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FIELD HEARING ON THE REAUTHORIZATION
OF THE EARLY INTERVENTION AND PRE-
SCHOOL PROGRAMS UNDER TBE INDIVID-
UALS WITH DISABILITIES EDUCATION ACT

MONDAY. MAY 6, 1991

HouSE OF REPRESENTATIVES,
SuBCOMMITTEE ON SELECT EDUCATION,
CoMMITTEE CN EDUCATION AND LABOK,
Brooklyn, NY.

The subcommittee met, pursuant to notice, at 4:18 p.m. in the au-
ditorium of Clara Barton High School, 901 Classon Avenue, Brook-
lyn, New York, Hon. Major R. Owens [Chairman] presiding.

Members present: Representatives Owens and Payne
LoSta'ff present: Pat Laird, Maria Cuprill, Wanser Green, and Sally

vejoy.

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

There has been a delay in the arrival of Congressman Donald
Payne. However. if there is no objection we will proceed. No objec-
tion.

Recently the President unveiled his “America 2000 educational
proposal to r ove the national education goals ahead. Among them
18 goal numb.:r cne that our children should begin school ready to
learn. And beneath that goal are a number of objectives which call
for starting the process of preparing children for school, even
before birth.

Althougn I applaud the initiative and find many positive aspects
to the Fresident's proposals, the proposals fall short of projecting
the kind of overwhelming effort needed for the transformation of
American education.

We need to start first at the front end of that transformation,
and that means preventive and early interver.tion strategies and
services. Unless we start at birth, many of our children will not be
ready for school.

It only seems appropriate during this reauthorization that we ad-
dress the at-risk factors that prevent school readiness.

Two recent reports, “Every Child a Learrer” by the Education
Commission of the States, and ‘“Five Million Children” by the Na-
tional Center for Children in Poverty previde some alarming facts.

Fact No. 1: About 6.9 percent or 260,00 children each year are
born at below-normal rates. These children are at particularly at-
risk for visual and auditory impairments and learning disorders.

th
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tl;‘otc))_r women are more likely to deliver these low birthweight
abies.

Fact No. 2: Around 40,000 babies per year are born with fetal al-
cohol effects resulting from alcohol use during pregnancy.

Fact No. 3: Drug abuse during pregnancy affects about 11 per-
cent of newborns every year causing developmentai deiay and
learning difficulties. AIDS is now the ninth leading cause of death
among children 1-4 years of age.

Fact No. 4: Poor children are exposed to higher doses of lead in
their environment than are other children. The highest prevalence
of lead poisoning has been recorded for poor black children living
in decaying inner-city neighborhoods.

It is clear that an investment in early childhood programs is crit-
ical to the prevention of later educational failure. Only through
early intervention services, screening, diagnosis and treatment, can
these children be given anv hope of successful educational out-
comes.

At our last hearings we were wold that only 10 of the 50 States
intended to serve at-risk children under Part H. New York State
was not one of those 10 States. Six of them wiil serve both biologi-
cally and environmentally at-risk children. -

Unless we mount an overwhelming effort, comparable to fighting
and winning a war, our society will be forced to deal with the care
and treatment of unhealthy children who will grow up with long-
term disabilities or have difficulty becoming self-supporting adults.

The testimony presented today will ascertain the extent to which
at-risk children have been identified and served, and will assist us
in making decisions that would encourage more States to serve
these children.

[The prepared statement of Hon. Major R. Owens follows:]
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OPENING STATEMENT OF
HON. MAJOR R. OWENS, CH2IRPERSON
SUBCOMMITTEE ON SELECT EDUCATION
FIELD HEARING ON THE REAUTHORIZATION
OF THE EARLY INTERVENTION AND PRESCHOOL PROGRAMS
UNDER THE INDIVIDUALS WITH DISABILITIES EDUCATION ACT

BROOKLYN, NEW YORK
MAY 6, 1991

RECENTLY, THE PRESIDENT UNVEILED HIS "AMERICA 2000"
EDUCATION PROPOSAL TO MOVE THE NATIONAL EDUCATION GOALS
AHEAD. ALTHOUGH I APPLAUD THE INITIATIVE AND FIND MANY
POéITIVE ASPECTS TO THE PROPOSAL, IT FALLS SHORT OF
PROJECTING THE KIND OF OVERWHELMING EFFORT NEFDED FOR THE
TRANSFORMATION OF AMERICAN EDUCATION. WE NEED TO START AT
THE FRONT END OF THAT TRANSFORMATION, AND THAT MEANS
PREVENTIVE AND EARLY INTERVENTION STRAfEGIES AND SERVICES.
UNLESS WE START AT BIRTH MANY OF OUR CHILDREN WILL NOT BE
READY FOR SCHOOL. IT ONLY SEEMS APPRCPRIATE DURING THIS
REAUTHORIZATION THAT WE ADDRESS THE AT-RISK FACTORS THAT
PREVENT SCHOOL READINESS.

TWO RECENT REPORTS--"EVERY CHILD A LEARNER" BY THE
EDUCATION COMMISSION OF THE STATES AND "FIVE MILLION
CHILDREN" BY THE NATIONAL CENTER FOR CHILDREN IN

POVERTY~-~PROVIDE SOME ALARMING FACTS:

® ABOUT 6.9% OR 260,000 CHILDREN EACH YEAR ARE
BORN AT BELOW-NORMAL WEIGHTS. THESE CHILDREN

ARE AT PARTICULARLY HIGH RISK FOR VISUAL AND
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AULITARY IMPAIRMENTS AND LEARNING DISORDERS.
POOR WOMEN ARE MORE LIKELY TO DELIVER LOW-

BIRTHWEIGHT BABIES.

e AROUND 40,000 BABIES PER YEAR ARE BORN WITH
FETAL ALCOHOL EFFECTS RESULTING FROM ALCOHOL

USE DURING PREGNANCY.

e DRUG ABUSE DURING PREGNANCY AFFECTS ABOUT 11%
OF NEWBORNS EVERY YEAR CAUSING DEVELOPMENTAL
DELAY AND LEARNING DIFFICULTIES. AIDS IS NOW
THE NINTH LEADING CAUSE OF DEATH AMONG CHILDREN

1-4 YEARS OF AGE. -

e POOR CHILDREN ARE EXPOSED TO HIGHER DOSES OF
LEAD IN THEIR ENVIRONMENT THAN ARE OTHER
CHILDREN. THE HIGHEST PREVALENCE OF LEAD
POISONING HAS BEEN RECORDED FOR POOR BLACK
CHILDREN LIVING IN DECAYING INNER-CITY

NEIGHBORHOODS.

IT IS CLEAR THAT AN INVESTMENT IN EARLY CHILDHOCD PRO-
GRAMS 1S CRITICAL TO THE PREVENTION OF LATER EDUCATIONAL
FAILURE. ONLY THROUGH EARLY INTERVENTION SERVICES,
SCREENING, DIAGNOSIS AND TREATMENT, CAN THESE CHILDREN BE

GIVEN ANY HOPE OF SUCCESSFUL EDUCATIONAL OUTCOMES. AT OUR

-~



LAST HEARINGS WE WERE TOLD THAT ONLY 10 STATES INTENDED TO
SERVE AT-RISK CHILDREN UNDER PART H; SIX OF THOSE WILL SERVE
BOTH BIOLOGICALLY AND ENVIRONMENTALLY AT-RISK CHILDREN. UN-
LESS WE MOUNT AN OVERWHELMING EFFORT, COMPARABLE TO FIGHTING
AND WINNING A WAR, OUR SOCIETY WILL BE FORCED TO DEAL WITH
THE CARE AND TREATMENT OF UNHEALTHY CHILDREN WHO WILL GROW UP
WITH LONG-TERM DISABILITIES OR HAVE DIFFICULTY BECOMING SELF-
SUPPORTING ADULTS.

THE TESTIMONY PRESENTED TODAY WILL ASCERTAIN THE EXTENT
TO WHICH AT-RISK CHILDREN HAVE BEEN IDENTIFIED AND SERVED,
AND ASSIST US IN MAKING DECISIONS T:!IAT WOULD ENCOURAGE MORE

STATES TO SERVE THESE CHILDREN.
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Chairman Owgens. We have a list of invited witnesses, but we
shall also extend the hearings, on an open .nike basis to any guests
who would like to testify following the invited witnesses.

We’ll begin with panel 1 consisting of Mr. Tom Neveldine, Assist-
ant Commissioner, Education of Children with Handicapping Con-
ditions, and Dr. Allan Noonan, Office of Public Health, Albany,
New York. Mr. Neveldine will be accompanied by other staff. No?
Dr. Allan Noonar Dffice of Public Health, Albany, and Mr. Steve
Held from Just Kids, Middle Island, New York.

We're laboring today under a bit of a handicap with only one
mike that amplifies, so please pass the mike from witness to wit-
ness.

We'll start with Mr. Neveldine.

STATEMENTS OF TOM NEVELDINE, ASSISTANT COMMISSIONER,
EDUCATION OF CHILDREN WITH HANDICAPPING CONDITIONS;
DR. ALLAN NOONAN, OFFICE OF PUBLIC HEALTH, ALBANY,
NEW YORK; AND STEVE HELD, JUST KIDS, MIDDLE ISLAND,
NEW YORK

Mr. NeveLDINE. Thank you Chairman Owens. I appreciate this
opportunity to provide testimony regarding the provision of special
education in New York State.

Since the New York State Department of Health is the lead
agency for implementation of programs under Part H, representa-
tives of that agency will fully comment on those programs. Mr.
Edmund Cortez of our department will, however, provide testimcny
for the record.

I’'m here today for realiy a secondary purpose, not only to talk a
little bit about preschool but to address the progress that has been
made in regard to the compliance issues in the New York City edu-
cation system.

So I was wondering if you'd like me to begin with that overview
or if you prefer to talk about the preschool ares.

Chairman OweNs. You may begin with what ever is——

Mr. NeveLDINE. Okay. Let me give ycu a quick synopsis, I've pro-
vided testimony for the record, just to bring you uvp to date on
where we are.

The most long-standing issue in New York City’s special ed pro-
grams has been the waiting list for evaluation and provision of in-
structional and related services. This issue goes back before Public
Law 94-142 and has been the subject of ongoing litigation for over
12 years under the Jose P. court case.

We've been actively involved in working with the plaintiffs and
working with the New York City Board v, Education to bring a res-
olution to these compliance problems over the past 12 years and
particularly have been very active in the past two.

We've been withholding the IDEA-B funds, formerly known as
the EHA Part B funds, for the 1989-90 and 1990-91 school years
pending the resolution of the compliance issues.

To insure that the current progress that we've been seeing in
recent months continues, key staff members of the department in-
cluding Deputy Commissioners Meano and Walton, have been
meeting on a monthly basis with members of the board, and we

|
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have been reviewing all the compliance issues. So I just want to go
through those very quickly.

First, in terms of the waiting list for evaluation, the current ex-
ecutive director of the division, Mr. William Rojas, under his lead-
ership we’ve geen significant progress, which is included in Attach-
ment A, in terms of the waiting list for evaluation.

Just as an example, the list of students awaiting evaluation for
more than 30 days in September was 8,605. That’s been reduced as
of February to just slightly over 4,000. Awriting placement for
niore than 60 days was over 20,000 in September and that’s been
reduced to 6,500 as of the end of February.

The one area that continues to be problematic is the waiting list
for related services which was at 10,100 at the end of September
and is currently, as reported the last figures at the end of January,
was 11,600. So the shortages in the area of speech, physical ther-
apy, occupational therapy and bilingual staff have a significant
impact on the lack of progress in that area and we’ve been working
with the board. However, in the other areas we are seeing progress.

We are also discussing with the City University of New York and
working with the board, ways in which we can train and get more
qualified bilingual staff members especially into the system. /.ud
we're considering now grant proposals and the use of discretionary
funds to start up son.e new programs in the city.

The second issue deals with absent paraprofessionals and absent
1esource room teachers. We've had a problem in that when these
staff members have been absent for long periods of time there
hasn’t been coverage. These have been the subject of some of our
ongoing discussions with the city. They both relate to important
provisions included in students’ Individualized Education Programs
and obviously have to be provided for.

We have received a plan for the coverage of paraprofessionals
now from the city which has been deemed acceptable so we'll be
monitoring that implementation. We are still awaiting a plan for
coverage Ior resource room teachers when they’re absent for long
periods of time.

The third issue deals with tran.;porting students who ar» at‘end-
ing non-public schools to neutral sites for special ed sevices. This
has been another issue that’s been long-standing with th.- rity. The
board has acknowledged its legal obligations now for those students
and has agreed to develop a plan and we expect to receive that
plan by the end of May.

Item 4 deals with consultant teacher services. This particular
service in special education became part of New York State's con-
tinuum services in 1988 but has not been implemented yet by the
New York City Board of Education.

We have provided some discretionary funds for pilot prujects
even in advance of that becoming part of the continuum and did
receive the approved plan in June 1989.

However, that plan has stili not been implemented. The board
has agreed to submit a revised plan by September for implementa-
tion in September 1992.

Ore of the other major changes we're making in terms of re-
sources and staffing is that in our New York City regional office
we're going to be allocating at least 40 percent of our discretionary
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funds now for our technical assistaats activities to assist the city in
coming into compliance. One example is we have 50 special educa-
tion training and resource centers around the State, that’s current-
ly about a $6 million project statewide. New York City currently
receives about $1.3 million. That grant is going to be increased to
33 million next year.

