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HEARING ON REAUTHORIZATION OF THE
EARLY INTERVENTION AND PRESCHOOL PRO-
GRAMS UNDER THE INDIVIDUALS WITH DIS-
ABILITIES EDUCATION ACT

THURSDAY, APRIL 11, 1991

HoUSE oF REPRESENTATIVES,
SUBCOMMITTEE ON SELECT EDUCATION,
CoMMITTEE ON EDUCATION AND LABOR,
Washington, DC.

The subcommittee met, pursuant to notice, at 11 a.m., Room
2257, Rayburn House Office Building, Hon. Major R. Owens,
[Chairman] presiding.

Members present: Representatives Owens, Payne, Serrano, Jef-
ferson, Ballenger, and Klug.

Staff present: Wanser Green, Pat Laird, Laurence Peters, Maur-
een Crawford, and Sally Lovejoy.

Chairman OwgNs. Would everybody please take a seat.

The Subcommittee on Select Education is now in session. Before
we hear from our first distinguished witnesses I would like to read
an opening statement.

There is a war raging for world economic dominance, and the
key weapon is the human component. Education is the tool and the
process we must use to upgrade this invaluable human factor. An
under-educated populace has far-reaching, adverse implications for
our Nation’s effectiveness in the global economic competition. The
education of children with disabilities must not be left out of this
equation.

School readiness, high school graduation, and student competen-
cy are the first three national education goals set forth by the
President and the goverrors two years ago. The first of these is the
most critical. If our children are not ready to learn, the other goals
are meaningless. For children with disabilities, the provision of
early intervention services and preschool programs is the first step
toward readiness.

It is clear that an investment in early childhood education is crit-
ical to the prevention of later educational failure. According to the
12th Annual Report of the Office of Special Education Programs, of
the total number of students with disabilities, about 65,395 or 27
percent, ages 14 and older, dropped out of high school. As a result,
unemployment has reached a high of 70 percent, while underem-
ployment has been charted at 20 percent for this particular popula-
tion.

(1

b



E

Q

2

Given these circumstances, it is incomprehensible that a majori-
ty of States are not making adequate and appropriate early inter-
vention services for low-income and minority families a priority.
This is particularly troublesome given the increasing cultural di-
versity of our population.

By the year 2010, it is projected that nearly one quarter of all
children in the U.S. will be children of color. While poverty is on
the rise among all children, minority children are more likely to
live in poverty.

Additionally, we will have to provide services for the escalating
number of children born to crack- or other drug-addicted women
and to the 1 in 5 childrer. who have a developmental or behavioral
disorder. We must ensure that our commitment to early interven-
tion is inclusive. We can no longer accept the fact that among chil-
dren with special needs, only 29 percent are diagnosed before age 5.

The Education of the Handicapped Act, which has now been re-
named the Individuals with Disabilities Education Act, was herald-
ed as the cornerstone of Federal policy for special education and
related services to provide equal education opportunities for chil-
dren with disabilities. In 1986, Congress committed itself to making
this population ready for school by authorizing the preschool and
early intervention programs. We now have the opportunity to rein-
force that commitment. The hearings over the next two days will
assist us in making decisions which will strengthen this much
needed legislation.

[The prepared statement of Hon. Major R. Owens follows:]

STaTEMENT OF HoN. MaJor R, OweNs, A REPRESENTATIVE IN CONGRESS FROM THE
STATE oF NEW YORK

There is a war raging for world economic dominance, and the key weapon is the
human component. Education is the tool and the process we must use to upgrade
this invaluable human factor. An under-educated populace has far-reaching, adverse
implications for our Nation's effectiveness in the global economic competition. The
education of children with disabilities must not be left out of this equation.

School readiness, high school graduation, and student competency are the first

three national education goals set forth by the President and the governors two
ears aﬁo. The first of these is the most critical. If our children are not ready to
earn, the other goals are meaningless. For children with disabilities, the provision
of early intervention services and preschool programs is the first step toward readi-
ness.

It is clear that an investment in early childhood education is critical to the pre-
vention of later educational failure. According to the 12th Annual Report of the
Office of Special Education Programs, of the total number of students with disabil-
ities, about 65,395 (or 279%) ages 14 and older dropped out of high school. As a result,
unemployment has reached a high of 70%, while underemployment has been
charted at 20 percent for this population.

Given these circumstances, it is incomprehensible that a majority of States are
not making adequate and appropriate early intervention services for low-income
and minority families a priority. This is particularly troublesome given the increas-
ing cultural diversity of our populatimn. By the year 2010, it is projected that nearly
one quarter of all children in the U.S. will be children of color. While poverty is on
the rise among all children, minority children ure more likely to live in poverty.
Additionally, we will have to provide services for the esculating number of children
born to crack- or other drug-addicted women and to the 1 in 5 children who have a
developmental or behavioral disorder. We must ensure that our commitment to
early intervention is inclusive. We can no longer accept the fact that among chil-
dren with special needs, only 299 are diagnosed before age .

The Education of the Handicapped Act (now the Individuals with Disabilities Kdu-
cation Act) was heralded as the cornerstone of Federal policy for special education
and related services to provide equal educational opportunities for children with dis-
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abilities. In 1986, Congress committed itself to making this population ready for
school by author.zing the preschool and early intervention programs. We now have
the opportunity to reinforce that comimitment. The hearings over the next two days
will assist us in making decisions which will strengthen this much needed legisla-
tion.

Caairman OweNs. I yield to the ranking member, Mr. Ballenger,
for an opening statement.

Mr. BALLENGER. Thank you, Mr. Chairman.

I am proud to say that North Carolina is one of those States that
has made the commitment and is willing to work with you in any
way we can.

I am happy to welcome Congressma.a Mike Espy. He and I came
in together in the 100th Congress. I am glad to see you are here,
Mike.

I would also like to recognize the folks out in the audience that
will be on a later panel, the Underdown family, from Hickory,
North Carolina, my hometown. Both Steve and Gayle are here and
their son, Matthew, who is four years old and a Down Syndrome
child.

Also, I would like to recognize from North Carolina, Robin
McWilliam, a research associate from the Frank Porter Graham
Child Development Center at the University of North Carolina in
Chapel Hill, NC. He has worked with my wife who is on the State
Day Care Commission. We have been involved with children there
for quite sore long time.

Also James Gallagher, a research associate at the Carolina
Policy Study Program at Chapel Hill. The Carolina Policy Study
Program has a grant from the Department of Education to study
the implementation of Part 11 which is the early intervention pro-
gram.

Later, we'll welcome Dr. Davila who is the Assistant Secretary
on Special Education and Rehabilitation Services representing the
Administration.

This is the first hearing of the 102nd Congress by the subcommit-
tee focusing on disability issues. I would like to say, just as an indi-
vidual, that during my 12 years in the State Legislature in North
Carolina I worked on the Human Resources Budget Committee
which gave me a great deal of knowledge as far as this program is
concerned at the State level. Also, the Western Division of the
North Carolina Scheol for the Deaf is in Morganton, North Caroli-
na, which is right next to my hometown.

I also have a nephew who presently lives in a group home in Al-
exander County, which is right next to the city of Hickory, who has
Down Syndrome and is very happy and successful in his life in this
group home.

I commend you, Mr. Chairman, for calling this hearing. I person-
ally, as you might gather, have an interest in it and I think that
we can look forward to a very educational hearing.

Chairman Owgns. Thank you, Mr. Ballenger. Mr. Klug.

Mr. Kruc. Sir, I want to conimend you, if I can, for having this
series of hearings.

As a father of two boys, one who is 2 and one who is 6, it is clear
to me that if you're not involved with your children’s education
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early on, in many cases it is too late to get them fully plugged into
the system later. .

My six-year-old, who just started kindergarten, fortunately has
parents who've spent time with him on a nightly basis learning to
read and learning to study. Unfortunately, many other kids with
whom he is in kindergarten in Madison, Wisconsin do not even
know their alphabet at this point.

If you look at the broad spectrum of children who enter the
world of disabilities, it is an even tougher road. I think we need to
figure out a way to get services to those kids. Unfortunately, this
legislation comes at a time, and this will be an issue to talk about
later on, when many States in this country are having major fights
on budget problems at the State front. How can we combine the
interest of helping children at a time when we’ve got fewer dollars
‘s a task that is going to consume a great deal of our time. Frankly,
1 know it is a time consuming process in my State capitol of Madi-
son.

The State of Wisconsin has had a long history of doing fairly pro-
gressive legislation in these matters, but right now my State,
unlike North Carolina and like some other States, is having a hard
time coming up with the money. I can tell you personally that I am
committed to the idea. But at the same time I think we have to
realize that finding the dollars for these kids will not be easy.
That’s the dilema we face in the next two days of hearings.

Chairman Owegns. Thank you. We are honored and pleased to
welcome our distinguished colleague from the State of Mississippi,
the Honorable Mike Espy.

Congressman Espy.

STATEMENT OF HONORABLE MIKE ESPY, A REPRESENTATIVE IN
CONGRESS FROM THE STATE OF MISSISSIPPI

Mr. Espy. Mr. Chairman, my thanks to you, my good friend, Cass
Ballenger, and to other members of this subcommittee, for allowing
me the opportunity to appear before you this morning to.

Mr. Chairman, I have a written statement; it is very brief. Also,
if you would allow me to incfude the statement in its entirety along
with certain extraneous materials I have, if I could have your per-
mission to have that included as part of the record, I would appre-
ciate it.

Chairman OwEeNs. Without objection, your entire statement will
be included in the record.

Mr. Espy. Thank you, Mr. Chairman.

Also, I have with me a young woman named Katherine Nodel
who is on loan for a year to my office from the American Psycho-
logical Association. She is very familiar with this program and how
it operates in Mississippi. I have her with me, so she can answer
any questions should you have any at the conclusion of my opening
statement.

Mr. Chairmar and members of the subcommittee, I have several
areas of concern about Part H of the Individuals with Disabilities
Education Act. They include: (1) the concept of differential funding,
(2) the Interagency Coordinating Council, (3) entitlement to serv-
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ices, (4) lead agency authority, (5) long-term funding and program
cost, and (6) parental consent for services.

As you know Mr. Chairman, we in Mississippi have tremendous
problems associated with our high rate of poverty. Our rates of low
birth weight babies and infant mortality rival the rates of Third
World countries.

In Humphries County in the Delta, in my District for example,
30 out of every 1,000 babies born will never live to blow out the
candle of their first birthday cake. Humphries County in Mississip-
pi socially and economically is listed, unfortunately, as the second
poorest county in the United States. The first poorest county is a
county called Tunica, also within my congressional District.

In Humphries County again, Mr. Chairman, I say to you and this
committee, that out of every 1000 babies born, 30 of them won’t
live beyond their first year of life in America in 1991, which cer-
tainly associates with the statement you made at the opening of
this hearing.

For many of those babies that do survive, there are risks of mal-
nutrition, developmental disabilities, physical handicaps and learn-
ing problems.

Part H of Public Law 99-457 offers Mississippi the opportunity to
address some of these problems in a systematic and coordinated
interagency effort by providing funding for early intervention serv-
ices. The Mississippi State Department of Health is the lead agency
for the Part H effort in our State. While planning for statewide im-
plementation, we have operated two pilot programs, one of which is
in my Congressional district.

Mr. Chairman, we have served 457 children and their families
since the pilots began about two years ago. But we have now ap-
proximately 6400 children, or 5 percent of our youngsters in the
birth to 36 months age range that are still in need of such services.
We know that early intervention services are critical if the devas-
tating effects of physical, mental, and medical problems are to be
prevented or lessened. And we know that the crippling effects of
poverty are the most evident in the youngest and most helpless of
our children. These children and their families need basic support
and coordination of services if they are to have any hope of reach-
ing their true potential.

Mississippi desperately needs a coordinated early intervention
system if the effects of poverty and disability are to be really miti-
gated. For us to put in place an effective system, we need to contin-
ue the planning efforts under Public Law 99-457. More specifically,
Mississippi needs two more planning years. And those planning
years, fiscal year 1992 and 1993, need to be federally funded at an
i:\llociation of not less than the current annual planning funding
evel.

Funding barriers and an acute shortage of personnel trained to
provide early intervention services stand i1 the way of full imple-
mentation by October 1, 1991. If Mississippi, like some other States,
already had a statewide early intervention program in place prior
to the enactment Public Law 99-457, we probably would have been
able to comply with the implementation and funding guidelines in
this program. But, however, we were not one of those States.

10
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So this morning, I am proposing that Public Law 99-457 be
amended. States, such as Mississippi, that are making a good faith
effort to comply should continue to receive the Federal funding as
they move forward toward true statewide implementation.

As it now stands, Mississippi must be able to assure the Federal
Office of Special Education Programs that we will provide state-
wide case management and evaiuation services to all eligible chil-
dren no later than October 1, 1991. As it stands now, ii we are not
able to meet that deadline, we will lose our Federal funds and
without those funds we simply cannot supply and support this vital
program.

As we all know, that deadline is only six months away and we
have only two pilot programs in place funded entirely through Part
H monies. Furthermore, meeting this deadline would require ex-
pansion of State funding by at least $1.7 million at a time when
fiscal restraints are calling for agency cutbacks. In fact, Mr. Chair-
man, our State Department of Health may have its Fiscal Year
1992 budget for existing services cut by $7 million. In fact, that is
true. Our legislation has already adjourned and this, in fact, is the
case.

So if a *‘differential funding” provision were placed in the legisla-
tion, then States such as Mississippi could continue to strengthen
and coordinate interagency efforts while working to obtain the
needed State funding for full implementation.

This program provides a much needed service in Mississippi. For
a State where the needs are so great, Federal initiatives must be
flexible enough to reward effort and progress toward a goal when
immediate full implementation is precluded by the lack of ade-
quate resources. We are making every effort to solve all these prob-
lems. We are making progress. We must be allowed the chance to
go forward; not be “flunked out” due to fiscal issues beyond our
control,

Mr. Chairman, our children did not create our budget problems.
They should not be the ones to pay for them. This program was au-
thorized and reauthorized by State legislation but ironically, they
included zero funding for this very needed program in Mississippi.
So Mr. Chairman, we arc asking that of this subcommittee this
morning. We appreciate the opportunity to appear before you and
would ask for any questions at this time should you have any.

[The prepared statement of Hon. Mike Espy follows:]

STATEMENT OF HoN. Mikk Esry, A REPRESENTATIVE IN CONGRESS FROM THE STATE OF
Mississipen

Mr. Chairman and members of the subcommittee, I appreciate the opportunity to
speak before you this morning on behalf of infants and toddlers with developmental
disabilities and their family members in Mississippi and in support of the reauthor-
ization of Part H of the Individuals with Disabilities Education Act.

I have several areas of concern however about the implementation of this pro.
gram at the State level. They include: (1) the concept of differential funding, (2) the
Interagency Coordinating Council, (3) entitlement to services, (1) lead agency author-
ity. 15) long-term funding and program cost, and (6) parental consent for services.

However, in my oral testimony this morning I will address only issues related to
start-up funding for this program. My recommendations regarding the aforemen-
tioned areas are attached and I would request that they be inserted into the record.

As you know. we in Mississippi have tremendous problems associated with our
high rate of poverty. OQur rates of low birth weight babies and infunt mortality rival
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the rates in Third World countries. In Humphries County in the Delta, for example,
30 of every 1,000 children born never live to blow out the candle on their first birth-
day cake. For many of those babies who do survive, there are risks of malnutrition,
developmental disabilities, physical handicaps and learning problems.

Part H of Public Law 99-457 offers Mississippi the opportunity to address some of
these problems in a systematic and coordinated interagency effort by providing
funding for early intervention services. The Mississippi State Department of Health
is the lead agency for the Part H effort in our State. While planning for statewide
implementation, we have operated two pilot prograns, one of which is in my Con-
gressional district.

We have served 457 children and their families since the pilots began about two
years ago. But we have approximately 6400 children, or 5 percent of our youngsters
in the birth to 36 months age range that are in need of such services. We know that
early intervention services are critical if the devastating effects of physical, mental,
and medical problems are to be prevented or lessened. And, we know that the crip-
pling effects of poverty are the most evident in the youngest and most helpless of
our children. These children and their families need basic support and coordination
of services if they are to have any hope of reaching their potential.

Mississippi desperately needs a coordinated early intervention system if the ef-
fects of poverty and disability are to be mitigated. For us to put in place an effective
system, we need to continue the planning efforts under Public Law 99-457. More
specifically, Mississippi needs two more planning years. And those planning years,
fiscal year 1992 and 1993, need to be federally funded at aa allocation not less than
the current annual planning funding level. Funding barriers and an acute shortage
of personnel trained to provide early intervention services stand in the way of full
implementation by the October 1, 1991 deadline. If Mississippi, like some other
States, already had a statewide early intervention program in place prior to Public
Law 99-457, we probably would have been able to comply with the implementation
and funding guidl:slines in this program. But, we were not one of those States.

I am proposing that Public Law 99-457 be amended. States such :»s Mississippi
that are making a good faith effort to comply should continue to receive Federal
funding as they move forward toward statewide implementation. As it now stands,
Mississippi must be able to assure the Federal Office of Special Education Programs
that we will provide statewide case management and evaluation services to all eligi-
ble children no later than October 1, 1991, If we are not able to meet that deadline,
we will lose our Federal funds and without those funds we simply cannot support
this vital program.

The deadline is only six months away and we have only two pilot programs in
place funded entirely through Part H monies. Furthermore, meeting this deadline
would require expansion of State funding by at least $1.7 million at a time when
fiscal restraints are calling for agency cutbacks. In fact, our State Department of
Health may have its Fiscal Year 1992 budget for existing services cut by $7 million,

If a "differential funding” provision were placed in the legislation, then States
such as Mississippi could continue to strengthen and coordinate interagency efforts
while working to obtain the needed State funding for full ir..plementation.

This program provides a much needed service in Mississippi. For a State where
the needs are so great, Federal initiatives must be flexible enough to reward effort
and progress toward a goal when immediate full implementation is precluded by the
lack of adequate resources. We are making every effort to solve all these problems.
We are making progress. We must be allowed the chance to go forward not be
“flunked out™ due to fiscal issues bevond our control. Qur children did not create
our budget problems. They should not be the ones to pay tor them. Thank you Mr.
Chairman,

Chairman OwgkNs. Mr. Congressman, 1 think your message is
very clear and direct. I do not have any questions, but I'll ask my
colleague, Mr. Ballenger.

Mr. Ballenger.

Mr. BaLLENGER. Mike, I think we pretty well understood the sit-
uation.

Congressman Klug has the same problem you have, except I am
quite sure that Wisconsin doesa’t have the birth death rate prob-
lem.

I just got back from Nicaragua and I am not sure what the death
rate of new born babies is there, but we've got to do something to

Q
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help you out. The one real important thing that I found out when I .
was down there is everybody—everybody in Nicara%ua, El Salvador -
was worried because of the cholera epidemic in Peru. It has al-
ready moved into Columbia and it is supposedly heading up the
coastline into Central America. The problem is that there is a need
for dehydration salt. '

I have been doing this for 15-20 years, and everybody there has
always complained about the water systems. I was wondering, in
those 2 counties that you mentioned, is their water supply clean? I
know all of the babies in Central America that die seem to die
from drinking bad water, diarrhea, that sort of situation. I was just
wondering how the water system was in Mississippi.

Mr. Espy. We have done some work and some investigation in
this area as well, Cass. I'll just say to you, I don’t know about El
Salvador, but in Nicaragua, in Cuba and Costa Rica and some of
the nations on the continent Africa, have infant mortalty rates
much better than those that exist in Mississippi at this time.

The water supply is abundant and generally pretty clean. The
access, though, to that supply still represents a problem in my
State. There was a situation recently in a community in the South-
ern part of my district what was found in a community of 60 fami-
lies, half black, half white, was still without running water in their
homes. Some residents in that community had deep water wells;
some had culverts to catch rain water when it rained. But the ma-
Jority of the residents of thai community had to still haul water
from a rusty bucket from a stream. So that still exists in America.

The Farmers Home Administration recognizes this problem and
they have been working with our office to resolve this.

I will say in general the water supply is adequate. It is pretty
clean, but its just a matter of education and access to get to that

supply.
_ R{x; %ALLENGER. Education, I think, is what this whole program
is about.

I thank you, Mr. Chairman.

Chairman Owens. Mr. Klug

Mr. Krua. No questions.

Chairman OwgNs. Mr. Jefferson

Mr. JEFFERSON. I don’t have any questions, Mr. Chairman.

Chairman OwgNs. There are no further questions.

Congressman, we have your testimony and we will take into con-
sideration your request. Thank you very much for appearing before

us.

Mr. Espy. Thank you Mr. Chairman.

Chairman OwegNs. Our next set of witnesses will consist of par-
ents: Ms. Liz Williams, Ms. Trish Thomas, Ms. Gayle Underdown.

Ms. Williams is a dparenl: from the Mississippi band of Choctaw
Indians, accompanied by Pam Dalme, Special Education Director.

Ms. Trish Thomas is a parent from Laguna/Otoe-Missiouria
Tribe, Laguna Pueblo, New Mexico. Ms. Gayle Underdown is a
parent from Hickory, North Carolina.

Welcome. We have copies of your written testimony which will
be entered in its entirety into the record. I would like you to take
:gis tirpet to elaborate on any particular part of your testimony at

is point.
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Why don't we begin with Ms. Liz Williams.

STATEMENT OF ELIZABETH WILLIAMS, PARENT, MISSISSIPP1
BAND OF CHOCTAW INDIANS, PHILADELFIIA, MISSISSIPP]

Ms. WiLLiams. I appreciate the opportunity to testify here in sup-
port of the continuation of early intervention and preschool handi-
capped programs on Indian reservations. Both my child, Magaline,
and I, as well as other Choctaw children are being served in ways
which were impossible before the establishment of these programs.

I am a member .of the Mississippi Band of Choctaw Indians. My
child, Magaline, came to me as a foster child when she was seven
months old. She suffered a post traumatic head injury and suffers
from visual, physical impairments. Magaline has always been a
happy child despite the impairments she has endured in her short
life time. She did not begin to walk until she was one year old. She
did not begin talk until she was two years old. Her growth com-
pared to average children her age was delayed.

When Magaline was one year old, Choctaw Social Services rec-
ommended that I contact Choctaw Special Education Program and
the program for young handicapped children. With the help of
these programs, Magaline was determined eligible for Social Secu-
rity income, Children’s Medical Program Services, wus referred to
medical specialists and completed a physical therapy screening.
She began receiving physical therapy when she was one year old.
The physical therapist provided her with varying methods of teach-
ing her to walk; such as walking cane, infant walker and brace for
her leg. The therapist informed us of techniques that could be done
at home to reinforce her progress.

Now Magaline is in the Choctaw preschool at Choctaw Day Care
Center. She has continued her physical therapy services through a
preschool special education program. Transportation has been pro-
vided for her to each physical therapy session. Her exercises have
centered around her right wrist and her toe walking. The weekly
visits to physical therapist have helped her gain better use of her
wrist and have helped improve her walking.

Magaline was screened by a Choctaw preschool special education
program for other possible disabilities. She was determined to have
a visual impairment which was diagnosed by an ophthalmologist.
The preschool program has begun getting materials, such as visual
aids and establishing teacher awareness of her problem before she
begins kindergarten next school term, as well as providing assist-
ance needed by the Choctaw Day Care Center she now attends.

Every time I have a call or needed special help, the program has
always been there for me. They have provided us moral support
and strength. With the help of t¥1ese two programs, I have watched
Magaline grow into a child that will be able to adapt to any new
situation regardless of her impairments. I rely heavily on special
services that Magaline continues to receive in order for her to
make it in this world. .

I know that there are other children and parents, such as my
family, on the reservation who benefit from these programs. We
will need such services to continue and I recommend that the Con-

14
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gr%ss continue the program and, if possible, enlarge it for Indian
tribes.
[The prepared statement of Elizabeth Williams follows:]

STATEMENT OF ELIZABETH WiLLIAMS, PARENT, Mississierl BAND oF CHOCTAW INDIANS,
PHILADFLPHIA, Mississippt

I appreciate the opportunity to testify here in support of the continuation of carly
intervention and preschool handicapped programs on Indian reservations. Both my
child, Magaline, as well as other Choctaw children are being served in ways which
were impossible before the establishment of these programs.

I am a member of the Mississippi Band of Choctaw Indians. My child, Magaline,
came to me as a foster child when she was seven months old. She suffered a post
traumatic head injury and suffers from visual and physical impairments. Magaline
has always been a happy child despite the impairments she has endured in her
short life time. She did not begin to walk until she was two years old. She did not
begin talk until she was three years old. Her growth compared to other children her
age was delayed.

When Magaline was one year old, Choctaw Social Services recommended that I
contact the Choctaw Special Education Program and the program for young handi-
capped children. With the help of these programs, Magaline was determined eligible
for Social Security income, Children’s Medical Program Services, was referred to
medical specialists and completed a physical therapy screening. She began receiving
physical therapy when she was a year old. The physical therapist provided her with
varying metho&é of teaching her to walk. (Example: walking cane, infant walker).
The therapist informed us of techniques that could b\ done at home to reinforce her
progress.

ow, Magaline is in the Choctaw preschool program at the Choctaw Day Care
Center. She has continued her physical therapy services through the preschool spe-
cial education jrogram. Transportation is provided for her to each ghysical therapy
session. Her exercises have centered around her right wrist and her toe walking.
The weekly visits to the physical therapist have helped her gain better use of her
wrist and have helped improve her walking.

Magaline was screened by a Choctaw preschool special education program for
other possible disabilities. She was determined to have a visual impairment which
was diagnosed by an ophthalmologist. The preschool program has begun getting ma-
terials, visual aids, and establishing teacher awareness of her problem before she
begins kindergarten next school term as well as providing assistance needed by the
Choctaw Day Care Center she now attends.

Every time I have called or needed special help, the program has always been
there for me. They have provided us moral support and strength. With the help of
these two programs I have watched Magaline grow into a child that will be able to
adapt to any new situation regardless of her impairments. I rely heavily on the sgc-
ciallgervices that Magaline continues to receive in order for her to make it in this
world.

I know that there are many other children and parents such as my family on the
reservation who benefit from these programs. We will need such services to contin-
ue. | recommend that the Congress continue the program and, if possible, enlarge it
for Indian tribes.

Chairman OwEens. Thank you.
Ms. Dalme, did you want to make a statement?

STATEMENT OF MS. PAM DALME, DIRECTOR OF CHOCTAW
SPECIAL EDUCATION

Ms. DaLMmE. Yes. Thank you very much.

I, too, am grateful for being able to be here to talk to the com-
mittee about the great benefits that Part B and Part H programs
have brought to the Choctaw Indian Reservation in Mississippi.

We are currently serving 53 children between the ages of 0 to
years old and their families. I would like to use a little bit of this
time to talk to you about some of the problems that we're having
and some of the recommendations that we have.

15



il

Unfortunately, I need to report that we are seeing a dramatic in-
crease in serious handicapping conditions on the Reservation. It is
largely due to the great growth in Indian population. Twenty per-
cent of the Choctaw population of 5,000 is under the age of six.
That was done in a recent Census Survey. The increase we are
ieeing is also due to physical defects which accompany gestational

iabetes.

We are basically having two problems in delivery of services.
First of all, it is the lack of funds to adequately serve all of the
tribes with the Bureau of Indian Affairs in the Department of Inte-
rior and the lack of coordinating services to fill the resource gaps,
esgecially for health care.

have submitted written testimony outlining the problems in ob-
taining the special health care through Indian Health Services and
Contact Medical Care. At Choctaw particularly, Indian Health
Services has a contract for deliveries with the University Medical
Center in Jackson, which is 75 miles away from the Reservation.
Choctaw mothers, for the most part of their pregnancies, receive
their prenatal care at local hospitals on the Reservation. Th:n
when it comes time to deliver, they are transported to Jackson.

Contact Health Services can only pay for surgery or emergency
care that is needed to protect the child’s life when a handicapped
child is born. For any needs beyond this category, you have to go to
other areas or other places to obtain services.

As the lead agency in the Bureau of Indian Affairs, this special
education program is the lead agency for Part H. This makes us
have to go out and beg and borrow services from other agencies.
Sometimes we succeed and sometimes we fail. For many cases, had
it not been for our Part H funds for staff that we have had, we
would not have had the human resources that we need to provide
the support for the child and, at the same time, persist in the ef-
forts to secure the services from the providers.

The second problem we are experiencing is with the Department
of Interior. Its difficulties are due to limited funds to carry out its
responsibilities as a State, per se, for Part H.

It is my understanding that the Department of Interior is inter-
ested in transferring their responsibility from the office of Indian
Education programs to Indian Health Services, with set-aside funds
being used to assist the State in becoming the lead agency for
Indian children for purposes of Part H. I would like to say that the
Mississippi Band of Choctaw Indians would vigorously oppose this
move.,

Most States can not or will not serve these children for several
reasons. Number one being there is simply a lack of State funds at
the State and local level to adequately serve the non-Indian infant
and toddler population.

Second, the State agencies have great difficulty in accessing the
reservation populations due to either geographic location, issues of
jurisdiction or of greatest importance, the difference in the tribal
culture and language.

Third, there is often a reluctance by States to diligently reach
out to Indian population because of their attitudes that Indians are
a Federal, not a State, responsibility.

BTt
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On the basis of our experience, the tribe respectfully makes the
following recommendations for your consideration.

First of all, we would like to recommend that the Indian set-
aside be increased to a minimum of 2.25 percent for these reasons.

First, there is a higher incidence of handicapped infants and tod-
dlers due to the population increases.

Second, there is a higher incidence of handicapped infants and
toddlers due to health conditions which include alcohol-related dis-
av ‘‘ties. I would like you to note that Indian Health Services, in
ti. .«r Fiscal Year 1992 budget submission, estimated that the na-
tional incidence of fetal alcohol syndrome is two for every 1,000
live births. They also show that for specific Indiai populations,
that number goes up to 15.6 for every 1,000 live births.

More resources will be needed if these children are to receive the
critical early intervention services that they need.

The third thing is lack of resources. There are not within the
State, and certainly not within Mississippi, resources that are
needed to adequately serve Indian children. Similarly, unless the
Congress appropriates additional funds t~r the Bureau of Indian
Affairs or for Indian Health Services, there will not be an adequate
funding level for either of these agencies.

The second recommendation we have is in the reauthorization, if
possible, to address the limitation by the Indian Health Service to
contract health care. In particular, we recommend that Indian
Health Services not limit their Priority I health care and extend it
to handicapped children.

Finally, we thirdly recommend, and strongly recommend, that
the Department of Interior, Cffice of Indian Educaticn Programs,
remain the lead agency for serving Indian children who live on the
reservations and we strongly oppose any efforts by the Department
or Interior to relinquish this responsibility to either the States or
to Indian Health Services.

While we understand many of the obstacles that the Department
of Interior is facing in carrying out their responsibilities, many of
which are associated with a reluctance to request additional fund-
ing, we do not feel that young Indian children will be better served
by simply transferring this responsibility.

Instead, the Department of Interior should be strongly urged to
accept its responsibility for all infants and toddlers on reserva-
tions—not simply those with BIA funded or operated schools and to
prepare budget requests, initiate service programs and continue to
coordinate their efforts accordingly.

On behalf of the Mississippi Band of Choctaw Indians and the
families like Ms. Williams and the children who have received
direct payments from Part B and Part H funds, thank you for your
consideration.

[The prepared statement of Pam Dalme follows:]
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Statement by Pan Dalme, direotor of Choctaw Special Rducation

I, too, am grateful to Dbe able to tell the Committes of the
izmenees Denefits_the Part B and Part R programe are dringing to
Choctaw ohildren and their familiee Who, prior to their oneet,
received at best only routine health care services. I want to use
my time to foous on the Part R program, outline prodbleme with
implementaticn and make some recommendations.

Unfortunately, I muet report that ve are eeeing 4ramatic
increasse in eerious handicapping conditione, largely dus to
great population growth == 20 per cent of the Choctaw populatien
of 5,000 ie under age eix == as well as due to the phyeical
defects which accompany gestational diadbetes. The tridal rate for
open epine diecrder, for example, is twice the national average
and thers is an unusually high incidence of cleft palates. (The
tridbe hae the sescond higheet diabetes rate among all Indian
tridbes. American Indiane have the higheet diabetes rate of all
population groupe in the country.)

The probleme of implementation are those primarily of (1)
lack of funde to adeguately serve all tridbes and tbe lack of
coordinating eervices to f£ill in the reecurce gape, eepecially
for health care and (2) Department of the Interior difficultiee,
dus to limited funde, in carrying out its full responeibility as
the 'etate' for Part R.

i. Lack of Punde a2d Services

Indian trides, unlike estates and unite of local government
which have the capacity to acguire financial reecurcee through
taxation, have only thoss funds for educational and health care
eerviocee which are reqQquested in the adainietration's budget sach
year and are appropriated by the Congrees.

Many of the moest urygent needs of children at thie age are
thoes for epecialised and often expeneive health care services.
Part E anticipates that the Indian Health Service would de a
primary provider in thie area. guch ie not the cass and an
explanation of how IHB funds may de expended will clarify this.

Most tribes have either & emall hospital or field clinio in
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their comaunities. Noet often the hoepitale, suvh ae tdat on the
Chootaw Reservation, do not have surgical or chetetrics unite.
The larger tribes have full service hospitals equipped for both
surgery and obetetrioce and in some parts of the oountry ==
primarily the scutlvest and Oklahoma == there are large regional
IH8 facilities which offer a range cf eervices.

Any medical or specialty esrvices, inoluding those services
of psychologiste and peyohiatriste, which can not be performed in
the reearvation facility fall into a category called contraot
health, that ie, all care which must be purchased frem non-IES
providere. The Indian Health fService, in determining whioh
servicee to fund, follows a priority syetea. CHS funde have been
80 short for nearly ten years now, that only thoee CHS cases
vhich fell into the Priority I category =-- cases coneidered
urgent and energent -~ have been approved for payment. All other
services are deferred.

Thie system resulte in a health care process, beginning with
pregnancy and delivery, which inoreases the likelihood that
dieadling conditions will be untreated. At Chootaw, for example,
the hospital has a contract with the University Medical Center in
Jackson, some 75 milee ocne way, froa the reservation for
deliveries. Chootaw mothere, for most of their pregnancy, receive
prenatal ocare at the local hospital and are then transported by
azbulance to Jackeon for delivery. If the ohild is born with
dieabling oconditions, CHS can pay for services/eurgery deened as
'emergency or neceesary to protect the life of the child.* Aany
neede beyond that category must be paid for from other souroces.

Thie forcee ue to beg and borrow services from other
agencies. Sometimee we eucceed and sometimes ve fail. An exaaple
involves orthodontioc care for a cleft palate child, who wae born
with a eeverely dieabling and disfiguring oleft palate. Several
reconstructive surgeriee were required and orthodontic appliances
vere needed the etraighten the teeth following the operations. It
took several monthe of work and bickering baok and forth with
sezrvice agenciusz before vwe were succeesful in obtaining the
Deceesary funds. Had ve not had the Part B funde for etaff, wve
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would not bave had the staff resources needed to provide support
to the ohild and, at the same time, persist in efforts to cajole
the services from providers.

(2) DOI Reluotance to Assume Responsibility

It is my understanding that the Department of the Interior
is interested in transferring its tusponsibility to the Indian
Health Service, withk the set-aside funds to be used to assist
states in beoccming the lead agenoy for Indian children for
purposes of Part E. The Kiseissippi Band of Chootaw Indiane would
vigorously oppoee such a move.

Quite simply, most states can not or will not serve these
children for several reasons: first, there is simply a lack of
funds at the state and loocal level to adequately serve the non-
Indian infant and toddler population; seoond, state agencies nave
great diffioculty in acocessing reservation populations due to
geographio isclation, issues of jurisdiotion, and, of greatest
importance, lack of knowledge of tribal culture and language.
Gaining access to a handicapped infant and its family for
services requires local familiarity. Third, there is often a
reluotance by the states to diligently reach out to the Indian
population because of entrenched attitudes that Indians are a
federal, not a state, responsibility.

RECONMENDATIONS

On the basis of our experience, the tribe respectfully makas
the following recommendations for your oconsideration:

1. ¥We recommend that the Indian set-aeide be inoreased to,
at a minimum, 2.25 percent for three reasons:

a. Higher inoidenoce of handiocappsd infants and toddlers due
to population inoreases

The American Indian population is growing rapidly. This
trend aloae will result in more ohildren who need early
intervention sexrvioces.

b. Higher incidence of handicapped infants and toddlers dus
toc health conditions whioh inoclude aloochol-related disadbilities
The onset of diabetes during pregnanoy is oontributing

larger numbers each year of ohildren born with sengenital
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defects. Nore resources will be needed if these children are to
receive critical early intervention services.

The groving incidence of fetal aluchol syndr'me is also
resulting in larger numbers of disabled and at risk infants and
toddlers. While-the Mississippi Chootaws are fortunate to have
avoided, in large part, this damaging condition, others have not
and the needs of their children must be considered during
reauthorisation. The Indian EHealth Service, in its PY 1992 budget
subaission, estimates that the national incidence rate of PAS is
generally thought to be arcund 2/1,000 iive births r‘bcrtl PFAS
incidence rates among specific Indian populations which reach
15.6/1,000 live births.

¢. Lack of Other Resources

Taere are not within states, certainly not within
Mississippi which has great budget shortfalls and the lowest per
capita income of all states, the resources which will be needed
to adeguately serve Indian children. Similarly, unless the
Congress approcpriates additional funds for the Bureau of Indian
Affairs or the Indian Bealth 8ervice, there will not be adegquate
funding levels frcm either of thess agencies.

2. We recommend that the reauthorisation, if possible,
address the limitation by Indian Health Service of contract
health service (CHS8) payments for care for handicapped children.
In particular, ve recommend that the IHS not limit its CHs
services to Priority I care in the case of handicapped children.

3. We strongly recommend that the Departament of the Interior
remain the lead agency for serving lndian children who live on
reservations and we stroagly oppose any efforts by the DOI to
relinquish this responsibility to either the states or the IES.
While we understand many of the obstacles which the DOI is facing
in carrying out its responsibilities here -=- many of which are
associated with a reiuctance to request additiocnal fuads, wve do
not feel that young Indian children will be better served by
siaply transferring the responsibility. Instead, the Department
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of the Interior should be strongly urged to accept its
responsibility for all infants and toddlers on reservations --
not simply those with BIA funded or operated schoocls =-- and to
prepare budget requests, initiate eervice programs, and
coordinate efforts accordingly. Thank you.

8O
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Chairman OweNs. Thank you.
Ms. Trish Thomas.

STATEMENT OF TRISH THOMAS, PARENT, LAGUNA/OTOE-
MISSIOURIA TRIBES, LAGUNA PUEBLO, NEW MEXICO

Ms. THoMmas. Good morning. Chairman Owens and committee
members, my name is Trish Thomas. I am of the Laguna and Otoe-
Missiouria tribes. I reside on the Laguna Indian Reservation in
New Mexico.

I am here today to share some of my thoughts about the needs of
Indian families with young children with disabilities. These are
based on my own experience as a recipient of early intervention
services that have been both positive and negative for myself and
my family.

I would like to begin by telling you about my two children. First,
my daughter, Kori, who was considered normal at birth, but at age
four months showed signs of respiratory distress. She was found to
have numerous allergies to foods and other substances. She also
has asthma and seizures. Kori began postural drainage therapy at
age four months every four hours for six months.

Two years later, I gave birth to my son, Travis. When Travis was
born he was put into a Newborn Intensive Care Unit because of an
irregular heart beat. He was kept in there for three days and re-
leased with a clean bill of health.

When/I left the hospital, I knew something was wrong with him,
so I dontinued to take him to the Indian Health Service to have
him evaluated. Every time they would tell me he was okay. I soon
got labeled as an over-reactive mother. It wasn't until 2.5 years
later that my feelings and concerns were validated and he was fi-
nally diagnosed as having a bilateral hearing loss that was in the
severe to profound range.

It was a long, hard and painful struggle to obtain the services
that we, as an Indian family, were comfortable with. Our services
were what they called individualized. Though in the beginning we
were put into a system and made to fit into the services and time
frames that really met the professionals needs and not ours, it
wasn’t until we told them that we, as Indians, sometimes function
in a different manner when it comes to the special needs of Indian
children. Only then did our early intervention program change and
become more family-centered and culturally responsive.

In the past, you have heard compelling testimony affirming the
family as the primary learning environment for children under six
years of age. This points out the critical need for parents and pro-
fessionals to function in a collaborative fashion.

One would think that now, five years later after the passage of
Public Law 99-457, Part H, that we would be further along. Unfor-
tunatelf', I must advise you today that Indian infants and toddlers
are still getting lost in that bureaucratic shuffle. Today, many par-
ents still experience the same problems that I experienced in ob-
taining services for my children.

These problems result from poor coordination of services between
various Federal and State programs which are supposed to serve
Indian children and their families. We still have to deal with our
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State and private agencies, along with the Bureau of Indian Af-
fairs, Indian Health Services and our own tribal agencies.

Interagency collaboration and coordination is crucial if families
are to successfully get help for their special needs infants and tod-
dlers. There is still a pressing need for agreement among Federal
and State agencies that provide services far our special needs
Indian infants and toddlers; we still have ot seen these agree-
ments being developed and implemented.

Let me share an example. In 1989 several concerned Indian par-
ents and professionals got together and wrote up comments to the
BIA about its proposed Memorandum of Agreement with IHS to
implement Part H services to Indian infants and toddlers. We
spent hours on a letter that outlined our suggestions for improving
services on Indian reservations. We never saw any result of our
effort. To my knowledge, this agreement was never completed nor
did we receive an answer to our correspondence or to our telephone
calls to the BIA.

To me it only makes sense that since 1HS is the first agency to
have contact with Indian infants and toddlers that they should be a
key piece to the Part H program, receiving assistance from the BIA
and the tribes. A way must be found to ensure that the BIA works
more collaboratively with IHS and the States.

I am also a parent member of the New Mexico Part H Procedur-
al Safeguards Committee. In this capacity, I have participated in
work groups to help make our State's Part H policies and system
responsive to Indian infants and their families.

We have struggled with the numerous Federal requirements of
Part H, such as the eligibility criteria, IFSP time-frames, and pro-
cedural safeguards. Many of these Federal regulations seem inflexi-
ble. The system will not meet the needs of Indian infants and tod-
dlers and their families.

For example, the Part H time-frames for referral, evaluation,
and the IFSP development do not allow for Indian parents to spend
time consulting with their extended family. While this ma;* not be
true of all families, it is particularly critical for traditional Indian
families who require extended family input into this decision-
making process. If they are not allowed to do this, they will lose
their trust in their service agency and may not proceed with early
intervention services.

Indian families need to be given options of other services avail-
able that address their children’s developmental needs. We need to
be allowed to perform traditional Indian ceremonies before profes-
sional services for our children with special needs are sought by re-
quests from child care providers. This process will only enhance
western services for our special needs children.

The Federal Part H requirements and regulations should allow
States—in fact, encourage them, to fashion a system of early inter-
vention that works for all its citizens by recognizing the differences
in the way families from culturally different ethnic groups live and
care for our children.

Mr. Chairman, committee members, thank you for hearing my
thoughts on improving Part H services.

[The prepared statement of Trish Thomas follows:]
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STATEMENT OF TRisK THOMAS, PARENT, LAGUNA/O10E-MisSIOURIA TRIBES, LAGUNA
PuesLo, NEw MEexico

Chairman Owens and committee members, my name is Trish Thomas. ! am of the
Laguna and Otoe-Missiouria tribes. I reside on the Laguna Indian reservation in
New Mexico. I am here today to share some thoughts about the needs of Indian fam-.
ilies with young children who have disabilities. These are based on my own experi-
ence as 4 recipient of early intervention services that have been both positive and
negative for myself and my family. I would like to begin by telling you about my
two children. First my daughter, Kori, who was considered normal at birth, but at
age four months showed signs of respiratory distress. She was found to have numer-
ous allergies to foods and other substances. She also has asthma and seizures. Kori
began postural drainage therapy at age 4 months every four hours on the hour for
six months. Two years later I gave birth to my son, Travis. When Travis was born
he was put into a Newborn Intensive Care Unit because he was experiencing an
irregular heart beat. He was kept in for three days and released with a clean bill of
health. Although when leaving the hospital I still felt that something was not right.
I continued to be concerned about my son’s development, so I continued to seek
medical help only to be told h= was alright. My concerns and feelings were not vali-
dated until 22 years later when Travis was finally diagnosed as having a bilateral
hearing loss that was in the severe to profound range.

It was a long, hard, and painful struggle to obtain the services that we as an
Indian family were comfortable with. Our services were to be what they called indi-
vidualized. Though in the beginning we were put into a system and made to fit with
the services and time-frames that really met the professionals needs, not our needs.
It wasn't, we told thetn, that we as Indians sometimes function in a different
manner when it comes to our special needs Indian children. Only then did our early
intervention program change and become more family-centered and culturally re-
sponsive.

In the past, you have heard compelling testimony affirming the family as the pri-
mary learning environment for children under six years of age. This points out the
critical need for parents and professionals to function in a collaborative fashion.
One would think that now, five years after the passage of Public Law 99-457, Part
H, we would be further along. Unfortunately, I must advise you today, that. Indian
infants and toddlers are still “getting lost in the bureaucratic shuffle.” Today, many
parerlﬁdstill experience the same problems I experienced in obtaining services for
my children.

These problems result from poor coordination of services between various Federal
and State programs which are supposed to serve Indian children and their families.
We still have to deal with our State and private agencies, along with the Bureau of
Indian Affairs (BIA), Indian Health Services (IHS), and our own tribal agencies.
Interagency coordination is crucial if families are to successfully l=get help for their
children. There is still a pressing need for agreements among Federal and State
agencies that provide services for our special needs Indian infants and toddlers. Yet,
we still have not seen these agreements being developed and implemented.

Let me share an example. In 1989 several concerned Indian parents and profes-
sionals got together and wrote up comments to the BIA about its proposed Memo-
rardum of Agreement with IHS to inmiplement Part H services to Indian infants and
toddlers. We spent hours working on a letter that outlined our suggestions for im-
proving services on Indian reservations. We never saw any result of this effort. To
my knowledge, this agreement was never completed, nor did we receive an answer
to our correspondence or to our telephnne calls to the BIA.

To me it only makes sense that since IHS is the first agency to have contact with
Indian infants and toddlers that they should be a key piece of the Part H program,
receiving assistance from the BIA and the tribes. A way must be found to ensure
that the BIA works more collaboratively with IHS and the States.

I am also a parent member of the New Mexico Part H Procedural Safeguards
Committee. In this capacity, I have participated in work groups to help make our
State’s Part H policies and system responsive to Indian infants and their families.
We have struggled with the numerous Federal requirements of Part H, such as the
eligibility criteria, IFSP time-frames. and procedural safeguards. Many of these Fed-
eral regulations seem inflexible. The system will not meet the needs of Indian in-
fants and toddlers and their families. For example, the Part H time-frames for re-
ferral, evaluation, and IFSP development do not allow for Indian parents to spend
time consulting with their extended family. While this may not be true of all fami-
lies, it is particularly critical for traditional Indian families who require extended
family input into decision-making. If they are not allowed to do this they may lose
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any trust in their service agency and may not proceed with early intervention serv-
ices.

Indian families need to be given options of other services available hat address
their children’s developmental needs. We need to be allowed to perform traditional
ceremonies before pursuing professional services for our chiidren with special needs.
This process will enhance western services for our special needs children.

The Federal Part H requirements and regulations should allow States, in fact en-
courage them, to fashion a system of early intervention that works for all its citi-
zens by recognizing the differences in the way families from diverse ethnic groups
and cultures live and care for their children.

Mr. Chairman, committee members, thank you for hearing my thoughts on im-
proving Part H services.

Chairman Owens. Thank you.

I have Ms. Gayle Underdown on the witness list, but I under-
stand we have other representatives of the family. Will the repre-
sentatives of the Underdown family proceed?

STATEMENT OF GAYLE AND STEVE UNDERDOWN, PARENTS

Mr. UNDERDOWN. Good morning.

We are Steve and Gayle Underdown, parents of three children,
Andrew, Matthew and Christiana. We appreciate the time you
have given us to talk about our experiences with early interven-
tion.

Our State’s ICC logo is one of the family under the rainbow. To
us it signifies the promise of protection, affirmation and inclusion
of the family at all levels.

We would like to relate the events that formed our family’s rain-
fbi°“’ to you. Like a rainbow, the storm and the clouds had to come
1rst.

In 1986 we were blessed with the event of our second of three
children. Thirty-one hours after an extremely difficult and exhaust-
ing labor, Matthew Steven Underdown arrived at 7 lbs 8 oz. with a
completely black, bruised face due to a facial presentation and he
had grand mal seizure.

On the third day of his life, an intern at the hospital informed
me, away from my wife, that Matthew probably had Down Syn-
drome. I was devastated. Where was my son who was just in the
hospital for a seizure? Now he was being diagncse 1 as mentally dis-
abled. The joy I felt at his birth had turned into ‘eelings of guilt,
disbelief, fear of the unknown and anger.

A family is the most vulnerable and broken when their dreains
are shattered no matter what their socio-economic status is. The
support and the empowerment they receive at that critical time
will carry them through many years to come.

Early intervention gave us something tangible to do that couldn’t
be done later. It helped us impose some control on a seemingly un-
controllable situation.

Early intervention has provided the basis for Matthew’s develop-
mental pyramid and has started us on a road to empowerment and
advocacy.

We hope that Matthew will continue to be an integral part of the
community and mainstreamed when he reaches public school. We
hope that Matthew will have caring, well-trained public school
teachers who will not see him as a label, but take him where he is
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and enthusiastically work with him and his friends so they can
learn from each other.

We hope Matthew will be able to graduate from his neighbor-
hood high school and not from a self-contained school for the dis-
abled. We hope that Matthew will be able, should he wish, to
attend a college of his choice and pursue a career in order to live
independently and become a taxpayer.

You see, early intervention wiﬁ be meaningful and successful
unly when normal children are themselves mainstreamed at birth
with their peers who have disabilities. Manf' of these children will
go on and earn educational degrees and will have had valuable ex-
periences to teach in their own classrooms. It is our dream that
Matthew and other children with disabilities will reach their own
full potential and will help educate our world.

Ms. UNpERDOWN. Our family has been involved in over 44 differ-
ent services during the past four years of Matthew's life and we
have some general observations to share with you.

First, in affirming and empcwering the family when they are the
most fragile is crucial and the services should adopt philosophies to
accomplish that goal.

Second, labeling a child who is young and just in those early
tender years is dehumanizing. Our children are not disabilities;
they are people. We look forward to the day when a label is not the
ticket to services.

Third, an array of accessible services are - eded to meet the
family’s unique and changing priorities. Time .ay be of assistance
then, but it is an enemy to families and when services are unavail-
able due to inaccessibility or waiting lists, precious time is lost and
families are frustrated. States who have adhered to the time lines
should be rewarded.

We hope for a flexible system focused on informal and existing
community resources, such as preschool, churches, day cares and
volunteer advocacy and parent organizations. Service coordinators
need to be fully informed of these services to share with their par-
ents.

Fourth, it is imperative for families to be empowered in leader-
ship roles in order to continually shape policies focused on quality,
family and friendly services. Parents should also be in such higher
positions as service coordinator and resource referral. As a rain-
bow’s colors are combined and one blends into another, so should
our service system so that all parts are represented and all parts
are of equal importance.

I would like to tell you some of the specific services that have
been especially helpful to our family. We felt significant support
from advocacy groups such as ARC. Non-traditional therapies have
been especially responsive to us. Volunteer swimming and horse-
back riding programs have enhanced Matthew’s physical develop-
ment.

Our mainstream experiences have probably been our most value
and this has been Matthew’s best year yet in a Suzuki preschool
receiving related services from the preschool program and our
Family Infant Preschool program. The coordination between these
seven individuals and three organizations have been fabulous. Res-
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pite has also been excellent and FIPPS has been an excellent
source of information and empowerment.

The Exact English Sign Language that we taught Matthew
before he was able to talk himself has significantly enhanced his
communication.

We would like to have seen some cross communication between
service providers especially within the medical community. We
would have also like to seen better quality of services and person-
nel in traditional handicapped services. Programs are only as good
as the people who are in them and who are teaching and adequate
funding is essential to make this goal to be realized.

We would have also liked to have had more integrated therapies
treating Matthew in his natural learning environment.

Finally we would have liked to have referrals to parent networks
to empower us and to gain from their positive and negative experi-
ences.

At the end of next month, Matthew will have completed his most
optimal developmental years. We are confident that he is well pre-
pared, but we don’t hold that assumption for all children with dis-
abilities.

Please make sure that States implement this law for children
with disabilities and their families. With all the negative events
that are happening in the world, you all can be resally proud of
your involvement in this law that surely does make a positive dif-
ference in our world.

As for the Underdowns, instead of living in a far away land over
the rainbow, we find ourselves a whole family in North Carolina,
under the rainbow protected by it’s promise and it’s support.

[The prepared statement of Gayle and Steve Underdown follows:]




%4

TESTIMONY OF GAYLE AND STEVE UNDERDOWN

TO THE
UNITED STATES' HOUSE OF REPRESENTATIVES

SUBCOMMITTEE ON SELECT EDUCATION

WITH RESPECT TO
REAUTHORIZATION OF PART H
AND
PART B, SECTION 619
OF THE
INDIVIDUALS WITH DISABILITIES EDUCATION ACT

APRIL 11, 1991




ERI!

25

TESTIMONY OF GAYLE AND STEVE UNDERDOWN

STEVE'S TESTIMONY:

Good morning, We are Steve and Gayle Underdown, parents
of three children, Andrew, Matthew and Christiana and asppreciate
the time you have given us to talk about our experiences with
early intervention. Since Matthew was born around the same
time as PL99-457, we felt a strong tie to it and have seen the
parallels between Matthew's development and the law's development.
Our state'’s ICC logo is one of the family under the rainbow and
it signifies the promise vf protection, affirmation, and inclusion
of the family at all levels., It is also significant bacause
sometimes it feels like the only place PL99-457 will be realized
is somewhere over the rainbow. We would like to relate the events
that formed our families rainbow to you. Llike a rainbow, the
storm and the clouds had to come first.

In 1986 we were blessed with the event of our second of three
children. We were prepared for the birth in the usual way of
an expected and welcowed pregnancy - the nursery, showers, breath-
ing techniques, names, exercises, birth announcements, and prepara-
tions for our older son who was not quite two. The big day arrived
May 27 at 8a.m. with the first contractions. We had an exciting
and joyous ride in the car together remembering the birth of
Andrew and how this was even better because we knew the joy that
awaited us which we hadn't known the first time around.

Thirty one (31) hours after an extremely difficult and exhaust-
ing labor, Matthew Steven Underdown arrived and 7 lbs. 8 oz.
with & completely black, bruised face due to & facial presentation,
and had a grand mal seizure. Arrangements were made for Mstthew
to be transferred to another hospital because of the seizure.
I went ahead and my wife followed with her mother. They were
delayed by a farm vehicle that allowed them to witness a beautiful
double rainbow that so often follows an unexpected and hard summer
thunderstorm. (In S§$.C. summer is definitely underway in May.)
This one sign would have tremendous significance to us in the

days and years to come.
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On the third day of his life. an intern at the hospital informed
ne, away from my wife, that Matthew probably had Down Syndrome.
1 was devastated. Wherc was my son ~ho was just in the hospital
for a seizure? Now he was being diagnosed as mentally disabled!
The joy I felt at his birth had tutned into feelings of guilt,
disbelief, fear of the unkrown and anger. ! had already felt
s0 connected with love to Matthew because it was obvious his
birth was painful, and 1 had barely left his side throughout.
Now I felt Matthew must also be hurting inside if he had Down
Syndrome. Gayle was also devastat:d snd felt like she would
never smile or laugh again and that our lives were over even
though we were only 25 and 27, 1 suppressed as much natural
emotion as I could and focused only on positive f%elinss. This
suppression contributed to later problems. After an intense
and unexpected emotional roller coaster we 100k Matthew home.

In all our preparations, we never planned for this event.

Although our feelings have significantly charged, simply
recalling those days brings back that deep pain as if it is
happening right now, and this story is not for pity but to show
you the depths of despair one can fall to when reality is so
far away from expectations and the norm. Had we been left alone
in that place, we never would have smiled or laughed again, and
our lives would have been over - especially Matthevw and Andrew's.
For a family is the most vulnerable and broken when their dreams
are shattered no matter what their socio-economic status is,
and the support and empowerment they receive at that critical
time will carry them through many years to coue.

Fortunately, we were not left in despair. W®We found out about
early intervention from our birth attendant, and this was the
first ray of light that shone through our stormy clouds to form
our rainbow. Early interventions gave us something tangible
to do that couldn't be done later. It helped us impose some

control on a seemingly uncontrollable situation.
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GAYLE'S TESTIMONY:

Our family haa been involved in numerous programa and services
and have some insight as to what we see 88 helpful. First, families
are very vulnerable and fragile at the point of receiving the
news and caring well trained professionals can make the difference
between remembering the event as a horror story or a nurturing

experience.

Second, labeling & young child is crushing for families.
We vrefused services from the DMR because we felt is was not worth
the price of labeling Matthew. We felt Matthew would lose his
fdentity if we labeled him mentally tetarded, We fully support
the change in the law from handicapped child to child with a
disability., Our childrern ai: people first,

Third, an array of services need to be available to meet
the family's unique and changing priorities, and the services
must fit the family instead of vice versa. For our family, the
services provided by the state did not seem aggressive enough
to stimulate our son's naturally suppressed senses due to his
Down Syndrome. We found private programs in other states that
provided the intensity we felt our family nceded in order to
muximize the window of opportunity we had been given in these
first five years. We were setting the foundation for Matthew's
eventual intelligence, and we needed something more tangible
than “"kitchen talk"”, The state supported day program was un-
acceptable to us, and the private early intervention program
was not, at that time, a program we considered to be of quality.
Within the year, they had a change of staff and location, and
we enrolled Matthew in the program, but were put on an I8 month
waiting list. Time is not a family's friend, and there is great
frustration when time Blips away while on 8 waiting list. Hope~
fully waiting lists will cease to be an issue with the implemen~
tation on PL99-457, and the states who have adhered to the time-
lines should be rewarded. While we waited, we contracted our
own related services and therapies and started an infant stimula-~
tion program in our house with other families on waiting lists.

Over the past four years, Matthew's and our needs have changed
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as he has grown. We firmly believe that each family is unique
and best able to identify thefir noeds. What worked for us will
not necessarily work for anyone else. We would advocate a system
that is flexible and comprehensive that includes all community
resources in their information netpork - especislly the nontradi-
tional resources such as churches.'day cares, private preschool
and volunteer organizations. It is through these resources that

our family has found the most valuable services.

