 51
J4. 70 ] 42 84 37 85 77 94 85 78 8 85 61 63 78 76 52 72
D.E. - = e = = = e e e e e = e =~ = e e
AG. 5% Q 38 45 48 57 48 33 s3 51 43 69 40 S5 55 £5 43 63
BW. 54 1 45 83 50 53 && 48 88 47 44 57 80 44 45 45 82 44
B.R. - = = = = = e e e e = e = — = = =
Mean s§ 2 46 56 44 58 51 64 49 57 57 56 54 58 87 59 50 55

Note. WMean = mean sievation across all scales. L = Ue scals

, F = Frequency, Def = Defensivaness, Adj = Adjustment, Ach

= Achievament, I-8 = Intallectual-Screening, Dvi = Deveiopment, Sam = Samatic Cancern, Dep = Deprassion, Fam = Family

Relations, Dig = Delinquency, Wdr = Withdrawal, Anx = Anxiety, Psy = Psych

the clinically significantrangeand a Sth{J. L)
had nine scales elevated, including the high-
est scores in the best-outcome group on
Intellectual-Screening, Psychosis, and Fre-
quency. Thus, this subject appeared to ac-
count for much of the elevation in scores on
these scales. By comparison, there were 3
subjects in the nonclinical comparison group
with at least one scale elevated.

Clinical Rating Scale. On this scale, 8 of
the best-outcome subjects scored between 0
and 10, and the 9th (. L.) scored 42. The
mean was 8.8, with a standard deviation of
12.9. The nonclinical comparison subjects all
scored between 0 and S (mean = 1.7, SD =
2.1). Because these SDs are unequal, we
used 2 nonparametric statistic, 2 Mann-
Whitney Utest, revealing a significant differ-
ence between groups, U= 19, p< .05, Thus,
the best-outcome subjects displayed more
deviance than did the comparison subjects,
but most of the deviance appeared to come
from one subject, J. L.

Discussion

This study is a later and more extensive
follow-up of two groups of young subjects
with autism who were previously studied by
Lovaas (1987): (a) an experimental group (n
= 19) that had received very intensive behav-
ioral treatment and (b) a conwrol group (n =
19} that had received minimal behavioral

is, Hyp = Hyp ivity, So¢ = Social Skilis.
treatment. In the present study we have
reported data on these children ata mean age
of 13 years for subjects in the experimental
group and 10 years for those in the conuol
group. The data were obtained from a com-
prehensive assessment battery.

The main findings from the test battery
were as follows: First, subjects in the experi-
mental group had maintained their level of
intellectual functioning Between their previ-
ous assessment at age 7 and the present
evaluation at a mean age of 13, as measured
by standardized intelligence tests. Their mean
1Q was about 30 points higher than that of
control subjects. Second, experimental sub-
jects also displayed significandy higher lev-
els of functioning than did control subjects
on measures of adaptive behavior and per-
sonality, Third, in a particularly rigorous
evaluation of the 9 subjects in the experi-
mental group who had been dassified as
best-outcome (normal-functioning} in the
earlier study (Lovaas, 1987), the test results
consistently indicated that the subjects ex-
hibited average intelligence and average
levels of adaptive functioning. Some devi-
ance fromaverage was found on the person-
ality test and the clinical ratings. However,
this deviance appeared to derive from the
extreme scores of one subject, J. L. (see Table
2, 3, and 4). This subject also had been
removed from nonspecial education classes
and placed in a class for children with
language delays, and he obtained relatvely
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low scores (about 80) on the Verbal section
of the intelligence test and the Communica:
tion section of the measure of adaptive
behavior. Thus, he nolonger appearedto be
nomal-functioning. However, the remain-
ing 8 subjects who had previously been
classified as normal-functioning demonsurated
average 1Q, with intellectual performance
evenly distributed across subtests, were able
to hold their own in regular classes, did not
show signs of emotional disturbance, and
demonstrated adequate developmentof adap-
tive and social skills within the normal range.
In addition, subjective clinical impressions
of blind examiners did not discriminate them
from children with no history of behavioral
disturbance. These 8 subjects (42% of the
experimental group) may be judged to have
made major and enduring gains and may be
described as “normal-functioning.” By con-
trast, none of the control group subjects
achieved such a favorable outcome, consis-
tent with the poor prognosis for children
with autism reported by other investigators
(Freeman, Ritvo, Needleman, & Yokota, 1985).

In order to evaluate this outcome, we
must pay close attention to whether or not
our methodology was sound. The adequacy
of our methodology is crucial because the
outcome in the present study represents a
major improvement over outcomes obtained
in previous experimental studies on the
treatment of children with autism (Ruter,
1985). The only reports of comparable out-
comes have come from uncontrolled case
studies (e.g., Bettelheim, 1967), and subse-
quent investigations have indicated that these
case studies grossly overestimated the out-
comes obtainable with the treatment that
was provided. Similarly, reports of major
gains in other populations, such as large 1Q
increases in children from impoverished
backgrounds, also have been based on highly
questionable evidence (Kamin, 1974; Spitz,
1986). Such reports have the potential to
cause a great deal of harm by misleading
consumers and professionals.

A detailed description of all the meth-
odological safeguards that should be buiit

into a reatmentstudy is beyond the scope of
the present report (see Kazdin, 1980, Kendall
& Norton-Ford, 1982; Spitz, 1986). However,
we note that weincorporated a large number
of methodological safeguards in both the
original study (Lovaas, 1987) and the present
investigation:

1. The experimental group and the
control group received equivalent assess-
mentbatteries atintake and were found to be
very similar on a multitude of important
variables. Moreover, the number of control
group subjects who were predicted toachieve
normal functioning, had they received inten-
sive treatment, was approximately equal to
the number of experimental subjects who
actually did achieve normal functioning with
intensive treatment (Lovaas & Smith, 1988).
Thus, the subject assignment procedure
yielded groups that were comparable prior
to reatment. This provided a strong indica-
ton that the superor functioning of the
experimental group after veatment was 2
result of the treatment itself rather than a
biased procedure for assigning subjects to
the experimental group.

2. All subjects remained inthe groups to
which they were assigned at intake. Only 2
subjects dropped out, and they were not
replaced. Therefore, the original composi-
tion of the groups was essentially preserved.

3. All subjects were independenty di-
agnosed as autistic by PhD or MD clinicians,
and there was high agreement on the diag-
nosis between the independent clinicians.
This provided evidence that subjects met
criteria for a diagnosis of autism.

4. Prior to treatment, these subjects
appeared to be comparable to those diag-
nosed as having autism in other research
investigations. Evidence for this comes from
the second control group that was incorpo-
rated into the initial treatment study. This
group was evaluated by another research
team (independent of ours), had similar IQs
at intake based on the same measures of
intelligence that we used, yet showed similar
outcome data to those reported by other
investigators. Additonal evidence can be
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derived from the similarity of our intake data
to data reported by otherinvestigators (Lovaas
etal., 1989). Forexample, although Schopler
and hisassodates (Schopler, Short, & Mesibov,
1989) suggestedthat oursample had a higher
mean [Q than did other samples of children
with autism, their own data do not appear to
differ from ours (Lord & Schopler, 1989).
Thus, there is evidence that our subjects
were a typical group of preschool-age chil-
dren with autism rather than a select group
of high-level children with autism who would
have been expected to achieve normal func-
tioning with littie or no treatment.

5. The first control group, which re-
ceived up to 10 hours a week of one-to-one
behavionl treatment, did not differ at post-
treatment from the second control group,
which received no treatment from us. Both
groups achieved substantially less favorable
outcomes than did the experimental group.
Because all groups were similar at pretreat-
ment, this result confirms that our subjects
had problems that responded only 1o inten-
sive treatment rather than problems such as
being noncompliant or holding back (mask-
ing an underlying, essentially average intel-
lecrual functioning that would respond to
smaller-scale interventions).

6. Subjects’ families ranged from high to
low sociceconomic status, and, on average,
they did not differ from the general popula-
tion (Lovaas, 1987). Thus, although our treat-
ment required extensive family participa-
tion, a diverse group of families was
ipparently able to meet this requirement.

7. The uveatment has been described in
detail (Lovaas et al,, 1980; Lovaas & Leaf,
1981), and the effectiveness of many compo-
nents of the treatment has been demon-
strated experimentally by a large number of
investigators over the past 30 years (cf.
Newsom& Rincover, 1989). Hence, our treat-
ment may be replicable, a point that is
discussed in greater detail later.

8. The resuilts of the present follow-up,
which extended several years beyond dis-
charge from treatment for most subjects, are
an encouraging sign that treatment gains

have been maintained for an extended pe-
rod of time.

9. Awide range of measures was admin-
istered, avoiding overreliance onintelligence
tests, which have limitations if used in isola-
tion (e.g., bias resulting from teaching to the
test, selecting 2 test that would yield espe-
cially favorableresults, failing to assess other
aspects of functioning such as social compe-
tence or school performance) (Spitz, 1986;
Zigler & Trickert, 1978).

10. The use at follow-up of 2 normal
comparison group, standardized testing, and
blind rating allowed for an objective, de-
tailed, and quantifiable assessment of treat-
ment effectiveness. A particularly rigorous
assessment was given to those subjects who
showed the most improvement.

Taken together, these safeguards pro-
vide considerable assurance that the favor-
able ocutcome of the experimental subjects
can be attributed to the treatment they re-
ceived ratherthan to extraneous factors such
as improvement that would have occurred
regardless of weatment, biased procedures
for selecting subjects or assigning them to
roups, Or narow or inappropriate assess-
ment batteries.

Despite the numerous precautions that
we have taken, several concems may be
raised about the validity of the results. Per-
haps the most important is that the assign-
ment to the experimental or control group
was made on the basis of therapist availabil-
ity rather than a more arbitrary procedure
such as alternating refemals (assigning the
first refemral to the experimental group, the
second to the control group, the third to the
experimental group, and so forth). However,
it seems unlikely that the assignment was
biased in view of the pretreatment data we
have presented on the similaritybetween the
experimental and control groups. On the
other hand, we do not know as yet whether
there exists 1 pretreatment variable that does
predict outcome but was not among the 19
we chose, yet could have discriminated be-
tween groups. In 2an earlier publication
(Lovaas et al.,, 1989), we responded in some
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deuil to the concern about subject assign-
ment as well as other possible problems
associated with the original study. There are
centain additional questions that may be
raised by this follow-up investigation:

1. The experimental group was older
than the control group at the time of this
follow-up evaluation. We explained this find-
ing earlier and noted that data analyses
indicated that it was unlikely that this age
difference reflected a bias in subject assign-
ments.
2. The follow-up assessments for 17 of
the lower functioning subjects in this study
were conducted by staff members from our
Project, who could have biased the test
results. However, as noted previously, a
check revealed no evidence of such a bias.

3. The Clinical Rating Scale, based on an
interview with subjects who had been clas-
sified as normal-functioning in the original
study, has no norms or data on reliability and
validity. However, we regard the interview
simply as an extra check on whether the
examiners detected residual signs of autism
or other behavior problems that were some-
how overlocked in the three other (well-
standardized) measures in the study and
their 30 subsales. We do not regard the
interview as an insttument that by itself
yields conclusive results. No other interview
that suited our purposes currently exists. In
future investigations, we plan to use an
interview that Michael Rutter and his associ-
ates are now developing for the purpose of
detecting of residual signs of autism in indi-
viduals with average intelligence.

4. As in most long-tem follow-up stud-
ies, we had some missing data. However,
there is no evidence that the missing data
would have changed the overall results.

5. In our analysis of the best-outcome
group, we noted that the group averages
deviated from *normal” on one subscale of
the Personality Inventory for Children and
on the Clinical Rating Scale. We then autrib-
uted this deviance 10 the extreme scores of
one subject rather than to general problems
within this group. We recognize that group

averages are seldom interpreted this way.
However, as stalisticians and methodolo-
gistshave pointed out (e.g., Barlow & Hersen,
1984), there are many times when group
averages represent the performance of few
or no subjects within the group. This was one
of thosetimes, asis clearly shown by the data
on individual subjects (Tables 2, 3, and 4).
Deviance was found almost exclusively in
one subject, not evenly distributed across ali
subjects, and we have presented the results
accordingly.

The mostimportant void for research to
fill at this ime is replication by independent
investigators who employ sound method-
ologies. Given the objective assessment in-
struments that we used and the detailed
description that we have provided of the
treatment (Lovaas et al., 1980), such a repli-
cation should be possible. However, the
treatment is complex and to replicate it
properly, an investigator probably needs to
possess (a) 2 strong foundation in learning
theory research; (b) a detailed knowledge of
the treatment manual we used; (¢) a super-
vised practicum of at least 6 months in one-
to-one work with clients who have develop-
mental delays, emphasizing discrimination
leaming and building complex language;
and (d) a commitment to provide 40 hours of
one-lo-one treatment to client per week, 50
weeks per year, for atleast 2 years. Qur best-
outcome subjects all required 2 minimum of
2 years of intensive treatment to achieve
avenage levels of functioning (another indi-
cation that those subjects had pervasive
disabilities and were not merely non-
compliant).

A second void to fill concerns the ma-
jority of children who did not benefit to the
point of achieving normal functoning with
intensive treatment. Perhaps an earlier start
in treatment would have been ali that was
needed to obuin favorable outcomes with
many of these children. More pessimistically,
perhaps such children require new and dif-
ferent interventions that have yet 10 be
discovered and implemented. In any case, it
is essential to develop more appropriate
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services for these children.

Finally, a rather speculative but promis-
ing area for research is to determine the
extent to which early intervention alters
neurological structures in young children
with autism. Autism is almost cerrainly the
result of deficits in such neurological struc-
tures (Rutter & Schopler, 1987). However,
laboratory studies on animals have shown
that alterations in neurological structure are
quite possible 2s a result of changes in the
environment in the first years of life (Sirevaag
& Greenough, 1988), and there is reason to
believe that alterations are also possible in
young children. For example, children under
3 years of age overproduce neurons, den-
drites, axons, and synapses. Huttenlocher
(1984) hypothesized that, with appropriate
stimulation from the environment, this over-
production might allow infants and
preschoolers to compensate for neurological
anomalies much more completely than do
older children. Caution is needed in gener-
alizing from these findings on average chil-
dren to early intervention with children with
autism, particularly because the exact nature
of the neurological anomalies of children
with autism is unclear at present (e.g., Rutter
& Schopler, 1987). Nevertheless, the findings
suggest thatintensive early intervention could
compensate for neurclogical anomalies in
such children. Finding evidence for such
compensation would help explain why the
treatment in this study was effective, More
genenally, it might contribute 1o an under-
standing of brain~behavior relations in young
children.
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Other Mental Disorders in Children and
Adolescents

Anxiety Disorders

The combined prevalence of the group of
disorders known as anxiety disorders is higher

than that of virtually all other mental disorders

of childhood and adolescence (Costello et al.,

1996). The 1-year prevalence in children ages
9to 17 is 13 percent (Table 3-1). This section
furnishes brief overviews of several anxiety

disarders: separation anxiety disorder,
generalized anxiety disorder, social phobia, and
obsessive-compuisive disorder. Treatments for

all but the tatter are grouped together below.

Separation Anxiety Disorder

Although separation anxieties are normal
among infants and toddlers, they are not
appropriate for older children or adolescents
and may represent symptoms of separation
anxiety disorder. To reach the diagnostic
threshold for this disorder, the anxiety or fear
must cause distress or affect social, academic,
or job functioning and must last at least 1
month (DSM-1V). Children with separation
anxiety may cling to their parent and have

difficulty falling asteep by themselves at night.

When separated, they may fear that their
parent will be involved in an accident or taken
ill, or in some other way be “lost” to the child

forever, Their need to stay close to their parent

or home may make it difficult for them to

attend school or camp, stay at friends’ houses,
or be in a room by themselves. Fear of

separation can lead to dizziness, nausea, or

palpitations (DSM-1V).

Separation anxiety is often associated with
symptoms of depression, such as sadness,

withdrawal, apathy, or difficulty in
concentrating, and such children often fear that

they or a family member might die. Young
children experience nightmares or fears at

bedtime,

About 4 percent of children and young

adolescents suffer from separation anxiety

http://www.nimh.nih.gov/mhsgrpt/chapter3/secé html

/22700
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disorder {(DSM-1V). Among those who seek
treatment, separation anxiety disorder is
equally distributed between boys and girls. In
survey samples, the disorder is more commen
in girls (DSM-1V). The disorder may be
overdiagnosed in children and teenagers who
live in dangerous neighborhoods and have
reasonable fears of feaving home.

The remission rate with separation anxiety
disorder is high. However, there are periods
where the iliness is more severe and cther
times when it remits. Sometimes the condition
fasts many years or is a precursor to panic
disorder with agoraphobia. Older individuals
with separation anxiety disorder may have
difficulty moving or getting married and may,
in turn, worry about separation from their own
children and partner,

The cause of separation anxiety disorder is not
known, although some risk factors have been
identified. Affected children tend to come from
families that are very close-knit, The disorder
might develop after a stress such as death or
Hiness in the family or @ move, Trauma,
especially physical or sexual assault, might
bring on the disorder {Goenjian et al., 1995).
The disorder sometimes runs in families, but
the precise role of genetic and environmental
factors has not been established. The etiology
of anxiety disorders is more thoroughly
discussed in Chapter 4,

Generalized Anxiety Disorder

Children with generalized anxiety disorder {or
overanxious disorder of childhood) worry
excessively about all manner of upcoming
events and occurrences. They worry unduly
about their academic performance or sporting
activities, about being on time, or even about
natural disasters such as earthquakes, The
worry persists even when the child is not being
judged and has always performed well in the
past. Because of their anxiety, children may be
overly conforming, perfectionist, or unsure of
themselves, They tend to redo tasks if there are
any imperfections, They tend to seek approval
and need constant reassurance about their
performance and their anxieties (DSM-IV), The
1-year prevalence rate for all generalized
anxiety disorder sufferers of all ages is
approximately 3 percent. The lifetime
prevalence rate is about S percent (DSM-IV).

About half of all aduits seeking treatment for

http://www.nimh.nih.gov/mhsgrpt/chapter3/sec6 htm] 3/22/00
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this disorder report that it began in childheod
or adolescence, but the proportion of children
with this disarder who retain the problem into
aduithood is unknown. The remission rate is
not thought to be as high as that of separation
anxiety disorder.

Social Phobia

Children with social phobia (also called social
anxiety disorder) have a persistent fear of
being embarrassed in social situations, during a
performance, or if they have to speak in class
or in public, get into conversation with others,
or eat, drink, or write in public. Feelings of
anxiety in these situations produce physical
reactions: palpitations, tremors, sweating,
diarrhea, blushing, muscle tension, etc.
Sometimes a full-blown panic attack ensues;
sometimes the reaction is rauch more mild.
Adolescents and adults are able to recognize
that their fear is unreasonable or excessive,
although this recognition does not prevent the
fear. Children, however, might not recognize
that their reaction is excessive, although they
may be afraid that others will notice their
anxiety and consider them odd or babyish.

Young children do not articulate their fears, but
may cry, have tantrums, freeze, cling, appear
extremely timid in strange social settings,
shrink from contact with others, stay on the
side during social events, and try to stay close
to famitiar adults. They may fall behind in
school, avoid school completely, or avoid sacial
activities among children their age. The
avoldance of the fearful situations or worry
preceding the feared event may last for weeks
and interferes with the individual's daily
routine, social life, job, or school. They may
find it impossible to speak in social situations or
in the presence of unfamiliar people (for review
of social phobia, see DSM-1V; Black et al,,
1997).

Social phobia is common, the lifetime
prevalence ranging from 3 to 13 percent,
depending on how great the fear is and on how
many different situations induce the anxiety
(DSM-1V; Black et al., 1997). In survey studies,
the majority of those with the disorder were
found to be female (DSM-1V). Often the iliness
is lifelong, although it may become less severe
or completely remit. Life events may reassure
the individua! or exacerbate the anxiety and
disorder.

http://www.nimh.nih.gov/mhsgrpt/chapter3/sec6.html 3/22/00
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Treatment of Anxiety

Although anxiety disorders are the most
common disorder of youth, there is relatively
little research on the efficacy of psychotherapy
(Kendall et al., 1397). For childhood phobias,
contingency management!® was the only
intervention deemed to be well-established,
according to an evaluation by Oifendick and
King {1998), which applied the American
Psychological Association Task Force criteria
{noted earlier). Several psychotherapies are
probably efficacious for treating phobias:
systematic desensitization}t ; modeling, based
on research by Bandura and colleagues, which
capitalizes on an observational learning
technique (Bandura, 1971; see also Chapter 2);
and several cognitive-behavioral therapy (CBT)
approaches

(Ollendick & King, 1998).

CBT, as ploneered by Kendall and colleagues
(Kendall et al,, 1992; Kendall, 1994), is
deemed by the American Psychologicai
Assoctation Task Force as probably efficacious.
It has four major components: recognizing
anxious feelings, clarifying cognitions in
anxiety-provoking situations,? developing a
plan for coping, and evaluating the success of
coping strategies. A more recent study in
Australia added a parent component to CBT,
which enhanced reduction in post-treatment
anxiety disorder significantly compared with
CBT alone (Barrett et al,, 1996). However, none
of the interventions identified above as well-
established or probably efficacious has, for the
most part, been tested in real-wotld settings.

In addition, psychodynamic treatment to
address underlying fears and worries can be
helpful, and behavior therapy may reduce the
child’s fear of separation or of going to schoo!;
however, the experimental support for these
approaches is limited.

Preliminary research suggests that selective
serotonin reuptake inhibitors may provide
effective treatment of separation anxiety
disorder and other anxiety disorders of
childhood and adolescence, Two large-scale
randomized controlled trials are currently being
undertaken (Greenhill, 1998a, 1998b). Neither
tricyclic antidepressants nor benzodiazepines
have been shown to be more effective than
placebo in children (Klein et al., 1992;
Bernstein et al., 1998).

http://www.nimh.nih.gov/mhsgrpt/chapter3/sec. html 3/22/00
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Obsessive-Compulsive Disorder
Obsessive~compulsive disorder {OCD}, which is
classified in DSM-1V as an anxiety disorder, is
characterized by recurrent, time-consuming
obsessive or compulsive behaviors that cause
distress and/or impairment. The obsassions
may be repetitive intrusive images, thoughts,
or impuises. Cften the compuisive behaviors,
such as hand-washing or cleaning rituals, are
an attempt to displace the obsessive thoughts
(DSM-1V). Estimates of prevalence range from
0.2 to 0.8 percent in children, and up to 2% of
adolescents (Flament et al., 1598).