And similarly with other kinds of grants that are available
through our Office of Technical Assistance, we are going to insure
that an equitable proportionate share of those resources are devot-
ed to the New York City office and also maintain and augment our
current ongoing monitoring in each of the compliance issues on a
monthly basis.

And we believe that the current progress is promising. However,
we know we need to continue to monitor and to provide more tech-
nical assistance in order for the city to get into compliance and to
sustain that compliance.

And finally, one other issue that we've been reporting as an area
of concern in our report to the governor each year deals with the
overrepresentation of Blacks and Hispanics in special education.
This particular issue we know on an aggregate basis, we have a
problem in our State. Unfortunately, we like many States, have not
collected the appropriate data in terms of our annual child count to
the Federal Government and identifying specifically the race of the
students and in some cases the gender.

So in a current survey done by the National Association of State
Directors they indicated that only 23 States currently collect that
information on the child count that's reported to the Federal Gov-
ernment by race so obviously we have some work to do in that
area.

We also intend to conduct a study to see if we can determine
what the causes of the overrepresentation are in terms of particu-
lar regions in the State. So that kind of brings you up in a very
quick summary in terms of our activities in New York City.

Chairman OweNs. You also noted that you want to make some
comments on Public Law 99-457.

Mr. NEveLDINE. The 3 to 5 portion I'd like-——

Chairman OwegNs. And you also have testimony submitted by
Lawrence C. Gloeckler? Is that from your department also?

Mr. NEvELDINE. Yes. And Mr. Cortez is here to address any ques-
tions. However, that responsibility is really the Department of
Health's in our State, so perhaps you want to defer some of the tes-
timony, the presentation to them and then I'll pick up with the 3
and 5 year olds.

Chairman OweNs. Do you want Mr. Gloeckler's statement to be
entered fully——

Mr. NEVELDINE. Yes.

Chairman OweNs. {continuing] for the record I assume.

Mr. NEVELDINE. Yes.

Chairman Owens. Without objection, we'll enter Mr. Gloeckler’s
statement into the record along with your statement.

Mr. NEVELDINE. Okay.

Chairman OwegNs. You may make any remarks you wish in addi-
tion to that.
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Mr. NEVELDINE. Okay. I just wanted to make a few quick com-
ments in regard to our preschool program which was enacted into
legislation July of 1989 which deals with 3 and 4 year old children
with handicapping conditions.

We've recently developed a legislative proposal to assist us in
being better prepared for the entitlement this July 1991, and I just
want to highlight some of the changes we're recommenaing to the
legislature to improve the current service delivery system and posi-
tion ourselves for that entitlement on a statewide basis.

First of all, the eligibility criteria is one of the issues. In our leg-
islative proposal we're providing broad language and I realize
there’s a current discussion going on in terms of the 3 year age as
being a firm date upon which the child has the trans’tion or be in
and funded by the 3 and ' year old portion of the pres .hool system.

We, like many States, believe there should be more flexibility ob-
viously in determining when that 3 year age should be implement-
ed, and we're providing broad enough language in the legisiation so
that if the Federal Government does change their mind on that, we
can accommodate either way but we will be in compliance with it.

One of the major issues in the preschool program for us, and
major issues of debate, I guess, over the last few years we’ve been
implementing, has been the issue of eligibility and a classification
scheme for that. We currently have the 11 handicapped conditions
similar to what we have in school age in terms of identifying chil-
dren who wou!ld be eligible for that system.

And there’s been a lot of discussion, not only by the Commission-
er’'s Advisory Panel for Special Education but other groups among
the State who have an interest in this program, about looking at
whether or not classifications such as learning disabled and emo-
tionally disturbed make sense for children who are 3 years of age, 4
years of age or whether we should look at some other kind of a
system.

So in response to that, our legislation talks about having public
hearings on the issue and also consulting with our advisory com-
mittees and then bringing regulations under the commissioner’s
authority in March of 1991 for implementation in July of 1992. So,
in other words, it would give us one more full year.

We're also looking at providing more flexibility. We’ve had diffi-
culty in terms of having enough evaluation capacity under the pre-
school bill. And currently to be an evaluator you have to also be in
an approved program and that’s caused some problems in terms of
cutting out some of the clinics and hospitals and other agencies
that have previously been involved in doing evaluations.

So our proposal really seeks to reinstitute that flexibility and
allow school districts or approved programs or clinics to be evalua-
tors. And as a companion piece we would set a separate rate for
those to encourage that to occur. So we think that will be helpful.

Another change we’re making is to allow related services to be
provided at more locations determined by the Board of Education.
Currently a child would have to be in a nursery school or a day
care school to get a related service such as occupational therapy or
speech therapy. And we found that in some low-income areas fami-
lies cannot afford day care and so it works against them in terms
of getting services to their child.

1.
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So our proposal would allow the Board of Education to allow re-
lated services to be provided at family day cares at the site of a
provider, at a clinic, and really expanding the range including, in
some unique cases, even the home so that all children can take ad-
vantage of the services.

And finally, we’re looking at—in terms of :east restrictive envi-
ronment—to put a focus on the preschool’s multi-disciplinary team
to look at related services first before they look to more restrictive
programs; full day kinds of programs for children to make sure
that with the new flexibility we're using the itinerant services,or
related services to the maximum degree before children get in
more restrictive programs.

So that’s the substance of the legislation we proposed. And I'm
sure other individuals will be commenting on the 3-4 year old
system. Thank you very much.

[The prepared statements of Tom Neveldine and Lawrence
Gloeckler follow:]

Y
..
~
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New York State Board of Regents
and the New York State Education Department

to
The Subcommittee on Select Education
Committee on Education and Labor
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with respest to
IDEA, Part H and
Special Education Compliance 1in New York City

May 6, 191

Presented by:
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Chairman Owens and Subcommittee Members:

I appreciate this opportunity to provide testmony for the New York State
Education Department on the provision of special education in New York State. Siee
the New York State Department of Health is the lead agency for implementiation ot
programs under Part H, representatives of that agency will comment tully from their
perspective. Our Department has provided testimony for the record and Mr. Edmund
Cartez will respand to any questions regarding our testimony. [ would iike to address the
progress that has been made in some of the problematic arean relating to special
education in New York Gity and to outline the status of each of the major outstanding
complignce 1ssues and the steps that the Edacation Department is taking in order to
resulve these issues,

The most loag-standing ixsue in New York City's special education programs has
heen the waiting list for evaluation and the provision of instructional and related services.
This is an issue which antedates the implen entation of P.L. 94-142 and which has proven
relatively intractable despite interventions by the state court system, the Commissioner of
Education, and finally the Eastern District Federal Court as a result of the Jose P.v. Subol
viise. The continued existence of the wating list has, in fact, resulted in two contempt
findings against the New York City Board of Education by Judge Eugene Nickerson, the
judge presiding in the Jose P, case, the most recent of these accurring in June, 1990,

The New York State Education Department hias been actively invalved in trying to
resulve the waiting st and other serious comphance problems over the past twelve vears

and hus been particularly active in the past two. As indicated to Chinrman Owens in a
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letter from Commissione Sobol on August 10, 1991, the Denartmeni has been withholding
the cny's IDEA-B funds for 1989:90 and 199091 pending the completon of certin
carefully defined activities. To dute, these tumis have not been released, although it
appears that some of the identificd ssues bave been resohved and that the ity is making
progress on others.  To ensure that tivs progress continues, staff members of the
Department, led by our Deputy Commissioners for elementary nnd secondary education
programs, have met with key Board of Education staff -in a monthly basis to review the
ssues item-by-item and to recewe monthly progress reports. Comnnssioner Sobol will be
aiecting with Chancellor Joseph Fernandez in the near future to outline the specific
conditions for release of the Federal funds for 198990, 1990-91 and 1991-92 and to
reaftirm the joint respomtbilitics of the Board of Education and the Department in
resolving the long-standing compliance ssues in special education and the related Jose P.
ligation,  Follow-up meetings will be held with .ne Board of Regents and the plaint{is
in that litigation to ensure all responsible parties are clearly apprised of the steps whien
need to be taken in this matter.
I would like to provide you with the current status of each unresolved issue and
give you a brief overview of our Action Plan.
1. Waiting Lists for Evaluation and Delivery of Services.
The current Executive Director of the Division of Special Education, newly
appointed in September, 19%9), has been able to make sigmificant progress in
reducing waiting lists for evaluation and placement. (The data delineating the

progress from September, 1990 through February, 1991 are attached as Appendix
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A.) The most significant gains have been made in evaluating and delivering
services in a timely fashion to monolingual English speaking students.  While
some progress has been made in evaluating und delivering umely services
children whose printary language is other than English, a shortage of
appropriately trained personnel who also speak other languages and have the
requisite background s bibingual education or English as a Second Language has
made this a more ditticuit problet to resolve. The long-term solution will be to
train nore people with <hiils in other languages in tie ceeded areas of special

education.

Discussions are currently underway with branches of the City University to
encourage them to increase their program ofterings in bilingual special education
and other special education shortage areas. 1t is our hape to be able to provide
funds for progrum development, as well as to provide some scholarships to
qualitied candidates who would commit themselves to working in New York
City's special education programs for a specitied period of nume following the

completion of their trimning.

. Coverage for Absent Classroom Paraprofessionals and for Absent Resource

Room Teachers
These are both nsues that relate to the implementation of students’

[ndividualized Education Programs  (IEFs). Until  recently, when a

» —an
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paraprofessional assigned to a special education classroom was absent or when
a student’s resource room teacher was absent for an extended period, these
absences were not covercd, despite the tact that the associated services were
included in students” [EPs. At the present time. a plan for covering
paraprofessionals’ absences has been implemented as of carly April, 1991. A
plan for covering the absences of resource room teachers is being developed. The
implementation of the plan addressing paraprofessionul absenzes and the
continued development and suhsequent implementation of the plan addressing
resource room teacher absences will he monitored to assure that full compliance

is achieved.

. Transportation of Students Attending Non-puhlic Schoo!s to Neutral Sites for

Special Education Services
This ssue remains unresolved. However, some progress has been made in that
the Board of Education has acknowledged its legal obligation to provide such
transportation and has agreed to develop a plan by the end of May,1991 for
identitying the eligible students and transporting them in a manner consistent

with that prescribed in their 1EPs.

- Implementation of Consultant Teacher Services

Consultant teacher services became part of the continuum of services for students

with disabilities in New York State in 1988. The inteniion of this legistation and

)
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its implementing regulations was to increase the opportunities for New York's
disabled students to be educated in regular education cliasses with their non-
disabled peers while receiving the special vducation to which they were enttled.
New York City has been reluctant to implement this part of the continuum for
a variety of reasons, despite receiving a grant of discretionary funds to pilot this
model in one commumity schooi district and  also despite a plan for
implementation which was approved . Sune 1989, Following a recent mevting
with Department representatives, statt of the Boeard of Education agreed to
submit a revised plan by September, 1991 for iniplementation no later than

September, 194,

The Department plans to signsticantly augment the resourees available from Federal
funding sources to strengthen the capacity of our New York City Regional Office 1n
addressing the ongoing comphiance issues in speciind education. The additional funds wil!
be used to assst the office in expanded oversight of the co mphance problems, and. also,
to work collaboratively with the New York City Baird of Education to bring the City mto
comphance and to sustain comphance.

We remain confident that with continued and augmented monitoning, training. and
technical assistance being provided by the Department, the progress we have seen in New
York City over the past vear will be naintaned . We will continue to meet with the
Chancellor's key stalf to work toward creating the conditions under which a long-term

positive turn-around 1 the proviion of specat education programs and services i the

o
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New York City region can occur.
It must be noted a significant area of concern exists in addition to the compliance
issues outhnes above: the overrepresentation of Blacks and Hhspanics in special education,

According to New York, the State of Learning: A Report to the Governor and the

Legnhiture on the Educational Status of the State’s Schools for 1989-90, “The statistics

a
clearly demonstrate fon an aggregate basis] the overrepresentation of Blacks and Hispanics
in ungraded, self-contained special education classes™. The Department will be conducting
L J
i study to investigate the causes of this overrepresentation. On the basis of those findings,
recommendations will be made regirding appropriate next steps.
Thank you for allowing me this time to outline for you our perspective on special
ceducation in New York City, [ shall be huappy 1o answer any questions that you might
have.
a
L]
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Appendix A

NEW YORK CITY WAITING LIST UPDATE

9/90) 10:4¢) 11,90 12/90 1491 2/91
Awaiting evaluation 8,605 5213 4,823 3,048 3,651 4,192
30 + days
Awaiting placement 20,070 10,940 8.498 8074 7,208 638
60 + days
Awaiting related 10,100 10,600 10,746 11,833 11,622 NA
services




19

Statement of

New York State Board of Regents
and the New York sState Education Department

to

The Subcommittee on Select Tducation
Committee on Education and labor
U.S. House of Representativas

vith respect to

Reauthorization of Part H, Public Law 95-457

May 6, 1551

Submitted by
Lawrence C. Gloeckler
Deputy Commissioner
New York State Education Department
Oftice of Vocational and Educational services
for Individuals with Disabilities

No.3



20

TESTIMONY ON THE REAUTHORIZATION OF PL ¥9-457, PART H

We thank You for the opportunity to present the views of the
New York State Education Department regarding the reauthorization
of the Part H nf the Individuals with Disabilities Education Act
(IDEA), program for infants and toddlers with disabilities.