Fourth, in order for this system to be comprehensive, it
is imperative for families to be decision makers not only in
their own plan but in the local, state and federal plans. Famil-
ies have more roles to play than just "emotional gtoryteller”
and “"fund raiser"” for programs and states, and they must be recog-
nized in decision making roles on all levels. As a rainbow is
formed and one color blends into the next, so it should be in
our delivery system of carly intervention so that no part is
wiseing and all parts are of equal importance.

We would like to tell you some of the services that were
especially helpful, The nontraditional therapies fit into our
idea of what eariy intervention means. 1In terms of physical
development, the volunteer programs of swimming, horseback riding
and playful parenting gymnastiss were most useful. Matthew's
integration in the community through a mainstreamed preschool
in $.C. and his current Suzuki School of the Arts have been the
best experiences we have had! Matthew has shown the greatest
amount of improvement in these nurturing environments where he
can learn from his peers and can teach others the lessons he
has to offer. Both programs have commented on what an asset
he is to the class and how much more complete everyone's learning
is. For our family, the respite offered by our county Mental
Health has been excellent! Our other children are included,
it is done in our home, and the workers are top notch! 1In terms
of interagency collaboration, this year we have seven individual
professionals ir three separate organizations all woirking together
and an affirming system of comumunication between all of them.

The Family Infant Preschool Program has been an excellent source
of information, support, empowerment and programming. All three
of our children took forward to their sibling workshop days in
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the fall and spring. Before Matthew could talk, we bLought a
sign language dictionary and taught him Exact English in sign.
We believe this significantly enhanced his communication skills
and underatanding of language.

Some of the things that would %ave been helpful to us are
cross communication of service providers - expecially within
the medical community with us receiving copies of all communication.
This coordination has been extremely frustrating and lacking
a family focus. We would also have liked to see better quality
of services and professionsls in the mainline of handicapped
servicea. GEnergetic, creative and well trained professionals
truly make & difference, and a program is only as good as the
people working there. We would have liked to be treated as an
entive unit instead of Matthew as a separate entity., Often the
therapists we contracted during the first two years treated him
out of context of his natural learning environment and were un-
welcoming to our other children. It would have been & blessing
{f we could have been given phone numbers and names of parents
to call to talk about their experiences. This would have helped
empowered us as parents and enabled us to pull from their exper~
iences, both positive and negative, in order to make intelligent
decisions. We would have liked to been offered complete informa-
tion about all available options - traditional and nontraditional-~
in the community, state and nation &nd to be served without the

dehumanizing indignity of labeling our child.

Early intervention has provided the base of Matthew's develop-
mental pyramid and has started us on the road to empowerment
and advocacy. Our hopes for Matthew are many. First, we hope
that Matthew will continue to be an integral part of the community
«nd mainstreamed when he reaches public school, receiving indivi-
dual services which he may require to help his education parallel
his friends wvho do not have disabilities. We hope that Matthew
will have caring, well-trained public school teachers who will
not see him as a label, but take him where he is and enthusias-
tically work with him and his friends so they can learn from
each other. We hope Matthew will be able to graduate from his
neighborhood high school and not from a self contained school
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for the disabled. We hope Mastthew will be able, should he wish,
to attend a college of his choice and pursue & career in order

to live independently and become a taxpayer. For you see, early
i{itervention will be meaningful and 8ucceas/ul only when ‘normal’
enildren crve themselves mainstreamed at birth with their peers

4ho have @ .sabilities. Many of thése children will go on and

earn educational degrees and will have had valuable experience

to teach in their own tlassrooms. That is our dream, that Matthew
and other children with disabilities will reach their own full

potential and will help educate our world.

We've shared our initial feelings regarding our reaction
to becoming parents of a child with disabilities, and those are
very risky to share because most peo:le want parents to say how
the disability didn't ever matter to them. 1It's helpful for
you to see where we started in order to appreciate how very far
we've come. Matthew has been every bit the joy that our other
two children have been to usi butr more than t, he has added
to much to our family. These ere les.ons we nuvver would have
learned without this opportunity., We see him as one of our unique
children who loves the beach, playing the box violin, Vilvaldi's
Forr Seasons, Sesame Street, his Paw-Paw's boat, pretending to
e a bus driver and playing outside. We have gotten to know
the person who came to be part of our family instead of the problem
that accorpanied him. 1t's scary to think of the joys we might
have missed if we hadn't seized hope and put it on wheels. 1'm
sure we were able to do that because we knew we were providing

the best start in life for Matthew.

At the end Oof next month, B80% of Matthew's intelligence will
be determined. Our family has made wise investments for Matthew
during these years, and we are confident he will grow to be the
best person he can, making significant contributions to society.
Unfortunately that's only because he was lucky to 'ave a family
of econemic resources, and 2 child's development :hould not be
left as a privilege for children of income and edu-ated parents.
As for the Underdowns, instead o’ sing in a far awy land some-
where over the rainbow, we find ourselves a whole family living
in North Carclina, somewhere under the rainbow, protected by

it's promise.
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Ms. UnpErDOWN. This is Matthew Stever. Underdown.

Chairman OweNs. Welcome to the panel, Matthew.

Thank you very much.

Ms. UnDERDOWN. This is what Public Law 99-457 is all about.

Chairman OweNs. Thank you very much.

We are certainly pleased to hear from all you in affirmation of
what Public Law 99-457 has begun to do. I think you have made
quite a number of recommendations in your statements.

Let 'ne just pause for my colleague who has just arrived. Some of
the witnesses have people accompanying them and we were not
able to put them all on Panel I, so we have made three panels. This
is a panel of three sets of parents. So we are going to stop at this
point and if you have any questions for these three sets of parents,
we will take those questions.

I have just one quick question: Did yuia have any problems learn-
ing about the interver '"n programs from the beginning? Was in-
formation available to you immediately or did you have to go
searching to find out that the programs existed?

Ms. THomMmas. Chairperson Owens, we were not directed to an
type of early intervention program. When our son was diagnosed,
we were just left hanging. We went out and sought services on our
own and questioned JHS as to what was available. They did have
the equipment at the time to test kim and we were not told that
they had the ability to contract for us to go outside. But once he
was diagnosed, we were just left hanging and no one really told us
what direction as 10 where we could have looked for service.

Chairman Owrns, Is it safe to say that the system was not very
friendly to you?

Ms. THoMmas. No, it was not.

Chairman OweNs. Any other comments?

Ms. UnNDurDOWN. We had similar comments to Ms. Thomas. We
also searched for our own intervention. When we received informa-
tion about early intervention and when we went to look at it, we
were faced with long ‘vaiting lists. Matthew has been on several
waiting lists, one of which lasted over 18 months

Mr. UNDERDOWN. This was in his first two ye:.cs of life.

Chairman OwEgNs. Any other comments?

Ms. WiLLiaMs. In my case, the special education program was
there and the staff there. When they learned about Magaline, they
iayerc:1 _téwre for me, so I didn’t have any problems as these two fami-
ies did.

Chairman OweNs. You were steered through the system to the
proper people by the social workers?

8. WiL' "ams. Yes

Chairmat OwEgNs. Any questir 1s from any members of the panel
this point?

Mr. BALLENGER. Yes, if I may. Mr. Chairman, I was just wonder-
ing if an the Indian reservations, and I should probabli ask Pam
this: Is there a fair amount of prenatal care offered in the system?
Because when you mention the number of birth defects and so, I
was just wondering if the lack of prenatal care might have caused
low birth rate and that sort of thing

Ms. DaLme. Possibly, yves. There are programs there, however,
some people don't seex the help of those programs. £-me do and
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some don’t. There are various problems. I think everyone would be
a little bit different.

The distance. The Indian Health Services on the Choctaw Reser-
vation, the only service we have, is basic medical care. There are
no specialty doctors there, so anytime there is any type of problem,
if the mother does have diabetes or if she has seizures or any spe-
cial kind of problem, we have to transport them to Jackson, which
is 75 miles away, to a medical center that is basically a training
medical center, to assist us.

Chairman OwgNs. Mr. Payne.

Mr. PaYNE. I just wanted to say with regard to the question
about WIC and programs for early dprenatal and infant care, I am
just pleased to see that on yesterday the Budget Committee ap-
proved $2-$3 million in additional funding for 1992 and that will
increase the WIC funding to the tune of about $300 million over
the next four to five years to finally get to full funding for WIC.

I could appreciate the fact that only a small portion of eligible
persons for the WIC program are being served because the Federal
Government has not fully funded WIC. So I think that is a step in
the right direction. I think the only way we were able to win this
battle for full funding for WIC is because we were able to convince
corporate leaders—and there were five top corporate leaders who
appeared before the Budget Committee about a month ago, Bob
Winter from Prudential Insurance Company in my district and the
\CVEI:8 of AT&T and others—who said we needed full funding for

We have to really start before school, even before a child is deliv-
ered. So, hope‘ully, we can see increased services all around in par-
ticular areas which are traditionally underserved.

Chairman OwgNs. Mr. Jefferson

Mr. JErrFersoN. I wanted to ask a question with respect to the
services to i)l'our Indian children. Do you know that in addition to
dealing with the pertinent agency that provides the service would
the person you are talking about happen to be with the Bureau of
Indian Affairs, Indian Health Services and tribal agencies? You
call for greater interagency coordination.

Do you have any specific reccommendations as to how that ought
to be addressed or attempted to be addressed by this committee?

Ms. THomas. Major Owens, Representative Jefferson, I think a
starting point would be going through the tribes for their input, be-
cause I think right now a lot of the tribes would like to have input
into the system.

They are willing to offer their assistance. They may not be will-
ing to offer it f'inancialléi‘but they have ways of working it because
they know the system. They know how we, as Indians, work with
our special needs children.

I think that you can get some really good insight from working
with that local level, like the local BIA. The local BIA school has
really done a lot. I think I have seen tremendous improvement in
them working towards Part B out at La:una.

Once again, I think they still need a lot of assistance literally, in
pulling them all together. I don't know if my recommendation
would be to work with the tribes and the Indian Health Services,
because lil.e I said, there are initial ones we need right now. We
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kind of have a little more trust in the Indian Health Services. Be-
cause of the historical interaction with the Bureau of Indian Af-
fairs, that poses a barrier. I think if the Indian Health Service was
maybe to initiate that, it might flow a little better.

hairman Owens. Thank you.

Mr. Serrano.

Mr. SERRANO. Yes. Thank you Mr. Chairman.

First of all, Mr. Chairman, let me thank you for your initiative
on this hearing, and secondly apologize for being late. I was at a
WHIPS meeting where we were dealing with votes on the budget.

I hope my question has not been covered during the testimony. If
it has, I apologize to you.

Seeing all of you here together from so many different parts of
our Country makes me wonder if there are agencies or organiza-
tions throughout the Country, or that you may know of, that do try
to bring parents together to share not only their experiences, but
their needs.

I was wondering if any of you could comment on whether there
is outreach that you may be aware of that would involve you. Of
course, I am going to be totally surprised when I find out that this
is an organization.

Ms. UnDERDOWN. In the State of North Carolina, we have
parent-to-parent centers that reach out to families. We also do our
central directory, the family support network. That is another way
of tying families together. Advocacy groups such as the Association
for Retarded Citizens is another consumer group.

Our State ICC has taken a stand to really involve parents in the
decision-making process whereby we have parents and professional
co-chairs of the council and all of our standing committees. North
Carolina is taking strides to network parents together.

Chairman OweNs. Thank you.

Ms. THomAs. Chairman Owens, Representative Serrano, in New
Mexico we have an EPICS program which stands for the Education
of Parents of Indian Children with Special Needs. That is a parent
training organization that is national and they work specifically
witl:i native American families who have children with special
needs.

We also have Pro Parents Teaching which is another parent or-
ganization and we do have Protection and Advocacy which is an-
other group there in New Mexico.

But because I think, as Indians, our needs are a little different
and the way our communication interaction styles differ, I think
the EPICS project has really been instrumental in getting and as-
sisting native American parents, of special needs children in ac-
quiring services and getting them to them.

Mr. SErrANO. So you feel that because your needs are different
an ﬁffort has been made to reach out to you and try to bring it to-
gether,

Ms. THomAs. Yes. They do utilize other Indian parents who have
gone through the service system so that we can relate.

Mr. SeprANoO. | know the Chairman obviously has and will con-
tinue to make this observation, but I would like to join him in
saying that it is really good for us to have parents come before the
Congressional subcommittees and help us in our deliberations.

Qo .
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One last comment on Matthew. I noticed that amongst the many
things that I am sure you can say are very encouraging about Mat-
thew’s development, is that the minute you held him up, he looked
at the camera. In my profession, that is a very good sign. What we
need to teach him now is to look at the commercial cameras at the
same time because that is for the six o’clock news.

Thank you.

Chairman OwegNs. I want to thank all of you. I would like to
proudly state that we have federally funded Parent Training Infor-
mation Centers under the discretionary part of the same Act. They
are asking for an increase in funding to provide an early interven-
tion program. We would appreciate any information you have
about how those Parent Training Centers work in your particular
area or whether you know about them, et cetera. You may submit
that information or any other comments or recommendations, in
writing within the next ten days for the record.

Thank you again for agreeing to testify.

Our next panel includes officials and program personnel. Ms.
Deborah Booth, Special Projects Manager, East Coast Migrant
Head Start Center, Head Start Project, Chapel Hill, North Caroli-
na; Ms. Carol Ann Baglin, Director, Infants and Toddlers Program,
Baltimore, Maryland; Dr. Jane Wiechel, Director, Division of Early
Slﬁi_ldhood Education, Ohio State Department of Health, Columbus,

io.

We have copies of the written testimony which will be entered
into the record in its entirety. I would like for you to elaborate on
any particular points you would like to make or discuss anything
that you might not have included in your written testimony.

You may proceed, Ms. Booth.

STATEMENT OF DEBORAH BOOTH, SPECIAL PROJECTS MANAG-
ER, EAST COAST MIGRANT HEAD START PROJECT, ARLINGTON,
VIRGINIA

Ms. BootH. Good Morning. I am Deborah Booth, Special Projects
Manager with East Coast Migrant Head Start Project, whose ad-
ministrative offices are in Arlington, Virginia.

I am pleased to be able to testify today on behalf of the East
?oast Migrant Head Start Project and Migrant Children and Fami-
ies.

Our project has been providing continuity of Head Start services
since 1974 for children from birth to five years of age in 12 States
along the East coast of the United States from Maine to Florida.
Services are provided by contracting with agencies in local commu-
nities. We presently have 21 contractual arrangements with dele-
gate agencies and the East Coast Migrant Head Start Project, Flor-
ida Branch.

Children qualify for this program if their families meet the Head
Start income guidelines and if their families have travelled in the
past twelve months for the purposes of agricultural work. Current-
‘liy, we are annually serving 5,600 children; two-thirds of these chil-

ren are younger than the age of three.

In the program year 1989-90, East Coast Migrant Head Start
Project served 227 infants and toddlers and 203 preschool age chil-

9
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" dren diagnosed with disabilities, according to the Head Start diag-
nostic criteria.

We are eager that Part H of Public Law 99-457 be reauthorized.
One of the primary strengths of the Law is the requirement for pa-
rental involvement. Migrant families have frequently not been rec-
ognized as essential participants in the development of their chil-
dren as it relates to the child’s disability, diagnosis and treatment.

Mobility, isolated living conditions, language and diverse cultures
establish barriers that are not easily overcome without the support
of a law mandating their parents participation. It is especially cru-
cial for our families since they must secure sources in different
places in different systems, that they become empowered and inde-
pendent to assure continuity of the services for their children.

We are most concerned ahout how States will assure access to ap-
propriate services for migrant infants and toddlers and their fami-
lies. Part H planning by States needs to systematically address the
barriers created by migrant families’ mobility, poverty, isolated
living conditions and language and cultural differences. Concerns
related to the reauthorization of Part H are as follows:

Our first concern is the State definition of “developmentally de-
layed” and ‘“‘at risk.” Under the current legislation, States may de-
velop their own definitions. This sets up the potential for a migrant
child to qualify for services in Florida, gut be unable to secure serv-
ices in, for instance, North Carolina. In this situation, the child
could possibly be without services from March until November of
each year while the family was in North Carolina.

Virginia, a three-year-old attending one of our Florida centers,
has ataxia which causes her severe balance problems and gross
motor delays. Virginia’s family moves to Georgia, North and South
Carolina during the summers to do short crop work. Virginia's
mother is currently having to drive back to Florida throughout the
summer to secure services for her child.

We recommend that an amendment to the law needs to be devel-
oped that would provide basic standard definitions for “develop-
wentally delayed” and “at risk.”

We also would recommend that financial incentives be incorpo-
rated to assist States in serving children at risk.

Our second area of concern is meeting the needs of culturally di-
verse children and their families. The children in our project are
represented by a various and wide range of different cultures. This
poses several problems for the families in securing appropriate
services.

There is a severe shortage of bilingual and culturallg sensitive
diagnosticians, therapists and service providers. The Child Find
and public awareness activities are not reaching the migrant popu-
lation. Announcements and materials are usually in English and at
a high literacy level. Many community agencies are not only not
actively seeking to search out migrant children, hut some are even
refusing to do so.

Our primary recommendations in this area are ti:at migrant
families and advocates be included on all levels at the Federal,
State and local levels of the Interagency Coordinating Councils and
that migrant families be included at all levels of Part H planning.
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We also would recommend that incentives are provided in the
personnel preparation and demonstration grants to recruit people
from the cultural groups represented by the migrant population.

Our final concern is the timely delivery of services. Because of
the mobility of the migrant families, the timely delivery of services
is crucial. There are several factors involved in this issue.

It is not unusual for families to have to wait three to six months
for appointments for diagnostic evaluations. This means that the
family will probably have left the area before an appointment can .
be scheduled. As the family moves from place to place, this prob-
lem may be repeated again and again. A child may go for over a
twelve-month period without ever having received an evaluation or
services.

Migrant children are not given priority because they will not be
in the area for long-term follow-up care. It is easier for agencies to
assume that the children and families can receive services else-
where. It is easier to let it become someone else’s problem.

An example of what currently happens to migrant children is
Jose, an eight-month-old with developmental delays in all areas of
devellgp}rlnent. He was referred for diagnostic evaluation on Febru-
ary 19th.

The evaluation was scheduled for March Tth. On March 6th, the
evaluation center contacted the center's staff and the family to
inform them that they were canceling the evaluation. The reason
that they gave the family and staff was that since Jose’s family
was moving to Texas in April, he could just wait and get the eval-
uation there or they could wait until they returned back to the
area in the Fall.

Our primary recommendations in this area are that in order to
ensure that migrant children and their families receive services in
a timely manner, we urge that the requirements for referral within
two days of identification and completion of the diagnostic evalua-
tion and the IFSP process within the forty-five days time limit
being maintained in the legislation. States should have to develop
and implement a plan for enforcing these time lines.

In conclusion, I would like to say that the East Coast Migrant
Head Start Project values highly the results of early intervention.
We urge that not only Part H of Public Law 99-457 be reauthor-
ized, but that these recommendations be incorporated intc the law.
This will enable the needs of the migrant children witn disabilities
and their families to be met, as they move working in agriculture,
providing food for our tables.

On bebhalf of East “oast Migrant Head Start Project and migrant
children ...d families, I wish to thank you for your concern for
children with special needs and thank you for the opportunity to
testify today.

[The prepared statement of Deborah Booth follows:]
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SUBCOMMITTEE ON SELECT EDUCATION
HEARING ON REAUTHORIZATION OF PART Ul OF PL 99-457

April 11, 1991

Testimony of East Coast Migrant Head Start Pruject

[ am Deborah Booth, Special Projects Manager at Euast Coast Migrant
Head Start Project in Arlington, Virginia. I am pleased to have this opportunity
to testify on behalf of East Coast Migrant Hgad Start Project and migrant children
and families.

East Coast Migrant Head Start Project has been providing continuity of
Head Start services to migrant children, ages birth to five years, and their families
since 1974 in twelve states on the east coast of the United States from Florida to
Maine. Services are provided by contracting with agencies in local communities
who have the capability, interest and dedication to provide quality Head Start
services to migrant children and their families. There are presently twenty-one
contractual agreements with these local agencies and the ECMHSP Florida
Branch. Children qualify for the program if their families meet the Head Start
income guidelines and if they have travelled during the past twelve months for the
purposes of agricultural work. At the present time approximately 5,600 children
are served annually; two thirds of those children are younger than three years of
age.
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In the program yee 198990, ECMUSP served 227 infunts and toddlers and
203 preschool age children diagnosed with disabilities, according to the Head Start
diagnostic criteria:

Diagnostic Category Numbers of Childven
Blind 1
Visually nipaired 19
Deuf 1
Heuring Impuired 3y
Physically Impaired 64
Specch Impaired 48
Health Impuaired 220
Includes:

* developmentally detayed
(prematurity failure to thrive)

* epilepsy

* severe asthma/chronic upper
respiratory infections

* blood disorders

(ie. sickle cell, leukemia)

cancer

Neurological disorders

severe cardiae conditions

autisim

renal failure/kidney conditions

* 2 B % >

Mental Retardation Il
Serious Emotional Disturbance 20
Learning Disabled 7

T 3e

44



E

Q

40

ECMHSP is eager that Part H of Public Law 99-457 be reauthorized. One
of the primary strengths of the Law is the requirement for parental involvement.
In Part H, the required focus on the use of the family's resources, priorities and
concerns for the development of the child’s Individualized Family Service Plan
(IFSP), the requirements for parental involvement at all stages of service delivery
and decision-making, and the requirements for parent training and counseling as
allowable costs are all of primary importance. Migrant families have frequently not
been recognized as essential participants in the development of their children as it
relates to the child's disability, diagnosis and treatment,  Maobility, isolated living
conditions, language and diverse cultures establish barriers that are not casily
overcome without the support of a law mandating their participation, It is
especially crucial for our families since they must secure services in different
places, with different systems, that they become empowered and independent to
assure continuity of care and services for their children,

The experience of East Coast Migrant Head Start Project reveals that early
intervention with diugnosis and care in those first three years, together with active
participation of the family in the process, significantly improves the child'’s
potential development and develops understanding and cooperation of the family.
The family then becomes the advocate and a prime source for accessing the
delivery of services.

The Part H early intervention program represents a new federal focus and
commitment to infunts and toddlers with disabilities. It is also requiring that states
develop family-driven service delivery systems,

East Coast Migrant Head Start Project is most concerned about how states
will assure access to appropriate services for migrant infants and toddlers and
their fumilies. Part H planning by states needs to systematically address the
barriers created by migrant families’ mobility, poverty, geographic isolation, and
language and cultural differences. Concerns related to the reauthorization of Part
H are as follows:

A, State definitions of "developmentally delayed" and "at pisk". Under
the current legislation, states may develop their own definitions for
"developmentally delayed” and "at risk". Therefore, migrant children
may qualify in one state, then when the family relocates to a
different geographic area to work in the crops, the child may not
qualify. A child may be diagnosed in Florida, move to North
Curolina and need follow-up care. If the child does not meet North
Carolina’s definitions, then the child could go without services from
March until November, when the child returns to Florida. This
would clearly be detrimental to the child’s developmental progress
and an untenable position for the parents,

RIC
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Virginia, a three year old attending one of our Florida centers, has
ataxia which causes her severe balance problems and gross motor
delays. She has broken the same arm twice due to falls. Virginia's
family moves to Georgia, South and North Carolina during the
sumimers to do short crop work. Virginia's mother has to drive back
to Florida for follow-up appointments throughout the summer or
wait until they return to Florida in the fall in order to secure services
for Virginia,

Recommendations

I8 An amendment to the law needs to be developed that would
provide basic standard definitions for "developmentally
delayed” and "at risk".

2. Incorporate financial incentives to the states to exercise their
option to serve "at risk” infants and toddlers, which would
also include environmental and biological risk factors,

B. Meeting the needs of cu'wrally diverse children and families.
There are several issues of major concern in this area. The children
in our project are from diverse cultural backgrourds: Mexican,
Haitian, Guatemalan, Puerto Rican, Afro-American, ete. This poses
several problems for the families in sccuring appropriate services.

1. There is a severe shortage of bilingual diagnosticians,
therapists and service providers. Non-discriminatory
assessiment and culturally sensitive service delivery is
extremely ditficult to achieve.

2, Agencies frequently will not provide translators and
sometimes refuse to see the child and family unless the family
can bring an translator with them. Families have reported
that they have been unable to secure services because of this,

3. There is widespread unavailability o culturally sensitive
service providers. For example, Andre, a one year old
Guatemalan child, cannot sit or crawl independently. His
pediatrician told his mother that the reason he was not sitting
or crawling was because he was lazy since she had carried
him around in a back pouch. He refused to refer the child
for services or further diagnostic evaluation.

4. Migrant parents are not included in the planning of Part H
services at the federal, state or local levels,

ERIC 4t
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S Child Find and public awareness activities are not
reaching the migrant population. Announcewents and
materials are usually in English and require a high
level of literacy. Many conmmunity agencies not only
are not actively seeking out the migrant children with
disabilitics, but some refuse or put off serving the
children. The family then moves to another location
and begins the battle to secure services for their child
again.

{ tions

1. Include in the Statement of Assurances that the states
will include migrant parents and migrant service
providers and advocates in Part H planning,

2. Include in the policies and practices:
a Agencics should recruit and hire bilingual staff.

b. Interpreters should be provided by the service
agency at no cost to the family,

c. Assessment tools should be evaluated before
they are used for cultural appropriateness.

d. States should include training in cultural issues
in their personnel preparation and Part H
training.

c. Child Find agencies should actively seek to
serve migrant children and should include
migrant parents and advocates in their planning
of strategies to identify und serve migrant
children,

f. Interagency Coordinating Councils at the
federal, state and local level should include
migrant parents and advocates.

3. Provide incentives in the personnel preparation and
demonstration grants to recruit people from the
cultural groups represented in the migrant population
and include migrant parents and advocates on advisory
and planning boards.

ERIC 47
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Timely delivery of sepvices. Because of the mobility of migrant
children and their families, the timely delivery of services is crucial,
There are several factors involved in this issue,

. It is not unusual for tumilies to have to wait three to six
months for appointments for diagnostic evaluation, This
means that the families will probably have left the area
before an appointment is available. As the family moves, this
situation can be repeated again and again; a twelve month
period can pass without a diagnosis or service plan for the
child. ‘The reasons given for this delay are a lack of enough
diagnosticians experieniced in infant and toddler assessment
and too few diagnosticians for overloaded systems.

2. Migrant children are not given priority because they will not
be in the area tor long-term tollow-up. It is easier for
agencies to assume the child can receive services elsewhere.
It becomes "someone else’s problem”,

An example of what currently happens to migrant children is
as follows. Jose, an eight month old infant with
devetopmental delays in all areas of development, was
referred for diagnostic cvaluation on February 19, 1991, The
evaluation center did an intake interview with the parents and
center staff on March 4. Jose was approved for evaluation at
this time. His evaluation was scheduled for March 7. On
March 6, the cvaluation center notified the parents and staff
that they were cancelling the evaluation appointment. The
reason given was that since Jose's family was migrating in
April, they would not evaluate him. ‘The parents were told to
have the child evaluated in Texas or wait until the fall when
they would return to the area. It will be months before Jose
receives any services. His parents will have to continue to
bear the worry and concern of not knowing why Jose is not
developing notmally and will not be provided with training in
how to assist him develop,
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3. Due to agencies” high caseloads and lack of staff, it may take
several months to obtain reports and recommendations from
diagnosticians and other service providers.

Recummendations

1 In order to ensure that migrant children and their
families receive services in a timely manner, we urge
that the requirements for referral within two days of
identification and completion of diagnostic evaluations
and IFSP development within forty-five days of the
referral be kept in the legislation, States should have
to develop and implement a plan for enforcing these
timelines.

2. To address the severe shortages of appropriately
trained diagnosticians and service providers, states
should be monetatily and programmatically facilitated
to develop comprehensive, culturally sensitive in-
service and pre-service training programs for
professivnals and paraprofessionals at the local and
state levels. University personnel preparation
programs should be adequately funded.

In addition to the issues and recommenditions presented here related to
migrant children and their families, Eust Coast Migrant Head Start Project
supports the recommendations of The International Division for Early Childhood
of the Council for Exceptional Children,

In conclusion, I would like to say that we at East Coast Migrant Head Start
Project value highly the results of early intervention. We urge that not only Part
H of Public Law 99-457 be reauthorized, but that these recommendations be
incorporated into the law. This will enable the needs of migrant children with
disabilities and their families to be met, as they move working in agriculture,
providing food for our tables.

On behalf of East Coast Migrant Head Start Project and our migrant
families, 1 thank you for your commitment to children with special needs and for
the opportunity to share our concerns. We will be pleased to provide any further
information or assistance on this or {uture issues.

O
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Chairman OweNs. Thank you.
Ms. Carol Ann Baglin.

STATEMENT OF CAROL ANN BAGLIN, DIRECTOR, MARYLAND IN-
FANTS AND TODDLERS PROGRAM, GOVERNOR'S OFFICE FOR
CHILDREN, YOUTH AND FAMILIES

Ms. BaGLIN. Good Morning. My name is Carol Ann Baglin and
am the Director of the Maryland Infants and Toddlers Program
with the Governor’s Office for Children, Youth and Families.

As a birth mandate State, Maryland has evidenced a long history
of commitment and services to infants and toddlers. We were one
of only a few States with State regulations which required special
education services to all handicapped children from birth, We have
enthusiastically embraced this new legislative initiative because of
its broader commitment and its coordinated interagency early
intervention on behalf of infants and their families.

The comprehensive and family-centered nature of this legislation
has necessitated certain variations from the previously existing
educational model of services, including an expanded eligibility
without specific identification or labeling of the handicapped; ex-
panded services to support the family and include a case manage-
ment function; tracking and data collection with a single point of
entry for all services for infants and toddlers; and transition plan
for appropriate programs for three-year-olds.

Funding alternatives is very important. A major factor within
the system of special education in Maryland is that the State De-
partment of Education and the local education agencies have been
required to provide free and appropriate education programs via
funding of Public Law 94-142 and State and educational funds.
Under Part H these costs are to be assigned as a part of a financial
responsibility to the appropriate agency.

Additionally, the services are to be provided via a combination of
resources within the State including local and State contribution,
Federal sources, private insurance payments and as appropriate, a
sliding fee scale. Most importantly, agreements must be developed
between the agencies that clearly delineate the financial responsi-
bility for the variety of services available for children and their
families.

Legislation was enacted in 1990 by the Maryland General Assem-
bly which established the Interagency Coordinating Council at the
State level and the Infants and Toddlers Program within the Mary-
land Statute. It also included the designation of the lead agency
functions to the Governor’s Office for Children, Youth and Fami-
lies. It did not provide funding.

The support and influence of the Governor’s Office is critical,
however, in soliciting the cooperation and support of multiple State
agencies and programs. The attempts to administer programs
within peer agencies with them providing leadership, administra-
tion, supervision and dispute resolutions is extremely time consum-
ing, frequently counterproductive and misleading. The major
thrust of our State interagency efforts in Maryland has been to
provide direction under a broader effort and to develop policies and

» .
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procedures which will be directed towards community-based plan-
ning.

Maryland is about to enter its fifth year. In August of 1988, we
developed specific components of our State plan through model
demonstration projects, in nine of our counties. These projects fo-
cused on the development of the interagency agreements, the as-
signment of financial responsibility, models of case management
and the development of a State form for the individualized family
service plan. Each Project was permitted to identify their own lead
agency and to organize themselves in their own manner to reflect
their comnmunity-based service system.

Five had locai health departments as their lead agency, two se-
lected education and one had a private/non-profit corporation.
Most of these projects were able to identify and provide services
from their existing resources. However, funding gaps exist in the
areas of transportation, respite care, occupational therapy and case
management.

In 1989, all 24 local jurisdictions in Maryland were provided with
Part H funding for purposes of planning their local system. In Oc-
tober, 1990, all local jurisdictions within our State were also provid-
ed funds to develop an individualized family service plan and to
provide case management services.

We are planning in July of 1991 that we will complete the
system of the early intervention system in the State.

Maryland has limited definition of their population to the devel-
opmentally delayed. The estimate at full implementation if each el-
igible infant and toddler was to be located, identified and provided
services, is that approximately 4,000 intants and toddlers and their
farnilies would be served. In our recent most reliable count, we re-
ccrded that approximately 3,200 infants and toddlers had individ-
ualized family service plans.

The State is in the process of piloting an at-risk initiative in
order to identify the utilization rates of our estimated 29,000 at-
risk infants and toddlers.

The MarKland State Interagency Coordinating Council meets
monthly. The general public is invited and our participants are
generally over 100. The public interest has been very great in spite
of the number of physical relocations and reorganizations at the
State level.

We also have developed the Maryland Family Support Network -
which provides support to the parents and literature that is target-
ed to parents of the local'community.

In analyzing our four years of experience in implementing the
provisions of Part H, we Kave identified the following issues that I
.sould like to bring to your attention.

Funding. The planning and implementation efforts for this pro-
gram have gone forward in Maryland with the dual purpose of de-
veloping an effective program of early intervention services and
recognizing the fiscal realities of the late 1980s. Many of the eligi-
ble children are already receiving services in some form from a
public or private agency. In many instances, prior to the implemen-
tation of Part H, these services were provided in a vacuum, inde-
pendent and unrelated to other services being provided throughout
the system. The functional mandate of this program is to provide
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for coordinated services with both the service and financial respon-
sibilities assigned to the appropriate agencies.

All of these early intervention services are being provided to the
children and their families in an attempt to prevent more costly
and expensive services later in their life. An effective program in
the 1990s will produce savings in both institutional and out of
State placement costs in the next century.

An analysis of the identified Federal funding sources in the Act
indicates that many of these do not directly provide services to in-
fants; or the States, by the State plan application, may limit the
inclusion of infants in their service populations. )

In addition, not all of the funding sources are equally available
to each State. Case management is essentially an unfunded service.
There are insufficient Part H dollars available to use for case man-
agement and few other programs provide case management serv-
ices across the board to infants and toddiers.

My recommendations are that funding be increased for case
management and be made available to cover other gap services;
that there by incentive funding for States that are prepared to take
the plunge and enter the fifth year of this program; that you link
the availability of other identified funding sources to the require-
ment that they implement Part H; that you continue census basis
for funding since universal screening is essential to adequately
identify birth to three year olds, who may be developmentally de-
layed, have an established condition or may be at risk; that you
continue access to Chapter 1 funds based on the child count; that
you medicaid all early intervention services for birth to three year
olds; that you increase appropriation levels as incentives to States,
so that they continue to participate and then link some of that
access funding to State match; and that you modify the require-
ment that States providing services prior to 1986 must provide
these same services at no cost to the current expanded Part H eli-
gible population.

Authority of the Case Manager. Case managers have well defined
functions, responsibilities, and activities, both in the actions and
regulations. With families receiving comprehensive and maulti-
agency services, these additional responsibilities are burdensome to
personnel who are providing the direct services.

Dedicated case managers may be a more appropriate selection as
the case manager. However, existing language which requires that
the case manager be from the profession most immediately rele-
vant to the infant’s and toddler’s or family’s needs restricts the
types of personnel who can function in this capacity.

In addition, the case manager has a great many designated re-
sponsibilities with no corresponding authority to ensure the imp!e-
mentation of such an interagency plan.

My recommendation is to expand the options for the types of per-
sonnel that can function as case managers and to clarify the au-
thority of the case manager and the role and relationship of the
lead agency to the case manager.

In the area of definition. Part B of the definition “have a diag-
nosed physical or mental condition—"

Chairman Owegns. Ms. Baglin, could you just. because of the time
problem, limit yourself to those recommendations.
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Ms. BagLiN. Okay.

That you delineate the criteria for high probability more specifi-
cally or provide additional examples and that you have a differenti-
ated entitlement for at-risk populations; that you include family
preservation services, not just services for the faniily that directly
relate to the developmental needs of the child; that you link family
services to Title XIX and other specific funding to families without
regard to their income eligibility.

In the area of transition at age three: that you fund additional
Head Start for three years to ensure a continuum of programming
and that you target the child care block grant money to create in-
centives for early intervention services to be provided within child
care settings.

That you require a coordinated system of policies and services
and funding for early intervention services from birth to mandato-
ry school age.

Lastly, I would like say that I think this program has a wide
range of hope of us being able to improve some of the dismal statis-
tics not just in the area of drop-out or teen pregnancy, drug-ex-
posed infants, its a tremendous opportunity for the States and it
would be easier if we had some changes.

[The prepared statement of Carol Ann Baglin follows:]
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REAUTHORIZATION ON THE EARLY INTERVENTION
PROGRAM

“There is nothing more difficult to take in hand,
more perilous to conduct, or more uncertain inits
success than to take the lead in the introduction of

a new order of things." JeanJacques Rousseau

P.L. 99-457 launched an ambitious mandate for unprecedented interagency
collaboration in the delivery of early intervention services. Maryland welcomes
this opportunity to testify on the reauthorization of P.L. 99-457. We have
enthusiastically embraced this legislative commitment to early intervention on
behalf of infants and toddlers and their families. As a Birth Mandat~ State,
Mar,land has evidenced a long history of special education services to infants and
toddlers and was one of only a few States with regulations which required special
education services to all handicapped children from birth through age twenty.

P. L. 99-457 has provided Maryland the opportunity for planning the gnhancement
of this educational model through systematic integration of health, education,
and social services and the gxpansion of the statewide system of early intervention
services for eligible infants and toddlers and their families. The Maryland
Infants and Toddlers Program initiative formalizes the commitment at the state
policy level to the importance of a continuum of prevention aad early intervention
services.

BACKGROUND

Prior to the passage of P.L. 94-142 Maryland provided limited early intervention
services through targeted public programs, private organizations, and parent
associations. Access to early intervention services was limited by geographic
location, ability to pay, and the severity of the handicap. Parents began to
challenge the practices that excluded handicapped children, and through a
consent decree and State Board Resolution in 1974 and 1976, special education
services were required to be provided from as soon as the child could benefit.
These were phased in s that beginning in SFY '81, all handicapped children
birth through age twenty-one were eligible to receive special education and
related services in Maryland.

P.L. 99-457, Part H, enacted in 1986, provided Maryland with a phase-in period to
enhance and expand this statewide system of interagency services for
developmentally delayed infants and toddlers and their families. The
comprechencive and family-centered nature of this legislation necessitated certain
variations from the existing educational model of services, including:
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*EXPANDED ELIGIBILITY REQUIREMENTS The eligibility
definition, requiring the identification of a specific handicapping
condition, was expanded to include those who are experiencing
developmental delays, or have diagnosed conditions which have a
high probability of resulting in developmental delay and at the state’s
discretion, individuals who are at risk of having substantial
developmental delay.

*EXPANDED SERVICES An infant and toddler could be eligible for
any one or more of the prevention and early intervention services
through the health department, education, and social services,
independent of a need for "special education services" or "special
instruction.” The family also became eligible for services depending
on their needs assessment related to the child. The case
management function to provide interagency coordination of the
individualized family service plan expanded access and provided a
model for the family to negotiate the system of services on behalf of
their child and family.

Finally this program moves away from the emphasis that all
services be provided within the framework of the educational system
by requiring interagency delivery of early intervention services. This
approach includes and supplements many of the services provided by
education, as well as the services provided by health and social
gervices. Services are to be coordinated by the case manager under
the individualized family service plan (IFSP).

* TRACKING Statewide, interagency tracking and data collection
are important components in the implementation of P.L. 99-457.
This is being viewed as a single point of entry system for all services
for infants and toddlers, birth through age three. The purpose of the
tracking system is the early identification of the developmental
problems of these infants and linkage with services to meet their
needs and the needs of their families. The program will assist .
parents to have access to and contact with services, primarily
through the implementation of the tracking system and the case
management model. It will also provide important aggregate data
for reporting and planning purposes related to this population (birth
to three year olds), and establish a statewide, interagency system of
data collection for infants and toddlers in order to plan and improve
services in a systematic way.

* TRANSITIONING A plan for each eligible infant and toddler was
required to be developed for transitioning to appropriate programs
for three to five year olds.

*FUNDING A major factor within the system of special education in

Maryland is that the Maryland State Department of Education and
the local education agencies are required to provide free and
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¢ppropriate education programs. This cost has been born primarily
via the funding provided by P.L. 94-142 and state and local funds.
Under P.L. 99-457 for birth to three year olds, these costs are to be
assigned as a part of the financial respongibility to the appropriate
agency. Additionall{ the services are to be provided via a
combination of available resources within the State including local
contribution, state contribution, other Federal sources such as
Medicaid, private insurance payments, and a sliding scale family
contribution, More importantly, agreements must be developed
between the agencies that clearly delineate the financial
responsibility for the variety of services available to young children
and their families.

QVERVIEW OF IMPLEMENTATION

P.L. 99-457 has provided Maryland with a unique opportunity for planning,
developing, and implementing our statewide comprehensive, coordinated system
of early intervention services. On October 26, 1988 Governor William Donald
Schat “or signed Executive Order 01.01.1988.15, which established Maryland's
Infants and Toddlers Program. The Subcabinet for Children and Youth, through
Executive Order 01.01.1989.12, monitors the Infants and Toddlers Program to
insure interagency coordination and delivery of early intervention services.
Legislation was enacted by the 1990 Maryland General Assembly which
established the Interagency Coordinating Council and the Infants and Toddlers
Program in Maryland Statute, Article 49D, including the designation of the Lead
Agency functions to the Governor's Office for Children, Youth, and Families.

The Maryland Infants and Toddlers Program has the overall planning,
administration, and supervision responsibilities for Part H of the 1986
Amendments to the Individuals with Disabilities Education Act. Planning efforts
have been underway since 1987, with statewide implementation beginning on
October 1, 1990. Specific features of Maryland's system include *single point of
entry, *trans-agency case management, *services oriented to the child in the
context of the family, *services delivered within community-based systems, ard
egervices financed thiough a combination of public/private payments.

State attention has recently been focused on the needs of overlapping groups of
children end the nced for a coordinated service continuum for these children and
their families. This legislation enacted policies which are consistent with
meaningful changes in how Maryland's professionals, paraprofessionals, private
providers, and agencies deliver services - the merging of resources, the
involvement of the family, and the coordination of the delivery of services both i1
the public and private sector.

The greatest challénge of this program for Maryland is to provide an iniegrated
gystem of the many existing public and private services and resources for infants

and toddlers and their families who are in need of a continnum of prevention and
early intervention services. State interagency efforts, through the Subcabinet for
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Children, Youth, and Families, have provided direction for the coordination of
early intervention services.

The support and influence of the Governor's Office for Children, Youth, and
Families is critical in soliciting the cooperation and support of the multiple state
agencies and programs. Attempts to administer programs with peer agencies
providing leadership, administration, supervision, and dispute resolution are
time consuming, frequently counter productive, and misleading. Agencies in
Maryland at the state and local level are competing for the same fixed resources,
both dollar and human. There has been some reluctance to support a new
initiative which will be competing for the same resources. The major thrust of
our state interagency efforts has been to provide direction for the coordination of
early intervention services, to enhance the current systems, and to maximize
funding opportunities in all sectors. The State in a much broader effort has been
t:iying_ to develop policies and procedures to facilitate and enable community-based
planning.

The outcomes of this early intervention system include the statewide organization
of services for these infants and toddlers and their families using combinations of
existing services, family outreach, innovative funding patterns, and as needed
specialized services to be utilized to £ill the gaps in the service delivery system, in
order to enhance the capacity of families to meet the needs of their children.
Accomplishing the objectives of P.L. 98-457 is dependent upon the extent to which
local jurisdictions can develop their own capacity to implement integrated
community based service delivery systems.

IMPLEMENTATION

The Maryland Infants and Toddlers Program, in conjunction with the
Interagency Coordinating Council, and the Maryland State Department of
Education, the Department of Health and Mental Hygiene, and the Department of
Human Resources, began in August of 1988 to develop specific components of the
state plan requirements through Model Demonstration Projects in nine counties.
These Projects focused on the development of interagency agreements,
assignment of financial responsibility, models of case management, and the
development of the Individualized Family Service Plan. Each Project was
permitted to identify their own lead agency and to organize themselves to reflect
their community based services. The results were remarkably successful in 8 out
the nine juriscictions. 5 had health as their lead, two selected education, and one
had a private/non-profit. Most of the projects were able to identify and provide
services from existing resources. The local funding gaps and resources parallel
what we identified at the state level, respite care, specialized day care, and family
counseling. Funding gaps exist in the areas of transportation, respite care, OT,
and case management.

In 1989, all local jurisdictions were provided funding for planning their local

interagency system. Nineteen Local Planning Grants (24 local jurisdictions), the
Case Management Coordination Initiative in conjunction with the Casey Project,
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and the Tracking and Data Collection System (19 local jurisdiztions) participating
in direct grants for the anproved specific purpose of developing the model
components at the local level. These components included the development of the
Individualized Family Service Plan (IFSP), including the process for
multidisciplinary evaluations and assessments of the child and the needs and
strengths assessment of the family; the role and description of the case manager;
design of agreements between participating agencies; process and models for
assignment of financial responsibility; and an integrated interagency data system
t?, tra%k gﬂlfants and toddlers with developmental delay or at-risk of delay, and
their families.

In October of 1990, all local juriedictions within the State or Maryland were
provided funds to develop an individualized fami}iy service plan for each eligible
infant and toddler and their family, and to provide case management services.
In July, 1991 the coordinated interagency system of early intervention services
will be fully implemented statewide.

ELIGIBLE POPULATION

Maryland has limited their population, by definition, to the developmentally
delayed. Each state has the discretion to target services to the at-risk infant and
toddler, in addition to the developmentally delayed population. Some states are
including some, if not all, of the biologically and environmentally at-risk
populations.

The national average for developmentally delayed in this age range is estimated to
be 2.0% of the total birth to 3 population. Applying this average to Maryland's
population, the estimate at implementation, if each eligible infant or toddler
was to be located, identified, and provided services, is that approximately 4,000
developmentally delayed infants and toddlers and their families would be served.
On February 1, 1991 the local jurisdictions reported that they were currently
providing early intervention services through individualized family service plans
to approximately 3,200 developmentally delayed infants and toddlers.

MARXLAND INTERAGENCY COORDINATING COUNCIL,

The Maryland State Interagency Coordinating Council meets monthly. The
eneral public is invited to each meeting and given the opportunity for input and
iscussion. The attendance at the State ICC averages between 80 to 100

participants per month. The public interest has remained consistent inspite of a

number of physical relocations, change in meeting hours, and resrientation of

objectives by the ICC. The ICC takes its role of advice and assistance seriously
and has begun to assume the leadership necessary to become a force in developing
the statewide early intervention system. Local Interagency Coordinating Councils
péo(\:ride assistance to the local lead agencies and meet regularly with the State
ICC.
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EAMILY SUPPORTNETWORK

THE MARYLAND FAMILY SUPPORT NETWORK is comprised of families of
children with special needs who live in all regions of the State. The primary
purpose of this organization is to provide the "FAMILY PERSPECTIVE" to the
Maryland Infants and Toddlers Program and the State Interagenci,Coordinating
Council in the planning, implementation, and ongoing activities of Public Law 99-
457, Part H. The main objective of the Family Support Network is to increase the
scope, intensity of awareness, and knowledge of Public Law 99-457, Part Hb
families on a statewide basis. This is achieved through: the provisioa of technical
assistance, information, and support to develop Family-to-Family Networks on
local levels that will enhance family capabilities in building partnerships for
policy and program development; information and support to enhance family
skills in the identification, accessing, and utilization of resources and supports;
and issue workshops to obtain family input for policy and program development.

The Family Support Network was more formally defined and expanded with the
hiring of a Family Coordinator by the Infant and Toddler Program. A video was
created from the March 1989 conference "Building Family Strengths,” for use in
family and professional training. The first edition of the Family Support
Newsletter was mailed Julé 1989. A Family Strengths and Needs Task Force was
ox‘gdanizegl to develop, the Guiding Principles for Identifying "Families Strengths
and Needs."

Through the Mentorship Program members of the Maryland Family Support
Network meet with newly appointed Interagency Coordinating Council Parent
Representatives in order to familiarize them with procedures and ongoing
activities related to P.L. 99-457 Part H. Assistance through home visits, reference
materials, informative presentations, consultations, and ongoing technical
assistance will be provided. This program is available to all parent
representatives at both the State and Local level.

SIGNIFICANT ISSUES AND RECOMMENDATIONS:

* FUNDING

Issue: The planning and implementation efforts for this program have
gone forward with the dual purpose of developing an effective program of
early intervention services for infants and toddlers and recognizing the
fiscal realities of the late 1980's. Many of the eligible children are already
receiving services in some form from the public or private agencies. In
many instances prior to the implementation of P.L. 99-457, these services
were being provided in a vacuum, independent and unrelated to services
being provided elsewhere in the system. The functional mandate of this
program is to provide for coordinated services with both the service and
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financial responsibilities assigned to the agpropriate agency. All of these
early intervention services are being provided to the eligible child and their
family in the attempt to prevent more extensive and costly services later in
life. An effective program in the 1990's will produce savings in both
institutional and out of state placement costs in the next century.

An analysis of identified funding sources in the Act indicates that many of
these do not directly provide services to infants and toddlers or may by State
Plan Application limit the inclusion of infants in their service populations.
In addition not all of the funding sources are equally available to each state.
Case management is essentially an unfunded requirement. There are
insufficient Part H dollars available to use for case management and few
other programs provide case management services across the board to
infants and toddlers and their families.

Recommendations:

VIncreased funding available for case management and other gap
services

VCreate incentive funding for states entering Year 5

VLink the availability of other related funding sources to
implementation of Part H

VContinue census basis for funding since universal screening is
essential to adequately identify birth to three year olds, who
may be developmentally delayed, have an established
condition, or who may be at risk

VContinue access to Chapter 1 funds based on the child count

VInclude priority language for infants and toddlers in federally
identified funding sources

VMedicaid all early intervention services for birth to three year
olds without regard to income limits

VIncrease appropriation levels as incentives to states to continue to
participate and progressively link access to a state matching
dollar %

VModify the requirement that states providing services prior to
1986 must provide these same services at no cost to current
expanded Part H eligible population

Issue: Case managers have well defined functions, responsibilities, and
activities. With families receiving comprehensive and multiagency
services theseadditional responsibilities are burdensome to personnel who
are algo providing the services, Dedicated case managers may be a more
appropriate selection as the case manager. Existing language which
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requires that the case manager be from the profession most immediately
relevant to the infant's and toddler's or family's needs restricts the types of
personnel who can function in this capacity. In addition, the case manager
has designated responsibility but no corresponding authority to ensure the
implementation of an interagency individualized family service plan.

Recommendation:

vExpand the options for the types of personnel that can function as
case managers

VClarify the authority of the case manager and the role and
relationship of the lead agency to the case manager

DEFINITION

Issue: Part B, §672(1) of the definition, "have a diagnosed physical or
mental condition which has a high probability” does not provide sufficient
guidance to states for implementation. Some states have developed a
laundry list of conditions which may or may not have "high probability."
Others are using multiplicity of factors or conditions as a decision making
component.

The issue of services to at-risk infants and toddlers is significant for long
term prevention and early intervention efforts. A study of the demographic
and fiscal impact of providing at-risk services in Maryland was completed.
Limited at-risk services will be provided on a pilot basis from 1992-1995 to
determine the specific implications for utilization and costs.

Recommendation:

vDelineate criteria for high probability more specifically or provide
more examples

vDifferentiated entitlement for at-risk populations

FAMILY SERVICES

lssue; Services to families through the individualized family service plan

are a critical component in ensuring that the development of the infant will

improve. Families need to remain intact and functioning to support the

special needs of these infants and toddlers. Infants develop best in the

context of their family and within their community. Services to families

need to be expanded and clarified to support this goal.

Recommendation;

vInclude family preservation services, not just services to meet the
specific developmental needs of the child

VLink family services to Title XIX and other funding specific to

families without regard to income eligibility
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Issue: Transition services are important for each eligible infant or toddler
whether these include Part B services for handicapped preschoolers or
community-based programming to support developmental gains. At this
time there are few programs available within the community for three year
olds not qualifying for Part B services. Very few Head Start programs have
slots for three year olds available and enriched day care services do not
uniformly exist.

Recommendation:
vFund additional Head Start for 3 year olds to ensure a
continuum of programming
VTarget child care block grant money to create incentives for
early intervention services provided within child care

settings

 BIRTHTOF
Issue; There is significant variability in access to services between age
three and the mandatory school age. The Maryland State Department of
Education continues to provide technical assistance, dissemination of
materials, and promotes the adoption of promising practices to local
education agencies. Examples of technical assistance include: State
sponsored inservice training for general and special education personnel,
related services and support personnel in all program serving handici.pped
children. Adoption of promising practices include model programs such
as HCEEP and the development and dissemination of resource packets,
Additionally, print and media materials have been developed by education
staff for use by local education agencies, Flexibility in allowing discretion
as to coordination promotes locally applicable responses to coordination of
birth to five services. There are, however, gaps in the system which create
s;‘gniﬁcant lapses in services for developmentally delayed children at age
three.

Recommendation:

VREQUIRE A COORDINATED SYSTEM OF POLICIES,
SERVICES, AND FUNDING FOR EARLY INTERVENTION
SERVICES FROM BIRTH TO MANDATORY SCHOOL-AGE.

e PERSONNEL
Issue: Personnel development within the context of education agencies is
adequately addressed and funded through state education agencies within
the targeted funding for the comprehensive system of personnel
development plan. Part H has broader training responsibilities, Lead
agencies, in general, and particularly those lead agencies without access to
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education CSPD funds, do not have sufficient Part H funding to set aside
the necessary money to adequately address the training needs of health
departments and social service agencies. In addition, local community
providers have little access to training initiatives throughout the state.
on:
VTARGET FUNDING TO LEAD AGENCY FOR
COMPREHENSIVE SYSTEM OF PERSONNEL
DEVELOPMENT FOR EARLY INTERVENTION SERVICES

SUMMARX

Early intervention programs are being asked to look at families in a new way.
The family is much different today than ten years ago. Many more mothers are
working. Many young children are growing up in single parent families, and
many single women are having children at a younger age and with less prenatal
care. The families of the 90's will need early intervention systems which are
more accessible, more comprehensive, more responsgive and flexible, and which
are enabling for the family.

Families often define their goals for their children in the longer view, in terms of
the quality of life they want their children to have. Responsive services for
families of children with special needs can provide parents with the support and
the coping skills that will allow them to access their own strengths, ultimately
resulting in a higher quality of life for the family and a financial and human
savings.

Services to families with special needs must contribute to the balance of their lives
and give attention and support to the needs of all the family members.

This program represents a significant opportunity for us to demonstrate our
commitment to coordinated services designed for individuals with special and
unique needs-- which are supportive to their families, and refloctive of their
community.

Submitted by
Carol Ann Baglin
_ Director, Maryland Infants and Teddlers Program
Governor's Office for Children, Youth, and Families
State of Maryland
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Chairman OweNs. Thank you.
Dr. Jane Wiechel.

STATEMENT OF JANE WIECHEL, PH.D., DIRECTOR, DIVISION OF
EARLY CHILDHOOD EDUCATION, OHIO DEPARTMENT OF EDU-
CATION

Ms. WIECHEL. Good morning. Mr. Chairman and members of the
committee, my name is Jane Wiechel. I am the Director of the Di-
vision of Early Childhood Education for the Ohio Department of
Education. In that capacity, I have responsibility for administering
the Part B fund.

I am here in support of reauthorization today. I am providing
testimony on behalf of Ohio’s Early Intervention Collaborative
Council as a representative and member of that council.

Just to share with you, I guess, some of the indication of the
impact and obviously Ohio’s interest in both of these programs, if
we look at Part H, the potential impact for services in Ohio would
be over 26,000 children who have the potential to benefit in the
services that the Part H program could provide. In terms of looking
at Part B, we are looking at over 20,000 children who could benefit
from these services.

At this point, I would just like to share with you briefly some of
the progress and share with you why I think that is important for
you to hear. In terms of Part H and Part B, Ohio has participated
since the passage of Public Law 99-457 in 1986.

With the over $7 million Federal funds for Part H, that have
come into Ohio, we have established an early intervention council.
More importantly, we have been able to establish 88 local collabo-
rative groups. Those collaborative groups have received most of the
funding. We have provided those funds for those local collaborative
groups to look at all of the components that need to be in place in
terms of providing comprehensive and coordinated services for
young children and families.

As we look at beginning of year four of Part H, we can say to
you that all of those required components are in place in Ohio and
over 13,000 children will benefit from those components and those
services.

In terms of Part B, we have been able to successfully implement
a mandate, pass rules on the implementation of Part B in our
State. With the $8 million, we have been able to initiate a number
of services that will help us long-term in terms of how we are going
to implement Part B.

More importantly, I share with you that the Federal dollars have
truly been an incentive in our State because we have $23 million in
State support that I believe is there because of what has happened
with Part B and Part H funding.

I share those with you for two important reasons. Number one, I
say to you that the incentives that were intended to be a part of
Part H and Part B are ha;‘)’&ening. In Ohio, we have children re-
ceiving additional services. We have a mandate. We have rules and
we have people talking to each other.

I say to you in Part H, it has made a difference that we have
now 88 counties which have local collaborative groups who are
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very seriously trying to address and put in place programs to be
responsive to the kinds of issues we heard from the parents preced-
ing us this morning with their testimony. So it has made a differ-
ence.

More importantly, I suggest to you that the key factor I see from
a State perspective has been the flexibility that has been in place
with both of these parts. I share with you that I think that we hope
that in the reauthorization that that focus on flexibility will be
continued. It has allowed, I am sure, other States like Ohio the op-
portunity to put together a structure and an organization that best
meets the needs of our families and our needs within our State. So
we would encourage you to continue to do that.

In terms of issues, I am not going to get into those. As you are
aware, there are quite a number of details in the testimony I pro-
vided. I would like to focus on some of our recommendations and
point out that we recommend at this point the reauthorization
without major changes. The major point of that being that we be-
lieve that any extensive statutory or regulatory changes at this
point really could interfere with the time and the continued State
participation due to all of the eiforts that are currently underway.

The other point I would say—and you are well aware from the
very eloquent opening statement from Chairman Owens—is that
we agree with you in terms of the . eed to look at Part H participa-
tion in the greater scheme of things as we look at needs and serv-
ices for all children and families. We believe that this approach
and the provisions that are allowed under Part H, must be contin-
ued because they do demonstrate it. They have a verg: positive
ie_ffect on the development of infants and toddlers and their fami-
ies.

Very quickly, then, I would state to you that we are not without
our issues in our State. As you have heard from those families, and
I tell you at a State level from a State perspective, we are dealing
with issues in terms of State policy and coordination and imple-
mentation.

As already pointed out by two other representatives, we also face
very serious financial situations in our State.

However, we do have some suggestions that we believe will have
tremendous impact as States look at trying to implement these
from our State perspective. Hopefully, we will try to make a differ-
ence s0 we can address the issues that the parents so eloquently
stated before us.