There is a strong familiat component te OCD,
and there is evidence from twin studies of both
genetic susceptibility and environmental
influences. If one twin has OCD, the other twin
is more likely to have OCD if the children are
identical twins rather than fraternal twin pairs.
OCD is increased among first-degree relatives
of children with OCD, particularly among
fathers (Lenane et al., 1990). It does not
appear that the child is simply imitating the
relative’s behavior, because children who
develop OCD tend to have symptoms different
from those of relatives with the disease
(Leonard et al., 1997). Many adults with either
chitdhood- or adolescent-onset of QCD show
evidence of abnormalities in a neural network
known as the orbitofrontal-striata! area {Rauch
& Savage, 1997; Grachev et al., 1998).

Recent research suggests that some children
with OCD develop the condition after
experiencing one type of streptococcal infection
(Swedo et al., 1995). This condition is referred
to by the acronym PANDAS, which stands for
Pediatric Autoimmune Neuro-psychiatric
Disorders Associated with Streptococcal
infections. Its hallmark is a sudden and abrupt
exacerbation of OCD symptoms after a strep
infection. This form of OCD occurs when the
immune system generates antibodies to the
streptococcal bacteria, and the anttbodies
cross-react with the basal gangliat3 of a
susceptible child, provoking OCD (Garvey et al.,,
1998). In other words, the cause of this form of
QOCD appears to be antibodies directed against
the infection mistakenly attacking a region of
the brain and setting off an inflammatory
reaction.

The selective serotonin reuptake inhibitors
appear effective in ameliorating the symptoms

hitpr/fwww.nimbonib.govmbsgrpt/chapterd/sec6.him! 3/22/060
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of OCD in children, although more clinical trials
have been done with adults than with children.
Several randomized, controlied trials revealed
S$5RIs to be effective in treating children and
adolescents with OCD (Flament et al., 1985;
DeVeaugh-Geiss et al,, 1992; Riddle et ai.,
1992, 1998). The appropriate duration of
treatment is still being studied. Side effects are
not inconsequential: dry mouth, somnolence,
dizziness, fatigue, tremors, and constipation
occur at fairly high rates. Cognitive- behavioral
treatments also have been used to treat OCD
{March et al., 1997), but the evidence is not
yet conclusive,

Autism

Autism, the most common of the pervasive
developmental disorders (with a prevalence of
10 to 12 children per 10,000 [Bryson & Smith,
1998]), is characterized by severely
compromised ability to engage in, and by a lack
of interest in, social interactions. It has roots in
bath structural brain abnormalities and genetic
predispositions, according to family studies and
studies of brain anatomy. The search for genes
that predispose to autism is considered an
extremely high research priority for the
National Institute of Mental Health {NIMH,
1998). Although the reported association
between autism and obstetrical hazard may be
due to genetic factors (Bailey et al., 1995),
there is evidence that several different causes
of toxic or infectious damage to the central
nervous system during early development also
may contribute to autism. Autism has been
reported in children with fetal alcohol syndrome
(Aronson et al., 1997), in children who were
infected with rubella during pregnancy (Chess
et al., 1878), and in children whose mothers
took a variety of medications that are known to
damage the fetus (Williams & Hersh, 1997).

Cognitive deficits in social perception iikely
result from abnormalities in neural circuitry,
Children with autism have been studied with
several imaging techniques, but no strongly
consistent findings have emerged, although
abnormalities in the cerebelium and limbic
system (Rapin & Katzman, 1998} and larger
brains (Piven, 1997) have been reported. In
ane small study (Zilbovicius et al., 1995),
evidence of delayed maturation of the frontal
cortex was found. The evidence for genetic
influences include a much greater concordance
in identical than in fraternal twins {Cook,

http://www.nimh.nih.gov/mhsgrpt/chapter3/sec6 . htmi 3722/
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1998},

Treatment

Because autism is a severe, chranic
developmental disorder, which resuits in
significant fifelong disability, the goal of
treatment is to promote the child’s social and
tanguage development and minimize behaviors
that interfere with the child’s functioning and
tearmning. Intensive, sustained special education
programs and behavior therapy early in life can
increase the ability of the child with autism to
acquire language and ability to learn. Special
education programs in highty structured
environrnents appear to help the child acquire
self-care, social, and job skills. Only in the past
decade have studies shown positive outcomes
for very young children with autism. Given the
severity of the impairment, high intensity of
service needs, and costs (both human and
financial), there has been an ongoing search for
effective treatment.

Thirty years of research demonstrated the
efficacy of applied behavioral meathods in
reducing inappropriate behavior and in
increasing communication, learning, and
appropriate social behavior. A weli-designed
study of a psychosocial intervention was carried
out by Lovaas and colieagues {Lovaas, 1987;
McEachin et al., 1993). Nineteen children with
autism were treated intensively with behavior
therapy for 2 years and compared with two
control groups. Followup of the experimental
groug in first grade, in iate childhood, and in
adolescence found that nearly half the
experimental group but almost none of the
children in the matched control group were able
to participate in reguiar schooling. Up to this
point, a number of other research groups have
provided at least a partial repiication of the
Lovaas model (see Rogers, 1998).

Several uncontrolied studies of comprehensive
center-hased programs have baen conducted,
focusing on language developmert and other
developmental skills. A comprehensive model,
Treatment and Education of Autistic and
Relfated Communication Handicapped Children
(TEACCH), demonstrated short-term gains for
preschoolers with autism who recelved daily
TEACCH home-teaching sessions, compared
with a matched control group (Ozonoff &
Catheart, 1998). A review of other
comprehensive, center-based programs has
been conducted, focusing on elements

http:/fwww.nimh,nth.gov/mhsgrpt/chapter3/sec6.html 3/22/00
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considered critical to school-based programs,
including minimum hours of service and
necessary curricular components (Dawson &
Osterling, 1997).

The antipsychotic drug, haloperidol, has been
shown to be superior to placebo in the
treatment of autism (Perry et al., 1989;
Locascio et al., 1991), although a significant
number of children develop dyskinesias as a
side effect (Campbell et al., 1997). Two of the
SSRIs, clomipramine (Gordon et al., 1993) and
fluoxetine (McDougle et al., 1996), have been
tested, with positive results, except in young
autistic children, in whom clomipramine was
not found to be therapeutic, and who
experienced untoward side effects (Sanchez et
al., 1996), Of note, preliminary studies of some
of the newer antipsychotic drugs suggest that
they may have fewer side effects than
conventional antipsychotics such as haloperidol,
but controlled studies are needed before firm
conclusions can be drawn about any possible
advantages in safety and efficacy over
traditional agents.

Disruptive Disorders

Disruptive disorders, such as oppositional
defiant disorder and conduct disorder, are
characterized by antisocial behavior and, as
such, seem to be a collection of behaviors
rather than a coherent pattern of mental
dysfunction. These behaviors are also
frequently found in children who suffer from
attention-deficit/hyper-activity disorder,
another disruptive disorder, which is discussed
separately in this chapter. Children who
develop the more serious conduct disorders
often show signs of these disorders at an earlier
age. Although it is common for a very young
children to snatch something they want from
another child, this kind of behavior may herald
a more generally aggressive behavior and be
the first sign of an emerging oppositional
defiant or conduct disorder if it occurs by the
ages of 4 or 5 and iater, However, not every
oppositional defiant child develops conduct
disorder, and the difficuit behaviors associated
with these conditions often remit.

Oppositional defiant disorder (ODD) is
diagnosed when a child displays a persistent or
consistent pattern of defiance, disobedience,
and hostility toward various authority figures
including parents, teachers, and other adults.

http://www nimh.nih.gov/mhsgrpt/chapter3/sec6.html 3/22/00
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ODD is characterized by such problem
behaviors as persistent fighting and arguing,
being touchy or easily annoyed, and
deliberately annoying or being spiteful or
vindictive to other peopie. Children with ODD
may repeatedly lose their temper, argue with
adults, defiberately refuse to comply with
requests or rules of adults, blame others for
their own mistakes, and be repeatedly angry
and resentful. Stubbornness and testing of
limits are common. These behaviors cause
significant difficulties with family and friends
and at school or work (DSM-IV; Weiner, 1997).
Oppositional defiant disorder is sometimes a
precursor of conduct disorder (DSM-1V).

In different studies, estimates of the prevalence
of ODD have ranged from 1 to 6 percent,
depending on the population sample and the
way the disorder was evaluated, but not
depending on diagnostic criteria. Rates are
lower when impairment criteria are more strict
and when information is obtained from teachers
and parents rather than from the children alone
(Shaffer et al,, 1996a). Before puberty, the
condition is more common in boys, but after
puberty the rates in both genders are equal.

In preschool boys, high reactivity, difficulty
being soothed, and high motor activity may
indicate risk for the disorder. Marital discord,
disrupted child care with a succession of
different caregivers, and inconsistent,
unsupervised child-rearing may contribute to
the condition.

Children or adolescents with conduct disorder
behave aggressively by fighting, bullying,
intimidating, physically assaulting, sexually
coercing, and/or being cruel to people or
animals, Vandalism with deliberate destruction
of property, for example, setting fires or
smashing windows, is common, as are theft;
truancy; and early tobacco, alcohol, and
substance use and abuse; and precocious
sexual activity. Girls with a conduct disorder
are prone to running away from home and may
become involved in prostitution. The behavior
interferes with performance at school or work,
so that individuals with this disorder rarely
perform at the level predicted by their IQ or
age. Their relationships with peers and aduits
are often poor. They have higher injury rates
and are prone to school expulsion and problems
with the law. Sexually transmitted diseases are
common. If they have been removed from

http://www.nimh.nih.gov/mhsgrpt/chapter3/sec6.html 3/22/00



242

Mental Health: A Report of the Surgeon General - Chapter 3 Page

home, they may have difficulty staying in an
adoptive or foster family or group home, and
this may further complicate their development.
Rates of depression, suicidal thoughts, suicide
attempts, and suicide itself are all higher in
children diagnosed with a conduct disorder
(Shaffer et al., 1996b).

The prevalence of conduct disorder in 9- to 17-
year-olds in the community varies from 1 to 4
percent, depending on how the disorder is
defined (Shaffer et al., 1996a). Children with
an early onset of the disorder, i.e., onset before
age 10, are predominantly male. The disorder
appears to be more common in cities than in
rural areas (DSM-1V). Those with early onset
have a worse prognosis and are at higher risk
for adult antisocial personality disorder (DSM-
IV; Rutter & Giller, 1984; Hendren & Mullen,
1997). Between a quarter and a half of highly
antisocia! children become antisocial adults.

The etiology of conduct disorder is not fully
known. Studies of twins and adopted children
suggest that conduct disorder has both
biological (including genetic) and psychosocial
components (Hendren & Mullen, 1997). Socia!
risk factors for conduct disorder include early
maternal rejection, separation from parents
with no adequate alternative caregiver
available, early institutionalization, family
neglect, abuse or violence, parents’ psychiatric
illness, parental marital discord, large family
size, crowding, and poverty (Loeber &
Stouthamer-Loeber, 1986). These factors are
thought to lead to a lack of attachment to the
parents or to the family unit and eventually to
lack of regard for the rules and rewards of
society (Sampson & Laub, 1993). Physica! risk
factors for conduct disorder inciude neurological
damage caused by birth complications or low
birthweight, attention-deficit/hyperactivity
disorder, fearlessness and stimulation-seeking
behavior, learning impairments, autonomic
underarousal, and insensitivity to physical pain
and punishment. A child with both social
deprivation and any of these neurological
conditions is most susceptible to conduct
disorder (Raine et al., 1998).
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et al., 1995). Studies have shown a correlation
between the behavior and attributes of 3-year-
olds and the aggressive behavior of these
children at ages 11 to 13 (Raine et al,, 1998).
Measurements of aggressive behaviors have
been shown to be stable over time (Sampson &
Laub, 1993). Training parents of high-risk
children how to deal with the children'’s
demands may help. Parents may need to be
taught to reinforce appropriate behaviors and
not harshly punish transgressing ones, and
encouraged to find ways to increase the
strength of the emotional ties between parent
and child. Working with high-risk children on
social interaction and providing academic help
to reduce rates of school failure can help
prevent some of the negative educational
consequences of conduct disorder (Johnson &
Breckenridge, 1982).

Treatment

Several psychosocial interventions can
effectively reduce antisocial behavior in
disruptive disorders. A recent review of
psychosocial treatments for children and
adolescents identified 82 studies conducted
between 1966 and 1995 involving 5,272 youth
(Brestan & Eyberg, 1998). The criterion for
inclusion was that the child was in treatment
for conduct problem behavior, based on
displaying a symptom of conduct disorder or
oppositional defiant disorder, rather than on a
DSM diagnosis of either, although children did
meet DSM criteria for one of these conditions in
about one-third of the studies.

By applying criteria established by the
American Psychological Association Task Force
(see earlier) to the 82 studies, two treatments
met criteria for well- established treatment and
10 for probably efficacious treatment. Two wel/-
established treatments, both directed at
training parents, succeeded in reducing
problem behaviors. The two treatments were a
parent training program based on the manual
Living With Children (Bernal et al., 1980) and a
videotape modeling parent training {Spaccarelii
et al., 1932). The first teaches parents to
reward desirable behaviors and ignore or
punish deviant behaviors, based on principles
of operant conditioning. The second provides a
series of videotapes covering parent-training
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encouraging because of the potential to
intervene effectively with youth at high risk of
poor outcomes. A new and promising approach
for the treatment of conduct disorder is
muitisystemic therapy, an intensive home- and
family-focused treatment that is described
under Home-Based Services.

Despite strong enthusiasm for improving care
for conduct-disordered youth, there are
important groups of children, specifically girls
and ethnic minority populations, who were not
sufficiently represented in these studies to
ensure that the identified treatments work for

. them. Other issues raised by Brestan and
Eyberg (1998) are cost-effectiveness, the
sufficiency of a given intervention, effectiveness
over time, and the prevention of relapse.

No drugs have been demonstrated to be
consistently effective in treating conduct
disorder, although four drugs have been tested.
Lithium and methylphenidate have been found
{one doubie-blind placebo trial each) to reduce
aggressiveness effectively in children with
conduct disorder (Campbell et al., 1995; Klein
et al.,, 1997b), but in two subsequent studies
with the same design, the positive findings for
lithium could not be reproduced (Rifkin et al.,
1989; Klein, 1991). In one of the latter studies,
methylphenidate was superior to lithium and
placebo. A third drug, carbamazepine, was
found in a pilot study to be effective, but
multiple side effects were also reported
(Kafantaris et al., 1992). The fourth drug,
clonidine, was explored in an open trial, in
which 15 of 17 patients showed a significant
decrease in aggressive behavior, but there were
also significant side effects that would require
monitoring of cardiovascular and blood
pressure parameters (Kemph et al., 1993).

Substance Use Disorders in
Adolescents

Since the early 1990s there has been a “sharp
resurgence” in the misuse of alcohol and other
drugs by adolescents (Johnston et al.,, 1996). A
recent review, focusing particularly on
substance abuse and dependence, synthesizes
research findings of the past decade (Weinberg
et al.,, 1998). The authors review epidemiology,
course, etiology, treatment, and prevention and
discuss comorbidity with other mental disorders
in adolescents. All of these issues are important

http://www.nimh.nih.gov/mhsgrpt/chapter3/secé.html 3/22/00
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to public health, but none is more relevant to
this report than the co-occurrence of alcohol

and other substance use disorders with other
mental disorders in adolescents.

According to the National Comorbidity Study,
41 to 65 percent of individuals with a lifetime
substance abuse disorder also have a lifetime
history of at least one mental disorder, and
about 51 percent of those with one or more
lifetime mental disorders also have a lifetime
history of at least one substance use disorder
(Kessler et al., 1996). The rates are highest in
the 15- to 24-year-old age group (Kessler et
al., 1994). The cross-sectiona! data on
associaticn do not permit any conclusion about
causality or clinical prediction (Kessler et al.,
1996), but an appealing theory suggests that a
subgroup of the population abuses drugs in an
effort to self-medicate for the co-occurring
mental disorder. Little is actually known about
the role of mental disorders in increasing the
risk of children and adaolescents for misuse of
alcohol and other drugs. Stress appears to play
a role in both the process of addiction and the
development of many of the comorbid
conditions.

The review by Weinberg and colleagues (1998)
provides more detail on epidemiology and
assessment of alcohol and other drug use in
adolescents and describes several effective
treatment approaches for these problems. A
meta-analysis and literature review (Stanton &
Shadish, 1997) concluded that family-oriented
therapies were superior to other treatment
approaches and enhanced the effectiveness of
other treatments. Multisystemic family therapy,
discussed elsewhere in this chapter, is effective
in reducing aicohol and other substance use
and other severe behavioral problems among
adolescents (Pickrel & Henggeler, 1996).

Eating Disorders

Eating disorders are serious, sometimes life-
threatening, conditions that tend to be chronic
(Herzog et al., 1999). They usually arise in
adolescence and disproportionately affect
females. About 3 percent of young women have
one of the three main eating disorders:
anorexia nervosa, bulimia nervosa, or binge-
eating disorder (Becker et al., 1999), Binge-
eating disorder is a newly recognized condition
featuring episodic uncontrolied consumption,
without compensatory activities, such as
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vomiting or laxative abuse, to avert weight gain
(Devlin, 1996). Bulimia, in contrast, is marked
by both binge eating and by compensatory
activities. Anorexia nervosa is characterized by
low body weight (< 85 percent of expected
weight), intense fear of weight gain, and an
inaccurate perception of body weight or shape
(DSM-1V). Its mean age of onset is 17 years
(DSM-1V).

The causes of eating disorders are not known
with precision but are thought to be a
combination of genetic, neurochemical,
psychodevelopmental, and sociocultural factors
(Becker et al., 1999; Kaye et al.,, 1999).
Comorbid mental disorders are exceedingly
comimon, but interrelationships are poorly
understood. Comorbid disorders include
affective disorders (especially depression),
anxiety disorders, substance abuse, and
personality disorders (Herzog et al., 1996).
Anorexia nervosa has the most severe
consequence, with a mortality rate of 0.56
percent per year (or 5.6 percent per decade)
(Sullivan, 1995), a rate higher than that of
almost all other mental disorders (Herzog et
al., 1996). Mortality is from starvation, suicide,
or electrolyte imbalance (DSM-1V). The
mortality rate from anorexia nervosa is 12
times higher than that for other young women
in the population (Suliivan, 1995).

Treatment of eating disorders entails
psychotherapy and pharmacotherapy, either
alone or in combination, Treatment of comorbid
mental disorders also is important, as is
treatment of medical complications. There are
some controlled studies of the efficacy of
specific treatments for adults with bulimia and
binge-eating disorder (Devlin, 1996), but fewer
for anorexia nervosa (Kaye et al., 1999).
Controlled studies in adolescents are rare for
any eating disorder (Steiner and Lock, 1998).
Pharmacological studies in young aduft women
found conflicting evidence of benefit from
antidepressants for anorexia and some
reduction in the frequency of binge eating and

........... L beicmsatin ankidamraranmte
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especially because a sizable proportion of those
with eating disorders have timited response to
treatment (Kaye et al., 1999),

10 Contingency management attempts to alter behavior by
manipulating its consequences through the behavioral
principles of shaping, positive reinforcement, and
extinction.

11 A technique that trains people to “unlearn”
fears by presentation of fearful stimuli along
with nonfearful stimuli.

12 This refers to understanding how cognitions
are being distorted.

13 Basal ganglia are groups of neurons
responsible for motor and impulse control,
attention, and regulation of mood and behavior.
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Executive Summary

Clinical and educational research and public policy reviews that have emerged in the past
several years now make it possible to estimate the cost-benefits of intensive early intervention with
infants, toddlers and preschoolers with autism or pervasive developmental disorders (PDD). It is now
known that the attainment of intellectual. social, and behavioral functioning within the normal range
can be achieved for a signficant proportion of children with autism or PDD when they are served in
settings, situations, and learning environments that use principles of applied behavior analysis for
teaching. Educational costs and other representative costs from Pennsylvania, including costs for
public resources other than those from the educational and adult developmental disabilities services
sectors, were used in a cost-benefit analysis. This briefing document presents estimates of cost-benefit
assuming average participation for three years between the ages of 2 years old to school entry in such
services. The analysis indicates cost-aversion or cost-avoidance, the extent to which cost savings are
realized by providing early intervention. Positive dollar values indicate savings.

Auusm is a disorder of brain development arising before age 3. Autism has a severe impact
upon the development and use of social and communication skills, and is also characterized by
stereotyped behavior and highly restricted interests or activities. Children with autism tend to leave
school as young adults with these conditions still present. They require lifelong care, services, and
supervision. Spontaneous recovery and highly successful rehabilitation through regular educational
processes are very rare.

During the past decade research began to demonstrate that significant proportions of children
with autism or PDD who participated in intensive early intervention based on the principles of applied
behavior analysis achieved normal or near-normal functioning. Applied behavior analysis is a natural
science approach to solving socially important problems of behavior, such asbuilding appropriate
cognitive, communication, and social skills in children with autism and PDD. Although there have
been some criticisms of this research on some philosophical grounds, these philosophical grounds
have not generated research results that indicate achievement of normal or near-normal functioning
for these children.

The availability of these instructional technologies and approaches has changed the picture
and outlook for cost-benefit and cost-aversion analysis of early intervention for these children,
particularly in terms of averting education-long and life-long costs for special services. The cost -
benefit model applied in this briefing assumes a range of effects of early intervention for these children

that will result in some attending regular education, some special education, and some intensive
special education.

Fifteen assumptions, reflecting research findings, program evaluation experience, and cost
analysis considerations, underpin the cost-benefit analysis and are presented in the main body of the
briefing. A brief annotated reference list of research findings and related reviews is also appended.
Seven schedules and two appendices provide background information and layouts of findings. The
analysis specifies an annual cost for these services of about $33,000, but extrapolations to $50,000

-l-
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are feasible and noted.

In general, rounded terms for the purposes of summary, for children with autism or PDD who
participate in competently deliversd intensive early behavioral intervention:

. Cost savings from ages 3-22 years at $33,000 initial annual cost range from $185.000 to
$203,000 without inflation and from $275,000 to $300,000 with inflation.

. Cost savings from ages 3-45 years at $33,000 initial annual cost range from $560,000 to
$875,000 without inflation and from $1,050,000 to $1,650,000 with inflation.