Since the enactment of the Pederal law, the New York State
Education Department has been committed to working with other State
agencles, parents and providers in developing a comprehensive,
nultidisciplinary system of early intervention services for
children with disabilities, birth to two, and their families.
PL99-457, Part H provides the framework and impetus to stimulate
all agencles to work toward insuring a comprehensive array of
services for voung children with disabilities and their families
and toward developing a system which will avoid duplication of

services and be sasily accessible to families.

In contrast to the previous enphasis» on single agency
approaches to service delivery and financus, the process described
in PL99-457, Part H has been a major challengs for States,
including New York. At the time Congress eatablished Part H, it
was believed that five years would be sufficient time for States
to achieve the goals established in the law. New York State has

made substantial progress towards putting a system in place which

iy
by WO
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rests the reguirements of ths law. However, the task at hand is
far more complex and challenging than was originally thought,
particularly since existing resources are insufficient to aake
services available on a full entitlexent basis. The assumption that
sufficient rescurces were available and tha: Federal funding would
be adeguate is no longer the caes. Further complicating the
funding situation is the deteriorating condition of State budgets,

a problem which could aot have been anticipated in 1386.

The New York State Education Department strongly recommends
that amendments to Part H be made to allow those States which have
not been able to meet the requirements of the fourth or fifth year
applications, but have demonetrated good faith efforte, be allowed
to continue to participate in the Part H program for up to three
additional years and receive funding during this periocd. This
additional time would enable States to convince legislative leaders
to implement the Part H eystem and to work with the wide array of
state and local agencies to construct the complex and comprehensive
system required under thie statuts. Statee could be askxed to
document, in their applicatione for funding, the progress that has
been made regarding the implementation of the required componerts
of the system, the identification of the barriers encountered which
has impeded progress, and a plan and schedule for meeting the

requirements necessary for full implementation.

It 4is essential that Congressional asupport of increased

2%
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appropriations continus as States move from planning ¢to
implsmentations of the program, espscially given the serious fimcal
conditions in the States. Ths commitment shown by Congress in ths
past has been apprsciated by States and has bean important, not
only as a sig of support, but also as a source of revenus to
assist States In providing ssrvices to children with disabilities,
birth to two. This coxmitmsnt in the form of additional rssourcss

nust continue.

A relatad issue is the allocation of Part H funds.
specifically, consideration needs to bs given to whether
allocations is ths long term should bs deterainsd on the basis of
the estimated number of infants and toddlers to be served or on
the basis of &ild court. Our Department recommends that this be
addressed in he next reauthorization of Part H after all Statss
havs reached f1ll impl_wentation.

Additiondly, financing for Part H needs to be carefully
studied over the next ssveral years as States attempt to coordinat;.
funding across multiple private, state and Federal sources. The
identificatios of obstacles to fully funding statewide systeus,
specifically lmarriers resulting from policies mandated in Federal
programs, woull assist in determining how adequate financing can
be achieved. Purther, we agree with the recommendations of the
National Assmiation of s5tate Directors of Special Education
(NASDSE} and others, that the role of assigning financial

responsibility among the agencies which provide early intervention
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services should be asaigned to the State rather than the lead

agency for Part H.

The New York State Education Department also recommends that
azendments to Part .. be made which would allow the States to define
the tachnical age of three in order to ensure and facilitate a
smooth transition from services under Part H to those funded under
Part B Section 619. This flexibility is necessary so that States
can insure that children approaching age three receive services
under either Part H or Part B, thus allowing for appropriate
planning on the part of agencies at the State and local levels.
It would assure emooth program transitions rather than abrupt

program transitions on the child's third birthday.

As part of the reauthorization, we recommend that States be
provided with flexibility in making services available for at-risk
children under Part H., Allowing States to provide a more limited
array of services, at their option, to at-risk children who may not
be eligible under the state's eligibility criteria, would be
desirable. This is consistent with recommendations made by NASDSE.

We also recommend that States be allowed to claim funds for
handicapped infants and toddlers under PL89~313, Chapter I, during
the development of a statewide comprehensive and coordinated system
consistent with PL99-457, Part H. Eligible children under PL8Y~-
313 should not have funds denied on their behalf as States

transition from their current birth to two system to one which

0D
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meets full compliance with the law. Such funding would
appropriately help cover the costs of delivering services to these

infants and toddlers with disabilities.

The Federal Interagency Coordinating council (FICC) can
play a sigr.ificant role in facilitating the Federal coordination
of programs authorizing services for infants and toddlers with
disabilities and their families. This coordination at the Federal
level would assist the efforts of States in their delivery of
services. We recommend that the FICC =make recoumendations to
Federal agencies which would enhance collaboration, eliminate
interagency barriers, and make recommendations ¢to Congress
regarding issues which may require statutory changes. To
facilitate this coordination at the Federal level, the revised
statute should require that a policy analysis be conducted of other
relevant Federal programs to determine areas of conflict which

overlap with Part H, and recommend solutions.

In closing, we recognize the advances made by States in moving
toward full implementation of this important statute and believe
that the changes we are recommending will allow this proceas to

continue in a smoother, coordinated fashicn.
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Chairman Owens. Thank you. At this point I'd like to yield to
my colleague, Mr. Payne, for an opening statement.

Mr. PayNE. Thank you very much, Mr. Chairman.

First of all, let me apologize for being late. If we were on the
Public Works and Transportation Comnmittee, maybe we could
adjust some of these problems getting through from New Jersey to
New York and I suppose vice versa. But since we are not there, I
hope you would accept my apology for being late.

I would just like to commend you for calling this hearing on the
individuals with the Disabilities Education Act which, as we know,
is a Federal law which provides for the education of disabled in-
fants, toddlers, children and for particularly focusing today on the
at-risk children.

Over the past decade there has been a dramatic increase in the
number of environmentally and biologically at-risk children. Many
of them are suffering from prenatal alcohol or drug exposure, some
of them are the victims ofp child abuse and neglect, and some of
them are the innocent victims of AIDS.

We must encourage the space to assist the children and their
families by providing the necessary educational programs and sup-
port services and we must continue to provide adequate support
and funding for these programs at the Federal level.

Mr. Chairman, hopefully through the services that can be provid-
ed for at-risk children we can begin to identify as early as possible
which children need the services and we can begin to help them
and their families as they try to become as independent productive
as they can possibly can.

I look forward to hearing all the witnesses. And the first one cer-
tainly shed some interesting light on the subject. Thank you, Mr.
Chairman.

Chairman OwgNs. Thank you.

HOlln'hsecond witness is Dr. Allan Noonan from the Office of Public
ealth.

Do you have staff accompanying you, Dr. Noonan?

Dr. NooNAN. Yes, I do. I'm accompanied by Mr. Frank Zollo, who
i?I thlehDirector of Early Intervention with the State Department of

ealth.

Chairmian OweNs. The name again?

Dr. NooNAN. Frank Zollo, Z-o-1-1-0.

Chairman OweNs. Thank you.

Dr. NooNAN. We appreciate this opportunity to speak to you re-
garding the Reauthorization of the Program for Infants and Tod-
dlers with Disabilities. First, I'd like to briefly describe the progress
New York State has made with this program and the barriers that
we’ve faced.

Then I'd like to make some specific recommendations.

This act has caused us in the State of New York to reevaluate
our services to the population of infants and children and agree
upon a definition of early intervention. For us in New York State
early intervention is not a social, medical nor educational service.
It is a developmental program that blends all services needed by a
child and family to insure that each child reaches his or her fullest
potential.

3!
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New York State is proud of its long history of commitment to
services to these children. Since 1976 families in the State have
had the ability to petition Family Court to pay for services for
their young children with special needs.

When families are successful in the petitioning process, the end
result is a court order requiring the county of residence and the
State to pay for all services withi— the petition.

Through the Family Court Program numerous services for chil-
dren with disabilities have been developed primarily within the
voluntary sector. Over the years as more services have become
available for this population of children, the growth in State and
local expenditures related to the Family Court Program has been
significant.

In the current fiscal year, when we are not required under Part
H to serve & single child or family, we will spend in excess of $120
million in State and local funds through the Family Court.

One could ask why New York State chose to participate in Part
H given the current provisions for services, and we have been
asked that question. The most important answers to that question
are programmatic.

First, although services are available for children with disabil-
ities in the State, the manner in which those services are selected
and delivered in many instance, but not always, lacks the essential
family-centered focus embodied in Part H, and in particular, the
concept of the individualized family services plan.

Secondly, currently children in New York State and their fami-
lies have limited opportunity to receive services within the context
of their homes and in their general community setting. We feel
that the incentive Part H offers for provision of services in these
normalized seltings is essential to promote the development poten-
tial of all children and especially for children under the age of 3
years.

Thirdly, access to services funded through the Family Court dif-
fers dramatically across the State and is largely dependent upon
factors external to a child’s needs, such factors as the county in
which a family resides and the judge to whom their petition for
services is submitted.

Only 32 percent of all children who received these services
funded through the Family Court resided in New York City, for ex-
ample. Yet 43 percent of all children under 3 years of age lived in
the city and arguably many of these children are at highest risk
for developmental problems here in New York City. Part H creates
not only an entitlement to early intervention for eligible children
but also a mandate for child find.

And fourthly, services funded through the Family Court are not
regulated by any State agency making quality assurance largely
dependent upon the good faith efforts of the providers and making
due process for the families an impossibility.

The greatest challenge for New York State has not been fiscal
but rather has been to reach consensus about how best to build
upon the foundation of existing services while at the same time
bring about the fundamental systems reform and service delivery
changes that are at the heart of Part H.

(3.
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We've tackled this problem by starting with the premise that a
grass roots planning process, one that would involve families, serv-
ice providers and the local governments potentially most affected
by Part H, would be the key to our success.

Our first important step was to appoint an expanded Interagency
Coordinating Council of 35 members, seven of whom are parents of
children with special needs. We also used a significant part of our
first three years of Part H funding to create and maintain a net-
work of 11 Regional Planning Groups, RPG’s, staffed by paid
parent and professional coordinators and comprised of parents,
service providers, local government officials and other interested
citizens. The RPG’s have been an effective vehicle for local involve-
ment in the statewide planning process.

Perhaps our greatest achievement through the RPG’s has been
the significant participation of parents in local planning. Through
the able leadership of the RPG’s a powerful State consensus has
emerged that the new early intervention system must be family
driven, parent-empowering and flexible enough to accommodate
the unique and evolving needs of developing infants and toddlers
and their families within the State.

In addition t» these activities, the State has contracted with thr
three University Affiliated Programs to provide statewide technical
assistance to the Regional Planning Groups, the Interagency Co-
ordinating Council and ather agencies involiad in the planning
process.

This interactive process is culminating in the introduction of a
Governor’s Program Bill in 1990 to establish the New York State
Early Care Program. Unsuccessful in 1990, a refined version of this
legislation has been reintroduced in 1991 with improved chances of
passage.

Some key features of this bill are multiple opportunities for child
find of eligible children, identification and tracking of at-risk chil-
dren, implementation of individual services plan, case management
services and the use of Medicaid and third party insurance to fund
early intervention services.

It must be noted that the realities of fiscal constraints have
forced us to make the difficult choice to limit eligibility for early
intervention services to children with evidence of developmentai
delay, disability or a condition with a high probability of resulting
in development delay.

However, the Department of Health as the State’s lead agency
for early intervention services has signaled a strong commitment
to the implementation of a comprehensive child find effort begin-
ning at birth and an ongoing monitoring of all children’s growth
and development as a routine part of child health care.

The Department of Health intends to implement a comprehen-
sive new child find program to identify, locate and monitor infants
and toddlers at-risk for developmental problems. It's ongoing com-
mitment to the statewide Infant Health Assessment Program, re-
ferred to as IHAP, established in 1984, will be strengthened, how-
ever. This program, IHAP, also provides for identification screen-
ing, provision of service, referrals and follow-up of infants and
young children at-risk for developmental problems.

<2
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Children registered in IHAP receive home visits, developmental
screenings at six months and 2 years of age, family needs assess-
ments, and information and referral services from public health
nurses.

In upstate New York counties a total of 38,000 children have
been registered in JHAP and 47 percent of these children continue
to be served. In New York City 5,000 of the 23,000 children ever
registered to the prugram continue to received IHAP services.

The city IJHAP program has made identification and tracking of
infants born to moth~rs with substance abuse problems a high pri-
ority. This population has clearly been identified as one at great
risk for developmental problems.

In addition, the State agencies are collaborating on the newhnrn
focus Neighborhood-Based Initiatives and the New York/New York
Connect effort. These are joint efforts by the governor, Governor
Cuomo and Mayor Dinkins and are promising interagency efforts
targeting 15-20 specific high need communities for intensive devel-
opment of coordinating services of human service delivery. Mothers
and infants and their families residing in these communities will
be a priority.

Finally, I'd like to make two specific recommendations for
changes in the current statutory provisions. Department staff indi-
cate that many other States agree with these proposals.

The first is that Part H appropriation be significantly increased.
We are under no illusion that Part H would be a major source of
funding for our statewide early intervention system. A substantial-
ly strengthened Federal commitment is essential, however, as
States assume in future years the burden of an entitlement to ap-
propriate services for all eligible children and their families. The
New York State Department of Health feels that the proposed 4
percent increase for fiscal year 1992 is grossly inadequate.