One is that we would look at trying to enhance the ability of
States to move forward with full implementation of Part H by of-
fering a differential of funding and waiver mechanism. Once again,
this mechanism will address and reward those States who have
made a good faith effort and have all of the services in place to
begin year five, but also to provide the continued incentive to those
other States who are not quite there so that they will be able to
continue to plan and get the types of competency services in place
that need to be there.

As I mentioned earlier, in order tc make all of that happen, we
are also suggesting the continued support and increased appropria-
tions for the program as States move forward for full implementa-
tion of Part H.
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We also would suggest that to increase the likelihood of coordina-
tion and funding of programs at the State level, coordination needs
to occur first at the Federal level and recommend that a Federal
inter-agency coordinating council be established in the statute to
assist us at the State level because we have recognized that the
inter-agency collaborative council is a very critical component and
tsruly has advanced collaboration and efforts under way in our

tate.

We would like to recommend, however, that the current limit of
15 council members be increased to 30 council members. It would
allow at least in our State, and I am sure many other States, full
parti%ipation from the Agency and parents that need to be repre-
sented.

With that, we would suggest that the parents also be increased
proportionately to that number and also would recommend that we
look at not—that we can also include parents of children with dis-
abilities with children who are older.

That way, we can involve those parents on that council and also
gain from their perspecti‘e an experience that they have had in
terms of trying to deal witn the system.

The fourth recommendation would be to look at one that has im-
plications not only for Part H, but for Part B. That has to do with
the technical age of three. We believe that there needs to be a tran-
sition between Part H and Part B that is going to be critical in
terms of systems and families not getting delays in service, not
being terminated from services. We are suggesting that there
should be an amendment to Section 619 that would allow States to
set the technical age for three. That also, there should be within
the reauthorization of Part H changes that would allow Part H
funds to be used to pay for certain services up to that technical
age.

I guess, but not least, I know that there have heen suggestions
made to enhance this notion of a seamless system of birth to five;
that we should look at this inter-agency collaborative council as
the body that could facilitate that in the State. While we support
that concept, our suggestion is that it not be put into the statute as
a requirement; that it be left up to State discretion; that, in fact, it
be one other mechanism that States would have to look at in terms
of how to implement that system. Placing it in statute may under-
mine or undo some of the already-existing groups that are in place
and are working well.

I thank you for the opportunity to present my testimony and
share our suggestions.

[The prepared statement of Dr. Jane Wiechel follows:}
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TESTIMONY PRESENTED BY: JANE WIECHEL, PH.D.
Director, Division of Early Childhood Education
Ohlo Depariment of Education
(Representing the Ohlo Interagency Early
intervention Coungil)

Mr. Chairman and members of the Subcommittee. My name is Jang Wiechel. | am
the dirgctor of the Division of Early Childhood Education for the Ohio Department ot
Edcuation. | appreclate the opportunity to provide testimony In support of the
reauthorization of the Part H program of the Individuals with Disabilities Education Act.
The testimony | wili be presenting on behaif of the Ohio Interagency Early Intervention
Councit has been prepared with input from the Department of Health, the Part H lead
agency.

Ohio has a statewide population of nearly 11 milllon. As many as 26,854 infants
and toddlers with developmental delays or disabilities In Ohlo couid be eligible for the
caly intervention program, about 6% ot Ohio's children under age thres.  If infanis
and toddiers at risk for delays in development are Inciuded in the eligible population, it
is estimated that an additional 17% of the birth to three population, over 76,000
Infants and toddiers in Qhio, could be eligible for services.

Coupled with the 20,330 children ages three through five years of age eligible
for Part B services the assoclated costs for the provision of comprehensive services are
staggering. However, Ohio has made a commitment to participate In the Part H and Part
B programs. ! will describe progress made In Ohlo since 1986, discuss problematic
issues, and make recommendations penaining to reauthorization.

Brogress In implementing Part H and Part 8

The state ot Ohio has participated In both Part H and Part B since passage of P.L. 93.457
in October of 1986. In March of 1987. Health was designated as the lead agency; a state level
interagency coordinating councli wa: .stablished; and interagency planning groups (called
county collaborative groups) were organized in each of Ohio's 88 counties. These groups
included parents of children with disabilities, service providers and administrators. The state
of Ohio had a distinct advantage in implementing Part H because a modal of comprehensive,
coordinated early Intervention setvices had begun prior to the passage ot P.L. 99.457.
Through establishment of local interagency groups and a state-level intetagency commiltes. the
groundwork had been laid for Implementing Part H. Working relationships had been established
at the state level between the Departments of Heaith. Mental Retardation and Developmentat
Disabiiities (MR/DD), and Education. Local service providers, parents, and administrators
were informed of the value of interagency coordination and coliaboration via training, technical
assistance, and incentive grant funds.

Since the passage of 99.457, over $8.3 million in federal Part B funds have come into

Ohio to assist In expanding preschool special education and related services. n addition, the
state contributes $23 mililon to support preschoof units tunded to school districts and county
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boards of mental retardation and developmental disablilties. Expectations are that this funding
level will rise In the future, particularly with the incentives provideu by P.L. 99-457. As of
July 1, 1991, Oh'o school districts will be mandated to provide appropriate special education
and re'ated services to children beginning at age three who have a disability. Mandated services
provided by local education agencies will be provided In accordance with new preschoo! special
education rules adopted by the State Board of Education in March 1881. Several statewide
inltiatives In the areas of service delivery, research, personnel preparation, interagency
coilaboration, and intormation dissemination have been implemented to promote a
comprehensive service dellvery system,

For Part H In the first three years, Ohlo recelved approximalely $7 miliion per year to
create a more comprehensive system. Most funds were distributed through competitive grants
to count, coliaborative groups 1o create comprehensive local systems of early intervention
services. Grants adoressed publio awarenass, early identification, intake and referral, service
coordination {case management), and planning. Each county's collaborative planning group
developed a written pian for implementing a comprehensive system. Early intervention
services required for Year 4 participation in Part H {(child find, evaiuation and assessment,
individualized family service pian development and service coordination) are available
statewide. Over 13.000 infants and toddiers were reported by state agencies and local projects
to be receiving early intervention services. Ohio recelved a federal grant from the Handicapped
Chlidren's Early Education Program (HCEEP) for developing an Information management
system for Part H. The centrui resource directory system utilizes an existing network of
parent-staffed information and referral sites throughout Ohio. Progress on Implementing the
required 14 components has been steady.

The Ohlo interagency Early Intervention Councii has met bi-monthly since July 1987.
Depariments of Health, Education, Human Services, Mental Retardation and Developmental
Disabll'ties, Mental Health, Drug and Aicohol Addiction Services and the Ohio Developmental
Disabllities Pianning Councit are actively involved (the iatter two as ex officic members} on
the council. Head Start, private providers, university pe sonnei, iegisiators from the House
and Senate and parents are involved as voling members. The seven committees of the Council
(Chiild Find, Target Population, Finance, Individualized Family Service Pian, Service
Coordination, Transition, and Leg!slation and Standards) mest bi-monthly aiso to develop policy
statements and guidance materials tor review by Councii. Governor Voinovich iast week signed
an Executive Order to provide ongoing authority for Ohio to particlpate in Part H. In public and
legisiative hearings, Chlo has recelved positive testimony abaut the family-centered,
collaborative model of services being created.

fhe flexibllity allowed in both Part H and Part B has allowed Ohio to design a
comprehensive service delivery system based on its own unique needs and struclure. It is
critical to mailntain this focus on flexibility during this reauthorization so states can continue 1o

. creatively organize thelr resources 10 meet the needs of funniies and children.

Issues Related to Part H implameniation

State leve! implementation Is complex. These issues can be grouped best Into general
categories relating to lead agency authority, interagency cooperation. and establishing state
policy.
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v The authority given to the lead agency under Part H Is not realistic
for most state agencies. The Health Depariment Is one of the smallest stata agencies with one of
the smallest state budgets. It does not provide direct early Intervention services, has no direct
authority over local health departments, and has no authority over other state agencies or
private providers. Interagency goodwill and written agreements provide the major vehicles for
determining such responsibllities as who provides services, and who pays for and monitors the
services. In fact, these Interagency agreements are only binding to the extent that the state
agencies have the authority over thelr local affiliates. For example, although the Health
Department has developed policias related to data collection and tracking of infants and toddiers
recelving early Intervention services, there is no authority to require local public (and
especially private) agencles to report data. Only by working through state agencles and
providing funds to projects at the local level can such a system be developed.

Interagency Cooperation Our biggest challenge has been building mutual trust and
cooperation between agencies at state and local levels who provide and/or finance early
intarvention services. While no one rejects the principle of providing early identification of
and services for children with disabliities and their families, longstanding “turf* issues and
campetition for chlldren and doliars often Interfere with this process. Ohio has been promoting
interagency collaboration as the vehicle for coordinated, quality services since 1983;
fragmentation and piecemeal approaches to service delivery stiil have not been entirely
overcome. The mandate for interagency cooperation required under Part H is vital to uitimate
success and must be recognized as a developmental process requiring a longer time line than the
five years outlined in the law.

To address the state-level policy requirement under Part H,
Ohio has used an Executive Order which provides the authority for continued participation in the
program. Permanent statutory authority must be achieved through legisiation to be introduced
this year. Recognizing the difficuity of obtaining financial support, eligibility criteria in the
draft legisiation have been limited to those chiidren with a dlagnosed physical, mental or
medical condition known to cause disabllity and children with a measurable developmentai delay.
Children at risk are exciuded. This declsion has received criticism from many early
intervention advocates who stress the benefits of prevention.

A state policy issue for Part B is the definition of age three. To facilitate the smooth
transition of children from the Part H program to preschool services under Part B states should
be allowed to determine the definition of the *technical® age of threc. States need this authority
to assure that services arg not unnecessarily terminated or delayed. States need to be able to
decide at what point transition from early intervention to preschool services is most
appropriate.

ns for Reauthorization

P.L. 98-457 should be reauthorized without major changes. States received final
regulations for Part H only in June of 1989, Extensive statutory or regulatory changes at this
time would interfsre with continued state participation.

This program provides states with the opportunity and Incentives to develop a more

coordinated, family-centered approach to delivery of early Intervention services. Given the
financial picture, implementing P.L. 99-457 fully will be ditticult. It is a program which
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must be continued if we are 10 have positive aftect on the development of Infants, toddiers and
tamilies.

To enhance the abllity of states to move toward full implemsntation of
Part H, a ditferentlal funding and waiver mechanism might bs developed. Under such a
mechanism, states who are ready for full implementation acnording to the five-year time line
(l.e, ready to entitle all services to all eligible children) w: 1. racelve thelr full allocation of
Part H planning funds and additional funds to implement ¢~ « .. Stales who are not ready to
enter Year 5 would recelve up to two additional years of planning time and funds (at Year 4
funding levels). The waiver would apply to states who could assure that ai! but one or two of the
Year § components were In place. These states could request a walver (up lo two years) for
Implementation of specitic components while still recsiving the full Year § allocation.

These mechanisms for states making good faith efforts at implementation would aliow
planning to continue on the comprehensive system (up to two additlonal years) and provide a
reward for those states ready for full implementation of Year 5. Year § implementation funds
should be increased substantially over the current leve} of funding. in Ohio entitisment for
all eligible children beginning Year § would require additional, but unavailable, state funds.
Without adequate funds, service systems, and personnel, the law's assurances become fallow,
and states may be reluctant to proceed.

Becommendation2 To increase the likelihood that coordination of funding and programs
occurs beginning at the federal level, it is recommended that the Federal Interagency
Coordinating Councll (FICC) be established in statute. Membershlp should include parents of
children who have received early Intervention services and state Part H representation. FICC
responsibilities should Include reviewing the iegislation, regulations and poiicies of programs
which overlap Part 4 and recommending changes In these policies to the appropriate
governmental agencias which could help in coordination of funding and service provision.

Recommendalion 3 The interagency coordinating councti (iCC) Is a critical component of
the early intervention system. The Current {imit of 156 council members is insufficient to
accommodate voting membership of all appropriate agencies, parents, and private providers.
The membership of the ICC should be set at a minimum of 15 and a maximum of 30 membaers.
The number of parent representatives should be Increased proportionately. The current "ags of
the child® requirement should be changed enabiing additional parent representatives with
children over the age of 6 years with disabliities.

Becommendation 4 In order to facilitate transition of chlidren from the Part H program
to preschool services under Part 8, it is recommended that Section 619 be amended to assure
that states are able to fund services to children starling at the "technicai® age of three.

Becommendation § A finai recommendation relates to the confusion and fragmentation
caused by creating separate birth 10 3 and 3 to 5 service systems. To alleviate some of this
confusion, it has been suggested that the ICC be made responsible for addressing the issues of the
early intervention system under Part H and Part B. This would enable states to use this
approach as one means of facilitating comprehensive and coordinated pianning tor chiidren with
disabiiities from birth through age five. Because the state educational agency is responsible for
children with disabliities from age three through 21, it is recommended that this approach be
at state discretion, and not a requirement under Pait 4. States need to continue to have the
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flexibility to choose which option best meets thelr needs.

Thank you for permitting me to share the Ohio interagency Early Intervention Councli's
views with the Committee. We look forward 1o other opportunities (0 work together to enhance
the Part H Program.
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Chairman OweNS. I thank you. I want to thank all of our wit-
nesses. We certainly will take your recommendations under consid-
eration.

I have a couple of questions. One for Ms. Booth. It seems to me
that your operation has a tremendously difficult job because chil-
dren are moved all the time.

Could you just elaborate a bit on your recommendation that fi-
nancial incentives might help?

Did you mean financial incentives so that each State would be
more interested in taking care of children because there would be
some kind of voucher or payment to go along with it?

What did you mean by financial incentive?

Ms. BootH. The recommendation for financial incentives for
States to serve children at risk for developme.ital delay. That was
our recommendation. The law doesn’t mandate that States have to
serve children who are diagnosed as being at-risk. For instance,
children who are at failure to thrive or low-birth weight infants,

We would like to see some kind of financial incentive included
into the law or monies availeble to the States that would allow
them to expand their services. The monies are tight. Of corse, the
children who are indeed diagnosed with developmental disabilities
or developmentally delayed certainly need the services.

We know from early intervention that the children who are at
risk can also benefit from these services.

Chairman Owens. What would happen if we attached the money
to the moving child? A voucher system, sort of. Would that help
with the problem of the unfriendly reception they get from one
State to another?

Ms. BootH. That sounds like a great idea, just as I hear it.

Chairman OweNs. Anybody else care to comment?

lll‘\’d& Baglin, you said that your State does not funu your office at
all?

Ms. BaGgLiN. No, it doesn’t. We do not have any targeted State
funding for early intervention. There is funding available through
the different agencies that is either Federal or its origin is in the
Federal or State special education formula; certainly those funds
can be available for the local education agencies that are providing
special instruction to this age group.

Chairman Owens. Dr. Wiechel, did I hear you say that your
State has been very generous?

Dr. WiEcHEL. Yes. One comment regarding the notion of the dol-
lars following the child: that might be a successful means of look-
ing at long-term, I guess the concern I would have is that in the
immediate sense that concept would not create the need for the
comprehensive and coordinated services that need to be in place in
order when that child does move.

I guess I would look at the notion of creating a system and get-
ting a system in place so that when there is movement, you know
that child is moving into a system that exists and can meet the
needs of that child.

Chairman OweNs. I meant that in reference to migrant children
only who are moving from one State to another.

I see my colleagues have stepped out for the moment. I have no
further questions. I appreciate all of you coming. Your written tes-
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timony and these recommendations will certainly be taken into full
consideration.

Thank you for testifying.

Our keynote witness is Dr. Robert, Davila, Assistant Secretary of
the Office of Special Education and Rehabilitative Services, Wash-
ington, DC.

Following Dr. Davila will be Ms. Deborah Sosa Tisdale, Member
of the Federal Interagency Coordinating Council, Tacoma, Wash-
Ington.

We'll take Dr. Davila’s testimony first. If there are any ques-
tions, we'll ask them at that time.

We apologize for being a little bit behind schedule, Dr. Davila.

STATEMENT OF DR. ROBERT DAVILA, ASSISTANT SECRETARY OF
THE OFFICE OF SPECIAL EDUCATION AND REHABILITATIVE
SERVICES, WASHINGTON, DC

Dr. Davira. Thank you, Mr. Chairman.

It is a pleasure to - ppear before this panel to express the Admin-
istration’s full support for reauthorization of Part H of the Individ-
uals with Disabilities Act.

I am here to outline and to urge you to approve our reauthoriza-
tion proposal which we plan to transmit to Congress in the near
future. We believe this program can make a real difference in help-
ing to meet our national goals of improving school readiness of all
the young children, including young children with disabilities.

I will summarize my statement and submit a more detailed state-
ment for the record.

During the past four years, we have been impressed by the spirit
with which the States have accepted the challenge of Part H Pre-
school Grants program.

Currently, most States are working to develop procedures for
each of the 14 required components that must be in place by the
beginning of the fourth year of 9 States’ participation in the Part
H program. Although States are not required to provide Part H
services until the fifth year, States reported in 1989 they were serv-
ing an estimated 247,000 children. The States have also made im-
pressive progress implementing the preschool program.

Today, fifty States and jurisdictions have mandates. Two of the
remaining six are very close to enacting mandates.

Thus, I am pleased to report that the challenges presented by the
creation of the Infants and Toddlers with Disabilities program and
the amendments to the Preschool Grants programs have been ac-
cepted by the States and they are working diligently and creatively
to develop the comprehensive system envisioned by the Congress.

As Chair of the Federal Interagency Coordinating Council (FICC),
I am also pleased to note the increasing collaboration among Feder-
al agencies as we have provided support to the States. Four nation-
al conferences have been hosted by the FICC to help establish net-
works to disseminate information and to identify resources to sup-
port Part H planning within the States. Technical assistance docu-
ments have been developed and disseminated. The FICC has also
coordinated a development of policies and proposed regulations re-
lated to Part H.
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In November of 1990, the FICC held public hearings that provid-
ed an opportunity for organizations and individuals to present
issues that should be considered during the reauthorization proc-
ess. Currently, the FICC is completing an interagency agreement
between the Departments of Education, and Health and Human
Services, dealing with early identification and eligibility of young
children with special needs.

I expect the FICC to continue to play an important coordinating
role for agencies at the Federal level and to continue to provide a
forum for the exchange of information about the problems States
confront and the solutions they have found as they implement
their programs for young children.

Although guidance anc technical assistance have clarified many
implementation issues, some can only be addressed through
changes in the legislation. The Administration’s proposal will ad-
dress changes that we believe would help States implement the
statewide systems of early intervention.

Several of the changes we are proposing would provide States
with greater flexibility in implementing the program. For example,
to help States better address the needs of young children, we are
proposing amendments that would allow States to use Part H
funds after a child with disabilities turns three and to use pre-
school grant funds prior to the age of three to facilitate a smooth
transition of children from early intervention to preschool services.

This change would help States reduce the accounting and admin-
istrative burdens associated with financing the services during that
transition period that would enable States to decide how their re-
sources can best be used for children in transition. We do not
expect it to have any significant net cost impact on either Part H
or Section 619.

We are also proposing to eliminate a requirement that the State
Interagency Coordinating Council (ICC) be composed of no more
than 15 members. While we believe that proportional representa-
tion required under current law should be retained, we believe that
the decision regarding the maximum size of the council should be
left to the States.

The Administration is also proposing that States be given flexi-
bility to determine what services would be provided to children
who are not disabled, but who are at risk of developmental delay if
early intervention services are not provided. We hope this change
would encourage States to address tge needs of children at risk, in-
cluding children prenatally exposed to drugs.

In addition to the changes I have already described, the Adminis-
tration’s bill would reauthorize Part H through 1996. It would clar-
ify that assistive technology is an early intervention service that
can be provided under the program. It would require each State’s
Part H comprehensive system of personnel development to be con-
sistent with its system under Part B.

Finally, recognizing that States may find it necessary to use Part
H funds to pay for direct services, our bill will provide strong en-
couragement to States to establish sliding fee schedules for direct
services to be paid for with those funds.

In conclusion, I want to stress the Administration’s strong sup-
port for the reauthorization of the Infants and Toddlers with Dis-

Q
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abilities program, which can help us address our national goal of
improving the school readiness of all young children, including
young children with disabilities. This program has the potential to
significantly affect the lives of young children with disabilities and
their families.

Thank you, Mr. Chairman, for the opportunity to present the Ad-
ministration’s reauthorization proposal.

I will be able to answer questions.

[The prepared statement of Dr. Robert Davila follows:]

s
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DEPARTNENT OF EDUCATION
Statement by Robert R. Davila
Assistant Secretary for Special Education
and Rehabilitative Services
on
Reauthorization of Part H of the
Individuals with Disabilities Education Act

Mr. cChairman and Members of the Subcommittee:

It is a pleasure to appear before this panel to express

the Adnministration’s full support for reauthorization of part H
of the Individuals with Disabilities Education Act (IDEA). I am
here to outline, and to urge you to approve, our reauthorization
proposal, which we plan to transmit in our legislative proposals
in the near future. There are many Federal programs that can
provide services and benefits for infancs and toddlers with
disabilities and their families, but Part H has this population
as its sole focus. We believe this program can make a real
difference in helping meet the national goal of improving the
school readiness of all young children, including young children

with disabilities.

In creating the Infants and Toddlers with Disabilities program in
1986, the Congress provided families with a vision and a promise
of a coordinated system of gervices that would help them ensure
the growth and development of their young children with
disabilities. This progran was special in its design because it

focused on the family’s role of nurturing young children with

ry
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disabilities. The legislation sought to support that role by
drawing togsther an often fragmented system of services to meet
the unique needs of infants and toddlers with disabilities., It
did this through a focus on interagency coopsration, service

coordination, and case managexment.

In 1986, the Congress also amended Section 619, the Preschool
Grants program authorized under Part B of the Act, to require
States, by fiscal year 1991, to make available a free appropriate
public education to all chil )ren with disabilities age three to
tive, inclusive. This amennment helps to ensure that preschool
children with disabilities will receive the special education and

related services they need to succeed in school.

During the past four years, we have been impressed by the spirit
with which the States have accepted the challenge of the Part H
and Preschool Grants programs. During the first three years, all
eligible States and jurisdictions participated in the Part H
program. Each State has designated a lead agency and has
identified the programs and services within the Stata that will
be part of its comprehensive statewide early intervention systen.
Each has adopted policies to establish and operate a statewide
system and has identified the criteria upon which infants and
toddlars will.bc deternined eligible for services within the
State. cCurrently, most States are working to develop policies
and procedures for each of the 14 required program components

that must be in place by the beginning of the fourth year of a
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State's participation in the program. This is an intensive
activity requiring an extraordinary lavel of interagency
cooneration and coordination. Nonetheless, to date, 24 States
and jurisdictions have submitted final fourth-year applications
and another 13 have filed draft plans. We are confident from our
contacts with States that more States will submit final
applications in the near future and that most or all States will
have submitted applications by July 199i. It is worth noting
that, although States are not required to provide Part H services
until the fifth year, States reported that in 1989 they were

serving an estimated 247,000 children.

States have also made impressive progress in inplementing the
Preschool program. Since fiscal year 1987 all States have
participated in the program. During this time, the nunmber of
children with disabilities age three through five served by the
Preschool program has grown from 261,000 during the 1985-86
school year to 352,000 children in the 1990-91 school year.
Prior to the passage of P.L. 99-457, only 20 States and
jurisdictions mandated services for all three-through five-year-
olds with disabilities. Today 50 States and jurisdictions have
mandates and two of the remaining six grantees are very close to
enacting mandates. Thus, I am pleased to report that the
challenges presented by the creation of the Infants and Toddlers
with Disabilities program and the amendments to the Preschool

Grants program have been accepted by the States, and that they

70
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are working diligently and creatively to develop the

comprehensive systens envisioned by the Congress.

As Chair of the Federal Interagency Coordinating Council (FICC),
I am also pleased to note the increasing collaboration among
Federal agencies as we provide support to States. Four national
conferences have been hosted by the FICC to help estawlish
networks to disseminate information to and identify resources to
support Part H planning within the States. Technical assistance
documents have been developed and disseminated. The FICC has
alsc coordinated the development of policies and proposed

regulations related to Part H.

In November 1590, the FICC held public hearings that provided an
opportunity for organizations and individuals to present issues
that should be considered during the reauthorization process.
Currently the FICC is completing an interagency agreement between
the Departments of Education and Health and Human Services
dealing with early identification and eligibiltiy of young
children with special needs. I expect the FICC to continue to
play an important coordinating role for agencies at the Federal
level and to continue to provide a forum for the exchange of
information about the problems States confront and the solutions
they have found as they implement their programs for young
children.

At the same time we have been watching the excellent progress of

Stataes in implementing the Part H and Preschool Grants progranms,

§{)
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we have also bscome aware of the need for changes in the programs
that would facilitate this progress. Through technizal
assistance workshops, bullatins, and policy letters, we have

provided guidance and clarification on a number of issues.

For the Part H program, these issues include the application
requirements for each year, the uses of Federal funds, the
rasponsibilities of lead agencies, and the definition of eligible
children. Under the Preschool Grants program, w2 have addressed
concerns regarding distribution of basic and bonus grant funds,
placement in the least restrictive environment, and children’s
eligibility for services beginning on their third birthday. We
have also provided guidance regarding the transition of children
from the Part H program to the Preschool program and the
operations of birth through five systems in States desiring such

“gseamless" systenms.

Though guidance and technical assistance have clarified many
implementation issues, some can only be addressed through ch..ges
in the legislation. The Administration’s proposal will address
changes that we believe would help States implement their
statewide systems of early intervention. Our proposal, however,
would not reguire States to redesign the systems they have been
developing with such intensity. Our concern was that major
changes in any of the 14 components would significantly delay

States in meeting the requirements of tha fifth year and thus
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delay the provision of services to all infan%s and toddlers with

disabilities.

Several of the changes we are proposing would provide Stutes with
greater flexibility in implementing the program. For example, to
help States better address the needs of young children, we are
proposing amendments that would allow States to use Part H funds
after a child with disabilities turns three and to use Preschool
Grant funds prior to age three to facilitate a smooth transition
of children from early intervention to preschool services. This
change would help states reduce accounting and administrative
burdens associated with financing services during the transition
period and would enable States to decide how their resources can
best be used for children in transition. We do not expect it to
have any significant net cost impact on either Part H or Section

619.

We are also proposing to eliminate the requirement that the State
Interagency Coordinating Council (ICC) be composed of no more
than 15 members. The restriction on the size of the ICC has
meant that, in some States, key agencies in the statewide system
could not be represented on the Council. While we believe the
proportional representation required under current law shculd be
retained, we helieve that the decision regarding the maximum size
of the Council should be left to the States in ordec to allow for
differences in State size, in governmental structures, and in

interagency relationships. In addition, we are proposing that




78

-7 -
the 1CC be permitted to include parents of children up to age 12
so that States, at their discretion, may retain parent members as

their children grow older.

The Administration is also proposing that States be given the
flexibility to determine what services would be provided to
children who are not disabled but who are at risk ot

developmental delay if early intervention sarvices are not

provided. Though surveys taken during che first two years of the -

prograu indicated that many States intended to cerve children who
were at risk, concern about the poassible costs of providing full
services to at-risk children has ied many States to reverss their
original plans to serve these children. We hope this change will
encourage States to address the needs of children at risk,

including children prenatally exposed to drugs.

In addition to the changes already described, the
Administrat.ion’s bill would reauthorize Part H through 1996. It
would clarify that assistive technology is an early intervention
service that can be provided under the program, and require each
State’s Part H comprehensive system of personnel deavelopment to
be consistent with its system under Part B. It would extend
authority in Part H for the lead agency to monitor programs that
do not receive Part H funds but ara pari of the services network
for infants and toddlers and their families under the State plan.
This would help ensure that the statewide Part H system meets the

needs of this population. It would also ensure that States keep
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records demonstrating that Part H funds are used for direct
services only to the extent permitted by the Act and are not
substituted for funds that would have been paid from another
public or private source. F.inally, recognizing that States may
find it naecessary to use some Part H funds to pay for direct
services, our bill will provide strong encouragement to States to
establish sliding fee schedules for direct services paid for with
those funds. This is consistent with the Administration’s policy
of focusing Federal funds for services on people with the least
ability to pay. While the sliding fee schedule approach is our
preference, we are eager to work with the Congress and recognize
that there may be other ways of achieving this objactive. An
alternative that Congress may want to consider would be to
require States to target all Part H funds used for direct

services on the neediest families and children.

In conclusion, I want to stress the Adninistration’s strong
support folr the raauthorization of the Infants and Toddlers with
Disabilities crogram, which can help us address our national goal
of iumproving the £chool readiness of all young children,
including yousy children with disabilities. This program has the
potential tn significantly affect the lives of young children
with aisabilitiss and their families. Our proposed changes to
the l.gisiatio. will facilitate implementation of the program,
but will not slow the impressive progress that has been made to

date,
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Thank you, Mr. Chairman, for the opportunity to present the
Administration’s reauthorization proposal cn Part H. My

colleagues and I will be pleased to respond to gquestions.
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Chairman Owegns. Thank you very much, Mr. Secretary. We look
forward to working with you. We appreciate your enthusiasm for
the reauthorization of this legislation.

We have a few questions, though.

In terms of the interagency agreement between the Department
of Education and the Department of Health and Human Services,
can you clarify the role of the Medicaid program in the implemen-
tation of each State’s Part H program?

Dr. Davira. I will ask Dr. Schrag to respond to that particular
question.

Dr. ScHrAG. The role of Medicaid is very important.

Chairman OwEeNS, For the record, do we have your name?

Dr. ScHrAG. Yes. My name is Judy Schrag, Director of the Office
of Special Education Programs.

Chairman Owens. Thank you.

Dr. ScHraGg. Mr. Chairman. Medicaid is an important source of
funding for the States to assist with screening and medical services
and so forth. Within our interagency agreement, we have delineat-
ed coordination in screening to also include Headstart and other
programs as well.

Ch%irman Owens. That is spelled out in detail in your agree-
ment

Dr. ScHRAG. It is.

Chairman OweNs. Can this committee be supplied with a copy of
that agreement?

Dr. ScHRrAG. Yes, it can.

Chairman Owens. Thank you.

In your testimony, Mr. Secretary, you state that you will strong-
ly enconrage the Stutes to establish a sliding fee .chedule for direct
services ¢ ider Part H. This statement is in contrast to your other
statements, which recommend great flexibility to the States.

Can you tell us how you would determine who is least able to
pay under this sliding fee schedule?

Dr. DaviLa. Mr. Chairman, we have to understand that we have
limited Federal dollars to provide support to all children who are
covered under this Act. So the Administration has taken the posi-
tion that we should give our funds to those children and tamilies
least able to pay. We would be willing to explore other options that
would be possible that would accomplish the same intent.

We are concerned that services be provided to those children who
are a high priority inasmuch as their families would not be able to
pay. We want to give the States the flexibility to determine the
identity of children and families who are considered least able to
pay.

Chairman OweNs. So States could impose a means test of any
kind that is reasonable and you would have to approve it?

Dr. DavirLAa. That would be one way. The statute already author-
izes the States to establish sliding fee schedules. Some States are
corsidering proposals to do so, but of course, we would leave it to
the States to determine the identify of people eligible for this.

Chairman Owens. We would like for you to submit additional
clarifying information on how you see that operaing. We would
appreciate that for the record.

Dr. Davira. Yes, sir.
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Chairman OwEens. Without objection, I would like to enter into
the record at this point a statement by Congressman Jefferson who
had to leave.

[The prepared statement of Hon. William J, Jefferson follows:]

STATEMENT oF HON. WILLIAM J. JEFFERSON, A REPRESENTATIVE IN CONGRESS FROM
THE STATE OF LOUISIANA

Mr. Chairman and my esteemed colleagues on the Subcommittee on Select Educa-
tion: I would like to take this opportunity to make a few brief comments in support
of the reauthorization of Part B and Part H of the Individuals with Disabilities Edu-
cation Act, and to voice some of the concerns my State Louisiana has about its par-
ticipation in Early Intervention Programs.

1 commend this subcommittee and the Congress as a whole for passing Public Law
99-457, the Education of the Handicap Amendments of 1986, and providing the
catalyst for nationwide efforts to provide comprehensive, coordinated services to in
fants, toddlers and preschoolers with special needs as well as to their families.

All States have chosen to participate on Part H, and desire to provide individual-
ized service plans for infants and toddlers from birth to age three that have disabil-
ities and developmental delays. But four yea:s later, many States, including Louisi-
ana, are uncertain if they will be able to realize such a mission.

Throughout the State of Louisiana, early intervention service providers reach
about 800 infants and toddlers. With four years of very hard work in Louisiana,
meeting the fourth year requirements will be difficult given limited funding and
support. ARC, the Association for Retarded Citizens in Baton Rouge, estimates that
less than one third of the State agency’s budget request will be considered in the
State of Louisiana’s upcoming legislative session. When States cannot meet the re-
quirements of the stages set out in Part H the only alternative is to drop out of
program.

I bring Louisiana’s situation to your attention to stress the point that States not
only need Federal encouragement to continue participation, they need Federal dol:
lars. Like many States. Louisiana is under great financial strain. States are worried
about the long-term financial implications of their commitment to provide services
to so many needy children. Louisiana would like to see timeline extensions with
Federal funding to allow for their continued participation in Part H programs.

States should not be punished by being forced to dro? out of the program because
their States lack the monies and resources required to fully implement Part H early
intervention programs. Rather, States making good faith efforts should be rewarded
by increased Federal support. If States are forced to end their participation, disabled
and developmentally delayed children are the ones that suffer the greatest loss.

We know that early intervention is the critical factor that determines how well a
disabled or developmentally delayed child performs when he or she reaches school
age; we know that early intervention minimizes the need for special education later
on in life, as well as minimizes the need for institutionalizatior. We also know that
funds are needed to provide the quantity and quality of service these young children
need. Let's not ignore what we know to be true. I urge Congress to grant States the
support they so desperately need.

Chairman Owegns. Mr. Ballenger.

Mr BaLrLeENGER. Thank you, Mr. Chairman.

Mr. Secretary, it is good to see you again.

In the discussions we have had here this morning, differential
funding caused by the shortage of funds in general and the difficul-
ties that variuus States have had in meeting the demands because
of the economies, they have requested, it would appear to be almost
unanimous in requesting differential funding.

C-uld you express an opinion on how the Fedc.al Government
feels about the funding for States that are already there, say, the
17 that have already done and the others—do you have an idea in
your own mind as to the best way to go about that?

Dr. Davita. Yes, sir. We are hopeful that all of the States will
submit application for four-year funding. This has been our expec-
tation. We have been providing technical assistance and support to
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the States during the process of planning for fourth year applica-
tions, the deadline of which is the end of June. However, it should
be the position of the Congress to extend up any time. We would
support a differential funding arrangement in order that we could
recognize the States that have prepared the application on time.

Mr. BALLENGER. I am glad to hear that. After hearing Congress-
man Espy’s statement, for the poorest counties in the United
States where they have a trial program there, I would hate to see
it disappear just because the Federal Government was unwilling to
be a little bit flexible. I thank you for that opinion.

I have no more questions, Mr. Chairman.

Chairman Owens. Mr. Secretary, as usual we have very few
questions. We look forward to working with you to resolve those
questions that we do have. Thank you very much for testifying.

Dr. Davira. Thank you, sir.

Chairman OwgnNs. Our final witness is Ms. Debbie Tisdale.

STATEMENT OF MS. DEBORAMN SOSA TISDALE, MEMBER OF THE
FEDERAL INTERAGENCY COORDINATING COUNCIL, TACOMA,
WASHINGTON

Ms. TispaLE. I was going to say good morning, but I lcoked at the
time and it is now good afternoon.

My name is Deborah Sosa Tisdale. I am a parent from Washing-
ton State.

I want to express my appreciation fos this opportunity to address
this small committee today. I wanted to let you know that today
the reason why I am speaking to you is because I am a parent of a
child with special needs. I have been actively involved with Public
Law 99-457 for 3.5 years.

My son, Joshua, was fortunate to receive early intervention serv-
ices at a young age. At times, it was difficult for us to assess serv-
ices we felt he needed. Often, Joshua's needs translated into hard-
ships for our family.

While he was involved in various early intervention programs, I
realized that many children, and especially those of color, do not
have an advocate parent who is able to speak on their behalf. This
fact has sustained my involvement on my county, State and the
Federal Interagency Coordinating Council.

Today, I was asked to address my views on how the Federal
Interagency Coordinating Council has helped in the implementa-
tion and support of earlv intervention and preschool programs
throughout our Nation. For the past year and a half that I have
served on the FICC, I have witnessed the development of interagen-
cy agreements, the deve!opment and dissemination of technical as-
sistance documents for various components of Public Law 99-457
and the organization of the national conferences. All of these ef-
forts have circulated best practice, information and resources and
have assisted State systems and parents to better understand the
spirit and intent of Public Law 99-457.

Most importantly, I have seen Federal agencies come together
for the sake of children and families, providing a forum where Fed-
eral agencies whose missions involve infants, toddlers and young
children, can hear how the policies and programs have been trans-

: 9




84

lated and the effect these programs and policies have on children
and families.

Traditionally, businesses providing a service keep abreast of the
problems their customers encounter, and if necessary, make
changes. Historically, as with the education of the Handicapped
Act, it takes years to get feedback from consumers as to the reali-
ties in the field, what barriers exist to keep children and families
fro!él being served, and changes that consumers feel need to be
made.

With the formation of the FICC, parent participation and contin-
uous contact with State ICCs, issues and problems of implementa-
tion have been allowed to be brought to the Federal council to be
addressed. This forum is not only good business practice, but it is
good financial management.

As States go into coordinated systems of service delivery, they
are discovering that some of the obstacles they are encountering
are originating on a Federal level. The FICC has been a means to
address these obstacles.

In States where duplication of services are occurring, coordina-
tion encourages better use of funding. The same is octc  “ing on the
national level due to the collaboration of Federal age ... brought
to the formation of the FICC. In evidence, we now have interagen-
cy agreements on the Federal level.

When State councils were formed, many States found themselves
in a quandary as to exactly what they were to do. Many States es-
tablished regional or county councils to obtain grass roots feedback
from services providers and especially parents.

These local councils look to State councils as models. In that
same regard, the States can look to the Federal ICC as a madel for
collaboration and to provide leadership in the coordination of serv-
ices for infants, toddlers and preschool-aged children with special
health care needs.

Since October of 1987, I have seen Federal agencies transition
from an isolationist stance into a collaburative position. This is
truly representative of Public Law 99-457—-collaboration, commu-
nication and a philosophical transition to what is best for children
and families.

I would recommend the following changes to strengthen the
FICC as a model for the Nation and to assist the couucil and the
work that it is effecting and could possibly accomplish in the
future. First, we could require in statute the Federal Interagency
Coordinating Council with adequate authority, staff and resources
for its activities,

As a parent, I have real concerns about the possible lack of par-
ticipation and representution of participating agencies due to ad-
ministration changes or agendas. I do not feel that it is fair to chil-
dren and families that the FICC’s existence be predicated upon ad-
ministrative philosophy.

Secondly, I would designate members of the FICC to include cur-
rent programs or agencies, parent represeniatives, Part H directive
representative, an ICC chair representative, a Section 619 cceordina-
tor representative, a representative from the Bureau of Indian Af-
fairs, from Indian Health Services, from the Department of De-
fense school, from Handicapped CHAMPAS, and from the testimo-
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ny that I have heard today, possibly from the Mizrant Council.
Also, as the council deems necessary, include any representative of
an agency or Srogram directly aftecting the provisions of services
to children and families.

It is important for me to know that as a parent all players on the
Federal level that are providing services for young children are
working together; that through a process of representation, all
State and territories have a voice on the FICC. Although these are
my personal recommendations, I feel strongly that the FICC should
have the flexibility to address the size and constituency of the Fed-
eral council as it deems appropriate for issues being addressed.

Third, I would suggest that the FICC be authorized to address
issues for all young children with disabilities and especially those
classified at risk for disability. Since many States are vpting not to
serve young children classified at risk under Public Law 99-457, it
ish iﬁportant that the FICC sustain the model for inclusion of these
children.

Many States are servicing these children on a selected basis
through other programs. it is vital that any program serving chil-
ilrenl classified at risk be kept involved on the State and national
evel.

Fourth, the FICC should have certain responsibilities that should
be developed as a group process. These might include reviewing of
Public Law 99-457 implementation policy statements from ¥Federal
agencies; being a forum for review of procedural safeguard deci-
sions and appeals as implementation occurs across the Nation; clar-
ification and interpretation of policy and assignment to Federal
agencies as appropriate. This would be reflective of the interagency
collaboration that is being fostered.

Foster participation that assures that all infants und teddlers
and young children throughout the United States and territories,
including dependent children of civilian and military personnel
serving with the armed forces on overseas duty assignments, be af-
forded the opportunity of services under Public Law 99-457.

Last, to foster a national standard of best practice for infants,
toddlers and young children among Federal agencies.

Thank you.

[The prepared statement of Deborah Sosa Tisdale follows:)

STATEMENT OF Drnor..# Sosa TisvALE, MEMBER, FEDERAL IMTERAGENCY
CoorbiINATING COUNCIL, TAcOMA, WASHINGTON

Mr. Chairman and membere of the subcommittee: My name is Deborab Sosa Tis-
dale. I am a parent of two children age 5 and 7. My oldest, Joshua, has cerebral
palsy and is visually impaired. T appreciate this opportunity of addressing ysu today
in support of your efforts regarding the reauthorization of the Early Intervention
Program (Part ) and the Preschool Program (Part B section $19) of the Individuals
with Disabilities Education Act. I am speaking with you today because ! am a

arent of a child with special needs. I have been actively involved with Publiv Law
99-457 for 3% years. My son. Joshua, was fortunate to receive early interventicn
services at a young .2 2. While he was involved in various programs, § realized that
many children, especially those of color, do not have an advocate parent who is able
to speak on their behalf. This tact has sustained my involvement on county, State,
and Federal Interagency Coordinating Council.

Today, I have been asked to address my views on how the Federal Interagency
Coordinating Councit (FICC) has helped in the implementation and support of early
intervention and preschool programs throughout cur Natwn. In the past year and a
half that I have served on the Federal Interagency Coordinating Council (FICCY 1
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have witnessed the development of interagency agreements. The development and
dissemination of technical assistance documents for various components of Public
Law 99-457, and the organization of national conferences. All of these efforts have
circulated best practice information and resources, and assisted State systems and
garents to better understand the spirit and intent of the law. Most importantly I

ave seen Federal agencies come together for the sake of children and families. A
forum where Federal agencies whose mission involves infants, toddlers and young
children hear how their policies and programs have been translated and the effect
these programs and policies have on children and families.

Traditionally a busiresses that is providing a service keeps abreast of problems
their customers encounter and if necessary makes appropriate changes. Historically,
as with the Education of the Handicapped Act (now IDEA) it takes years to get feed-
back from consumers as to the realities in the field, what barriers exist that keep
children and families from being served, and changes consumers feel need to be
made. With the formation of the FICC, parent participation and continuous contact
with State ICC's, has allowed issues and problems of implementation to the council
to be addressed. This forum is not only good business practice but it is good finan-
cial management. As States go into a coordinated system of service delivery they
are discovering there are some obstacles originating on the Federal level. The FICC
is a means to address these ohstacles. In States where duplication of services are
occurring, coordination encourages better use of funding. The same is occurring on
the national level due to the collaboration of Federal agencies brought through the
formation of the FICC.

When State councils were formed, many States found themselves in a quandary
as to exactly what they were to do. Many States established regional or county
councils to obtain grassroots feedback from service providers and parents. These
local councils looked to the State councils as models. In the same regard States have
looked to the FICC as a model for collaboration and to provide leadership in the
coordination of services for infants, toddlers, and preschool aged children with spe-
cial health care needs. Since October of 1987 I have seen Federal agencies transition
from an isolationist stance into a collaborative position. This is truly representative
of the spirit of Public Law 99-457; collaboration, communication andy a philosophical
transition to what is best for children and families.

I would recommend the following changes to strengthen the FICC as a model for
the Nation. and assist in the efficacy of the work it is effecting and could accom-
plish in the future.

Require in statute the Federal Interagency Coordinating Council, with adequate
authority, staff, and resources for its activities. (This could include parent reim-
bursement, staff, office expenses, training and special projects.) As a parent I have
concerns about the possible lack of participation or representation of participating
agencies due to administrative changes and agendas. I do not feel it is fair to chil-
iiren ﬁmd families that the FICC's existence be predicated upon administrative phi-
osophy.

Designate membershiﬁ of the FICC to include current programs/agencies, parent
representatives, a Part H director representative, an ICC chair representative, a 619
coordinator representative, a representative from the Bureau of Indian Affairs, a
representative from Indian Health Services, a representative from the Department
of Defense Schools, a Handicapped CHAMPUS representative. and as the council
deems necessary, any reﬁresentative of an agency or program directly affecting the
provision of services to children and families. It is important for me to know that all
players involved with young children are working together. That through a process
of representation all States and territories have a voice on the FICC. Although these
are mf personal recommendations I feel strongly that the FICC should have the
flexibility to address the size and constituency of the council as seems appropriate
for issues being addressed.

Authorize the FICC to address issues for all young children with disabilities and
especially those classified “at risk" for disability. Since many States are opting not
to serve young children classified “at risk” under Public Law 99-457 it is important
that the FICC sustain the model for inclusion of these children. Many States are
serving these children on a selective basis through other programs. It 18 important
that programs serving children classified “at risk’ are kept involved on a State and
national level.

The FICC should have certain responsibilities which should be developed as a
group process. These might include: review of draft Public Law 99-457 implementa-
tion Xolicy statements from Federal agencies; forum for reviewing procedural safe-
guards decisions and appeals as implementation occurs across the Nation; clarifica-
tion and interpretation of policy and assignment to appropriate Federal agencyts) if

ERIC Ji

IToxt Provided by ERI



87

appropriate. This would be reflective of the interagency ..ilaboration that is being
fostered. Foster participation that assures all infants, toddlers, and young children
throughout the United States and territories, to include dependent children of civil-
ian and military personnel serving with the armed forces on overseas duty ass.gn-
ments, be afforded the opportunity of services under Public Law 99-457; foster a na-
tional standard of best practice for infants, toddlers, and young children among Fed-
eral agencies.

In closing I want to again express my support for this bill and say that as a
garent of a child with special needs I appreciate the progress that the FICC has

elped to facilitate across the Nation. I feel strongly that the hearts of this country
are returning to its children. My hope is that the sense of commitment I have en-
countered across this Nation is felt by members of this committee today. Please help
keep that momentum going.

Chairman Owens. Thank you very much. You have been in-
volved at all three levels of these parent participation bodies?

Ms. TispaLE. Right.

Chairman OweNns. How have you been able to do that?

Ms. TispaLE. My husband stays at home with our children. That
is how it is. We have made lots of sacrifices. My husband has not
been employed for the last two and a half years so that I could
become involved on all of these levels. We have a personal commit-
ment to this.

Chairman OweNs. What about the experience of other parents?
D(Mou find that there is a reasonable number of parents involved?

8. TispaLk. I think it is extremely difficult for most parents,
even for myself, financially The indirect costs that are involved
makes it very difficult for parents to sustain involvement, even on
a State or county lavel. Just the demands of having a child with
special needs—running to doctors, running to therapies—really
impede on the time that is available for parents to become involved
on a system-wide level.

Chairman OweNs. In what ways could the Governmnent provide
greater incentives for parent participation?

Ms. TispaLE. I think as we go into implementation with Public
Law 99-457, I think that is going to be alleviating a lot of the prob-
lem. Currently, I have been known to drive 130 miles a days when
we were receiving early intervention services for my son. I didn’t
have time for much else, not even my other daughter. We barely
had time to get baths and get meals made. I think that’s a reality
for most families. As we go into a system of community-based care,
hopefully, services will be very easy to access for families. They
will not have to have services and obtain services that are miles
away from where their home is.

Chairman OweNs. I meant in terms of participating on some-
thing like the Interagency Coordinating Committee. How often
does that bring you to Washington? Once a year?

Ms. TispaLE. More often than I would like to imagine. Even this
month, I had two trips here to Washington. Usually, it is at least
on a quarterly basis. On the State level, minimum of once a month
or twice a month that I have to attend meetings. Usually, it is
sometimes on a weekly basis that | have to go to either a center in
our State or to the State capital for meetings or other business. On
the county level, it is usually just on a monthly basis.

One of the most difficult things for parents is that so often we
feel like we have to go begging for funds to be able to get ourselves
anywhere. Having the extenuating medical expenses for a child
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with special needs does not always allow me to use free money.
There is no money in our budget. Oftentimes, I have heard families
refer that they are using their grocery money to be able to go to
conferences and get more information and to learn advocacy skills
for themselves and for their child.

I think what would be really lielpful would be to first—you men-
tioned earlier with the parent-training information centers across
the country as a resource for parents—give some money to them.
They are so involved right now with the majority of their children
being from six on up, that they don’t always have a lot of time to
work with families and parents of children with younger infants
and toddlers.

Secondly, I think I would like to see an increased budget for
parent participation on the State and Federal level.

Chairman Owens. Well, we would like for the record to show
that we greatly appreciate your time and energy and other re-
sources that you have put into this and that other parents like
yourself have put into this.

Thank you very much for testifying. We would like to thank all
of our witnesses for testifying today.

We would like the record to show that this hearing is not ad-
journing; we are recessing until tomorrow when the hearing will be
continued.

[Whereupon, at 1 p.m., the subcommittee recessed, to reconvene
at 10 a.m., Friday, April 12, 1991.]

[Additional material submitted for the record follows.]

STATEMENT OF Hon. Jost E. SERRANO, A REPRESENTATIVE IN CONGRESS FROM THE
StaTE oOF NEW YORK

Mr. Chairman I am pleased that you have convened these hearings to address the
growing needs of an underrepresented population.

Education for the disabled has undergone many changes as a result of judicial
and legislative actions. We have in a short time learned that special education does
make a difference, and that preschool programs and early intervention services pro-
vide disabled children a better chance of achieving their potential.

1 believe that Part H holds the promise of long overdue reforms and improve-
ments in the way we serve infants and toddlers with special needs and their fami-
lies. I am ecstatic that families are recognized in the act. For parents are the true
advocates in obtaining civil rights for their children. The changes and practices of
special education are the results of diligent parents' efforts seeking to redress the
flaws with the education their children were receiving.

It is in our national interest to continue funding for these programs. As many
States move toward the full implementation of the early intervention services, I be-
lieve that a continued Federal commitment is essential to assure that all eligible
infants and toddlers and their families will be served.

I concur with Chairman Owens and will work toward increasing opportunities for
minority, Native American children and, the economically and educationally disad-
vantaged to fully participate and benefit from these programs. Effective preschool
programs have demonstrated the likelihood of a successful transition when children
leave special education programs. That, I believe is the goal; to develop a “special”
gggulation ready to further their education, contribute to the work force and

ome civic minded responsible citizens.

I look forward to listening to the testimony of our distinguished panelists.

STATEMENT oF HoN. DonaLD M. PaAyNE, A REPRESENTATIVE IN CONGRESS FROM THE
STATE OF NEW JERSEY

Mr. Chairman, let me commend you for calling this hearing on the Individuals
with Disabilities Education Act (IDEA), which is the main Federal law that provides
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for the education of disabled infants, toddlers, children, and youth froni birth
through age 21.

The basic State grant and preschool grant are permanently authorized in Part B
of the act. These programs assist the States in serving children and youth with dis-
abilities. It also provides educational services for Native American children and it
stlrengthens the comprehensive system of personnel development under the State
plans,

Additionally Part H authorizes a formula grant program to assist States in devel.
oping and implementing a statewide program of early intervention services for in-
fants and toddlers under the age of 3 and for their families.

We must continue to provide adequate funding for these programs that provide
crucial services for children with disabilities and their families.

Moreover, we must continue to reach out to black. Hispanic, Native American
and other previously underserved populations and offer those children and their
families educational and support services.

As you know last year, President Bush signed into law the Americans with Dis-
abilities Act, which is the most comprehensive civil rights measure since the Civil
Rights Act of 1964,

As it was stated many times during the fight for approval of the act, *‘People with
disabilities have the same inalienable rights as other people to participate in the
mainstream of society.”

Mr. Chairman, hopefully, through the services that will be provided for in this
act, we can begin to identify as early as possible which children need the early
intervention services and we can begin to help them and their families as they try
to become as independent and productive as they possibly can.

I would like to welcome the witnesses and I especially look forward to hearing
about the experiences of the parent representatives. I would also like to welcome
our colleague and good friend Mike Espy, from the State of Mississippi.
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I. Introduction

The National Association of State Mental Retardation Program Directors
is a non-profit organi2ation consisting of the designated officials in
the fifty states and territories who are directly responsible for the
provision of long term care services to a total of over one-half million
children and adults with developmental disabilities. The principal role
of NASMRPN member state agencies is to finance and coordinate the
delivery of residential, daytime and support services for persons with
severe, lifelong disabilities, the vast majority of whom are adults. In
a real sense then, state mental retardation/developmental disabilities
agencies deal with the consequences of society's past failure to prevent
disabilities and ameliorate the consequences of such conditions through
early intervention services. This year, for example, state MR/DD
agencies collectively will spend more than $13 billion on services to
children and adults with severe disabilities.

NASMRPD member state agencies have a special interest in legislation to
amend and extend Part H of the Individuals with Disabilities Education
Act (IDEA). In roughly one third of the states, the state MR/DD agency
serves as the lead agencg for Part H planning and implementation. Even
in states where the MR/DD agency is not the designated lead agency, it
generally is represented on the state's interagency coordinating council
for earlg intervention services and often is one of the major loci of
responsibility within state government for financing such services.

The recent history of tue field of developmental disabilities offers a
powerful {llustration of the benefits of early intervention services.
In 1965, over 91,000 children and youth were residing in public mental
retardation institutions. By 1989, the number of state facility
residegts under 21 yzars of a?e had plumneted to just a little over
9,000.* This precipitous decline in the number of institutionalized
children over the past twenty-five years fs the product of many forces,
but certainly the wider availability of resources through the gublic
schools and other community based social service a%encies has been a
principal factor in allowing children with disabilities to remain part
of their families and communities. With the average c~st of a public
institutional placement now exceeding $70,000 a year, state NR/DD
agenc ies would be spending close to $6 billion more each year if the
1965 childhood institutional census had not declined over the past
quarter century.

In view of both the human and fiscal payoffs associated with earity
intervention services for infants and toddlers with disabilities,
NASNRPD strongly supports the mnactment of legislation to extend and
amwend Pa=t H of the Individuals with Disabiiities Education Act. The
creation of a comprehensive, responsive, statewide network of early
intervention services for such youngsters and their families deserves to
be a national goal of the highest priority.

The accomplishment of this goal, however, will not be furthered by
ignoring the very real fiscal and programmatic realities many states
have encountered in their attempts to institute a comprehensive early
intervention system. The challenge before this Subcommittee, as it
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undertakes the difficult task of revising and updating the provisions of
Part H, is to strike a proper balance between addressing such realities
in a sensitive manner and assuring that the original vision of the 1986
legislation is achieved as expeditiously a< nossible,

II. Status of Part H Implementation

The Carolina Policy Studies Program (CPSP) at the University of North
Carolina at Chapel Hill vecently issued a report on the status of the
states' progress in implementing Part H of P.L. 99-457, This report,
based on feedback from the Part H coordinators in 50 states and the
District of Columbia, concluded that the states, in general, had
achieved "substantial progress across all of the fourteen components..."
of a comprehensive early intervention system deiineated in the Act.
However, the CPSP researchers also pointed out that “[i]t appears that
the states are moving more slowly toward the accomp]ishmsnt of the
implementation goal ?of Part H] than Congress expected”.

Among the principal barriers to full implementation of Part H that are
identified in CPSP's report are:

. Concerns about the financial ramifications of a new
entitlement program, particularly in view of the precarious
fiscal outlook facing many states, As the authors of the
report note: "The introduction of a new 2ntitlement program
with an uncertain, but clearly significant financial
commitment is viewed with apgrehension by state public
decision makers."

The inadequate level of federal financial assistance. As
CPSP notes in its report, “there are some policymakers at
the state level who wish to see a greater financial
commitment from the federal government, even though there is
a recognition that the financial problems of the federal
government are enormous."

Earlier this year, NASMRPD conducted 2 survey of its member state
agencies to determine the views of state MR/DD officials regarding
legislation to extend and amend Part I} of IDEA. Several of the key
findings of this survey highlight the problems many states face in
complying with the current timeframes spelled out in Part H:

* An overwhelming majority of the respondents cited the lack
of adequate funding for early intervention services as the
single most important barrier to meeting the statutory
objectives of Part H (i.e., establishing a comprehensive,
statewide service delivery system that is capable of
providing appropriate and needed early intervention services
to all infants and toddlers with disabilities). When asked
to rate the relative significance of five potential barriers
to achieving the objectives of Part H (on a scale of 0 to
3), thirty-six (36) of the forty-four (44) respondents
indicated that inadequate state/local funding was a "most
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significant" barrier. The median rating for all respondents
on this potential barrier was 2.82 out of a possible 3.0.

* Another closely related barrier that was ranked high by the
sucvey respondents was the inadequate level of federal
financial assistance availahle through Part H, combined with
the current statutory restrictions on the use of such funds.
Thirty (30) out of the forty-four (44) survey respondents
rated the shortage of federal funds as a level 3 (or most
significant) barrier to implementing Part H. The median
rating for all respondents on this item was 2.52 out of a
possible 3.0.

The shortage of trained personnel also was viewed as a
significant barrier to full implementation by many
respondents. Eleven (11) respondents rated this area as a
"most significant" barrier, while twenty-one (21) indicated
it was a "moderately significant" barrier. The median
overall rating for this potential barrier was 2.02 out of a
possible 3.0,

* Ineffective interagency coordination and poor access to
generic funding sources (such as Medicaid EPSDT benefits,
etc.) were viewed as less significant barriers by most
respondents. The median rating for poor interagency
coordination was 1.0 on a scale of 3.0, while lack of access
to generic funding sources was rated 1.64.

* Significantly, very few respondents indicated that there
states faced "no major outstanding problems" in achieving
implementation of the Part H requirements within the current
statutory timeframes. The median rating on this item was
only 0.11, with just two (2) out of forty-four (44)
respondents irdicating that there were no major
implementation problems in their states.

III. Statutory Timelines

Thus far this fiscal year over thirty states have been forced to make
mid-year budget cuts; and, trapped between declining revenue estimates
and rising demand for services (fueled in part by federally enacted
mandates), the fiscal outlook for the upcoming year in most states is
even more dismal. A recent analysis of the budget situations in 40
states, conducted by the Office of the Governor of New York, revealed
that, collectively, these states will have to find ways of filling a
budget gap of $33-billion.

With most states either in or about to enter the fourth year of the Part
H planning/ implementation cycle, it is now quite clear that faced with
the prospect of meeting the "full service" mandate by the fifth year of
federal funding, as required under current law, or terminating their
participation In the program, some states may be forced by the current
budgetary realities to adopt the jatter option. The withdrawal of
states from the Part H program would serve no one's interests, least of
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all families in these states who carry the primary responsibility for
raising thousands of infants and toddlers with disabilities.