. Differences in initial costs of $33,000 and $50,000 per vear for intensive early behavioral
intervention have a modest impact (about $51,000 higher expenditures per child for three
yearsy on savings, but are outweighed by the extent of the savings noted above, even with
respect to savings for ages 3-22 years without inflation.

. In terms of most likely levels of savings; based on a rate of normal functioning achieved of
from 30% to 40% of children with autism or PDD, with inflation the projected savings would
be $285,000 10 $295,00 to age 22 and $1,200,000 to $1,350,000 10 age 45.

. In terms of most likely levels of savings compared to controls in the UCLA study; based on
arate of normal functioning achieved of from 30% to 40% of children with autism or PDD,
with inflation the projected savings would be $61,798 to $68,606 to age 22 and $668.678 to
$823.920 to age 45.
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Overview
Background
First identified in the 1940s, autism js.a disorder of brain development arising before age

three, and often identified by that age or shortly thereafter. Autism has a severe impact upon the
development and use of social and communication skills, and is also characterized by stereotyped
behavior {e.g., rituals or repetitive behaviors) and highly restricted interests or activities. {t has
generally been found that between (0% to 75% of all children with autism also have some degree of
mental retardation. The relationship between autism and mental retardation is not well understood,
because some children with autism have intellectual abilities within the normal--and in a small number
of cases, the superjor-range. However, research clearly indicates that children with both autism and
mental retardation tend 1o leave school as young adults with these conditions sl present. They
require lifelong care, services, and supervision. Spontaneous recovery and highly successful
rehabilitation through regular educational processes are very rare.

Nationally, however, educational services for children with autism are among the most
-intensively staffed and expensive forms of special education available under provisions of the
Individuals with Disabilities Education Act. The picture is sinilar for children diagnosed with
pervasive developmental disorder (PDD), which has many characteristics in common with autism,

Contemporary Research

During the past decade resgarch began to demonstrate that significant proportions of children
with autism or PDD who participated in intensive early intervention based on the principt es of applied
behavior analysis achieved normal or near-normal functioning. Applied behavior analysis' is a natural
science approach to solving socially important problems of behavior, such a building appropriate
cognitive, communication, and social skills in children with autism and PDD. Here, alse, we include
both garly intervention and preschool services, which are sometimes provided under the auspices of
different public agencies in the states under the umbrella term of early jntervention. Follow-up
research by one group of investigators found that the benefits of early intensive behavioral
intervention persisted into adolescence and young adulthood. The most comprehensive research was
published by Ivar Lovaas and colleagues at UCLA, but studies by other independent investigators
confirmed that it is possible for many children with autism or PDD to achieve northal functioning
through early inténsive intervention of this type. Of great importance is the fact that many children
in the study samples whose skills did not reach nopmal levels nonetheless made significant, functional

gains in core arcas, such as everyday living and communication skills. A small proportion {about 10%.

' Applied behavior analysis entails the specific and comprehensive use of principles of human leaming, i.e.,
operant psychology or leaming theory, in order to enhance the development, abifities, and seif-direction skills of
children and adults with disabitities. In the weaunent of autism, various applied behavior analytic approaches may be
eferred to calloquially as discrete wial wainiag, direct instruction. Lovaas therapy, or behavier modification.

4
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across several studies) appeared to continue 1o need inteasive intervention beyond the early childhood
years. Research is ongoing to better identify the specific instructional and programmatic practices that
enhance outcomes in these children.

Controversy and Criticisms

The research findings just summarized have been controversial, in that they date only from
the mid-to-late 1980s and these findings have been the specific focus of research on autism and PDD
conducted in only a few locations. For researchers, replication of the original findings has been a
major concern and is the focus of ongoing efforts, as noted above. Moreover, these findings have
emerged 2t a time when leaders of some philosophical movements in special education have begun
to advocate for apparently incompatible educational practices of unproven efficacy, under the rubrics
of total inclusion and “developmental appropriateness.” Criticisms of early intensive behavioral
intervention by some of these advocates have focused on alleged side effects, such as adverse social
consequences. These criticisms are not grounded in sound research or established facts. They are
erroneous interpretations of behavioral intervention, reflect incomplete or distorted understanding
of behavioral procedures, or are otherwise suppositional and groundless. Among many leading
clinicians and researchers concemed with effective intervention for autism and PDD, the question is
not whether children with autism or PDD can achieve substantially improved funciioning, but what
practices lead to the best outcomes for these children.

Prior Cost-Benefit Analysis

Although critics of early behavioral intervention for autism and PDD stress philosophical
concerns, from a public policy standpoint, the scientifically validated achievement of normal
functioning by many children with autism or PDD has profound implications for analyses of the
relative costs apd benefits of early intervention for these children. Until recently, benefits could be
estimated solely in terms of savings that might be associated with decreased, but still persisting.
dependency in later childhood and into adulthood. Considering the high cost of specialized
educational services for children with autism or PDD compared to regular education or other forms
of special education, potential benefits were confined to relative savings at different levels of care
during adulthood. Savings reflected companison of total educational and adult services costs with and
without specialized education. Because no basis existed for projecting these cost differentials, the
cost-benefit of early intervention services remained unidentified. i

Varying Effects for Different Children

With the emergence of research documenting substantial improvements for large proportions
of children with autism or PDD following early intensive behavioral intervention, and confirmatory
studies showing that the effects can be long-term, it has become possible to project costs and
utilization mere specifically. Such projections are aided by the compilation of costs for adult services
in the developmental disabilities service sector by contemporary researchers, data that were not
previously available. Thus, costs and benefits may be projected with reasonable confidence in terms
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and are vocationally productive as adults,

(2) children who derive sufficient benefit from early intensive intervention that they are then able to

participate in nonintensive special education, and evidence persisting but reduced dependency in
adulthood; and

(3) children who achieve meaningful functional improvements but still require_specialized and
intensive educati nal and adult services.

Inthe present analyses, costs from the Commonwealth of Pennsylvania are used to develop
overall cost comparisons in the calculation of cost-benefit.

Need for Cost-Benefit Analysis

As expenditures for social welfare, public heaith, and specialized human services have
increased dramatically over the past two decades, there has been an increasing impetus for
understanding the costs and consequences (i.e., benefits) of the investment of public resources and
funding in specific progams and services. Welfare reform, Medicaid reform through such initiatives
as managed care and home and community-based services waivers, and scrutiny of the rising costs
of Part H early intervention services, preschool services, and related expenditures are all
manifestations of the need to contain costs and direct resources in the most gfficient and effective
ways possible. In the area of intensive early intervention as a whole, including services for young
children with autism or PDD, there has been mounting concern regarding cost-benefit. This concern
has arisen because of the wide variations in costs for seemingly similar services available through local
contractors. There are additional concerns are that possible economies may be lost when substitute
financing mechanisms (for example, Medicaid fee-for-service) are used in lieu of system-wide cost-
related rates within the educational or other specialized public service sector.

This briefing presents a cost-benefit analysis of early intensive behavioral intervention for
autism or PDD based on the three groups of children that were previously identified: Those whose
skills improve to within the normal range, those who make large gains but continue to require some
special services, and those who will probably require long-term intensive help.

The analysis compares the costs and benefits of services for children with autism or PDD who
receive intensive early intervention relative to those of children without disabilities in general, to
children who continue to reguire special education, and those of other children with autism who do
not receive effective intervention or who otherwise continue to require intensive supports. The

analysis provides a projection of cost-aversion, that is, the costs avoided through provision of
intensive early behavioral intevention services. These costs are stated as positive dollar amounts. A

number of assumptions required to structure the analysis are detatled below.

-6-
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Assumptions in the Present Analysis

. Current research does not identify characteristics of children with autism or PDD that predict their
response to early intensive intervention (e.g.. initial 1.Q. is not a good predictor) during the years
before school entry, funded as either early intervention or preschool services. Thus, benefit must be
gauged upon outcomes as identified in the literature.

2. The proportion of children who achieve normal functioning in all areas is probably what [ower
than the proportion reported so far in the behavioral research literature (ie., just under 50%) because
(1) in very young children, when severe or profound mental retardation is present. a conclusive
diagnosis of autistn or PDD may not be made, and (2) other focal or nonspecific factors probably
affect whether children are diagnosed or, especially, referred for early intensive behavioral
intervention.

3. In any group of children with autism or PDD who receive competently delivered zarly intensive
behavioral intervention, between 20% and 60% will achieve normal functioning, Ten percent {10%)
will continue 1o require intensive special education and intensive adult services, and the remainder
will evidence benefit sufficient to reduce the intensity of educational and adult services requirerments.

4. For these reasons, cost-benefit should be couched in terms of margipal benefit, in terms of impact

of improvement as well as the atainment of normal functioning. Analyses should ENCOMpAss
comparison of costs for children with autism or PDD who achieve normal functioning with costs for
serving chuldren without disabilities, and with costs for serving children with autism or PDD who
make large gains but do not move into the normal range. The latter group should also be compared
with children who make minimal gains.

5 Wi N .
mwwmmmmw This is consistent with the

lirerature on child, adolescent, and young adult development for people with autism or PDD.

6. The costs of intensive behavior analytic center-hased services for children with autism or PDD
{including those with a home-based, parent-directed component) may not be comparable or
equivalent, on average, with the costs of intensive home-based services, when instruction_is
cornparably intensive, but relative costs and utilization mix are not well-established. The mix of costs
for intensive early intervention services is sepresented here as ar average which is assumed 1o bea
represenative average for use of both center-based and home-based services.

7. Children with autism or PDD who ultimately develop normal skills are assumed to participate in
tegular education; those who make large gains but not sufficient for them to participate successfulty
in regular education are assumed to participate in special education; and children who make minimal
gains  Are assumed to participate in infensive special education or the equivalent from a cost
perspective. Special education altemnatives {e.g., intensive special education) are assumed to be

N
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equivalent in cost regardless of whether they are delivered in segregated, partially integrated, related
service, and fully inclusive models, based on requisite instructional load requirements for comparable

instructional and educational effects. In short, comparable instruction js assumed (o cost the same
regardless of whether an inclusive approach is used or not.

8. Because no generalizable mortality data exist for people with autism or PDD (owing partially o
the advent of the diagnosis in the 1940s and lack of data on several populations), cost-benefit analyses
including the adult years are made only to age 45. There is no compelling evidence of marked
mortality prior to age 45 years for children surviving to adulthood, and the lifespan of people with
autism or PDD may well be similar to that of the general population. Therefore, this cutoff point will
tend (o underestimate adult income from supported or regular employment, utilization of general
publjc entitlements or benefits during adulthood, utilization costs for adult dev: ental disabilitie
services, and costs for utilization of aging services and public retirement or income transfer programs
for elders.

9. Present costs are used as indicators of {uture costs, with recognition that reforms in welfare and
public health may either result in decreased per person rates or expenditures, or in substitution of
services in the future. To compensate, ¢osts have been rended forward at 3% per annum, except for
SSVADC(AFDC) or the_gquivalent such as TANF, which is trended at 1.5%. These tread factors
probably represent an upderestimate of inflationary factors. The average cost inflator for health

related services from 1986 tc 1996 was about 4.5%

10. SSUADC costs are used as a summary cost for all wtilization of general public bepefits outside
of the carly intervention. educational. and developmental services sectors (e.g., public housing
subsidies, food stamps, child care, temporary assistance, all forms of public assistance, higher
education grants, vocational assistance, public transporiation, Medicaid card services). Although
these are not entered as costs for nondisabled children to age 22 years, they are entered as costs for
all children with autism or PDD who achieve normal functioning (three years' cost), and partial or
minimal effects (18 years' cost). SSYADC is also entered as a cost for 23 years to age 45 years for
25% of nondisabled children and children with autism or PDD who achieve normal functioning, and
for 100% for children with autism or PDD who make substantial improvements or who benefit
minimally. A Jower estimate of 15% would pot significantly alter relative cosis, engendering only a
4% flex in total income or expense for nondisabled children and children with autism or PDD who
achieve normal functioning. However, in light of present welfare reform initiatives. reduction to a
15% estimate might well be warranted in further analysis.

11 The av [ /

period that is associated in the literature with apparent better benefits from participation in these
services. The existing literature suggests that two years of intervention can result in normal
functioning, but in this analysis it is recognized that children may participate in from two to four years
of early intervention (between the ages of two years old and school entry) and three years is stipulated
to be a representative average duration.
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12. Children with autism or PDD who achieve rormal functioning are assumed to use family support
services during participation in intensive early intervention. Children who make substantial gains and
those for whom minimal effects are attained are assumed to use 18 years of family support services,
o age 22 years.

During adulthood, those who achieve substantial improvements but not normal functioning
are assumed to use 18 years of Medicaid waiver (or equivalent) services and 15 years of supported
work services. During aduithood, for adults for whom minimal effects are obtained, 80% are assumed
to use waiver services for 20 years, 20% are assumed to use intensive communily. services for 23
years, and 40% are assumed to use supported work services for 15 years. These utilization patterns
are a function of variations in individual service needs and df:lays be:tween requests for scrvices and

service enrollment associated with waiting lists. With t i ton

mtcrvgg ion is muinimally cffective, the CQ§5 mxzcg u,scgi are igwgg thag (!_1956 that nrg_gms__m ¥ tygical
ive ¢ jvec {e.g., [ICF/MR and

ambula(ory clinic variants or equivalem ]evels of care)A

13. Supported employment wages are projected as comparable for individuals with autism or PDD

who achieve substantial or minimal gains, at 20% of the median household annual incorne. It should

be noted that although this probably overestimates income (and thus offset of service costs) for

people with minimal benefits, it nonetheless reflects 2 single-person income level that remains below

current poverty leve] indicators, and a full-time employment (40-hour week) hourly rate of $3.24
hourly in 1996.

14. This analysis uses costs reported in several sources for the Commenwealth of Pennsylvania.
Annual Regular education costs are $7,543 per year in 1996, special education is $12,935, and
intensive special education is $28,806 (from Schedule 1), The initial annual cost of early intensive

behavioral intervention is set at $32,.820. Tg calculate the cost-benefit of this intervention setata

ms;_om;;_shghﬂy provxdmg» overall, a re! auvely conservative estimate of cost-benefit. All saving
shown, however,.are pet of the expense of providing intensive behavioral early intervention.

Findings in the Present Analysis
At $32.820 inifjal annual cost, the total cost-benefit savings of intensive applied behavior
analysis services per child with autism or PDD for ages 3-22 years averages from $187.399 10
$205.3Q3 without inflation and from $273.764 to $300.997 with inflation.

The majority of savings to schools accrue from children who achieve partial benefit rather than
normal range functioning, and savings decrease slightly (by about 9%) on average with jncreased

9.
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rates of children achieving normal range functioning. [Note: See Schedule 6]

At $50,000 initial annual cost, the corresponding cost-benefit savings of intensive applied
behavior analysis services per child with autism or PDD ages 3-22 years averages from $135.859 10
$153,7635 without inflation and from $220.664 t 4 7 with inflation.

At $32.820 initigl annual cost, the total cost-benefit savings of intensive applied behavior
analysis services per child with autism or PDD for ages 3-45 years averages from $561.933 1o
$874,446 without inflation and from 31,040,806 t0 $1.661.774 with inflation.

The majority of savings to the developmental disabilities sector accrue from children who
achieve normal range of functioning rather than partial benefit, and savings increase substantially (by
about 62%} on average with increased rates of children achieving normal range functioning. [Note:
See Schedule 7} :

At $50.000 initial angual cost, the corresponding cost-benefit savings of intensive applied
behavior analysis services per child with autism or PDD ages 3-45 years averages from 3510.906 10
$822.906 without inflation and from $987,706 to $1.608.674 with inflation.

Assuming 2 probable rate of normal functioning achieved of from 30% to 40% of children
with autism or PDD who receive early intensive behavioral intervention compared to completely
ineffective intervention, cost-benefit saviags per child served would be from $287.381 10 $294, (8%
with inflation to age 22 and from $1.196.048 to $1,351.29Q with inflation t0 age 45. [Note: See
Schedule 2]

Assuming a probable rate of normal functioning achieved of from 30% (o 40% of children
with autism or PDD who receive early intensive behavioral intervention compared (0 benefits shown
by the UCLA control group in research studies, cost-benefit savings per child served would be from
$51,768 to 368,606 with inflation to age 22 and from $668.678 to $823.920 with inflation to age 45.
[Note: See Schedules 8 and 9]
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Summary Tables Identifying Costs and Benefits

Schedule 1: Present (1996) Costs for Services and [ncome Estimates {This schedule presents a
listing of the /996 costs used in the analysis.]

Schedule 2: Most Probable Level of Normal Range Achieved or Essential Mainstreaming = 30%
- 40% {This schedule presents findings of financial benefits at 30% and 40% rat al rang
achieved, separately for ages 3-22 (top of table), and ages 3-45 years (bottom of table). Values
are shown, with inflation and in 1996 dollars, per 100 children and per child.]

Schedule 3: Costs to Age 22 Years [This schedule presents findings regarding costs to age 22
years. These intlude costs for regular education, family support services, SSVADC, intensive
early intervention, and regular, special, and intensive special education. Costs are attributed
according to whether a child is nondisabled, or achieves functioning in the normal range. partial
benefit. or minimal benefit from early intensive intervention. Costs are shown separately with
inflation and in 1996 dollars.]

Schedule 4: Costs 1o Age 45 Years [This schedule presents findings regarding costs from age 22
to 45 years. These include costs for family support services, SSVADC, Home and Community
Based Services (waiver services), or intensive community services, and income from regular or
supported work. Costs are attributed according to whether a person is nondisabled. or achieves
normal range functioning. partial benefit. or minimal benefit from early intensive intervention.
Costs (expenses) and income are shown separately with inflation and in 1996 dollars.]

Schedule 5: Financial Cost-Benefit of Early Intervention - Ages 3-45 Years and Summary of
Benefit Levels (Relative Cost) Ages 3-45 Years {This schedule combines net costs for ages 3-22
and 22-45 years from Schedules 3 and 4. These costs are shown separately with inflation and in
1996 dollars. Simple comparisons of costs among groups with differing levels of benefit are
presented at the bottom of the schedule.]

Schedule 6. Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 22 Years,
Per 100 Children Served [This schedule presents a comparison of financial benefits at different
levels or rates of normal range achievement for children ages 3-22 years, achieved by intensive
early intervention, ranging from 20% of children achjeving normal range functioning (an assumed
minimal rate) to 60% of children achieving normal range functioning (a rate somewhat higher than
that justified by the current literature). At each level of effectiveness, differing rates of not only
normal range achievement, but also partial benefit, are projected. Costs are shown in terms of the

a at verag with inflation and in 1996
dollars.]

Schedule 7: Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 45 Years.
Per 100 Children Served [This schedule presents a comparison of financial benefits at different
levels or rates of normal range achievement for people ages 3-45 years, attained through intensive

o13-
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early intervention, ranging from 20% of children achieving normal range functioning (an assumed
minimal rate) to 60% of children achieving normal range functioning (a rate somewhat higher than
that justified by the current literature). At each level of effectiveness. differing rates of not only
normal range achievement, but also partial benefit, are projected. Costs are shown in terms of the

aggregat I and averag rson served, with inflation and in 1996
dollars.]

Schedule 8: Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 22 Years,
Per 100 Children Served - Pennsylvania Model vs. UCLA Controls {This schedule presents a
comparison of financial benefits at different levels or rates of achievement of normal functioning
for people ages 3-22 years, achieved by intensive early intervention, versus benefits from regular
early intervention. Costs are shown in terms of the aggregate of 100 children served. and
averages per person served, with inflation and in 1996 dollars. Bold numbers denote per child
inflated and uninflated savings. The summary table at the bottom of the page depicts cost savings
adjusted for differences in three-year costs of early intervention and intensive early intervention.]

Schedule 9: Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 45 Years,
Per 100 Children Served - Pennsylvania Model vs. UCLA Controls {This schedule presents a
comparison of financial benefits at different levels or rates of achievement of normal functioning
for people ages 3-45 years, achieved by intensive early intervention, versus benefits from regular
early intervention. Costs are shown in terms of the aggregate of 100 children served, and
averages per person served, with inflation and in 1996 dollars. Bold numbers denote per child
inflated and uninflated savings. The summary table at the bottom of the page depicts cost savings
adjusted for differences in three-year costs of early intervention and intensive early intervention.)

Appendix A: Financial Information: Per Recipient Expenditure Estimates {This appendix
presents information regarding the sources used in order to develop the estimates used in the cost
analysis.]

Appendix B: Values of Primary Estimates: Age 3 to 45 Years [This appendix presents the trend
table for the estimates used in the cost analysis for the period 1992 to 2038.The year 1992 was
used as a base year in this table because some available data were current to that year. However,
costs reported in the schedules were trended from 1996 values. ]
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Schedule 1:
Present (1996) Costs for Services and Income Estimates--Pennsylvania Model

This schedule presents a listing of the /996 costs used in the analysis.

Present Age of the Child with Autism 3 years
Beginning Calendar Year 1996
Early Intervention Annual Cost 3.284
Family Support Services Annual Cost 1,110
Intensive Early Intervention Annual Cost 32,820
Regular Education Annual Cost 7,543
Special Education Annual Cost 12,935
Intensive Special Education Annual Cost 28,806
Home and Community Based Services (Adult) Annual Cost 31,818
Intensive Community Services (Adult) Annual Cost 46,838
Institutional Services (or equivalent, Adult) Annual Cost 56,775

Supplemental Security Income/Aid to Dependent Children

Annual Cost (estimate for all generic public support costs) 5.379
Median Household Annual Income 33,714
Supported Wages Annual Value (a % of median income) 6,743
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Schedule 2:

Most Probable Level of Normal Range Achieved or Essential Mainstreaming =
30% - 40%; Pennsylvania Model

This schedule presents findings of financial benetits at 30% and 40% rates at which normal
functioning is achieved, separately for ages 3-22 (top of table), and ages 3-435 years (bottom of
table). Values are shown, with inflation and in 1996 dollars, per 100 children and per child.

Financial Benefits, Age 3-22 Years: Per 100 Children and Per Child

Inflated 19963 Inflated 1996%
Total Total [Student  /[Student
o al Range
30Norm Range vs. Partial Effect 8,444,670 5,798,970 281,489 193,299
60 Partial vs. Minimal Effect 20,974,200 14,283,900 349,570 238,065
10 Minimal Effect 0 0 0 0
Net 29,418,870 20,082,870 294,189 200,829
t40% al ge
40 Norm Range vs. Partial Effect 11,259,560 7,731,960 281,489 193,299
50 Partial vs. Minimal Effect 17,478,500 11,903,250 349,570 238,065
10 Minimal Effect 0 0 0 0
Net 28,738,060 19,635,210 287,381 196,352

Note: Compare savings with cost of 13 years of public education ar $128.731 inflated and
398,061 in 1996 dollars.