The second recommendation is to provide a mechanism for differ-
ential participation by States not ready to create an entitiement to
services in year five. States which have not met all requirements
for year four should receive their Part H allocation if they can
demonstrate substantial progress. States which have implemented
their system statewide but cannot create an entitlement by the end
of year four, should be allowed an additional two years to develop
that entitlement.

We look forward to your prompt action in reauthorizing Part H,
and thank you very much for the ability to present before the sub-
committee today.

[The prepared statement of Dr. Allan Noonan follows:]
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Testimony of Allan S. Moonan, M.D.
Associate Commissioner for New York City Affairs
New York State Degart-ent of Health
0
U.S. House of Representatives
Subcommittee on Select Education
Brooklyn, New York
May 6, 1991

Chairman Owens and members of the subcommittee, my name is Dr.
Allan Noonan and I am the Associate Commissioner for Nea York City
Affairs of the New York State Department of Health. 1 appreciate this
opportunity to speak to you regarding the reauthorization of the
Program for Infants and Todilers with Disabilities, Part H of the

Individuals with Disabilit:es Educatinn Act.

First, I will briefly describe the progress New York State has
made with this program and the barriers we have faced. Then I will

indicate our specific recommendations to ycu in reauthorizing Part H.

When New York State elected to participate in this important
program in 987, we jointed all fifty states, the District of
Columbia, and four territories in a common quest for better futures
for families and their very young children with special needs. To
reach this goal, Part H requires uys to create a new and different
"category” of service: early intervention. Farly intervention is not
a social, mecical, or educational s :rvice: it is a developmental

service that ,lends all services needed by a child and family to

. ensure that each child reaches his or her fullest poiential.
Page 1
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Part H also demands those of us concerned about these children
and their famiiies -- from state policy makers to community service
providers -- to rethink our approaches to and goals for the service

delivery system. Specifically, Part H compels us to:

e involve families as meaningful partners in decisions related to
services their child and family unit receivec and in the provisiun

of those services;

* include consumers as key participants in planning and implementing

the early intervention service system; and,

» ccordinate the planning, delivery, and tunding of early
intervention services across the multituue cf state and local,
public ant private °gencies involved in and responsible for

services to infant, and toddlers with special needs.

These key concepts, which on the surface sound self-apparent and
simple, are as monumental to implement as are the benefits that will
be reaped by families and their children. Every state is encountering
unique nurdles in planning for the implementation of Part H - and New

vork State's continue to be many.

Certainly, the fiscal impact of this program has been and will

continue o Le a topic of lively discussion in New York State. Yet in

Page 2
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comparison to other states, we are in a better position to make an
argument that we can afford -- and in fact cannot afford not to --

implement Part H.

New York State is proud of its long history of commitment to
services for children with disabilities. Since 1976, families in this
state have had the ability to petition Family ‘ourt to pay for
services for their young children with special needs. When families
are successful in the petitioning process, the sutcome is a court

der requiring the county of residence and the state to pay for alil
services within the court petition. Through the Family Court Program
-- which is essentially a funding stream, not a program -- numerous
services for young children with disabilities have been developed,

primarily within the voluntary sector.

Over the years, as more services have become available for this
population of children, the growth in state and local expenditures
related to the Family Court Program has been significant. [n the
current fiscal year, when we are not yet required under Fart H to be
serving a single child or family, we will spend in excess of $120
million in state and local funds on infants and toddlers through

Family Court.
One could ask why VNew York State chose to participate in Part H
given the current p-ovisions “or services. And we have been asked

that question.

Page 3
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The most important answers relate to program philosophy:

Although services are available for children with disabilities in
New York State, the manner in which those services are decided
upon and delivered often lacks the essential family-centered focus
embodied in Part H and in particular, within the concept of the

individualized family services plan.

Currently, children and their families have limited opportunity to
receive services within the context of their homes and typical
community-based settings. We feel the incentive Part H offers for
provision of services in normalizing settings is essential to
promote the development potential of all children and especially

for children under the age ol three,

Access to services funded through Family Court differs vastly
across Ne' York State and is largely dependent upon factors
external to children’s needs (such as the county in which a family
resides and the judge to whom their petition for services is
submitted). Only 32% of all children receiving services funded
through Family Court reside in New York City, for example -- yet
43% of all children under three live here and arguably, many of
the children at highest risk for developmental problems 1ive

within the five boroughs. Part H creates not only an entitlement

Page ¢
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to early intervantion services for eligible children but also a

mandate for child find with standardized evaluation criteria.

e Services funded through Family Court are not regulated by any
state agency, making quality assurance largely dependent on good
faith efforts on the part of providers and due process for

families an impossibility.

The greatest challenge for New York State, then, has not been
primarily fiscal in nature but rather has been to reaching consensus
about how best build upon the foundation of existing services while at
the same time bringing about the fundamental systems reform and

service delivery evolution that are at the heart of Part H.

We tackled this problem by starting with the premise that a grass
roots planning process -- one that would involve the families, service
providers and the local governments that will be most affected and

have the most to gain from Part H -- would be the key to our success.

Qur first important step was to appoint an expanded Interagency
Coordinating Council that includes both Governor and
Commissioner-appointed members to ensure a breadth of representation
and expertise related to services for this population. Our Council
consists of 35 members, seven of whom are parents of children with
special needs. From its establishment, the Council has been

co-chaired by a parent and professional member -- reflecting the
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emphasis the Council as a body has placed on consumer involvement in

all levels of planning.

We used a significant portion of our first three years of Part H
funding to create and maintain a network of eleven regional planning
groups (RPGs) staffed by paid parent and professional coordinators and
comprised of parents, service providers, local government officials
and oiher interested Citizens. The RPGs have been an effective
vehicle for local involvement in the statewide planning process and
for gathering critical information about existing resources,
identifying service barriers and gaps, and policy information

reflective of regional concerns.

Perhaps our greatest achinvsment through the RPGs has been the
significant participation of parents in local planning efforts. New
York State is fortunate to have many dedicated parents pariticipating
in the eleven Regional Planning Groups. Through their able
leadership, a powerful state consensus has emerged that the new early
intervention service system must be family driven, parent-empowering,
and flexible enough to accommodate the unigue and evolving needs of
developing infants and toddlers and their families who will receive

services through this system.
Appreciating the federal government’s establishment of a national
technical assistance arm to assist states with their early

intervention activities, the Department of Health has contracted with
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the three University A ‘filiated Programs in New York State to provide
statewide technical assistance to the Regional Planning Groups, the
Interagency Coordinating Council, and the state agencies involved in
the planning process. Among the .any contr1butions our Statewide
Technical Assistance Resource Network has made to this projec* has
been the implementation of an extensive needs assessment examining the
status of early intervention services, evaluating family satisfaction
with the current system and their assessment of unmet needs, and

identifying personnel training needs statewide.

Part H funds have also enabled the staffing necessary to manage
this complicated planning process: we have a core team within the
Depa;tment dedicated to early intervention and in addition, have
provided funds to ten state agencies to promote an informed and

inclusive interagency planning process.

This interactive planning process culminated in the introduction
of a Governor's Program Bill in 1990 to establish the New York State
Early Care Program. Unfortunately this bill was not acted on by the
Legislature last year. The Governor's Office has continued to work
with the state agencies and the Interagency Coordinating Council to
revise and refine the EarlyCare legislative proposal for introduction

in 1991.

The emerging fiscal crisis in New York State, however, presented

another significant aurdie to overcome before finally securing the
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successful submission of a Governor's Program Bill on EarlyCare to the
New York State Legislature on April 2, 1991. As le:d agency, we were
confident that the passage of the EarlyCare legislation would not only
result in significant improvements in services for children and
families but also in substantial financial savings for the State and
localities. To prove our point, we prepared an extensive fiscal
analysis elucidating the cost-benefits of EarlyCare over the current
Family Court Program. Chief among the factors identified in this
analysis as reducing current service costs were the opportunitv to
more flexibly tailor services to meet children and families’ actual
needs and the ability to tap Medicaid and third party reimbursement as

funding sources.

Our presentation of the fiscal issues was persuasive, but we
largely owe the introduction of the legislation to the effective
efforts of our Interagency Coordinating Council, parents and
professionals involved in the eleven Regional Planning Groups, major
advocacy organizations in New York State - including the Citizen's
Committee for Children of New York, State Communities Aid Association,
Statewide Youth Advocacy, and the newly-created Communities Concerned
for EarlyCare, and a growing constituency on behalf of early

intervention services.

Some key features of the EarlyCare legislation include provisions

for:
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multiple opportunities for child find, screening, and referral of

eliyible children to early intervention services;

identification, location, screening and tracking of at risk

children populations;

flexibility and parent choice in the amount and location of early
intervention service delivery through the development of
individual family service plans (IFSPs) for each eligible child

and family;

significant family participation in the service delivery process

and service system;

care coordination (case management) services to assist eligible

families with the evaluation process and coordinate the

development of individualized family service plans;

due process procedures for families, including mediation;

use of Medicaid and third party insurance as payment sources for

early intervention services with sufficient protection for family

insurance policies to ensure no out-of-pocket charges; and,
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designation by municipalities of a county human service agency to
act in the capacity of local administrator of the early

intervention service system.

We are pleased with the fruits of our joint labor and hopeful
that the New York State lLegislature will act on the Governor’s
EarlyCare bil1 to enable our continued participation in the Part H
program. It would be regrettable indeed if New York State was
forced to withdraw from the Part H program when we have come such
a long distance toward implementation of a statewide early

intervention service system.

Before offering specific recommendations related to
Congressional reauthorization of Part H, I want to briefly address
where New York State stands on the issue of entitlement to early

intervention services for at-risk children and their families.

Among the many difficult issues states have struggled with in
establishing the required policies for implementation of Part H,
none has been harder than the decision about whether to create an
entitlement to services for infants and toddlers at ri<a for
developmental delays and disabilities. These children and their
families include many of our most vulnerable and often
disenfranchised populations: among them are low-income families
disengaged from the traditional service systems, with a

disproportionate share heing minorities, viztims of family
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violence and neglect, and families raising children in inadequate
housing or families who are homeless. Although the threat to
children's development posed by these and other risk factors has
been acknowledged by all participants in New York State’s planning
process, the realities of immediate fiscal constraints have forced

* us to make the difficult choice to 1imit eligibility for early
intervention services to children evidencing a developmental

. delay, disability, or condition with a high probability of
resulting in developmental delay, rather than investing in the

future for children at risk of disabiiity and their families.

However, we believe that the Governor's action to designate
the Department of Health as the State’s lead agency for early
intervention services has signalled a strong commitment to the
implementation of a comprehensive child find effort beginning at
birth and in particular, to strengthening efforts which ensure
ongoing monitoring of all children’s growth and development as a
routine part of child health care and public health

responsibility.

The Department of Health intends to implement a comprehensive
child find program that will provide for the identification,
location, and monit.ring of infants and toddlers at risk for
developmental problems. Our intentions are invigorated our
ongoing commitment to the statewide Infant Health Assessment

. Program (IHAP), first established in 1984 to enable the
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identification, screening, provision of service referrals, and
follow-up of infants and young children at risk for health and

developmental problems.

Children registered in IHAP receive home visits,
developmental screenings at six months and two years of age,
family needs assessments, and information and referral services
from public health nurses. In upstate New York counties, a total
of 38,041 children have been registered in IHAP and 47% of these
children continue to be followed by IHAP public health nurses. In
New York City, 5,771 of the 23,081 children ever registered to the
program continue to receive IHAP services. The City IHAP proy:am
has made identification and tracking of infants born to mothers
with substance abuse problems a priority -- a population of

children clearly at risk for developmental problems.

Of course, there is opportunity for improvement -- including
refinement of the eligibility criteria for children's enrolliment
in 1HAP; we see Part H as the impetus and vehicle for broadening
the eligibility net and increasing the effectiveness of the
program. Our child find efforts, however, ar2 not limited to
programs under the auspices of the Department of Health. Effective
coordination of the myriad of services offered by other state
agencies which have the potential for identifying and locating
children will be an important part of our efforts to screen and

monitor children at risk.
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The Neighborhood-Based Initiative and New York, New York
Connect, a joint effort of Governor Cuomo and Mayor Dinkins, are
also promising interagency efforts targeting some 15 - 20 specific
high-need communities for intensive development of coordinated
human services capacity. Mothers and infants and their families

g residing in these communities are a priority.
! turn now to two specific recommendations for changes in the
current statutory provisions. Department staff tell me that these

recommendations are widely shared by other states.

1. The Part H appropriation must be significantly increased. We

are under no illusion that Part H will be the source of the
majority of funding for our statewide early intervention
system. A substantially strengthened federal commitment is
essential, however, as states a< o, in future years, the
burden of an entitlement to appropriate services for all
eligible children and their families. The President’s
proposed 4% increase for FFY 92 is grossly inadequate and does
not begin to invest in the potential of these children and

their families.

2. Provide a mechanisr for differential participation by states

. not ready to create an entitlement to services in_Year 5.