NASMRPD, therefore, joins with the Education Task Force of the
Consortium for Citizens with Disabilities as well as many other groups
in urging the Subcommittee to adopt amendments to Part H which empower
the Secretary of Education to wailver eristing statutory requirements for
receipt of Year 4 and Year 5 funding for a maximum of two years,
providing the requesting state is able to demonstrate to the Secretary's
satisfaction that 1t has made a “good faith® effort to implement the
Part H mandates but will be unable to achieve this objective in the
absence of the requested waiver. We believe that such a special, time-
limited waiver authority would strike a proper balance between
recognizing the legitimate impediments many states face in their
attempts to fully implement the Part H mandates and maintaining the
momentum generated by the 1986 enactment of P.L. 99-457.

IV. Funding Formula

In retrospect, the original 1986 legislation creating the Part H program
was built on the faulty premise that financial support for the full
range of early intervention services required by infants and toddlers
with disabilities could be obtained through existing heaith, education
and social service funding streams, and, therefore, only a limited
amount of federal "glue money" would be required through Part H to
orchestrate the design and implementation of a comprehensive,
coordinated statewide service delivery system. As a consequence of this
premise, the existing Part H funding formula specifies that available
funds are to be distributed among the states on the basis of general
population.

The states' experiences over the past four years in developing plans to
implement comprehensive statewide networks of early intervention
services, however, generally indicate that there are significant gaps in
funding for such services that are unlikely to be made available through
existing health, education and social service programs. As a result, if
the comprehensive statewide network of services that is envisioned in
Part H legislation is to become a reality, new or supplemental funding
authorities will need to be created in many states. Certainly, the
federal government bears a responsibility for assisting the states in
meeting such direct serv..e costs.

This objective should be addressed through the establishment of a new
Part H funding formula that: (a) recognizes the federal government's
obligation to participate in a more substsntial manner in the cost of
furnishing early intervention services; and (b) ties future federal
funding (above a base allocation level) to the projected number of
enrollees in state/ local early intervention programs/services, rather
than t.ye present approach of linking federal funds solely to general
census flgures. This revised allocation formula should be divided into
two parts. First, to cover the cost of establishing and maintainin? an
administrative infrastructure for early intervention programs as well as
the costs of planning, training and interagency coordination, a state
should receive a base allocation, which is adjusted upward to account
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for general population differences between the states. The remainder of
the funds appropriated for the Part H program then should be distributed
among the states on the basis of the number of infants and toddlers who
are expected to be enrolled in early intervention programs during the
subsequent year. Adjustments for under or overcounting can be made
during the state's next annual funding cycle.

In moving to such a "child count" funding formula, it is particularly
important that reasonable transition provisions be built into the
legislation in order to avoid unnecessary dislocations in state planning
and implementation activities. In particular, the amended allocation
formula should take cognizance of the fact that states are at very
different stages of implementing Part H and vreward them accordingly.

The proposal advanced by the Carolina Policy Studies Program -- i.e., to
differentiate between planning funds and implementation funds and a)low
states three years to reach full implementation once they begin to
provide direct services in accordance with their comgrehensive early
intervention system plans -- strikes us as a reasonable approach. Such
an approach, as CPSP pointed out in a recent report, would recognize
that "implementation of a new system of policies is ngt a single static
event, but a dynamic act that takes place over time."® No state can be
expected to leap from the planning stage to full implementation
overnight and, therefore, the funding formula should reward states for
increasing the number of participants in early invention programs so
that they have direct financial incentives to achieve the full service
mandate of Part H.

v. Authorization Levels

It should be obvious from the discussion above that NASMRPD believes
that a substantial increase in the level of federal financial
participation will be necessary if the original vision of Part H is to
be realized in all fifty states. Should Congress decide to adopt the
Administration's proposal to consolidate Chapter 1 ESEA and Part B IDEA
funding, the need for increases in Part H support will be all the more
pressing, especially in those states which have relied heavily on
Chapter 1 funds to support early intervention services for infants and
toddlers with disabilities.

Under the circumstances, NASMRP) recommends that an authorization level
of at least $250 million be established for FY 1992, with higher levels
in subsequent fiscal years to reflect the anticipated growth in the
total number of infants/toddlers receiving early intervention services.
The proposed FY 1992 spending level would represent a federal
contribution of roughly $1,000 per child, while still allowing for
continued federal participation in the costs of state-level planning,
training, coordination and administrative activities under Part H.

VI. Need for Increased State Flexibility

One criticism that has been levied against the planning/implementation
process laid out in Part H statutes and regulations is that it is based
on a unilateral vision of what a comprehensive early intervention system
should include and, consequently, leaves too little room for local
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initiative and true involvement of families in the formulation of
policies and practices.

When Part H was originally drafted, an effort was made to establish a
set of broad policy goals and a process through which each state would
be able to build upon the resources and capabilities at its disposal to
construct a comprehensive, statewide system of early intervention
services. As time has paised and states have proceeded with their
planning/implementation e“forts. “owever, NASMRPD has received an
increasing volume of complainis from the states that the statutory and
regulatory requirements 5f Part H are unnecessarily rigid and force
states into developing clinically driven models of early intervention
services. These compliants are echoed by families in some states, who
believe that early intervention services are being structured in a way
that emphasizes the role of the clinician, rather than being family-
driven.

We recognize that the Subcommittee will be asked during the
reauthorization process to add further specifications in Part H to
memorialize the roles of various clinical sub-specialities in the
delivery of early intervention services. For our part, we hope Congress
will resist such entreaties and instead focus on ways of eliminating
unnecessary details from the existing law and promote a more family-
centered approach to programming and policy development.

We wish to express our thanks to the Subcommittee for this opportunity
to offer our organization's views regarding legislation to reauthorize
Part H of the Individuals with Disabilities Education Act. I[f we can be
of further assistance to the members and staff of the Subcommittee as

this legislation is prepared and marked up, please feel free to contact
us.
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Footnotes

1 1990 Chartbook: Services for People with Developmental Disabilities,
Center for Residential and Community Services, Institute on Community
Integration, University of Minnesota, 1990, p. 24,

2 Harbin, G.L., J.J. Gallagher, T. Lillie and J. Eckland, *Status of
States' Progress in Implementing Part H of P.L. 99-457: Report #2",
Carolina Policy Studies Program, Institute for Child and Family
Policy, Frank Porter Graham Child Development Center, The University
of North Carolina at Chapel Hill, October 9, 1990, pp. 20-23.

3 Gallagher, J., G. Harbin, R. Clifford, J. Eckland, P. Place, P.
Tullager and K. Huntington, "Recommendations for Reauthorization:
Part H of P.L. 99-457", Carolina Policy Studies Program, Frank Porter
Graham Child Development Center, liniversity of North Carolina at
Chapel Hill, January 29, 1991,
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My husband and I are parents of two children; our preschool age
daughter has cerebral palsy. since I have been involved with the
planning and implementation of Public Law 99~457 for several years,
I have been able to view this endeavor not only globally, from a
statewide perspective, but also from a parent's point of view.
Today I will discuss six i1ssues, each nf th>m impactinag on the
family as well as tne statewide system.  The issues are:
1) funding from the federal government;
2} timelines for planning and implementation;
3) lack of appropriate services in community-based,
non-segregated gettingo;
4) expansion of the number of members able to participate
on the Council;
5) fee for service structure; and
6) the eligibility for Counctl membership based on the

age ~f our handicapped child.

Funding Frem the Federal Government

Illino1s was disappointed to learn about the 1irimal increase of
Part H funds for the Years Four and Five. We understand there 1is
the possibility of accessing at least 16 different Federal programs
to assist us with funding, but there are difficulties related to
tha Lfort. The Federal programg have differing eligibilaity
criteria, differences in fundiny approaches, discretion in settiny
priority for funding, ard discretion in determining the target of
assistance, such as the provider, family or individual as the

recipient.
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Just as our complex State is experiencing difficulties in determining
how much of an agency's money is presently g01n§ for some aspect

of early intervention, we envision accessing multiple federal program
dollars to be just as frustrating. In the meantime, we must make
decisions about a statewide system and legislation with possible
federal and state funding levels yet to be ascertained. Part H
funding needs to be increased in these last two years, allowing
s-ates to phase-in needed programs and have access to start-up

costs. After that, funding levels need to remain for three to

‘ive years to allow states to adjust costs for participating agencies
and assume the total financial responsibility on a phase-in basis

accessing all the complex resources possible.

Timelines for Planning and Implementation of the Statewide System

Five yvears for planning, developing, and implementing ac~umes all
states are similar in resources and legal systems. Our State., like
others, is very complex. Our Council has representation from nine
agencies. Our diversity of populations and geographic areas cannot
be disputed. Because our State chose to use some planning monies
for pilot efforts, we find ourselves in a dilemma of rushing to
legislate a statewide system without definite answers concerning
levels of possible Federal program funds or delaying our fourth
year application and risking a cutback on successful pilot programs
we fund, only to enlarge them next year and search for ditmissed

staff.

There needs to be five years of actual planning for states as large

and complex as ours without risking cutbacks in needed and ruccessful
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programming. A two year phase-in time before actual services are
provided statewide would ensure better services at a growth rate
a state could manage. Illinois has made great strides in serving
at risk preschoolers. Ve do not want to jeopardize our momentum
for neecdy young children ond risk a negative reaction from our

legislators because we hurried a very complex endeavor.

Need for Community-Based Non-~Segregated Settings

Speaking of hurrying a complex endeavor, I am concerned that infants
and toddlers will be placed in settings for handicapped children

rather than provide our children the opportunity to receive services
in community-based non-segregated settings. This third issue deals
with the fact that least restrictive environment needs to start with

this age group. The settings are not yet available nor the personnel

to staff them.

Number of Members on Council

My fourth concern is in regard to the size of the Council, Even
though we can grow beyond 15 with ex officio members, we need more
parents in relation to the number of professionals sitting on most
Councils. Allowing states to set their own maximum, possibly up

to 25, seems more logical because each state is so different.

Feces

I am probably most concerned that states may establish a schedule
of sliding fees. I understand this could be necessary to access

certain public funds, but parents with handicapped children

——
——
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already view themselves as an underclass. The sheer fact that the
lives of family members are compli-ated by medical and social issues
suggests that families should not be penalized again by financial
constraints for these services. Free and avpropriate services

should be available to all, especially the working poor. Families
who can, might be urged to donate resources for others less fortunate,
but services should not depend on your monthly income or whether

your 3ob 1s secure or in jeopardy this year. When programs base
services on a family's ability to pay, some families might not

receive the services as often or as 1n-depth as other families.,

Council Mumbers bliyibility

MY final 1ssue concerns the statement in the law that I must give

up my voice and vote on the Council when my daughter reaches six
years of age, which in my case will be May, 1990}, As a non-
professional parent, I have worked hard to learn all I can about
Public Law 99~457. Just when I become most valuable, most confident,
and most informed, I must leave my membership on the Council to
another parent because my child turns six. Even though my child
grows older, I can still remember our anguish and frustration in
those carly years of searching for answers. Expand the age range

of the memher's child to nine or ten. Let the knowledge wa parents

have gained work for you.

1oy
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STATEMENT ON THE REAUTHORIZATION OF
P.L. 99-457, PART H AND B-619

The NATIONAL CONGRESS OF AMERICAN INDIANS is the oldesc, largest, and
most powerful of all Indian organizations. NCAI membership includes
216 Indian and Alaskan Native tribes in the tUnited States, and
represents approximately 80% of the 1.6 million American Indians and
Alaskan Natives,

The NCAI's Issues Committee on Disabilities was established to provide
advocacy for Americans with developmental and acquired disabilities
birth through sunset years. The Committee {8 therefore submitting the
following statement to the Congressional Committee on Education and
Labor, Subcommittee on Select Education, House of Representatives,

P.L. 99457, PART H AND B-619

Iasgue 1: Congressional hearings held in Washington, D,C., effectively
prohibit many American Indians from testifying because of
the location's inaccessibility due to costs and travel
distance, Results of hearings reflect white, middle class
concerns instead of a broad scope of minority populations
from across the United States,

Recommendation: Hearings snould e held in each state at a3 time and
place designated b, the Developmental Disabilities Coun 1l
of the state, in cooperation with concernea agencies.
Learings should be publicized well in advance, and disabled
persons and/or their families, especially minorities and
American Indians, should be encouraged to attend and testify.

Issue 2: Lack of cooperation between agencles that provide sarvices
t¢ individuals., Most agencies view themselves as 'pro-
vider of last resort," which often means a child goes
Wwithout services while the agencies squabble about which
one of them will take responsibility (pay the bill),

Recomiendation: Wording in "Medical and other non-Part H services"
5303.344(a) (1) should be rewritten to include consumable
ftems such as pampers, skin creams, disposable hygiene
wipes, and bed/chair disposable pads, etc. as reguired
medical supplies., Wording should also specify a time-
frame in waich the case manager is mandated to determine
the Source of the “other" gervices,

Issue 3: The recent priorities of pP.[,, 99-457 are quite restrictive,
and differ considerauly from the original priorities,
leading to less local control over program development,

Recomsendation: Administration at the Nat.ional level needs to return

more local control of program development to commnities,
which know their Clients, familing, resources, und cultures,
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Issue 4 American Indian infants are being born with disabling
conditions at three times Lhe rate of all other bables in
the United States, yet Part H and Part B are often not
available to Indian {nfants and toddlers bacause of rural
area barriers, low incglue, program guideline dbarriers, and
oultural factors.

Recommendationt Amand Sectien 623 to apecify a priority for states
to undertake expanded outreach to low income and minority
and underserved populations. The prierity should include
the participation of tribes, Indian orgenizations, and
Indian peraons {n the develcpment of all pheses of progran
development,

Issue 51 A family member may wish to ba the case manager for a child
within the extended fanily., Reluctance to have a non-
Indian “"manage" the child and the family is common, yet
family membars ere prohidbited from being case managers.

Recommendation: The IFSP section should be amended to include the
possibility for a family member to be & case manager
(service ccordinator would be a beutar term), to receive
training, and to de paid for his/her work.

Issue 6: Many of the educational components are unfamiliar %o
American Indian parents, who are frequently already
overvhelmed by their child's disability. Parents neeg
to learn how %o advocate for their child, how to pare
ticipate in the IFSP, and how to work coopearatively with
their onild's educatiénal program,

Recommendation: Medify current priorities for parent training by
Parent Treining and Information Centers to include training
for parents of infants and toddlers, to stress outreach to
minority, low=income, and underserved populations, and
to emphasize cultural sensitivity in PTI staff training,

Submitted by

- z° .
name (‘-’M = . ) date__ /P -9/

address M@Mﬁ}“
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m Pediatric Nutrition Practice Group
Pediatric Nutrition—A Building Block for Life

April 2t, 19914

Honhorable Donald Payne

Chairman, Subccmmittee on Select Education
Education and Labor Committee

House Annex 1, Room &t

New Jersey and £ Street, §.E.

Washington, DC 20518

Dear Mr., Chairman:

I am pleased to submit comments on the re-authorization of
P.L. 99-457. Education of Children with Special Needs, for the
Pediatric Nutrition Practice Group (PNPG), a dietstic practice
group of The American Dietetic Association (ADA). As the
nation's largest associa.ion of food and nutrition professiocanls,
ADA’s more than 60,000 members promote health and nutritional
status of the population through gquality dietetic practice,
education and research.

P.L. 89~457 recommends nutrition services for handicapped
children, a vast 1mprovement of P.L. 94-142, which omitted a
necessary health and nutrition component, The inclusion of
nutritionists as early intervention service providers and
nutrition services as part of a comprehensive service model
ensures that the growth, nutrition and feeding 1ssues which face
many children and their families served under Part H are
adequately addressed,

The essenti1al role of optimum nutrition for i1nfants and
children 1n achieving their full potential 1s well documented 1n
the literature. The i1mpact of many of the nutrition. feeding.
and/or growth 1ssues on a child's development and on the family,
need to be addressed as part of a comprehensive system to pravent
or ameliorate developmental disabilities. Often times the
growth, feeding and/or nutritiun concerns faced by these families
1n caring for their infants and toddlers are readily 1dentified
by the family through the Individualized Family Service Plan
(IFSP) which serves as the focal print of the early intervention
service system. However, experience has shown that 1t has
remained difficult for families to have these concerns addressed
unless a provider traitned 1n special needs nutrition, such as a
registered dietitian, 1s part of the early intervention team.
With nutrition services i1ncluded as part of comprehensive care
under Part H, the problem of resource 1dentification and
availability should be alleviated, once states have their systems
in place,

AR CBO PO
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A recent survey of i1nfants and children in Public Health
Region IX found that forty-nine percent of the 0-2 and 3-5 year
olds were at nutritional risk. These children manifested slowed
growth rate, feeding problems and nutritional! deficiencies.

These data are supported by the preliminary findings of a SPRANS
project, Early Start (Region 1) which is currently documenting
nutrition and feeding 1ssues in the 0-3 population 1n
Massachusetts. Initial reports indicate that forty-three percent
of all the children (N:327) have shown a delay below the &th
percentile in one or more growth parameters (weight/age,
hei1ght/age, and/or weight/height), that is similar to children
with Failure to Thrive. Over twenty percent of the children had
delayed introduction to baby, junior or table food and/or use of
cup. fingers or spoon for self-feeding. Initial impressions of
required services indicate that 1n order for adequate nutrition
services to be provided, systems of care must be developed within
states to ensure that appropriate referral and coordinating
mechanisms are in place, and that sufficient time for nutritional
assessment, intervention and monitoring is provided.

Re-~authorization of P.L. 99-457 will give the states the
necessary time to more adequately develop systems for the 0-3
year old population served under Part H. "s-authorization will
also provide states with the time to address personnel needs by
identifying gaps 1n services and to provide training to assure
that adequately trained staff will be available to meet
operational standards. Three federally funded courses presently
ex1st to truin nutritionists and other health professionals on
nutritional and service needs of the child with special health
care needs. However, there still remain large numbers of
dietitians and other health professionals who require this
training. Continued funding of nutrition training and nutrition
services is pivotal to provision of service to the child and
family served under Part M,

In summary, nutrition services need to be a component of the
Early Intervention intake and ongoing evaluation process 1f early
1dentification and nutrition intervention in this at-risk
population is to take place 1n a family centered, community based
model of service. Our clinical experience indicates that
nutrition services as outlined in Part H of P.L. 99-457 should be
a mandatory component of Early Intervention services.

We would like to request that these comments become part of
the public record. Thank you for the opportunity to address
these concerns.

Sincerely,

A‘tZ¢kva’ ;;Z:i?-124égﬁ£"

Susan Krug-Wispe, MS, RD. LD
1980-91 PNPG Chairman
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HEARING ON REAUTHORIZATION OF THE
EARLY INTERVENTION AND PRESCHOOL PRO-
GRAMS UNDER THE INDIVIDUALS WITH DIS-
ABILITIES EDUCATION ACT

FRIDAY, APRIL 12, 1991

HousE oF REPRESENTATIVES,
SusCOMMITTEE ON SELECT EDUCATION,
CoMMITTEE ON EDUCATION AND LABOR,
Washington, DC.

The subcommittee met, pursuant to call, at 19 a.m., Room 2175,
Rayburn House Office Building, Hon. Major R. Owens [Chairman]
presiding. .

Members present: Representatives Owens and Ballenger.

Staff present: Maria Cuprill, Patricia Laird, Wanser Green, and
Sally Lovejoy.

Chairman Owens. The Subcommittee on Select Education will
come to order.

Today’s session is a continuation of the hearing begun yesterday.
I will not reread the opening statement. However, I would like to
begin by commenting that the task that we are undertaking with
respect to these hearings on the reauthorization of this important
legislation, is as vital as any task taken anywhere in the Capitol
with respect to education for children.

The way we treat our most fragile children sets the pace and the
tone for the way we treat our children in general. For that reason,
we place a great deal of importance on these hearings.

I yield to my ranking member, Mr. Ballenger, for an opening
statement.

Mr. BALLENGER. Thank you, Mr. Chairman.

I made a short statement yesterday, and I would like to com-
mend you for pulling together this hearing, because as you know, I
am new at being the senior member of this subcommittee, and I
am receiving an education from the hearings, and becoming more
knowledgeable about what these witnesses want, and what I think
is possible.

hI would again say we are fortunate to have somebody like you in
charge.

Chairman OweNs. Thank you very much.

I want to thank you for the tremendous contributions of North
Carolina, both yesterday and today. We are quite impressed.

We are going to have two panels. Panel one consists of the fol-
lowing persons: Dr. James Gallagher, Carolina Institute for Child

(1071
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and Family Policy, University of North Carolina, Chapel Hill,
North Carolina; Dr. Samuel Odom, Peabody College, Vanderbilt
University, Nashville, Tennessee; Lieutenant Colonel F. Christian
Sautter, West Point, New York; Ms. Virginia View, speaking for
Ruth Rucker, Low-Income and Mino:-i& Parent, Empowerment
Task Force, Mental Health Law Project, Washington, DC.

The Consortium for Citizens with Disabilities, Washiugton, DC.,
will be represented by Lourdes Putz and Dr. Mary Beth Bruder, Di-
rect , Family Support and Early Intervention, MRI Institute for
Hu, .an Development, Valhalla, New York.

We will begin with North Carolina, Dr. James Gallagher.

STATEMENTS OF DR, JAMES GALLAGHER, CAROLINA INSTITUTE
FOR CHILD AND FAMILY POLICY, UNIVERSITY OF NORTII
CAROLINA, CHAPEL HILL, NORTH CAROLINA; DR. SAMUEL
ODOM, PEABODY COLLEGE, VANDERBILT UNIVERSITY, NASH.
VILLE, TENNESSEE; LIEUTENANT COLONEL F. CHRISTIAN
SAUTTER, WEST POINT, NEW YORK; VIRGINIA VIEW, FOR RUTH
RUCKER, LOW-INCOME AND MINORITY PARENT, EMPOWER.
MENT TASK FORCE, MENTAL HEALTH LAW PROJECT, WASH-
INGTON, DC; LOURDES PUTZ, PARENT, AND DR. MARY BETH
BRUDER, DIRECTOR, FAMILY SUPPORT AND EARLY INTERVEN.
TION, MRI INSTITUTE FOR HUMAN DEVELOPMENT, VALHALLA,
NEW YORK, REPRESENTING THE CONSORTIUM FOR CITIZENS
WITH DISABILITIES, WASHINGTON, DC

Mr. GaLtacHER. Thank you very 1auch, Mr. Chairmnan. It is a
great honor to be here.

I appreciate your having these hecrings and giving me a chance
to make some statements on it. I am Director of the California In-
stitute for Child and Family Policy at the University of North
Carolina at Chapel Hill.

For the past three and a half years, we have been with the De-
partment of Education tracking the implementation of Part VIII.
We have been trying to answer the questions of the law: whut are
the forces which are facilitating thic implementation; what are the
barriers which hold back the implementation?

We have collected surveys, telephone——

Chairman OweNs. Dr. Gallagher, please pull the mike closer to
you.

Mr. GALLAGHER. In the search for answers to these questions, we
have used telephone interviews, document analysis. We have gone
to six States to do case studies of those States, and the testimony
that I am about to dgivea will, in large measure, conie from the infor-
mation we collected in this study.

I provided to the committee a larger set of recommendations on
the reauthorization, but I would like to focus my time today on
four issues. One is finance, the other is at-risk children, personnel
preparation, and birth through 5 issues.

During the three and a half years that we have been working in
the States, we have been impressed first of all by the enormous
energy the States hava given to this problem.

We think there is a yood-faith effort being made by thousands of
people out there, and we think it is because this is an issue whose
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time has come. I think the professionals in the field recognize that
this is a good effort and one that should have been done a long
{_ime ago in terms of service to infants and toddlers and their fami-
ies.

We also have found four major reasons why States have been not
a(si fast in implementation as might have been originally anticipat-
ed.

First of all, the law calls for major reforms. They call for profes-
sionals to do things very differently than they have been doing
them in the past. They call for interagency collaboration. They call
for policies related to families. They call for coordination of fi-
nances. And all of these things represent new ways of doing things.

The second is that the States have had to generate new policies
that have had few precedents, and the lead agencies and interagen-
cy coordinating councils haven’t really had the power or the clout
to make their wishes reality.

And so, all the decisions have had to be made through compro-
mise through negotiations, and that takes time.

Also, the sheer number of separate policies, the interagency co-
ordinating council can't look at personnel preparation and finances
and family policy and all of the other dimensions at the same time.
Ar;:c}i1 so, there are a large number of issues that have to be dealt
with.

And, finally, there is the major issue of finance in the States
themselves. The States collectively are in difficult times from a fi-
nancial standpoint. I had one person tell me in one of the States
that, we like this program very much, we think it is a thing that
we want to do.

We are also underfunded in a large number of other programs,
and so, we are struggling with how we are going to be able to carry
out what we know we want to do.

So, our data suggests that many States will be ineligible to par-
ticipate in this program if the current time lines are strictly ad-
hered to.

I provided the committee with a figure, a chart, which shows
where the States are collectively in the 14 components required. As
you can see, the States have made good progress in defining devel-
opmentally delayed and timetable development and child finance
systems, in contracting services.

Their lowest area is in finance. Financial—establishing financial
responsibility and timely reimbursement.

The second chart shows a policy of approval, and as—that means
some official body of the State has said this is our policy on inter-
agency agreements or on financial responsibility.

So, let me talk briefly about finance. The evidence from our stud-
ies clearly indicates that the States have made the least progress in
those dimensions related to financial responsibility and timely: re-
imbursement and interagency coordination. This is not just because
of a shortage of funds. It is because of lack of authority of the lead
agency to assign financial responsibility, and the difficulties in co-
ordinating the various funding sources.

So, we recommend two areas in this dimension: That the Federal
Government needs to embark on a two-level Federal contribution
in partnership with the States. First, the Federal Government
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should allocate planning money to allow States that show good-
faith effort to continue planning until they are ready for full im-
plementation.

Second, to aid States in making the expensive transition to full
service, that funds should be provided up to 100 percent increment
in current allotments to aid the State in reaching full service.

Second, we also recommend that the law redirect the financial
responsibility from lead agency to State by changing the language
that discusses the responsibility of the lea agencg'.

It is one thing to ask the lead agency to coordinate things, it is
another to have them have the power to do it. We would recom-
mend the é)ower be given to the State to coordinate it and let the
State decide what the responsible authority should be that would
be alie to carry out this coordination.

Second, the area of at-risk children. This is one of the most inno-
vative aspects of this law, that trying to provide services for young-
sters who would be at risk for handicapping conditions unless early
intervention took place.

Originally, in our earlier studies, we found 22 States that were
interested in providing—including at-risk children in some way in
this law. The financial conditions in the State have worsened, and
as the States realize what the cost would be, many of the States,
including our large industrial States, have backed off.

We now have, at most, about 10 States who are currently sug-
gesting they are still interested in including at-risk children, and
we have provided a chart of the States for you. On this—we think
this is unfortunate, and we would propose the following:

That the legislation should be amended to provide incentives to
the States to serve at-risk children at the level of routine periodic
screening, tracking, monitoring, and referral to existing services.
We think that States would be interested and ea%er to try and do
that, as long as they are relieved of the responsibility of the com-
prehensive service to every youngster they would call at-risk.

As soon as a youngster showed evidence of a handicapping condi-
tion, then they should be referred and put into a different category
and given comprehensive services.

Second, we would ask for a special analysis of funding sources
from laws other than Public Law 99-457 to identify public, private,
State and local funds that could be utilized to provide services to
at-risk children.

We think this is one of the most innovative parts of the law, and
we think it should be implemented, but it will not be implemented
under the current conditions, because the States are backing off;
they are afraid of the financial consequences.

It was clear to the framers of this law that comprehensive serv-
ices should be delivered by qualified personnel. Our various studies
show major shortages in all of the dimensions of personnel to pro-
vide qualified services in this particular area.

We also have found that the States have not been very active in
developing either personnel standards or a plan for personnel prep-
aration.

We believe that this lack of concern is not because of their lack
of interest, but because they have been worrying about other
issues, such as finance, family policy, et cetera.
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It seems clear that personnel preparation, being a long-term
problem, has yielded the center stage to other more immediate,
pressing issues. So, we are recommending that a personnel set-
aside—personnel preparation set-aside of 5 to 10 percent of the
Part H funds—be specifically expended by the States on the devel-
opment and implementation of a comprehensive plan for personnel
development, which includes pre-service and in-service training.

We would also ask that a study be done of the various Federal
personnel preparation initiatives in order to see where the gaps
and duplications might be from the various agencies that are cur-
rently supporting personnel preparation programs.

Finally, the birth through 5 issue. There are many people in the
States who are concerned about the transition period when the
child reaches age 8, and then as—comes under another area of au-
thority under section 691.

And the current Part H requirements for interagency coordina-
tion, for family empowerment, for IFSP, for case management,
seems to us to fit the current knowledge of families and child de-
velopment most effectively.

So, we believe that the changes in the law and regulations
should move in the direction of the current Part H model. We
would recommend, therefore, that Congress attempt to achieve a
seamless program from birth through 5, and to modify both Part H
and section 619 with this goal in mind.

We also believe that IFSP should write one set of regulations to
cover the birth through 5 age range. There are many other issues
that are listed in our paper called “recommendations for reauthor-
ization” that has been provided to the committee.

We appreciate the opportunity to appear. We welcome any ques-
tions from the committee on this testimony.

[1The prepared statement of Dr. James Gallagher and attach-
ments follow:]
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TESTIMONY OF DR. JAMES J. GALLAGHER ON
THE EARLY INTERVENTION PROGRAM, PART H,
AND PRESCHOOL PROGRAM, PART B/SECTION 619,
OF THE INDIVIDUALS WITH DISABILITIES ACT

April 12, 1991

TO: SUBCOMMITTEE ON SELECT EDUCATION
HOUSE OF REPRESENTATIVES

My name is Dr. James Gallagher, and | am the director of the

Carolina Policy Studies Program at the University of North Carolina at
Chape! Hill. For the past three-and-a-half years, our policy studies
program has been analyzing and following the implementation of Part H
of P.L. 99-457 in the fifty states and the District of Columbla. e have
conducted case studies of six (6) diverse states, and have conducted
surveys, document analyses of state policies, focus group interviews,
and telephone interviews, in order to collect information about: (a) how
the states were progressing, (b) what factors fagcilitated states'
progress in implementing this monumental legisiation and (¢) what
barriers stood in the way of effective implementation of this law. My
testimony today will rely heavily on the findings that we at the Carolina
Policy Studies Program CPSP have accumuiated. | have brought a few of
our policy reports with me in addition to the more extended
recommendations regarding the reauthorization process.

Today, | will briefly discuss the broad context facing states as
they implement this law and then present four areas that based upon our
research need to be addressed in reauthorization: finance, at-risk

children, persannel preparation, and bith through five programs. These
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four policy areas were selected from a list of ten that are included in
our written testimony,

During the three-and-a-half years of our study, we have become
increasingly impressed, at CPSP, with the enormous energy being placed
on the implementation of this law within each of the states. Literally
thousands of people around this country have been engaged in
consclentiously trying to take the federal mandate and apply it to their
own particular state situation. In large measure states have shown a
*good faith® effort to comply with the various mandates of the law.
However, there are four major reasons why states have not progressed
further in implementation

1. The law has encouraged major reforms in the human services
delivery system in the states. These reforms include
coordination of funding sources, cross-discipline cooperation,
family empowerment policies, the development of a statewide
system of personnel preparation, and many other long delayed
actions.

Thus, states often have had to generate new policies that have
few precedents and that is always time consuming.

2, Since, within each state, no one person or agency has the
authority to direct or command the required action, lead
agencies and Interagency Coordinating Councils have had to
reach decisions through compromise, consensus and negotiation.
This, too, is time consuming.

3. The sheer number of separate policies that have to be negotiated
among various agencies and groups of providers is another
barrier to rapid compietion of the federal mandate.
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4. Finally, this exercise in major reform of child services was
done during a time when the majority of states face serious
financial shortfalls, the difficulties of meeting the time
requirements of the law have been extensive.

Our data indicate that despite the effort and progress made, many
states will be ineligible to participate in this important federal program
if the current timelines are strictly adhered to. What is needed now is
federal action that recognizes both the constraints that states are
operating under and the new phase of implementation.

Einance

The evidence from our policy studies clearly indicates that states
have made the least progress in those components of the law that
require assignment of financial responsibility, timely reimbursement
and interagency coordination. This is not just because of a shortage of
funds although that is a major problem. In addition, there is the lack of
authority of the lead agency to assign financial responsibility, and the
difficulties in coordinating the various categorical funding sources. As
a result, we recommend that the federal government assist states by
engaging in a multifaceted approach to this problem.

1. The federal government needs to embark on a two-
level federal contribution in partnership with the
states. First, the federal government should
allocate planning money to allow states that show
good-faith eftort to continue planning untii they are
ready for full Implementation. Second, to aid states
in making the expensive transition to full service,
funds should be provided to the level of a 100%
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increment In current allotments to aid the states in
reaching full service. /

2. The law should redirect the tinancial responsibility
from lead agency to state, by changing the language
In the component that discusses the responsibility ot
the lead agency.

3. Conduct a study that examines other approaches to
funding at the tederal level instead of the current
approach of categorical tunding.

Such gestures would show the states that the federal government
is interested in this partnership, and would provide needed incentives
for the states .9 move into the full implementation stage. One of our
reports focuses upon alternative long range funding options since the
judgement of our financial consultants is that the current method is
unworkable in the long run.

At-Risk Chlidren

One of the most innovative aspects of this law has been allowing
the states to include, in their definition of children eligible for Part H
services, those children who might be at-risk for a handicapping
condition unless some early intervention took place. Initially, the states
reacted quite favorably to this provision which encouraged the
prevention of disabilities, and at one point in our studies, we found
twenty-two (22) states planning to serve some groups of at-risk
children. As the financial conditions in the states have worsened, and as
states realize that serving children at-risk will increase the number of
ch.dren needing services, and hence raise the cost of the program, many

of the states, including our largest industrial states, have backed away

12
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from including children at-risk as part of this program. We at CPSP fee!
that this is very unfortunate. We would propose the following:

1. The legislation should be amended to provide
incentives to states to serve at-risk children at the
level of minimum routine periodic screening,
tracking, monitoring and referral to existing
services.

2. We suggest a special analysis ot funding sources
from laws other than P.L. 99-457 In order to identity
funds (public and private, tederal, state, and local)
that could be utilized to provide services to at-risk
children.

Personnel Preparation

it was clear to the framers of this law that the comprehensive
services should be delivered by qualified personnel from a variety o'
professional disciplines. Thus states would have a special
responsibility for developing a plan for personnel preparation and for
developing appropriate standards for certifying that professionals
possess the skills necessary to work with infants and their families.
Despite these intentions, our studies have indicated that states have
experienced difficulty with both developing a plan and developing
standards.

Not, we believe, because of a lack of concern for this topic, but
rather because other issues, such as financing services, developing IFSP
policies, defining the eligible population, were more pressing.

It seems clear that personne! preparation, being a long term
problem, has yielded the center stage to other -- more immediately
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pressing -- Issues, and that a set-aside is necessary to encourage the
states to start what is essentially a long process of organizing an
effective personnel preparation program for this age group.

1. We would recommend, therefore, a personnel
preparation set aside ot 5-10% ot tho Part H funds to
be specifically expended by the states on the
development and implementation of a comprehensive
plan for personnel development which includes
preservice and inservice training.

2. We also recommend that a study be conducted of all
of the federal personnel preparation Initlatives in
the various federal agencies in order to r~duce gaps
and duplication,

Birgth through Five Proaram

There are numerous diflerences between the provisions of Part H
of P.L. 89-457 and Section 619 of P.L. 94-142 in eligibility, service
delivery, and program administration. There is deep concern among
parents, servics providers, and state policy makers that infants and
toddlers who are raeceiving Services un-'ar Part H would become
ineligible, during the transition from Part H to Section 619, at age three.

The current Part H requirements for interagency coordination,
family empowerment, use of IFSP, and provisions for case management,
seem to fit the current knowledge of families and child development
most effectively, and we believe that the changes in the law and
regulations should move in the direction of current Part H standards.

1. We would, therefore, recommend that the Congress
attempt to achieve a "“seamless" program from birth
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through tive, and to modify both Part H and Section
619 with this goal In mind.
2. We also believe that OSEP should write one set of
regulations to cover the birth through five age range.
There are many other issues that are listed in our paper,

Recommendations for Reauthorization, that has been provided to the
committee. We appreciate very much the opportunity to appear, and we
welcome any questions from the committee on this testimony or on the
more extended reports provided for the record.




Figure 6

States Planning to Continue Including At-Risk in their Detinitions
{based on telephone interviews with Part H Coondinators In February, 1391)
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Figure 1: State Progress in the Implementation of PL 89-457, Part H
POLICY DEVELOPMENT, 1991, N=50
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Figure 2: State Progress in the Implementation of PL 99-457, Part H
POLICY APPROVAL, 1991, N=50
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The Carolina Policy Studies Program, through a cooperative agreement
with the U.S. Department of Education, has been studying for the past three
years the implementation of Part H of P.L. 93-457--Programs for Infants and
Toddlers and Their Families.

This brief set of policy concerns and recommendations is diracted toward
the reauthorization of this important !aw. It draws upon a series of policy studies
on eligiblity, finance, health coordination, personnel preparation, family policy,
plus six case studies of how states are implementing this law. In each instance,
the suggestions will be referenced with data gathered from various CPSP
studies, plus other resources.

Qverall Considerations

This impressive and ambitious law has done more than provide a
planning framework through which the states can provide comprehensive
services to infants and toddlers with developmental delays and their families.
The law has encouraged major reforms in the human services delivery systems
in the states. These reforms inciude coordination of funding sources, cross-
discipline cooperation, tamily empowerment policles, the development of state-
wide system of personnel preparation, and many other long delayed actions.

The consequence of all of these requirements for new policies is that the
states have been faced with an enormous agenda for the establishment of
policles. Instead of minor changes in existing policies, they often have had to
generate new policies that have few precedents. As a consequence of this
unique Set of tasks, deadliines within the federal legislation have been hard to
meet. The sheer number of separate policies that have to be negotiated
between various agencies and groups of providers is another barrier to rapid
completion of the federal mandate.

Since, within each state, no one person or agency has the authority to
direct or command the required action, lead agencies and Interagency
Coordinating Councils have had to operate through comprumise, consensus
and negotiation to achieve a final result. This, too, is time consuming.
Moreover, this exercise in major reform of child services was done during a time
when the majority of states face serious financial shorttalls, the difficulties of
meeting the time requirements of the law have bean extensive.
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Despite these factors, our policy studies suggest that the states, in large
measure, have shown a "good faith” effort to compiy with the various mandates
of the law, and that what is now needed Is federal action that recognizes the
new phase of implementation the states are now approaching.

ISSUE #1: STATE FUNDING NEEDS FOS FULL IMPLEMENTATION

While the evidence of our policy studies clearly indicates a "good faith"
effort on the part of most of the states, there s also evidence from our case
studies (1, 13)* and our reports on overall progress towards impiementation
(16, 17) that states are having ditficulty as they near full implementation
requirements. The deteriorating financial conditions in many states have visibly
retarded their progress towards implementation. It is possible that a number of
states will drop out of the program because of the inability to finance the
promise of comprehensive services.

Becommendation #1
CPSP proposes a two-level federal contribution to this program in
partnership with the states:

1a.  PLANNING MONEY TO ALLOW STATES THAT SHOW "GOOD
FAITH" EFFORT TO CONTINUE PLANNING UNTIL THEY ARE
READY FOR FULL IMPLEMENTATION.

1b.  IMPLEMENTATION MONEY TO AID STATES MAKING THE
EXPENSIVE TRANSITION TO FULL SERVICES FOR INFANTS
AND TODDLERS WITH HANDICAPPING CONDITIONS AND
THEIR FAMILIES. SUCH FUNDS COULD REPRESENT AN
ADDITIONAL SUM OF 50-100% OVER THE PLANNING FUND
LEVEL.

*Numbers refer to CPSP studiss listed in the bibliography.
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ISSUE #2: ENTITLEMENT OF SERVICES

While all states agree with the Importance of providing services to every
developmentally delayed intant and toddler, many states are concerned about
the far-reaching consequances of an entitlement of this magnitude, and some
are seriously considering terminating their participation in Part H (16, 17).

Even those states that previously had developed a system of services
and have been serving infants and toddlers for some time, are worried that they
will not be ready for fyll implementation to all eligible children within the
timelines required by the law. States are in the process of large multiagency
system changes to comply with Part H and this takes time (4,13, 15).

The entitlement to services requires a significant Investment of state
resources. This occurs at a time when most states are experiencing a revenue
shortfall. Thus, It is difficult for many states to continue their current level of
commitment and funding to early intervention services, let alone significantly
increase their fiscal commitment (1, 13).

Becommendation #2

2a. USE OF A TWO-LEVEL FUNDING APPROACH WHICH
PROVIDES A SUBSTANTIAL INCREASE IN FEDERAL FUNDING
FOR STATES THAT ARE AT THE IMPLEMENTATION LEVEL
(SEE RECOMMENDATION #1).

2b.  USE OF A THREE-YEAR TIMELINE THAT REQUIRES STATES
TO BE AT THE LEVEL OF EULL IMPLEMENTATION THREE
YEARS AFTER THEY BEGIN THE IMPLEMENTATION LEVEL OF
FUNDING. IMPLEMENTATION OF A NEW SYSTEM OF
POLICIES IS NOT A STATIC SINGLE EVENT, BUT A DYNAMIC
ACT THAT TAKES PLACE OVER TIME. A THREE-YEAR PERIOD
WOUéDEgLLOW STATES TO GRADUALLY IMPLEMENT THEIR
POLICIES.

2c. CONSIDER THAT AT-RISK CHILDREN BE ENTITLED TO A
DIFFERENT OR LIMITED SET OF SERVICES.

130
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ISSUL #2. AUTHORITY FOR AGENCY COORDINATION

The responsibility carried by the designated lead agency for the ganeral
coordination and funding of the service system is a significant element iri the
new law. We have found through various CPSP studies that the assumption
that th.3 lead agency hat “!:2 authority to do this is not justified (1, 13, 19).
State's have found this responsibiiity the most difficut, and report the least
argg;%ss{el;\ implementating those tasks that require interagency coordination

In addition, there are a wide variety of other federal programs that are
also related to the target popuiation of Part H (EPSDT, Children's Medicai
Services, Developmental Disabilities Act, etc.). The var~ ‘s laws and
regulations make coordination with Part H difficu it (1, 1& 7, 19, 23). The
problem facing states Is to take a variety of sep:arate, sometimes conflicting,
categorical programs and merge them into a caordinated service system.

Becommendation #3

3a. WE RECOMMEND THAT COMPONENT #9 OF THE MINIMUM
COMPONENTS, A SINGLE LINE OF AUTHORITY, BE
REWORDED TO REFLECT THE MULTIAGENCY INTENT OF THIS
LEGISLATION. THE STATE, INSTEAD OF THE LEAD AGENCY,
SHOULD BE ASKED TO ENSURE SHARED RESPONSIBILITY
AND ACCOUNTABILITY. THIS WOULD ALLOW THE STATE TO
DEVELOP AN ADMINISTRATIVE STRUCTURE CONSONANT
WITH ITS PATTERN OF GOVERNANCE TO ENSURE THE
NEEDED COORDINATION.

FOR EXAMPLE, THE STATE CAN SET UP A
MECHANISM/STRUCTURE (I.E., POLICY COUNCIL) THAT IS
ACCOUNTABLE TO THE GOVERNOR AND, THROUGH
LEGISLATION AND INTERAGENCY AGREEMENTS, DELINEATE
RESPONSIBILITIES OF VARIOUS AGENCIES. ANOTHER
APPROACH COULD BE THE APPOINTMENT OF A SINGLE
AGENCY LOCATED IN THE .. /ERNOR'S OFFICE (£.3.,
OFFICE FOR CHILDREN) THAT HAS THE RESPONSIBILITY OF
ENSURING THE SHARED RESPONSIBILITY ACROSS
AGENCIES, WITH THE STATE ATTORNEY GENERAL
RESOLVING ANY DISPUTES. MANY OTHER POSSIBLE
ADAPTATIONS ARE AVAILABLE TO STATE LEADERSHIP
PERSONNEL.

13:
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3b. WE RECOMMEND THAT CONGRESS SHOULD CALL FOR A
POLICY ANALYSIS OF OTHER RELEVANT FEDERAL
PROGRAMS TO DETERMINE AREAS OF CONFLICT AND
OVERLAP WITH PART H SO THAT NECESSARY
COORDINATION MIGHT OCCUR AT THE FEDERAL, AS WELL
AS THE STATE, LEVEL. ALTERNATIVELY, THE FEDERAL
INTERAGENCY COORDINATING COUNCIL COULD BE
MANDATED TO EXECUTE SUCH A STUDY AS ONE OF ITS
RESPONSIBILITIES.

ISSUE #4: SHORTAGE CF QUALIFIED PERSONNEL

Despite the universally acknowledged importance of well-trained
personnel to the success ¢f uus law, the development of plans to construct
personnel standards and provide a comprehensive system of personnel
development have been slow in most of the states (12, 16, 17). This limited
progress has been made despite the general acknowledgement of the long
lead time necessary to put such parsonnel preparation systems in place (2). In
addition, personnel attrition from early childhood programs is moderate to high
(25) and major shortages clearly exist in areas such as Occupational Therapy,
Physical Therapy and Speech Larguage Pathology (33).

Evidence is also available to the effect that higher educati' 1 institutions
are not eager to enter this fieid given financial limitations of thei own and the
uncentainties regarding long term state and federal commitments to this
pregram (12).

Becommendation #4

We recommend the consideration of two possible mechanisms to
encourage states to focus on the issue of personnel preparation:

4a. A PEHn=ONNEL PREPARATION “ET ASIDE OF 5-10% IN PART H
FUNDS TO BE SPECIFICALLY 1. XPENDED BY THE STATES ON
THE DEVELOPMENT AND IMPLEMENTATION OF A
COMPREHENSIVE PLAN FOR PERSCNNEL DEVELOPMENT.
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4b. FUNDS COULD BE RESERVED BY OSEP AND COMPETITIVELY
PROVIDED TO STATES THAT NZED SPECIAL HELP IN
DEVELOPING A COMPREHENSIVE PERSONNEL
PREPARATION PLAN.

ISSUE #5: YARIATION IN ELIGIBLITY CRITERIA

CPSP policy studies have confirmed that there is great variance in how
children are being defined as eligible across.states (18, 20). There is a lack of
consensus regarding the criteria to be used in determining: (a) leve! and type of
delay nesded to be classified as developmentally delayed; (b) which physical
and mental conditions have a high probability of resulting in developmental
delay; (c) which factors place a child at-risk of developmental delays unless
intervention is provided (18, 20).

The result of thir variation is that a child may be eligible for services in
ore state, but not in another. Flexibility is certainly a desirable characteristic of
federal policies, in order to address the diversity among states. In this instance,
howaever, diversity in eligibility criteria across states may have negative
consequences for the families we intend to serve.

Recommendation #5

5a. PROVIDE MORE SPECIFICITY AND EXAMPLES IN LAW,
AND/OR REPORT LANGUAGE, ON THE INTENT OF CONGRESS
REGARDING WHAT GROUPS OR TYPES OF CHILDREN
SHOULD BE ELIGIBLE FOR SERVICES.

Sb. ENCOURAGE THE FICC TO BRING TOGETHER
KNOWLEDGEABLE CONSULTANTS TO REACH SOME LEVEL
OF CONSENSUS ON ELIGIBILITY STANDARDS. CPSP
ALREADY HAS COLLECTED DATA THAT COULD ASSIST
SUCH A GROUP IN THEIR DELIBERATIONS.
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ISSUE #6: MEMBERSHIP OF INTERAGENCY COORDINATING
COUNCIL

The Interagency Coordinating Councii (ICC) is one of the important
devices for communication and planning in the implementation of this
legislation. In many states it has performed admirably in dealing with a variety
of policy development issues. Some ICCs, howsver, are hindered by the
limitations on the number of members that they could appoint and on some
specific limitations regarding parents who as members. Our policy studies (8,
26, 30) suggest that there are many parents whose children are beyond the age
of three who could provide valuable service to this program. Furthermore, the
current limitation of fiteen members has caused some states to leave out key
persons who could be very valuable in the complex communications and
coordination tasks required by this iaw.

nggmmendaﬁon #6

6a. WE RECOMMEND THAT THE MEMBERSHIP OF THE ICC BE
SET AT NO LESS THAN FIFTEEN MEMBERS AND NO MORE
THAN THIRTY MEMBERS. THIS SHOULD GIVE ADEQUATE
LEEWAY FOR EACH STATE TO INCLUDE THE KEY MEMBERS
IN TSHE STATE CONCERNED WITH THE IMPLEMENTATION OF
THIS LAW.

6b. WE RECOMMEND THAT THE "AGE OF CHILD" REQUIREMENT
BE DELETED AS ONE OF THE REQUIREMENTS FOR PARENT
REPRESENTATION.

6c. WE RECOMMEND THAT THE HEALTH COMMUNITY BE
MANDATED REPRESENTATION ON THE ICC AS ONE
MEASURE TO HELP NEEDED COORDINATION (31, 32).

ISSUE #7: TRANSITION PROBLEMS AT AGE THREE

CPSP poiicy studies have revealed that a number of states have been
frustrated In their attempts to develop a "seamliess" system of Services for
children from birth to age five (14, 18). Differences in Part H (0-3) and Section
619 (3-5) in eligibiiity, service delivery, and program administration have
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caused administrative problems In the states. This will certainly increase as
states move into full Implementation. The thought that some infants and
toddiers would become ineligible for needed services at age three by being
transfarred to Sectlon 619, with different rules, is particularly bothersome to
state planners (14, 18).

Becommendation #7

7a. WE RECOMMEND CONGRESS ATTEMPT TO ACHIEVE SIMILAR
REQUIREMENTS FOR CHILDREN WITH SPECIAL NEEDS FROM
AGES 0-5, AND TO MODIFY BOTH PART H AND 619
ACCORDINGLY. THE CURRENT PART H REQUIREMENTS FOR
INTERAGENCY COORDINATION, FAMILY EMPOWERMENT,
USE OF IFSP AND CASE MANAGEMENT SEEM TO FIT
CURRENT KNOWLEDGE OF FAMILIES AND CHiLD
DEVELOPMENT EFFECTIVELY AND CHANGES IN LAW AND
REGULATIONS SHOULD MOVE IN THE DIRECTION OF PART H
STANDARDS.

7b. OSEP SHOULD WRITE ONE SET OF REGULATIONS TO COVER
THIS AGE RANGE.

ISSUE #8: ENTITLEMENT TO FAMILY SERVICES

State agency personnel, service providers, and families have indicated
confusion about which services a family member is entitled to receive under
Part H (26, 30).

The Report which accompanied P.L. 99-457 identified some family
services that must be included in the eary intervention system (e.g., family
tralning, counseling, home visits and case management). The Report goes on
to state that "The early intervention services included in the bill are not meant to
be exhaustive; rather they are intended to be illustrative of the types of services
a handlcapged infant or toddier may receive under this program” (National
Center for Clinical Infant Programs, 1989, p. 8). However, policy makers,
providers, and families are confused about the nature and extent of the services
to which the family is entitied under this program. This lack of clarity may well
lead to very different services across and within states (26, 30).
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Becommendation #8
WE RECOMMEND THAT CONGRESS PROVIDE CLARIFICATION
ABOUT THE SERVICES TO WHICH A FAMILY IS ENTITLED
UNDER THE EARLY INTERVENTION SYSTEM. SUCH
CLARIFICATION CAN BE ADDRESSED THROUGH REPORT
LANGUAGE ACCOMPANYING THE RE-AUTHORIZATION, OR

CAN BE PROVIDED BY INCLUDING A LIST OF ENTITLEMENT
SERVICES IN THE ACT ITSELF.

ISSUE #9: RESPONSIBILITY FOR AUTHORIZING SERVICES

States need clarification regarding the person who Is responsihle for
authorizing the services to be included In a child's IFSP as "entitiement®
services under Part H. The Education of the Handicapped Act of 1988 (EHA)
requires that the IFSP contain "the name of the case manager from the
profession most Immediately relevant to the infant's or toddler's or family's need
who will be responsible for the implementation of the plan and ceordination with
other agencies and persons” (Sec. 1477 (d)(6)).

A comparable requirement, which is included In information about Part B.
Sec. 300.344 of the EHA regulations, requires that a "representative of the
public agency, other than the child's teacher, who is qualified to provide, or
supet:vlso the provision of, spscial education” must be present at a child's IEP
meeting.

Part H requires the establishment ot an interagency early intervention
system. Because of this interagency component, states have Indicated great
concern about who can/should be responsible for authonizing services. Given
the Importance of this designation of responsibliity, the re-authorization should
address this issue (26).

Becommendation
WE RECOMMEND THAT CONGRESS INCLUDE LANGUAGE
SIMILAR TO THAT IN THE REGULATIONS FOR PART B ABOVE
TO REQUIRE THE ASSIGNMENT OF THIS RESPONSIBILITY TO

SOME PERSON. STATES SHOULD BE LEFT WITH THE
FLEXBILITY TO DETERMINE WHO THIS PERSON WILL BE.
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10

ISSUE #10: LONG TERM FINANCIAL SUPPORT

One of the earlier recommendations for a two level financial support to
the states from the federal government, for (1) planning and {2) transition to fuli
service is designed to deal with the short term problem of states entering the fuii
impiementation stage of the program. We beiieve that the full impiementation of
the law requires long range soiutions that inciude a substantial

of financial services under Part H.

It is clear that states are having great difficuity in impiementing the
concept of financing services as envisioned in the iaw. States are siow to
implement the financing provisions of the iaw, according to our surveys of state
progress (16, 17). Our case studies of individual states have convinced us that
even states which are reiatively advanced in terms of meeting the requirement
of the law are having considerable difficuity financing services (1). States are
experiencing substantial gaps between avaiiable resources and funding of
services needs, even in the early stages of service implementation.*

The current categorical approach to the financing of services is
dysfunctional for severai reasons. Each different source requires a major
investment of time and effort for state administrators. It is not unusual for
personnel to spend a year ur more working on access to a singie source.
Approval of state plan changes by the Health Care Financing Administration, for
exampie, has been particuiarly slow. In addition, reguiations change frequentiy,
requinng constant work to keep up with the changes. Coverage of services
under private health insurance has been unsiabie. Issues of "payor of iast
resont”™ have often been difficult to resoive. Determination of eiigibllity of
expenditures for meeting matching requirements has been probiematic. All of
these combine to make the expectation that states access the muitiple
resources unreaiistic.

Becommendation #10
The reauthorization should call for a major study of long term financial

suppor for this program. A variety of options for financing the services rey.ired
under Pant H shouid be examined. Three options, as exampies, are:

*Kates, D. (0L v 1990). EPSDT. Paper presented at the Partnerships for
Progress IV Confgrence, Algxandra, VA.
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10b.
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FUND ALL PART H SERVICES UNDER MEDICAID. ALL
CHILDREN AND FAMILIES WOULD BE COVERED UNDER
MEDICAID, REGARDLESS OF INCOME, FOR SERVICES
REQUIRED UNDER P.L 99-457 PART H. SERVICES COVERED
UNDER MEDICAID WOULD BE BROADENED TO INCLUDE ALL
PART H SERVICES FOR INFANTS AND TODDLERS.

EARMARK PORTIONS OF EACH MAJOR PIECE OF FEDERAL
LEGISLATION AFFECTING CHILDREN TO ASSIGN FUNDS FOR
PART H SERVICES. INGREASE APPROPRIATIONS TO COVER
THE EARMARKED PORTION.

TRANSFORM PART H INTO A NEW FUNDING ENTITLEMENT

PROGRAM FOR SERVICES FOR INFANTS AND TODDLERS
WITH DISABILITIES AND THEIR FAMILIES.
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Chairman OweNs. Thank you very much.

Dr. Odom.

Mr. OpoMm. Mr. Chairman and members of the subcommittee, I
am Dr. Sam Odom, Associate Professor of Special Education and
Investigator at the John F. Kennedy Center for Research on Educa-
tion and Human Development at Vanderbilt University.

I am honored to present testimony today about the reauthoriza-
tion of Part H and Part B of the Individuals with Disabilities Edu-
cation Act, IDEA, that is the part of the Act that relates to early
intervention services for infants and young children with disabil-
ities and their families.

I bring to you the perspective of a special education researcher,
an editor of a journal that publishes research and scholarly articles
on early intervention, a teacher educator, an early intervention
program manager for infants with special health care needs and
their families, a former teacher, a parent of a child without disabil-
ities, and a private citizen.

You have my written testimony, and I want to summarize a few
points from that. I am not going to cover all the points. In fact,
some were covered by Dr. G:lagher, and I am very much in agree-
ment with his testimony.

I want to talk for one moment about the effect of your law, the
law that has been passed, Public Law 99-457. In 1986, 26 States
and territories had mandates for three to five-year-old children
with disabilities.

As of a couple weeks ago, it looks like 50 have passed mandates,
at least beginning in 1991. That I see as—is a success, a statement
of success for the passed law. And I think you, as Congressmen,
should feel very proud about the effect your law has.

State policy has changed the nature of service delivery for young
children with disabilities and their families. I encourage you to ex-
amine aspects of that law that have produced changes, which I feel
are a combination of fiscal incentives and sanctions for providing
services or not providing services, and build on your accomplish-
ments.

I am going to talk about mainly three aspects of research in spe-
cial education that I feel have relevance for the new law, at least
the authorization of law. One relates to the at-risk population. In
the 1990s, in coming from the 1980s, we have a new generation of
children with disabilities.

My colleague at Vanderbilt, Al Balmeister, has talked about the
new morbidity or the interaction of early profound biological insu-
lins in combination with sociological or environmental circum-
stances that infants and families sometimes find themselves in.

Three populations have been discussed with relation to the new
morbidity, and I think have relevance for this law. One is low birth
weight, premature infants with special health care needs; second is
infants who have been exposed to drugs pre-natally; and third, in-
fants who test positive for the HIV virus.

Those represent biological, at-risk factors, but they magnify
when combined with environmental factors such as low income or
poverty, teenage pregnancy, maternal education level. In combina-
tion, those multiple factors creatwe a very high risk for disabilities
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as children grow out of the infant years and into the preschool
years.

That risk does not always show up in developmental delays early
on, so I encourage you in your law to include strong language that
encourages States to provide services to infants, young children
who are at risk for disabilities, by this dual index.

The second point that I want to highlight in my written testimo-
ny is related to normalization. At least the provision of services in
the least restrictive environment has been a guiding force in, first,
Public Law 94-142, and now Public Law 99-457. There is—for pro-
viding services to preschool children, there is a problem.