Financial Benefits. Ages 3-45 Years: Per 100 Children and Per Child

Inflated 19963 Inflated 19963
Total Total {Student  /Student
At 30% Nopnal Range
30 Norm Range vs. Partial Effect 70,916,700 36,961,050 2,363,890. 1,232,035
60 Partial vs. Minimal Effect 46,668,080 27,045,060 811,468 450,751
10 Minimnal Effect 0 0]
Net 119,604,780 64,006,110 1,196,048 640,061
At40% Norma] Range
40 Norm Range vs. Partial Effect 94,555,600 49,281,400 2,363,890 1,232,035
50 Partial vs. Minimal Effect 40,573,400 22,537,550 811,468 450,751
10 Minimal Effect 0 0
Net 135,129,000 71,818,950 1,351,290 718,190

Note: Bold numbers denote per child inflated and uninflated savings.

16~
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Schedule 3:
Costs to Age 22 Years - Pennsylvania Model

This schedule presents findings regarding costs to age 22 years. These include costs for regular
education, family support services, SS/ADC, intensive early intervention, and regular, special,
and intensive special education. Costs are attributed according to whether a child is nondisabled,
or achieves functioning in the normal range, partial benefit, or minimal benefit from early
intensive intervention. Costs are shown separately with inflation and in 1996 dollars.

Note: Table Shows (Expense) Only Costs with [nflation Costs in 1996%
nDijsal ild
Thirteen Years of Regular Education 128,731 98,061
Net (128,731) (98,061)
Autism- with Norma e cts of Early Interventi
Three Years of Family Support Services 3,433 3,330
Three Years of SSYADC 16,380 16,137
Three Years of Intensive Early Intervention 101,445 98,460
Thirteen Years of Regular Education 128,731 98,061
Net (249,989) (215,988)
Autism- with Partial Effects of Early Intervention
Eighteen Years of Family Support Services 27.873 19,980
Eighteen Years of SSYADC 117,244 96,822
Three Years of Intensive Early Intervention 101,445 98,460
Fifteen Years of Special Education 284916 194,025
Net (531,478) (409,287)
Eighteen Years of Family Support Services 27,873 19,980
Eighteen Years of SSVADC 117,244 96,822
Three Years of Intensive Early Intervention 101,445 98,460
Fifteen Years of Intensive Special Education 634,486 432,090
Net (881,048) (647,352)
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Schedule 4:
Costs from Age 22 to Age 45 Years -Pennsylvania Model

This schedule presents findings regarding costs from age 22 to 45 years. These include costs for
family support services, SSUADC, Home and Community Based Services (waiver services), or
intensive community services, and income from regular or supported work. Costs are attributed
according to whether a person is nondisabled, or ahieves normal functioning, partial benefit, or
minimal benefit from early intensive intervention. Costs (expenses) and income are shown
separately with inflation and in 1996 dollars.

Note: Table Shows Income (Expense) Costs with Inflation  Costs in 1996$
NonDisabled Child
Twenty-Three Years of SSYADC and All Other

Public Benefits (25%) (49,796) (32,119)
Twenty-Three Years of Wages and Other

Income (75%) 564,369 465250
Net 514,573 433,131

Autism- with Normal Range Effects of Early Intervention
Twenty-Three Years of SSYADC and All Other

Public Benefits (25%) (49,796) (32,119)
Twenty-Three Years of Wages and Other

Income (75%) 564,369 465,250
Net 514,573 433,131

- wit 1al t ar t
Five Years of Family Support Services (10,33h) (5.550)
Twenty-Three Years of SSYADC (199,184) (128,476)
Eighteen Years ot Waiver Services (1,559,872) (572,724)
Fifteen Years of Supported Work 170,662 101,145
Net (1,598,725) (605,605)
. - - £f (E ot .

Five Years of Family Support Services (10,331) (5,550)
Twenty-Three Years of SSYADC (199,184) (128,476)
Twenty Years of Waiver Services (80%) (1,349,878) (509,088)
Twenty-Three Years of Intensive Community

Services (20%) (569,495) (215,455)
Fifteen Years of Supported Work (40%) 68,265 40,458
Net (2,060,623) (818,111)
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Schedule 5:

Financial Cost-Benefit of Early Intervention - Pennsylvania Model - Ages 3-45
Years

This schedule combines net costs for ages 3-22 and 22-45 years from Schedules 3 and 4. These
costs are shown separately with inflation and in 1996 dollars. Simple comparisons of costs among
groups with differing levels of benefit are presented at the bottom of the schedule.

Note: Table Shows [ncome (Expense) With [nflation Costs in 19963
NonDjsabled Chil

Childhood Costs (128,731) (98,061)
Adult Cost or Benefit 514,573 433,131

Net 385,842 335,070

Autism- with Normal Range Effects of Early Intervention

Childhood Costs (249,989) (215,988)
Adult Cost or Benefit 514,573 433,131
Net 265,584 217,193
Autism- wj ia ar
Childhood Costs (531,478) (409,287)
Adult Cost or Benefit (1,598,725) (605,605)
Net (2,130,203) (1,014,892)
tism- with Minimal Ef] tervention
Childhood Costs (881,048) (647,352)
Adult Cost or Benefit (2,060,623) (818,111)
Net . (2,941,671) (1,465,643)

Note: Bold numbers denote total income or (expense).
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Schedule 6:

Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 22
Years, Per 100 Children Served - Pennsylvania Model

This schedule presents a comparison of financial benefits at different levels or rates of
achievemnent of normal functioning for children ages 3-22 years, achieved by intensive early
intervention, ranging from 20% of children achieving normal functioning (an assumed minimal
rate) to 60% of children achieving normal functioning (a rate somewhat higher than that justified
by the current literature). At each level of effectiveness, differing rates of not only achievement of
normal range functioning, but also partial benefit, are projected. Costs are shown in terms of tie
aggregate of 100 children served, and averages per person served, with inflation and in 1996
dollars. Bold numbers denote per child inflated and uninflated savings.

Inflated 1996% [nflated 19963

12 a ge Tota} Total /Student  /Student
20 Norm Range vs. Partial Effect 5,629,780 3,865,980 281,489 193,299
70 Partial vs. Minimal Effect 24,469,900 16,664,550 349,570 238,065
10 Minimal Effect 0 0
Net 30,099,680 20,530,530 300,997 205,305
At 30%Normal Range
30Norm Range vs. Partial Effect 8,444,670 5,798,970 281,489 193299
60 Partial vs. Minimal Effect 20,974,200 14,283,900 349,570 238,065
10 Minimal Effect 0 0
Net 29,418,870 20,082,870 294,189 200,829
At40% Normal Range
40 Norm Range vs. Partial Effect 11,259,560 7,731,960 281,489 193299
50 Partial vs. Minimal Effect 17,478,500 11,903,250 349,570 238,065
10 Minimal Effect 0 0
Net 28,738,060 19,635,210 287,381 196,352
AL50% Normal Range
50 Norm Range vs. Partial Effect 14,074,450 9,664,950 281,489 193,299
40 Partial vs. Minimal Effect 13,982,800 9,544,200 349,570 238,065
10 Minimal Effec 0 0 .
Net 28,057,250 19,209,150 280,572 192,092
A160% Normal Range
60 Norm Range vs. Partial Effect 16,889,340 11,597,940 281,489  193.299
30 Partial vs. Minimal Effect 10,481,100 7,141,950 349,570 238,065
10 Minimal Effect 0 0
Net 27,376,440 18,739,890 273,764 187,399
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Schedule 7:

Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 45
Years, Per 100 Children Served - Pennsylvania Model

This schedule presents a comparison of financial benefits at different levels or rates of
achievement of normal functioning for people ages 3-45 years, achieved by intensive early
intervention, ranging from 20% of children achieving normat range functioning (an assumed
minimal rate} to 60% of children achieving normal range functioning (a rate somewhat higher than
that justified by the current literature). At each level of effectiveness, differing rates of not only
normal range functioning, but also partial benefit, are projected. Costs are shown in terms of the
aggregate of 100 children served, and averages per person served, with inflation and in 1996
dollars. Bold numbers denote per child inflated and uninflated savings.

Inflated 19963 Inflated 1996%

At 20% Normal Range Total Total {Student  /Studen
20 Norm Range vs. Partial Effect 47,277,800 24,640,700 2,363,890 1,232,035
70 Partial vs. Minimal Effect 56,802,760 31,552,570 811,468 450,751
10 Minimal Effect 0 0
Net 104,080,560 56,193,270 1,040,806 561,933
AL 30% Normal Range
30 Norm Range vs. Partial Effect 70,916,700 36,961,050 2,363,890 1,232,035
60 Partial vs. Minimal Effect 46,668,080 27,045,060 811,468 450,751
10 Minimal Effect 0 0
Net 115,604,780 64,006,110 1,196,048 640,061
40% g

40 Norm Range vs. Partial Effect 94,555,600 49,281,400 2,363,890 1,232,035
50 Partial vs. Minimal Effect 40,573,400 22,537,550 811,468 450,751
10 Minimal Effect 0 0
Net 135,129,000 71,818,950 1,351,290 718,190
At 50% Normal Range
50 Norm Range vs. Partial Effect 118,194,500 61,601,750 2,363,890 1,232,035
40 Partial vs. Minimal Effect 32,458,720 18,030,040 811,468 450,751
10 Minimal Effec 0 0 -
Net 150,653,220 79,631,790 1,506,532 796,318

t - .
60 Norm Range vs. Partial Effect 141,833,400 73,922,100 2,363,890 1,232,035
30 Partial vs. Minimal Effect 24,344,040 12,522,530 811,468 450,751
10 Minimal Effect 0 0
Net 166,177,440 87 444 630 1,661,774 874,446

21-
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Schedule 8:

Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 22
Years, Per 100 Children Served - Pennsylvania Model vs. UCLA Controls

This schedule presents a comparison of financial benefits at different levels or rates of
achievement of normal functioning for people ages 3-22 years, achieved by intensive early
intervention, versus benefits from regular early intervention. Costs are shown in terms of the
aggregate of 100 children served, and averages per person served, with inflation and in 1996
dollars. Bold numbers denote per child inflated and uninflated savings. The summary table at the
bottom of the page depicts cost savings adjusted for differences in three-year costs of early

intervention and intensive early intervention.

Inflated 19963 [nflated 19963

4 al Range Total Total [Student  /Student
30 Norm Range vs. Partial Effect 8,444,670 5,798,970 281,489 193,299
60 Partial vs. Minimum Effect 20,974,200 14,283,900 349,570 238,065
10 Minimal Effect 0 0
Net 30,099,680 20,530,530 294,189 200,829

t 40% Normal Range
40 Norm Range vs. Partial Effect 11,259,560 7,731,960 281,489 193,299
50 Partial vs. Minimum Effect 17,478,500 11,903,250 349,570 238,065
10 Minimal Effect 0 0
Net 28,738,060 19,635,210 287,381 196,352
t50% al Range

50 Norm Range vs. Partial Effect 14,074,450 9,664,950 281,489 193299
40 Partial vs. Minimum Effect 13,982,800 9,544,200 349,570 238,065
10 Minimal Effect 0 0
Net 28,057,250 19,209,150 280,572 192,092
UCLA Controls
3 Norm Range vs. Partial Effect 844,467 579,897 281,489 193,299
45 Partial vs. Minimum Effect 12,584,520 8,589,780 349,570 238,065
52 Minimal Effect 0 0
Net 13,428,987 9,169,677 134,290 - 91,697

Summary: Savings at Different Levels of Benefit vs. UCLA Controls, Age 3 to 22:

Inflated 19968
Level of Benefit [Student /Student
At 30% Normal Range 68,606 17,839
At 40% Normal Range 61,798 13,362
At 50% Normal Range 54,989 9,102

(Taking into account difference between costs of early intervention, for UCLA controls, and

intensive early intervention)
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Service Financial Benefits at Different Levels of Effectiveness, Age 3 to 45 Years,
Per 100 Children Served - Pennsylvania Model vs. UCLA Controls

This schedule presents a comparison of financial benefits at different levels or rates of achievement of
normal functioning for people ages 3-45 years, achieved by intensive early intervention, versus
benefits from regular early intervention. Costs are shown in terms of the aggregate of 100 children
served, and averages per person served, with inflation and in 1996 dollars. Bold numbers denote per
child inflated and uninflated savings. The summary table at the bottom of the page depicts cost
savings adjusted for differences in three-year costs of early intervention and intensive early

intervention.
At 30% Normal Range

30 Norm Range vs. Partial Effect
60 Partial vs. Minimum Effect

10 Minimal Effect
Net
At40% Nognal Range

40 Norm Range vs. Partial Effect
50 Partial vs. Minimum Effect

10 Minimal Effect

Net

At 50% | Range

50 Norm Range vs. Partial Effect
40 Partial vs. Minimum Effect

10 Minimal Effect

Net

UCLA Controls

3 Norm Range vs. Partial Effect
45 Partial vs. Minimum Effect
52 Minimal Effect

Net

Inflated 1996%
Totai Tota]
70,916,700 36,961,050
46,668,080 27,045,060
0 0
119,604,780 64,006,110

94,555,600 49,281,400

40,573,400 22,357,550

0 0
135,129,000 71,818,950

118,194,500 61,601,750
32,458,720 18,030,040
0 0

150,653,220 79,631,790

7,091,670 3,696,105
36,516,060 20,283,795
0 0
43,607,730 23,979,900

Inflated
[Student
2,363,890
811,468
1,196,048

2,363,890
811,468

1,351,290

2,363,890
811,468

1,506,532

2,363,890
811,468

436,077 -

Summary: Savings at Different Levels of Benefit vs. UCLA Controls, Age 31045

ve e
At 30% Normal Range
At 40% Normal Range
At 50% Normal Range

Inflated

{Student
668,678
823,920
979,162

19963

/St {
309,691
387.820
465,948

19963
[Student
1,232,035
450,751
640,061

1,232,035
450,751

718,190

1,232,035
450,751

796,318

1,232,035
450,751

239,799

(Taking into account difference between costs of early intervention, for UCLA controls, and

intensive early intervention)

23-
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Appendix A:
Financial Information: Per Recipient Expenditure Estimates - Pennsylvania Model

This appendix presents information regarding the sources used in order to develop the estimates used
in the cost analysis.

Sources:

Source for EI, FSS, HCBS, Institutional, and SSYADC is Braddock et al. (1995). State of the siates
in developmental disabilities. Washington, DC: American Association on Mental Retardation.

Source for Intensive Community Services is annual expenditures for 6 person or less [CF/MR plus
one half of the difference between this amount and the annual institutional expenditure, from
Braddock et al. (1995), as above.

Source for Special Education expenditures is average for all special education types from Barnett &
Escomar (1990). Economic costs and benefits of early intervention. In Meisels & Shokoff (Eds)),
Handbook of early childhood intervention (pp. 560-582). New York: Cambridge University Press.

Source for Intensive Special Education expenditures is muitihandicapped rate, p- 566.

Source for Regular Education expenditures is U.S.D.O.E. (1992). The condition of education
(NCES 92-096), p. 334.

Source for Intensive Early Intervention is the average cost of 7 model programs reported in Harris &
Handleman (1994). Preschool education programs for children with autism. Austin, TX: Pro-Ed

Source for Median Household Income is the 1990 federal census. Supported wages indexed at 20%
average of median household income for Pennsylvania.

All amounts are trended at 3%, except SS/ADC which is trended at 1.5%.

4.
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Appendix B:
Values of Primary Estimates: Age 3 to 45 Years - Pennsylvania Model
This appendix presents the trend table for the estimates used in the cost analysis for the period 1992 1o

2038.The year 1992 was used as a base year in this table because some available data were current to that
year. However, costs reported in the schedules were trended from 1996 values.

Age Yeas El FSS IaEl  RegBd  SpcEd I SpcEd HCBS  [ntCom  Institud  SSI Mdn Inc Supp Wages
1992 2918 986 9161 6702 11393 28270 41615 30444 5068 3764 6333
1993 3006 1016 30035 6903 11838 29118 32863 SI957  stat 2241 6118
1994 3096 1046 30936 7110 12193 29992 44149 53st6 5221 32725 6345
1995 3189 1077 31865 1323 12559 30891 45474 55122 5799 33218 6643
31996 3284 HI0 32820 7543 12035 23806 31818 46838 56775 5379 33714 6713
41997 3383 1143 33805 7769 13324 29670 32773 48243 $8478 5460 34219 6814
5 1998 3484 17 34819 8003 13723 30561 33756 49690 60233 5542 34733 6917
6 1999 3589 1213 35864 8243 14135 31477 34769 51181 62040 5625 35254 2051
72000 3696 1249 36940 8490 14559 32422 33812 S2707 6390t 5709 35782 7136
3 200! 3807 1287 38048 8745 14996 33394 36886 54208 63818 $795 36319 7264
9 2002 3922 1325 39189 9007 15346 34396 37993 55927 67793 $882 36864 7373
102003 4039 1365 40365 9277 13909 35428 39132 57605 69826 3970 37417 7483
1t 2004 4160 1406 41576 9555 16386 36491 40306 59333 71921 6059 37978 7596
122005 4285 1448 42823 9842 16878 37586 41515 6LI13 74079 6150 38548 7710
132006 asi4 1491 44108 10137 17384 387(3 42761 62946 76301 6243 39126 7825
142007 4546 1536 45431 10441 17906 39875 4404 64835  78S90 6336 39713 7943
15 2008 4683 1582 16794 10755 18441 41071 45365 66780 80948 6431 40309 3062
16 2009 4823 1630 48198 11077 18996 42303 46726 68783 33376 6528 40913 8183
17 2010 4968 1679 49644 11410 19566 43572 48128 70847 85878 6626 41527 8305
18 201 s117 1729 S1133 41752 20153 44879 49572 72972 8R4S4 6725 42150 8430
19 2012 5270 1781 S2667 12105 20758 46226 SI059 75161 91107 6826 42182 8556
20 2013 5428 1834 S4247 12468 21380 47612 52591 77416 9384l 6918 43424 8685
202014 559 1889 S587S 12842 22022 49041 S4168 79739 96656 7032 44075 8815
22015 5759 1946 5755t 13227 22682 50512 $S793 82131 99556 7138 44736 8947
232016 5932 2004 S9277 13624 23363 32027 57467 84595 102542 7245 45407 2081
242017 6110 2064 61056 14032 24064 53588 59191 87133 103619 7353 46089 9218
252018 6293 2126 62887 14453 24736 55196 60967 89747 108787 7464 16780 9356
26 2019 6482 2190 64774 14887 25529 S6852 62796 92439 (12051 7576 47487 9496
27 2020 6676 2256 66717 (5334 26295 8557 64680 95212 (15412 7689 48194 9639
28 2021 6876 2324 68719 15794 27084 60314 66620 98068 113875 7805 48917 9783
29 2022 7083 2393 70780 16268 27897 62123 68619  1DIOI1 122441 7922 49650 9930
30 2023 7295 2465 72904 16756 28733 63987 70677 104041 126114 8041 50395 10079
3102024 7514 2539 75091 17258 29595 65507 72798 107162 129897 8161 Stist 10230
322025 7740 2615 77344 17776 30483 67884 74982 110377 (33794 8284 51918 10384
332026 7972 2694 79664 18309 31398 69920 77231 113688 137808 8408 52697 10339
342027 s 2774 82054 I8859 32340 72018 79548 (17099 141942 8534 53488 10698
35 2028 8457 2858 BASIS 10424 33310 74179 8I934 120612 146201 8662 - 54290 10853
36 2025 8711 2943 87051 20007 34309 76404 84392 124230 150587 8792 55104 11021
312030 8972 3032 89662 20607 35338 78696 86924 (27957 155104  §924 55931 11186
38 203t 9241 3123 92352 21225 36399 8i057  §9532 (31796 (59758 9058 S6770 11354
392032 9519 3216 95123 21862 37491 83489 92218 (35750 164550 9193 57621 11521
40 2033 9804 3313 97977 225(8 38615 85993 94984 139822 169487 933} 58486 11697
40 2034 10098 3412 100916 23194 39774 88573 97834 144017 174571 947l 59363 11873
422035 10401 3515 103943 23889 40967 91230 100769 (48337 179808 9613 60253 12051
43 2036 0713 3620 107062 24606 42196 93967 103792 152787 185203 9758 60157 [ERE)!
a4 2037 11035 3729 110273 25344 43462 96786 106906 157371 190759 9904 62075 12315
45 2038 11366 3841 113582 26105 44766 99690 (10113 (62092 196482 10053 63006 1260t

Estimares to Age 45 years

Note: Some estimates were based on 1992 data and all estimates are trended forward from that year or, for later estimates, back to that year
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- (ApS)

DATE: 06-26-96

TO: Lee Elliott, Esq.
Sr. Daputy County Attorney

FROM: Susanne D. Kaplan, Director/SCD

RE: [XE.L [ 14410
[ ]Mediation [X] Dus Process

e LT3 _DOB 03-22-94 6-19-96
Name of Child{DOB Date of Meeting/Schoot District
- (if Applicabie)

1}

The parent/guardian of the above named child may be requesting either mediatiory
due process hearing.

PARTIES INVOLVED: Parents of .,

] .and Westchester County ECCU, ‘Susanne D. Kaplan, Dlraaocléco -
Veronica Strawder, Program Coordinator, Meryl Bovard, Program Administrator, Sue
Ann Galante, Service Coordinator.

BACKGROUND: Atinitial IFSP parent expressed desira for a program that included
ABA 1:1 at home, based on this child's diagnosis. Sue Ann Galante offered Special
Instruction, 3 to 4 days extended visits, and based on availability of spacific providers
discussed, Occupational Therapy would be provided twice per week if special instructor
could be available only 3 times. Speech twice monthly to work with speciat instructior in
developing a consistent approach was also part of plan.

Mother wouid not sign the IFSP until she went over plan with Mr.
mail back to me and then services could begin
located. 6-24-96 Received phone call from .. L

Has raad research which supports 40 hours of ABA, and this

]
""“I’-P{]She would
Ce appropriate service providers were
©+ 7 He was upset with plan.
was not acceptable.