— States which have not met all requirements for Year 4 should
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receive their Part H allocation if they can demonstrate
substantial progress. States which have implemented their
statewide system but not created an entitlement should be
permitted to continue at the Year 4 level for up to two

additional years,
We look forward to your thoughtful and timely action in

reauthorizing Part H. Thank you for the opportunity to -address
the Subcommittee today.
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Chairman OweNs. Thank you, Dr. Noonan.

Did Mr. Zollo want to make any comments?

Mr. ZoLLo. No, thank you, Mr. Owens. I'll be glad to respond to
questions afterward if there are any.

Chairman OwgNs. The next witness is Mr. Steve Held of Just
Kids, Middle Island, New York.

Mr. HeLp. Mr. Chairman and members of the subcommittee. I
am Steve Held, executive member of the New York State Associa-
tion of Private Schools and Agencies for Exceptional Children, ex-
ecutive board member of Long Island Coalition for Child“en with
Special Needs and executive member of New York State Division of
Early Childhood and the Director of Just Kids Early Childhood
Learning Center.

I appreciate the opportunity to speak before you on behalf of
children from birth to five with developmental disabilities and
their family members in New York, and in sugport of the reauthor-
ization of the Early Intervention and Preschool Programs under
the Individuals with Disabilities Education Act.

I have areas of concern, however, about the implementation of
this program in my State, New York. Specifically these concerns
are the impact on parental choice, the erosion of regional munici-
gal authority based on New York's interpretation of Public Law

9-457, New York’s definition of eligibility criteria based on its in-
terpretation of Public Law 99-457 eligibility categories, and the
need for programmatic and eligibility maintenance of effort provi-
sion in Federal law.

Since 1975 New York State has served children from birth to five
with handicapping conditions under the Family Court Act. This
law entitled parents to choose the appropriate program to provide
services for their handicapped child. Municipalities were responsi-
ble for administration and program accountability. Overall pro-
grammatic authority was invested in the State Education Depart-
ment.

If providers were unresponsive to parent needs for their children,
parents moved their children to other programs. Although prob-
lems existed in the system, parent empowerment insured the qual-
ity of individual programs through healthy competition.

After Public Law 99-457 passed, without grandfather or mainte-
nance of effort prc ions, States like New York with previously
working systems, found themselves technically out of compliance
with the new Federal statute. In New York it was determined that
municipalities could not assume the role designated for LEA's
under the statute and that the Family Court system did not afford
due process.

The result was lengthy and emotional with philosophical battles
over parental choice versus parental right. Parents asserted that
choice was far more empowering than rights. Municipalities also
demanded a substantial say in the progiam if they were to contin-
ue providing 50 percent of the funding.

Although Representative Owens and Senator Harkin and their
very responsive staffs clarified congressional intent so as to allow
the New York system to continue, Federal and New York State
Educational Departments failed to recognize the articulately writ-
ten statements from both Houses. As a result, New York legislated
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a new statute on July 3, 1989 to comply with the Federal Educa-
tion Department’s mandates.

Children began attending programs under the new law on July
5th of that same year. The new State legislation replaced parer.tal
choice with parental rights and eroded the input allowed to munici-
palities. We are still trying to develop the new systems; kin.» are
being ironed out daily.

The new oversight and accountability measures in the lav result-
ed in more, not fewer, children iden:ified as handicapped, which
has alarmed the New York State Division of Budget in the wake of
this State’s fiscal crisis. The State contends that IDEA allows them
to modify the system further. We are awaiting new reduction meas-
ures in the pending Mandate Relief Bill. It is stated that the pro-
posed bill will save approximately $120 million. This represents 50
percent of the total program cost.

In my county of Suffolk, officials estimate that 70 percent of the
children now receiving services will be deemed ineligible under the
Mandate Relief Act. Without a programmatic and eligibility main-
tenance of effort at the Federal level, parental choice will again be
limited, municipal input will be further decayed, and eligibility cri-
teria will be so restrictive that the concept of productive early
intervention will be lost forever in New York.

The greatest irony is that these destructive actions are being
taken in the name of IDEA. What Congress created in 1986 to pro-
vide programs for handicapped infants and preschoolers who are
receiving no assistance, is now being used in New York State to
dismantle what was in 1986, a $260 million program.

The only way to assure that no more children are denied vital
services and that there is no further deterioration to the system, is
for the Federal Government to mandate, as a condition for receiv-
ing Federal funds, that States maintain the same level of funding
and eligibility for these programs that they have in the past.

Without a maintenance of effort provision, children in New York
become the victims of IDEA instead of its beneficiaries.

Thank you for all you time on our children’s behalf over the
years, Mr. Chairman, and staff member, Pat Laird.

I will be happy to answer any questions you might have. Thank
you.

[The prepared statement of Steve Hela follows:]
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statement by Bteve Held on scoauthorization of the Early
Intervention snd Preschool Program under the Individuals with
Disabilities Education Act.

Mr. Chairman and Members of the Subcommittes:

I am Steve Held, Executive Member of the New York State
Association of Privace Schools and Agencies for Exceptional
Children and the Director of Just Kids Early Childhood Learning
Centex. 1 appseciate the opportunity teo speak before you on
behalf of children from birth to five with developmental
disabilities and their family members in New York, and in support
of the reauthorization of the Early Intervention and Preschool
Programs under the Individuals with pisabilities Education Act
(IDEA) .

I have areas of concern however, about the implementation
of this program in my state, New York. My concerns include:

(1) the impact on parental cheoice:

(2) the erosion of regicnal municipal authority basad on New
York's interpretation of P.L. 99-457;

(3) New York's ability to redefine eligibility criteria
based on its interpretatirn of P.L. $9=457 eligability

categories; and
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(4) the need for a "Maintenance of Effort” provision {n
Federal law.

As you know, rince 1975, New YorK State has served children
trom birth to five with handicapping conditions under our "Family
Court Act." This law entitled parents to choose z program for
evaiuation and possible treatment of thair handicapped child.

The responsibility of the administration and aceountability of
this program was placed with the municipality in which <he child
resided. Ovarall programmatic authority was the responsibility
of the State Education Department. Fourteen child Find
"Direction Centers” were financed and administered by the State
Education Department throughout our stateé. Parents could access
services from multiple points and were empowered tc have a
substantial say in their child's intervention strategies. I
program providers were not sesponsive to parents' needs for their
children, they wera excluded from 6al ricing children in the
future. Although problems existed in the 'systenm", parent
empowerment ensured individual program efforts toward healthy
competitive quality. Localities throughout the state deveéeluped
regional implementation regulations in order to ensure
accountability and progranm integrity.

After P,L. 99-457 passed without "grandtather" or
“maintenance of affort” provisions, states like New YOrkK (who had
comprahensive service delivery systems for developmentally
disabled chi’dren already in place) found themselveas

"technicelly" out of compliance with the :.lew Fedaral statute. In

1
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New York Stata it was determined that an LEA (Local Education
Agency) could not be a municipality (aithough Califernia does
consider it so, and is still in compliance) and that the Family
Court did not afford "dua process rights."

Philosophical battles raged between parents and the New York
State legislature. Parents argued that "chojce" is far more
enmpowering than "right" and Municipalities argued that a fifty
percent financjial responsibility for the program entitled them to
substantial say in the complex and "expensiva" systen.

Congraessman Owens, Senhator Harkin and their very responsive
statfs clarified Congressional iitent: however, Faderal and New
York State Education Departments failed to respond to these
articulately written statements from both Houses. New York had
three months to develop, legislate and implement & new System
from "scratch." oOn July 3zd, 1989 New York legislated a new
statute to comply with the Federal Education Departnent's
mandate. Our implementation date was July 1, 1985 with children
attending programs on July 35, 1989, Pa,cnts from all over New
York S$tace mourned thelr hard gought loss, but vowed to continue
to advocate for their children's and their own rights; rights to
which they were previously entitled. From the summer of 1989 to
the fall of 1990 our parents' providers, and adnministrative
agencies all went "cra.y" trying to help this nrew system develop.
"Kinks" are still belng ironed out daily. Much more work must ke
done. New oversight and accountability measures resulted in

Lore, not fewer, children identified as handicapped. This result
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alarmed our Division of Budget, Our state's fiscal crisis
demanded mandate relief and our developmentally disabled children
from birth to five were again targeted.

Letters like the one that followS were sent by thousan’'s of
providers and parents to our state's .eadership . . .

"We are writing because we need your help! TwO years ago,
the Legislature snacted sweepling changes in the procedure
for evaluating and placing pre-school children. These
changes were wrenching, particularly becauss they limited
the parents! choice in selecting the program that the
parents believed was best for their children. Navertheless,
parents and schools agreed to the hew gversight and
accountability measures out of a spirit of compromise and a
willingness to work with the State and counties to effect
improvements in the system.

Now the Governor and the Division of the Budget propose to
undo all of that and .educe parent choice even more. Worse,
they propose changes that would make ineligible thousands ot
children who clearly and indisputably have handicapping
conditions. Under the criteria proposed by the Governor, a
three~year old child would need t¢ show a one-year delay --
a developmental delay of one-third of the child's 1ife! --
In two functional areas before being eligible for services
What kind of system would this oreate? Childien with IQ's
of 70 would no longer be eligible. <Children with major
speech and communication disorders would no longer be
eligible, Children with major behavioral and learning
disabilities would no longer be eligible. We would have an
early childhood system in which children could receive
services until they turn three at which point they
'graduata" into nothing. Then after they spend the next twe
years regressing, they enter the school system with greater
learning and developmental delays that require much costliar
special education.

worst of all, these changes would not result in a single
penny of cost savings to the State in the upcoming fiscal
year., The changes proposed in 5.3018/A.4518 are NOT
necessary to implement the budget!

We recognize the State's dire fiscal condition and are nore
than willing to work with the Division of the Budget, the
counties and your staffs to find savings. We estimate that
millions of dollars can be saved through more efficient
administration and Ly making portions of the sysiem
Medicaid~aeligibla.

¢ What the Governor has proposed is wrong. It {s wrong for
children and their families who will be denied desperately
needed-sexvices, It is wrong for counties, whose taxpayers

1
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will ultimately have to bear huge additional special
education costs. And it is wrong for the State, which will
also be forced to bear the huge additional costs that will
result from denying handicapped children an opportunity to
overcome thelr disabilities at an early age == an age where
intervention has the greatest impact."

Now in the spring of 1991 wa are again awaiting our
legislators' response to us and pending legislation. OQur State
government continues to cite IDEA as the statute which they can
legally follow to again decimate our system and provide minimal
survices for our developmentally delayed children. In the
memorandum of support for this "Mandate Rellef Bill" it is stated
that one-hundred and fifty million dollars would ke saved by this
legislative action. This represants firty percent of our total
programl In my county, Suffolk, officials estimate that 708 of
our c¢hildren will be deemed ineligible, Wwithout a "maintenance
of effort" provision in P.L, 99-457 parent choice will again be
limited, municipal input will be further decayed, and eligibllity
criteria will be sv restrictive that thae concept of early
intervention will be lost forever in New York!

The greatest irony is that all these destructive actions are
being taken in the name of IDEA. What Congress created in 1986
to mandate programs for handicapped infants and preschooclers who
are receiving no assistance, is now being used in New York State
to dismantle what was, in 1986, a two hundred and sixty millon
doilar program. The only way to assure that ro more children are

denied vital services and that there is no further deterioration
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to the system, is for the redecal government to mandate, as a
condition for receiving Federal funds, that States maintain the
same level of funding for these programs that they have in the
past. Without a "paintenance of effortt provision, children in
states like New York become victims of IDEA instead of
beneficiaries.,

Thank you ror all of your time on our children's behalf over

the years, Mr. chairman and Staff Member Patricia Laird.
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Good Morning, Distinguished Members of the Committee. I am
Steven Held, the legislative chairperson of the New York State
D.E.C. The N.Y.S. D.E.C. includes parents, school district
personnel, private providers, college faculty and other
profess.cnals involved in both the education and medical support of
children in N.Y. I am also the Director of JUST KIDS, an Early
Childhood Learning Center, located in Middle Island, Suffolk
County, New York. JUST KIDS has been in operation for 10 years and
serves both handicapped and non-handicapped children from birth to
age five. We are currently serving 460 children, 350 of whom have
disabilities. My purpose in appearing before you today is to
explain the effect that the implementation of P.L. 99-457 has had
on handicapped preschool children in New York State.

My testimony is divided into three parts. Part 1 explains
the difficulties experienced by parents, children, and preschool
providers in the implementation of P.L. 99=457 and the uncertain
future we face. Part 2 explains why there were complications with
the way P.L. 99-457 was formulated by the U.S. Congress and
administered by the U.S. Department of Education. The final
section contains recommendations for amendments to the federal law

that would assist the New York State program.

1
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PART 1 -~ DIFFICULTIES IN IMPLEMENTING P.L. 99-457

Before the signing of Public Law 99-457, The Education of
Handicapped children's Act Amendments of 1986, New York State
routinelY served handicapped children from birth through five years
of age and had done so in many regions for 25 years. Between the
State government and the individual counties in New York State over
$250 million dollars were spent annually on preschool handicapped

programs,

Although we supported the passage of P.L. 99-457 for
children throughout the country, we were concerned about its impact
on the New York State del!very system. While our system was not
perfect, it went far beyond the mandates of P.L. 99-457 in
providing servicis to handicapped children and protections for
parents in choosing what was best for their children. Rather than
oppose the bill outright, we attempted to advocate technical
changes in the law that would preserve the qualities in our system
that seemed to mirror Congressional intent -- if not specific
statutory language -~ in P.L. 99-457. In the months that
followed the passage of the Act in October, 1986, a delegation from
New York diligently responded to U.S. Departiment of Education
regulations. Our goals are embodied best in a resolution adopted
by New York State's Division of Early Childhood (NYS/DEC). In
relevant part, that document stated:

"New York State has a history of providing such educational

services through a network of diverse voluntary programs. The

availability of a range of programs and the work of the Direction
Centers have facilitated access to effective special education
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and allied services. 1In addition, garents have had the unigque
opportunity to play the major role in their child's placement.