School systems typically do not have access to a normalized envi-
ronment; that is, an environment that contains children without
disabilities. The purpose for the LRE requirement was to try to
create situations in which children with disabilities receive services
orl; articipate in a life that is very much like children without dis-
abilities.

School systems, LEAs, if they are serious about pursuing least re-
strictive environment, have to create those environments within
their system or search outside of the public domain to find place-
ments and to deliver a program for children with disabilities, along
with children without disabilities,

The law is very unclear on what States’ responsibility are and
what program responsibilities are. Some States interpret this as
not having to pursue the LRE option for children—young pre-
school-age children with disabilities. Some States are very assertive
and open to pursuing this option.

So, I encourage ycu in your enactment of the new law to specify,
to become clear in t}e language about the least restrictive environ-
ment for pre-school children with disabilities, and also for infants
and toddlers with disabilities. States really need that guidance.

Last, I would like to talk a little bit about the support for re-
search that exists within the Department of Education and the
Office of Special Education and Rehabilitation. The Early Child-
hood Branch at the Office of Special Education has been crucial, I
think, in their support of research in early intervention.

Without their support, our field, I think, would not have pro-
gressed to the state it is today. Their research and development ac-
tivities were in model demonstration projects and early childhood
research projects that have addressed really important questions
for the field.

In your reenactment, I encourage you to continue that support
for research. I can’t emphasize how strongly a vital research and
development effort is for pushing our field forward. Our knowledge
about disabilities and handicaps for children doesn’t cease. It is
pulled in by the basic research supported by other branches, but
we have to have a way of translating that research into practice.

In my written testimony, I identify three themes of research that
I feel are very important. One is related to the—again, the at-risk
population, and I spoke about that a minute ago. We need more in-
formation about the risk variables that lead to the—that definitely
lead to disability.

A second theme of research, I feel, is research on effective prac-
tices that may be in place in least restrictive environment pro-
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grams, early childhood education programs that primarily serve
children without disabilities.

A third theme of research I feel that is important is the effects of
early intervention programs for children from—children with dis-
abilities from culturally and linguistically diverse families. We
have some guidance about how to create early ntervention for
those children and those families, but not very much.

And I feel that that is—in looking to the future, and given that
pluralism is a characteristic of our society today, I feel that is a
very important future direction.

I want to thank you for the opportunity to speak today, and I
would be glad to respond to any questions you might have.

[The prepared statement of Dr. Samuel Odom follows:]
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TESTIMONY TC THE HOUSE SUBCOMMITTEE ON SELEC: EDUCATION
DR. SAMUEL L. ODOM
DEPARTMENT OF SPECIAL EDUCATION

JOHN F. KENNEDY CENTER FOR RESEARCH ON EDUCATION AND HUMAN
DEVELOPMENT

VANDERBILT UNIVERSITY

Mr. Chairman and members of the subcommittee, I am Dr. Sam Odom, Associate
Professor of Special Education and Investigator at the John F. Kennedy Center for Research
on Education and Human Development at Vanderbilt University. I am honored to present
testimony today about the reauthorization of Part H and Part B of the Individuals with
Disabilities Education Act (IDEA), that is the part of the Act that relates to early
intervention services for infants and young children with disabilities and their families. 1
bring to you the perspective of a special education researcher, an editor of a journal that
publishes research and scholarly articles on early intervention, a teacher educator, an early
intervention program manager for infants with special health care needs and their families,
4 former teacher, a parent of a child without disabilities, and a private citizen.

In my testimony today, I will identify current issues related to early intervention (also
called early childhood special education) programs for infants and young children with
special needs and their families. For each of these issues, I will propose implications for the
re-authorization of Part H and the amendments to Section 619 of Part B of the IDEA and
make recommendations.

Current Status of Practice

First, I would like to say a few words about the effect this law. The effects of Part H
and particularly the amendments to Part B (619) have been nothing less than revolutionary,
More progress has been made toward providing services to young children with disabilities
and their families in the last five years than anytime in our history. In 1986, 26 of the $6
states and territories had introduced legislation 1o support services for 3-vear-old children
with disabilities (Cavazos, 1990). As of April 1, 1991, all but six states will have created a
mandate for such services that will be implemented in 1991-92. By this summer, all states
will have submitted their plans for providing services for infants with disabilities and their
families. These plans represent progress toward planning early intervention services for
infants and ve.y young children with disabilities and their families. This progress would not
have occurred without the current law. For that gentlemen, you should be very proud.
Your legisiation is doing what you hoped it would do -- that is, affect positively the lives of
young children with disabilities and their families.

145




141

Testimony - 3

Now 1s the time to build on your accomplishments. There are six states that have not
passed the preschool mandate. Rumors are, with sotne supporting data, that some states
may choose not to continue their participation in Part H. I urge you to look at the actions
that have most effectively resulted in changes in state policy in the last five years. A
combination of increased funding and mild fiscal sanctions produced clear effects on service
provision in Part B programs. The level of funding and sanctions were not in place for Part
H programs and much less progress occurred. Given this history, I have three
recommendations for the re-authorization,

Recommendations:

1. By the end of the next five year period, increase funding to states for carly
intervention for children with disabilities from birth through two years and their
families (Part H), to the level that is provided to states for three to five year old
children (Part B). With increased funding for services, require that states provide
services to all eligible children and families by the end of the next five year period.

2 By the end of the next five year period, impose the same fiscal sanctions for
noncomnpliance with Part H requirements that will be imposed for noncompliance
with Part B.

3. Continue the level of funding currently being provided through Part B.

4 Broaden the sanctions for noncompliance with Part B and Part H to include access
to all funds generated under the IDEA,

In the 1980s, a new generation of children with disabilities has emerged. Disabilities
faced by the children are the result of advances in medical technology and sociological
events, which Baumeister and others (Baumeister, Kupstas, & Klindworth, 1990) have
labeled the "new morbidity". This concept is not new, but its application to the population
of young children in society is important. Three groups of children have often been
identified in discussions of the "new morbidity™ very low birth weight, premature infants
with special health care needs related to their prematurity (Cohen, 1991), infants exposed
to drugs such as cocaine and alcohol in utero (Schneider, Griffith, & Chasnoff, 1989), and
infants and young children who test positive for the HIV virus (Dokecki, Baumeister, &
Kupstas, 1989).

The characteristics of this group broadens and redefines our definition of risk. The carly
and sometimes profound biological insult to the developing child creates a risk for the later
development of disability, yet our prediction of later disabling conditions are not always
accurate.” For example, most low birth weight, premature infants become healthy, active,
nondisabled children as they grow older.
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Our prediction of disabilities for children experiencing sociological risk factors such as
low SES, maternal education level, maternal IQ, parental disability, teen-age pregnancy, and
others, noted above is not highly accurate. That is, some teen-age mothers possess very
competent parenting and child care skills; most parents from low SES families do fine jobs
of parenting. Yet, when early biological insults, noted above, combine with sociological risk
factors, the risk for disability in later life increases (Sameroff & Fiese, 1990).

For infants and young children experiencing these risk factors, the appearance of
developmental delays or disabilities may not become apparent until later in childhood; this
is the embodiment of risk. I believe that the intention of Part H and Part B of the IDEA
was not to provide early intervention services for children who experience only the
sociological risks that I are mentioned above. This statement should not belittle the clear
and substantial needs of that population, but other programs address their needs. However,
1 do feel that when early biological insults is combined with sociological risk factors, risk of
disability is increased greatly. This heightened risk status justifies the inclusion of this
populutiun of infants and young children with disabilities uder Part H of IDEA. The
rationale for providing services for these children and families is that early intervention may
prevent or reduce the magnitude of development delays, thus reducing the need for services
in the future. At this point, many states have excluded "at-risk" from their criteria for
services provided under Part H.

Recomimendation:

1. Revise the current law to include language that would strongly encourage states to
pruvide early intervention services to infants, young children and families who meet
a restricted definition for risk that includes early hiological insult paired with
sociological or demographic risk factors noted above.

Family-Oriented N { Early Childaood Special Educati

Eacly childhoo: special education is very strongly family-oriented (Simeonsson & Bailey,
1990). Wather than being a downward extension of special education, early childhood
special education represents a concerted effort to involve families in the planning,
impleraentation, and evaluation of programs for their children with disabilities. In order to
work with families, program must address families’ needs as they relate to their children's
development. The family-oriented nature of our field and the nature of families themselves
have several important implications for the law.

Transitions for families. Families, and particularly parents, who have children with
disabilities experience a number of transitions, as their children grow older. When family
members first learn that their infant or child is disabled or delayed, the family experiences
a sometimes extended period of confusion and disorganization. During this time, if all goes
well, they adapt to this knowledge about the new or current member of their family. Many
families do adapt to this knowledge of the child’s disability and reach a state of equilibrium
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where the family functions well again. In fact, many parents of children with disabilities
indicate that these children enrich their lives and the lives of other family members.
However, when transitions for the child occur for the child with disabilities, the families are
often again thrown into periods of disequilibrium, disorganization, and stress. The
transitions most frequently ¢iscussed during the early childhood years are (a) transition from
the hospital to home, if the child were pren.ature or had a disability diagnosed at birth, (b)
transition from ho.ne to an early intervention program (Part H), (c) transition from an early
intervention program to a preschool program (Part B, 619), and (d) transition from
preschool to regular education program (Rice & O'Brien, 1990).

]

Part H has specifically addressed the need for planning for transitions from infant and
toddler programs to the next environment. This is an insightful aspect of the law and should
be maintained. However, the transition may be limited by exit requirements for the Part
H programs (i.e., when children no longer qualify for service) and the entrance requirements
of the Part B programs (i.e., when children may begin these programs) For example, a child
might turn three in April, not be able to continue to qualify for early intervention services
under the Part H program, but not be able to enter the public school, Part B program until
the following September. Furthermore, some children who may have qualified for services
under the "at-risk” categories may not qualify at all because of different classification systems
used across agencies,

Recommendations:

1 Include in the re-authorization strong language that would ensure the continuity of
services during the transition from Part H to Part B programs.

2. Encourage states to adopt the same definitional or qualifving criteria for services
under both Part H and Part B. One solution would be to authorize the use of the
category “developmental delay" for three to five year old children, which is now
available for use by Part H programs.

ily-ori . Part H programs, by law, are
family-centered in that they require the assessment of family strengths and needs.
development of a plan to address family needs as well as child needs, and appointmen: of
a case manager (i.e.. service coordinator is now the term preferred by families and
professionals) to assist families in locating or coordinating services for their children. Part
B programs tend to be more like traditional special education in that the family is usually
involved only in planning and approving children's individualized educational programs
(IEP). The abrupt shift across modes of service is not only disconcerting for some parents,
but also leaves a vacuum that Part B programs, as they are currently constructed, are not
able to fill. Many professionals in the field feel that the family-oriented nature of Part H
intervention programs reflects best practice for all young children with disabilities.
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Recominendation:

I Revise procedural requirements under Part B to require that programs for three to
five year old children with disabilities adopt a family-oriented approach to early
intervention. This would require revising the current IEP requirements to include
identification of family strengths and needs and proposing family goals, as they relate
to the child. In effect, the IEP should resemble or be identical to the IFSP,

S . Dl. . Il ] IE .

Normalization is a principle that has pushed early childhood special education and the
large field of special education, since the early 1970s (Wolfensberger, 1972; 1991). It
provided the impetus for the least restrictive environment (LRE) clause in PL 94-142. The
concept of LRE indicates that a range of service options should exist, but to the extent
appropriate, the child should be placed in a setting that is like the setting in which children
without uisabilities participate. The most optimal placement is in normalized or
mainstreamed early intervention programs {Bailey & McWilliam, 1990). In fact, integration
with children without disabilities is viewed as an aspect of hest practice in early childhood
special education (Guralnick, 1990; Hanline & Hanson, 1989). Although there is evidence
that certain skills may be acquired more efficiently and maintained in such integrated
plucements (Strain, 1983; Jenkins, Odom, & Speltz, 1989), the majority of research to date
indicates that the quality of the educational program is a stronger influence on children’s
development than integration per se (Odom & McEvoy, 1988). The imperative that pushes
LRE and integration is the philosophy that children with disabilities should not be excluded
from a life that is as close to normal as possible,

A dilemma exists for Part B programs. For these programs there is not a normalized
¢quivalent within the public education system. Normalized placement for most children are
child care or preschool classes that are not part of the public school system (i.e., either
Head Start programs, preschools funded by other public agencies, private preschools). This
public/private distinction has created considerable barriers to the provisions of services in
normalized environments (Odom & McEvoy, 1990). Language in the PL 94-142 has lead
to some confusion, and clarification did not occur with the amendments to Part B in PL
99.457. Unfortunately, some LEAs interpret the law as meaning that ¢ normalized service
alternative does not have to be provided if the system does not fund preschool for children
without disabilities.

Although professionals consider normalized early intervention the placement of choice
for most children with disabilities, it is very important to note that placement decisions must
be based upon children's individual needs and families’ preferences. Some families may
prefer that their children be placed in nonintegrated special education classes, and given the
family-oriented nature of ecrly childhood special education, these families’ decisions should
be respected. Also, it may be difficult or impaossible to meet the educational needs of some
children with certain disabilities (e.g., special health impairments, extreme self-injury or
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aggression, etc.) in a mainstreamed sctting, although alternative integration expericnces
should exist for those children.

Recommendation:

1. Include language that states specifically that a normalized service delivery option
should be provided for young children with disabilities. This service delivery uption
should !nclude provision of early intervention services in the normalized setting (e.g.
child care center) through consultation or direct teaching,

Research on Early Intervention

The Early Childhood Branch of the Office of Special Education and Rehabilitation
Services has funded research related to early intervention on a consistent basis for the last
15 years. This research has been funded through the Handicapped Children’s Early
Education Program, now the Early Education Programs for Children with Disabilities, in the
form of Research Institutes directed to address specific problems (i.e., mainstreaming, family
issues), program features projects directed to investigate instruction in specific

developmental content areas (i.e., language, social development, etc.), and nondirected
research/demonstration projects.

The major mode for translating research results into pr: stice has been through the
model demonstration projects which have been funded since 1968. I strongly endorse the
continued support for and expansion of these research initiatives. The 1990s and the 21st
century hold many challenges for early intervention professionals, infants and young children
with disabilities, and their families. The continued elaboration of our knowledge-base
(through research) and translation of that knowledge base into practical intervention
strategies is essential for meeting the needs of the current and future generations of infants
and young children with disabilities and their families. Although the research supported by
the Early Childhood Branch of OSERS is addressing many important issues, there are
emerging issues that have relevance for current and future early intervention practice.

***Early intervention strategies for children with culturally and linguistically diverse
backgrounds and their families. The demographics of this country are changing, with
cultural pluralism rather than homogeneity being the reality of our society. Increasing
numbers of children requiring early interventinon are from families with culturally and
linguistically diverse backgrounds. Although model demonstration projects have been
developed for specific ethnic groups, we really do not have a research base that has
examined adaptations to intervention models and their effects. Investigations in this area
will require different approaches than have been used in the past.

** *Performance and effe.u for children with disabilities in prograns that follow an early
childhood education philosophy, or that embed special education in an carly childhood
education model. The move to normalized settings has resulted in much discussion about
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effective classroom practices for young children with disabilities. In the next five years,
there will be an ongoing dialogue between early childhood educators and special educators
about "Developmentally Appropriate Practice” and its impact on children with disabilities.
Research initiatives designed to better understand the differences between these
instructional approaches will be timely and important,

*+sExamination of a risk index that includes both early biological insult and sociological
variables. The "new morbidity” concept is an important addition to our understanding of
early causal factors and developmental delay or disability. However, to be useful, this
approach will need to be delineated precisely and validated through research. In addition,
investigation of intervention strategics designed for this new generation of children will
provide much needed information for the field.

Recommendation:

L Continue to indicate in the law that support should be provided for research on and
development of early intervention programs for infants and young children with
disabilities and their families.

Thank you very much for the opportunity to present this testimony today.

Footnotes

1 The exceptions to this statement include most infants and young children who test
HIV-positive, although not all infants who test HIV-positive develop AIDS. Also, for
premature, very low birthweight infants, certain health-related conditions are strong
predictors for later disability (e.g, bronchopulmonary dysplasia, grade IV intraventricular
hemorrtbages).
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Chairman OweNs. Thank you.

Lieutenant Colonel Sautter.

Lt. Colonel SAuTTER. Congressman Owens and other members of
the subcommittee, it is an honor and a privilege to address you
today concerning IDEA, the Individuals with Disabilities Education
Act, and how it is currently implemented within DOD.

My remarks today are given from the perspective of a parent of
a child with cerebral palsy who has spent the past three years in a
DOD Section VI school. I do not wish to have my remarks inter-
preted as an official Army position as I am appearing before this
subcommittee solely in my personal capacity.

I will, however, temper my opinions since my family is currently
in litigation with the Federal Government over denial of rights for
our son, but I believe that I will be able to present sufficient infor-
mation outside our court case to illustrate the inadequacies of the
system as implemented and practiced by DOD.

Today is not the first time these issues within DOD have been
presented to Congress. In a 1989 report to the President and Con-
gress entitled, “Education of Students with Disabilities: Where Do
We Stand?”, the National Council on Disabilities found it “uncon-
scionable that our Nation’s military families are not enjoying the
same access to educational services as other citizens.”

In the two years since that report, little has been done to correct
these documented deficiencies. In fact, DOD has recently confirmed
that they are not mandated to serve pre-school handicapped chil-
dren under Public Law 99-457.

In order to appreciate the extent of these issues, one must first
understand the system. The DOD operates two large school sys-
tems. The first is the DODDS, Department of Defense Dependent
Schools, system which are overseas and service approximately
150,000 students.

The second system is the Section VI schools, servicing approxi-
mately 35,000 students in 18 Section VI schools within CONUS and
Puerto Rico. It is important to note that these two school systems
exist under one office, “The Director of Education” within DOD.
Now, despite their common control, these systems do not have simi-
lar regulations. Each system interprets their own rules for compli-
ance with IDEA.

The issue that needs to be resolved is, how does the DOD Direc-
tor of Education, who is responsible for the eighth largest school
district in the United States, implement both Public Law 94-142
and Public Law 99-457 within these schools?

Can DOD be allowed to be selective in the parts of the Federal
law that they choose to follow, or will they be required to follow
the complete mandate of Congress to achieve the goal of a free and
appropriate education for all children?

A question that is asked is, why is IDEA and specifically the 3 to
o-year-old program such an important program within DOD? The
answer is easily seen in the demographics of our military families.
Present company excluded, we are a military of youth. The average
age of the military member is 27.

This youth has families that are primarily young children. In
fact, approximately 40 percent of the families enrolled in the
EFMP have children under the age of 5.

15;
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The military has always prided itself with being able to take care
of its own, but families with disabled children have found that they
are often better provided for when they live in the civilian sector.

This is graphically illustrated by letters received by our advocacy
* group, STOMP, Special Training of Military Parents, where par-
ents have documented the degradation of services for their disabled
children when they have been transferred to a base that has a Sec-
tion VI school.

The opposite story has also been told where services have in-
creased when the transfer took the military family away from a
Section VI school to a location where schooling was provided by the
local educational agency.

IDEA has been with us for some time. To understand what that
Act means to me, I will quote from the original Congressional hear-
ings that led to passage of the Act:

“This legislation will prove to be the long-awaited step towards a
national program to ‘insure’ quality education to all handicapped
Americans.”

The emphasis here is on all Americans. How can we allow people
to be treated differently just because they are not residents of a
specific State, but rather, are residents of Federal land within the
United States? The claims by DOD that the families are fully pro-
tected have done little more than laid claim to a system that can
be classified as separate but equal.

For example, under current policies, the children of a criminal in
Federal prison or an illegal alien who is not on the tax rolls have
the rights guaranteed under IDEA from age 3 to 22, and those
rights are protected by the Constitution.

Concerning another group residing on Federal land, the Bureau
of Indian Affairs, BIA, has been brought into full compliance under
IDEA. The single group that does not have these same rights are
the 185,000 children of our service men and women that have been
charged and tasked very recently with defending the same Consti-
tution that protects these children.

It appears that only legislative action can ameliorate this deplor-
able situation for the thousands of service men and women whose
%?5%3?5 families so desperately need the services provided under

The full compliance with both Public Law 94-142 and Public Law
99-457 has a two-fold impact on our military. First, by addressing
problems early when they can many times be remediated quickly
and cheaply, the solution is more cost-effective.

The second benefit, and I attest to this, of these programs is an
increase in the effectiveness of our military. I can assure you that
when a military parent has a disabled dependent with an unre-
solved problem, that burden weighs heavily on the whole family.
The result is that it dramatically affects the military member’s job
performance. No mattar how much one tries to keep their prob-
lgnlx{s at home, you cannot work at peak efficiency with a child at
risk.

The establishment of viable programs for our disabled youth will
allow them to become productive members of our adult society. To
balance the budget on the backs of children and to pick and choose
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the laws that you care to follow is a short-sighted approach and a
slap in the face of our military.

he families of military members deserve the same educational
access and rights as their civilian counterparts.

Thank you, sir.

Chairman OweNs. Thank you.

Ms. Virginia View.

b Ms. ViEw. Good morning, Mr. Chairman, and committee mem-
ers.

It is certainly a privilege to have an opportunity to talk with you
this morning. I am with the National Center for Clinical Infant
Programs, and am representing that organization as a member of
%‘he National Low-Income and Minority Parent Empowerment Task

orce.

This task force, this group of 26 members, was convened by the
Mental Health Law Profect, and it is comprised of parents, early
intervention professionals, service providers and family advocates.

Our intent is to present a case for full participation of low-
income and minority families in the Part H J)rograms around the
country. This is a national organization, and our representatives
and members represent a number of States and programs.

The task force is supportive of the reauthorization of Part H and
is pleased with the support that Congress has provided to the legis-
lation and the program thus far.

For approximately two years, I was the Director of the District of
Columbia early intervention Yrogram for infants and toddlers.
And from that vantage point, I had an opportunity to make some
observations about the implementation of the program in States
around the country.

I had an opportunity to travel around the country and see how
other programs were operating and meet with State representa-
tives and develop some observations, and I would like to share a
few of those observations with you and indicate how they coalesce
with the concerns of the task force.

One observation that I made was that the Part H program could
be a real blessing to low-income families, families that don’t have
the resources to employ preventive practices and strategies that
will keep their children from becoming either developmentally de-
layed or more delayed if they are already delayed, but there was
always a question in my mind as to the extent of full participation
of these families in the Part H programs.

I was always concerned as to whether I was seeing the numbers
of people who could be eligible for the services as actually being
represented as recipients of the services.

Another observation was that the very families that lack these

 .rces, often low-income families or families of color, comprise a
aignificant percentage of the population that is likely to be eligible
for the program.

As Chairman Owens indicated yesterday, their numbers are pro-
jected to increase over the next few years, so this was a point of
concern on the part of many of us.

A third and more troubling observation was the low level of rep-
resentation of this population among the planners and providers of
services in the Part H programs around the country.
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I was one of a very, very few, if not the only Part H director who
was a person of color during the time I was associated with the pro-
gram, even among parent advocacy groups, who, by the way, are
doing a wonderful job of monitoring programs and ensuring the
States are moving toward more family-centered provision of serv-
ices, but in many States, there is a glaring discrepancy between the
number of low-income and minority families that are likely to be
eligible for the services and their participation in parent advocacy
groups.

In yesterday’s hearing, testimony was given by Native American
parents who described the extreme measures they had to go to to
find out about and access services. One parent indicated even after
locating services, there was a lot of concern they were not provided
in ways that were respective of or sensitive to their cultural values.

Another parent testified about the time and financial demands of
her participation in advocacy efforts. She indicated the primary
source for her support for her participation was her husband, who
(»ivas at home all the time, and was willing to take care of the chil-

ren,

She mentioned parents who used grocery money in order to
attend meetings and workshops and participate in training for par-
ents. Clearly, time and financial demands are real problems and
obstacles to many young families, especially single-parent, low-
income families.

These are obstacles of not only participating in advocacy activi-
ties, but they are obstacles in getting services for the children.

The National Low-Income and Minority Parent Empowerment
Task Force—that name is quite a mouthful—shares the concern
that grew out of my own observations about how States will assure
that low-income and culturally-diverse families have access to early
intervention services.

Infants and toddlers will benefit most from early intervention
when the services are provided in a way that are accessible and
compatible with the beliefs of the family. Yet, today, few States
have made coordinated efforts to overcome barriers created by pov-
erty, language and culture differences that prevents eligible fami-
lies from accessing the services.

The State of Maryland has instituted a program we find impres-
sive, and a description of that program is attached to the written
testimony we did submit.

The task force also has submitted a more comprehensive set of
concerns than I am expressing here today, and I am sure that is
the testimony that will be included in the record.

However, I would like to highlight a few concerns, and then
present our recommendations. If you examine the implementation
of the program around the country and look at the existing mini-
mum requirements, the 50 requirements you see, there is ample op-
portunity for States to increase their efforts of outreach and provi-
sion of services to low-income families and culturally-diverse fami-
lies and families of color.

Just taking a few of the requirements: The child-find public
awareness, one component. In addition to publicizing the program
in the standard places, the doctor’s office, the health clinic, the
schools, we would like States to find more creative approaches that

157




153

include publicizing programs in places where low-income families
are more likely to find themselves, in the laundromat, in conven-
ience stores, in a gas station, or something of that sort.

We are concerned that assessment instruments be evaluated for
their cultural conipetence before they are applied and before they
are used to make sure the assessment of children as a part of the
program is culturally relevant, but we also want to be assured the
service providers who work with the families have the capability of
relating to families, establish a rapport that will get the best re-
sponse from families in terms of follow-through and implementa-
tion of programs.

The central directory is another example. We would like to be—
to see some indication that States are developing a central directo-
ry that is truly inclusive, and including the kinds of programs that
have staffs that are culturally diverse and have cultural compe-
tence and training as part of their service provision package.

Personnel development is a critical issue in terms of implementa-
tion of this program. Just two examples of the kinds of things we
think would be important, provision of incentives, funding, out-
reach to attract more persons of color to go into programs that
train speech therapies, physical therapists.

The numbers become more dramatic when you look at the
number of people of color entering those programs. Clearly, some
outreach needs to be encouraged.

Another area of concern is the outreach to educational institu-
tions that have culturally-diverse faculties and training resources,
including Historically Black Colleges and Universities. We are con-
cerned that a lot of the technical assistance that is being provided
to service providers, while certainly an attempt has been made to
develop materials that can be used to improve their cultural com-
petence, we think that not enough has been done to include actual
programs, training programs, institutions, universities that have
culturally-diverse faculties and that serve a significant culturally-
diverse population.

We also would like to see planning bodies that reflect low-income
families and a more culturally-diverse population. We would like to
see planning bodies that are truly reflective of the communities
that they serve, and, of course, the best example is the ICC, the
Interagency Coordinating Committee.

There are a couple of recommendations that we had made and,
of course, they are discussed in detail in the written testimony. I
would just like to sum up by saying that we would like to recom-
mend that the legislation build in assurances that States will have
to respond to in terms of indicating their efforts to implement some
of these strategies that we have identified to make sure that their
programs really are more responsive to the needs of the growing
percentage of the population that they will be providing services to.

And our other recommendation was that there be some financial
incentives for States in order to do this. We know that funding is—
continiies to be a major issue, and it was not our intent that we
suggest something that was cumbersome and not doable.
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We are also recommending that some financial incentives be pro-
vided to encourage States to do that. Again, I want to thank you
for the opportunity to talk to you today, and to say again that Part
H is a program that is good, not only for all of the infants and tod-
dlers of the country, it is good for the country, and we support it.

[The prepared statement of Ruth Rucker follows:]
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Intzoduction

My name ia Ruth E. Rucker. I am the Executive Directer of
the Edward C. Mazique Parent Child Center, Inc., in the District
of Colunmbia. I am pleased to have thia oppoztunity to teatity
today on behalf of the Paront Child Center (PCC) and the lLow-
Income and Minority Parsnt Ewpowerment Taak ForcCe.

Qur PCC, in the Diatrict of Columbia, ia cne of 36
nationally, eatabliahed {n 1968 under the presidency of the lats
lyndon B, Johnaon. Ite misaion ie to deal with the health,
education, social aervices and environment of infanta, toddlers,
pregnant women and teena and their familiea. FPCCa vere
eatablishad {n respcnas to the need for early intervention during
the prenatal and formative years of a child'a iife.

The Low~Incoee and Ninority Parent Empoverment Task Force
waa convened by the Mental Health Law Project. Ite 26 mezbers
include parenta, asrvice providera and early interventicn
professicnale end advocates. The group has cocme together to work
gor full participation by low~income families and families of
color in Part K programs. A liet of task forcs membsrs is
attached for your information (Attachment A).

fundad By DHHS—LUIPD—Uinded Way—Department of Human Services
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The Part H early intervention program signals new diractions
in federal policy. It ig the first indication of a brocad-scale
federal commitment to infants and toddlers with dsvelopmental
delayvs and disabilitiss. It breaks new ground by moving toward
farily-centered rather than child-centered services and incor-
prrating parent training and counseling with thotlioutic services
for children. In so doing, it repressnts a significant departure
from the way nost states have viewed early intervention.

Our Task Force is most concerned about how states will
assure that low-income and culturally diverse families have
access to appropriate early intervention services. Infants and
toddlers will benefit from early intervention only if :he
sexvices are provided in ways compatible with the beliefs and the
culture of the family. Yet, to date few states have made more
than piecemeal efforts to overcome the barriers created by
poverty, language, geographic location and cultural differances,
Thase obstacles need to be addressed systematically in st:tes'
Part H flanning. A uonograph published by the Georgetown
University Child Development Center states:

Within ethnic groups, thers are many cultures and
subcultures, though some common history may be shared.
Cultural conmpstence refers to a progranm's ability to
honor and respect those beliefs, interpersonal styles,
attitudes and behaviors both of families who are
clients and the multicultural staff who are providing
services. In so doing, it incorporates these values at
the levela of policy, administration and practice.

In this context, the Task Force has identified a numbar of
concerns pertinent to the reauthorization of Part H.

l. He are goncerned aboyt cultural coppetence. Few current
service~delivery systezs are able to provide appropriate services
to all families in a culturally diverse community. Yet little,
if any, serious effort is being made by state Part H polici-
makers to include low-income parents and parents of color in the
Part H planning process, Their direct knowledge of the culture
and beliefs of the families to be served is essential to the
success of the system in serving a culturally diverse community,
It is indeed troubling that sensitivity to the issue of cultural
c:ngotenco is lacking on such a broad scale throughout the
states.

A basic reason to promots culturally competsnt Part H
systezs is to assure that poor families will be adequately
served. While poverty is on the rise among all children,
children of color are mors likely to live in poverty than white
children -- especially if they live in a single-parent honme.
Further, sinqle-garent households headed by African American or
Hispanic women with children 18 years and under are one-and-a-
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haltntin.l as likely to bs in poverty as those headed by white
women.

2. Another major concern of ours is personnel. The Task Force
is extramsly troubled both about the nationwids shortage of early
intsrvention therapists end about the lack of such personnel from
culturally diverse backgroundl. In the District of Columbia, for
exaxple, despite a growing need for their services, there are
fewer psople than ever before in the areas of physical,
cccupational and speech therapy. And nationwide, the number of
goll: (] ;Eudontl going into these ereas of training has dropped
rastically.

Spscitic glrlonnel issues identified by the task force
include the following:

rirst, vhile the Part H gtatute gives gtates the discretion
to establish standards for "qualified personnel,” gome states are
adopting standards that exclude candidates with expertise and
foraign certification. such candidates do not receive any credit
for educational work completed.

Second, outreach and financial nssistance are inadequate to
éncourags people of color to pursue careers in the early
intervention professions. Minority paraprofessionals raceive
little, if any, encouragement to pursue more formal training
prograns.,

Third, the unavailability of culturally competent
professionals to serve isolated rural areas is particularly
troublegone.

Fourth, properly trained interpreters are often unavailable.
And even whers they are, some programs are refusing to pay for
interpreter services. This practice effectively denies early
int:fvention services to a child in a non-English speaking
amily.

30 -

Families of color and low-income families are not receiving
sufficient information about the Part H program and are not being
asked to ga:ticipato in the planning of Part H services in a
meaningful way. Although the implementing regulations frovido
that Fart H systems coordinate their activities with existing
prograns, few statss are making the necessary efforts to work
w1§h progranms that serve low-income fanilies and families of
color.

»

4. a is « States cite the cost of
providing services and the cost of developing adequate training
prograns as the reasons they are not making the extra efforts
necessary to find and to serve fanmilies of color and low-income
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families and to develop Culturally cozpetent programs. Without
an adequate investment in thesme efforts, however, many infants
and toddlers in these states will not benefit to any significant
degree from the Part H program. Furtherzmors, childraen who are at
risk of disability may not ses a sign of early intervention
prograns unless adequate financial rescurcss become available.

Taking these concerns into account, we would like to make
the following recommendations for revisions in the etatute that
we believe could result in constructive improvezents at both
state and local levels.

RECOMMENDATION 1

To promote cultural competenca in statewide early
intervention systams and to stimulate access of low-incone
fanilies and families of color to servicas, we recommend that an
assurance be added to Secticn 678(b), Statement of Assurances,
whioh would read:

(7) provide satisfactory assurance that policies and
practices will be adopted (a} to ensure meaningful
involvezent of traditionally underserved groups,
including low-inconme fami. .ies and families of color, in
planning and izplementation of the Part H syetem: and
(b) to ensure that these fazilies have access to
culturally competent services within their own local
areas.

We would urge that the Committee report accompanying the bill
contain the followiny list of policies and practicee, which
states should use to satisfy the Dapartment of Education that
this assurance has been met:

* menberships and conmittess of the state and local
Interagency Coordinating Councils (ICCs) reflect thae racial
and cultural divereity of the population eerved;

* child-find and public-awarensss campaigns are cozmmunity-
based and well conneoted to contact points for low-income
fanilies and families of color;

* the stats's Central Directory for Part H incluces
individuals and organizations with staff that are culturally
diveree and that provide family support and advocacy
services for lov-income and culturally diverse communitiee:

* Part H staff reflect the ethnic and cultural diversity ot
the ocommunity being served and receive training to help thenm
work positively with culturally diveree families;
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* bilingual gtaff are hired when naedad and properly trained
tranelatore are made available when bilingual staff are
ineuggicient;

. asseesient tools ars evaluated for cultural appropriatenees
before being used;

* Part H caee managers will receive training about the varioue
federal and etate benefit programe to enable them to alert
families to the availability of banefits and to help then
apply for thenm;

" the comprshensive system for psrsonnel development (CSPD)
will include colleges and universitise with oulturally
diverse student bodiee and facultise and encourage use of
faniliee and paraprofeseionale from the community in
developing pereonnel for Part H.

The etate of Maryland hae adopted a child-find ¢goal in ite
fourth-sear application that offeres one example. The goal is to
establieh a minority advieory committee, end the activities would
have an impact beyond the child-find and public-awareness
oy::ctli Attachzent B containe a copy of Maryland's goal and
activities.

RECOMMENDATION 2

States that eeek full participation of low=income farilies
and familiee of color in their Fart H systens certainly need
financial resources to support their effort. We belisve that a
combined etrategy of incentive grante for outreach and an
expansion of Part H funding for eervicee will give states the
support they need.

To fund outreach we recoxmend modification of the Early
Childhood Education preogram to - sourage etates to undertake
expanded outreach to all low-inuume families. States would have
to apply for the grants and specify how they would ues the
dollare to reach underserved populations. The grant would bhe in
addition to a etate's allocation of Part H service funds.

To expand services, we recommend that Congrese conaider an
allocation system that rewards the etatee that are making
progress on Part H while continuing to support the states that
are taking longer to develop their statewide syeteme. We believe
that Part H must provide more than glue money if etatse are going
to find and serve all families well.

In conclueion, permit me to state that the resauthorization
of Part H comee at a time when national concern about the
condition of children's lives ie high, particularly about the
level of infant moxtality and morbidity, the growing number of
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crack- and alecohol-addicted infants and the tragic consequences
of boarder babies. As a result, the needs of children are
receiving proportionately mere attention on Capitol Hill. 1t is
obvious that Congress is listening to those of us who speak on

children's behalf and it is obvious that Congress is hearing what
we are saying.

Part H is good for childran and it's good for the country.
We are glad it has wide congressional support.

We urge the Committee to consider the recommsndations in

this testimony. They are proposed in an effort to make an
excelle: ¢ progran sven more effective.
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Attachment A

Minority and Iow-Incoms Parant Espovarzant
Task Frorce

Marva Benjamin, Assistant Director
Initiative on cultural Diversity

child & Adolescent Service syatem Program
Washington, DC

Deborah Booth, Special projects Manager
Eaet Coast Migrant Head Start Project
chapel nill, NC

Alan K. Chambers, Director
Leadurship and Project Davelopzent
children's Defense rFund
Waehington, DC

Lauran Davin
Parent Participant
Washington, DC

Jan Yokum de Calderon, Director
Rosanont Canter
washington, DC

Denise De la Rosa, Education Folicy Analyst
National council of La Raza
Wwashington, DC

Jana Deweerd, Cocordinatoer

Services for Children with Disabilities
Head Start Bureau

Departzent of Health & Human Servicas
Washington, DC

Elizabeth Foxrd, Director

Special Projacts

National Association for the Education
of Young Childran

Washingten, DC

Paula F. Guldberg, co-director
Parent Advocacy Coalition for

Educational Rights
Minneapolis, MN

Angela Herring

Special Education coordinator

Edward C. Mazique parent Child Center
washington, NC
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Ann Eill, Dirsctor

Sccial Welfare and Health
National Urban lLeague
New York, NY

Beverly Jackson, Senior PFolicy Analyst
Nat'l Black Child Developuent Inst., Inc.
wWashington, DC

Elizabeth Kuhlman, Coordinator

Regional Acceee Project, Region IIX
Department of Human Services & Education
New York, NY

Joan Lombardi, ph.D.
Eerly Childhoed Consultant
Alexandria, VA

Mary McGonigel, Asscciate Director
National Center for Family Caentered Care
Aes'n for the Care of Children'e Health
Bethesda, MD

Freda Mitchem, Coordinator
Houeless Training Project
National Association of Community

and Migrant Health Centere
washington, DC

Maria Elena Orrego, Director
The Family Place
washington, DC

Suzanne Ripley

National Information Center for
Handicapped Children and Youth

Mclean, VA

Richard Roberts, Ph.D., Co=director
Early Intervention Research Institute
Utab State University

Logan, U?T

Gloria Rodriguez
AVANCE Faaily Support and Education Programs
san Antonio, TX

Ruth Rucker, Executive Diractor
Edward C. Matique Parent Child Center
wWashington, DC

-’

erlc 167




168

Justine Strickland
East River Child Davelopment Center
New York, NY

Dabi Ticdale
Parent Participant (FIcce)
Tacona, WA

virginia view

Coordinator, Project -3

National Center for Clinical Infant Programs
Arlington, VA

16

b



164

Attachment B
The Naryland Example

G. Minority Advisaory committes

The State of Maryland recognizes the nulti-ethnic, multi-
cultural diveraitx of ite people, and it plans to reach out
to those comxunities whn have been unserved or underserved
by intervention programs in the past.

goal" G: To increase public awareness/and liaison with the
ainority/culturally diverse community who may have been
unserved or underserved by intervention programs in the
pas*, and to increase participation in “he development
of the state plan.

G 1l.0 Establish a Minority Addvisory committeas to facilitate
liaison batween the INfants and Toddlers Program and
the community. The Mihority Advisory Committee ehould
have representatives fiva the various minority groups
that xake up the population of Maryland, with special
interest in the three largest minority groups: Afrl.ca-
Americans, Hispanice and Asians.

* G 2.0 Contact minority organizations with spacial intereat in
children and health igsues.

a. Make awareness preeentations to these groupe when
possible.

h. Request representatives of organizationu to be members
of the Minvrity Advieory Committes.

G 3.0 Hold regional workshops on PL $9-457 targeting the
ainority population.

G 4.0 Hold a statewide multi-cultural, multi-sthnic
conference on PL 99-457 for parente, profeesionale,
health providere, advocates and state and local
agencies. )

Aocountability requirement

1. Account for number of workshops held and number of
attendees.

a. Account for inoreasee in early intervention servicaee to
minority childran.

3. Account for increasad participation of minorities in

planning for and implementing PL 59=457 in the State of
Maryland.
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Chairman Owens. Thank you.

Mrs. Lourdes Putz and Dr. Mary Beth Bruder.

Dr. BrUDER. Good morning, Mr. Chairman, members of the sub-
committee. My name is Dr. Mary Beth Bruder, and I am the Direc-
tor of Family Support/Early Intervention Services at the Mental
Retardation Institute, which is a university-affiliated program in
Valhalla, New York, and I am also an Associate Professor of Pedi-
atrics at the University of Connecticut School of Medicine.

I have been involved in the provision of early intervention serv-
ices for children age birth to 5 and their families for the past 15
years. While I was born and raised in New York, I have only been
back a year. My 15 years of experience have been within four
States, all of which provided some level of early intervention to
children and their families.

I am happy to he here today to represent the Education Task
Force of the Consortium for Citizens with Disabilities, CCD, and
testify on the reauthorization of Part H of the Individuals with Dis-
abilities Education Act. The Education Task Force of CCD has
identified a number of issues that they recommend be included in
your reauthorization legislation. I request that the written CCD
testin&ony, which I believe you have before you, be included in the
record.

During my training and career, I have always learned the most
about the value of early intervention from the families I have been
fortunate to meet. I am happy to introduce to you one such parent,
Mrs. Lourdes Putz and her son Jonathan, and her husband.

As a parent, she represents the reason Part H of IDEA was de-
signed. I would like her to share with you some of the issues she
feels are extremely important to the continued success of Part H
legislation.

Mrs. Putz. Good morning. My name is Lourdes Putz. I am the
proud parent of six children. I guess this qualifies me to say that
every child has special needs. Some require more attention than
others, but they all require attention.

The youngest of my children is Jonathan. He will soon turn §
years old. He was born with Downs Syndrome. We were very fortu-
nate in that from the very first day, we received much support and
directional assistance from many resources. As a result of this, Jon
began an early intervention program at six weeks old, where he re-
ceived educational services, and speech, physical and occupational
therapies. '

Unfortunately, most parents are thrown for a loop once they
have been made aware that their child has a disability. They ma
go day to day, floating in a cloud without really being in touc
with the world around them.

In many instances, we also have the problem of language and
cultural barriers. Because of this, it is so important that we have
knowledgeable people from the beginning who will provide the
guidance and support that is so necessary.

In one case that I am familiar with, a child was born with multi-
ple disabilities to an undocumented couple. The fears, language
and cultural barriers caused these parents to wander for months
without any real understanding of their child’s disability or of serv-
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ices that were automatically available to that child as a citizen of
the United States.

In another case involving a 1.5-year-old child born with Downs
Syndrome tc a young Hispanic girl, the child has many medical
disadvantages which cause her to be ill 75 percent of the time. It
has been determined that because of her illness, the most appropri-
ﬁte place for this child to receive service at this time is within her

ome.

Except that because the child’s parent is Spanish-dominant, the
child must receive bilingual services. However, the child has re-
ceived no service in the past eight months. Because of language
barriers, the mother has heen unable to be an advocate for her
child. This child should be getting service regardless of what lan-
guage her mother speaks.

As parents of children with disabilities, we must also stop short-
changing our children. In order for them to grow and be accepted
as individuals in their communities, inclusion must begin from day
one. A strong foundation will give our children the opportunities to
participate in a typical environment. Inclusion will also create a
community that is aware and sensitive to the needs of persons with
disabilities. It is their right as individuals to be part of the commu-
nity, regardless of their disabilities.

It is for these reasons that as {ou consider reauthorizing the Part
H program for infants and toddlers, I ask that you pay close atten-
tion to the recomniendations of the Consortium of Citizens with
Disabilities so that all parents of infants and toddlers with disabil-
ities have the opportunities to receive support and services they
want and need from the very beginning of their child’s life.

Thank you.

Dr. BrRUDER. If you will, Mr. Chairman, I would like to take a few
minutes to highlight some of the issues which were identified
within the CCD testimony and in Mrs. Putz’s statement. In particu-
lar, I would like to address four issues:

The critical need for cultural sensitivity within early interven-
tion services; the use of natural environments for early interven-
tion services; the need for training of all who will be involved in
the provision of services; and the important role families play in
the service system.

Hartford, Connecticut has the largest proportion of Puerto
Ricans in the country. Forty-seven percent of the elementary
school-age population is Hispanic, yet only 20 percent of 337 in-
fants referred to the Early Intervention Coordination Center in the
greater Hartford area were Hispanic, as were 27 percent of 189 in-
fants receiving early intervention services through the Department
of Mental Retardation in the same geographic area.

This small number is even more surprising considering that 95
percent of the pediatric caseload in Hartford Hospital is Hispanic.
The primary problemn seems to be a shortage of bilingual staff and
a lack of awareness about the unique cultural values of the Puerto
Rican families.

From 1986 to 1989, I directed a model demonstration early inter-
vention project, the Ninos Especialles Program, in Hartford, Con-
necticut. During the three years, we provided services to 34 infants
with severe disabilities and their families of Puerto Rican heritage.
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Unfortunately, many of these families encountered the same bar-
riers to services described by Mrs. Putz. The families were eventu-
ally referred to our project through a variety of sources, all of
whom had received a personal contact by a member of our bilin-
gual staff.

One-third of these infants were born on the Island of Puerto Rico
and only one of the families had an employed parent. The rest re-
ceived public assistance. Yet, when provided with services which
were directed at the parents’ perceived needs in their preferred
language, the families thrived. The families were able to identify
and receive individualized services which met their expectations
and family system.

In fact, most of the initial IFSP goals developed by the families
focused on support needs: Finding housing, coordinating medical
appointments, learning to understand English, et cetera. After 18
months of services, these families were able to design goals that
primarily reflected their child’s intervention needs. It should also
be noted that our project was family-directed. That is, we supported
the rights of the families to refuse services, providing the refusal
did not constitute abuse or neglect.

We have subsequently been funded to provide outreach training
to service providers and families in Connecticut and New York. We
have offered over 30 workshops and long-term trainings to early
intervention programs in the past year. We have found a great
need for training. Most of this training encompasses sensitivity and
respect to all cultures; that is, explaining cultural values, customs
and beliefs and their effects on the provision of early intervention.

I urge you to recognize the need for cultural sensitivity within
the reauthorization of Part H by including the CCD recommenda-
tions to require that States recognize the individual service needs
of families through training on cultural sensitivity within the Com-
prehensive System of Personnel Development, CSPD.

I also urge you to require the use of culturally emblased assess-
ments conducted in a family’s preferred language within the eval-
uation phase of Part H services.

The natural environment for an infant is the family. The Ninos
Especialles Program I previously referred to provided services to
families in their home. The natural group environment for infants
and toddlers in today’s society is community early childhood pro-
grams, child care programs, nursery schools, toddler play groups,
and other settings in which typical infants and toddlers participate.

Over the past 15 years, I have always been fortunate to be able
to design, provide and evaluate early intervention services in set-
tings having both infants and children without disabilities.

In my first professional position as a preschool special education
teacher in Vermont, I was able to learn from the beginning that
the segregation of your children with dissbilities into specialized
programs does not make sense.

As we strive for a community-based system of integrated services
for persons with disabilities across the life span, we must start at
the beginning.

Most recently, I have been directing a number of federally
funded projects which focus on the design, provision and evaluation
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of early intervention services within community early childhood
programs for children age birth to five with disabilities.

Unfortunately, thic service model is not routinely provided to all
eligible children and families. Though research and evaluation
data strongly support the provision of integrated services, State
regulations and funding sources can prove to be disincentives to
achieving this goal.

In 1988, we conducted a survey in Connecticut to assess the atti-
tudes of both school superintendents and special education direc-
tors on the integration of preschool age children with special needs
intod programs with preschool age children not having special
needs.

The respondents overwhelmingly supported integration. In par-
ticular, though, and of most importance, was the fact that 82 per-
cent of the superintendents and 90 percent of the special education
directors felt that discretionary financial resources needed to be al-
located in order for them to provide the integrated services.

In the same State of Connecticut, over 200 infants and teddlers
who have moderate to severe disabilities are receiving early inter-
vention within community early childhood settings under the aus-
pices of the Department of Mental Retardation.

This is due to administrative recommendations which were for-
mulated from a deinstitutionalization court order.

The Department’s newly developed philosophy supports commu-
nity participation at all levels and for the past three years infants
and toddlers have been receiving early intervention services within
their homes or in community settings in which typical children
participate.

This model has proven so successful that New York State is pro-
posing this type of placement option under its proposed Early Care
Legislation.

I join with CCD to strongly recommend that language be inserted
into Part H to recognize the importance of including infants and
toddlers with disabilities in community environments.

Both Connecticut and New York are beginning to move toward
providing early intervention services in integrated settings, and I
would like to see this continue.

1 would also like to insure that infants and toddlers without dis-
abilities have the benefit of playing and learning beside infants
and toddlers who have disabilities.

I direct a number of preservice and inservice training programs
in both New York and Connecticut. I am able to report that in
these two States, the need for personnel to meet the needs of in-
fanias, toddlers and their families clearly parallels the National
needs.

In New York, as part of the development of the CSPD, we have
Just completed a series of five needs assessments with pediatri-
cians, day care providers, early intervention program directors,
early intervention service providers and preservice training pro-
grams.

The surveys focused on the existing need for training on issues
related to Public Law 99-457. I would like to highlight the fact that
out of a limited sample of 39 colleges and universities in New York
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State, only five are providing a training program specific to infants
and toddlers with disabilities and their families.

Clearly, preservice programs will not meet the personnel needs
of Part H without financial incentives.

Of those surveys distributed to personnel, the results overwhelm-
ingly supported the need for additional training across a variety of
topics integrally related to the provision of Part H services. For ex-
ample, 75 percent of 395 day care providers identified a need to
learn about caring for children with special needs.

Likewise, in Connecticut, where I direct a training project for
day care providers, we had over 128 requests for training about
childrep with disabilities during the month of March.

These data must be highlighted because most States are not pro-
posing to create new licensing or certification systems with train-
ing requirements specific to the provision of early intervention
services.

In fact, the New York State Child Care Coordinating Council has
just issued recommended standards for child care programs and
providers, The needs of children with disabilities are not addressed.

I would also like to support the need for training opportunities
for families who will receive Part H services. In Connecticut, we
convened a group of parents of children with disabilities to assist
us in developing recommendations for Part H.

These families participated with representative groups of the ten
professions addressed by the law. The families identified a number
of skills they felt were needed in order for parents to fully partici-
pate in Part H services.

These included such skills as the ability to: access information;
participate in the team process; communicate effectively; utilize
family supports; utilize professional expertise; and most important-
ly, build partnerships.

Most parents are not born with these skills, and some may not
even want to acquire all of them. However, I feel that parents are
asking for the option of becoming better skilled at negotiating the
service delivery system created by Part H.

I would like to join CCD in requesting that the committee exam-
ine the provision for inservice training under Part H for profession-
als and paraprofessionals and provide recommended funding levels
to States so that they may develop a coordinated and comprehen-
sive system of gersonnel development.

In addition, I support CCD’s recommendation that the reauthor-
ization recognize the training needs of families and support State
level efforts to address these needs in a systematic and organized
way.

I join CCD in recommending that Congress increase funding for
the Parent Training and Information Centers under Part D so that
parents of the youngest group of children with disabilities will be
prepared to participate fully in the provision of early intervention
services,

Part H services were developed to encompass the entire family
system. Recognizing the principles of family-centered care, I would
like to recommend that the committee continue to refine a number
of areas directly related to family participation within early inter-
vention services.
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First, and foremost, is the fact that many families do not want to
be managed as cases. Therefore, service coordination seems to be a
logical replacement for the process currently referred to as case
management.

Second, most parents currently fill this role. As one parent who
coordinat2s a project for me recently said, “For 13 years I have
been loeking for the elusive case manager who can organize the
system for Marie. I would love to find one.”

Unfortunately, Marie's multiple needs preclude any one provider
being able to negotiate the medical, educational, social service and
equipment agencies as well as the parents have been able to.

As recommended by CCD, I feel that Part H should recognize the
competence of those families who choose to coordinate their own
services by allowing them to be their own service coordinator.
Goirlx‘g’ ,along with this notion is the belief of “equal pay for equal
work.

I would also request a careful examination of sliding fee scales to
fund Part H services. Such fees can severely limit a family’s ability
to access services, and such financial assessments are invasive to
the integrity of the family unit.

Also, such assessments do not take into account the kinds of ex-
penses families incur in day-to-day living. A project we have in
Connecticut which provides technical assistance to families with
children with complex medical needs received 146 requests within
a three-month period, of which 70 percent had to do with funding
and family support issues.

Additionally, another of our family projects identified ‘“‘out of
pocket” expenses incurred by a family as a result of having a child
with a disability. These costs included such effects on a family as
the loss of job or career opportunity, loss of leisure/family time and
loss of time for basic household tasks.

Expenditures included the purchase or rental of medical equip-
ment, supplies, special adaptations to the home, higher utility bills,
the purchase of adaptive equipment, special transportation, dietary
supplements, diapers or special clothing, special soaps, lotions, eye-
glasses, hearing aids, braces, adaptive toys, child care and respite
expenses, mileage to medical appointments, additional therapy
costs including family therapy, higher insurance premiums, and co-
pay amounts on other medical bills not covered by insurance.

Although some of these would be funded by the Part H, I join
with CCD to strongly recommend that the subcommittee carefully
exatt;xine the use of a sliding fee system as it relates to the Part H.
system.

Such a system could be construed as discriminatory, especially in
light of the fact that the regulations of Public ..aw 89-313 prohibit
the billing of families to fund early intervention services.

This could result in a funding dilemma in that many States, such
as Connecticut, are using Public Law 89-313 dollars to fund early
intervention services.

The implementation of sliding fees may result in services being
delayed or denied to families, and most importantly, it may under-
mine a family’s ability to control the services their child may need.
Please examine the funding provision carefully to avoid any addi-
tional cost burdens to families.
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In closing, I would like to thank you for the opportunity to speak
before you. I urge you to consider the retvamendations from CCD.
There are many others in addition to those I have mentioned, and
they are just as important to the continued implementation of law.

For example, I join with CCD in recommending that the Secre-
tary be authorized to grant time limited waivers of specific fourth-
year requirements to States which have certified they have had sig-
nificant hardships in meeting implementation timelines.

This is even more crucial in light of the budget situations in
many States, such as New York and Connecticut. In addition, I join
with CCD in recommending that the reauthorization of Part H re-
quire a funding formula based on child count.

I feel that this will provide the incentive States need to develop
an aggressive child find system so that those families that both
Mrs. Putz and I have dealt with will have easier access to services.

I would like to close by thanking Mrs. Putz and Jonathan for ac-
companying me today. I feel that Mrs. Putz was able to illustrate
the importance of families to the overall success of the law.

I feel that she and every other family who has participated in
early intervention must be given the opportunity to fulfill their
dreams for their child. Public Law 99-457 has begun to allow fami-
lies to do that.

Early intervention has also been responsible for enabling the
children who have participated in such services to fulfill their
dreams. Mitchell Levitz is a 20 year old young man who is fulfill-
ing his dream of working in politics. He is currently interning with
New York State Assemblyman George Pataki of Peekskill. Mitchell
happens to have Down Syndrome, and he was the first child en-
Rzgtlad in the infant intervention program sponsored by the UNP at

This occurred when he was 15 months old. Mitchell feels that if
he had been enrolled sooner, he could probably be running for
office by now.

Mitchell is truly a special young man who, because of his fami-
ly’s tenacity, has been able to attend neighborhood schools and has
even passed his Regents Competence Exams and coursework to be
able to receive a regular Regents High School Diploma.

This is no small feat as those of us from New York are well
aware. Mitchell’s mother, Barbara, now coordinates a New York
State Health Department funded Regional Planning Group for
early intervention at MRI.

On behalf of Mitchell and Jonathan and their families, and all
the others who have benefited from early intervention, I would like
to thank you for your continued commitment to strengthening
carly intervention services.

I would like to have Mrs. Putz introduce her family at this time.

[The prepared statements of Dr. Mary Beth Bruder and Lourdes
Putz follow:]
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Good moraing Mr. Chairman, Members of the Subcommittee. My name 15 Dr.
.ary Beth Bruder and [ am the director of Family Support/Eacly Intervention services at
he Menta) Retardation Instituts which is 8 Univenity Affiliated Program in Valhalla, New
York and I am also an Associate Professor of Pediatrics at the University of Congecticut
School of Medicine. I have been involved ia the provision of early intervention services for
children age birth to five and their families for the past fifteen years, While I was born and
raised in New York, I have only been back & year. My fifteen years of experience has been
within four states, all of which provided some level of easly intervention to children and
their families.

1 am bappy to be here today to represent the Education Tesk Force of the
Consortium for Citizens with Disabilities (CCD) and testify on the reauthorization of Part
H of the Individuals with Disabilities Education Act. The Educativn Task Force of CCD
bas identified & number of issuas that they recommend be included in your reauthorization
legislation. Irequest that the written CCD testimony, which I believe you have before vou.
be included in the record.

During my training and career, 1 have always learned the most about the value
early intervention from the families I have bees fortunate to meet. 1 am happy to
intoduce to you one such parent, Mrs. Lourdes Putz and her son Jonathan. As a parent.
she represents the reason Part H of IDEA was designed. I would like ber to share win
you some of the issues she feels are extremely important to the continued success of Past

H legislation.
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T would like to take a few minutes to Lighlight some of the issues -hich were
identified within the CCD testimotiy and in Mrs. Putz’ statement. In particular I would !ike
to address four {ssues: the critical need for cultural sensitivity within early intervention
strvices; the use of natural eavironments for early intervention services; the need for
training of all who will be involved in the provision of services; and the important role
families play in the service system.

Culturyl Sensitivity

Hartford, Connscticut has the largest proportion ¢f Puerto Ricans ia the couatry.
Foriy-seven percent of the slementary school age population is Hispanic, yet only 20% of
337 infants referred to the Early Intervention Service Coordination Center in the greater
Hartford area (encompassing 37 towns and the city of Hartford) were Hispanic, as were
27% of 189 infants recsiving early intervention services through the Department o; Mental
Retardation in the same geographic area. This amall sumber is even more surprising
considering that 95% of the pediatric caseload at Hartford Hospital is Hispanic. The
primary problem seems to be a shortage of bilingual staff and s lack of awareness about
the unique cultural values of Puerto Rican families.