Ha is a litigator and will take this as far as he needs to fight for more hours, at least 20
hours. He is aware of other court cases whare all the parents have won.

r /mﬁﬁ/ Mc( 5@/&/5/ names /\65/((6}4/

/,f;‘wc7 reasens | £

—
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XSSU

© 1) Patent is savvy tegally and will'm' t ﬁk_aty putsue due process
Currently we have been followin which limits E.1. ABA services ta
£ g‘gﬁ |

hours a wesk,

) ng ﬁimséﬁ or be pant of a legai
we are concemad that anything said could be held against us. Should or

atsy Yang Lawis, Deputy Commissio 0
erocica Strawder, Program Coordinatqr



276

Arssl Scloot L,,wg o

-lssues and Trends

- T A zei‘mg designed for schoo!l board membe.c, .
) " centralefMice administrators, special education directors,
building administrators and regular educators =
focusing on special education isguea

presented by

Missouri Asaocxauon of Schual 2Ax i
Missouri United Schog Insurance ouncxl
and - '-;‘

Peper, Martin, Jensen Maichel and Hetlage

THURSBAY :

April 2, 1998 *Apr“ 3, 1358
Marriott's Tan-Tar.4 S Hoh;fay inn—Urgwersrty Plaza
Resort & Golf Cut - 333 John Q. Hemmond Plowy.

FRIDAY
March 13, 1998

Holiday Inn Waslgont
1873 Craigshire

THURSDAY .
March 12, 1998

‘dams Mark-Kansas City
Truman Sports Complex

~703 East 39th Street St Louls, MO State Road KK
Kansas City, MO (314) 434-0100 Osage Beach, MO
818) 7070200 - ) “ {573} 348-3131
et g PPEZ BIS Rrw A&yf @ e V
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PROGRAM AGENDA

12:00 P.M. — 1:00 P M.

Registration

1:00 P, M — 145 PM,
A Prscdcaf Approach to Idennfymg and Scrving Sect(on 504 Students

‘

§45?M——22OPM B i
Re!ated Services and Asststwe Technoleg) — the New Batﬁeﬁe!d i

: 2'2()?M——255P‘vi -
Speclal Educallou for Early Childhood Autistic Students — How to Avmd Pare
for LOVAAS:’I’EACH Meshodn!ogles B

2SSPM - 34SPAL
Refr&sh‘mcnt Break

315 P.M, — 3:50 PM.
Rcauthoriznuon Dpdate and What the Coum A.re Saying

3S0PM. — 4 25 PM. .
Smdems with Behavnora! Concems From Idennﬁcnuoa fo Behaviorai M '

4:25 P M. — 5:00P. N{
Quesuon and Answer Sesslon

©S100 PM. v 6:00 PA.
. Reception
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SPECIAL EDUCATION FOR EARLY CHILDHOQD AUTISTIC STUDENTS -
HOW TO AVOID PARENT DEMANDS FOR LOVAAS/TEACH METHODOLOGIES

WHAT ARE THESE STRANGE SOUNDING METHODOLOGIES?

A. LOVAAS

L

Lovaas is an educational methodology that is also known as applied
behavioral analysis (ABA). It has been described as a very intensive,
individual discrete trial method of presenting information to a child.
Lovaas is an outgrowth of the operant conditioning methodology and
involves the use of a reward to reinforce appropriate behaviors. For
example, the LOVAAS trainer must be sure that the student is attending.
A question or demand is presented 1o the student and the instructor
atiempts to elicit the desired response. If the child presents with the
desired response, the child is rewarded with positive reinforcers such as
edibles, praise, and music.

Lovaas is designed primarily for early childhood special education
students with autism, pervasive developmental delay (PDD} or similar
disabilities. The methodology is based on the premise that, untike
typically developing children, autistic children do not learn from their
environment and require a more intensive learning environment.
Proponents insist that the approach is supported by empirical studies and
that intensive efforts must be made with autistic children during a
“window of opportunity” between the ages of two through six before the
autistic behaviors become entrenched.

Lovaas is designed to be implemented for 2-3 years at which time the
premise is that the child can be integrated in the regular classroom. The
stated goal of LOVAAS therapy is to phase the child inte regular
education by reducing negative behaviors and teaching skills to enable
leaming in the classroom, such as sitting still, making eye contact,
attending to a task, imitating others, and communicating.

Proponents of this applied behavioral analysis approach believe that the
behavioral deficits exhibited by autistic children may be changed by an
intensive focus on changing the individual behavior problems.

Lovaas has two goals: reducing behavioral excesses such as tantrums and
acting out behaviors; and improving communication deficits.

Discrete trials are conducted in a one-on-one setting by trained instructors
who may be family, friends or college sradents. A full 35-40 hour
program may require as many as 5-6 trained instructors. Lovaas involves
a discrete trial format, which provides opportunities for the child to
achieve success in mastering small tasks which are necessary for success
in a regular classroom.

26



STLDO1-621152V!

279

The discrete trial format begins with simple tasks and imitative activities

and then builds to more complex activities that require greater language
and more cognition. Students are given repeated opportunities in the form
of trials to give the appropriate response, and the appropriate response is
reinforced through an individualized reinforcer such as food. toys. smiles.
or praise. The program is sequential and requires work with a trained
therapist to shape the program to the student's needs and strengths. The
choice of program and the pacing of the program is directed by a therapist
familiar with the method and the student.

The recommended minimum time per week is 30-40 hours.

Proponents advocate that the methodology be employed for a 2-3 year
time period, from 4-6 hours per day for five to seven days a week without
breaks for the full year. !

An in-home component is almost always recommended with consistency
and cooperation between any schoo!l and home programs.

Critics state that the much-touted results of the program are neither valid
nor likely to be duplicated in the general population of students with
autism. Critics also attack the method for its lack of scientific vigor.
Critics also contend that the programming is too intense, aversive in that it
allows no time for play and creates a likelihood of therapist dependence
and prompt dependence. Opponents also criticize this approach for
teaching splinter skills which cannot be easily generalized and take issue
with the proponents’ position that it leads to a “cure.”

TEACCH (Treatment and Education of Autistic and related Communication
bandicapped Children).

1.

TEACCH is a methodology designed to meet the needs of autistic children
and children with severe communication deficits or developmental delays.
It was developed by Dr. Eric Schopler of the University of North Carolina
at Chapel Hill. Dr. Schopler is a critic of the LOVAAS method and
believes that the progress under that program has been overstated.

TEACCH is to be presented by special education staff within the
classroom who have received specific training in TEACCH. Students
perform tasks at special workstations, often separated from dividers from
the rest of the class. The tasks are often repetitive visual-motor activities
and the children operate independently using cues.

This approach does not use applied behavioral analysis, but emphasizes a
cognitive approach and behavior modification. It focuses on using

2
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meaningful routines without constant adult assistance to encourage
independence. It also teaches self-care skills and focuses on managing
disruptive behavior. The emphasis on making use of skills that children

already possess.

IL [SN'T METHODOLOGY LEFT TO THE DISTRICT’S DISCRETION?
A, As a general rule, methodological decisions are left to the discretion of educators.
B. If a school district. however, fails to offer an appropriate program and/or
. placement to a student with disabilities. a parent may be able to obtain a specific

methodology through due process litigation.

III.  WHO PAYS AND WHAT DOES IT COST?

A. [f the child is of mandatory school age. the public school district will be required
to pay for LOVAAS or TEACCH if the IEP provides for one of these particular
methodologies or if it is ordered to provide them through litigation.

B. If the child is eligible for services through the early childhood special education
program, the State is required to pay the full cost of the program. See Rolla 31
Sch. Dist. v. State, 837 S.W.2d 1 (Mo. banc 1992). .

C. A full 35-40 hour LOVAAS program in the home setting may cost as much as

$40,000 per year.

IV.  INCREASED LITIGATION

E

A. 1-2 cases per year during early 1990s; 10 in 1995; 30 in 1996.  sp+ &~ 1947

B. Parents frequcm.ly'prevail and the district is ordered to provide the specific
methodology in the home or in the district.

C. Litigation with respect to these methodologies is much more time consuming and

expensive that general due process litigation and almost always requires a
minimum of one expert witness for the district.

D. To prevail, a district needs ~ among other things ~ significant documentation
regarding its own program and strategies and documentation that student progress
in the district program.

- E. Factors common to cases in which parents have prevailed:
1. Significant procedural violations by the district.
3

STLDO1-621152V1
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with the district to develop an [EP. The district.proposed a half-day. four day a
week. facility based program with 120 minutes per week of speech/language
therapy, OT and a home visit every six weeks and an autism consultation once a
month. The parents rejected that placement. The judge determined the district’s
program was appropriate and designed to offer the student educational benefit.
The judge also determined no procedural violations had occurred.

Sioux Falls Sch. Dist. V, Koupal, 526 N.W.2d 248 (S.D. 1994). Affirmed tral
cowrt’s rejection of parental challenge to school district’s refusal to include
specific teacher training in student’s IEP. Six year old student diagnosed with
severe autism received special education, including instruction through the
TEACCH method. The parent requested, through the [EP process, that the
student’s IEP specify that his classroom teacher would receive at least five days
of TEACCH training as a related service prior to the time that she worked with
the student. The parties agreed that the student’s teachers were otherwise
competent in the TEACCH method and that that methodology was appropriate for
the student. The court concluded that the IDEA does not include teacher training
as a related service and that it could not, therefore, be required in an IEP.

Flour Bluff Indep. Sch. Dist. (SEA Texas March 5, 1 997). District proposed
IEP for four-year-old student with PDD that called for placement in preschool
classroom for children with disabilities six hours per day, speech therapy, OT,
assistive technology, classroom modifications, ESY and in-home training. The
parents withdrew the child and began an in-home LOVAAS program. The
hearing officer determined the proposed [EP was appropriate, but required some
modification, including the addition of a 1:1 aide trained in instruction of students
with autism. The parents were not entitled to reimbursement for the in-home
program except for the summer because the district denied the student FAPE
when it failed to provide ESY services.

VII. HOW TO AVOID LIABILITY IN LOVAAS CASES

A,

B.
C
D.
E

F.

STLDO 621152V

- If parents request LOVAAS, listen to their concerns and adopt the é

methodological techniques in the in-school program.
Evaluate the child properly and utilize experts in autism. }

Have someone on the IEP team who is knowledgeable about autism. ¥~ H’D‘t/{jf !

Be proactive.

AS type therapies and see if you can
those strategies.

At least investigate the possible of
design a program that incorporatg

Examine all methodologies — use acontinuum of methodology approach.
12

37



10
11
12
13
14
15
is
17
18
13
20
21
22
23
24
25

282

4531

BEFORE THE TENNESSEE STATE DEPARTMENT OF EDUCATION

ZACHARY DEAL,
Petitioner,
vs. No. 99~-59

HAMILTON COUNTY DEPARTMENT
OF , EDUCATION,

Respondent.

6703 Bonny Oaks Street
Chattanooga, Tennesses

October 4, 2000
TRANSCRIPT OF DUE PROCESS HEARING

SEVENTEENTH DAY OF HEARING
Pages 4591 through 4832

BEFORE: A. JAMES ANDREWS, ESQ.
ADMINISTRATIVE LAW JUDGE

APPEARANCES OF COUNSEL:

For the Petitioner: Gary S. Mayerson, BEsq.
{Present when noted herein)
800 Third Avenue, 31st Floor
New York, New York 10016

Theodore R. Kern, Esq.
€02 South Gay Street, Suite 504
Knoxville, Tennessee 37302

For the Respondent: Gary D. Lander, £sq.
1000 Tallan Building
Chattanooga, Tennessee 37402

VOQLUNTEER REPORTING SERVICE
73¢ CHERRY STREET, SUITE E
POST OFFICE BOX 447
CHATTANOOGA, TENNESSEE 37402
(423} 756-0221

.
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JUDGE ANDREWS: Okay.

MR. LANDER: They asked that, and after we'd
drawn, the ruin was that both will be filed.

JUDGE ANDREWS: That's fine.

. MR. MAYER3SON: Judge, can we get that notebook

back? 1Is that possible?

JUDGE ANDREWS: Sure.

MR. MAYERSON: Just need it for the case.

JUDGE ANDREWS: That's yours. All right. Call

your first witness.

(Off-the~record—d UES16

DONNA PALMER,

called as a witnes® the respond , being first duly
sworn, was eéxamined and testified as follows:
DIRECT EXAMINATION

BY MR. LANDER:

Q Please state your name.

A Donna Palmer.

Q Ms. Palmer, where do you live?

A 107 North Clift Lane, Chattancoga.

Q By whom are you employed?

A Hamilton County Department of Bducation.

Q Mrs. Palmer, let me show you what has been

marked for identification as Exhibit 512 and ask if you

can identify that document.
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A This is my vita.
] Is it current?
A Yes.

Q And what is your title currently with the

Hamilton County Department of Education?

(::i’k Lead school psychologist. )

Q How long have you been a school psychologist for

Hamilton County schools? If you want to refer to your
vita, that will be fine.

A I do. I first began working as a echool
psychologist in 1879 and then, after another period of
time, again in 1991 and it's been continuous since 1991.

Q Okay. Your vita reflects your educational
background after leaving high school?

A Yes,

fe] Ckay. And your bachelsr of science degree is in
psycholegy?

A Yes.

[+] And you have —- have you -— you have past
baccalauxeate work in psychology, you took a master's in
special education?

A Right.

Q Okay. And have you completed -- you didn't take
another degree in psychology?

A No,
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Actually, I ==

2 MR. LANDER: You don't have te answerx.

3 THE WITNESS: Okay.

4 MR. MAYERSON: Just with testing, Judge?

5 JUDGE ANDREWS: Trust me, we're going %o have

6 lots of witnesses here that are going to be able to give

7 answers to that question. I can see the future to that

8  extent.
g Qe Okay. You had an article yesterday from Barry
10 Prizant?
PR
11 A Yes.
12 4] %ould you agree that he's a =~ one of these

13 classic people who's always writing against Lovaas and

14 the ABA studies, he's constantly writing articles

18 cxitical abeut ABA?
R
is A I don't know that.

11 Q You don’t know? Okay. Have you ever read, in

is this county, a school district publication called How to

13 Aveid Parents’ Demands for Lovaas? Have You ever read

20 such a2 document?

21 A Would you say that again?

22 k] Have you ever read a pamphlet or publication
23 called -~ I'm not suggesting it has an actual cover like
24 it was published by 2 publisher, but it's a document

25  entitled How to Avoid Parents' Demands for Lovaas? Have
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1 you ever saen that?
2 A Did you say it was a Hamilton County -~
3 Q I'm saying have you ever seen a document from

4 any source c¢alled How to Avoid Parents' Demands for

5 lLovaas?

6 ‘A VHave I ever seen one from any sourcef VYes.

7 Q Where did you see it?

8 Awnec.

9 Q How did you get to that document, if I may ask?
10 A I use, I use the Internet to do a lot of

11 research,

12 Q Have you ever -- to the extent that you have any

13 questions or concerns about ABA, have you ever heard

’_’___li;xzise Chapman or Jane Dixon say anythin sitive about

15  ABA, ever?
e TRl

ﬁ 16 A I don't, I really just don't bhave an answer to

7 that.
Ave -~ 17 _tha
18 Q Okay, all right. Now, am I correct that to the

19 ertent that you ever saw Zachary in the flesh, it was for

20 about five minutes?

21 A Thet's probably about right, yeah.

22 Q To the extent that you had any questions or

23 concerns about ABA, did you ever communicate those to the
24  parents, ever?

25 A No.
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Legal Expenses Over $175,000 In

Autistic Child Case
Posted: Thursday, July 06, 2000

An attorney for the Hamilton County Schools
said over $175,000 has already been spent in
defending 8 Case in which parents of an autistic
child want home-based programming for the
child.

Attorney Gary Lander said the case "is
mely important” in that Tt m. a
precedent on the issue of the schools providing

home-based heip.

He said "We believe there are seve

psl nding of m ja
home-based educahon similar to the d_e_mands
in this case.”

An administrative law judge has been hearing
the case - having held 10 days of hearings
already. There are additional sessions set for
July 10-14, and the parents have not yet
completed their case.

The parents have been instructed to finish their
side by July 11.

Mr. Lander said the county schools would not be
able to put on its case in the remaining three
days so there will need to be additionai sessions
later in the summer.

Arf'e
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He said the case was complicated when the
parents "demanded a meeting to plan for the
readmission of their son to public school in the
fall, which we agreed to do upon the agreement
of the parents that we conduct a new
assessment of their son which is ongoing.”

A full assessment team is to meet on the case
on July 25.

/ €ducation department "are devoting enormous

Mr. L.ander said members of the exceptional
% effort to this case.”
He said his firm's charges on the autism
litigation from Sept. 1, 1999, to the end of May
are $161,889.50. He sald work through June
would be another $12,000.

Mr. Lander said there are some $5,700 out of
pocket expenses refated to the autism case.

He said his firm (Chambliss, Babhner and
Stophel) was charging $31,285 for general
counsel matters {(not involving litigation) for the
past year. He said that was down from $42,799.

Mr. Lander asked an increase in his hourly rate
to $195 per hour. He was at $150 per hour
when he started handling special education
cases in 1993,

Robert A. Smith, deputy superintendent,
recommended approving the Lander proposal
"based on the outstanding work” he and his
firm had done.

E-mail this article to a friend

~~x
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Experts disa; on what dirsct
etfect it will lg::. since federal
Judge Jumes B, Moran specified
the ruling does not bind other schoot
districts to the same level of service,

But the decislon shows bow
changing uiterpretations of fedacal
law are raising the bar on what

school icls are expecied i pro-
Wduum_mu.
those with autism.
“What this riing seys i3 that the
needs of these kid9 come frst” said
Dr, Bennett Leventhal, the chair.

AUTISM: District 15, family
of boy have worked out plan

fiad many childred in the preschoc
with autism, and mapy, many of
ther weat on bo do very well

Some children with autiam sttend
regular classes in District 18, a9 in
many other schoof districts acrosy
the country. Those who oaa go to
schoul without special hielp are con-

That's what Lora Harringion
wan 3

*T iziow my son will never be the
Mdmtdmevmﬁ%&e
»said “But | want iim to be o
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She didu't beliave District 15'
plan would do that, even
th toid her other
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department at the University of
. A lot of have pre.
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sure they wauld argue that's not
“%t ! o % peei.l
@ law requires every speciy
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viduaiized plan, agreed to by the
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designed to rm 5 peeds.

i
have cost to pay for

e program
Edward Raflerty, the sysistant
superintentent for special services

entary 54, points
out the m}i% does ack apply to his
distriet. B In his next gpgﬂk he
acknowledges it mads him take
another look at what his district pro-

Rgtie:
‘ere rulsing the bar legally, it
the bar  lmowl-
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Lhough they debate whether the
! tagl number of children who have

;= disability has risen.
A 1994 change in fardarn] lw =Ty

Pngr&g:im the one Distriet 18
propused do Help some children
with autistm, Leventhal said. Byt
of seven

District 54, the
istrict in the state, has
ration teachers that do epplied

analysis, ag wel
ing others to do it Bul the
has never provided a 40-bour-a-
W

000
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Neighbor charg

By Rouexr Sancer day morning.
Herahd Sk Wrier “Everything workec
N § this case.” Westmon
A tckst op a New Rm%m “His
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Mexicy 1o the capture
# $l-year-old Westmont man sus-
pected of murdering his nefghbor
over the weekend,

Authorities on Monday charged
Scolt Faulkper, of 102 Intiap Trall

g
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Ross with @ large bu:
sometime between 8 &,
a on Saturdayinthe L
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one day after New Mexico State
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The knife that palice 5u
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actual number of children who heve
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fromn developmenta) disabilites. be "
District 15 is h'ylnﬁ to atop that
f,’,f!" mb;%[;ening. ’lt as appealed
Moeun’s ruling,
the atate should be mmm
the cost of Tomumty's education.

than dou-
Mary E. Moran, ane of the

bled from 16 to 33 in the past twe Harring-
years. That follows a statewide tons’ attorneys, said sbie upder-
increase from §15in 1994 to 1,398 in  stands why school districts would
board of . want to try to bold dw&::ht
on special educal
:Eidnggawu. the

"It's a'can of worms,” she yaid.
“Special education can be & bottom-
Jeas pit*

But Tommy's education dida't
have to be any more than
growing g what the district was ared to
autism When Tommy was diagnosed  do, the a! said on, the
nearly years ago, she saud to for the

She found information about & amount the district would have
applied behaviar analysis, along
lth other t
data backing it up, shegald |

Harringtop started & for
Tomey with the help o consultant
Dr, Ann Maxwell In applici] bebav-
ior apalysis, children learn new
skills one small step at & lime, Ther-
apists keep detalled, nbjective

child’s behavior

1997, the last year the state
Mtgmm ¢l i chiatrists
e same time, psychiatris!
and b 'uhnveﬁrudluﬁ&
ﬁceb'ﬂlﬁ"munhehe?d.
w,%
still

B

i

uhlvutndoithrﬂua
u;.i._thMmrde shoul

5

i
é
E

£
i
]

i

noe work-
autism, and
T3 said. “We

68T ON

il
ONTLNEINISTT Wo3

While crop sizes are only aver-
this season, they surpass

% 's, when mﬁh u?'ehnds hgrl

ight harvests and subsequently
raised prices.

*“They look much better than
last year,” said megju‘ of
Ziegler' in

. t:: beautylzga le 15

4]

much nicer.” . e

Rainfall & few wedks

enough toyield large, juicy fruit, -
orchard owners say. =

tomers can a@ect:gx%l:‘;l' m]gu Courtiand apples, show
price increases, more entertain-,  among the first ready tc
ment and long lines due to the
ent closure of the onee- soms, but ifit's too cold. the
Bell's Apple Orchardin ~ won't come out.

Lake Zurich. That was the problem las

“From what we've seen out on Too many cold nights hinde
the field, it seems like overall poliination, leading to fewe:
average to good year. I would soms and, ultimately. fruit.
m£ great crop shoriage prompted orcharc

Coun!yth;ﬁ:(."wd&e- bump up prices for the first

n

Km Lake County , only two upped

Farm Bureau. “Alot of trees are  charges this season, which
with apples.” opened this past weekend +

Beskies the recent rainfall,
zﬁ;\m avoided Wauconda Orchards will
from the summer's heat  half-bushels for $20, up fror:.

and dryness for several reasons.  last year.