"Therefore, NYS/DFC strongly recommends that any changes in
the administration aru delivery of services to children from
birth through five in NYS must guarantee:

"1, Preservation and support for the existing network of
educational programs provided by voluntary agencles (Private,
non-profit, public):; and

"2, Continuation of the Trinciple of parent choice and free
access to all appropriate services.

"In summary, NYS/DEC recommends that a downward extension of
regulations for school age children not be applied to the unique

needs of children birth through five with handicapping
conditions."

Specifically, we were trying to maintain four features of
the pre-~October, 1986 system: parent partnership; a continuum of
services for children birth to five: egqual access to programs,
public and private; and continued summer programming for preschool

handicapped children.

Our efforts to obtain adequate federal help to preserve our
program failed. The New York State legislature enacted new
legislation on July 3, 1989, with implementation beginning
immediately on July Sth, 1989. That legislation voided the idea of
parental chdice. It substituted choice of the evaluation site and
time consuming, costly "due process" provisions in place of the
former concept. Parents are no longer iree to choose the

appropriate program for their own child.
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Additionally, it disrupted the 25 year old system of
providing a continuum of services to handicapped children, birth
through five years of age, by assigning administrative
responsibility for children from birth through two years, eleven
months to the Department of Health, and placing three to five year

olds under the jurisdiction of the State Department of Education.

Deper-ling on the regions in New York State, the State~passed
legislation also gives purpose to the creation of prograas for
handicapped preschool children through the public school systems.
By 1991 rather than expanding the existing system of a combination
of private and public providers of services, school districts may
be mandated to open there own program. This undermines prograns
that have been in existence, in some cases, for more than two
decades. These same programs have evolved in time to the point
where childrer are successfully integrate both non-handicapped and
handicapped children in one anvironment. Because sexrvices fcr non-
handicapped preschoolers are not offered in most public school
systems, the proposed public school-based program will at best
provide separate, not integrated, environments for handicapped

children.

Finally, the new legislation contains cumbersome
requirements for summer programs that threaten to deny many

eligible students the opportunity to attend school this summer.

\J
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(For your information, a copy of a letter explaining the problenms
in summer school programs is attached.)

It is ironic that the intent of P. L. 99-457 was to maximize
a handicapped child's potential in order to minimize their need for
supplemental services when they entered public school. In New York
State, it has served to disrupt a system that fulfilled that intent
and replaced it with one in which many children will go

inadequately served or unserved until they are school age.

Seven montlis after the implementation of our State
legislation, the majority of handicapped children and their
families have reason to feel uneasy about their futures. Frederal
P.L. (89-313) dollars for our handicapped children between birth
and agde three have been discontinued and federal P.l. 94-142
dollars for three to five year olds have been held up indefinitely.
Not only have programs been disrupted, but both private and public
program providers have reason to guestion their ability to stay in

business.

) .
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PART 2 -- PROBLEMS WITH P.L. 99-457

The problems that we are currently experiencing in New York
State are directly attributable to the enactment of P.L. 99-457 and
its implementation by the U.S. Department of Education. The
legislation did not include four specific provisions that could
have prevented the problems we now face. These are --

1) New programs should have been modeled after existing
successful programs for preschool handicapped children, not after
school age programs. {(L.E.A. funding requirement)

2) State programs that were already in existence at the
time the Act was enacted should have had their statutes
considered in compliance if their system substantially met the
“intent of the law"

3) The definition of "due process" should have been
broadened to include systems that provided a higher standard for
parental involvement, such as total parental choice.

4) A provision should have been included in the statute
that vvould have required existing State programs to maintain at
least the same level of fiscal support for handicapped preschool
programs, as they did before passage of the Act, in order to
receive funds from the new federal program.

To begin with, the major flaw in P.L. 99-457 is its attempt
to model a program for preschool handicapped children by extending
downward the program for school-aged handicapp-d children. <Clearly
there are no mandates in the New York State public education system
for serving any preschool youngsters. When other Education of the
Handicapped children Acts were adopted, it was a matter of making
available to handicapped children the same public school programs

already available to their non-handicapped counterparts. This is

O
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not the case with preschool children. It would have been far more

practical to review successful preschool programs that were already

in place in some states, such as New York, and using them as the

model for new programs.

A second problem with the way the legislation was written is

that it failed to protect States who had had programs which were
. already providing services for preschool handicapped children. A
provision should have been included which would have allowed these
State programs to continue to function without major change -- a
grandfather or hold harmless provision, if you will. fThis ‘is
clearly a frequently used vehicle to ensure program integrity and
would have gone a lony way in preventing the disruption that has

occurred in New York.

A third troublesome area concerns the concept of "due
process." If there are no existing programs, or if a program Jdoes
not allow parental involvement, it is clearly necessary that "due
process" provisions be mandated. However, when a situation exi ts,
as it did in New York, in which a higher standard -- in this case
total parental choice -~ is already in place, it should have been

exempted from change.

The last provision that should have been included in the
law is a mandate that States maintain at least the same level of
funding under the new legislation as they »a providing prior to
its implementation. Among the many complicated problems that faced

us in implementing the new law in New York was the desire of the
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State government to use the State legislation that was passed to
control the State governnent's cost for preschool programs by
serving children during traditional 10 month programs but
questioning previously 12 month placements.

Although P.L. 99-457 was far from perfect, once we explained
the problems it was causing us, its Congressional authors were very
receptive to providing clarifications of their intent in writing
the legislation. This would have allowed either the U.S.
Department of Education or New York State's Education Department to
accept our delivery of services. However, in spite of numerous
phone calls, letters and official interpretations from
Congressional staff and the Congressmen who wrute the Act, both the
State and Federal Departments of Education persisted in dismantling

New York's preschool program.

Unfortunately for New York State's handicapped children, we
were unable to get a "hold harmless" amendment to the federal
statute that would have specifically allowed continuation of the
New York system in its pre-1986 form. As a result, the U.S.
Department of Educa®ion Office of Special Education Programs
determined (in spite of C.ngressional opinion to the contrary) that
New York was out of compliance with the new law, and issued funding
withdrawal letters. Furthermore, the New York Department of
Education used the federal law as its justification to rewrite its

program.

Perhaps the cruelest irony is that after we had several

A}
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meetings with the Department of Education in washington, D.C., the
officials in charge refused to allow the continuation of the New
York preschool program, because it was out of compliance. They did
instead approve draft legislation, which was later passed by the
State in June, which modeled the preschovl program after the
existing public school program. However, since that time, Federal
Education Department officials have ruled that the school age

program is also out of compliance. Therefore no federal funds are

now avalilable in New York State for handicapped preschool children.

In short, the handicapped youngsters of New York have fallen
through a very big crack, created by good intentions, puvorly
focused legislation, perplexing bureaucracies, and budget crunches.
What was meant to ensure the very best services for children across
the Nation, has ultimately denied those services to the children of
New York State.

44-202 - 91 - 3
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PART 3 ~=- WHAT CAN BE DONE?

I wish I could recommend changes to federal law which could
turn back the clock and allow the pre-1986 programs to once again
exist in New York. ™ at is impossible. Unfortunately, new
legislation is in place and any large scale changes would only
serve to cause even more delays in providing desperately needed
services. With the fragile infants and young children with whom we
work, every day, week or month's delay decreases their potential to
grow into prosperous, contributing adults. Enough time has already

been wasted and too many children have already been harmed.

However, I would encourage the Congress to make at least one
change. A provision should be added to P.L. 99=457 which would
require States to return to a minimum of the 1988-89 funding level
for preschool programs, before they can receive federal funding.
While this will not alter the new and burdensome regquirements for
due process and other activities, it will at least ensure
increased, not decreased, funding for preschool programs --

clearly, a Congressional intent to begin with.

Thank you for this opportunity to testify. I will be happy

to answer any questions you might have.

LI |
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Chairman OweNs. Thank you. I want to thank all the panelists
isEIn(fdbegin by asking Dr. Noonan if he'd like to respond to Mr.

e . 3

Dr. NooNAN. Well, I think that I did indicate that the program,
IHAP, has done some significant work in the past several years in
trying to identify developmentally disabled children. And the
growth of that program in the past year was significant. I believe
we doubled the allocation to that program.

I also am surprised to hear that he feels that childiren would be
left out when we in the city have seen this as an opportunity to
bring in more children who heretofore have been unidentified by
the early intervention system and bring the services that are
needed. Those are my major issues. I don’t know whether Frank
would like to address these two issues.

Mr. Zorro. Well I would just clearly draw the distinction be-
tween proposed changes in New York State related to the 3 and 4
year old preschool special ed system and the governor’s proposal
for implementing Part H for infants and toddlers.

And, Mr. Held, correct me if I'm wrong, but I believe the thrust
of his comments were directed to proposed changes in the preschool
special ed program for 3 and 4 year olds.

Mr. Herp. All of my comments were for 3-4 year olds and
not——

Mr. NevzLDINE. Maybe it would be appropriate if I just made a
few remarks in response. In terms of the eligibility issue, I think I
mentioned a few moments ago that the proposal that the depart-
ment has advanced would let the commissioner determine eligibil-
ity following consultation with our advisory committees: the Com-
missioner’'s Advisory Panel for Special Education, the Preschool
Advisory Committee, and the County Advisory Committee; also,
after the conduct of public hearings.

In terms of the governor’s proposal, we would agree it's too re-
strictive at this point in time and would eliminate a certain propor-
tion of students from services.

And I think in conjunction with the proposal being advanced by
the governor dealing with the whole issue of related services, those
children would no longer be eligible under the special ed system.

One of the things we tried to do in our proposal is strengthen the
provision of related services, provide more flexibility rather than
cut the kids out of services. So I think Steve has addressed a couple
of areas in which we would be supportive in terms of his perspec-
tive. And we are hopeful that the legislature will act favorably on
a proposal because it will address, I think, some efficiencies needed
in the system but not reduce or eliminate services for children who
need services and also make sure that those eligible for the 3 and 4
year old system will continue to be eligible for it. So we don't dis-
agree in terms of his perspective on those particular issues.

Chairman OweNs. Dr. Noonan, you said that the Neighborhood
Based Initiatives and New York/New York Connect, a joint effort
by Governor Cuomo and Mayor Dinkins, are also promising inter-
agency efforts targeting some 15-20 specific high need communities
for intensive development of coordinated human services capacity.

How far away is—is that in operation now, and if not in oper-
ation now, how far away is the reality of that?
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Dr. NooNaN. New York/New York Connect was implemented,
went into operation on the 1st of March in three communities.

Chairman OweNs. Of this year.

Dr. NooNaN. Of this year.

Chairman OwEgNs. In three communities.

Dr. NooNaN. Central Harlem, Brooklyn, Bedford-Stuyvesant, and
South Bronx. Those are programs to outreach, especially to drug
using women. In fact, the initial focus is on women who arrive at
the hospital to deliver an infant, who have a history of drug use,
but no history of prenatal care. Those women are counseled, ad-
vised of services, and hopefully enrolled into the New YorlyNew
York Connect program.

The Neighborhood-Based Initiatives program has the same gener-
al focus but it has more community involvement in the planning.
The prioritization is done by the community as opposed to the gov-
ernment agencies.

The number of communities which will be addressed by Neigh-
borhood-Based Initiatives in New York City will probably be
around six or seven, and we will probably be able to expand geo-
graphically on the New York/New York Connect effort with the
Neighborhood-Based Initiative.

The proposals for the Neighborhood-Based Initiatives are in and
kAeing evaluated. The funding is expected to be allocated in July or

ugust.

Chairman OweNs. Who operates the hospitals or clinics? In Cen-
tral Harlem, Bedford-Stuyvesant, South Bronx, what types of-——

Dr. NoonaN. The New York/New York Connect and the Neigh-
borhood-Based Initiatives are different. Under New York/New
York Connect the funding that has taken place so far has gone to
the perinatal networks which are an older State Health Depart-
ment program. And through these networks we are funding two po-
sitions each; one for enrollment of these high-risk women while
they're in the hospital, and the other in each network for case
management of these women after they are discharged.

The Neighborhood-Based Initiatives will be funded through com-
munity-based organizations depending upon how that community
decides it wants to be funded. Tliey will be funded. The money will
come from the Department of Social Services.

Chairman OwWEeNS. So they are nnt operating now.

Dr. NoonaN. Not the Neighborhood-Based Initiatives; New York/
New York Connect, yes, NB], later this year.

Chairman OWwEeNS. | said earlier that New York State is not a
State that has chosen to serve at-risk populations. And then in
your testimony you said a lot that made it a little unclear to me.

Can you clarify that for us? Identification, location, screening
and tracking of at-risk populations—that’s part of your program;
that's what you do do? What is it that you don’t do for at-risk pop-
ulations?