It is important $o realize that twenty-six separate nationalities are called Hispanic,
and while certain characteristics mey be found in each, thers is considerable variation
among groups.  Spanish speriing populations span all sociceconomic classes and
cducational backgrounds Differing degrees of acculturation, socioeconomic class.
sducation, occupation, geographical agnd racie!l origins will affect beliefs and behaviors. For
example, Puerto Ricans are different from other Hispanio cultures because of a number of
factors: they are U.S. citizens, therefore, they can work legaily in the U.S. aad be eligible
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public assistance; they are only three hours from their home, therefors, they caz "try
:ings out" and return home; and most importantly, they usually do not achieve improved
conomic status after migration. Unfortunately, most of these cultural issues don't get
addressed by early intervention progranis because the most important aspect of the
Hispagic culture, language, becomes a barrier to services.
From 1983.1986, { directed a model demonstration early interveation project, the
Ninos Especialles Program. ‘~ Hartford, Connecticut, During the thres years, we provided
services to thirty-four infants with severc disabilities and their families of Puerto Rican
beritage. Unfortunately, many of these families encountered the same barriers to services
described by Mrs. Putz. The families were eventually referred to our project through a
variety of sources, all of whom had received 8 personal contact by a maember of our
bilingual staff. Ope third of these infants were born on the island of Puerto Rico and oaly
one of the families had an employed parent. The rest received public assistance. Yet.
when provided with services which were directed at the pareats’ perceived needs in their
preferred language, the families thrived. The families were able to identify and receive
individualized services v-hich met their expectations and family system. In fact, most of the
initial IFSP goais daweioy.sd by the families focused on support needs: finding bousiag,
coordinating medival epp rintments, learning to undersiand Eoglish, eto, After 18 months
of services, thess tsrilies were able to design goals that primarily reflected their child's
interventiot neads. IS sbould .s0 be noted that our project wes family directed. That is.
we aupprrd tihe right £ the families to refuse services (providing the reiusal did not
constitute &.use ar neglsat).

¥/ have subsequently been funded to provide outreach training to service providers
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and families in Connecticut and New York. We have offered over 30 works; + anc

long term trainings to early intervention programs in the past year. We have found a gr- it
need for training. Moat of this training encompasses seasitivity and respect to all cultures,
that is, explaining cultural values, customs and beliefs and their effects on the provision of

eazly intervention.

The natural environment for &n infant is the family. The Ninos Especialles Program

1 previously referred to provided services to tamilies in their home. The natural group
environment for infants and toddlers in svday's society is community early childhood
programs: child care programs; nursery schools; toddler play groups; and other settings 12
which typicai infants and toddlers participate.

Over the past 13 yean, I have always besn fortunate to be able to design, provide
and evaluate early intesvention sarvices in settings having both infants and chbildren with
disabilities and infants and children without disabilities. In my first professional positica
as a preschool special education teacher in Veruont, I was able to learn from the
beginning that the segregation of your.; children with disabilities into specialized programs

does not make sense. As we strive for s community based system of integrated services inr
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Aing project for day care providers, we had over 128 requests for training about children
th disabilities during the month of March, Thess data must be highlighted because most
es are not proposing to create aew licensiog or cerification systems with training

equirements apecifis to the provision of early intervention services. In fact, the New York
Stats Child Care Coordinating Council has just issued recommended standards for child
care programs and providers. The needs of children with disabilities are not addressed.
Iwould also like to support the aeed for training opportunities for families who will
receive Part H services. In Connecticut, we convened a group of parents of children with
disabilities to assist us in developing recommendations for Part H. These families
participated with reprecentative groups of the ten profesiions addressed by the law. The
families identifled a numb;t of sidlls they felt were needed in order for parests to fully
participate in Part H services, There included such skilla as the ability to: access
information; participate in the team process; communication effectively; utilize family
supports; utilize professional expertise; and most importantly, build partgerships. Most
parents are not born with thess skilla, and some may not even want t0 acquise all of them.
However, 1 . . that parents are asking for the option of becoming beitar skilled at
negutiating the service delivery system created by Part H.

for inserviss tratuing under Pa.t H for professionals and parsorofessionals apd provide
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CCD in recommending that Congress increase funding for the Parent] ‘alngs 4
Information Cagters under PartD so that parents of the youngestgxoun ofs  lrenwith
dlsshilitiag will be prepared to narticinate fullr in the provision of sarv intervension
mrvicas.
Eamily Participation

Part H services were developed to encompass the entire family system. Recognizing
the principles of family centered care, I would liks to recommend that the committee
contlous to refine a number of areas directly related to family participation within early

intervention services,

First, and foremost, {s the fact that many families do not want to be managed as
cué. Therefore, service coordination seems to be a logical ruplacement for the process
currently referred to as case management. Second, most parents currently fill this role.
As one parent who coordinates a project for me recently said "For thirteen years I've been
looking for the ehigive case masager who can orgenize the system for Maris. 1'd love to
find ona”, Unfortunately, Marle's multiple needs preciudes aoy one provider being able to
negotiate the medical, educational, social service and equipmant agenciss as well as the
parents have besn abls to. As recommaended by CCD. [ fval that PartH should recognize
s, competance of those tamllins who choos to coordinata thair own asrvicss by allgwing
tham to he thele o7n sarvica .nondinator. Going alons with this potion is the bellef of
“aqual pay e aqual work’,

I would aleo request a careful examination of aliding fee scales to fund Part H
services. Such fees can severely limit a family’s ability to socess services, and such finencial

assesEMents are invasive to the integrity of the family unit. Also, such assessments do not
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sons with disabilities across the iife span, we must start at the beginning.

Most recently, [ have been directing & number of federally funded projects which
xus on the design, provision and evaluation of early intervention services within
ommunity ewly childbood programs for children age birth to five with disabilities.

Unfortunately, this servico modal is got routinely provided to all eligible children and
families. Though ressarch and evaluation data strongly suppert the provision of integrated
services, state regulations and funding sources can prove to be disincentives to achieving
this goal.

In 1988, we conducted a susvey in Connecticut to assess the attitudes of bok school
superintendents and special education directors on the integration of preschool age children
with special needs into programs with preschool age childrea not having special needs. The
respondents overwhelmingly supported integration. la particular, though, aari of most
importancs, was the fact that 82% of the superintendents and 90% of the special education
directors felt that discretionary finagcial resources needed 2o be allocated in order for them
to provide the integrated services.

In the same stats of Connecticut, over 200 infants and toddlers who have maderate
t0 severe disabilities are receiving early intervention within commuuity early childhood
settings under the auspices of the Department of Mental Retardation. This fs due to
administrative recommendation® ~hich were formulated from a deinstitutionalization court
order. The Department’s newly developed philosophy supports commuzity participauoc
ot all levels and for the past three years infants and toddlers have been receiving eariy
intervention services within their homes or in community settings in which typical chuldren
participate. This model has proven 10 successful that New York State is proposing this tvpe
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of placement option under its proposed EaslyCars Legislation.

sovironments.  Both Connecticut aad New York are beginning to move toward providing
early interventiod services in integrated settings and I would like to see this continue, 1
would also like to insure that infants and toddlers without disabilities have the benefit of
playing and learning beside infants and toddiers who have disabilities,
Isaining Needs

I dizect & number of presasvice and inservice training programa in both New York
and Connecticut. I am able to report that in these two states the need for personnel to
meet the needs of infants, toddlers and their families clearly parallels the nati eeds.
In New York, as part of the development of the CSPD, we have just completed a series of
five needs assassments with pediatricians, day caze providers, early intervention program
directors, sarly intervention service providers and presarvice training programs. The
surveys focused on the existing need for training on issues related to P.L. 99-487. I would
like to highlight the fact that out of a limited sample of 39 colleges and universities in New
York Stats, only five are providing a training program specific to Infants and toddler with
disabililes and thetr families. Cloarly, preservice programs will not meat the personiel
needs of Pars H without financ’s! incentives.

Of those surveys dinrfbuted to personnel, tl.« results overwhelmingly supported the
need for additional training across a variety of topics integrally related to the p: “ision of
.Pm H servicea For example, 75% of 395 day care providemn identified a need to learn

about caring for childron with speciai needs. Likewise, in Connectieut, where I direct a
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3 into account ths kinds of expensas families insur in day to day living, A project we
we in Conaseticu: which provides technical assistazce to families with children with
amplex medical nsods received 146 requests within a 8 month pertod, of which 76% had
9 do with funding and family support {ssues, Additionally, another of our family projects

identified “out of pockst” expenses incurred by a family as a result of having a child with
a dissbility. These costs included such effects on a family as the loss of job or career
opportunity, loss of leisusefamily time and loss of tme for basic household tasks.
Expenditures included the purchass or rental of medical equipmeat, supplies (such as
rubber gloves, K-Y Jelly, waterproof pads, thermometers, tubing, gauze, catheters, etc.),
tpecial adaptations to the bome (such as ramps, electrical re.wiring, air conditioners,
bumidifiers), higher utility billa, the purchase of adaptive equipmant (such as wheelchairs,
specinl beds, bath sets), special transportation (such as wheelchair vams), dietary
supplements, diapers or special clothing, special soaps, lotions, eyeglasses, hearing aids,
braces, adaptive toys, child care and respite expenses, mileage to medical appointments,
additional therapy costs including family therapy, higher insurance premiums, and co-pay

amounts on other medical bills not covered by insurance.
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In slosing, I'd ke to thank you for the opporiunity to speak befose you. | urge you
to consider the recommendations trom CCD. There ate moasy sahers in uddition tc dose

I've mentioned, and they are just a3 important o ths continued implemeniaton of law.
For example, Ljoln with CCD in recinmendiis that the secetacy be snborized o snt
time limitad waivers of spesific foy;th-venr reanirymants to stadas whivh have seetifed thev
have had “ignific.nt hargdahips” i» meeting implemsentytion taclines, This Ia evan moce
srusial in light of the buiset situations in manv statas, such New Yorkand Corpectisut.
In addition. I foln with CCD in recommendina that the resuthorization of Part K require
afinding forraula based on child count. I feel that this will provide the incentive states
need to develop an aggresaive child find sysies,

I'd also like to close by thanking My, Putx and Jonathan for accompanying me
todsy. I feel that Mrs. Putz was able to illustrate the importance of {amilies to the overall
success of the law. I feel that she and every othar family who has participated in early
intervenion must be given the opportunity to fulfill their dreams for their child. P.L. 99.
437 bas begun to allow familics to do that.

Early intetvention has al:> been responsible for ensbling the children who have
participated im such services to fulfill their dreams. Mitchell Levitz is a 20 year young man
who is fulfilling his dream of working in politics. He is currently interning with New York
State Assemblyman George Pataki of Peekskill. Mitchell happens to have Down Syndrome
and he was the fint child enrolled in the infant intervention program sponsored by the
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U P at MRL This occurred when he was 18 months old. Mitchsll feels that if be had
boen able to be enrolled sooner ke could probably be running for office by sow! Mitchell
is truly a special young man, who, because of bis family’s teancity, has been able to sttend
neighborbood schools and bas even passed his Regents Competency Exams and coursework
to be able to receive a regular Regents High School Diploma. This is 20 maall feat as
those of us from New York are wall aware, Mitchsll's mother Barbara now coordinates
8 New York State Health Department funded Regional Planning Group for early
integvention at MRI.

On bebalf of Mitchell and Jonathan aad their families, and all the others who have
benefitted from early intervention, I'd like to thank you for yout continued commiunent

to streagthening early intervention services.
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Good morning. My name is Lourdes Putz. I am the proud parent
of six children. I guess this qualifies me to say that every child
has special needs. Some require more attention than others, but
they all require attention.

The youngest of my children is Jonathan. He will soon turn
five years old. He was born with Downs Syndrome. We were very
fortunate in that from the very first day we received much support
and directicnal assistance from many resources. A8 a result of
this, Jon began an early intervention program at gix weeks old,
where he received educational services, and speech, physical and
occupational therapies.,

Unfortunately most parents are thrown for a loop once they’ve
been made aware that their child has a disability. They may go day
to day floating in a cloud without really being in touch with the
world around them. In many instances ve alse have the problem of
language and cultural barriers. Because of this it is so important
that we have knowledgeable people from the beginning who will
provide the guidance and support that is so necessary.

In one case that I am tamiliar with a child was born with
multiple disabilities to an undocumented couple. The fears,
language and cultural barrier. caused these parents to wander for
months without any real understanding of their child’s disability
or of services that were automatically available to that child as
a citizen of the uUnited states.

In another case involving a 1 1/2 year old child born with
Downs Syndroze to a young hispanic girl, the child has many medical
disadvantages which cause her to be ill 75 % of the time. It has
been determined that because of her illness, the most appropriate
pPlace for this child to receive service at this time is within her
home. Except that because the child’s parent is spanish dominant,
the child must receive bilingual seivices. However, the child haa
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ehild, _This child should be getting gervice regardless of what
lagguage her mother speaks,

Ap parents of children with disabilities we must also stop
short-changing our children. In order for them to grow and be
accepted as individuals in their communities, inclusion nust begin
from day one. A strong foundation will give our children the
opportunities to participate in a typical environment. Inclusion
will also create a community that is aware and sensitive to the
neads of persons with disabilities. It Jis <their right aes
individuals to be part eof the community, ;ccn:diic: of their
disadilities,

It is for these reasons that as you consider reauthorizing the
Part H program for infants and toddlers, 1 ask that you pay close
attention to the recommendations of the Consortium of Citizens with
Disabilities so that all parents of infants and toddlers with
disabilities have the opportunities to receive support and services
they want and need from the very beginning of their childa’s 1ife.

Thank you.

‘ 19:
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Chairman OweNs. Both the father and the son, welcome to the
committee.

Mrs. Purz. This is Jonathan, and this is my husband, Frank.

Chairman OwgNs. Welcome to the committee.

That ends our firsw)anel. I want to thank Dr. Bruder for ending
on an upbeat note. We iike to get a little inspiration up here. Of
course, Dr. Gallagher started that way.

Before I go into the questions, I just want to ncte that all of your
written testimony will be entered into the record. We have also
been given an additional document—ralated to the needs of mili-
tary families—from the Consortium for Citizens with Disabilities
that also will be entered into the record, if there are no objections.

Let me congratulate all of you for bringing a rich supply of mate-
rial for the committe. to ponder. Although we have limited time
here, I assure you that staff will certainly go over your testimony
inl great detail as we move through the process of finalizing the leg-
islation.

Dr. Gallagher, as I said before, you started on an upbeat note.
We are happy to hear that the States are making a good-faith
effort, despite the fact that this law calls for major reform and de-
spite the fact that finances are a major problem as you pointed out.

I don’t want to discuss finance. I think that that should be dis-
cussed in some other piace, a larger arena; but I do want to discuss
a few points that you made.

The authority of lead agency. Now, if the State designates the
lead agency, don’t they confer upon them the authority to do what
has to be done?

What is the problem?

Mr. GALLAGHER. Well, on a practical matter, if the Department
of Education in the State is given the lead agency responsibility,
they still have to deal with a variety of other State agencies, the
Department of Human Resources and health areas, and these other
agencies also have their responsibilities and particular concerns.

And it was proven to be a little difficult to get full coordination
and cooperation that the lead agency is one of equals under those
circumstances.

And what we are asking for here is that it be placed at a some-
what higher level in order to give the true authority of the State to
accomplish that coordination.

Chairman OweNs. Do you think that we need to do legislation;
that common sense wouldn’t prevail?

Mr. GALLAGHER. Common sense?

Chairman OweNs. It hasn’t so far.

Mr. GALLAGHER. Mr. Chairman, I think that the structural as-
pects of this law, as it is being implemented in the States, have im-
pressed us very much, and we think that it is very important to
place the authority where it can actually be functional. And that is
why we are asking for—to move it up at the State level and let the
State decide where the authority should rest.

But it should not rest in one of equal agencies but should be at
some higher level so that that coordination can be, in fact, drawn
together and enforced by a higher level of authority.

Chairman Owexns. You mentioned the need for responsibility in
offering comprehensive services. Did I understand you correctly

Q
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that the State should be encouraged to more aggressively pursue
diagnostic procedures and go ahead; not be inhibited by what they
discover?

They may not be able to handle properly—we should make it
clear that they don’t have to handle it properly; just making the
diagnosis in some cases is more desirable than neglecting them for
fear of having to take care cf them.

Would you clarify that?

Mr. GALLAGHER. Yes. | appreciate what you are saying, Mr.
Chairman. What we are impressed with, first of all, was that the
provision for at-risk children and dealing with them is a very wise
provision and one that should be followed through on.

The practical matter of what has happened in the States, howev-
er, is that the States have looked at their financial condition. They
have also looked at at-risk children and see a population of, per-
haps, four or five times that of the youngsters with developmental
delay and established conditions, and they have become frightened,
and have backed off.

And it is very clear that they want to do something in this area.
But the notion that they will be forced to provide’ comprehensive
services for everyone of these children, and in the three different
ca}:,egories, including at-risk, has dampened their enthusiasm some-
what.

What we are suggesting is that they should still do consistent di-
agnosis and monitoring and follow up on these youngsters, so that
if the youngster, in fact, becomes not at-risk any more, but actually
deveiopmentally delayed, then they should be given to direct serv-
ic:s immediately.

But not all of these youngsters will have that. Fortunately, many
youngsters who are at-risk in our terminology wiil turn out to be
not developmentally delayed, and therefore would not need an
enormous number of services at this time.

So what we are suggesting is a program of monitoring, of screen-
ing, of making sure that if the youngster really does have a serious
problem, that they get services, but not to put the burden on the
States for comprehensive services for all youngsters that would fall
into that category.

If yon do do that, then we think the States will back off and will
not serve these youngsters.

Chairman Owgns. Thank you.

Dr. Odom, we discuss and debate least restrictive environment so
thoroughly and repeatedly around here until we may be taking
some things for granted.

You say we don’t make it clear in the law that LRE also applies
in the case of preschool children, and we need to clarify that.

Did I understand you correctly?

Dr. OnoM. I believe it does, because my experience has been that
States interpret that law differently, and maybe that is their
leeway.

But for elementary and high school age children, there is access
within public education, public school systems, to a normalized set-
ting within the school building ever, that is class rules for children
without disabilities.
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For preschool aged children, there often are not—there is not
that same vehicle for accomplishing a normalized or main stream
setting. So the interpretation is that since it doesn’t exist within
the public education system, then efforts to provide the least re-
strictive and normalized environment doesn’t apply.

So my feeling is that States do need more clarification about pro-
viding services within the least restrictive environment, which is
actually a range of options, but one of which is inclusion and pro-
grams for children without disabilities.

And that is not only for the Part B kids, but as Dr. Bruder said,
for infants and toddlers, too, who qualify under Part H.

Chairman OwgNns. We are also interested in the set of research
requests that you think are still—-we still need to wrestle with an
answer. We would be happy to hear from you in more detail about
those at a later date.

Lt. Colonel Sautter, we apologize for misspelling your name. 1
have it correctly here.

You said that you are involved at this point in a court case, and I
suppose you don’t want to discuss that in detail, essentially infor-
mation you provided that DOD has the eighth largest school
system in the countries; is that right?

Lt. Colonel SAuTTER. When you consider the number of students
that DOD is responsible for educating, that is true, Mr. Chairman.
It is 185,000-some students.

Chairman OweNs. Is it the contention of the military that just as
the adults who enlist surrender certain rights by implication, they
surrender certain rights?

Lt. Colonel SAUTTER. You are making the skin on the back of my
head crawl up and down. I think when we all raise our right hand
in the military and agree to defend the constitution, we at the time
probably don't realize it, but with a little bit of maturity, we real-
ize there are certain things within the military that may be a little
bit different than our civilian counterparts. And I think that we all
understand that.

What grieves us or some of us is that sometimes we apply those
same criterion to families. As hard as my wife works, she ain’t
wearing combat boots today. She is a dear, sweet lady and taking
care of my two children.

She is, has been, and always will be, a civilian, as my two chil-
dren are; and I think it was the issue—the shock that came to me
when [ asked for the same privilege that occurred to a child who
lived a half a mile away outside the gate and I found that I could
not have that.

And so as a parent who, I think Lourdes Putz indicated, parents
with disabled children have to learn, they bave to be the advocate
for their child.

I felt that I was an advocate for the child, and I understood with
a layman’s viewpoint the law, but then I found out that the law
that I understand-—that I understood did not apply to my child.

Chairman OweNns. Well, it is an interesting and important
issue—one on which I think we would like to see any ma ial that
you want to offer, not just for this committee but, I think, the Edu-
cation and Labor Committee as a whole should be concerned.
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Ms. View, during the reauthorization of discretionary programs
under IDEA, the act last year, we focused on the problem of low
representation of minority personnel, and took some steps to try to
deal with it.

Of course, the first and greatest problem several people have
mentioned already is the personnel shortage overall.

There is a great need for a mora aggressive effort to recruit and
to provide some incentives for people to go into the field in general.
We addressed that in great detail in our reauthorization of discre-
tionary programs.

And if you hadn’t heard about that, you might want to consult
with staff on the kinds of things that are being done now to try to
deal with that problem.

Several of you have mentioned parents and parent participation.
And you know, I smile, because I am a graduate of the community
action program, including Head Start, where we put a great deal of
emphasis on parent participation, citizen participation, and lay
participation, providing some budgetary means for the achievement
of those ends.

It requires some money, not much, but some onutlay of funds to
achieve that. I was just wondering for the record, do you think we
should make some effort to make sure that parent participation is
spelled out in greater detail, including requiring some percentages
of the budget to be devoted to it?

Ms. View. Yes. I think that that would represent the position
that we take, and we certainly don’t want to suggest that efforts
have not been made and progress has not been made in terms of
parent participation.

What is of concern to us is the indication that there is going to
be an increasing percentage of parents of children who receive
service who are in a population who don’t normally access services
anyway.

I think you, yourself, referred to the increasing numbers of
babies being born to drug addicted and substance abusing parents,
not to mention the increase in the number of single head of
house-—single parents who are a part of this population.

My observation is that the strategies that have traditionally
worked in terms of bringing parents into the system as advocates
and as active participants are not as successful with this particular
group of parents that is indeed increasing.

So I think that States will have to become much more creative in
strategies to, first of all, in terms of outreach, but once you have
identified the votential recipients of the service, to really bring
them into the system to ensure that their children will have full
benefit of Part H program, and certainly financial incentives wiil
be one way to encourage States to do that.

Chairman OwegNs. Thank you very much.

To Mrs. Putz, what is your address? You are in Brooklyn. I just
wanted to see whose district.

Mrs. Purtz. I live in Williamsburg, Brooklyn.

Chairman OwEeNs. You said you received support and resources
from the very beginning. You had good experiences, which is not
the testimony we have been hear——

Mrs. Putz. Which was not in Brooklyn.
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Chairman OwgNs. Was that in Brooklyn?

Mrs. Purz. No, it wasn't.

Chairman OweNs. You had to go to Manhattan?

Mrs. Purz. It was in Queens. Jonathan was born at Brooks Me-
morial, and it just so happened that one of their registered nurses
also had a child with Downs Syndrome, and she was very support-
ive and she directed us to many services.

And she spoke to us very openly and told us that as parents, we
had the right of choice, and what—which is not what I have found
through the years as I have met other parents, whereas most par-
ents go to one preschool and that is it, and they are not even aware
that there are other schools that they can go to to make the choice
for their children.

VAnd I did have that choice. Yes, we were very, very fortunate.
ery.

Chairman Owegns. Dr. Bruder, you pointed out that several of
the items you covered have been covered before in terms of person-
nel needs, and we certainly appreciate your testimony.

I have run out of time, but I do want you to know that the slid-
ing fee scales are of great concern to me; I hope to other Members
of the committee. We want to take a close look at some of the pro-
posals that are being made in that direction.

Thank you all very much for your testimony. I want to turn you
over to the Ranking Member of the committee, Mr. Ballenger.

Mr. BALLENGER. I will be very short, I think, Mr. Chairman. [
just had a couple of questions.

Dr. Gallagher, you know, this whole program is talking about
Federal funding and so forth, Federal programs. But being from
North Carolina, it appears like on your little chart here that there
are only four or five States that are planning on serving biological-
ly and environmentally at-risk children.

Mr. GALLAGHER. Yes.

Mr. BALLENGER. What percentage of the State money funds early
intervention? I don’t know, probably North Carolina would be the
easiest one to ask.

What percentage of the money is used to fund this program in
the future in North Carolina State funds? What percentage Feder-
al and what percentage to State? I mean, I have no idea how much
this lead amount of money which as far as Federal money is con-
cerned is not a real large amount of money, what it attracts in the
way of State funds.

Mr. GALLAGHER. Well, I think that is part of what is bothering
the States, that the Federal money is clearly stated as planning
and development money.

What we were suggesting in our recommendations is that in ad-
dition, some implementation money go along to encourage and give
incentives to the State to go into full services.

It is clear that the States are going to have to pick up a large
amount of this money. On our study of the financial resources
available to the States, we found about 15 different sources of
funds, but in actuality, the States are using only two or three of
those funds, and medicaid is a major source of funds.
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Some States are even proposing that medicaid be available to all
families, regardless of income level, for youngsters who are eligible
for this program.

So there is a whole variety of sources that are being looked at by
the States to try and—but certainly the funds here in this particu-
lar law are a small proportion of what is going to have to be ex-
pended.

Mr. BALLENGER. Of course, if you talk Medicaid, that is both
State and Federal funds that would be used along those lines.

Mr. GALLAGHER. Of course, yes.

Mr. BALLENGER. And so in reality, then, just off the top of your
head, do you have any idea what might have been attracted by our
little lead funding from the Federal Government, say, in any par-
ticular State?

Mr. GaLLAGHER. Well, because few of the States have actually
gone into full implementation of this, it is hard to make that kind
of estimate at this time.

Certainly, this fund that we are talking about right here in
Public Law 99-457 shouldn’t—couldn’t be any more than 10 per-
cent of the total and probably less than that.

I just wanted to say, if I could, that I want to reiterate that the
States are making a good-faith effort.

Another part of the testimony, however, was they aren’t going to
meet these timed deadlines, and so that some kind of adaptation or
adjustment is going to have to be made. And they are nct making
it; not because they don’t want to or don’t want to try, but because
of all of these various complications that have arisen.

So we hope the committee will really take cognizance of this and
give the States the additional opportunity to continue in the pro-
gram.

Mr. BALLENGER. We heard that yesterday, and we are hearing it
again today, and I think that obviously we will take cognizance of
that fact.

Ms. Bruder, considering the thoroughness with which you have
involved yourself in this issue, and sadly, I notics: that neither Con-
necticut nor New York decided on serving at-risk children.

But the statement was made, and part of your statement was
that—and I would like just a personal opinion as to how you would
approach this, that disabled children be put in with children that
are not disabled when playing and learning.

Once you add at-risk, and I just know, you have seen it on TV,
and I have, when you talk about a:; HIV positive child, do you
think such a thing is really possible?

Ms. Brubpkr. In particular, children who are HIV positive, yes, it
is, providing the program in which that child is has taken precau-
tions and knows exactly the health status.

It has become tricky in that two of our State agencies have had
to adopt confidentiality requirements that obviously protect the
family’s right, but also protect the day care providers’ or child care
providers’ rights.

The issue of at-risk is a touchy one, and I would like to hold out
and say New York hasn't definitely decided yet what they are
doing; and Connecticut is still debating a number of issues.
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And I think the major reasons the States have looked at not pro-
viding services for at-risk is, in my opinion, somewhat shortsighted.

It is a cost factor, the immediate need. However, all the pro-
grams in which I have been involved, in particular one in Rich-
mond, Virginia where we monitored, similar to what Dr. Gallagher
was suggesting, provided tracking and monitoring service to teen-
age moms who lived in Richmond who had babies born premature-
ly, we were able to find that about 25 percent of those moms even-
tually did, in fact, need intervention.

But the rest of them, about 75 percent, really did a wonderful job
with their babies and, in fact, were able to given even a little bit of
information, monitor their baby’s own development.

The cost was a huge savings, as far as I was concerned, because
we were able to get in there, did not do in-depth intervention.

We saw the families on a three-month basis, but we provided a
lot of case coordination or service coordination and really looked at
the long term of helping these various young moms learn about
their babies and themselves, which I think had long-term savings.

I think the issue of Head Start, which the Chairman mentioned,
is something else we have to take into account. Head Start has
proved to be incredibly successful, especially in our cities.

Westchester County, which unless you are from New York you
don’t realize, has the highest per capita of homelessness in the
country. One of the big savings we have been able to see is that
Head Start, there is about 49 Head Start programs, has really pro-
vided the big bonus to these families who are homeless and have
enabled these children to be inaintained and actually returned to
neighborhood schools once they get their homeless situation taken
care of. Thin, unfortunately, is another whole issue.

But I really think we have to continue to allow States to make
that decision about at-risk, because I really think that if in fact we
are looking at something that helps all children, we want to have a
variety of different services provided.

And clearly not all are going to be as intensively or as costly as
those of our most severely disabled, but we don’t want to leave kids
out.

Mr. BALLENGER. All right. Thank you, Mr. Chairman.

Chairman OweNs. Thank you again. Dr. Bruder, I do have a note
here from staff. We would like to have mnre information with re-
spect to family cocrdination and case management.

Thank you again, all members of the panel.

Chairman Owens. The next panel consists of Dr. Brian McNulty,
the National Association of State Directors of Special Education;
Mr. George Jesien, President of the Division for Early Childhood
Council for Exceptional Children, Reston, Virginia; Mr. Robin
McWilliams, Frank Porter Graham Child Development Center,
University of North Carolina; and Mr. Gene Wilhoit, Executive Di-
rector, National Association of State Boards of Education, Alexan-
dria, Virginia.

Dr. McNulty.
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STATEMENTS OF DR. BRIAN McNULTY, NATIONAL ASSOCIATION
OF STATE DIRECTORS OF SPECIAL EDUCATION, WASHINGTON,
DC; GEORGE JESIEN, PRESIDENT, DIVISION FOR EAR.Y CHILD-
HOOD, COUNCIL FOR EXCEPTIONAL CHILDREN, RESTON, VIR-
GINIA: ROBIN McWILLIAMS, FRANK PORTER GRAHAM CHILD
DEVELOPMENT CENTER, UNIVERSITY OF NORTH CAROLINA,
CHAPEL HILL, NORTH CAROLINA; AND GENE WILHOIT, EXECU-
TIVE DIRECTOR, NATIONAL ASSOCIATION OF STATE BOARDS
OF EDUCATION, ALEXANDRIA, VIRGINIA

Dr. McNuLty. Mr. Chairinan, Representative, I am pleased to be
here today. I am Brian M.cNulty. I am State Director of Special
Education from Colorado.

I am here representing the National Association of State Direc-
tors of Special Education. I am also the lead agency in our State
for the Part H program and have extensive experience over the
last four years managing the Part H program.

What I would like to do today is we have submitted rather exten-
sive written testimony, and I won't go through all that. I will limit
my testimony to only four components that I would like to quickly
go through for you.

One is the family focus of the system. The second is interagency
coordination. The third would be looking at the flexibility that was
originally built into Part H. And the fourth is the funding of the
Part H program.

Let me start with the family focus of this program because I
think it is very important for us to note that in the last four years,
you have seen a significant shift in the way that we look at and
work with families who have very young children with disabilities.

That is a significant national achievement, and I think it can be
attributed to the Part H program. Traditionally our infant pro-
grams and our early intervention programs were very clinically
oriented kinds of program, very focused on intervention with the
child, much more medically or clinically focused. That focus has
shifted over the last four years, I believe, as a result of the Part H
nrogram, and that shift has been moved to much more of what we
are calling family friendly programs or services.

We are now putting the family in charge of making decisions
and trying to empower families, prior to work with families, and
assist them and also, I guess, that the shift has been away from a
disability model and into an ability model.

I think that the feedback—we spent the first 18 months hearing
from families in our State. Our interagency council is a very active
council. It is very pro-family/child council and filled with advo-
cates.

The focus that they took for the first 18 months was to listen to
famiiies and get a very clear articulation of the values that we
wanted to bring forth to our State in terms of families.

Very clearly again, the shift moved away from seeing families in
a deficit model and perceiving families in a competency model.
That doesn’t sound like x lot, but when you start to articulate that
into programs and services, it iy a significant change in the way
the States are doing business.
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And I think that everyone should feel very good about the
change that has happzned because of the Part H program. When
we heard from families, what we heard oftentimes was an unin-
tended result of intervention, anu especially early intervention in
infancy and preschool, resulting in isolating the families from their
natural support systems.

In addition, families oftentimes left overwhelmed by the kind of
intervention services that they were getting, and they felt like they
lost control of their own interactions with their own child.

I think it was all done for the right reasons but with unintended
consequences on the family. The model 1w has been shifted, and
it is much more of a natural suppor. system, keeps families linked
to those supports and is linking faniilies also with generic commu-
nity resources and not just disability resources.

We heard story after story of families saying I got linked with
the Y program to do infant swimming, but we couldn’t go to that
program. Instead, we had to go to an infant handicapped swimming
program. And the list goes or. and on.

Families want regular community resources. They want their
kids to be a part of their neighborhood. They want them to go to
regular schools. They want them to be seen as children first, and I
think they have a right to have their children be seen as children,
not as a label, not as a disability.

The second part of that, I think, is that when we asked—and we
started to look at those families. I heard from a mom after one
presentation, who came in and said, I will tell you, what we really
need is babysitting services, and all we can seem to get are respite
care services.

We don’t need respite care services at $27 an hour. I just need a
babysitter.

Those are the kinds of things where we have tended to overspe-
cialize our system in an attempt, I think, to meet the needs of kids
and families, but inadvertently pushing them into a disability-ori-
ented system.

The second issue, I think, that was brought up by parents was
case management. We have our support of the change in language,
but I think you want to be careful not to specialize cuse manage-
ment, also.

In our State, again, parents were very clear about saying that
the first interaction that they would like with the tamily would be
with another family, and that that first-tiered response at least of
case management or coordinated service delivery should be parent
to parent.

It should be—it, again, should be very—a warm family, friendly
support. That is the first contact with families. The services then
need to be much more flexible; not fitting families into services,
but adjusting services to families.

Traditionally, again, we said we have an infant intervention pro-
gram. It meets four times a week. If you want the slot, tine; if you
don't, there is another family waiting.

That is not what we would like to see for families. If a family
wants to wait three months or six months, if they only need one

service, they should be able to get the one service.
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If they want to get the generic resources that are available in the
community, they should be linked to those.

Those are the kinds of shifts that we are seeing in the system,
and that is directly attributable, I believe, to the Part H program.

The second component is the interagency nature of Part H. We
again need to feel, I think, that significant progress has been made
in the interagency area, but at least based on some of your ques-
tions, I guess I would like to say that even though being the lead
agency in our State, we do not—we have the responsibility but we
do not have the authority to direct other agencies.

It is very similar to what happens here at the Federal level. We
have various committees that work and oversee the Department of
Health, developmental disabilities, social services, et cetera.

Those different committees in the legislature control their
budget; we do not. And so it is very complex negotiations. Part of
w.-at I don’t think ever went into the figuring of the Part H pro-
gram was we also go through a reauthorization at the State level.

Our Part H program coordinating council has been very involved
in monitoring the developmental disabilities language in our State
because developmental disabilities is a primary provider of infant
services.

They have spent the last year and a half looking at their legisla-
tion in preparation for reauthorization to make a major rewrite of
the developmental disability State law language around infants
and toddlers.

That only happens once every five years. We cannct control that
reauthorization process. It is very similar, again, to what goes on at
the Federal level. So the timetables that we have been faced with
have been set prior to Part H, and we are having to live with some
of those timetables.

But I can guarantee you that the Part H interagency council is
monitoring very closely every piece of legislation that affects in-
fants and toddlers and is having significant input when those
pieces of legislation come up for reauthorization, but that takes
much longer, I think, than we originally anticipated.

The third point, I guess I would like to make, is in relation to
flexibility. The Part H program originally contained components to
provide flexibility.

As the lead agency needs to coordinate services across agencies,
we have to have that kind of flexibility in order to embrace all of
those different programs that have different requirements, that
have different funding mechanisms, they have different eligibil-
ities, et cetera.

All of those take work to coordinate. The flexibility that was
built into the program allowed us to do that to some degree, but I
would caution us not to look at changing the flexibility that was
built in. Specitically, sliding fee scales. We have some programs
that require sliding fee scales. We have some that do not. Those
are conflicting in the States.

We, however, have said that if the State or the Federal Govern-
ment has mandated a sliding fee scale, we will continue to do that.
However, if a program does not, that is okay, too.

A good example, I checked with our Department of Health before
I left. They have a mandated sliding fee scale for their handicapped
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children’s program, for instance. It is a $2.5 million program, and I
guess one of the questions that I know people have is how much
money do you really recoup.

They recouped $30,000 last year in their sliding fee scales. That
was prior to their administrative costs. So one of the things that we
need to look at is oftentimes these look more rewarding than they
actually are. And it is very difficult to get that money.

And I think Dr. Bruder’s statement about the costs to families
who have children with disabilities are incredible costs for a varie-
ty of kinds of services. I would say that there was wisdom in allow-
ing for sliding fee scales originally in Part H because some pro-
grams do charge themn.

There are others, however, again, RDl) program and develop-
mental disabilities, cannot charge a sliding fee scale because they
receive Chapter 1 dollars; and therefore, they are precluded from
charging a sliding fee scale.

We as the lead agency have to have a mechanism that embraces
both of those programs if we are really to coordinate them. So I
would caution you to allow that to continue to happen, but leave
that the way it is.

The second issue in relation, I guess, to the at-risk, I think again
that there was wisdom on the part of the Congress to allow States
to use at-risk, but not to mandate them to do that. I think that Dr.
Gallagher’s statement is if you want to see more States moving
into serving at-risk, then you need to look at the requirements that
are associated with that.

There is a caution, however, around at-risk. At the same time,
the disability community, is trying to say, we want kids to be per-
ceived of as children first and then if they happen tc have a dis-
ability, and we are trying to move them more and more into the
generic community resources. If we attract children who are at-risk
into the disability system, I am not sure that that is an appropriate
avenue to come in for intervention.

And again, we all believe that the at-risk kids need services, and
I think you are seeing at the State level a variety of programs to
serve at-risk. And we again work in coordination with those pro-
grams.

In our State we have a major agenda on at-risk. We are part of
that agenda as Part H lead agency.

Finally, under flexibility, the technical age of three, I think you
have heard some testimony on this before. What we would say is
just allow some flexibility on that technical age of three because
again, part of the Part H program said we want to allow for a good,
smooth, logical transition of kids out of infant programs into pre-
school programs.

Preschool programs are now being offered or coordinated
through the public schools. Infant programs are offered by a varie-
ty of providers: health, education, developmental disabilities, et
cetera, and we want the transition to be smooth.

And in order to do that we in our States have to be able to work
out when that transition will occur because we don’t want to stop
services to a child just because their third birthday happens to be
April 12th.
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We want them to finish this year and then go the next year. And
so that kind of flexibility is very important if we are truly con-
cerned about transition.

Lastly, I would like to just spend a couple of minutes talking
about funding. We are very supportive of the concept of differential
participation and differential funding for States.

Again, the States have had real difficulties in coordinating re-
sources and policies. It has been very difficult for us to do.

We would recommend that the Part H program reauthorization
schedule, however, may be lined up with the rest of the Part C
through G programs under Public Law 94-142 to bring those two
programs a little more into sinc rather than doing one at one
period of time and one at another.

It seems to maké more sense to do the reauthorization at the
same time because all of those programs are integrally linked.

Finally, the last statement I guess I would like to make is there
is a concern on the part of the States regarding the reauthoriza-
tion, at least a significant number of States are in their fourth
year.

We would like to recommend that States be able to apply for the
differential funding beginning this next fiscal year, similar to what
we did when Part H was passed and not wait for the rules and reg-
ulations to come out.

The rules and regulations process from last year’s reauthoriza-
tion still are not out. And I am afraid that there will be a signifi-
cant reduction in services under Part H unless we allow for appli-
cations under the new funding to occur beginning this next fiscal
year.

I would appreciate answering any questions that you have.
Thank you.

[The prepared statement of Dr. Brian McNulty follows:]
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Mr. Chairinan and members of the Subcommittee. The National Association of State
Directors of Special Education (NASDSE) appreciates the Opportunity to present the
following statement regarding the reauthorization of the Part H progeam for infants and
toddlers with disabilities of the Individuals with Disabilities Education Act (IDEA). Our
membership includes the administrators of education programs for children with
disabilities in the Departments of Education in the S0 States, the District of Columbia,
and the jurisdictions. At present, in 18 States and three jurisdictions the Department of
Education serves as the designated lead agency for implementation of the Part H
program,

Over the last year, NASDSE has surveyed its membership in preparation for this
reauthorization, conducted seminars and discussions with our members and others
involved in Part H implementation, and reviewed the results of the studies being
conducted by the Carolina Policy Studies Program on States’ implementation efforts and
experiences. This statement and our recommendations for improving the program are
based on these activities.

NASDSE was a major supporter in 1986 when Congress passed PL 99-457, creating the
new Part H program of early intervention services for young children with disabilities
and their families. Those amendments to the Education of the Handicapped Act
authorized a new formula grant program to assist States in establishing “... a statewide,
comprehensive, coordinated, multidisciplinary, interagency system to provide early
intervention services for infants and toddlers with disabilities and their famil.es."

The Part H legislation did more that authorize a new few....  rogram. The statute
relied heavily on what had been learned over the years from research examining the
effectiveness of early intervention and from previous efforts to address the human service
needs of young children. Part H created a vision that we can now say may serve as a
model for future initiatives in the area of human service delivery, even beyond early
childhood. Key to this vision are:

Family Focus., Part H acknowlecged as central to the program the critical role of
the family in the development of young children, and was constructed to ensure
that parents would have the opportunities they desired in the design and delivery
of early intervention services. It further recognized that in order to enhance the
child’s development, the system of services would need to support and assist
families in their unique and on-going role of primary caregivers for their children.
In contrast to other efforts in early childhood service delivery, Part H envisioned a
system which would be responsive to the needs of children within the context of
the family instead of asking them to adapt to the system.

Interagency System of Service Delivery. Congress designed in Part H a system of
eariy intervention services that fully recognizes that children with disabilities and
their families have needs that extend beyond the boundaries of individual agencies
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and disciplines providing services. The system is to be interagency in nature, with
respect to service delivery as well as to financing. First, to be effective from the
family’s perspective and cost efficient from the public’s perspective, coordination
of the diverse aspects of the service delivery system was imperative. Part H
envisioned that parents would be able to access needed services through a single
process. Rather than asking parents to search for available services and contend
with the sometimes overwhelming obstacles associated with differing program
policies and requirements, services available from diverse public and private
providers could be coordinated and delivered in a way that would reduce burdens
on the individual and avoid unnecessary duplication of effort. Second, the system
is to take advantage of multiple public and private resources at the Federal, State
and local levels to finance early intervention services through the coordination of
existing programs and services and elimination of barriers to cooperative
financing. In contrast to past emphasis on single agency approaches to service
delivery and financing, when implemented Part H was to represent a
comprehensive, multi-agency and coordinated approach responsive to the needs of
the target population.

Community Based Service Delivery. To be responsive to the ongoing needs of
infants and toddlers with disabilities, the system of services is to be community
based to ensure access to services in a timely and consistent manner. By building
upon existing services and further expanding local capacity, a greater diversity of
services would be available thus promoting more typical patterns of living for
children and their families.

Status of States’ Implementation of Part

When Congress established Part H, it was anticipated that all States wou;z be at or on
the verge of implementation of the 14 required components during the 1991
reauthorization process. It was believed that S years would be sufficient time for States
to achieve the policy directives established in the statute. It was the goal that by this
summer all infants and toddlers with disabilities were to have evaluations, Individualized
Family Service Plans (IFSPs), case management services and that the system would be
established to meet the other required components. By next year, all eligible children
and their families were expected to be receiving all the services identified in their IFSPs.

As you are well aware, some but not all States have been able to keep to this schedu:e
for the Part H planning and development process. It appears that 17 States are pretty
much on schedule, making remarkable progress towards achieving Congressional goals
and preparing to provide services to all eligible infants and toddlers and their families at
the beginning of their fifth year of participation in Part H. Even in most States which
have had to delay entry into the fourth year of the program, there is convincing evidence
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of substantial progress towards putting in place a statewide, comprehensive. coordinated.
interagency system of early intervention services. However, it is now becoming clear that
the endeavor States have undertaken is tar more complex and challenging than originally
envisioned. We believe there are at least two major reasons for differences in the status
of policy development and implementation in the States. '

First, implementing the Part H requirements has not heen business as usual for the
States. Policy development, approval and implementation have been both complicated
and time consuming. Part H, in effect, asked States to do something that had not been
done before, for which there were no models or established rules: to coordinate activitis
across different State and Federal programs and across disciplines into a statewide
system; to eliminate barriers to and generate new policies for the financing of services
across agencies; to generate new fiscal support for early intervention services; to establish
or change policies and procedures in different programs within multiple agencies.
Further, "since, within each State, no one person or agency has the authority to direct or
command the required action, lead agencies and Interagency Coordinating Councils have
had to operate through compromise, consensus and negotiation to achieve a final result”
(Carolina Policy Studies Program, 1991),

Second, it is evident now, based on research on Part H implementation and surveys
conducted by national organizations, that existing resources may to be insufficient to
make services available on a full entitlement basis. When Part H was passed, there was
an assumption that sufficient resources were available in States or could be generated to
finance comprehensive early intervention services for all infants and toddlers with
disabilities. The Federal funds were, in large part, viewed as "glue money” to help
facilitate the coordination and cooperation necessary to bring State and local resources
to bear on meeting the needs of very young children with disabilities. This assumption
has not been born out in some States. Prior to 1986, investments in early intervention
services in some States had been considerable. Yet, even where this was true and
especially where little or no service infrastructure or experience predated Part H, there is
considerable concern over program financing.

Further complicating the fuading situation is the deteriorating condition of State budgets.
an unanticipated factor back in 1986. There is no doubt that this is having a significant
and sometimes negative effect on efforts of lead agencies, ICCs, and advocates to gain
the support necessary within States to move into full implementation. According to the
National Governors Association, at least 30 States are experiencing severe financial
troubles. States are seeking funds for expansion of Part H services at a time when other
basic human services are being cut, and in some cases cut substantially. Funding for
early intervention services for infants and toddlers with disabilities is competing with
equally compelling needs for prenatal and maternity care, and other forms of basic
heaith, medical and social services. Further, in those States which have enacted
mandatory special education services for preschool age youngsters over the last four
years to meet next year’s Part B requirement, it has been particularly cifficult to secure
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from legislatures sufficient funds to adequately support both early intervention and
preschool services. Against this backdrop, we believe we will continue to see a
reluctance on the part of some State legislatures to favor new mandatory spending
programs.

In the face of very difficult budget situations and competing demands for vital human
services, advocacy for the funds needed to support full implementation of the Part H
proram is still strong and will be important in efforts to maximize existing resources and
tc  ure additional fiscal support in the future. However, during this reauthorization
pruvess we believe Congress must consider the fiscal and programmatic reaiities some
states are facing in their efforts to implement comprehensive, interagency. statewide
systems of early intervention services.

Despite these challenges, however, the goals Congress set out in 1986 are still
appropriate. Four years later, the States now know more about what it may take to
ensure that the original vision is realized. NASDSE continues to s:rongly suupport the
development and operation of statewide systems of early intervention services for infants
and toddlers with disabilities and their families. Part H has aiready been instrumental in
assisting States to establish a stronger foundation for achieving that goal.

We also believe that this reauthorization provides a: opgortunity to develop a first set of
adjustments in the program to strengthen it in ways that will assure that all States
continue to participate. This reauthorization was criginally scheduled to coincide with
the fourth year of the five year phase-in period. At this point 1t was expected that at a
minimum all States would have adopted policies incorporating ull 14 components of the
statewide system, be providing multidisciplinary assessments and case management
services, and would have developed IFSPs for all ligible children. However, at this
point the reality is that not all States huve achieved the requirements necessary to apply
for fourth year funding. We believe the next 18 t3 24 months will be particularly critical
to the overall success of the program as States crmplete the planning process and
attempt to secure the resources necessary to move into full service delivery. How
successful they are in maximizing avajlable resources and securing additional finaucial
support will undoubtedly be affected to some degree by the budge: problems they have
unfortunately run up agaicst.

Our recommendations which follow are based upon principles which have been
articulated previously by the Subcommittee and vhich we believe will provide the
support necessary for States’ continued progrese towards full impinientation. First, to
maximize the investments tnade to date and support the continued development of
statewide comprehensive systems of early intervention in all States, it is important to
institute measures that will enable States to continue in the program. States have made
more than a good faith effort but, as described eatlier, have encountered obstacles in
implementing on schedule the lurge agenda set out for them in the statute.
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Second, the program was originally designed to enable States to build upon existing
policies and early intervention services unique to each State and to promote
development of a statewide system that would be consistent with each State's service
history and unique organizational and governance structures. A comprehensive system ot
early intervention was expected to look different from one State to another. for exainple
in the definition of the eligible population as well as in service and finunce
configurations and agency participation. The experiences of States aver the last four
years confirm the critical importance of maintaining the flexibility necessary for States to
fit program requirements to their special circumstances.

Third, it will be important to minimize changes in the statute that may further impede
States’ progress in reaching full implementation. Major policy changes at this critical
point that place new obligations on States or substantially change existing requirements
will make it difficult for States to sustain the momentum they have achieved and, for
some, may erode support for continued participation in the program.

RECOMMENDATIONS
PART H PROGRAM FOR INFANTS AND TODDLERS

This section presents NASDSE's recommendations regarding Part H reauthorization.
Whenever appropriate, we have addressed issues that have been raised and
recommeundations that have been made by othe: ., such as the Council for Exceptional
Children and its Division for Early Childhood, the Carolina Policy Studies Program, and
State 1CCs, and described in their own statements regarding reauthorization,

Differential Participation and Funding

Our recommendations for amendments that will permit, for a period of time, differentiul
participation and funding are intended to enable all States to continue participation in
the program, to support continued development and system enhancement efforts, and to
provide differentially more funds to States which implement full services for infants and
toddlers with disabilities.

(1) NASDSE strongly recommends that Part H be amended to allow those States which
have not been able to meet the requirements of the fourth or fifth year applications, but
have demonstrated good faith efforts, to continue participation in the Part H program
until the program is again reauthorized (rather than for just two years). We further
recommend that Part H be reauthorized during FY 1994, putting it the same schedule
for reauthorization as Parts C through G of the Act. This additional time will enable
States to continue efforts to plan for and gain support for full implementation. During

5
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this additional time, States would be expected to complete the implementation of the
minimum components of the statewide system, and to meet the application requirements
for each year of participation. In their applications for funding, States should be
required to document the progress made to date in the implementation of the required
components of a statewide system, identify the barriers that have impeded their progress.
and describe a plan and schedule for meeting the requirements for full implementation.

(2) 1If a period of differential participation is enacted, it will be imperative that States
have the opportunity to submit applications as soon as possible in 1991 in order to
facilitce continued activity under the program. For this to occur, application
requirements would have to be based on the statutory language resulting from this
reauthorization, as was the case when Part H was first enacted in 1986. This approach is
necessitated by tiie l2ugthy period required to develop program regulations which could
not be cumipleted iu time for the FY 1992 application process.

(3) Until all participating States have reached full implementation of Part H, NASDSE
recommends that funds should continue to be allocated on the basis of census.

(4) We recomurend that a substantially greater share of Part H appropriations should be
allocated to States which are providing required services to infants and toddlers,
consistent with aoplication requirements governing a State’s participation, during the
period of differential participation. We concur in principle with the recommendations of
DEC/CEC for the allocation of funds in FY 1992 and thereafter to States which have
met fifth year application requirements after July 1, 1991, and to States not able to meet
fourth or fifth year application requirements after that same date.

(5) Moving to an allocation of funds based on child count rather than census has strong
support from many State directors of special education. However, we believe the
complex arrangements and possibility of unforseen consequences of moving to a formula
driven funding mechanism during the proposed period of differential participation weigh
against such a shift at this time. As we have examined at what point in time such an
approach should be implemented, several issues requiring careful consideration have
emerged. During your deliberations, we strongly encourage the Subcommittee to avoid
measures that would allocate funds to States based on an estimate of the number of
infants and toddlers a State anticipates serving during the year. States' experience with
the estimating procedures of several years ago under the bonus provisions of the
Preschool Grant Program (i.e., funding in one year was based on State projections of the
number of children to be served, then adjusted the next either up or down depending
upon the accuracy of the original projections) seemed like a good idea at the time. but
proved to be an administrative nightmare for the Department of Education, and State
and local education agencies as well. We recommend that the issue of how to allocate
Part H funds in the long term (e.g., on the basis of child count) be addressed, preferably,
in the next reauthorization of Part H, during FY 1994, at which time all States have
reached full implementation.
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(6) NASDSE believes continued Congressional support of increased appropriations for
the program as States move into full implementation is vital, particularly in recognition
of the serious recessionary and budget conditions in the States. For FY 1991, Congress
nearly doubled the appropriations for the Part H program. The support membets of this
Subcommittee and others in the House provided for this increase has been greatly
appreciated by the States. This significant increase was iinportant, both as a signal of
Congressional commitment to assist States in achieving the goals of Part H and as a
source of revenue to assist States in providing required services to infants and toddlers
with disabilities.

Long Term Financing for Part H

As we suggested earlier in this statement, Part H represents a different vision from those
of the past with respect to its requirements for interagency service delivery and
coordinated funding across multiple sources. Reports from administrators from different
State agencies involved in the implementation of Part H coupled with the findings of
research by the CPSP indicate that some States will face a gap between available
resources and the funds necessary to pay for services, even with significantly higher
Federal financial support. It appears that States are having the most difficulty in
assuring the necessary level of resources to finance Part H services. Further, achieving
coordination across funding sources is not a simple process, nor one that is static (CPSP,
1991). The current approach for financing the system needs to be carefully studied over
the next several years as States attempt to take full advantage of the multiple funding
options available through private, State and Federal programs. NASDSE believes there
is insufficient information available at this time to know whether the current approach to
financing early intervention servicss or other approaches will be most successful in
assuring full services for all infants and toddlers with disabilities.

(1) A Part H seminar sponsored by NASDSE in August, 1990 identified as one option
to facilitate coordinated financing the need to specifically name in the Part H statute all
relevant agencies governed by Federal law and to require them to maintain current
programmatic and fiscal responsibility related to comprehensive systems of early
intervention services. We recommend such an amendment be made. Further, we agree
with the recommendations of DEC/CEC and others to assign to the Stace, rather than to
the lead agencv under Sec. 676(b)(9)(C). the responsibility for assigning fiscal
responsibility among appropriate agencies that provide or support early intervention
services. However, we are concerned that these actions may be insufficient for resolving
the long term finrucing of the program.

(2) We strongly recommend that technical assistance be made available to States in the
area of financing statewide systems of early intervention services for .nfants and toddlers
with disabilities to enhance the ability of States to reach full implementation as soon as

possible. The purpose of such assistance would be to provide expert help and support to
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States in their on-going efforts to access and maintain the financing necessary to
implement a statewide system. Assistance should be sufficient to assist individual States
in addressing thair specific needs as well as to develop resources that +ill be of use
across States. Assistance could be provided through a variety of mechanisms, including
consultation, information development, and topical meetings. Such technical assistance
could include, but not be limited to, help in the design of analyses and models for
projecting costs for different levels of services, and for different populations (including
aterisk children), as well as in developing strategic plans for accessing needed resources
available from State, Federal and local sources and from private insurance.

(3) NASDSE recommends that consideration be given to directing the Secretary of
Education to conduct a study or studies to track and investigate issues related to
program financing experienced by States as they approach and move beyond the fifth
year of program implementation. Such inquiries should identify obstacles to fully
funding statewide systems, most importantly those barriers resulting from policies in
Federal programs, and determine whether and under what conditions adequate financing
can be achieved. Coupled with the ICC annual reports, we believe: this type of
systematic inquiry, conducted over the period of time when States are moving into full
implementation, would provide highly valuable information to Congress and the
Department of Education for determining whether and what type of future actions or
support are needed to assist States in effectively serving all infants and toddlers with
disabilities.

Services to At-Risk Children

For a variety of reasons, it appears that approximately half the States have decided not
to include at-risk children in their definition of eligible children under Part H (CPSP,
1991 Draft Report). In addition to issues related to developing operational definitions
for this population, a major reason appears to be financial, Of primary concern to the
States is, first, how they will finance full services to all infants and toddlers with
disabilities. It is difficult to project the service costs for an unknown number but
apparently growing population of children at-risk for having substantial developmental
delays if early intervention services are not provided. However, it is clear that most
States are, understandably, opting to limit the eligivle population for the time being to
youngsters with disabilities and focusing their efforts on getting in place the necessary
fiscal arrangements before expanding the scope of the eligible population to includs
children who are at-risk.

(1) The potential for States to use Part H as one means of addressing issues associated
with the prevention of later problems can, we believe, be strengthened hy allowing States
to provide a more limited set of services to at-risk children who are not included in
eligibility definitions. We concur with the recommendation of DEC/CEC and others to
permit States to conduct activities for the purpose of identifying, screening, tracking or

8
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referring at-risk children. However, States should not be required to do so as this would
constitute a major change in the program and, further, would jeopardize continued
participation by States.

(2) The Education of the Handicapped Act Amendments of 1990 authorized the

Secretary to support activities under the Handicapped Children's Early Education

Program (Sec. 623) to improve the early identification of at-risk children and their

transition from medical care to early intervention services and from early intervention

services to preschool programs. At this time, NASDSE does not support the

establishment of further priorities focusing on at-risk children within the Sec. 623

program. We believe that resources provided by this program should continue to be |
directed primarily at efforts focusing on children with disabilities as defined under the -
Act, '

Technical Age of Three

(1) NASDSE strongly supports the position articulated in a letter to the Office of
Special Education Programs from the Utah SEA (1990) that States should be allowed to
determine the definition of the "technical” age of three. We believe amendments to the
statute are required affirming States authority to do so in order to facilitate a child’s
transition from the Part H to the Sec. 619 preschool program and assure that services
are not unnecessarily terminated or delayed. This approach would enable agencies and
families to decide at what point transition from early intervention to preschool services is
most appropriate.

(2) In order to provide flexibility to States in financing services during the period of
transition around the age of three, Part H should be amended so that funds can be spent
on services up to the technical age of three; similatly, Sec. 619 should be amended to
permit use of funds on services down to the technical age of three. As necessary, States
should be required in their applications for Part H and Sec. 619 funding to address how
coordination between the programs for the purpose of transition is to be accomplished
(e.g.. through interagency agreements).

State Interagency Coordinating Council

The State ICCs are playing a critical advisory and leadership role in Part H
implementation. In order to enhance ICC effectiveness over the next phase of
implementation, NASDSE believes that certain changes in the statute are advisable.

(1) We concur with the recommendation of DEC/CEC, CPSP, some State ICCs and
others that the current limit of 1S members on the ICC should be removed. Fos some
States, this limit is too restrictive, resulting in key persons not being included in ICC

9
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membership. To enable States to determine the appropriate size of the ICC, the statute
should be amended to set 15 members as the minimum, thus allowing States the option
to tailor ICC membership size to the particular circumstances of their State.