‘Warm nights in the and ig’s Apple Orchard in

summes eicouraged pallination, M will charge $14 {

w:-;uuﬁadmk balf-hushe], up from $13.80

2 rather than long Year,

- g N et L
olost orchars rent bedhives eile vl chaegs e baile
and allow bees to work the bloe- Yyear, about $12 for a half-bu

o
Questions about
Daily Herald NEW SUPER MONE
home delivery?
Fox Valley ! i
(847) 608-2720 : Annual Percentagr
) NEW 18 MON
(630) 9550007 |
Cook
(847) 4274333 i
Lake County Annual Percentag:
(847) 5660781
| S ——
Shop the
Service Directory
In the
Daily Herald

WySe 6

BEST L 432



292

Fro—.: |

Lo @ 4t PRC

ding a Blueprint for

Defensible Autism Programs
6 Locations for Fall 1999

Autism Workshops, 1999 ' " Pagelof3
. To: ébz_dﬁ?ﬂuo\
v
' +

| Battimore, MD, October 28 |/ sen Francisco, ca, November 5 |

%V [ No. New Jersey/NYC, October 29 |[ Columbus, OH, November 19 ]
{ St Louis, MO, November 4 ”Eeigh, NC, Decemberd |

Hotel Information

Over the past ten years the number of autism-related cases has sky-rocketed as has public awarencss
of, and interest in, autism. School districts have been an sts for funding for
in-home educational programs and other fherapies claiming to “cure” or ver” autistic ¢
Such programming or therapy commonly costs more than $60,000 per year and is usually requested
during the child’s preschoo! years. Educators gre bein; equests, often smportad b
the recommendations of physici ¥ g 3 a result, schools are
CHing for Information to explain what autism 15, and s not, and what ducational strategies are
effective to teach children with autism social, communicative, self-help, behavioral, and academic
skills.

What You Don’t Know Could Cost You!

o What are “LOVAAS” therapy and the “TEACCH” program? Are these programs effective for
educating children with autism? )

o What are the essential components in an educational program for children with autism?

» How does a school district develop & successful and defensible educational program for
students with autism? What resources are available and how can they be accessed?

o What facgors influence courts and hearing officers in autism-related cases?

s Is it cheaper to “fight” an autism case than to “give in?”

» What is the “trump card™ for school districtsin LOVAAS litigation?

» How do you analyze your autism-related case to determine the chances of winning in court?

Workshop Details ;
The purpose of these workshops is two-fold. First, participants will benefit from an overview of the
most commonly implemented educational programs for children with autism and autism-related
disorders, including LOVAAS, TEACCH, PECS, etc. Ms. Genaux will present the components

ded to design and implement a defensible educational program for students with autism. She will

(Afpi10)
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also provide a demonstration of the use of Applied Behavior Analysis, as well as other typical
educational strategies. Next, Ms. Baird will analyze the federal and administrative case law on
autism, reviewing each case for the factors that were persuasive to the judge or hearing officer. She
will also provide a “blueprint” for winning based on the patterns that have emerged in autism

litigation and her oWn expenence in representing school agencies.

Agenda:
Click here to meet the presenters.

7:30AM
Registration (Coffee & Muffins)

8:30AM

Educational Issues Part |
10:00AM

Refreshment Break

10:15AM

Educational Issues Part 2
12:00PM

Box Lunch (provided)

12:30PM

Legal Issues Part 1
2:00PM
Refreshment Break

2:15SPM

Lepal Issues Part 2
3:30-PM

Conference Concludes

Registration Information
Register Now!

QUESTIONS? Contact LRP Conference Division:
E~-mail: lipconf@lrp.com

Phone: 703/684-0510 or 800/727-1227

Fax: 703/739-0489

Mail: 1555 King Street, Suite 200, Alexandria, VA 22314

R
’..-;‘.E Return to LRP Conference Division Homepage
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Committee Bound by Vote on Teaching
Plan

By John Caher
New York Law Journal
Friday, October 6, 2000

ALBANY — In a first impression ruling with potentially broad ramifications, an
upstate judge has held that while school district committees are not obligated
fo vote democratically on special education issues for children, if they do so
they are bound by the results.

The decision by Justice Anthony Kane in Matter of Sackets Harbor Central
School District, 2527/00 (Albany County), could give parents and their chosen
advocates a far more definitive voice in determining the taxpayer-funded
services that will be provided for disabled children.

But at the same time, it gives school districts a powerful incentive to avoid
daing something they have no absolute obligation to do — namely, to hoid a
vote.

Justice Kane suggested it may well take an act of the Legistature to resolve
the question of who is entitled to vote at meetings where education plans are
formulated. Absent that, however, he said if a committee decides to take a
vote, it must be prepared to five by the consequences.

His decision arises out of a matter involving an autistic child and the parents'
attempt to amend the boy's Individualized Education Program (IEP) to
include 36 hours of home-based Applied Behavioral Analysis (ABA). ABA is
an effective regimen, particularly with autistic children. However, it is costly
and not appropriate in every case.

With the parents and Sackets Harbor Central School District at an impasse
over whether ABA was an appropriate service for the child in this case, the
Committee for Preschool Education (CPSE) called a meeting to resolve the
issue. The chairwoman declared that since consensus was impossible, the
matter would be resolved by a vote. That raised a question of who would be
allowed to vote: just the members of the CPSE or also individuals with
specialized knowledge or expertise, who are legally entitied to attend and who
were brought to the meeting by the parents.

The committee decided to poll everyone in attendance. Although the
http://www.nylj.com/stories/00/10/100600a3.htm 10/11/00
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members of the CPSE voted 4-2 against ABA, they were outvoted by a
majority of the individuals at the meeting. The district then concluded that it
was not bound by the vate, and the parents appealed.

Federal Impact

A hearing officer held that while the district's IEP was appropriate and that it
was riot obligated to provide ABA, it violated the federal Individuals with
Disabilities Education Act (IDEA) by refusing to count all the votes. He
instructed the CPSE to submit a new recommendation to the Board of
Education and ordered the district to reimburse the parents for the cost of
funding their son's ABA program since Sept. 18, 1998.

On appeal to the Office of State Review, the district argued that the law
limited voting rights to specifically designated CPSE members. The State
Review Officer rejected that argument, but then found that the child in this
case did not need an ABA program.

An Article 78 proceeding ensued, with the district pursuing its argument that
the votes of six peopie who attended the meeting but were not members of
the CPSE should not have been included in the tally.

At issue in a proceeding under Article 78 of the Civil Practice Law and Rule
(CPLR) is whether a government agency or official acted arbitrarily and
capriciously, or failed to perform a required duty.

Ruling in the Article 78 matter, Justice Kane found that the district was "not
only a willing participant in the voting process” that it now compilains of, but
actually initiated the vote. Under his order, all of the votes count, the chiid is
entitied to ABA services and the parents are entitled to reimbursement.

Justice Kane did not dispute that opening up voting to a vaguely described
group of attendees at a committee meeting creates a “circus-fike” atmosphere
in which both sides will attempt to stack the deck. However, he said it is up to
the Legislature to resolve that problem.

“Itis not the function of this Court to determine who would be designated a
person with knowiedge or special expertise regarding the disabled child,"
Justice Kane wrote in a 27-page opinion.

Counsels’ Views

Attorney Gary S. Mayerson of Manhattan, who represented the parents, said
the district had adopted a "heads-I-win, tails-you-lose” position, maintaining in
essence that it would abide only by votes it won.

"What New York is recognizing here is a basic fundamental principle of
faimess, but a very narrow principle,” Mr. Mayerson said. "This judge has not
heid that you must have a vote. He simply said that if you do, you have to
live with it. | think the judge was struck by the inequity of initiating a vote,
thinking they were going to win, and then reneging when it didn't go their
way."

Mr. Mayerson said the ruling is likely to have a significant impact on disability
cases, and could well lead to more unilateral determinations by school
districts that ultimately spark lawsuits by parents.

http://www.nylj.comy/stories/00/10/100600a3.htm 10/11/00
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http://www.nylj.com/stories/00/10/100600a3.htm 10/11/00
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"If | am a schoot district reading this, | might take the position that the district
is never going to hold a vote,” Mr. Mayerson said.

That, however, is probably impractical, as the judge noted.

"if a consensus cannot be reached, as a practical matter, it appears that
voting is the onty method by which to resolve such an impasse,” Justice Kane
wrote.

Edward J. Sarzynski of Hogan & Sarzynski LLP in Binghaniton, who
appeared for the district, agreed the decision has broad implications
statewide, largely because there is nothing in either federal or state law that
provides clear guidance on how education committees are to formuiate their
recommendations. He said the federal Education Department has opined that
it is inappropriate to make EP decisions by majority vote. However, Justice
Kane found the opinion advisory and not binding.

Mr. Sarzynski said he is asking the State Education Department to consider
drafting legislation to clarify voting at commitiee meetings. in addition, he
said his client, a school district near Watertown, is reviewing the decision and
considering an appeal to the Appellate Division, Third Department.

"There are a lot of ramifications of the judge's decision because there are
occasions when pecple in good faith cannot reach consensus,” Mr. Sarzynski
said. "If you give everyone a vote, there is no accountability. People wouid be
casting a vote who are not accountable to the district."

The State was represented by Assistant Attorney General Robert A. Siegfried.

about taw.com your sccount terms and conditions your privacy site map 2000 Law.com
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regard to a recommendation after reviewing the merits of the respective
positions of the participants at a meeting. We are not aware of any federal or
State law or regulation, court or SRQ case, or any official position paper of the

State Education Department to aupport that proposition, lndsed, o
Chatrpseson muking auch a dotermination, which would largely be subjective

if no vote is taken, would in this writer’s opinion be creating potential legal
liability until specific nuthorization has been provided either under statute or
regulation. An effective argument could be made by a parent that such a one-
person determination is contrary to the Committee concept contained in the
Education Law and regulations as well as in numerous court, Commissioner,
and State Review Officer decisions, as well as contrary to the provisions of the

federal regulations which provide that an JEP team must make certain

decisions regarding the provision of a free appropriate public education to a
disabled student. N

Ifa Chairperson of a CPSE or CSE intends to follow the advice given tht the
“Chairperson can make a determination after-féviewing the merits of the

.“participants’ respective positions at a meeting, Lafrongly recommend that f_.hp
“"@dvice relied upon be put in writing. Caution shéuld be exercised regarding

:ych advice even if given by a represertative. of the State Education
BDpartment, since the Sackets Harbor CentralSch
the opinion of SED contained in Rita Lev'ngg

Officer chose not to refer to that letter in Tend it

Wl .
: ) a Committee meeting, it is
}%13 writer’s opinion that a vote should be taken o

ch time as a court has been able to ecidg the n‘é paal of the State Raview

¥ d;zﬁcor’l docision. Althoh_gh this approach’ mayid gd create substantial’

“difficulties in scheduling’and conducting Cgmmit}tgg;_x‘x;eetings, this process
should at least not subject the Chairperson or the District to potential legal
ability in malking recommendations regarding a disabled student.

Issued for the use ;nd_ relisnfe by
lients of Hogan & Sarzynski, LLP

f those entitled to vote until
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Mr. BURTON. Mr. East.

Mr. EAST. Thank you, Mr. Chairman.

My name is Bill East, and I'm pleased to represent the State di-
rectors of special education here today. I am executive director of
the National Association of State Directors of Special Education, an
organization based in Alexandria, VA, with members in the 50
States and Federal jurisdiction.

My organization supports State education agencies in providing
leadership for the implementation of the Federal special education
law, the Individuals With Disabilities Education Act. In celebrating
the advances made possible by this law, we recognize that special
education is a complex system with many challenges. The 1997 re-
authorization significantly raised the bar for students, parents and
schools. State directors of special education realize that the revised
Special Education Service System can only be implemented with ef-
fective collaboration with general education, a strong focus on stu-
dent and system results, and less emphasis on special education
process and paperwork, sufficient numbers of properly trained per-
sonnel and full funding.

Generally, most children with disabilities receive the services
they need. However, the 6 million children served by this law could
benefit from a system with higher expectations and increased ac-
countability. While the needs of students with disabilities have al-
ways presented challenges for schools and families, the increasing
numbers of children diagnosed with autism and learning disabil-
ities have created more challenges. Further, the increasing number
of students served outside the traditional school environments,
such as charter schools, juvenile justice centers and other alter-
native environments, make it more difficult to ensure educational
quality and procedural compliance. Schools are working to include
students with disabilities in the general curriculum assessment
and accountability systems in the context of increasingly higher
standards.

State directors of special education welcome these challenges, but
know that the work force is not adequate to meet current demands.
Schools are working to provide free appropriate public education to
all students with disabilities. However, the system on any given
day will probably never be in compliance if compliance means 100
percent student success rate or 100 percent adherence to many reg-
ulations put in place to implement the law. It is quite possible to
have all the procedural paperwork in order without good teaching
and learning going on.

The system has adequate procedures to deal with the disputes
between parents and schools with complaint, mediation, due proc-
ess and litigation options. We must not necessarily equate dis-
agreements between parents and schools with noncompliance. Even
within a compliant system, disagreements about services will occur.

State directors believe that monitoring efforts must be strength-
ened, but the focus needs to change from an emphasis on the spe-
cial education process to an emphasis on student results and sys-
tem accountability.

With each IDEA reauthorization, new amendments and imple-
menting regulations bump more legal costs into the system. Some-
times due process hearings and litigations are necessary, but other
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times the problems can be resolved in less adversarial and costly
ways. State directors of special education believe that dispute reso-
lution and mediation systems should be promoted as more desir-
able avenues for resolving complaints.

Federal funding for special education programs has always been
inadequate, and full funding is needed to ensure equal opportunity.
Funds appropriated for special education are making it into the
classroom, but more is needed. Federal funds utilized by State edu-
cation agencies also benefit local schools. As increased funds are
made available, State education agencies must receive more be-
cause they are accountable for implementing the IDEA.

Families and schools face many challenges in providing services.
While these differ from place to place, personnel issues are on ev-
eryone’s list. The quality and availability of personnel is a critical
matter demanding immediate attention. Higher education person-
nel preparation programs must be restructured to meet current
needs. Schools must better recognize and utilize the expertise par-
ents have related to their children’s skills and abilities. And finally,
the needs of children from other cultures and languages must be
met as they often move into communities ill-prepared to receive
them.

In my written testimony I have some 10 suggestions that are
ripe for support by the Federal Government, and I'll let you read
those, and we may get to them in the questions, and I just want
to emphasize three or four as I close: Continue efforts to fully fund
the IDEA; help States provide sufficient numbers of properly
trained personnel; hold States accountable for student outcomes,
while providing increased flexibility as an incentive for results; and
last, acknowledge the important leadership and oversight roles
State education agencies play in implementing the IDEA, and sup-
port them with the resources to be successful.

Thank you.

Mr. BURTON. Thank you, Mr. East.

[The prepared statement of Mr. East follows:]
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My name is Bill East and I am pleased to represent the State Directors of Special
Education in providing testimony for the Committee. I am the Exceutive Director of the
National Association of State Directors of Special Education (NASDSE), an organization based
in Alexandria, Virginia, with members from the SO states and federal jurisdictions.

I have worked as a teacher and administrator in the fields of education and mentat health
for over 30 years. Prior to my present position, I served as the State Director of Special
Education in Alabama. In my professional career, I have worked with local, state and federal
stakeholders invelved in the education of people with disabilities including parents, service
providers, higher education professionals and policymakers, My organization supports the work
being done by state education agencies in providing leadership for the implementation of the
federal special education law, the Individuals with Disabilities Education Act (IDEA).

Three months ago, families, service providers, policymakers and many others celebrated

the 25 anniversary of the IDEA. In celebrating the advances made possible by this law, we
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recognize that special education is a complex system with many challenges. The major changes
included in the 1997 IDEA reauthorization, while seen as necessary for people with disabilities
to participate fully in the educational experience and post-school success, have significantly
raised the bar of expectations for students, parents and schools. State Directors of Special
Education are providing leadership to assist local school districts with the higher expectations,
but realize that to be successful, the enhanced special education service system can only be
implemented with (1) effective collaboration with general education, (2) a strong focus on
student and system results and less emphasis on special education process and papemork, (3)
sufficient numbers of properly trained teachers and other service providers, and (4) full funding
that will ensure success for every child.

Generally, children with disabilities are receiving the services to help them be successful,
and most parents are satisfied with the results. However, the six million children served by this
law, like their non-disabled peers, could benefit from an enhanced education system with higher
expectations and increased accountability for results. While the wide range of needs of students
with disabilities has always presented challenges for schools and families, the increasing
numbers of students diagnosed with autism and learning disabilities have created more
challenges. Further, the increasing numbers of students served outside of the traditional school
environment, as evidenced by expanding enrollments in charter schools, juvenile justice centers
and other alternative environments, make it more difficult to ensure educational quality and
procedural compliance for special education students. School districts and states are working
hard to include all students with disabilities in the general curriculum, assessment and
accountability systems in the context of increasingly higher standards and high-stakes promotion

and graduation requirements. State Directors of Special Education welcome these challenges,
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but know that the current workforce, in terms of numbers and training, is not adequate to meet
current demands.

Schools are working to provide a free appropriate public education to all students with
disabilities as expected by Congress. However, the system on any given day will probably never
be in compliance, if compliance means a 100 percent student success rate, or 100 percent
adherence to the many detailed regulations put in place by the Department of Education, and
sometimes states, to implement the law. At the local level, educators attempt to implement this
very prescriptive process, and with a desire to avoid legal proceedings, document it with such
detail that I hear many educators say that they are so busy implementing the law that they do not
have time to educate the children. It is quite possible to have all the procedural paperwork in
order without good teaching and learning. The system has adequate procedures in place to deal
with disputes between parents and schools with the availability of complaint, mediation, due
process hearing and litigation options. We must not necessarily equate disagreements between
parents and school personnel with non-compliance with the law. Even within a compliant
system, disagreements about services will occur. Further, monitoring systems at the federal,
state and local levels help ensure compliance with the law. State Directors believe that
monitoring efforts need to be strengthened, but the focus needs to change from an emphasis on
the special education process to a focus on student results and system accountability.

Legal costs incurred in school districts and states take away from other programs and
services that benefit all children. Education agencies are responsible for paying for their own
legal bills, and those of the parents when parents prevail at due process hearings or in the courts.
The cost of a single due process hearing is in the thousands of dollars, and hearings costing

$10,000 to $20,000 are common, with many costing much more. As stated earlier, states also
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must maintain complaint, mediation and due process hearing systems and these are costly as
well. With each IDEA reauthorization over the years, new amendments and implementing
regulations have brought more legal costs into the system. Sometimes due process hearings and
litigation are necessary, but at other times the presence of attorneys prevents parents and
educators from resolving problems in a less adversarial and costly way. State Directors of
Special Education believe that dispute resolution and mediation systems should be promoted as
more desirable avenues for resolving disputes than due process hearings and litigation.

Federal funding for special education programs has always been inadequate and full
funding is needed to ensure equal opportunity for children and youth with disabilities. Funds
already appropriated for special education are making it into the classrooms of America and are
used appropriately. Typically, personnel costs alone account for more than 85 percent of the
expenditures in schools. We have seen the escalation of high cost services for children with
more extensive intervention needs such as autism. However, states and local school districts are
using increased federal dollars and coordinated service models to meet the needs of these
students. Federal funds utilized by State Education Agencies also benefit local schools through
the provision of technical assistance, monitoring, training for personnel and parents, and other
expenditures for systems and services described elsewhere in this paper. With the desire to see
every dollar possible go to classrooms, Congress has limited the amount of funds State
Education Agencies have for these purposes. As increased funds are made available for this
program, State Education Agencies must receive more funds. They are designated by law as the
single entity with accountability for implementing the IDEA in states. It is only right that they

have sufficient funds to accomplish their mandate.
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Families, teachers and administrators face many challenges in providing services and
support to help students with disabilities benefit from their educational programs. While these
challenges differ from one place to another, personnel issues seem to be on every list. The
quality and availability of special education personnel is a critical matter demanding immediate
attention. General education teachers already in the field need training in appropriate
instructional and behavioral strategies for students with disabilities. Special education teachers
need training in course content areas. Higher education teacher and administrative preparation
programs must be restructured to meet current needs in schools. All school personnel need
training for including special education students in the general education curriculum and
assessment systems. Schools need to better recognize and utilize the expertise parents have
related to their childrens’ skiils and abilities. And finally, the needs of children from other
cultures and languages must be met as they often move into communities ill-prepared to receive
them.

Throughout my testimony, I have discussed areas that are ripe for support by the federal
government. In closing, I want to list several areas for your consideration:

(1) Continue efforts to fully fund the IDEA, including Parts B, C, and D of the Act.

(2) Help states provide sufficient numbers of properly trained teachers, other service
providers and administrators.

(3) Help promote a strong focus on student results and system accountability, with less
emphasis on the process and paperwork that reduces instructional time.

(4) Help promote a unitary education system where all personnel collaborate effectively.

(5) Help decrease the adversarial nature of the law by promoting conflict resolution and

mediation systems in licu of unnecessary due process hearings and litigation.
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(6) Promote effective parent-school partnerships.

(7) Hold states accountable for student outcomes while providing increased flexibility as an
incentive for results.

(8) Provide strong support and resources for general education teachers to meet the needs of
a more diverse student population, thus reducing the need to identify many children for
special education services.

(9) Promote and adequately fund Part D of IDEA, which provides for technical assistance,
research and demonstration projects and other areas that make up the special education
support network.

(10) Acknowledge the important leadership and oversight role State Education Agencies
play in implementing IDEA, and support them with the resources to be successful in

providing meaningful assistance to local school districts.

T want to thank the Committee for allowing me to provide testimony on this important matter.
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Mr. BURTON. Mr. Amundson, did I pronounce that correctly?

Mr. AMUNDSON. That’s close enough. Thank you. Thank you,
Chairman Burton. You have my written testimony. I would like to
apply adult learning theory and not read to you what you have in
your hands, and just give you some other comments that may be
relevant.

My name is Ed Amundson, and I serve as the chair of the Na-
tional Education Association’s Caucus for Educators of Exceptional
Children. In that role for the past 5 years, I have been involved in
the reauthorization of IDEA as well as the implementation with
the Federal partners that were created under the reauthorization
of IDEA with ASPIRE, ILIAD and some of the other groups.

I speak to you today not in that capacity. I speak to you today
as a classroom teacher who is teaching for more than 20 years. In
fact, I can remember my career started when I was in fourth grade
doing a carnival for muscular dystrophy. By the time I was in jun-
ior high school, I was working with aphasia children and working
indsummer camp programs. So this was a life decision that I do
today.

I'd like to tell you that NEA has long supported the Individuals
with Disabilities Education Act. It’s a good law that holds lots of
promise. In fact, NEA played an integral role in the reauthoriza-
tion. At one point when the law looked like it was going to fail, all
the stakeholders, including parents, State directors of special ed,
administrators, were brought into the building, and they came up
with a compromise. With all compromises not everybody got what
they wanted, but they got what they needed, and we all agreed it
was a good law.