Mr. ZoLro. Mr. Owens, v ! at we don't do and what we don't pro-
pose to do at this time, isw ke advantage of the authorization in
Part H to designate children :..-risk of developmental delay as enti-
tlad to the full range of early intervention services including eval-
uation, IFSP, and case management.
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As much as we would like to do that, the prudential judgment by
the governor at this time has been that making the commitment,
proposing that the State make a commitment, to go forward with
creating an entitlement to early intervention for every child with
developmental delay, is as much as the State can bite off given the
current economic situation and a very serious State budget deficit.

Indeed, we know that we have a fight on our hands in the re-
maining two months of the State legislative session. We deemed in
our testimony that there are existing programs, particularly in our
IHAP program, that are identifying, tracking, and insuring devel-
opmental screenings for at-risk youngsters. So, we don’t want to
leave that population out or suggest that they're left entirely with-
out attention.

Rather, we do acknowledge that we're not in a position, or at
least the executive branch is not in a position, to afford a full
range of early intervention services to at-risk children at this time.

Chairman OweNs. Well that decision was arrived at despite the
fact that New York City and New York State have one of the high-
est concentrations of drug abuse problems to mothers and one of
the highest AID death rate problems or AID case load problems.

Mr. ZoLLo. Mr. Owens, we believe that many children of sub-
stance abusing parents will be eligible for Part H services since
they will not be, I'll use the term, merely at-risk but, in fact, devel-
opmentally delayed. So we look forward to serving children whose
parents are substance abusers or alcohol abusers and who demon-
strate developmental delay or have a diagnosed condition with a
high probability of developmental delay.

We think taat that's an underserved population in terms of our
current service delivery system under Family Court. Dr. Noonan
alluded earlier to the fact that New York City is disproportionately
underserved by that system. So we think there are not just at-risk
but actually developmentally delayed infants and toddlers out
there that need to be identified and need tc be served with a full
range of Part H services.

Dr. NooNaN. I'd like to add that we intend to—we are already
coordinating on New York/New York Connect effort and on Neigh-
borhood-Based Initiatives effort with the early intervention effort.
And we intend to pick up more babies through these <ombir 2d ef-
forts than through any one alone. So we have fiscal reality staring
us in the face but we do realize that we have a great need in New
York City to identify and track newborns of high risk.

Chairman OwegNs. Fiscal reality means that we probably will
have to spend more money later on children who were not identi-
fied and helped at an early stage, that’s fiscal reality.

Dr. NooNAN. That's true.

Chairman Owens. Mr. Held, did you want to make a comment
on that?

Mr. Hevp. I agree with you. I also wanted to say that one of the
points that I was making in my testimony was not that the Depart-
ment of Health hasn’t been a tremendous advocate for children nor
the State Education Department. I was totally against the legisla-
tion in 1989 and I found the department individuals to be very
much advocates for kids.

7
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My point was in the landmark legislation that you helped pass at
the Federal level, we see a Division of Budget—not a program pro-
vider—looking to utilize that particular mandate on a Federal level
to compromise the services that we ha e in New York State rather
than enhance the services.

When the Federal Government comes out with minimal stand-
ards, I don’t think that their intent, and certainly your intent, was
for us to look at our program and cut it down to the minimal serv-
ices. I think it should be enhanced to the point it can be.

The Mandate Relief Act makes no mistake about what its intent
is: it's a mandate relief, and it’s looking to save dollars on a State
level, and it's looking to have many children that were otherwise
eligible since 1975 become ineligible. So the individual administra-
tive agencies within the State are excellent at advocating for chil-
dren’s needs.

But when the Division of Budget comes out with program bills—I
wouldn’t be so brave if Governor Cuomo were sitting next to me
certainly right now—but I think that the intent is to save money
and cut programs and that's not what the Federal IDEA’s intent
was from the very beginning.

Chairman OwegNs. Thank you. Mr. Payne.

Mr. PAYNE. Thank you. Not being up on the New York State par-
ticipation I assume that New York State has not moved forward on
this Part H of the 1990—of the authorization of the Act.

Mr. ZoLLd. We've not yet submitted a fourth year application,
that'’s correct.

Mr. PavNE. I see. Just a general question about your action plan,
I note that the commissioner indicated that you have substantially
closed the waiting time on the waiting list and you have an appen-
dix in the back that shows substantial reduction and waiting time.

How were you able to do that, with additional staff or what
caused a cutting in half of the time in a six month period?

Mr. NEVELDINE. [ think the impetus for change came from a
couple of different sources. One, Judge Nickerson, in his continuing
oversight of the Jose P. litigation, entered into stipulation during
the summer where he encouraged the city to use procession activi-
ties to the maximum extent possible to bring the waiting list down,
so that's been helpful.

Secondly, the new executive director of the Special Education Di-
vision has worked in terms of getting more efficiencies in the sys-
tems and setting some standards for the work load and production
of the various evaluation teams; so, that's helped also.

And as I mentioned, we've been meeting on a monthly basis, the
deputy commissioners and myself, together with staff from the
monitoring division; so, we're back each month looking for the
progress. So I think those things in combination have helped to
brin® it down.

W ’re hopeful that the progress can be sustained and we can
eventually clear up the waiting list and move on to other issues in
the city.

Mr. PAYNE. Also I noticed in your remarks that you said that
now there will be coverage for absent classroom paraprofessionals
and teachers. Currently certain types of special education or spe-
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cial programs do not have substitute teachers. When a teacher is
absent does the child just lose out?

Mr. NEveLDINE. Right. In two ways. For instance, if there’s a spe-
cial class program that has a paraprofessional assigned to it be-
cause of the severity of the students involved and that paraprofes-
sional happens to be absent for a month or two, we were not seeing
the provision of substitutes. This meant that the students’ IP’s
were not being fulfilled because they were supposed to be placed in
a class that had both a teacher and a paraprofessional, because of
the types of disabilities they had; so, that was part of the problem.

And, in the resource room area, which basically in New York
City is a pullout, if the resource room teacher wasn’t there for a
period of time, it meant that the students weren’t getting the sup-
plemental instruction to assist them in benefiting from the pro-
gram, so they simply weren'’t getting any special education services
for that period of time.

So in both cases it was a failure to provide some mechanism that
would provide the substitute coverage for both the teacher assist-
ant in the one case, and the resource room teacher in the other
case.

Mr. PayNE. Thank you. I have no further questions.

Chairman OwWENSs. I want to thank all the members of the panel
for taking time out to come to testify. We certainly appreciate your
statements. Your entire written statements will be entered into the
record.

Thank you very much.

Our next panel is Dr. Dan R. Griffith, Developmental Psycholo-
gist, National Association for Perinatal Addiction, Research, and
Education, Chicago; Dr. William Scarbrough, Associate Director for
Research, National Center for Children in Poverty located in New
York; Mr. Bernard Charles, Quality Education for Minorities Net-
work, Washington, DC; Ms. Delia Pompa, Director of Education,
Adolescent Pregnancy Prevention and Youth Development of the
Children’s Defense Fund, Washington; Dr. G. Gordon Williamson,
JFK Center for Infants with Disabilities, Rutgers University and
Ms. Marji Erickson, Associate in Pediatrics, University of Massa-
chusetts Medical Center, Worcester, Massachusetts.

Any persons who wish to testify after this panel in the open-mike
session, please give your name to the committee clerk, Ms. Green.

We’ll begin with Dr. Dan Griffith.
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STATEMENTS OF DR. DAN R. GRIFFITH, DEVELOPMENTAL PSY-
CHOLOGIST, NATIONAL ASSOCIATION FOR PERINATAL ADDIC-
TION, RESEARCH AND EDUCATION, (NAPARE) CHICAGO; DR.
WILLIAM SCARBROUGH, ASSOCIATE DIRECTOR FOR RE-
SEARCH, NATIONAL CENTER FOR CHILDREN IN POVERTY, NEW
YORK; BERNARD CHARLES, QUALITY EDUCATION FOR MINORI-
TIES NETWORK, WASHINGTON, DC: DELIA POMPA, DIRECTOR
OF EDUCATION, ADOLESCENT PREGNANCY PREVENTION AND
YOUTH DEVELOPMENT, CHILDREN'S DEFENSE FUND; WASH.
INGTON, DC; DR. G. GORDON WILLIAMSON, JFK CENTER FOR
INFANTS WITH DISABILITIES, RUTGERS UNIVERSITY; AND
MARIJI ERICKSON, ASSOCIATE IN PEDIATRICS, UNIVERSITY OF
MASSACHUSETTS MEDICAL CENTER, WORCESTER, MASSACHU-
SETTS

Dr. GrRirFITH. Thank you for inviting me. 1'd like to read testimo-
ny from the National Association for Perinatal Addiction, Research
and Education, which is NAPARE, in Chicago. The primary focus
of NAPARE has been over the last several years the assessment of
and intervention with drug-exposed infants, children and their
families.

Much of what I'm going to talk 1bout today is the result of a lon-
gitudinal prospective research study which we have had going on
since April of 1986 with approximately 300 children who were pre-
natally exposed to drugs, the majority being exposed to cocaine
usually in combination with alcohol, marijuana and/or cigarettes.

And it’s our experience with this group of mothers and children
that drug exposure is one of only a multitude of risk factors which
may impact upon these children and their families.

The direct effects of the lifestyles of pregnant chronic substance
abusers on the developing fetus usually include little or no prena-
tal care, inadequate prenatal nutrition, poor general maternal
health and increased incidence of sexually transmitted diseases.

These factors, in combination with drug exposure, place the child
at increased risk for a variety of problems, the most common of
which include intrauterine growth retardation, including stunted
brain growth, prematurity with its attendant problems, and an in-
creased risk for perinatal morbidity and mortality.

Those infants we followed in NAPARE have been followed and
have had many of these risk factors reduced.

Women who are in our project, envolled in the project during
prenatal care, usually during the first trimester of their pregnancy.
receive both prenatal care and chemical dependence therapy. Most
of them either quit using or reduced their drug use significantly
during the course of the pregnancy.

The improved pregrancy outcomes of these women point out the
importance of early identification and treatment of pregnant sub-
stance abuser. For those women in our program who were able to
stop using cocaine during the first trimester of the pregnancy, for
example, the rate of prematurity was only 17 percent as compared
to 31 percent for those women who continued to use in our pro-
gram, and a similar percentage of about 30 percent has been listed
in other studies of other populations with no prenatal care, and
also the low incidence of low birthweight among our women who
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got treatment and quit using during the first trimester was 0 per-
cent as compared to 25 percent for those using throughout the
pregnancy.

The cessation of cocaine used during the first trimester, however,
did not improve the neurobehavioral outcome of the infants. Those
infants exposed the first trimester only were equally deticient as
compared to those exposed all through trimesters in terms of State
regulation, motor control and interactive capabilities. This speaks
to the need for drug use prevention programs as well as identifica-
tion of an intervention with female substance abusers of child-bear-
ing age prior to their becoming pregnant.

The heavily exposed newborns that we have seen can best be de-
scribed as low threshold infants. What we mean by low threshold
infants are infants who have trouble controlling their States so
that they move from States of sleeping to screaming with very
little provocation. Also those infants tend to somehow pull down to
a deep sleep to avoid any further stimulation. And we found that
they ri quire a great deal of maternal or caretaker intervention in
order to be able to maintain themselves.

We've also found that with early intervention with the mothers
we've had a lot of success teaching the mothers how to care for the
infants. And when we do this, not only do the infants get the type
of stimulation which {’iey require to make good developmental
prugress but the mothers receive a sense of confidence and an in-
crease in self-esteem that helps them maintain themselves in their
programs.

As the children get older we find that with early comprehensive
and continual intervention the majority of the 3 and 4 years olds
we have followed have achieved levels of social, emotional and in-
tellectual development which place them in the normal range.

These children, however, have received intensive assessment and
interventions which are not routinely available. They have been
regularly set since birth by pediatricians and psychologists to diag-
nose and provide intervention for any problems. The have received
intervention when necessary from PT's, physical therapists, speech
therapists, 0-3 programs and 8-5 programs.

Even with these interventions and the reduction of risk factors
in our study, however, 30-40 percent of the cocaine exposed chil-
dren we follow continue to display problems in the areas especially
of language development and/or attention. The language problems
do vary considerably in terms of severity from mild articulation
f)roblems to more severe auditory and language processing prob-
ems.

Most of the children, however, have responded well to interven-
tions by speech pathologists especially when the intervention has
been provided at an early age.

Attention difficulties range from mild distractibility to attention
deficit disorders with hyperactivity and these problems seem to
relate very much self-regulatory problems we noted in our infants.

Children displaying these difficulties have low thresholds for
overstimulation and frustration and require consistent structured
predictable eavironments which allow them to develop their own
self-regulatory strategies.

]
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Many of these children lose impulse control and/or withdraw
from situations which overwhelm their capacities to self-regulate
it. These children are particularly likely to respond negatively to
changes in routine or environment which occur too rapidly or with
no warning, but we found again and again can maintain control if
transitions are made gradually and the child is provided with the
support and guidance he or she needs.

We've seen 30-40 percent of our children, even with great inter-
vention show problems. However, compared to the children which
we have followed, the majority of drug-exposed infants born in this
country are at much greater risk for a variety of developmental
and/or emotional difficulties.

In addition to the perinatal risk factors to drug-exposed infants,
which we discussed earlier in terms of prematurity and poor prena-
tal care or prenatal nutrition.