(2) We recommend that a representative of the SEA and the State health agency be
required members of the ICC, subject as are all ICC inembers to the conflict of interest
provisions detailed in CFR 303.604, We believe there would be greater potential for
coordination within the State with representation of these key agencies required,
Further, one of the parent members of the ICC should be the parent of a child with
disabilities in the birth through six age range. We believe no other age limiis on the
children of other parent representatives should be specified in order to permit the
Governor to identify qualified parent representatives who are knowl2dgable about early
intervention service delivery. We do not believe additional statutory changes regarding
ICC composition should be made so that States can retain the flexibility to design ICC
composition to best meet their particular circumstances. However, we would support
report language encouraging appropriate proportional representation by parents when
the ICC membership exceeds the 15 person minimum,

(3) NASDSE 1 scommends that the ICC be required to address the transition issues
between the Part H and preschool special education program. Further, to enhance
planning for children from birth through age five, we support the DEC/CEC
recommendation that the ICC advisory functions (under Sec. 682(e)), at State discretion,
address planning for services for children from birth through age five. In some States,
such as Illinois and Oregon, the ICC advises on services for children birth through age
five. Alternatively, States may want to have overlapping membership on their ICC and
State Advisory Council under Part B to facilitate birth through five planning efforts.

(4) We agree with the CEC/DEC recommendation that compensation be provided to
parent representatives on the ICC for time and allowable costs associated with their
membership. NASDSE believes it is particularly important to recognize the support that
may be necessary in order to enable parents to carry out their responsibilities as ICC
members. We would also support report language recommending that, whenever
possible, resources necessary to facilitate parental participation on the ICC should be
made available in such a manner that minimizes the need for parent members to finance
their participation from their personal resources and be later reimbursed.

Federal Interagency Coordinating Council

NASDSE believes that improvements in Federal coordination of programs authorizing
services for infants and toddlers with disabilities and their families need to be achieved
in order to facilitate States’ efforts to fully implement Part H. Further, we view the
Federal Interagency Coordinating Council as having the potential to contribute to such
improvements.

10
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(1) NASDSE members support an amendment that would require in statute the Federal
Interagency Coordinating Council (FICC). We also concur with the DEC/CEC
recommendation regarding FICC membership, with adequate staff and resources for its
activities to be provided by the participating programs or through some other
appropriate means.

(2) We envision the FICC role to be largely advisory, rather than coordinative, in
nature. In the absence of complementary requirements on the full range of Federal
programs regarding support and services for early intervention, we believe the FICC
ability to act as a coordinator of Federal policies and activities will be highly limited.
The goal of FICC efforts should be to facilitate achieving coordination across Federal
policy and programs to enhance the delivery of services to infants and toddlers with
disabilities and their families by the States. The major responsibilities of the FICC
should, then, be (a) to review relevant policy and programs across Federal agencies (e.g..
in such areas as technical assistance, eligibility, interagency agreements, financing, etc.);
(b) to review State ICC annual reports and identify issues relevant to Federal policy and
programs; (c) make recommendations to Federal agencies to improve collaborative and
effective programming at the Federal level and to eliminate interagency barriers; and (d)
report to Congress on issues which require statutory consider.tion.

(3) We agree with the DEC/CEC recommendation that the statute require a policy
analysis be conducted of other relevant Federal programs to determine areas of conflict
and overlap with Part H, so that necessary coordination might occur at the Federal level.
Such a study saould examine the purpose and goals of these programs as well as their
policies and procedures. We believe such study should be conducted by the U.S.
Department of Education as the program’s administering agency (see recommendation
under Long Term Financing of Part H).

Early Intervention Services

Expanding the list of early intervention services included in the Part H statute has been
recommended by various organizations providing input to this reauthorization process.
NASDSE views the listing of early intervention services in the law as necessarily less
than exhaustive. In other words, services other than those listed at Sec. 672(2)(E) can be
considered early intervention services by the States (e.g., vision services and
transporation are named in regulations but not in statute) as appropriate to the needs of
infants, toddlers and their families and identified through the assessment process.
NASDSE, therefore, does not believe a statutory change is required to assure that
needed services are provided to infants, toddlers and their families.

11
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Other Recommendations Related to Part H

(1) DEC/CEC, CCD and others have recommended several additional changes we want
to comment on here. We fully support their recommendations that would substitute in
the statute certain terminology that represents the preferred usage of service consumers
and providers. Specifically, we concur with the recommendations for revising language
related to IFSPs (i.e., substituting “families’ concerns, priorities, and resources" for
“families’ strengths and needs"); case management (i.c., substituting “service coordination”
for "case management"); and de: elopmental domains under the definition of
“developmental delay" (i.e., substituting "communication development" for “language and
speech development,” substituting “social/emotional development” for "psychosocial,” and
substituting "adaptive development" for "self help skills").

(2) NASDSE concurs with the DEC/CEC and CCD recommendations for other changes
related to case management (e.g., service coordination means case management for
purposes of Medicaid or other billing for services; elimination of terminology "from the
profession most immediately relevant to the infant’s and toddler's or family's needs").

When Part H was passed, Congress recognized that special efforts would be needed to
assist young children make the transition from early intervention services to preschool
special education programs around the age of three years. One of the recommendations
for changes in the IDEA that would facilitate transition between Part H and Part B
programs, addressed earlier in this statement, concerns the "technical" age of three. This
section of our statement addresses issues that have been raised to further facilitate
children’s transition, and to effect a more comprehensive approach in services to children
from birth through the preschool years,

Developmental Delay

A growing number of States have elected to permit the use of aiternative or non-
categorical terminology for the identification of preschool age children with disabilities
under the Part B program. The purpose of such an approach is to more appropriately
reflect the special developmental characteristics of young children, and, in sore cases, to
minimize the practice of assigning to children particular disability labels. At present, it
appears that over one-half of the States employ such alternative terminology, most often
as an adjunct or supplement to the categories of disability included in the Part B
regulations at CFR 300.5. Among the terms States use are "significant developmental
delay" and "pre-primary disabled.” In taking such actions, States have neither restricted
nor expanded the population eligible for Part B services as defined in the IDEA.
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NASDSE believes that sufficient latitude exists in the statute for States to employ
alternative, developmentally appropriate terminology and approgaches for the
identification of preschool age youngsters under Part B. However, we are also aware
that some States will not do so because they believe the IDEA restricts such actions
and/or because of concern they may later be found out of compliance or be subject to
audit exceptions because their approach for determining the eligibility of these children
appears to differ in some respects from their approach to children at later stages of
development. This should not be a concern where States have conducted the study and
analysis necessary to assure that children identified under Part B through such an
approach represent the same children intended to be identified under the categorical
definitions of the regulations. Models for such study exist in a number of States. In the
1986 amendments to the Education of the Handicapped, Congress lifted the requirement
that States report preschool age children served under Part B according to disability
category. That action now appears to have been insufficient to provide support to States
that wish to take what they might consider to be a more developmentally appropriate
approach for the identification of preschool age children with siguificant developiment
delays. To ensure that States which desire to employ alternative terminology, including
developmentally appropriate criteria, for determining eligibility for preschool special
education services may do so, NASDSE believes that Part B of the IDEA should be
amended to give States the authority to utilize the category "developmental delay” (as
defined in Part H) for children in the three through five age group only. Use of such a
category should be optional for States. and they should be permitted to develop
eligibility criteria which are developmentally appropriate for children in the three
through five age group.

Definition of Related Services for Children Ages 3-8 Years

It has been recommended that the definition of rslated services under 937 Bbe
amended to include "service coordination” (or case management services)’and "family
services” for children ages three through five if they are needed for the child to fully
benefit from the preschool program.

(1) With regard to service coordination, NASDSE believes that the activities to
coordinate services provided to children ages three through five can already be provided
under Part B to all children, ages three through 21, under the regulatory definition of
"social work services" (CFR 300.13(b)(11)). This definition authorizes such services as
"group and family counseling with the child and family; working with those problems in a
child's living situation (home, school, and community) that affect the child's adjustment
to school; and mobilizing school and community resources to enable the child to recieve
maximum benefit from his or her educational program.”
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We understand that some preschool age children with disabilities may require and
receive services that are beyond the school program and not part of the IEP, and that in
some cases coordination of such services with those provided by the schools would be
desirable. However, while schools have the responsibility to coordinate the services
included in a child's IEP, schools do not have the authority to coordinate the services of
other agencies that are not pa.¢ of the child's IEP. While we do not at this time
recommend amending Part B to include as a related service "service coordination,” we
are interested in exploring ways in which coordinative activities which would enhance
cuildren’s participation in preschool programs might be addressed.

(2) Regarding the proposal to include "family services” as a Part B related service for
children ages three through five, we believe that Part B already authorizes certain types
of services (¢.8.. home visits, social work and counseling) for the families of children with
disabilities served under the program. In addition to services specifically named in the
law, a wide variety of parent and family support services and initiatives are also being
provided at the local level through the schools. Further, we are concerned that family
services which appropriately are provided by agencies other than education (e.g., social
services and health) should not be made 2 school responsibility. Here again, we are
interested in exploring ways in which the child’s program can be enhanced through
services for parents or fanulies, and whether statutory revisions are appropriate. Ata
minimum, NASDSE would support report language regarding the importance of
designing and providing appropriate opportunities in the schools for meaningful parent
involvement that contribute to the effectiveness of the educational program for all
children with disabilities, with particular emphasis on the special considerations to be
given to such involvement as children transition from early intervention programs and
during their preschool years.

IESPs as [EPs

It has been recommended by DEC/CEC that States be encouraged, but not required, to
use Individualized Family Service Plans (IFSPs) instead of Individualized Education
Programs (IEPs) for children with disabilities in the three through five age group.
NASDSE believes the flexibility to do so already exists in the law. In fact, some States.
such as Minnesota and Maine, are now proposing to use IFSPs for children from birth to
age six. NASDSE believes repost language discussing the reasons for States to consider
this approach might be considered.

1CC Resgonsibility for Meeting SAC Requirements for Children 3-§
The DEC/CEC have recommended that IDEA be amended to permit the ICC, at State

discretion, to meet the requirements of a State advisory council under Part B for
children ages three through five, in order to facilitate planning for children with
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disabilities from birth. NASDSE supports this recommendation in order to permit States
to use this approach as one means of facilitating comprehensive and coordinated
planning for children with disabilities from birth through age five. In some States, the
State advisory council already advises on matters pertaining to children from birth
through 21, and, as noted earlier in this statement, in some States the ICC already
advises on children from birth through five. Because the SEA is responsible for children
with disabilities for children from age three through 21, it is important that this approach
be at State discretion, and not required 1ar all States. :

See, 619 Funding

(1) NASDSE believes there is continued need for differential support for three through
five year old year children under Part B. This is because of the relatively higher
program costs associated with services to this age group and the scarcity of preschool
programs for nondisabled children with which schools can share certain program
overhead costs to achieve economies in service provision. The per child allocation under
the Part B, Sec. 619 preschool grant program appropriation is nearing, the $1000 limit
currently in statute. NASDSE recommends that the cap on the per child allocation
under Sec. 619 be raised to $1500, to enable funding under this program to rise over the
next several years,

(2) In order to facilitate transition of children from the Part H program to preschool
services under Part B and consistent with the recommendation earlier in this statement
regarding the "technical” age of three, NASDSE recommends that Sec. 619 be amended
to assure tht States are able to fund services to children starting at the "technical” age of
three.

Loncluding Comments

We appreciate the opportunity to provide input to you on the reauthorization of this
important program. Over the next months, please feel free to call on NASDSE for
information you may require to assist in your considerations regarding the early
intervention program.
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Chairman OweNs. Thank you very much.

We are going to break the order a little bit here because Mr. Pal-
lenger has to catch a plane. I would like to have Mr. McWilliams
£0 next.

Mr. McWilliams.

Mr. McWiLLiaMs. Thank you, Mr. Chairman. Thank you for this
opportunity and thank you, Mr. Ballenger, for flattering me
enough to want to stay to hear my part.

I would like to recognize Mr. Ballenger and his wife, Donna, who
have done a lot for the weli-being of children in North Carolina for
many, many years.

I come from an institution that has a veritable troika of institu-
tions that are involved with this legislation; the Carolina Institute
for Research on Infant Personnel Preparation, which is the main
topic I will cover today; Dr. Gallagher’s Policy Studies Program,
and the headquarters of National Early Childhood Technical As-
Sigstzg’?e system, which as you know is funded through Public Law

My primary comments are on personnel preparation. You al-
ready have my written testimony, so I will simply highlight some
particular areas of concern.

The concerns are in the areas of shortages, inadequacies in pre-
service training, some content areas that still need attention, and
the need for inservice opportunities.

I am deli%hted to see that most of my colleagues are more elo-
quent than I am on these needs and preservice, and that is because
they are older than me.

But the shortage issue is of paramount concern. The dilemma
that we are faced with is an apparent conflict between trying to get
enough people to serve the infants, toddlers and preschoolers with
disabilities and their families and making sure that the people that
we get are well enough trained.

In many areas, in many disciplines, special education, speech and
language pathology, occupational therapy, physical therapy and so
on, we are adopting people who are trained to work with school
aged children, and hiring them to work in our early intervention
and preschool programs.

I think that you have heard that there is a good argument for
making the preschool services more like the infant and toddler
services and the applicability in terms of how we train personnel
would be quite obvious, in that people who are trained to work
with school age children are not necessarily equipped to work with
infants, toddlers and preschoolers and their families.

So we do, however, need to have enough people in the programs,
and we are anticipating shortages in all of the major J)isciplines
;hgt gre related to this law, some very, very severe shortages
indeed.

Numbers are hard to predict, but we are talking about thousands
of professionals that aren’t going to be available but needed by the
year 2000 and even projecting only the next five years.

There simply are not going to be enough people. Related to that
are some inadequacies in preservice training; that is, training at
the university level.
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About half of the schools of education in this country do not have
any early childhood special education programs, and that is only
talking about one of the ten disciplines involved in this law.

And when, in our research and other people’s research we have
asked people, how much would yru add to your existing programs
for training on how to work with infants and toddlers and families,
they say, we might be able to squeeze in one lecture, or we can add
three to six clock hours of instructions. Surely, that is not going to
train people enough.

The other problem with preservice training is that it is weak on
training to work with infants and in family-centered approaches to
early intervention.

The content areas I have just mentioned—family issues, and
working with professionals from other disciplines—are generally
not well enough attended to in the preservice or inservice pro-
grams for that matter, and that is an ussential component of this
legislation.

t is one of the m%ior strengths, is that we are charged to serve
these families by coilaborating amongst disciplines, but university
programs generally are not structured fto really facilitate that.
They need incentives to hdve more interdisciplinary training pro-
grams.

The good news is that since Public Law 99-457 came out, a
number of universities have really developed some very nice
models for it. We just need more of it.

And then the need for inservice opportunities. If we are going to
be taking on people who are already trained in their professions,
and we need to make sure that they have the specific skills and
strategies and techniques for working with very, very young chil-
dren and their families, they are going to need a lot of that train-
ing through inservice training.

And I have in my written testimony a number of quite specific
recommendations that I would respectfully ask you to consider as
you make your decisions. All in all, I think that we have operated
on the principles that any professional is better than no profession-
al, and that may have to be the case for a while.

But I would like to suggest that you put the States, the profes-
sional associations who are very important in this, and the univer-
sity systems, on notice that this situation will not be able to go on
indefinitely.

At some point in the future, we need to have standards that
sgecify what it takes to work well with this population, and
through this law.

And you might want to consider a study commission or task
force that is charged with looking at personnel preparations, stand-
ara3 and shortages, because there is this conflict right now, and
States definitely need help with this.

Some additional comments that I would like to make are to sup-
ort the idea of differential funding, because that is very much re-
ated to the time that is needed to prepare people.

The concept of adding developmental delay to the preschool cate-

gories, which I believe might be mentioned some more, and Section
(}3119 Part B needs to be rewritten to be more compatible with Part
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I know, Mr. Chairman you would like people to end on a good,
positive note, and I will say that when I was trained beginning 15
years ago, I was trained t~ do things, really I was trained wrong,
and people are being trained right now.

People are being trained to do the kinds of things that Dr. Odom
and Dr. McNulty have recommended; the modern approach to
early intervention, if you will. So, on behalf of all of us who are
working to ensure that there are enough people working in early
intervention and trying to work on making sure that they are well
enough trained, I do thank you for this opportunity and respectful-
ly ask you to consider the recommendations.

[The prepared statement of Robin McWilliams follows:]
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STATEMENT BY
R. A, McWILLIAM

Frank Porter Graham Child Development Center
University of North Carolina

. The success of (oun children with disabilities and their families is largely
contingent on the quality of services they receive, and the quality of services is lar%;:ly
contingent on the caliber of the personnel working in this area. There appears to be
somewhat of a discrepancy between the goals of quickly ensuring enough personnel and
ensuring their excellence.” For example, in order to meet the numeric demands in earl
intervention, many programs are hiring Frofessiona]s who are only trained to work wit
children over the age of five. Because of the chronic shortages of personnel in early
intervention, most of my recommendations are for Federal-level encouragement and
support rather than regulatory policy. The stricter the requirements, the fewer people will
Le available to serve the children and their families. As the supply of personnel increases,
however, Congress, the Office of Special Education Programs, and states should develop
policies regarding the amount and quality of training of professionals from all disciplines
relative to working with infants, toddlers, and preschoolers with disabilities and their
families. Although it is too early to impose régu ations that will cunail the number of
professionals available to work in this area, Congress should put traininlg programs,
professional associations, and states on notice that these safeguards will be put in place,
perhaps by 1996,

A major policy decision will need to be made regarding the authority source (i.c..
Caongress, OSEP, professional associations, states) for improved standards. The existing
research shows that neither professional organizations with licensure power nor state
licensing boards are likely to adopt early intervention standards. A Study Commission on
Personnel Preparation, Standards, and Shortages should be forned. The tasks of this
commission would be (a) to recommend policy direction, including the question of
authority source, (b) to recommend hiring or {icensure standards in early intervention for
all disciplines listed in PL. 99-457, (c) to determine the personnel to which these standards
would apply (e.g.. those working over half-time in early intervention; those paid through PL
99-457), &;,to recommend curricular content and methods for preservice and inservice
training, and (e) to recommend recruitment processes (€.g., lateral entry programs, high
school recruitment) that would address shortages. The overall charge of the commission
would be to improve standards without compromising the number of personnel available.
The commission would need to include representatives of each of the professional
organizations, Federal and state policy-makers, consumer parents, academics, and
researchers. It would have the work of two current Federally funded institutes at the
University of North Carolina on which to draw, the Carolina Institute for Research on
Infant Personnel Preparation and the Carolina Policy Studies Program. The commission
should conclude its work by 1996, but Congress should act now to suPport what we already
know can improve the preparation of early intervention personnel. In order to act now,
Congress should be aware of the current and anticipated shortages, inadequacies in
preservice training, content areas needing attention, and the need for inservice
opportunities.
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Shortages

The current and anticipated demand for trained professionals by far exceeds personnel now
available or ‘projected to be available by the year 2000. Speech and language pr'nhologists,
occupational therapists, and physical therapists are ir narticularly short supply®. Exact
nurm.pers are imonssible to determine because of (a) differeit service delivery models, (b)
unirown numbe s of projected eligible children, tc) professionals' working only part-time
with infants, toduiers, or preschoolers, and (d) calculation models based on a range from
current vacancies o full implementation of best practice.

Tl.e average number of students graduating each year from schools of education of’ering
grograms in early childhood special education have been reported from 9 undergr:.uuates,

mastets level smdengs' and less than one doctoral student® to 21 undergraduate s and 36
masteis level students”,

The staff attri&ion rate of tue early intervention staff in North Carolina was estimated to be
19% per year™.

Severe shortages of personnel with proficiency in vorking with infants and families have
been projected”. Eighty-one percent of the states amicilpate shortages in the Part H
program, and 65% anticipate shortages in the Section 619 program.

Opportunities for OSEP grant support for personnel training under Part D have
diminished. only 20 out of 165 projects announced this year w>  for Training in infant,
ttl)lddler. dand preschool intervention, accounting for oaly 1.5 0 ¢ 13 million dollars
allocated.

Recommendations

1. As recommended by the Carolina Policy Studies Program, set aside 5-10% of Part H
funds for each state to develop a coordinated and comprehensive system of
personnel develoiyment or reserve Office of Special Education Programs funds for
states needing help in developing its comprehensive system.

2 Enzox;rage and support training in consultant and transdisciplinary service delivery
models.

3 Subsidize students and training programs.

4, Encourage professional associations to set standards for working with infunts,
toddlers, and preschoolers.

5. Encourage higher education institutions to plan comprehensive and coordinated

training programs.

6. Sugﬁnn a major recruitment effors, including the establishme.t of a national jub
bank,

7. Support continuous inservice efforts in response to the staff tunover rate.

8. Encourage and support states’ establishment of career ladder opportunities for
different levels of personnel.
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9. Expand the carly intervention and preschool competition for training personael for
the Individuals with Disabilities Education Act (formerly EHA), Part D. Applicants
should not be excluded from other appropriate priorities. The early intervention
lamzj prels;_chool competition should have clearly stated priorities and OSEP
eadership.

Inadequacies in Preservice Traini

Over hali the respondents to a survey of schools of education reported no existing program
in early childhood special education®.

Typical special education students receive little exposure to information about working
with infants with disabilities and their families, and these nrograms lgdxcate they are only
likely to add either a 1-hour lecture or 3-6 clock hours of instruction®.

The average student in eight of the early intervention disciplines receives little. specialized
information--practical knowledge--relative to infancy or working with families®,

University training programs and state licensing boards tend not to exceed the
requirements of the professionals or%anizations' licensure criteria. Only one professionai
organization, the Division for Early Childhood of CEC, which does not have licensure
power, has recommended standards for the early interv2ntion professional (early childhood
special educator). Five organizations (American Nurses Association, American
cupational Theraps' Association, American Physical Therapy Association, American
Speech Language and Hearing Association, National Association of Social Workers) have
developed or are in the process of developing nonbinding guidelines for working with
infants and toddlers. Four as;ociations (American Dietetic Association, American
Psychological Association, Co ncil on Social Work Education, National Association of
Schoal Psychologists) are nut suding any infant and family requirements or guidelines’.

Recommendations

L Support universities' efforts to increase enrollments and establish undergraduate
programs.

2 Encourage and support training programs to provide students with exposure to real
programs and to use reality-based training methods (e.g., case method of
instruction).

3. Encourage and support faculty training opportunities.

4. Encourage and support professional organizations to develop standards for working
with children 0-5 vears of age and their families.

S Fund the dissemination and replication of model training programs and research
institutes on personnel preparation.

6. Add statutory language to the role of the Federal Interagency Coordinating Council,
making it responsible for coordinatior. of national preservice opportunities.

7. Encourage > stes to use ICCs to coordinate state preservice efforts.
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Training is needed in family lssn%s. IFSP development and implementation, and service
coordination (case management)®,

Not enough students are trained adequately in working with infants or with families3:0,

Training is needed in working with personnel from other disciplines, including regular
early chgnldhood education or child &evelopmem‘. 8 regt

Training is needed in using "best practices* as identified by research and model
demonstration. In addition to the content areas listed above, both preservice and inservice
trainees need more training in such areas as instructional methods, environmental
arrangements, working in diverse settings, cultural diversity and sensitivity, program
management, classroom organization, integrated (nondisciplinary) programming, and data

collection,

Recommendations

L Encourage and support targeted training (preservice, inservice, technical assistance)
in the content areas listed above.

2 Encourage and support practical training in working with families and with other
professionals from other disciplines.

3, Encourage and support model demonstration sites to be used for training in the
family-centered approach.

4, Encourage and support interdisciplinary training in the universities, both among the
disciplines listed in PL ©9-457 and including regular education/early childhood.

5. Include families in the planning, delivery, and evaluation of training.

6. Encourage and support training in legislative mandates relative to early intervention

and in available services; when appropriate, this training should be courdinated with
states’ public awareness efforts.

The Need for Inservice O .

Many professionals entering the field of early intervention are already trained in their
profession to work with older children.

Some of the most effective training methods are those that can be provided on the job.
In many instances, university programs will provide only basic (nonspecialized) traim‘ng(’.

Experts in pgr_sonﬁnel preparation have consistently noted the need for a priority on
inservice training®.

Some professional associations (e.g., DEC, AOTA, ASLHA) have developed extensive
inservice opportunities in early intervention,

NS
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Recommendations

1. Make inservice training, including outreach projects, a priority for OSEP funds.

2 (? Encourage and sulpport interdisciglina training (including regular
education/child development), and (b) include the professional associations

(including regular education associations, the National Association for the
Education of Young Children, etc.).

3. Encourage and support inservice programs that incorporate adult learnin

principles and effective training practices (needs assessment, planning with trainees,

multiple contacts between trainers and trainees, efficacy data collection, etc.).

4, Encourage and support the inclusion of families in the planning, delivery, and
evaluation of inservice training,

S. Encourage and support the use of team-hased training to reduce administrative
barriers to implementation of the training content and increase ownership and
endorsement.

6. Give funding priority to training projects that have developed their procedures and

materials under Federal support. through mode! demonstration projects, outreach
projects, inservice projects, research projects, and research institutes,

7 Fund dissemination and replication activities as extensions of mode! demonstration

projects. outreach projects, inservice projects, research projects, and research
institutes.

8 Add statutory language to the role of the Federal Interagency Coordinating Council,

making it responsible for coordination of national jnservice opportunities.

9. Encourage states to coordinate inservice efforts through the ICCs.
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Chairman OWENS. Thank you. Mr. Ballenger.

Mr. BALLENGER. Mr. Chairman, I am happy to see Mr. McWil-
liams here and hear Dr. McNulty, and I am very embarrassed to
sa%l will not hear the next two gentlemen.

here is an airplane waiting. 1 have to go. I greatly appreciate
what you are saying. I am quite sure our Chairman will listen and
advise me what other knowledge we may have picked up for the
rest of the dag.

Chairman OweNs. Thank you, Mr. Ballenger.

We will continue now with Mr. George Jesien.

Mr. JesieN. Thank you, Chairman Owens. 1 would like to thank
you also for the pleasure and opportunity of being here and
making comments on the reauthorization of Public Law 99-457. I
would also like to take this opportunity to thank you and this com-
mittee for the leadership and the attention they have paid to in-
fantst and toddlers with special needs and their families across the
country.

I am here representing the Division for Early Childhood, an or-
ganization of 7,000 members, who are dedicated to the provision of
the highest quality of services to young children and families.

The written testimony which you have is also endorsed by the
International Council for Exceptional Children, an organization of
approximately 60,000 members throughout the United States. We
have worked very closely with International CEC in the develop-
ment of our recommendations that I will be talking about this
morning.

What I would like to do is three thin%s: Make some general com-
ments on some of the outcome of this law; two, highlight some of
the recommendations you have before you; and three, close with
some comments as a father and as a person who has been involved
in early intervention for close to 17 years.

DEC and its 7,000 members see Public Law 99-457 as a historical
marker which has put us on a new path in terms of the way we
conceive and design and plan services for families.

Public Law 99-457. in fact, is a promise to families across this
country. The way you deal with the reauthorization will determine
when this promise is fulfilled or when it is regrettably, as in previ-
ous promises, not quite met as they come down to fulflimplementa-
tion.

Public Law 99-457 has the promise of not onl% opening up access
for parents to the system, but in fact, making them integral to the
planning, the design, and the implementation of—truly establish-
ing a sxartnership of equals of parents and professionals of commu-
nity planners and State government bureaucrats—what is needed
for their young children and their family.

This committee, I am sure, knows there are parents, service pro-
viders and State officials across this country that with great expec-
tation are looking forward to the work of this committee and the
Senate in the reauthorization of Public Law 99-457.

Much has already been accomplished. Let me give you a couple
of examples. In Ohio, for example, 88 counties in the State have
now developed local inner-agency coordinating councils that meet
on a regular basis that include parents, professionals from a wide
array of disciplines, and State and local government people to dis-
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cuss how they can improve the system to more adequately meet
the needs of children and families.

I think paraphrasing Winston Churchill here is appropriute,
Ne(\sel:r: have so many done so much with so little in these counties
in Ohio. '

A recent meeting had over 140 individuals meeting to talk in a
}gcal office on how they can better serve young children and fami-
ies.

Another example is in my State of Wisconsin where faculty from
each of the 10 disciplines and from the 16 State campuses of the
University of Wisconsin system met with parents to talk about the
needs of new and future professionals in terms of adequately meet-
ing the needs of young children and families.

In our State, this was the first time that not only did the disci-
plines get together to talk to each other, but included parents as
both participants and lecturers in the discussion of what early
intervention needs to look like in the next decade and into the next
century.

With this law, I believe Congress has harnessed some of the fun-
damental resources in this country. You have harnessed the re-
sources of the family, of local communities, and the daily workers
that work with young children and families throughout this coun-
try.

This law has given them a chance and empowered them to work
together in trying to make the system work to adequately address
the needs of young children and their families.

Let me move on to some of the recommendations that DEC has
developed, working with its own members and with other organiza-
tions for the reauthorization.

DEC is very proud of these recommendations because we feel
that they reflect a broad base of input from principal stakeholders
in early intervention across the country.

DEC held a series of regional hearings conducted across the
country. Over 140 individua%s provided testimony from 29 States.
Participants included parents, service providers, program managers
and State level lead agency personnel. Our full set of recommenda-
tions are before you. Let me highlight some of them.

First—and it has been mentioned frequently this morning—the
concept of differential funding. Each State has its own history of
services; each State is in a different place in terms of its capucity
to provide full coordinated family-focused services. The law, I
think, needs to recognize those differences and allow that some
States will need more time to move into full implementation.

Second, St~trs need i..centives and encouragement for them to
plan across th. age range of birth through five.

The division of services in birth to three and three to five was
more the result of historical dissent and political expediency,
rather than clinical best practice or research that tells us we need
to divide up services by those ages.

Third, at-risk children and families.

We have under Public Law 99-457 a significant opportunity to
serve some of the most vulnerable children and families in our
country. As Dr. Gallagher stated earlier, many States initially indi-
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i:_ated a great deal of interest in serving these children and fami-
ies.

Right now, as we see future year applications coming in, a very
small handful of States have maintained that interest from a legal
perspective. States have actually stepped back from this commit-
ment worried about the entitlement issues and the unknown costs
for serving this population.

DEC recommends that States be allowed to use their Part H dol-
lars to at least identify, screen, and track at-risk children, even if
they are not named within their eligible criteria.

Secondly, DEC recommends that States be offered flexible incen-
{.§ves and encouragement to serve at-risk children and their fami-

ies.

The family-focused, coordinated services that are provided for in
Part H may in fact provide all of us the best model for services to
these families and children, and we encourage this committee to
study ways in which Part H may directly apply to at-risk families.

The one caution that we would suggest is in order to do this,
States will need flexibility and encouragement.

Next, that States be allowed to define the technical age of three,
allowing Part B dollars to serve children before they are three and
Part H dollars to serve children older than three, so that families
and children experience no cessation of services and have the possi-
bilities of a smooth transition into their next program.

DEC has also been working with Section 619 provisions for pre-
school programs in Part B. As you know, most States have merely
extended Part B provisions for children down to age of three. Part
H, on the other hand, embodies some of the latest research practice
ia.nd thinking in best practice for serving young children and fami-

ies.

DEC recommends that the provisions of Part H at least be al-
lowed to be reflected in Part B or at least to remove any obstacles
for States which would wish to include Part H provisions within
their Section 619 programs.

Accordingly, DEC recommends that States be allowed to use the
category of developmental delay within their three to five program.

Adding this category will not increase the total number of chil-
dren served, but rather will recognize the differences associated
with diagnosis and labeling children at such an early age.

To facilitate this, we hav, presented to the committee some addi-
tional information on developmental delay questions and answers
and I respectfully request that additional information to be entered
into the record.

Secondly, allow States to provide case management or as we
have suggested, service coordination as a related service for three
to five year olds.

Also, to allow children or to allow States to provide family serv-
ices if the child needs those services to benefit from the pre..hool
program.

And, lastly, to encourage States to use the individualized familf'
service plan in lieu of the individualized educational plan for chil-
dren three to five.

These recommendations are made in the spirit of recognizing
that the neveds of a four year old are much more akin to those of a
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two year old than those of a middle or secondary student who may
be in special education.

These recommendations will allow States or assist the States in
recognizing those similarities.

Lastly, I would like to move to some of our recommendations on
the overall system. First, that the FICC and its existence be placed
in statute and that the necessary resources be provided to the Fed-
eral inner-agency coordinating council so that it may serve as a
model and do the necessary coordination in technical assistance
and training to the States.

Secondly—and this topic has been mentioned frequently—is the
personal preparation needs within this country; that sufficient re-
sources be provided to train the necessary new professionals that
we will need in the field to allow for the retraining of those profes-
sionals already in the field.

And, thirdly, to encourage the infusion of those from culturally-
diveisified backgrounds into the field so that the clients—that the
partnership between those we serve anu those providing services
can more easily occur.

Lastly, as you move through the authorization process, we are
asking in this law for providers to work collaboratively with fami-
lies, to identify their strengths, their concerns, their priorities and
resources, to enable and empower families.

We ask that as you reauthor this law, you use this same model
in working with States; that we provide States models at the Feder-
al level of inner-agency coordination; that we ask States to identify
their resources, their priorities and concerns, and that we enable
and empower States to meet the needs of the families within their
boundaries.

As a father of a six year old and a four year old, my daughter
came into the world about six months old through an emergency
Cesarean. I saw her come into this world not breathing and weigh-
ing two pounds, 12 ounces. She stayed in the hospital for eight
weeks before she came home, and this gave me a glimpse of some
of the challenges that families face on a daily basis across this
country. This law has the potential for truly addressing those chal-
lenges for families now and well into the future.

I applaud and DEC applauds the work of this committee and en-
courages it to continue so someday we might look on the 1990s as
the decade that began our true placement of families in a high pri-
ority within this country.

We do not skimp on Defense. We do not skimp on our savings
and loan industry; let us not skimp on the families in this country.

Thank you and DEC looks forward to working with this commit-
tee in its future work in the reauthorization of this bill.

[The prepared statement of George Jesien follows:]
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INTRODUCTION

In September, 1990, DEC issued a set of recommendations regarding Part H and Part B to
faciltate discussion in the field priof to reauthorization activities in the Congress. As hoped. the
document generated widespread comment and consensus building. Based upon the response 1o the
September racommendations, DEC has refined some of the original options. These inciude:

’ Amendment recommendation #1: combines the ideas originally formatted as the first two
recommendations and now refers lo “differential participation and funding” and suggests that
while differential participation Is needed for states, it is premature to change the tunding
formyla, i.e., census-based. to some othet, i.e., child-count. Howaver, DEC is recommending that
the Department of Education study what formyla is most appropriate for full service.

’ Amerdment recommendation #2: maintains the goal of facilitating birth-5 planning and sefvices
to at-risk childran but through ditferent mechanisms than originally proposed. Based upon
comments received. DEC is now recommending that the planning responsibility for ICCs include
birth-5 system pianning. We received much comment about needing tu do more than just
"encourage” birth-S activities. The current fragmented system (birth-2, 3-5} is causing a
great den! of confusior at the local level and for parents.

Sec+-4ly, we are recommending that Part C - the Handicapped Children’s Early Education
Program - be the vehicle for further study and incentives for Serving at-risk populations, just
as it has been related to services for children with disabilities for over 20 years. However, we
aru aiso recommending that, at state discretion, Part H funds be allowed to be used lor identifying,
screaning and tracking at-risk infants/toddlers even it they are not "eligible” for early
ir'er-€NHON Services.

. Amendment #3: has been expanded o recommend flexibility in the use of Part H and Part B tunds
as it relates 1o states’ "technical® age of three policies.

Other than these refinements, the document stands as it did in September because of the
widespread support of the original recommendations.

The Division for Early Childhood and its 7.000 members nationwide represent a nch and umique
source ol information and expertise in early intervention and preschool services for children with
spaciat needs and their familles. We trust these recommendations will be helptul during the

reauthorization process. Please contact us it we can be of any further assistance in this important
endeavor.

For more nformation piease contact:

George Josien. DEC Prasident Barbara J. Smith
Waisman Center DEC Executive Director
University of Wisconsin 320 East N- th Avor.ca
1500 Highland Avenue Pittsburgh, PA 15212
Madison, Wi 53705 (412) 359-1636

(608) 263-7710

Deborah A. Ziegler

DEC Governmental Relations Chair
Detaware Early Childheod Center
Mispillion & West Streels
Harrington. DE 19952

(302) 398-8945

ERIC 237

Aruitoxt provided by Eic:



E

DIVISION FOR EARLY CHILDHOOD
STATEMENT and RECOMMENDATIONS

In 1986, Corgress passed P.L. $3-457, The Education of the Handicapped Act Amandmants of
1986, Through amendments to Part B and the establishmant of a new Part H of the Act, the Congress
dramaticaily advanced nationwide efforts 10 provide appropriale services to infants, loddlers, and
preschoolers with special needs and their families. The Division for Early Childhood (DEC) worked
closely with the Congress in the development of this landmark legislation and has been involved with
Htalo and locatl efforts in its implementation through our 7,000 membars nationwide. Evary state has
<xpanded or improved services 1o eligible preschoolers under Part B and has angaged in new or
Axpanded planning and service provision for eligidle infants and toddlers undar Part H. Now, a fulf four
years of irnplementation later, tamilies, professionals, communities and states express their support
for the mission of P.L. 95.457 but now based on exparience offer many recommendations for
imp:ovements to both Part B and Part M in order 1o fully realize that mission.

Frem Oclober. 1989 to April, 1990, the Division for Early Childhood sponsored hearings on
racommendations for improving Part H and Part B sarvices for very young children and their familigs.
These hearings resulted in tastimonies from 122 people trom 29 states. This andeavor produced an
enormous amount of information and expert recommandations. This righ rasource has been
summarized by the Division ar + has served as g basis from which 1o develop our own recommengdations
for amsndments 1o Pant H a1 ant 8. Supir. tenting the national lestimonies, the Division has drawn
on its experiences of the past 20 years In state and fedetal policy devalopment in early intervention ang
praschool services as well as the wealth of research findings on best practice and quality services for
young children and their tamilies.

With the benetit of these unique resources, we fee! the following recommandations rapresent
informed, practical and necessary adjustments 1o the current federal eforts. As the largest
membership organization in the country dedicated solely 1o the provision of quality services to young
children with speciai needs and their tamilies, DEC is in a unique position 10 offer racommandations.
Our 7,000 members are parsnts, direc! service providers, researchers. personne! irainers, policy
makers and administrators. Our conclusions and recommendations are balanced as waell as progressive.
QOur goal is to advance the quantity and quality of current efforts whilg recognizing the snormous task
facing states and iocalities as they attempt to sngage In widespread, interagency planning and provide
high quality and effective early intervention and preschool services fo ail aligible chilgren and
tamilies. 1891 and 1992 represent halimark yoars for thase programs, children and families because
il states choose 10 continue 1o participate In these fedaral programs, they will have to ensure that they
are making approprigte servicas availabis to ail eligible children, birth to age six: DEC's
racommendations are focused on: 1) providing the nacessary Support and incentivas so that all states
will eontinue to participate in Part H and Pan B, 2) amending curtent provisions of both pragrams
based upon four years of experiences in order to ensure that services are in fact provided and that those
Setvicas are of high quality and appropriate 10 individual needs. 3) claritying cutrent provisions to
e1sure nationwide uniformily in implementation where appropriate, nd 4) providing quidance in the
way fedaeral training and technical assistance should be delivered to ensure the advancement ot the Parn
H and Pan B missions as well as best practices for services for childron and famities. Theretore. our
recommandations are grouped in the following categories:

s Statutory Amendments

Part H
Pant 8

Q o
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+ Claritying Language - no stalutory change

+  Recommendations for Nationwide Training and Technical Assistance for
implementation

STATUTORY AMENDMENTS

. INFA

Amendment #1; Ditfersnilal Participation and Funding

Putpose: To develop funding mechanisms that:
« @ncourage States’ continued paticipation;
+ encourage states’ progress toward full service:

+ provide an adequate and stable tecieral contribution to filt in the current gaps
in the provision ot direct services.

Amendmant: States not able to meet the requirements of the 4th or §th year application
tor tunding under the Part H Program may continué 10 participate and teceive an annual
ailocation equal to their FY '90 (calendar year 'S0-'91) allocation except that no state shail
receive less than $500,000. States niay receive up 10 a total of two years of such additionat
funding. The Sectetary shall develop critera and guidetines for such difterential
partictpation.

Amepdmeni: Amend the current funding mechanism unuer Part H 1o ptovide for a
differential funding tormula of:

1) Beginning in Fiscal Year 1992:

a) States meeting kifth year application tequirements and for each succeeding year
atter Julv 1, 1991, shall receive a census-based ailocation from the
appropri “an for that year.

b) Participating states not able to meet 4th of Sth year applicaticn requirements
after July 1, 1991, shall receive from the appropriation for that year, an
aliocation equai to their FY 90 {calendar year '80-'91) allocation except that no
state shall recelve less than $500,000. States may be eligible tor such additional
tnding for up to two additional years.

¢c) For any year in which any participatng stale is unable to meet application
requirements but receves ditterentiat tunding at the FY 80 (calendar year '80-
'g1) level, and it the appropriation for that year exceeds the total of all states’
allocations. the unobligated tunds shall remain available for obligation tor two
succeeding fiscal years.

2) The Congress shali authorize Such Sums as necessary for each appropriation to hotd
narmiess state aliocations at the FY ‘92 level. Pan H should ba reauthorized no later

than 1995 at which time Congress should construct an appropriate funding formuta and
level for tull impiementation of the Part H Program nationwide. Congtess shouid direc!

2
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the Secretary to report within three years on recommendations for such funding
formula and level for full service.

Finally. Part H appropriations should be of sufficient levels to compansate for any
reduction of Chapter | (P.L. 83-313) tunding. Such a reduction in early intervention
resources {in 1989 37,000 Infants and toddiers were served under Chapter 1) cannot
be sustained without a complimentary ang proportional increase in Part H.

Children

Burpoge: To facilitate burth-S pianning ang to provide incentives to serve at-risk children.

Amendment:

1)

2)

3)

Pant H and Pan B (Sec. 619) should authorize the expenditure of Part H and Part B
(flow-through and set-aside) funds for birth.§ planning eftorts.  The interagency
Coordinating Council functions should be amendsd to include birth-5 planning activities
(see amendment #9) in order to prevent abrupt and clinically unsound changes in
programming for children at the time they reach threg years of age. Several states
including Maine and Pennsylvania are conducting successful birth-5 planning.

However, there are additional costs to this approach and, therefore. both programs need
to authorize funding for such planning efforts. Applications for funding under both
programs should require information on birth-5 planning activities and the use of funds
for those. activities.

Part H should be amended to:

a) include languags expressing congressional intent that states serve at-tisk
children; and

b) allow Part H funds to be used for the purpose of identifying. screening. tracking
and referring at-risk children even though the state does not inciude them in s
definition as an eligible popuiation for early intervention services. Therelote.
while not eligible for early intervention services. these children could recewe
the less costly service of perlodic screening and tracking to ensure that f an at-
risk child should begin to display delays that would deem him/her eligible tor
early Intervention services, hersshe could be reterred to those tervices at the
earliest possible time. The screening and tracking systems should be developed
under the same guidelines as the statewide early intervention system. e.g.. by the
ICC. payor of last reson. and as a cooperative. interagency activity.

Part C (Sec. 623) should be amended to require the Secretary to target the needs of ai
risk infants, toddlers and preschoolers (binth.5) for funding in ail actities ot the
Early Education Program including: Model/demonstration, experimental. outreach. angd
research. Such aclivilies should address identification of risk factors. service needs
effective intervention strategies, incidence and prevalence and system planning
including the coordinaticn of all availabie resources for each at-risk population

Burpose: To ensure continuity of services as a child and family move from the Pan H
program to the Section 619 Preschoo! Program under Part B.

24()
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Amspgment: In order to engure that servicas o an eligible ¢hild and family are not
terminated or delayed unnecessarily, aliow states to decide the definition of the

“technical® age of three to facliitate a smooth and nondistuptive transition from the Part H
funded program to the Part B, Sec. 619 funded program. This flexibility would allow

states 10 decide what is the best age at which to transition children for both the child and
family and 1he agencies, 8.9.. 2 years 7 months by September 1, etc. However, this
amendment should In no way revise the absoiute right to a free appropriate public education
under Pant B for eligible ghildren upon their 3rd birthday. In other words, an eligible Chid
should be receiving services according to an IFSP or IEP either under Part H gr Par. B by the
age of three,

Fart H should be amended to authorize the expanditure of Part H funds on services to children
older than two years If they have not yel reached tha “lechnical® age of three established by
the state for entry into the preschool program. Sec. 619 should aiJo be amended to allow
expenditure of preschool funds on chlidren less than three years of age who are the
*technical® age ot three including flow-through funds and state set-aside funds.

Applications for funding under both programs shall include gocumentation on how both
programs are coordinating transition inCluding pertinent interagency agreements. Part 8
would need complimentary legislative action as well, in order to implement th's provision.

Amendment #4; Developmentai Domains

: To use more ‘vidsly acceptad terminology for the dgveiopmental domains under
the definition of *developmental dalays® (Sec. 672 (1) (A):

Amendment: The developmental ¢omains shoulkd be:

. cognitive development

+ physical development

- communication development (vs. language and speech)
- soclalemotional development (vS. psychosacial)

+ adaptive development (vs. selt help)

The 1ast three are being recommended for revision because the propesed language is the
preferred usage in the field, more appropriate to this age group. and refiects more
standard terminology relaled to assessment and curriculum matenals In use.

Amengmeut ¢5: IFSP

: To more accurately refiect the appropr:ate role of the family in the
Individualized Family Service Plan procedures and the delivery of services:

Amendment: Substitute the terms “familles' concerns, priorities, and resources” for
“families' strangths and neads® throughout the AcCt {e.9.. Sec. 677 (d) (2)). The substitute
terms reflect iess pejorative language as wetl as the rofe the family shouid play in
providing this information at their discretion.
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Burposa: To ensure a comprehensive array of services under the detinition of *early
intervention services":

Amendment: Add to the list of early intervention servicas (Sec. 672 ((2) (E)):

viSion services
- transportation services

Amendment #7; Cgase Management

: To ensure that a system is in place for coordination of services to ait Parnt H
eligible children and families:

Amandmant: Change the name of "case manager” to "service coordinator.” Families
report that they do nol ke the inference that they are "cases" to be "managed.”

- Change the term ot “case management® to "service coordination.*

- Service cog‘rdina(ion shall be defined as "case management® for the purposa of
Medicaid billing or other public or private reimbursement systems.

- Remove the terminology "from the profession most Immediately relevant to the
infant's and toddier's or family's needs® as included under IFSP content (Sec. 677 (d)
(6)). This is creating confusion and unnecessary red tape at the local level.

- A service coordinator and service coordination be available to families and
they shall have the option to accept or reject the person and/or the service.

- Parents may serve as co-service coordinator.

- States must havs a policy in place for assuring that service coordination matches the
changing needs and proferences of the family and child.

Amendment #8: FIGC

Burposs: To assure a continued and expanded role of the Federal Interagency
Coordinating Council as a federal colaborative force to assist states in developing a
comprehensive communily based system of services tor children with special needs and
their families:

Ameandment: The Federal Interagency Coordinating Council (FICC) should be a
requirament of Part H with adequate stalf and resources for its activities provided by the
participaling programs. The purview of its activities should continue to be birth through
five.

The FICC should have spacific rasponsibilities outlined in Part H including: the
coordination of early intervention policies and activities inciuding interagency agreements
across federal programs; the coordination of ali federal technical assistance activiies across
all participating agencies and programs: advisement of the iead agency (the Depariment ot
Education). dissemination of information; facilitation and support of states' eHorts: the
tecoipt of all state ICC anaual reports and the requirement that it address any concerns and

5
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issues raised in the reports that Specifically relate to developing collaborative and effective
systems across tederal programs and the elimination ot tederal interagency batriers.

The FICC membership should include current programs as well as parents and may
Include: a state ICC representative, a Part H tead agency representation, and a state
Preschool Program lead agency SEA representstive. The FICC meetings should be publicly
announced and to the extent appropriate. open and accessible to the general public.

Amendment #9: _ICC

: To assure the efficient and effective operation of state Interagency
Coordinating Counclis (ICC’s) to meet the goals ot P.L, 99-457:

Amendment: Part H shouid be amended to achieve the following:
- The selection of a chair of the ICC by election of the members of the Council.

At ieast one parent on the ICC must have a child with disabilities in the age range of 0-
6. Other parents must be those of chiidren with disabilities ot no more than 12 years ot
age who have knowledge or experience with programs for infants and toddiers with
disabilities. *

. The ICC must develop a schedule of terms of memb2r service which would inciude a
provision for reappointment and recommend it to the (overnor.

The ICC will be composed of a minimum of 15 members and a maximum of 25
members with the following representation:

. at teast 20 percent of the members shall be parents as defined above;

. at least 20 percent of the members shall be public or private service providers
of early intervention services:

. at least two members shall be from the State legislature, one from each house
except in unicameral states.

. at least one member shalli be involved in parsonnei preparation:

. at least one member shall represent the State Education (SEA) Preschool

Program and at lgast one member shall reprasent the Part H lead agency.

. the Council shall include members representing each of the agencies invoived in
the provision of, or payment for, early intervention services for infants and
toddlers with disabilities and their tamilies; and

. Council may include other members selected by the Governor. (Head Start;
American Academy of Pediatrics, the Division for Early Chiighood, and other
relevant protessional organizations).

. State agency representatives appointed by the governor must be of Sutficient
authority to engage in policy planning and impiementation on behat of the agency.
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Amend Sec. 682(d) to read as ‘ollows: "Management authority - subject to the approval
of the Governor, the Council shall prepare and approve a budget that provides for the
compensation of parent representatives for time and allowabie costs. The Council may
approve a budget using funds under this part to have staft.....°

The focus of the ICC shall be on children birth through five years of age. of, at a
minimum, be required to address the transition issues betwsen the birth through
two program and the preschool program.

The {ICC must report t¢ the FICC u, its annual report to their Governor and the
Sectetary any concerns and issues that specifically relate to deveioping
collaborative systems across tederal programs.

Amendment #10; Pparticination of Other Proarama

Butpoge: To assure a programatic and fiscal role and responsibility of ali relevant agencies
io develop and implement a comprehensive community based System of services for chidren
with special needs and their tamiies:

Amendment:

1) All relevant agencies governed by federal statute, shall be named in the Part H staiute
and be required to maintain cutrent programatic and fiscal responsibliity to develop and
implement a comprehensive Communily based System of Services for children with
special needs and their tamilies as designated by Part H.

Agencies shall include but not be limited to:

Department of Education

Ofttice of Human Davelopment Services

Nationali Institute of Mental Health

Ottice of Maternat and Child Health
Administration on Developmental Disabilities
Administration on Children, Youth and Families
Health Care Financing Administration

2) The Division for Early Childhood recommends that Sec. 676(b)(3)(C) be deleted and.
instead. a new component be added to Sec. §76 to read as follows: °(15) The state Shall
assign financiai responsibility among the approptiate agencies that provide ot support
early intervention services.” We reccmmend the °stats” have this requirement, not the
“lead agency.” We also recommend that Sec. 676(b){8){F) be revised to read: "....for
early intervention services (consistent with state law and Sec. 676(b){15)) and
proceduras for resolving.....*

BART B - THE STATE GRANT PROGRAM AS IT RELATES TO CHILDREN 3-5 YEARS OF AGE
Amendment #1; . Coordination ot Part H and Part B

Purpose: To assure a comprehenSive and coordinated delivery system for infants and
toddiers and preschoolers with disabilities and their families:
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Amandment(s}:

The term “dgvelopmental delays" as defined in Part H (as recommanded by DEC in the
previous section) should be added to the list of handicapping conditions under Part 8 for
children in the age range of three through five years only. Children found ellgible under this
term would be eligible for all the rights and protections under Part B. As noted beiow the
recommendation is not intended to expand the eligible group of children, but rather fagilitate
the most appropriate diagnostic procedures for young children because of the many
difficulties in assessing the etiology of the deiays at this young age.

Service coordination {our recommended term for case management) be defined as a
related service under Part B for children 3.5 years of age only.

- Language shou!d be added to Part B that expressly authorizes services 10 be provided
to the tamily if they are needed for the child to fully benetil from the preschoot
program and are in the child's individualized plan,

- Language should be added to the statute that encourages states to use individualized
Family Service Plans in Heu of Individualized Education Programs for children 3.5 years ot
age only.

Part B should be amended to authorize that at state discretion a state’s ICC may meet the
requirements ot a state advisory council under P.L. 94:142 for chiidren 3.5 years of
age only. This would facliitate birth-5 coordinated planning. In such case the SEA would
delineate in its state's pian under P.L. 94-142 that its special education advisory councit's
purview is & through 21 and the ICC's purview Is birth through §

As recommended earlier under Part H recommendations, the “technical® age of three
years should be defined by states as necessary to ensure sincath and efficient transitions
from Part H services to Part B services. Such policles should ensure that: 1) there is no
unngcassary delay or termination of servicas when 8 child transitions from Part M fuinded
services to Part.B funded services, and, 2) all Part B eligible chiidren have services
available to them by thelr third birthday either under Part M funded services or Part B
funded services. The length of the "school year* for a preschooler should be governed by
the Individualized plan not “extended school year® (ESY) policles. The “tests® used for ESY
eligibility have not besn validated for preschoclers and may in tact be overly restrictive
However, DEC does not endorse the use of special education and refated services resources
for child care. Procedures need to be in place to distinguish a child's need for special
education and reiated services to be continued in the summer from child cate needs.
Resources should be found to assist families with child care and respite care where needed

Currently, the eftect of separating the policies and planning by the arbitrary age of three years 15
creating havoc In many states. Most states that had exiensive services for children from birth prior to
P.L. 99-457, had services that appeared more similar in nature between the birth-2 and 3-5 age
groups than Part 4 and B are. The arbitrary decision to construct state-cf-the-art policy in Part H
for Infants and toddlers, but simply apply the school age policies of Part B to preschoolers was a
pofitical one, not one based on best practice or in the best interest of children. Cleatly, services for a
three year old should be more similar to those for ~ une year old, than those for a 10 or 15 year old
And yetl, in many Instances. schools are no.. Simply lowering the school age requirements 1o
preschoolers in order to meet the minimum letter of the law. These policies are not deveiopmentally
appropriate to preschoolers - they are In some cases - developmentally inapproptiate.. What we have
are three, four and five year olds. While they are "handicapped" it is unclear why (of what label s
the correct etiology) and hopetully, many of their problems will be remediated by early intervention
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so, why stigmatize them with an {nappropriate and premalure fabe! of one of the 11 etiology categorics
under P.L. 94-1427 And secondly, we have a near total negiect of the critical rols that parents plsy in
the success of the preschoo! child's Intervention and the important fole of service coordination for this
ago group as well as for birth-2 year olds,

Even those states that would prafer to construct dovelopmentally appropriate policies for
preschoolers feel constrained by the current limitalions of Part B. This it not an appropriate role for
federal legisiation - tederal policy should iay a broad foundation that reflects state-of-the-art
knowledge - not constrain state activities to a narrow and archaic framework. For instance, a couple of
states are currently studying policy options that would provide or a coordinated and consistent system
for children. bith-six years of aga including:

+ the same eligibility criteria, 1.6., Part M criteria, so 1hat chidren and families do not lose
servicas at the arbitrary age of threg years when they still need them. While the reporting
requirements in Part B were amended to not requlte a count by handicapping conditions for 3-5
year olds as an acknowledgement of the need to not fabe! children prematurely, the Congress now
needs to complete the policy and add a more appropriate category like * N
Even though there is no intent to expand eligibility, states are reticent to use categories other
than those expressly authorized by Congress for faar of baing found out of compliance.  *

* providing for case management or service coordination for 3-S year olds. Again, because a
child reaches the arbitrary age of three, his/her needs do not necessarily change. The necessily
for a case manager or service coordinator to coordinate the vast array of services needed by the
young child and hig/her family continues.

* providing the child and tamily with an Individualized Family Service Pian (IFSP) rather than
an individuaiized Education Program (IEP) for the same reasons as listed above and in addition to
encourage schools to address the family's role in the child’s development. One of the consistent
factors in the most successful preschoo! programs is family suppont and involvement. 1f a
program helps a family address the particular needs of their child and to access services. it is
much more likely that the child will make significant gains. It also stands to reason that the
tamily will continue those activities long after the child has left the particuiar program. We
also point out that the tarm “IEP" never appears in P.L. 94-142. Instead the words
“individuatized education program®: are used - with lower case letters implying a genarig term
for written individualized plans. Secondly, the IFSP requirements meet the requitements of the
Individuailzed education program under P.L. 94-142 and then exceed them i a couple of areas.
Thus, the {FSP woyld meet the requitements of Part B. OSEP hes ciaritied that iFSPs may be ysed
under Part B. However, because of the critical importance of this practice, it should be in
statute.

in other words, what Congress saw as good for the infant and toddier, is good for the preschooler
as welil And Pant B should refigct this state-of-the-art knowiedge.

Amendment #2; Funding Machaniama

Burposse: To develop a tunding formuia that would:

. encourage states continued participation..
. provide adequate and stabie contribution to the provision of direct services:
. ensure smooth Iransitions tor chidren from Part H to Parl B pteschool services

and trom the Part B preschool services 10 fitst grade
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Amandment: Amend the authorization for appropriations to remove the cap of $1,000/child
1o a minimum of $2,000/child which would represent a more adequate federal contribution to
the total average cost of serving a preschool-aged handicapped child.

. The Preschoo! Program funds should be ailowed to be used for services for ail eligible
children from the time the children reach the state’s "technical age® of thrge years and the
state's definition of the age of eligibility for first grace (e.g., “technical age" of 8 years): i.e..
preschoot funds should be available for preschool programs that may include children that are
younger than age three, but not younger than two, and older than five, but not older than six.

CLARIFYINI .

Report ianguage or anothar mechanism is needed to clarity o underscore a fow provisions that

are either confusing to states or are being neglected in Impiementation. it is important that the
Congress clarify/amplity the inlent of these provisions,

PagH

Language is needed to encourage states to include in their comptehansive planning eHons
primary reterral scurces especiaily neonatologists, pediatricians, and other hospital and
clinical personnel,

- Language is needed to encourage states 1o consider serving children who are at-tisk of
developing delays. This critical prevention provision of Part M is considered valid and
important by states but, simply due to fiscal constraints, is in very serious jeopardy of not
being implemented. DEC feels that this preventative approach to developmental delays deserves
to be retained as a discretionary provision, but should be facilitated by congressional language
encouraging states 10 impiement this provision and by the incentive tunding proposed earher in
this statement,

Language is needed to clariy that eligible children and tamiiies are entited to all the
“early intervention® services as defined in Sec. §72 (2) of the Act that are included on their
{FSP by the time a state is eligibie for funding under the fifth year application requiremants ot
Sec. 675. Mowever, services not defined as “early intervention® {e.\., income maintenance,
surgery, etc.) may be added to the {FSP in order to attempt to coord.nate the tull array ot
services needed by the child and family. These non-early interventios earvices, while on the
IFSP, are not the respensibility of the early intervention service system.