I look around this room today, and I see many of those people,
and I like to refer to it as the reunion of the class of 1997 that
worked so hard on the reauthorization, but IDEA does hold a lot
of promise. Unfortunately, lack of information, inadequate funding,
misplaced emphasis on paperwork rather than teaching has cre-
ated onerous burdens for educational personnel and have jeopard-
ized the education for all students.

I can remember before IDEA 97 was Public Law 94-142. When
that law was passed, we would come together in an IEP meeting,
and there was a sense of trust. There was a sense of accomplish-
ment as we sat with parents, teachers, administrators and devel-
oped a program that would meet the needs of that child. We all felt
good about what we did. We’d hold hands and sing Kumbaya and
feel good that we had done something positive. Unfortunately today
that trust has been broken.

Many times parents come to an IEP meeting feeling that they’re
going to ask for things that the schools will not give them, and
many times the schools are afraid the parents are going to ask for
things they cannot give, and the trust is broken. We no longer have
an atmosphere of cordiality. We have an atmosphere of hostility
and lack of trust.

I've talked with NEA members across the country who routinely
express their frustration with the unwanted paperwork. It was not
the intent of IDEA to create more paperwork. In effect, educators
have made a real commitment and received additional training to
teach special needs students; however, they find themselves filling
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in the boxes and less time filling in the kids. What we have now
is we have more focus on the IEP product and no longer focused
on the IEP process.

Much of the paperwork burden stems from the people, the mis-
understanding of what IDEA intended. Many times many State
and local administrators apply paperwork requirements that are
basically to assure they’re in compliance, and that’s the problem.
Under 94-142, we used to look to see if people were in compliance.
Today the focus is looking to see if people are out of compliance.
That does not lead to good practice. That does not lead to good edu-
cation.

We need the Federal Government to provide leadership under
IDEA 97, to let people know what they truly need and what they
do not need in their monitoring process. Too often the district will
have things in there that they do not need, and they’re not told
that you don’t need this extra paperwork, and when they’re told
something is wrong, they don’t change it. They add more to it.

NEA also supports the appropriation of sufficient Federal re-
sources to hire professionally certified medical personnel to provide
safe quality medical services to our students. In the school district
I teach in, we have over 5,000 special ed students. We have four
full-time nurses assigned to those 5,000 students. One of those
nurses is full time in the school for children with severe disabil-
ities. The other three cover the other 5,000. That’s not an appro-
priate service for our children.

Parents have the right to expect the highest quality services for
their children and should not be forced to rely on ill-prepared edu-
cators to perform procedures for which they are not trained.

NEA also believes that students who engage in violent or disrup-
tive behavior should be subject to similar disciplinary actions, in-
cluding suspension and expulsion, as their nondisabled peers,
where the misconduct is unrelated to either their disability or im-
proper placement. Too often, however, fear of litigation prevents
schools from taking action even when students pose a danger to
themselves, other students or school employees. The law allows
people to do the job they can if the law is applied and due process
is followed. Unfortunately many school districts are afraid of litiga-
tion and do not follow the process.

NEA also supports the ramping up to the full 40 percent over the
next 6 years for IDEA funding. Let’s be honest, IDEA funding is
a grant program. There was a promise by the Federal Government
that we’ve never come close to reaching. The current law provides
an excellent framework for ensuring the highest quality education
for all students with disability. With the proper supports our spe-
cial education system will meet the needs of all students with dis-
abilities.

I'd like to close to tell you that we have a parallel system operat-
ing today. The law now that we have before us allows for the dif-
ferent uses of the funds. We have permissive use of funds that can
allow for early intervention programs that hopefully will avoid
some of the problems we see today. I remember the day when stu-
dents could not touch my special ed eraser if they were not special
ed students. The law allows us that flexibility. However, we have
students in the system that do not have that, were not available
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to them at that time, and they present special needs to us. We need
to find a way to not only meet the needs of the students who are
coming into the system today, but to also meet the needs of the
students that are with us.

And finally, when I talk to teachers around the country, I tell
them that they’re heroes. What they do every day, they’re heroes.
And a teacher said to me, I'm not a hero, I'm just an ordinary per-
son; a hero is a fireman who runs into a burning building. Well,
I would submit to the members of this committee that the teachers
are heroes. They do run into burning buildings every day. Unfortu-
nately, like firefighters, they’re not adequately trained or prepared
to deal with the problems that they will have to face when they run
into that burning building.

And last, when I talked to a group of teachers one time about
a student with special needs that was about to be included in their
school, we went around the room and posted on all four corners of
the walls all the concerns these teachers had about educating this
child, and at the end I asked them, now that we know what your
concerns are, what are your fears, and the teacher looked at me
and said, I am a good teacher, and if I do not know how to meet
tﬁe needs of this child, I will fail, and as an educator I cannot do
that.

I ask that we look for providing the adequate training and re-
sources to support the people who do the job every day, and I'd be
happy to answer any questions.

Mr. BURTON. Thank you, Mr. Amundson.

[The prepared statement of Mr. Amundson follows:]
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Chairman Burton and Members of the Committee:

Thank you for the opportunity to speak with you about the critical issue of special education.

My name is Ed Amundson and [ have served as the Chair of the National Education
Association’s (NEA) Caucus for Educators of Exceptional Children for seven years. I speak to
you today not only in this capacity, but as a teacher with years of hands-on classroom experience
with special needs students. I have taught for over 20 years in California’s Sacramento City
Unified School system, working with learning disabled students in reading, English, and
government studies. I previously worked with severely disabled students in San Mateo County.
I have a Master’s degree in special education, and am credentialed in both general and special

education.

The members of the National Education Association — like all of my colleagues throughout my
nearly 30 years of teaching — are committed to providing the best possible education to all
students, including those with disabilities. NEA has long supported the Individuals with
Disabilities Education Act (IDEA) — a good law that holds a lot of promise. Unfortunately, lack
of information, inadequate funding, and a misplaced emphasis on paperwork rather than on
teaching have created onerous burdens for educators and have jeopardized the education

provided all students.

These burdens have also undermined the fundamental trust among parents, educators, and
administrators. Over time, I have witnessed an erosion in this trust, with parents believing that

schools do not meet their needs, and school staff believing that parents are asking for services
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they simply cannot provide. Parents and educators should be allies — all seeking to ensure the
best possible services for students with disabilities. Meeting this goal requires addressing basic
implementation problems of the federal law: excessive paperwork, lack of trained personnel,

inconsistent discipline rules, and inadequate funding.

Relieving Excessive Paperwork Burdens

NEA members across the country routinely express frustration that unwarranted paperwork is
undermining the intent of IDEA to ensure a quality education to students with disabilities. In
effect, educators who have made a real commitment and have received additional training to
teach special needs students are finding themselves spending more time filling out forms and less
time “filling in” students. Documentation is certainly essential to ensure that students get
appropriate and necessary services. But, allowing the Individualized Education Plan (IEP)

product to take precedence over the process of teaching serves neither students nor educators.

Much of the paperwork problem appears to stem from lack of information at the state and local
level regarding federal law. Often, local administrators unfamiliar with the federal law or fearful

of litigation require paperwork not mandated under federal law. For example:

¢ In Birmingham, Alabama, parents must come to the school to sign paperwork stating their
agreement to attend a meeting at a later date. Also in Birmingham, all notes about a
student’s progress on the IEP must be handwritten in the presence of the parent.

¢ In Port Orchard, Washington, special education teachers need an additional hour each day to

complete required paperwork. Paperwork burdens in this district have turned special
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education into an entry-level position, with more experienced teachers transferring to general
education to avoid the paperwork.

e A Laredo, Texas, NEA member reports that the paperwork problem is exacerbated by the
changes in special education forms every two years.

e In Buffalo, New York, teachers are required to write progress reports for each special
education student for each goal in the IEP, even though this effort duplicates report cards
already sent to parents.

e Teachers in Oklahoma City are required to write behavior management plans for all special

education students, even those without behavior problems.

Paperwork burdens are also exacerbated by the federal monitoring process, which has shifted
from determining whether schools are “in compliance” and doing their jobs well to looking at
whether they are “out of compliance” and failing to do their jobs. Thus, monitors note all

failures to provide sufficient paperwork, but never identify excessive or unnecessary paperwork.

Easing paperwork burdens thus requires both better training of federal monitors and improved

communication of federal requirements to state and local administrators, educators, and parents.

Providing Adequately Trained Staff for Medical Procedures

Over the course of my career, I have witnessed a dramatic change in the types of services
required by students with disabilities. Major medical advances have enabled more students with
severe disabilities to attend public schools. Students on ventilators and using feeding tubes now
often attend general education classes, taught by general education teachers, with their non-

disabled peers. These remarkable achievements have made a critical difference to children with
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disabilities and their families. Yet, our special education system has not kept pace with the
changing environment, leaving many educators ili-prepared to deal with these new challenges.
Most educators have not received adequate training to serve this new generation of students with
severe disabilities. Many feel uncomfortable performing medical procedures for which they are
not trained, but fear reprisals — including termination or transfer — for failure to provide requested

services.

Medical procedures should be performed only by adequately trained and supervised personnel.
NEA supports the appropriation of sufficient federal financial resources to hire professionally
certified medical personnel to provide safe, quality, medical services for students with
disabilities. Unfortunately, such resources are not available in most school districts. For

example, my district has only four full-time nurses serving over 5,000 special education students.

Unfortunately, the issue of medical services in the classroom has divided parents and educators —
a division that has led to costly and protracted litigation, but has not produced a real solution to
the underlying problem. Parents have a right to expect the highest quality services for their
children and should not be forced to rely on ill-prepared educators to perform procedures for
which they are not trained. Similarly, educators want to ensure the best services for their

students.

Allowing Appropriate Discipline
NEA believes that students with disabilities who engage in violent or disruptive behavior should
be subject to similar disciplinary actions — including suspension and expulsion — as their non-

disabled peers, where the misconduct is unrelated to either the disability or to improper
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placement. Too often, however, fear of litigation prevents schools from taking action, even
where students pose a danger to themselves, other students, or school employees. For example,
school administrators recently prevented a Tennessee teacher who was assaulted by a student
from filing a police report, even though the state has a zero-tolerance law requiring such
reporting. Thus, fear of a lawsuit and of publicity prevented the school from taking action
permitted under federal law and required under state law, and left the teacher and other students

in danger.

Students with disabilities subject to disciplinary action should certainly receive due process prior
to any disciplinary action. In addition, students with disabilities who are removed from the
classroom should continue to receive educational and social services in an alternative setting.

- These protections should ensure appropriate discipline implemented in a fair and equal manner,

and should protect education employees and students from potentially dangerous behavior.

Ensuring Sufficient Funding
Providing a quality education for all students, including those with disabilities, requires federal
assistance to help states and school districts fund special education services. In fact, a number of

the problems discussed here today are attributable at least in part to lack of funds.

IDEA 97 authorized the federal government to provide up to 40 percent of the nationwide
average per pupil expenditure (APPE) to help meet the cost of educating students with
disabilities. In fact, since the enactment of the original Education for All Handicapped Children

Act of 1975, the federal government has pledged to pay 40 percent of the APPE. Currently,
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however, the federal share totals only around 15 percent. Consequently, many states and local

school districts are unable to meet the educational needs of students with disabilities.

Lack of funding often leads administrators to make decisions based not on the best interests of
the student, but on budgetary considerations. Schools may seek to reduce the number of students
classified as special needs or to restrict the services available to students. And, as I noted earlier,
administrators may require additional paperwork as cover to avoid costly litigation. Perhaps
most troubling, inadequate funding means that many schools lack the necessary trained staff to

provide needed services.

The lack of sufficient funding to meet the needs of students with disabilities also places
considerable strain on the entire school budget, as administrators are forced to increase tax
revenue or cut other critical programs to provide mandated IDEA services. In addition, efforts to
improve student achievement through implementation of higher standards, and other
discretionary educational reforms, often must take a back seat to the provision of mandatory

IDEA services.

NEA supports “ramping up” to the full 40 percent of APPE over the next six years. Students
with disabilities and their families deserve more than an empty promise. NEA also supports
making IDEA funding mandatory, thereby ensuring full funding of all necessary services,
protecting special education from the unpredictable annual appropriations process, and freeing

significant discretionary funds for other critical priorities.
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Conclusion and Recommendations

Current law provides an excellent framework for ensuring the highest quality education for all
students with disabilities. For example, today’s early childhood intervention programs may help
address many behavioral and leamning issues before they become real problems for students.
With the proper supports, our special education system will be able to meet the needs of all

students with disabilities in the future.

However, our task now must be to ensure the best services for those students currently in school.

Doing so requires recognizing the changing nature of special education and the students we

serve, including:

® Reducing paperwork burdens so education employees can focus on teaching;

® Addressing the needs for additional training and resources for both general and special
education employees;

® Recognizing the impact of the addition of special needs students to general education
classrooms, and providing the supports to overcome these challenges;

e Ensuring that parents, education employees, and administrators understand the requirements
of federal law and have reasonable expectations of what services can be provided;

® Providing appropriate training for federal monitors to allow them to focus on helping schools
do their jobs well;

e Allowing schools the flexibility to discipline students with disabilities who may pose a
danger or who disrupt classroom activities; and

e Ensuring full funding of the federal government’s commitment to pay 40 percent of the

APPE.



318

Overall, we must make a real commitment, at the federal, state, and local levels to support
special education — with sufficient financial resources to ensure the highest quality services. If
we do not do this, we risk losing the talented professionals who have dedicated themselves to

teaching students with disabilities, and we risk failing the students and families who rely on us.

Thank you.
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Mr. BURTON. First of all, I'd like to ask all of you if you could—
I'd like to ask all of you the same things that I have asked the
other panel, and that is, suggestions that you might have that
could improve the IDEA program. I think it’s important that we re-
alize that there are some shortcomings, and we’re not pointing fin-
gers at any individuals or any group of individuals, and if we can
figure out a way to make it better, make it more effective without
creating more bureaucracy and more paperwork, then I think that
would be a giant step in the right direction.

So while you’re thinking about them, let me just ask a couple of
questions.

Ms. Baird, as Mr. Mayerson was saying, I'm looking at this pro-
gram agenda, I guess, for one of your presentations. It says, special
education for early childhood autistic students, how to avoid parent
demands for LOVAAS/TEACCH methodologies. You know, I mean,
maybe that’s a legitimate topic, but it seems to me that maybe
could have been worded a little bit differently, because parents are
concerned about the well-being and the education of their children,
and having been involved personally in one of these meetings and
experienced it, I think that you know parents don’t want to de-
mand any more than they think is necessary for their kids. They
want them to be educated. They want them to be able to be edu-
cated. They don’t want them to be a burden on society.

I mean, my grandson, I'm going to give you an example, he’s
going to be 6 foot 10. You know, I’d like for him to be in the NBA
so he can support me, you know, and I'm kidding, of course, but
the point is the doctor said he’s going to be very big. Now, he’s au-
tistic. He ran around the house flapping his arms and—but he’s
doing much better now. His doctor, who is an expert in this field,
said that he needs at least 2 hours a week of speech therapy, and
so he can progress properly. The school, as you heard previously,
had a meeting before we even got there and had decided that 1
hour was sufficient without even talking to my daughter or myself.

And those sorts of things really bother parents because they have
an expert in the field, a doctor who studied, who got his degree in
that area, and who has worked with thousands of children, and a
young lady who is 23 or 24 years old in the school system there,
probably a very good speech therapist and good teacher, made a de-
termination that half of that was sufficient. And so when I see
something like this and a parent hears about that or hears you
making a statement at a meeting that, you know, parents want a
Cadillac, but you guys only have to give them a Chevrolet, explain
that to me.

Ms. BAIRD. I'd be happy to explain that, and I appreciate you giv-
ing me the opportunity to explain that. I suppose that the state-
ments you’re referring to, although I don’t recall it directly, is from
the program that I recently did. The title of the program was
Building a Blueprint for a Defensible Autism Program. The intent
of that——

Mr. BURTON. A defensible autism program?

Ms. BAIRD. Yes. And never in my career have I had such a re-
sponse from a title of a program. Let me explain and clarify.

Mr. BURTON. Sure.
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Ms. BAIRD. A defensible autism program is one that is appro-
priate for the individual child based on that child’s unique needs.
The whole intent of that program—and, frankly, I was a little per-
sonally affronted by it, because myself and Melissa Genaux, who
was my colleague, who did the programs, developed those programs
and went on the road to do that for one reason and one reason
only, and that was to take information to school districts about
what they were going to have to do to develop appropriate pro-
gramming for children with autism. In no way was it in an effort
to get around appropriate programming or to somehow avoid it.

And I would love to explain the Chevy versus Cadillac analogy.
That is not mine.

Mr. BURTON. Before we get to that, if you could explain how to
avoid parent demands? I mean, gee whiz, you have a parent who’s
not a Congressman, who doesn’t have all the ability to raise hell
about these things, they don’t know the legal process, and they see
that you're talking to people in a school corporation and you're say-
ing how to avoid parent demands, and they’ve got a child that’s au-
tistic, how are they supposed to interpret that?

Ms. BAIRD. Well, again, Congressman, all I can tell you is that
the intent of the program was to educate schools about providing
appropriate programs. I'm not an expert on autism. Neither do I
claim to be. I'm an attorney who’s had some experience in this
field. I have had a lot of experience with parents making demands
for particular methodologies, including LOVAAS/TEACCH, the
Orton Gillingham method for children with learning disabilities,
different methodologies.

So the intent of the program was not to say to a parent, you can’t
have what you want. The intent of the program was to educate
school districts. And I might add that in every single session if you
want to get down to the bottom line of the session, my message to
school districts was, and here I will agree with Mr. Mayerson, that
the LOVAAS methodology, which is conditioned upon the principles
of applied behavior analysis and discrete trial training, has been
scientifically proven to be a positive methodology for children with
autism and other children with severe disabilities, and as a matter
of fact, I have heavily advocated to my clients and to those people
who have come to the seminars that they must include applied be-
havior analysis and discrete trial training in any effective and ap-
propriate program they develop for children with autism, and I
have been very consistent about that.

Mr. BURTON. I will have some more questions, but I will now
yield to Mr. Allen for questions.

Mr. ALLEN. Thank you, Mr. Chairman.

Mr. BURTON. I believe you have been here longer. Would you like
to go first?

Mrs. MALONEY. Absolutely. And I was listening, I had some con-
stituents who came to visit me, and I was out in the hall.

Mr. BURTON. And I know that you're very resigned to always
being last and everything, but I don’t want you to get upset today.
So go ahead.

Mrs. MALONEY. Thank you, Mr. Chairman, but I really would
like to followup on your level of questioning and the theme that
you have presented.
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I'd like to ask Mr. Mayerson, are there sufficient remedies at
present to ensure that school districts will comply with IDEA, and
if not, do you have any recommendations for the committee?

Mr. MAYERSON. Well, I think as we've said today that really is
the million-dollar question. I don’t think I'll have to call my lifeline
to answer that one. First of all, I think—the parents have to have
faith in the integrity of the system. We start with that. That means
in order to have an impartial hearing, it really has to not only be
impartial in fact, it has to look impartial.

For example, in the State of Utah, where there’s a Federal law-
suit pending right now to challenge the way that they select their
hearing officers, the fact of the matter is not a child has ever won
in the State, has ever been the substantially prevailing party ever
in the State of Utah, ever. No child has ever won. Now, that may
actually have an impact on the kind of statistical data that Ms.
Baird is collecting recently and have something to do with the fact
that virtually all of the hearing officers that are on the list—to get
on the list, virtually all of them are connected. They're either the
special administration director of the neighboring school district, or
they’re the attorney for the neighboring school district, and a par-
ent doesn’t have a chance. So that’s one thing, create an integrity
in the system.

Two, there’s a section that you have in this Code of Federal Reg-
ulations, 34 CFR, section 300.403, and what this section does, it
says that if the hearing officer finds that the parents engaged in
some kind of inequitable conduct or unreasonable conduct, that a
child that otherwise would have prevailed at the hearing, the hear-
ing officer has the discretion to knock down the award or even to
eliminate the award.

You know what? That’s fair, but what’s fair is fair, too, and I say
if you're going to have a section like that that basically puts the
onus on parents, that if they’re not unreasonable, that they could
lose their child’s award, that you must also have the same kind of
accountability for school districts; and that if, in fact, you have the
kind of examples of patent bad faith that I've appended to my sub-
mission, that if the parent can prove that and has to go through,
as I've recently gone in Ms. Baird’s home State of Tennessee, a 30-
day hearing for a family that is teetering on the verge of bank-
ruptcy, that if a family like that can prove bad faith, like almost
a punitive damage kind of remedy, that I don’t want to encourage
litigation, but if it reaches a certain level of patent bad faith, and
the hearing officer so finds, that’s the kind of accountability that
I believe that school districts will be very careful about, because
right now if you’re the school district, it’s not like the parent that
has to go and open a checkbook. Everybody can point the finger at
everyone else. It’s no one’s checkbook because it’s the district’s
checkbook. And if the district has to just give, at the end of the line
of the litigation, after 30 days of hearing, precisely what they
should have given without litigation, maybe some attorneys’ fees,
you know what, it’s no big deal because many districts are afraid
of precedent. They're saying, you know—and it’s in my submis-
sion—they say, we are afraid not of this child, but of the maybe
six or seven other children we may have to pay for. So we would
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rather delay this child in a 30-day hearing and maybe we’ll buy 2
years than to give all six of those children an intervention.

And I just want to point out one other thing about the cost as-
pect in answering because this is a huge point. This is the point,
the cost. There is a cost-benefit analysis that’s appended to my pa-
pers, was published in a peer review journal, that shows that you
might for these children with autism spend several hundreds of
thousands dollars on an up-front basis to get them the right inter-
vention, but if you don’t do the lifetime costs of it are totaling sev-
eral million dollars per child. That’s something I think Congress
can easily understand.

Even if you look at this from the perspective of the adminis-
trator, who may be looking at just this year’s budget, let’s just fix
this year’s budget, you have to have a long view, and if you take
a long view, it is more cost-efficient to provide the intervention up
front even if it does take several hundred dollars. It’s not cheap.
We give children that need lifesaving operations $300,000 sur-
geries, and we should, but we shouldn’t shirk from giving those
children the same type of interventions if it is required to get them
into—to have some kind of functioning so they can join society and
have jobs and be in regular education.

Thank you.