. Language is needed to amplily the fact that if a state implements a system ot payments as
is allowable under Sec. 672 (2) (B), children and tamilies may not be denied any early
intervention services in their IFSP due to inability to pay. nor can services be dejayed due 1o
inability to pay.

RECOMMENDATIONS FOR NATIONWIDE TRAINING
AND TECHNICAL ASSISTANCE

NEEQED FOR FULL AND EFFECTIVE IMPLEMENTATION
B . PR

Becommeandation #1:

The Federal Intaragency Coordinating Council (FICC) should be directed to facihtate the
coordinated pianning of ali technical assistance (T.A.) and training programs and actwvihes
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under the purview of its participaling agencies, e.g., OSEP, MCH, Head Star. UAP's, elc., that
are related to services for efigible children and tamilies birth to age six years.

Currently, there Is a wealth of inservice training and T.A. activities available. e.g.. NEC-TAS,
MCH, SPRANS, HCEEP Outreach, RRCs, UAPs, etc. However, there is no coordinating effort or
oversight to ensure that: 1) there is minimal duplicative of contiicting ettorts, 2) there are no gaps,
and 3) that there is no barrier to getting needed T.A. to the appropriate consumer. Indeed. there are
dupticative efforts, gaps in areas that are of great nead, and some T.A. groups are restricted from
including some appropriate recipients in their services.

Becommendation #2:

The FICC, in addition to facilitating the coordination of national T.A. and inservice activites.
should target priority areas of training and T.A. based upon public input. The public input shall
ba gained through the use of proposed priorities published in the Eedaral Register: from the
State ICC Annual Report; or specific information requests to ICCs, lead agencies. service
providers, parents and groups such as DEC. Through the national hearings, out extensive state
and local membership activities and other research and program and policy efforts, DEC s
keenly aware of critical areas of need for T.A. and inservice training. These areas are:

- Systems Planning
« State and local planning procedures;
* birth 1o six planning -- policies and ptograms;
* requirements under P.L. 99.457, P.L. 94.142 and other reievant federal progtams.-
ranging from basic training (many new people have never had training on P.L. 94.142
or haven't had any in 10-15 years, as to how to coordinate requirements);

* assistance in establishing eligibility requirements that will facilitate nationai
uniformity;

* developing procedures and training for eftective primary referrals, child find and
tracking.

* lmplementation

« Family issues, family participation, IFSP development and implementation, case
management (service coordination);

* Best Practice, .g., how 1o ensure that ai! early intervention and preschoo! services
are the most effective possible: quality assurance. program evaluation, integration,
intervention methods, elc.;
* Meeting the needs of culturally dive-Se famiies.

- Personnel Qualificaliona and Skiiis

» Development of Personne! standards that requite that parsonnel possess the
skills that ensure effective services:

11
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» Develcpment of pre- and In-service training programs that witl produce personnel
who will possess the above skitis including ieadership develapment (the development of
leadership skills - not just degrees) and facuity training (ensuring that facuity can
indeed produce the personnel that can meet the above standards);

+ Development of T.A. and training that is interdisciplinary and combines and
coordinates “specialized" or *special education® knowledge and skilis with non:
specialized or “reqular early childhood” knowlgdge and skiils.

+ interdisciplinary teaming skills that are in support ot direct services which are
responsive 1o the unique naiure and context of early development;

+ Recruitment training and maintaining professionals from minority backgrounds in the
tield ot early intervention,

Recommondation #3:

The national fechnical assistance and training activities should be based upon certain charactenstics ot
criteria, These characletistics should inclyde:

- state and local entities of all relevant groups - schools' heaith care, provigers, parents.
administrators, etc., + should be given the opportunily to assess and report therr T.A. and
training needs;

» T.A. and training should be on practices that are based upon effectivengss data where possible;

+ T.A. and !ralning should recognize and promote cultural diversity of both the tamilies
reCeiving the services and the professionais providing the services.

- Product davelopment, e.g.. T.A. materials and doCuments, should be a tigh priority because all
states and localities can benefit from them and they are cost eftective. However, they should be

based upon banks of state data and policies, data-based practices, €iC.. 1o ensure the broadest
applicability;

+ T.A. and training should incorporate best practices in adult training technoiogy. e.g .
perscnalized, repeated, o1C.;

- Inservice training and T.A, activities should become the vehicles for utilization of the
techniques and materials developed over the 1ast 20 years with federal research and
development monies, i.e.. providers and trainers using validated Information developed undet
taderal endeavors such as OSEP research, institutes, and demonatration projects should be given
priority for T.A. and tralning monies:

+ Dissemination and ytllization of current and tuture research and demonstration projects
should be funded as part of the project of as an extension of the project where the project has
validated eftectiva practices.

Recommandation #4:

O
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The FICC should include in its annual report (recommended earlier) ail T.A. and traming
activitias of its member agencies. how the efforts are being coordinaled, and what the T A and
training priorities are and how those priorities were developed.
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S THE DIVISION FOR EARLY CHILDHOOD

EXEQUTIVE OFFICES: 320 €437 NORTI AVENUE. PITTSBURGH, PA 18212
® TELEPHONE: (412) 3501636
FAX: (412) 2314820

Dovelopgante) Delgy: oueegicns_sud Answors

The Internstional Division for Tarly childhood snd its *“psrent” organization, The
Council for Exceptionsl children, hsve msde the recommundation thet & category
of "developmental delay" bde added to the list of eligible diesbilities under Part
8 of IDrA for 3«5 year old children. This recommandstion, while veflective of
best practice in the fisld of early childhood special education, has genarated
Ssveral questions from other arenas. Answers to those quostions tollows.

Yhat are tha pazavetsrs of the DEC/CEC recopssndation?

BEC/CEC racommand that this category De: 1) used at state discration and could
Be used in addition to some or all of the existing sleven Part B categories; 2)
ueed for 3-5 year old children only:; snd 3) atstes could develop different
alagnostio criteria for 3«5 yasr olds than used to determine devalopmental delsy
L: birth=2 year olds under part H; i.e., fore stringent criteria, L{f thoy 8o
ohose.

Po_shildren who wowld be deterwined to_be “developgentslly deisved“ have o
fal) ypdog thie pew _cateqorv?

“Davalopmentsl deisy xefors to a condition which represents a significsnt delay
in the process of development. It goeg not refar to 8 conditicn il which m child
is slightly or momenterily lagging in development or is “st-risk' of a delsy.
The presence of a developmental delay i8 sn indication that the process of
development is significantly effected and that without specisl intervention, it
is likely thst educational parformancs ae school ago will be effected.

Ovat the past 20 yesrs sevezal statee have identified preschool children with
digabilities by & variety of none-stiological (e.g. veferring to gause of the
delsy like mental retardation, sutism, etc.) definitions iike "deve.opmental
delay" (Msine, lows, Connecticut, Kassachuaatts, wWisconsin, Colorads, etc. ).
Thes® states report serving a percentage of the pulstion well within the
averagd percentsge that all other stat@s report. Using auch categories goes not
*lat the rlood gates down“. Indeed, moat ssatos employ diagnostiz measuras for
thia category that are more etringaent than their procedures for the Part &
categories.

Typically, states and professionals have racommended s criteris of 1.5 oz 2.0
standsrd deviatiorns (5D) below tha mean on s standardized meagurement. it
devalopment in the domaine is assumed to be normally distributed, a 1.5 SD below
the mean would rasult in a I\ prevaience rate and & 2.0 SD beiow the mean would
tesult in 8 3\ prevslenco rats. Currently, ststes using the existiny Part &
eticlogicel categories report serving approximately ¢V of gl) preschoolers; and
IDEA has s 124 cap. Cleprly, thege are no dats Lo support the araument that gho

W,ou%um_ v - ; .

1f gignificentd, pore chbildxes would not be jdentified, why add "dovelopmental
deloy?

The intent of DEC and CEC ie not to expand the populstion under Part 8, but
rather to ensuro: 1) that all prescheoiers aligible to be served are werved, ind
2) that they are surved Appropriagely. Adding “dovelopmantal delay™ s cratical
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t0 achioving these goals becauses

. because 3,4, and 5, year old chilrens® devolepment 48 unaven and
difficult to meaeurs, the cause (category) of the dalay ie net
apparent even though the delay itself L8}

. curzently some significantly delayed children aro not being served
bacause the eticlogy ¢f the delay ia unciear, thus, the Part B label
ia not readily apparent;

. it L8 importint to state 3=5 year old childrene' elig.bility in
terma of development zather than "educational performance® (Part B
criteria} bescause moSt preschosiezrs have not had previous
educational expaziences at the time of diagnnosis;

' a premature and/or i.. ccurate etislogical label can resul. in
changing eticlogies la%er in che child’'s life dausing the family to
readjust to 8 new 89t Of implications;

. high quality preschool servicea can have & remedial effect resulting
in a child exiting from special education by <irst grade - but being
hounded by the etiological label such as mental retardation or
autism. If a label is to have linQering effects, ene such ae
“dslayed” may have less amricue conseguences.

. while it is unfortunate, Lut absolutely true, apscific epecial
education services, moro oftén than not, ars dotermined by the label
& child gete - a child labelod ap having muntal retsrdation, Jots
the °M.R. Program”, & child with autis:. gete the "autism progranm®,
cte. & category auch as develcpmental delay would help prevent an
Lnnfpropruee "progran” based On an inaccurate label; and would
facilitate cervices based on & childs' actual etri..ashe and needs.

. such a category may facilitato placcment in community mainstream
programs DaCaue the term recognites A continuum of developmentil
ctatus rather than assigning a handicapgping condition.

In 1985-8€, during the development cf P.L. $5-457, the early i{ntervention :.eld
and pazenes eccnvinced Congreea Of this tnappropriatensas of tne Pare B catog:riec
for many 3=5 year olds. The Senate version of the bill created A new Part b
categoly of “developmentally delayed”. However, the final bill adsressed the
issuc by only amending the child count reQu.remente and removing the count-by=
disablilivy tor 3-5 year olde. Thus, in 1988, Congresa acknowledged the need, bu:
stopped short of an effective remedy. The solution has only ureated confusion
and most etates aro raluctant to uae & nen-Part B category for fear of being
3

found out of compliance, It {s_time to accep Bar: B was_not
¥ L] = g -A0Mmind,_ané now with the oxpanesen of Part
B _to age three, apnd to make the r Ji; & 24
pagvicee for these vory young chaiaren,
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Chairman OwenNs. Thank you. Without objection, your additional
material will be entered into the record.

Mr. Gene Wilhoit.

Mr. WiLnoIT. Chairman Owens and members of the subcommit-
tee, my name is Gene Wilhoit and I am the Executive Director of
the National Association of State Boards of Education.

On behalf of those State board members who are the lay leader-
ship who set public education policy for elementary and secondary
education, who develop the criteria for learning in those States and
set the general climate for teacher training and preparation, we
appreciate the opportunity to testify today.

You have my testimony. I am not going to read that. What I
would like to do is talk in three general areas. First, I would like to
gresent what I see as a central dilemma facing this subcommittee.

econdly, I would like to talk about some State policymaker con-

cerns. Concerns of generalists, not of specialists, in the field, but
pﬁpﬁle who look at the general development of education for all
children.

And, third, I would like to talk about some broader issues that
seem to be emerging that we feel are under the purview of this
committee and could result in some positive response of this com-
mittee if undertaken.

First, the dilemma. I think I, as a person, am in a similar dilem-
ma as you as chair of a subcommittee. Let me explain that a bit. I
am—15 years ago, my son, Jason, contracted spinal meningitis at
10 months of age. Jason was at that time, our most advanced child
for that age, walking around, causing us what. at that time we
though were horrible pains, that is getting his fingers in every-
thing and roaming the home.

Unfortunately, the spinal meningitis was a very rare strand. It
penetrated the menges of Jason's brain and left him mentally re-
tarded. You can imagine the impact on the family. We were fortu-
nate as a group of people entered our lives as professional re-
sources and as friends.

They walked the halls with us in the immediate time. They
helped us put together a family that was torn apart. They sat on
the floor with us during those days and months and years working
with Jason to rehabilitate this your person’s life.

They helped us in ways that brought us very close to each other
as a family and helped us reestablish a positive relationship with
each other.

I want every parent in that circumstance to have the advantage
of those kinds of programs. Unfortunately, 15 years ago, that
wasn't the case. This happened to be a private institution. I hap-
nened to have the resources to avail myself of those services, and I

A very aggressive spouse.

«ull of those things allowed us to rebuild a family and to provide
the beginning point for our son. I think from a parent’s point of
view, and from the view of this subcommittee, the central chal-
lenge is to keep that purpose alive. That is, every family, every
child in every State should have access to these kinds of services
during infant and toddler years.

I also come to you today having worked 14 years, either directly
or for State policymakers. I have witnessed in those 14 years a
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transition. Fourteen years ago, States needed prodding. They
neegsgi prodding from the Federal Government and they got that
prodding.

1 have seen them mature and develop in their outlook toward
education and I see today States willing io openly address these
issues. I see States willingly pushing for reform in public education
and I see States willing to move ahead tv bring about the kind of
society our children are going to have to survive in.

I come to you with what I think is a central dilemma. That is
how do you maintain a program where all States have quality serv-
ices for infants and toddlers, yet do so in a way that assures that
we address the realities of States today, which leads me, I think, to
my second set of comments; that is some of the realities that States
are facing.

First, the issue of collaboration, and it has been addressed b
other people on the panel. It is a very different enterprise. Al-
though lead agencies have been established, although people have
signed contracts to work together, collaboration is a new concept
within State agencies. It is a new concept at local levels.

We have been accustomed to establishing funds for specific ’?ur-
poses and aligning those specific agencies for specific delivery. This
collaborative effort is very difficult for some people. It requires a
lot of very strong leadership on the ]part of those in positions at
State level to do so. It requires people giving up turf, it requires
systems to be realigned and it requires a professional from a lot of
different people.

I met with people in Virginia who are now very proud that they
now have in place a quality program to move ahead for infants and
toddlers. They began that program two year before your initiatives.

So the have been at it for seven years and are proud now at the
point they have the systems in place to move ahead. Not what we
like to hear in a lot of cases, dparticularly for those who are inpa-
tient, but I think a reality and I think something that needs to be
considered as we move ahead.

Secondly, we made some assumptions five years ago about what
we were doing that I think were incorrect. We have assumed that
what we needed was some glue to hold systems together, that what
was missing out there was not programs of quality, but the kind of
ingredients that could be put in place to hold these programs to-
gether and make them work more effectively.

As States have begun to more effectively identify children and
more effectively develop needs assessments and interactive pro-
grar{ms, what we are finding is all those programs were, in fact, not
in place.

So, as we have begun to collaborate, we have also had to begin to
identify programs for those holes in the comprehensive program
delivery system. That has been difficult at a time when we have
also expanded commitments to education, generally, as we moved
to restructure and reform education, as we have added the early
childhood component to elementary schools, we have also begun to
pull on systems for increased programming services for infants and
toddlers, which leads me, I think, to the third major concern I see
from a State perspective and that is the State fiscal climate that
now exists was not in existence five years ago.
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When we established this system, we were on a boom; States
were expanding; they were making commitments to programs be-
ginning two years ago and last year and this year more and more

tates are beginning to see pressures placed on State budgets.

Many of those States are in deficit and are cutting back pro-
grams at a time when they look at these provisions and see the
mandate providing services for all children and get a little bit
scared about the kind of commitments they need to make in a
tough economic situation.

I think in the written testimony, there are a number of sugges-
tions, but I think these concerns lead me to three specific consider-
ations I would ask you to consider.

First, the issue of differential treatment is one others have men-
tioned, but we would advocate also.

We think you ought to recugnize those States that have moved
ahead, those 15 to 17 States that are at a point of implementation.
We think they ought to be rewarded for that implementation, but
we also think at some level, we ought to continue to hold on to as
many of those States as we can through those planning grants.

We are not saying they should receive equal treatment, but some
assistance from the Federal Government in helping them to contin-
ue to process of moving ahead, realizing it weﬁ may be there, but
the economic condition at the moment may prohibit advancement
that we would want with the legislation.

Secondly, we feel that the at-risk provision is one where you each
allowed a discretion for identification. We would urge that that
continue to be a State option. We feel that some States, given some
financial incentives, would take advantage of that from the Federal
Government and begin to move ahead in some of these areas.

We agree that identification of these populations is critical, but
the issue for States is looking at that five-year plan date for service
for all children and they are beginning to shy away. They are,
frankly, afraid they will not be able to make the commitment as
they move into these areas. We are faced with a tremendous prob-
lem. A desire for identification and for as much treatment as possi-
ble, but of fear for limited service.

Finally, on the recommendations, we are optimistic about what is
printed in Part H. We feel States are moving towards these con-
cepts. The family-oriented delivery systems are catching on in
States and we see them mirrored in programs like Parents as Part-
ners in Missouri, the Kentucky programs. States are looking at
those in a very positive light. \Jhat we would ask you to look at is
how can you move Part H into the other parts of the programs, We
think that is the way to go in the future. We think with Federal
guide}ines, more States will begin to consider this kind of ap-
proach.

My final set of concerns are broader issues that we think this
committee could assist the country in addressing. We, as an organi-
zation, NASBE, have undertaken a two-year project now because in
the area of special education, handicapped education, individuals
with disabilities there are so many concerns that are going to
impact on the future.

We have begun to work on this issue and we have seen issues
emerge that could benefit from your wisdom. We would encourage
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you, through study groups or special studies or hearings, to address
some of these issues. We think we could enter into partnerships
that would be productive in the future.

First, the whole issue of coordination. There are a number of
State programs that are mirroring Federal programs that are co-
ordinated with Federal programs that are addressing the same cli-
ents. We think we need to step back as States and you as a Federal
Government begin to look at how we can better coordinate the
multitude of programs.

People have bought the concept that prevention is a better strat-
egy than remediation. States are beginning to put more funds into
early childhood education programs, and we are seeing a prolifera-
tion of those at the State level and merging those with Federal pro-
grams is creating a sense of a multitude of programs without the
kind of coordinated efforts we need.

Secondly, we would encourage you to look at some of the re-
search that is coming out on the effects of all special education pro-
grams, and I noted in written testimony the report coming out of
the City University of New York, what I think is one of the better
articles about some of the concerns that policymakers are facing,
that is State boards of education are facing, as we move forward.

First of all, we are very concerned about separate programs for
children. We are very concerned that by separating them into
these programs, they are being tracked, that they are being lost in
the system, that the expectation level for those students are not
what they are for other students.

We want that to stop. We think there are ways we could devise
programs for special education for handicapped disabilities that
would help that. We are concerned about the number of boys being
placed in those programs. We are concerned about the number of
minorities, particularly African-Americans, who are placed in these
programs over a period of time.

We are also concerned about personnel. We are concerned about
the disincentives in the system for people who want to enter early
education, both in terms of extended training that is not there for
other teachers, and in terms of salaries that are not there for those
working in early years. We have got to begin to address that.

We are concerned about the burn out of those people in those po-
sitions over a period of time and the inability to hold those people
in those positions over two to three or four to five years. We are
concerned about the new categories, about the splintering of new
categories and about the effect of new populations that are being
identified and what impact that is going to have on the overall
system and what we might do in a partnership to work in the next
few years.

I thank you for listening to the testimony and we would be glad
to answer any question.

[The prepared statement of Gene Wilhoit follows:]
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Chairman Quens and members of the Subcommittee:

My name is Gene Wilhoit and I am the Executive Director of the National
Association of State Boards of Education (NASBE). I feel uniquely qualified
to testify before you taday, because in addition to my work in education, I
am the father of two handicapped children. My son Jason, who is 15,
contracted spinal meningitis as an infant ana now has multiple handicaps.

My son Christopher, who is 20, was born with Down‘'s syndrome. Thus, on the
one hand I bring to this discussion the perspective of a policymaker who
works with states -- states that are at all phases of implementation, that
are struggling to provide financial support for a quality education for all
children, and that are attempting to redesign systems to support education
reform. But I also bring to this discussion the perspective of a parent
with deep love and concern for his children: a parent who aas participated
in infant stimulation, and who has worked in partnership with public and
private schools; a parent who has advocated educational opportunities for
these special citizens, and who has pushed for change within the
institutions serving our children.

NASBE was a major supporter of P.L. 99-457 when it was passed by
Congress in 1986; we testified in support of the new Part H program of early
intervention services for young children with disabilities and their
families. Those amendments to the Education of the Handicapped Act
authorized a new formula grant program to assist states in establishing a
statewide, comprehensive, coordinated, multidisciplinary, interagency system
to provide early intervention services for infants and toddlers with
disabilities and their families. One of the reasons we feel this
legislation is so important is because research has shown that early
intervention dramatically improves children’'s physical, cognitive and social
abilities, thus minimizing the effect of existing and potential handicaps.
Given the remarkable capacity to improve children‘’s potential, it is
critically important to evaluate at-risk infants as early as possible with
an eye to sophisticated preventive and therapeutic measures. We know that
the earlier intervention is started, the greater the ultimate dollar savings
and the higher rate of educational attainment.

When Congress established the early intervention Part H program, it was
anticipated that all states would be at or on the verge of implementation of
the 14 required components during the 1991 reauthorization process. It was
believed that five years would be a sufficient time for states to achieve
the policy directives established in the statute. As you are aware, some «-
but not all -. states have been able to keep to this schedule for the Part H
planning and development process. Seventeen states are basically on
schedule. They have made remarkable progress towards achieving the
congressional goals, and they are now preparing to provide services to all
eligible infants and toddlers and their families. Indeed, in most states
there {s convincing evidence of efforts towards implementing a statewide,
comprehensive, coordinated, interagency systed of early intervention
program.

However, it has also become clear that the endeavor states have
undertaken is far more complex and challenging than originally envisioned.
That is why we support the suggestion, made by the Division of Early
Childhood within the Council for Exceptional Children, that a provision be
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included i{n the law enabling states that are not able to meet the
requirements of 4th or Sth year application for funding under the Part H
program to continue to participate and receive an annual allocation equal to
thelr FY'90 allocation. However, we feel it is important to reward those
states with the dedication and resources that have demonstrated full
compitment. Therefore, we also support the suggested amendment that the
current funding mechanism under Part H be amended to provide for a
differential funding formula.

We feel very strongly about this. Many of the requirements of
implementing Part H, including the policy development, approval and
implementation, have been very complicated and time consuming. Part H asked
the states to do something the federal government has been unal:le to do --
in essence, to coordinate activities across different state and federal
programs and across disciplines, creating a statewide system that would
eliminate barriers to financing of services across agencies while at the
same time generating new policies to promote such coordination: it asked
states to generate new fiscal support for early intervention services; and
to establish or change policies and procedures in different programs within
multiple agencias.

This implementation is made even more difficult by the fact that within
states there i{s no one person or agency who has the authority to direct or
command the required action. Lead agencies or Interagency Coordinating
Councils have had to operate through compromise, consensus and negotiation
to achieve the final result. Yet, there {s evidence that these lead
agencles or newly created children’s councils are becoming successful tosls
for addressing comprehensive needs of children.

Another factor contributing to the delay in implementation {s that P.L.
99.457 was based on an assumption that there were a1 lot of services for
handicapped infants and toddlers, but that these services were not
coordinated. The federal funds were meant to enable states to pull together
and coordinate these programs. Yet it is now evident that existing
Yesources are insufficient in most states to make services available on an
entitlement basis, as {s required by law in a state's fi{fth year of
participation.

The deteriorating condition of state budgets also was not anticipated
in 1986. This has had a significant effect on the ability of lead agencies.
1CC's and advocates to gain the necessary support {n states to move towards
full implementation. States are being forced to seek funds for expansion of
Part H services at a time when services for other basic human needs, such as
prenatal and maternity care and other forms of basic health. medical and
social services, are being cut. 1In addition, in states that have enacted
the mandatory special education services for preschool age youngsters to
meet the Part B requirement, it has been particulary difficult to secure
enough funds to adequately support both early intervention and preschool
services.

We hope that Congress will consider the fiscal and programmatic
realities some states are facing in their efforts to implement this
statewlde system of early intervention services during this reauthorization.
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Another important aspect of this legislation concerts services for
infants and toddlers who are at risk of having substantial developmental
delays. P.L. 99-457 gives states the option to serve these children if
early intervention sarvices are not otherwise provided. NASBE believes that
states should be encouraged to serve this population. However, given the
fiscal restraints states are facing, we urge that states continue to have
the option to decide whether or not to include at-risk children in thelr
state plan. We would, therefore. recompend that flexibility be maintained
in the reauthorization amendrents so that each state has the discretion to
define {ts at-risk category for the purpose of this legislation.

Within this framework, it is still possible to provide incentives.
Because the primiry reason states have not included at-risk children in
their definition : € eligible children under Part l{ appears to be financial,
we recommend that wn allotment of discretionary incentive funds should be
created and allocated to states that choose to identify at-risk infants and
toddlers. Discretionary incentive grants would enable states to undertake
expanded outreach to low-income and minority families in generally
underserved populations. States would have to apply for the funds and
specify how they would be used to reach the underserved population. The
grants would be in addition to a state’'s allocation of service funds.

We also believe that the statute should be amended to facilitate a
child's transition from the Part H .o the Part B (Section 619) preschool
program. The artificial separation of Part H and Part B programs has had an
adverse effect on some states thar have a more streamlined approach for
providing programs for these children. We advocate that these programs be
streamlined at the federal level and that states be encouraged to do the
same. In addition, we recommend that the comprehensive, family-centered
approach used for the Part H program should be extended to the Part B
(section 619) program. All eligible children and their families should be
entitled to ongoing assessment and case management, and to the development,
implementation, review and cvaluation of an Individualized Family Service
Plan.

In addition to these recommendations, we have a few others not related
to the reauthorization of Part H, but that pertain to goals of the
Individuals with Disabilities Education Act.

First, we would like to recommend that there be improvements {n the
overall federal coordination of programs for preschool-aged children. There
are many initiatives for targeted populations of preschool-aged children who
may be at-risk of poor health or developmental outcomes. There is a need to
examine the array of programs in order to determine areas of conflict and
overlap with these programs. This is particulary important because of the
mandate to provide appropriate education services to all handicapped
disabled children aged 3-5. Programs that serve this age group, such as
Head Start, state funded preschool programs and state child care programs.
are competing to meet the needs of this population of children.

We would also recommend that the amended legislation authorize a study,
such 1s a GAO report, on the implementation of Part B. The information
obtained should include: data on who receives special education services and
the quality of the education provided; how funds are actually being spent:
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how many children are “"graduating" from special education into regular
education, with particular emphasis on borderline children; and what types
of services and programs do these children move intc vhen they enter a
regular school program. The report should identify ard highlight progranms
that support parent advocacy for locating and developing options for
kandicapped preschoolers, as well as listiug sources of funds for services
to handicapped children ages 3-5.

Moreover, we hops that the subcommittee will consider holding an

oversight hearing to seek answers to some additional critical issues that
are not tied to this reauthorization, but that are under this
subcommittees’s jurisdiction:

o

Should Congress explore or fund research options to study the need to
revamp the current system of special education? The current svstem
model of a separate, special environment {s not only eXpensiva but
research suggests that it is ineffective. (Gartner and Lipsky, The

3 ation: How ).

How should personnel issues be addressed? Currently, thirty percent of
special education teachers nationw/de are on emergency certification
and the turnovar rate for special e “uce.ion teachers is much greater
than that of regular education teachets.

A related question concerns the responsibilities of teachers who work
with medically fragile children -- will Congress look at ways school
systems can meet some of the medical and/or health costs associaced
with these children and provide more direction on this issue?

The splintering of special education into an increasing number of
categories of special education students is an important issue. As
more categories of impairment come under consideration and are included
in the federal law for special education, how will the quality of the
program be affected? On the related issue of A.D.D., can a method of
diagnosis he devised that i{s more objective than the current behavioral
inventories and aneccdotal reportag? Such subjective measures may lead
to an even greater proportion o .oys and minority children and youth
being labeled as handicapped rather than simply being in need of other
considerations or help in the ¢lassroom.

Finally, a sizable population of children are now entering school with
severe emotional handicaps. many of which result from prenatal exposure
to crack and other drugs. Others are emotionally scarred due to
growing up in the destructive environment of the drug world. It is my
understanding that these children are not covered under section 504 of
the Rehabilitation Act unless they are drug addicted. Will Congress
try to incorporate these children into special education policy? Is
this financlally feasible? Will the federal government explore other
answers for educating these children?

Thank you for the opportunity to provide input into the reauthorization

of this {mportant program. I will be happy to answer any questions that vou
may have.

[E
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Chairman Owegns. Thank you.

I want to thank all of you for your testimony. You all have im-
pressive credentials and qualifications. You can be very helpful to
us as we reauthorize this legislation.

Let me ask & number of questions and address them to all of you.
You may put them togeiher as you see fit in terms of the answer.

First of all, cost. We asked Mr. Wilhoit, who is the Executive Di-
rector of the Association of State Boards of Education, and my
friends who are policymakers at either the State level or the local
level. The minute I mention my connection with special education
and disabilities, they throw up their hands and talk about, oh,
those programs are so expensive. We just can’t take much more of
your mandates, et cetera.

So cost, and that is not unrelated to differential funding; so dif-
ferential funding.

We, in essence, let some States off the hook in terms of pressure.
Does that mean that they will continue to pursue the slow—with
all deliberate speed—progress toward reaching the goals that we
had wanted them to reach in five years; or will they merely save
money because of the pressure of the budget, and we will lessen
the momentum of the effort by being too kind in our arrangements
for differential funding?

Also, on the inatter of parents and families being more involved,
even in super-coordination and case management, et cetera, it was
indicated this that might be a cost-saving ‘actor.

On the other hand, there is a great concern about training per-
sonnel and how to train parents to report. Mr. Gallagher, the lead-
off this morning, expressed a concern for personnel by saying we
should have a set-aside; that from the money that States receive,
we should set aside a certain percentage for personnel training.

: Do;es such a mandate solve problems, or does it create more prob-
ems?

And, finally, the President and the Governors have set their
goals. The first goal of the Governors is that every child should
start school ready to learn.

How does all this relate to that goal and what do you think we
can de behind the charge of the President and the Governors, what
can we do to get the kind of program we need or show where we fit
into this all-important every-child-should-start-school-ready-to-
learn? Maybe we are on the cutting edge at this point in terms of
doing that.

I have said a mouthful, and you can take two minutes each to
answer it.

Mr. WiLHorIT. First of all, on the issue of family involvement, my
sense is that one of the problems has been that the system has not
approached families in a way that is conducive to true partnership,
and I am not sure the issue there is cost, but a rethinking of how
schools operate and how their systems operate in relation to par-
ents,

Often we ask them to approve a program that we have in place,
or to work with their kids at home in a way that we have predeter-
mined. We have not asked them to become truly involved in deter-
mining the education of their child. And I think here is where this
program is way ahead of the thinking of education generally.

(R |
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One of the problems is that this program has been segregated,
both at infant and toddler stage, but also during early elementary
ages, and during those—even through the high school ages in the
schools. So one of the issues is going to be, how do you begin to pull
these concepts and pull this community into the mainstream of
thinking about education reform generally?

The second comment I would make on readiness is that I think it
is, if the charge in that first goal of readiness, is every child ready
for school, is every school ready for every child? And it seems to
me that, again, this program is on the forefront of thinking about
what we need to restructure in public education, particularly early
childhood education.

Those ages are now becoming five-, even six-year-olds, all the
way to the fourth graders, eight-year-olds, and so forth; it seems to
me could benefit greatly from what has been done in this whole
area and from the general thinking of those in early childhood edu-
cation.

We, as a national organization, are advocating that the con-
cepts—developmentally appropriate curriculum concepts—devel-
oped by the National Association for the Education of Young Chil-
dren be pushed up into the elementary schools as opposed to the
higher curriculum, high school curriculum, being pushed down and
upper elementary curriculum being pushed down on these chil-
dren; and we think that is a key concept and something that could
be added dramatically to that goal of readiness.

Mr. McWiLrLiams. Mr. Chairman, on the issue of trairing par-
ents, I would suggest that the higher priority is to train profession-
als to support families to do what they feel they need to do, and
there is a difference between support and training of families.

Secondly, I would concur with Dr. Gallagher, my colleague, on
the issue of a set-aside, or at least OSEP research funds to help
those States that need help in tt~ development of a comprehensive
system of personnel development.

And thirdly, regarding the President’s and Governors’ first goal
of readiness to learn, I would suggest that Public Law 99-457 is
more concerned with a closely related issue, which is these chil-
dren’s and families' readiness to live in the most normalized
manner possible.

Mr. JesieN. You did have some very significant questions. Let me
just touch on a couple of points.

Chairman OweNs. I wasn’t serious about the two minutes, really.

Mr. JEsIEN. On the position of States, I think without the differ-
ential participation, we in fact will lose some States and the plan-
ning activitfr; the staff that have been collaborating and working
together will actually stop, and the system will slowly revert to
where it may have been three to four years ago. And so the lead
time to do some additional planning, I think, will not take the pres-
sure off, because that is there and there is a momentum building
up that I think conversely, without the differential participation,
we will really lose the total momentum in some States.

Both in my State of Wisconsin and in others, there almost seems
to be a velocity or a momentum that this law has generated by the

ory fact of families and professionals working together, that as
sOu institute or institutionalize the participation of parents who
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have children, they will keep pushing that system to the best possi-
ble level that it can attain.

And I think that this additional time is absolutely necessery for
some States, and DEC also, in its testimony also strongly recom-
mends that those for States that have kept pace and are ready to
move into the full implementation the Federal Government demon-
strates its commitment by providing direct .~*vice or implementa-
tion dollars, once a State is ready to as- :- full comprehensive
services to all eligible children.

And second, on parent participation, let me give a couple of ex-
amples that we have learned in Wisconsin. None of the grants that
come through from Part H can have a staff that is not, or does not
consist of parents also. One of the rules that we have established in
our State is that the personnel training grants, that the demonstra-
tion sites, the learning programs that we have developed require
that a parent be on there as a paid staff person.

What this has really done is change the complexion or the chem-
istry of the way the early intervention system is evolving, so that
in any training program or workshop or conference, you will see
parents integral on both sides of the podium, if you will, as partici-
pants listening to professionals, and also as providers of informa-
tion, lecturing to other professionals and participants.

I think that one of the most exciting things that I have seen hap-
pening in our States is the recognition of the expertise that parents
have because of the experiences that they have gone through.

And then third, in terms of success for learning, I think Part H
holds within it the capacity to serve as a model for a whole range
of social services that address the challenges that face our society.
In some way, I think each child ready for learning or for school
does not recognize that we don’t need more programs for specific
types of children. I think what we need are comprehensive services
for the primary context of that child, which is the family, that if
we support and enhance that family’s capability, the children will
be provided the most optimal, natural support that we have in our
society.

I would like to see that program’s goals or primary care objective
be broadened so that each family is enabled to provide their chil-
dren with the necessary support to make them ready for their
future lives and educational years.

Dr. McNuLry. Mr. Chairman, let me talk about the first issue of
funding and time lines, because being one of the States that is
trying to do that and one of the States that is in the fourth year,
one of the 17 States, I guess I would like us to reflect on our histo-
ry gust a bit.

omehow we seem to have skipped over the fact that, if ve look
at Public Law 94-142, which came out 15 or 16 years : ;0 and
looked at kids three to 21, with at least setting the expectat on that
we would begin to serve children who were age 3. Over the last 15
years, States have been moving towards that goal of serving chil-
dren three to five. What is it that took so long for States to move
even into the three to five?

I think that really what you found was that there were two
major stumbling blocks, and they were, one, we didn’t have enough
programs in place to have enough of a constituency in place
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throughout our States to affect our own State policymakers. And
that is what affects policy. And the second was, the reason we
didn’t have enough of those was, there wasn’t sufficient funding to
gﬁt programs and services out there to have parents participate in
them.

And I don’t recommend that we wait 15 years for infants and
toddlers, but what we do look at, there is somewhat of a critical
mass of services that we need to get out there, and in order to
effect the change at the State level. That is what we are going
through at this point in time with our infant programs, number
one, trying to develop more programs; but number two, trying to
link the programs that are out there; and three, trying to get the
parents, as the consumers of those programs, to become involved in
:‘he political process, so that we can get statewide services to in-
ants.

The dilemma, again, for that piece is oftentimes we are finding
that families of very, very young children are somewhat over-
whelmed by having a child in the family to begin with, and are not
quite ready to become actively involved in the political process.

So all of that is taking a little more time than we had certainly
hoped, also.

I don’t think the extension is going to take any of the pressure
off. I can guarantee you that the reason that we are in our fourth
year is because of our interagency council that pushed every—that
said, we will stay on the time line. We are going to go for the first
year, the first year; the second year, the econd year. And we kept
pressure on, and kept pressure on the entire State that this was a
commitment that we have made to kids and families.

So I don’t see that that is going to at all take pressure off in
terms of that commitment, because that ball is rolling and it is
very, very powerful.

e second part, I think, is a lot like George. We made a commit-
ment in our State that every project that was funded under Part H
would have to demonstrate the parent/professional partnership.
We have parents involved in every single initiative under Part H,
and that is including all of our training, technical assistance; every
project has parents involved in it. That is the kind of commitment,
I think, that we are seeing.

So while we do want well-traineda professionals, we also want to
balance that somewhat with the needs of families and not get that
out of kilter. And we want parents to assume leadership roles
throughout that system. And if they can be case managers, we
would like them to be case managers. They can be case managers
for another parent, fine.

If we need a professional person to then go in and talk about
how it is you apply for SSI, or whatever, fine; we will do that also.
But we want that kind of partnership, so that is a balance that we
want to find between supporting and empowering parents and
having well-trained professionals.

The second part otp that, I guess, is—one other thing that we have
done in our State is to fund what we are calling “partners in lead-
ership,” which is to take parents and provide them with extensive
amounts of training and awareness to assume leadership positions.
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And this goes back to the first statement around how is it that we
affect that political process.

We have made a very sincere commitment, and that partners in
leadership project is targeted also towards low-income and minority
partners, and it brought those parents in to be a part of the system
and has empowered those parents to assume leadership positions,
which is what we need to have happen in all of our States,

But the last part around the Governors' initiatives of all kids
ready to learn, it is interesting for me, because my Governor is the
head of the National Governors Association Education Task Force
and has taken that position. However, in our State, what you also
find is that the Governor and all of the agency heads started a
policy academy about two years ago to look at, how is it that we
look at State policy and how it affects children, and how is it that
we empower families and children to all be ready for school? And
that does include a major initiative in our State for at-risk kids.
But it also includes issues like health.

I got a note that said, unless kids are healthy, we can’t expect
them to come to school ready also. We have a multiplicity of needs
that families have, including health and social services and educa-
tion and all kinds of supports. That is what Part H is all about—
interlocking all of those initiatives. But, again, that has proven to
be an incredibly complex vndeavor.

I, again, have been in early childhood for, you know, almost 20
years, and I can say that this has been the most complex endeavor
that we have ever undertaken, because of our trying to work with
some agencies to try to get them all to buy into those outcomes.
But I think we have that buy-in; now we are in the political arena
of trying to get politics to work and to look at resources and to
move the agenda down from remediation to prevention. And that is
a major challenge to all of us.

Chairman Owens. Thank you very much. And thank all of you.
We like to believe that this very small program is definitely on the
cutting edge and of viial importance to education in general. And 1
think your testimony certainly has reinforced that belief.

Thank you again for appearing.

The hearing of the subcommittee is now adjourned.

[Whereupon, at 11:45 a.m., the subcommittee was adjourned.]

[Additional material submitted for the record follows.]
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RECOMMENDATIONS OF THE EDUCATION TABK FORCE OF THE
CONBORTIUM FOR CITIZENS WITH DISABILITIES
ON THE
REAUTHORIZATION OF PART H OF THE
INDIVIDUALS WITQ DISABILITIES BDUCATION ACT

The Education Task Force of the Consortium for Citizens with
Disabilities (CCD) is pleased to offer the following
recommendations for reauthorization of Part H of the Individuals
Wwith Disabilities Education Act. These recommendations were
developed following extensive discussion and analysis of the
current implementation of Part H. The €CD is a working coalition
which is comprised of more than 65 national consumer, advocacy,
provider and professional organizations which advocate on behalf
of more than 43 million Americans with disabilities.

RECOMMENDATIONS
Extension of Timelines for lmplementing Part E Requirezents

The Education Task Force of the CCD supports the five years
provided for planning and implementation of P.L. 99-457 as an
adequate period of time for states to arrange the necessary
financial, administrative and service delivery systems to carry out
the mandates of the law. The full intent of the law must be
achieved without further undue delay. The well-being of thousands
of young children and their families would be damaged by a general
extension of planning timelines. CCD is therefore oppcsed to any
general extension of timelines for implementation of this important
program.

However, in order to accommodate states that are having significant

hardship, CCD rocommends addition of a provigion permitting the
sSecretary to grant time-limjted wajvers of specific fourth-vear
reguirements to states which have certified they have had
s cant rdship® in meeting implementation timelines. Aany

such waiver program should include the following criteria:

1. Significant hardship should be defined in terms of obstacles
faced by the state in trying to meet the fourth year
requirements, and should include such things as major economic
difficulties (such as above average unemployment, or a
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substantial drop in rate of state revenue increase);
inadequate training programs of sufficient size and scope for
training professional therapists, case managers, therapeutic
aides, or other personnel needed, thereby resulting in severec
personnel shortages; the inability to obtain meaningful inter-
agency agreements; and the failure of state legislatures to
pass critical enabling laws and appropriate funds.

2. The regquest for the waiver should be certified by the governor
as a way of raising the problem to the highest political level
in the state.

3. The waiver request should be part of the state'’s grant
application thereby requiring public hearings.

4. The waiver would contain a plan for meeting the waived
requirement(s), including specific timelines.

5. The Secretary would have to approve the plan and the
timelines.

6. A state would be granted no more than two one-year waivers.

The state would be eXxXpected to demonstrate that it has
significantly et the first year’s timelines before the waiver
is renewed for a second year.

7. States granted a waiver would receive funding at their third-
year “planning" (FY 1991) allocation level as long as the
waiver is in effect.

Formula For Funding States in the rifth Year and Beyond

CCD recognizes that the way funds are distributed to states will
have a significant impact on the state’s incentive to find and
serve children. A census-based allocation formula is appropriate
for the planning period and necessary because no reliable data have
been available on numbers of infants and toddlers with
developmental delays or disabilities. However, a continuation of
the current census approach as the sole funding mechanism would
reward the state serving fewer children, and would penalize the
staite that has a strong child find system and thus provides
services to a larger number ©f children.

After considerable discussion, CCD recommends moving to a formula
kased on child count, which would provide essential incentives for
states to develop an aggressive child find system. As a state
finds more children, their Part H funding levels would increase.

Q. 20
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However, CCD recognizec that sinco most states lack a track record
for serving Part H children, they will need time to phase-in a
child count system. We also recognize a state’s need for flexible
funds for continued planning, administration, personnel training
and/or tracking "at risk" children. Therefore, CCD recommends that
the Committee consider the following twoepart funding formula:

1. Phage-in of child~Count Formula

States that have begun to coordinate the provision of services
on a comprehensive, state-wide basis would receive significant
additional funds based on the number of children the state
anticipates it will serv.: each year, with an adjustment in the
subseguent year for ¢.er~and under-counting of children
actually served. For pvrposes of the child count allocation,
the eligibility definition adopted by the state would control
the allocation. The child count formula would not begin until

s_second vear of providing services. Funds
during the first year of services (or the fifth year of the
planning period) would be census based. In other words,
states that are "on track" would have the child-count formula
phased-in during year six; states who receive two years of
waivers, as recommended by CCD, would have the child-count
formula phased-in during year 7 or 8.

2. Funding for Administration, Training, and Planning

States would continue to receive a basic level of funding for
their ongoing development of administ:ative structure,
personnel training, and planning. States could also use the
funds to identify, screen and track "at-risk" children
(currently ineligible under the state’s definition) to assure
that if these children begin to display delays that would make
them eligible, they could be referred for needed services at
the earliest possible time. CCD suggests a minimum allotment
of $350,000 per state with upward adjustments for size.

Discretionary Incentive Grant

Part H, like Part B, must be available to all low-income minority
and hard-to-reach families with eligible children. However, for
a variety of reasons ranging from physical distance to cultural
factors, low-income, minority and rural families are less likely
to participate fully in the program. While existing law requires
an on-going outreach and child-find effort, CCD recognizes that
attracting traditionally underserved families is a difficult
challenge which is more likely to be met if states have funds
specifically earmarked for that purpose. Therefore, GCD recommends
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amending Section 623 of IDEA, Farly Education for cChildren with
Disarilities, to specifv a priority for states to undertake
expanded outreach to low-income and minoritv families and other

und (for example, in
many states, rural families). We further recommend report language
spacifying that in implementing such a priority, states be required
to apply for grants and specify how they would use the dollars to
reach underserved populations.

Procsdural Safeguards

The early intervention service system is an entitlement program.
Infants and toddlers who meet the state’s wligibility criteria, and
their families, have a right, enforceable in law, to receive early
in=ervention services and family support services in participating
states.

While infants and toddlers with disabilities and their families are
entitled to early intervention services, participation of families
in the Part H system is voluntary and must remain so.
participating parents must be provided the information they need
to make informed decisions about how their children (and they
themselves) will receive services and supports, and states must
respect parental wishes in this regard. Wwhile Part H regulations
£i1l in a number of yaps in the procedural safeguards system, CCD
has several recommendations for further fortifying parental
protections, as follows: .

1. Confidentiality of records: Public and private agencies
should not be permitted to exchange information freely without
parental consent.

2. Informed consent on IFSP: The IFSP should be fully explained
to and signed by the parents as evidence of their informed
consent to the provision of services in the plan. Farental
consent is “informed" when:

- the parent has had explained to him/her all information
relevant to the activity (ies) for which consent is sought in
the parent’s native language or other mode of communication;

- the parent understands and agrees to the carrying out of the
activity (ies);

- the parent understands and the IFSP specifies which records,

including physical documents and racorded information, that
will be released and to whom; and
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- the parent understands that the granting of consent is
voluntary and may be revoked at any time.

3. Parental riaht to refusal of gome services: Parents may
refuse a particular service recommended by the
interdisciplinary team without jeopardizing their right to
the remainder of services. The IFSP form should allow the
parents to indicate refusal for some of the proposed services.
The parents’ refusal may be overridden only if such refusal
constitutes child abuse or child neglect as determined by
appropriate procedures.

4, a vi s: The natural environment
for an infant is the family; the natural group environments
for infants and toddlers in today’s society are day care
centers, preschools, and other group settings with age-mates.
CCD feels strongly that infants and toddlers with disabilities
should be included in these natural environments consistent
with Title III, Public Accommodations, of P.L. 101=-336, The
Americans wWith Disabilities Act (aDA). We recommend that

d_ | ize t e of
ddlers s
v + We will work with the Subcommittee to
identify statutory language that will operationalize these
values.

Recommended amendment to seotion on Findings

Section 671(a) of the Act lists four findings which set the tone
for this legislation. CCD strongly supports the values embraced
in these findings, with the exception of Sec. 671{a)(3), which
states "to minimize the likelihood of institutionalization..."
Since we nhold fast to the belief that individuals (especially
infants and toddlers) should be in communities, not in
institutions, we stronaly urge t i e

finding _to  read: "to  eliminate the  likelihood _ of
dnstitutionalization..."”

Inclusien of Assistive Technology Services and Devices Under the
Definition of Early Intervention Services

CCD recognizes the critical importance of assistive technology in
liberating many infants and toddlers with disabilities and their
families from barriers encountered in all aspects of daily living,
and in significantly enhancinc learning and development. We have
been made aware of many instances in which the provision of
assistive technology has dramatically altered prospects for a
child’s future - where access to technology has resulted in labels
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being dropped, in the provision of opportunities in integrated
environments, in increased confidence and ability of the child, and
in changed perceptions of the child oy the family and others.

Assistive technology is currently included in the regulations to
the Part H program. CCD believes that adding it to the statute
will clarify that these important supports are included as part of
early intervention services for those infants and toddlers and
their families who can benefit, and thus ensure their provision
when appropriate. W isti

B8
intervention services under Section 672(2).

Reconmended Amendments to Definitien of Qualified Personnel

1. Inglusion of Marxriage and Familvy Therapjsts

CCD recommends that marriage and familv therapists be added to the
of cualified pers: 7 . Marriage and

List of aualified personnel under Sec, 672(2)(F)

family therapists are uniquely qualified to provide services within
the Part H program. Not only do they provide important family
assessment, counseling, and psychological services (all of which
are already enumerated in the statute), but they do so from a
fanmily systems perspective. Marriage and family therapists utilize
family systems theories and intervention techniques in providing
eftfective service. As a matter of course, they recognize the
family as central to the development of its own therapy plan. They
therefore, like the Part H program, support rather than supplant
the family through therapy.

2. Inclusion of Ped i

Pediatricians, as the providers of primary health care services for
infants and toddlers, often assume the responsibility to perform
medical services for diagnostic or evaluation of developmental
delays and related conditions. Pediatricians also provide early
identification, screening and assessment services, and health
services necessary to enable the infant or toddler tc benefit from
other early intervention services. Pediatricians are an integral
part of the early intervention team, aleng with other physicians
who might be involved in the screening, diagnosis and assessment
of developmental delays and disabilities. CCD therefore recommends

that ‘“pedjatricians and other physicians®
definition of ayalified personnel under Seg. 672(2)(F).
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Consideration of Vision and Heariug Needs

In severul places throughout the Act, by omission of retferences to
hearing and vision services, infants and toddlers with vision and
hearing disabilities could be in Jjeopardy of inadequate
identification and service delivery.

8

amendmi
gceur., We will provide a list of specific references to address
this issue.

Issues Relating to Case Management

CCD recommends that the term "case management" be replaced by
“service coordination®, and that family members be able to act in
this capacity when they so choose.

1. Change in Termipology from Case Management to Service
imats

Families consistently tell us that they do not want to be referred
to as ‘“cases" nor do they want their 1lives "managed." ¢Cb

mmmmmuumwmuﬁ_ug
—_e.m_n_m_&nuﬂ_mg___egumgmms_mﬂnf_ga_:

! I at__succeedjng

[0 tion® ieu

of 'case management." in order t9~91g:;£x_;hg_g:;qina1_1ntentkgf
W_== vi

The term service coordination is compatible with the current Part

H regulatory definition of "case management." Because of concern

over potential jeopardy to Medicaid financing for "integrated case

management", we further suqgest inclusion of report language to

ify that the Committee jntends for the Secretary of HHS to
continye to fund service coordipation activities for Part H under
1o -," <A1 «FE-1tI) e 71 ," a e LS4 S NMAlIgUEINEIt

2. Fa; Vi Q0 rs

CCD recognizes that a second issue with respect to services to the
family is the current regulation which precludes family members
from serving as the case manager (service coordinator) for their
child. Some families may wish to share the service coordination
responsibility with a professional. §;g;g;9;q__gn§ngg§ a;_
recommen W S W

ate ry cgmnatgngies_;n_gggg; to

coopdinators to demonstrate necessar
assume that resvonsibility for their familv member,
ether _qu d __personnel. This can be

commensurate with atified
accomplished by expanding the definition of the term “"gualified
personnel" to include "family members trained in the delivery of
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gervice coordinution® (case management). The IFSP section should
also be amended to include the possibility for a family membe.
serving as service coordinator, with accompanying report language
addregsing the need for familv tr i is
role. Each state must indicate in their state plan hcw training
will be accomplished, such as through use of the Parent Training
and Information Center.

Minority and Cultural Issues

CCD believes that the statutory language in Part H should emphasize
that early intervention professionals be sensitive and responsive
to the reeds of children and families from diverse cultural and
language backgrounds. Families will have different cultural
histories, values, and beliefs that must be recognized and
acknowledged. Families may differ in their views of medical care,
the meaning of a disability, and in childrearing practices. They
may also differ in their willingness to sest help, in their
communication style, in the amount and type of their participation,
in their goals and in the involvement of family menbers.
Professionals need to be sensitive to such cultural differences,
and demonstrate & willingness to adapt to and respect the diverse
needs of families and children from different racial and cultural
groups. CCD recommends that language be added to the A : to

se it _are
culturally unbiased, and addressing training needs in the service
; . A

Clarification of the FTanily as Locus of Control of Services

Current "best practice" in family support suggests that family
support is much more than a "program" =-- it is an attitude. The
legislative history and intent of the Part H program supports this
approach by recognizing that primary care giving for infants and
toddlers belongs to families -- not to systems, agencies and
professinnals. The legislation builds on the presumption that
families have strengths, are competent, and know a lot about what
they need. Unfortunately, language in the statute has been
interpreted by some professionals in such a way as to allow thenm
to approach families from a deficit/dysfunctional perspective,
rather than a competency perspective, and does not clearly indicate
that the family is responsible for directing the services and
supports which they feel would be of greatest benefit.

: his
= i i y reflected ;
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statutory lanauage. We will provide a list of specific references
for inclusion as "clarifying" amendrents to accomplish this goal.

Training

1. Parent Trajninag and Support

CCD has identified a clear need to increase parental ability to
participate knowledgeably in the determination of scope and
intensity of service .:eded by their infants and toddlers. Under
Part D of the IDEA, parent information and training activities are
carried out through federally funded Parent Training and
Information Centers (PTI) and the national Technical Assistance
for Parent Programs (TAPP). Currently, each of the fifty states
has a Parent Training Center. Although the language of the statute
does not differentiate between the needs ¢of parents of infants and
toddlers and parents of older children, in practice the Centers
emphasize training and information for Part B parents.

oCD recommends that Congress modify the current emphagis and

for the Parent Training and Information Cepnters

{PTI) under Part D so that parents of children of all ages can
equally benefit from the informatjon and training support they
jde. Further, we recommend that each funded Parent Training

and Information Center receive an additional $50,000 per year to
serve parents of infants and toddlers, thus increasing the
authorization levels for the PTI to $3 million.

2. Inservice Training

CCD recognizes thui severe shortages of trained personnel are a
significant “arri«r to implementation of the Part H program. CCD
is current.y work.ag on recommended provisions for inservice
training to he inciuced in the reauthorization legislation. We
anticipate thal this will entail amendments to Part D, Section 632
nf IDEA, with tk’ addition of a separate authority for Part H
ingervice traiaing.

7.C.C. Conprsitica

C2D recsunizaes that ane of the underlying principlas in Part H is
the inciusion of infants and toddlers with disabilities and their
families ir. tne mainstream of comnmunity life. Nevertheless, the
usual practice .: most communities and states is to exclude
represcatatives of generic community resources from policy and
program planning. This traditional practice often results in these
generic resources being perceived as a part of the problem. By
including individuals representing these resources in the planning

L 27()
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process, we have the opportunity to let them become part of the
solution. This value~based policy takes on further statutory
importance as a result of the specific listing of day care centers
and private preschools as entities required to be in compliance
with the public accommodation mandate of Title III of the Americans
with Disabilities Act.

Therefore, CCD recommends that statutory lapgyage regarding the
1.6.C. specify that it’s composition include at least one provider
L _Dre= swvices, and that at least two
L] "

In addition, in view of the increasing role that third party
private insurance is expected to play in the financing of Part H
services, we recommend that the statute be amended to mandate that
e Gov ! tments ¢o the I.£.¢. must ke the state
. This person’s presence on the I.C.C., will
greatly enhance their understanding of the program and facilitate
improved communication for families, providers and policy makers

with insurance companies.

CCD further e Di i

te ach state be included on the I.C.C. 1In
addition, because of the importance of parental participation on
this Committee, CCD recommends that as a state expands the I.C.C.
composition to incorporate these recommendations, the overall
percentage of parents be maintained.

r.1.C.C. Authorization

The Part H reauthorization legislation should provide a formal
authorization for the Federal Interagency Coordinating Council
(FICC) aiong with language focusing it’s operations, CCD will
provide additional recommendations on the composition of the FICC,
and its recommended responsibilities for developing a formal plan
outlining the specific role of each agency in facilitating
implementation of Part H and interagency activities. <CCD further
rezommends that the Secretary o©f Education be given the
responsibility to ensure that the FICC is fully staffed and
operational.

Sohedula of 8l1iding Feea

The Findings in P.L.99-457 relative to the establishment of the
Part H program strongly state the benefits to society, to
taxpayers, and to state and federal government, . well as to the
child and family, of the provision of family-centered early
intervention and family support services in order to reduce
educational costs to society, to minimize the 1likelihood of
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institutionalization, to maximize potential for independent
living, and to enhance the capacity of families so that they will
not seek out of home placement.

Current law allows the use of a sliding fee schedule in the
implementation of the Part H program. cCD {8 concerned that a such
a fee schedule s _a E ' i i )

~1= 1<, Qcessa .. -1 ¢ = = (1S3 1 = As ‘%l' =
of the program. We realize the critical importance of accessing
Medicaid to fund some of the early intervention services authorized
under Part H. We further recogrize that ability to pay technically
cannot be a reason to deny services. However, we question whether
(*) ule e

s . In addition, we are
particularly concerned about the sliding fee schedule in light of
the President’s budget reguest, which emphasizes that the
Department of Education intends to actively promote such a system.
For many non-Medlcaid services, the costs of administering a
program of sliding fees essentially "washes out" any financial
benefits gained from such a program.

CCED_strongly recommends that the sSubcommittee carefully examine
MMMBJFMMLMJW
erder to Dbetter understand it's practical effect on infants and
toddlers with disabilities and their familjes. &CD is strengly
opposed to the addjtion of anv provisiens which would mandate. or
w W ’ dinag

nt ad .

Authorisat. . Level

The Part H program is responsible for assuring that the eligible
child and family obtains the services they need. It is not
expected, however, to be the sole source for financing services.
Other programs and resources, such as Medicaid Maternal and child
Health, private insurance, and designated state funds, are expected
to finance gervices for which they are responsible. As the law is
structured, the Federal authorization level for Part H is the
remainder required after all other sources of financing are
subtracted and a state share factored-in.

Very preliminary indications are that states have identified
200,000 children as eligible for Part H services. The average cost
of service is unknown. The actual cost of implementation wiil vary
from state to state, due to factors such as state eligibility
criteria, method used for determining costs, prevalence and
utilization rates, average length of time served, and scope and
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frequency of services provided, Preliminary cost-estimate surveys
indicate that average per-child costs are substantially higher than
the $1,000 per child formula CCD is recommending for consideration.

Therefore, given the case load and the provision that Part H is the
payor of last resort, we believe that authorization for fiscal vear
1992 should be a minimum of $250 million. That level would provide
an average of $1,000 as the "residual" cost of per-child service,
and a reasonable level of census-based funding for continued state
planning and administration., Higher authorizations would be needed
for each subsequent Yyear as the number of eligible children
increases.

R7.