Mrs. MALONEY. Well, my time is up, but did you mention that
Ms. Baird had visuals and brochures of how the school districts did
not have to live up to their responsibility?

Mr. MAYERSON. Well, yes, there are

Mrs. MALONEY. Could you give them for the record?

Mr. MAYERSON. They are in the record, and I put them in the
record. One of them in particular is how to build a legally defen-
sible autism program. Another one of the brochures is also in there.
Apparently there’s hundreds of them, and they are not for parents.
I take issue—although some parents have been managed——

Mrs. MALONEY. They’re not for parents? They’re for the school
district? Who are they for?

Mr. MAYERSON. No. The first brochure that I put in is called a
private briefing for administrators, school districts and so forth.
Maybe a parent might accidentally be able to get in and see what
goes on, and that’s, in fact, how I got the first brochure.

Mrs. MALONEY. Do you mean to tell me that they're handing out
brochures on how school districts will not respond to parents or live
up to the law; is that what you're saying? Is that what you're say-
ing?

Mr. MAYERSON. Congresswoman Maloney, not only am I saying
it, I have one of the brochures, which is tab 6 of my presentation.
It’s entitled “A Private Briefing Designed for School Board Mem-
bers, Central Office Administrators, Special Education Directors,
Building Administrators and Regular Educators Focusing on Spe-
cial Education Issues.” It was presented by a law firm in Missouri
called Peper, Martin, Jensen, Maichel and Hetlage, as well as the
Missouri Association of School Administrators and the Missouri
U.S. Insurance Council, which insures the districts when they get
hit with due process complaints. And page 2 is entitled——

Mrs. MALONEY. Is that legal to hand out that kind of information
on how to shirk the law basically?
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Mr. MAYERSON. In fact, I wrote to everybody involved and ex-
pressed my outrage that taxpayer money, which obviously the
school districts that attend this have to pay with taxpayer money
to attend these seminars, and expressed my outrage that this—
such money was going for such purposes, and all that has suc-
ceeded in doing is sanitizing these kind of presentations so now we
have this thing called “How to Build Legally Defensible Autism
Programs.” I think it’s the same presentation, just under a dif-
ferent name.

Mrs. MALONEY. That’s unconscionable.

My time is up. Thank you, Mr. Chairman, for focusing sunshine
on this issue. I think it’s a very important one.

Mr. BURTON. I hope that you and possibly Mr. Allen and others
on both sides of the aisle will work with us to create maybe some
corrections to the IDEA law so that we can make sure that some
of these problems are eliminated.

Mr. Allen.

Mr. ALLEN. Thank you, Mr. Chairman, and thank you for holding
these hearings. I certainly appreciate the chance to focus on this
particular area, I guess I should say.

Let me just say a few words. I come from the State of Maine. I
represent the district around Portland, ME, and over the last
month I've had about four different meetings, actually about six,
with parents and educators and teachers. In four of those meetings
in specific school districts, we were running through a list of dif-
ferent problems that they were having, and in Maine you should
know we have about 230 school districts. We are sparsely popu-
lated, we're spread out, and our school districts tend to combine
several different municipalities at once.

The No. 1 problem mentioned over and over again was the level
of special ed funding from the Federal Government. The other two
were how are we ever going to recruit new teachers, and how are
we going to build new schools, but those were the three. Special ed
was the top.

In Maine I think we’ve got a special ed program that in broad
measures works and works fairly well; 16 percent of all Maine chil-
dren are in some form of special ed. We’re doing a good job, I think,
of identifying the kids who need it and making sure they get the
services they need, but we do have resistance from school boards
because despite the success of the program overall, there is a huge
problem.

Special ed spending at the local level is eating up a large part
of the available increases in funding overall. So there are three
groups that are impacted, special ed kids, kids with disabilities,
and the property taxpayers who are now picking up an undue
share of the expense. It seems to me that because the Federal Gov-
ernment issued a mandate for special ed and then didn’t fund it at
the goal of 40 percent, we're putting a tremendous financial burden
on our municipalities and school boards, and it seems to me—oh,
one other thing just by way of background, Maine does an edu-
cational assessment for 4th-graders, for 8th-graders and 11th-grad-
ers, and it takes about a week. It covers a whole variety of subjects.
One superintendent told me the other day that the fourth grade—
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in his fourth grade reading test, 14 percent of the kids failed. Of
those, despite the special help, 60 percent were special ed.

So one of my questions is to you, Mr. Amundson. I am concerned
if we start to do relatively high-stakes testing, it seems to me we'’re
going to come back to a problem of whether or not our special ed
programs are working well enough so that kids who are getting
these services being brought up to a par with regular students.
That may not be possible, but it seems to me that the testing issue
is very much connected to the funding issue.

Before I let you speak, I want to say one more thing. I believe
we need to do full funding now, no phase-in, no nothing, just go
straight to full funding now. It is $11 billion more than current lev-
els for the next year, and this is probably the only time in the next
10 years that we can do it, and we can only do it if the tax cut,
the proposed tax cut, is reduced by the $150 billion or $200 billion
it would take to fully fund special ed over 10 years. That, I think,
would transform the effect of this program on our local school dis-
tricts, and I know you have been calling for it, and other people
have called for it. This is the only chance I think we’ll have to do
it, and it seems to me it ought to be done, but I would like Mr.
Amundson or anyone else to turn back for this question of how a
testing—a tougher testing regime will affect the overall special ed
program.

Mr. AMUNDSON. Well, Congressman, several months ago I posed
this question to my special ed class, government class, seniors. In
California they’re instituting an exit exam for all high school sen-
iors in order to receive their diploma, as well as we have the API,
the Academic Performance Index, which is based on standardized
testing at all grade levels, and schools’ performances are judged on
these standardized tests.

As an organization, as a teacher, I believe in assessing my stu-
dents. I believe that’s important to find out the progress they're
making, but I also believe the testing needs to be curriculum-based
and based on the instructional strategies that I'm utilizing in my
classroom and measuring what the students are learning. Too often
the standardized test measures what the students do not know and
doesn’t really measure what they do know. I've heard students say
that sometimes they just color in patterns on the test because it
has nothing to do with the curriculum they have in the classroom,
and we are using that as a measure of whether students or schools
are succeeding. I saw a cartoon in the “USA Today” about today’s
curriculum the teacher’s written on the board. We have art, poetry,
recess, and then standardized testing, and that was today.

I think the testing does have a role, but what I'm seeing now is
many teachers are afraid to have special needs students in the
classroom because if they’re going to be assessed on the success of
those students, and the appropriate accommodations and modifica-
tions necessary are not allowed for those children, then the scores
in the classroom could well come down, though research does show
in many cases scores actually go up when students with special
needs are included, because not all students are learning-disabled
or have academic difficulty. But what does happen is teachers are
fearful that they will be measured on things that they cannot con-
trol when they were the ones who said, I want this child in my
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classroom, I want to educate this child, but now that I can’t control
an environment of the accommodations and modifications, I may be
judged on that, and I may lose out on moneys or funds that will
b}e1 ig(iiven to the school, and I’'m the one who volunteered to take this
child.

So it does have an impact, and I think the exit exam in itself,
we're going to be creating two separate educational systems, one
for children who are on a diploma track and one for children who
are not, and I think that’s the concern, because if you look at what
the standards are based on, 100 percent of the curriculum in high
schools is geared toward the Carnegie units and how students
apply to universities; 30 percent of the graduate population goes on
to complete a 4-year degree; 70 percent of our population is left out
of the goal of the high school curriculum, and it’s not just special
needs students. There are general ed students that are going to be
involved, too. So I think we have a bigger question, not just on the
special ed issue, but it does severely impact in what people are try-
ing to do.

Mr. ALLEN. Thank you.

Mr. BURTON. If you'd like to ask more questions, I will get right
back to you. Let me just followup on that, and this really, I guess,
doesn’t follow the topic of the hearing, but it seems to me that
there ought to be some way to come up with some kind of a testing
program that will be able to test whether or not the children across
the country—some kind of a standardized test program that would
take into consideration the special needs children and the other
kids that are in the classroom, and I hope that the NEA will maybe
work with those of us in Congress who believe that we've got to
have some kind of a measuring device to decide whether or not
kids are coming out with the kind of quality of education we want.

I don’t know that you need to make a big, long comment on that,
but, you know, the President has said I think in his State of the
Union Message and others that he wants testing to make sure kids
at certain grade levels are achieving. And I understand the concern
of teachers who have special needs kids, and there are others who
may not be able to move up as rapidly, and the average would
bring them down and make them look like they’re not good teach-
ers, but there ought to be some system devised with the help of the
NEA and other teachers’ unions to take that into consideration.

Mr. AMUNDSON. Well, briefly, Congressman, you should take a
great deal of pride that the State of Indiana has a very unique test-
ing system that does not just base itself on standardized testing,
but also has a special three-prong program. Students can go
through and take the standard tests to receive their diploma.
There’s a second pathway that students who are enrolled in a spe-
cial instructional program, when it seems that they have difficulty,
to be able to do better on the test, and they receive extra tutoring.
And there’s a third program that requires 95 percent attendance as
well as a portfolio of assessment of the student given to them by
the teachers of them to say they may not do well on tests, but they
demonstrate knowledge. And I think Indiana is a model that we’re
looking at that other States should be incorporating.

Mr. BURTON. Well, that might be one of the things that you could
recommend that we’ll take a look at, and I will talk to my col-
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leagues in the Indiana Education Association, ISTA, and talk to
them about that.

I don’t want to get into a big, long debate about these issues. I
know Ms. Baird has one position, maybe Ms. Guard has another,
Mr. Mayerson has another, and Mr. East another. What I really
would like to have is suggestions from you that we can all take a
look at to make it—to make the IDEA program better, to make it
more workable, to make sure that special needs children do get the
best education possible. And so if you could just real briefly give
me a couple of suggestions, or maybe if you're not prepared to do
that right now, get them back to us. I really would appreciate it
so that we can take a hard look at the current law and see if we
can’t make it better.

Parents like my daughter, parents like the ladies and gentlemen
who testified here today who have autistic children or special needs
children, they’re so frustrated, they don’t know what to do. Some
of them have almost gone bankrupt trying to take care of their
families, make sure their children get a quality education. So some-
thing needs to be done to make sure they have confidence in the
system, No. 1; and No. 2, that the kids do not become a burden on
society when they become 6 foot 10 and they’re adults. I mean, my
grandson is going to be a big guy walking around like Shaquille
O’Neal, and I want him to be able to at least get a job. I don’t want
him to be sitting out under a tree someplace not able to deal with
society. And I know parents all across the country feel like that.

So give me some ideas that we can incorporate into our thinking,
and I will start with you, Ms. Guard. Do you have any that you
would like—or would you like to get back to us?

Ms. GUARD. Yes. I can certainly tell you some of the challenges
that districts are facing as they implement the current law. I'm not
i?l a position to talk about changes that we would recommend for
them.

Mr. BURTON. All right. Well, would you do me a big favor, and
if you could get back to Beth, that’s my chief expert on these
issues, if you could get back to her with some suggestions we’d ap-
preciate it.

Ms. Baird.

Ms. BAIRD. Yes, thank you. I would like to reiterate a theme
we’ve heard all day long, and that’s increasing funding for special
education programs and services.

Mr. BURTON. We're going to work on that.

Ms. BAIRD. The other comments that I would make come to you
from the many, many comments I hear from schoolteachers and ad-
ministrators as I go out and talk with them. I know that there is
pending legislation to retool or refine the discipline requirements
in the IDEA. I can tell you from the local school base there’s a lot
of interest in doing that. I would hope that part of the increased
funding could go for behavior management techniques and training
for schoolteachers who are dealing with students with emotional
problems and behavior problems and for alternative school pro-
grams.

Reduction in paperwork is a major priority that the people that
I talked to are interested in. The paperwork burden has increased,
not decreased, after the reauthorization. And one of the final
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Mr. BURTON. Let me just interrupt on that point. We need some
guidance on how you reduce the paperwork. Just to make a general
statement, reduce the paperwork, I mean, there must be forms and
documents that have to be prepared about a special needs child.
What I'd like to have more specific is how do we reduce the paper-
work, how do we consolidate the amount of questions that are
asked so that we can get through that quicker.

Ms. BAIRD. Well, it goes back to the requirements of the law, and
I was about to say that in 1997 there were sweeping changes made
in this law in order for school districts to document and prove that
they are in compliance. And I agree with the comments Mr.
Amundson made. Pardon me for mispronouncing your name. We
have gone far beyond the original intent of what an IEP is sup-
posed to be, and in order for a school to have a defensible appro-
priate program, it’s an incredible amount of paperwork in terms of
IEPs, goals, objectives, short-term objectives, manifestation deter-
minations, and I'd be happy to provide a list of some of those
things later.

There’s also another area, the last one I'll mention. I get a lot
of input and interest from clients and school personnel on the cat-
egory of emotional disturbance. There’s a tremendous increase in
the number of students with behavior problems in public schools
and a tremendous amount of longing among school personnel for
techniques in how to deal with those students. The law has always
and still does exclude students with social maladjustment, but we
have never had a definition of what that means, and those would
be the comments I would make.

Mr. BURTON. Mr. Mayerson.

Mr. MAYERSON. I know you're looking into the causes of autism,
and we really have no control over that.

Mr. BURTON. No. We have people who testified today that the
children were autistic from birth. We have others who had autism,
they believe, coming right after certain kinds of vaccinations.

Mr. MAYERSON. I think in that case I would defer to science, and
I know that right now if you look at science, there is no testing for
autism which is scientifically reliable before the age of about 15
months, so that I think—and I also agree with you, Mr. Chairman,
when you say that you have to look to parents, because if they're
doing it 24/7 with the child, they know things that other people
just don’t know.

So anyhow, I would be saying that I would like to, with permis-
sion of the committee, I would propose to draft some proposed sec-
tions to modify the current statute in such a way that would, I be-
lieve, simplify; to provide a disincentive to school districts as well
as to parents to engage in inequitable or bad faith conduct which
nobody wants from either side; as well as the whole issue of over-
sight on the funding, where the money goes and how to make sure
that it really gets to the children as opposed to just building up lay-
ers of administration and bureaucracy that nobody wants.

Mr. BUurTON. We’'ll welcome your suggestions, and if you want to
put those in writing, that would be very well received.

Mr. MAYERSON. I will do so.

Mr. BURTON. Mr. East.
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Mr. EAST. Mr. Chairman, we will put our thoughts in writing as
well.

I will just mention a couple of things. Once you get beyond the
full funding issue, there are two things that really come to my
mind that I hear from our members, and that is, there’s just a criti-
cal shortage of properly trained personnel across this country that
work with people with disabilities. That is not only special edu-
cation teachers, but the general education teachers who are now
dealing with special education students in their classrooms. They
don’t know what to do.

Mr. BURTON. Let me interrupt. We—I said in my opening state-
ment, I don’t know if you heard it or not, that we might come up
with a program which would—in exchange for teachers being—get-
ting their educational benefits provided for them, that would spend
4 or 5 years in special ed training and teaching of children in
urban or rural areas, that they would get their expenses for edu-
cation paid in exchange for the commitment to teach in that envi-
ronment for at least 5 years. We do that for medical students.
What do you think about that idea?

Mr. EAST. I think that’s an excellent idea. What I'm concerned
about, though—and that would help us in the future. What I'm
concerned about is all the thousands of teachers that are already
out there, and they have children in their classrooms right now,
and they need training and support of general and special edu-
cation teachers, because IDEA 97 did change the way that we do
business because were exposing children with disabilities, more
and more of them, to the general curriculum. That’s good, but the
teachers that are teaching that general curriculum don’t know how
to work with these children.

Another thing is I think we need to continue to work toward a
strong focus on student results and system accountability. State di-
rectors of special education promote this and support it. We have
accountability now, higher standards, greater expectations for pro-
motion and graduation. We want those for special education stu-
dents as well, but we’ve got to focus on it. Special education for so
long has been focused on do you have the paperwork in place, is
everything in the folder in the right order. Now we need to focus
on is the child learning, what are their scores on assessment, and
what do they do in adult life after they leave us. And so the focus
on results accountability is what we need to look at.

Mr. BURTON. If you could, we've written that down, but if you
could send us any additional information you have, we’d like to
have that.

Mr. EAsT. We'd be glad to.

Mr. BURTON. Mr. Amundson.

Mr. AMUNDSON. There’d be three things. No. 1, we do need
strong leadership from the Federal level. Too often the Feds take
too much blame and too much credit for things about education,
bu‘gl we do need strong leadership as to what States are expected
to do.

I also think that we need a maintenance of effort to assure that
the increased funds that come in do not limit the obligation of
State and local districts to what they're currently spending and to
shift funds from one side to the other.
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I think the issue of training is very significant, both pre-service
and in-service training for our teachers, because if they don’t ade-
quately prepare, they won’t be able to do the job.

I think your grant program is an excellent idea in some ways
and the other way, one of the problems of special ed is, for many
people it was the entryway into the education profession, and then
after 5 years they leave when it becomes overly burdensome.

The problem is, because of the constraints and some of the dif-
ficulties in special ed, they leave. We can have lawyers and laws
all we want, but once that bell rings and Betty Bob walks in the
door, the door closes, and Mrs. Miller does her job. She teaches. If
the system we have today doesn’t change, Mrs. Miller won’t be
there, no matter how much money we have or how many laws we
have. We need to make a program that allows teachers to do the
job they need to do, which is to teach and work with parents.

I think those would be some of the key elements we need to look
at.

Mr. BURTON. Do you think that the lack of discipline in schools
is one of the major reasons why we’re seeing an exodus of teachers?

Mr. AMUNDSON. I think the lack of understanding of how to im-
plement the law in our schools is why we’re seeing—in discipline.

I heard in Tennessee an administrator told a teacher they could
not file a police report on a special ed student even though the law
is very clear they’re allowed to do that, and Tennessee law requires
that to be done. So we have misapplication of the law, and that’s
one of the problems with discipline. The law allows us to deal with
the discipline of children if the procedural safeguards are followed.
Too often fear of litigation and publicity does not allow administra-
tors to properly implement what was put in IDEA 97 which does
hold students accountable for their behavior.

Mr. BURTON. Maybe we need to clarify that a little bit more if
we're going to

Ms. GUARD. Excuse me, Mr. Chairman. We did recently issue
guidance for administrators to follow, to let them know what their
requirements are and how to implement those requirements.

Mr. BURTON. That was widely disseminated?

Ms. GUARD. On our Web site.

Mr. BURTON. I want to thank you all very much for your sugges-
tions and your patience and your hard work. And hopefully you
will have some suggestions that can help us make some changes.

Thank you very much. We stand adjourned.

[Whereupon, at 4:22 p.m., the committee was adjourned.]

[The prepared statements of Hon. Thomas H. Allen and Hon.
Dennis J. Kucinich follow:]
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Mr. Chairman, thank you for calling this hearing to examine special education and the
effectiveness of the Individuals with Disabilities in Education Act (IDEA). I commend your
efforts to determine whether IDEA is working as Congress intended.

In conversations with teachers, legislators, families, and others back in my home state of
Maine, it is evident that the number one challenge facing local school districts today is the cost of
educating special education students. When IDEA was enacted in 1975, Congress authorized the
federal government to cover 40 percent of the costs of special education in order to provide all
students with disabilities with a free and appropriate public education. To date, however, the
government has never provided more than 14.9 percent.

The failure to meet our long-standing commitment to help cover special education costs
is unsettling and devastating. Everyone suffers. Students with disabilities suffer from inadequate
services. Students without disabilities suffer because funding for their programs is diverted to
special education. Homeowners suffer from high property taxes to make up for the federal
government’s reneging on its commitment.

Over the Jast few years Congress has heralded the need for full funding. But, we never
get there. In the 106™ Congress, the House passed a resolution urging Congress and the President
to fund fully its obligations under IDEA. But we never got there. We repeatedly talk about
gradual increases to 20 percent, and then 25 percent, and so on and so forth. But we never get
there. Itis time to forget the talk. We must act and provide 40 percent. We can get there, and
we can do it now.

The budget debate in Washington right now is not about billions, but it is about trillions:
$5.6 trillion in surpluses and $1.6 trillion (or more) in tax cuts. Last year, we spent $6.3 billion
on grants to states for special education assistance. To reach the full 40 percent funding formula
for FY 2002 it would cost approximately $17.6 billion. Therefore, full funding of IDEA would
require an increase of a mere $11 billion. With these kinds of surpluses and tax cuts on the table,
do not tell me it cannot be done. If we forgo only a fraction of the President’s tax cut proposal
and enact a responsible, fair cut, we can help states, towns, and cities meet the needs of all their
students in a way they choose. Full funding of special education should be an old promise with a
new future.

On the national agenda, there is much talk of education reform and how to leave no child
behind. Proposals have been aired to cut funding for failing schools after three years. Well,
Congress and the President should first look at its own track record regarding special education
before we sanction others. We have been failing since 1975. But that does not mean we have to



331

keep failing. We can succeed by meeting our 40 percent obligation.

Again, thank you, Mr. Chairman, for arranging this hearing. I am eager to hear from all
the panelists, and | look forward to working to ensure that the federal government finaily meets
its mandate of funding 40 percent of special education costs. The time is now.
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Mr. Chairman, twenty-six years ago Congress passed the Individuals with Disabilities
Education Act. This landmark legislation guarantees the right to a free appropriate public
education for all students with disabilities. Before 1975 over one million students were excluded
from public schools and denied the opportunity to live up to their potential and graduate from

high school and obtain gainful employment.

Congress authorized the federal government to pay up to 40 percent of each state’s excess
cost of educating children with disabilities. However, not once has Congress fulfilled its
obligation. Under the FY2001 appropriation for Part B of IDEA, $6.3 billion, states receive only

about 14.9% of the additional cost required to educate students with disabilities.

As a member of the Education and the Workforce Committee 1 work to provide all
students in this country with a quality education. As a Representative from Cleveland, Ohio I also
closely monitor the education system in my district. In the Cleveland Municipal School District,
of the 73,000 students enrofled, over 10,000 students have physical or mental disabilities. Nine
thousand of these students suffer from major disabilities. In Ohio, students scoring below 80 on
an 1Q test attend special education classes. By not fully funding IDEA, school districts like
Cleveland Municipal School District are not able to pay for priorities such as classroom size

reduction, school renovations and computer equipment.

IDEA works. More students with disabilities are now graduating from high school, going
to college and entering the workforce. It is imperative that every school is able to obtain the
funds needed to provide disabled children with the quality education they deserves. Therefore, 1

strongly support fully funding 40% of the additional cost of educating children with disabilities.