Many of the children are placed in postnatal environments
which exacerbate rather than alleviate their neurobehavioral prob-
lems. Those born severely premature and/or small for gestational
age, for example, frequently are placed in neonatal intensive care
units which are overstimulating in the extreme and force these in-
fants to shut out stimulation rather than interact with their envi-
ronments.

Those deserted by their mothers or removed from their mothers’
care by protective services, may languish in boarder nurseries with
dozens of infunts overstimulating each other and too few caretak-
ers to soothe the infants and/or provide them with the experiences
necessary to develop self-regulatory abilities.

Those who go to foster homes may be placed with caretakers who
haven’t been adequately trained to meet the special needs of these
children or may be shifted from placement to placement not allow-
ing them to form necessary attachments and forcing them to adapt
to a number of different caretaking patterns.

Even those children who remain in the home with the mother, if
the mother receives no intervention arnd continues her drug using
lifestyle, may be exposed to many further risks, most commonly in-
cluding poor postnatal nutrition; poor medical care; chaotic, incon-
sistent home environments; possible neglect and/or abuse and the
potential effects of passive exposure to illicit drugs.

In order to break this cycle of multi-generational substance
abuse, we need to address this problem at many levels. We need to
offer family therapy for the families aimed at developing healthy,
functional relationships among family members many of whom
have been the results of multi-generational substance abiise and
grown up in pathological homes themselves.

We must provide adequate chemical dependence therapy for the
substance abusing parents as well as for substance abusers who
aren’'t yet pregnant. We must provide psychotherapy for the chil-
dren to allow them to work through emotional problems resulting
from the chaotic, inconsistent drug-seeking environment. Finally,
we must provide individualized educational programs that meet
their unique needs.

To deal adequately with the complex problems of multi-risk chil-
dren, teachers must be trained to recognize the behavioral cues of
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the individual child and learn methods for intervening with these
children.

Training teachers to provide nurturing, consistent, predictable,
well-structured environments to offer greater support and guidance
during new or difficult tasks and to ease transitions within the
classroom will benefit all children but may be absolutely necessary
if those drug-exposed children with self-regulatory problems are to
achieve successful learning experiences.

It is very important to note, however, that not every drug-ex-
posed child displays problems and not every child displaying such
problems has been drug-exposed. The emphasis, therefore, must be
on enabling teachers to meet the needs of every child regardless of
the cause of the child’s difficulties. To achieve this goal, however,
we must insure that teachers receive adequate training and that
the number of children in their ciassrooms is small enough to
enable them to individualize education.

In summary then, we cannot paint a stereotypical picture of
what so-called crack babies look like and how they will perform in
school. The needs and characteristics of infants, toddlers and pre-
schoolers exposed to drugs prenatally vary considerable as the con-
stellation of risk factors to which they are exposed changes.

As these infants get older, a number of them will require special
services to foster language development and to develop self-regula-
tory strategies. Without such assistance the language problems
may intensify and behavioral problems of withdrawing and/or
acting out may become increasingly rigid.

A major difficulty, however, in obtaining early intervention for
the high-risk children in our study, has been the fact that many of
them do not show the severity or pervasiveness of delays which
make them eligible for federally-mandated services. These children
may be left floundering outside the educational system until their
abilities have declined enough to receive this funded intervention.

'n view of the potential effects which drug abuse during pregnan-
cy has on the long-term developmental outcome of children, as well
as the multiple risk factors which so often occur with drug abuse,
it is NAPARE'’s recommendation that all drug-exposed children be
classified as high risk and therefore eligible for systematic scree..-
ing and/or intervention. Thank you.

[The prepared statement of Dr. Dan R. Griffith follows:|
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Dan R, Griffith, Ph.D>.
Developmental Psychologist
National Association for Perinatal Addiction
Research and Education

The primary focus at the National Association for Perinatal Addiction Research and
Education (NAPARE) has been the assessment of and intervention with drug-exposed
infants/children and their families. Since April, 1986 we have conducted a prospective
longitudinal study following the developmental progress of approximately 300 children
exposed prenatally to drugs. The majority of these children were exposed to cocaine usually
in combination with alcohol, marijuana, and/or cigarettes.

Our esperience with this group of mothers and children has demonstrated that diug-
exposure is only one of a multitude of risk factors which may impitet upon these children and
their families.

Direct effects of the life-stvles of pregnant chronie substance abusers on the
developing fetus may include little or no prenatal care, inadequate prenatal nutnition, pooret
general maternal health, and increased incidence of sexually transmitted diseases.

These factors in combination with drug-exposure place the child atincreased risk for
a variecty of problens, the most common of which are intrauterine growth retardaton
(including stunted brain growth), and prematurity with its sequelae and an increased risk for
perinatal morbidity and mortality,

For those intants tollowed by the NAPARE project many of the nisk factors just
stated have been reduced. The women enrolled in the project received prenatal care and
chenmucal dependence therapy which beginning in the first trimester ot pregnancy, served
1o ehiminate or reduce their drug use during pregnancy. The improved pregnancy outcomes
of these women puint out the importance of early identificition of and treatment of
pregnant substance abusers: for those women who were able to stop using cocane during
the first trimester of pregnancy the rate of prematurity was only 17% as compared to 31%
for those who continued 10 use and the incidence of jow birthweight bables was 0%
compared to 25% for those using throughout pregnancy.
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The cessation of cocaine use during the first trimester, however. did not improve the
neurobehavioral outcome of the newborns. It is true, however, that the vast majority of the
infants in our study were exposed to heavy amounts of cocaine during mothers use eve it
that use only lasted through the first trimester.  Those exposed ‘o cocaine in the first
trimester only were equally deficient as compared to those exposed all three trimesters in
terms of state regulation, motor control, and interactive capabilities. This speaking to the
need for drug-use prevention programs and the identification of and intervention with female
substance abusers of child-bearing age prior to pregnancy.

The heavily exposed newborn infants we have seen can best be described as low
threshold infants, These infants often move from sleeping states to screaming with minimal
amounts of stimulation or pull into sleep states to avoid stimulation completely. Many need
to be wrapped tightly in their blankets to control disorganized, jerky motor movements.
Most of them have difficulty responding to the complexities of the human face. These infants
require consistent, predictable, low-stimulus environments with caretakers who can spend
quality time with the infants, providing stimulation appropriate for the infants and helping
the infants to develop self-regulatory abilitics. We have found that when the mothers can
be trained to interact with their infants in sensitive, appropriate ways the infants receive the
level and quality of stimulation which they require to progress developmentally, and the
mothers form a positive bond towards the infant while building a stronger sense of self-
esteem,

As the cocaine-exposed children in our study get older we have seen that early,
comprehensive, continual intervention has enabled the majority of the 3 and 4 year olds we
are following to achieve levels of social, emotional, and intellectual development which place
them in the normal range. These children have, however, received intensive assessment and
interventions which are not routinely available. They have been regularly assessed since
birth by pediatricians and psychologists to diagnose and provide iutervention for any
problem. IThey have received intervention when necessary from physical therapists, speech
therapists, zero to three programs, and 3-5 programs. Even with these interventions and
reduction of risk factors, however, 30 to 40% of the cocaine-exposed children we follow haes
continued through ages 2, 3, and now 4 years do display problems in language development
andfor attention. The language problems range from articulation difficulties to scvere
language processing problems  Most of the children have responaed well to interventions
by speech pathologists. The attention difficulties range f*om mily distractibility to attention
deficit disorders with hyperactivity. The attentional prodlems appear to be related 1o the
types of self-regulatory problems noted in our intants. Children displaying these difficuities
have low thresholds for overstimulation and frustration and require consistent, structured,
predictable environments which will allow them to develop self-regulatory strategies. Many
of the children with attentional problems lose impulse control or withdraw from situations
which overwhelm their capacities to self-regulate. These children are particularly likely 1o
respond negatively to changes in routine or environment which oceur too rapidly or with no
warning, but can maintain control it transitions are made gradually and the child is provided
with additional support and guidance.

~1
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Compared to the children which NAPARE has followed, the majority of drug-exposed
infants born in this country are at greater risk for a variety of developmental and/or
emotional difficulties. In addition t2 the perinatal risk factors for drug-exposed infants, many
of them are piaced in postnatal environments which exacerbate rather than alleviate their
neurobehavioral problems. Those born severely premature and/or small for gestational age
are placed in Neonatal Intensive Care Units which are overstimulating in the extreme.
Those deserted by their mothers or removed from their mothers’ care by protective services
may languish in boarder nurseries with dozens of infants overstimulating each other and too
few caretakers to soothe the infants and provide them with the experiences necessary to
develop self-regulatory abilitics.  Those who go to foster homes may be placed with
caretakers who haven’t been adequately trained to meet the special needs of these children,
and/or the infants may be shifted from placement to placement not allowing them to form
necessary attachments anu forcing them to adapt (o different caretaking patterns.

Those children who remain in the home of the mothers who have received no
intervention and continue the drug using life-style may be exposed to many further risks
including poor nutrition and medical care; chaotic; inconsistent home environment; possible
neglect and/or abuse; and the potential effects of passive exposure to illicit druys.

To save the child and break the cycle of multigenerational substance abuse so
common among the families we work with we must address their problems at many levels,
At the family level we must offer family therapy aimed at developing healthy, functional
relationships among family members,  We must provide adequate chemical dependence
therapy for the substance abusing parents. We must provide psychotherapy for the children
to allow them to work through emotional problems resulting from the chaotic, inconsistent
drug-seeking environment.  Finally, every child must be provided with individualized
educational program ti.at meet their unique needs.

To deal adequately with the complex problems of multi-risk children, teachers must
be trained to recognize the behavioral cues of the individual child and must learn the
methods tor intervening with these children. Most of the children we have studied who
exhibit self-regulatory problems provide early warning signs such as increased rates and
randomness of actvities which tip the caretakers off that the children are losing impulse
vontrol. Intervening at the first signs of self-regulation difficulties by engaging the children
in structured, focused activities can avord more severe problem behaviors which frustrate the
teacher and child while disrupting the educational environment of the whale classroom.
Training teachers to provide nurturing, consistent, predictable, well-structured environments:
to offer greater support and guidance during new or dfficult tasks; and to ease transitions
within the classroom will benefit all children but may be absolutely necessary for those drug
exposed children with self-regulatory problems to achieve successful learning experiences.
It is important to note thin not every drug-exposed child displays problems and not every
child displaying the problems outlined here has been drug-exposed. The emphasis therefore
must be on enabling teiwchers to meet the needs of every child regardless of the ciuse of the
chitld’s difficulties.  To achieve this goal, however, we must ensure that teachers receive
adequate training and that the numbers of children i ther classrooms are small enough o
enable them to individualize educiition.
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In summary, we cannot paint a stercotypical picture of what so-called "crack-bubies”
look like and how they will perform when they reach school. The needs and characteristics
of infants, toddlers, and preschoolers exposed to drugs prenatally vary considerably as the
canstellation of risk factors to which they are exposed changes. As these infants get older
a number of them require special services to foster language development and to develop
self-regulatory strategies. Without such assistance the language problems may intensify and
the behavioral problems of withdrawing and/or acting out may become increasingly rigid.
A major difficulty, however, in obtaining early intervention for the high risk children in our
study has been the fact that many of them do not show the severity of or pervasiveness of
delays which make them eligible for federally mandated services. These children may be left
floundering outside the educational system until their abilities have declined enough to
receive funded intervention,

Inview of the potential effects which drug abuse during pregnancy may have on the
long-term developmental outcome of children and the multiple risk factors which so often
occur at the same time, it is NAPARE's recommendation that all drug-exposed children be
classified as high-risk and therefore be eligible for systematic screening and/or intervention.
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Chairman Owens. Thank you.

Dr. William Scarbrough.

Dr. ScARBROUGH. On behalf of the National Center for Children
in Poverty I want to thank you Chairman Owens and Congressman
Payne for inviting me to testify this afternoon.

I apologize, or may have to apologize in advance, for dashing out
of here around 6, 6:30. I have a class that I teach at 7 o'clock on
Monday nights at Columbia University with the other hat that I
wear as Assistant Clinical Professor of the School of Public Health
and the School of Social Work. But I am, as I said, very pleased to
be here and I will try to hang out as long as I can.

I am also accompanied this afternoon by Mr. Bob Fulton, who is
the former Secretary of Social Services for the State of Oklahoma
and is also the senior policy advisor to the National Center for
Children in Poverty at Columbia University.

The Center has a strong interest in promoting the healthy
growth and develop:nent of poor children. In an effort to increase
public understanding of the sheer magnitude of the problem of
child poverty, the changing demographics, social and economic
characteristics of poor families with young children and the in-
creased health and development risks some poor children face, we
have published two major reports over the last year.

First, last year, and appreciate the reference to the report, we
published a report entitled, “Five Million Children: A Statistical
Profile of Our Poorest Young Citizens.” This report examines the
demographic, social and economic characteristics of poor children
and their families, and it summarizes the comparative health and
development risks poor children face.

In sum.aary, it shows that poor children, compared to low- and
middle-income children, are disproportionately minority, and more
likely to be living with single mothers who are under-educated and
under-employed. We found that these children are more likely to
suffer from prematurity, low birthweight, poor nutrition, acciden-
tal injury, - hild abuse and neglect, and more recently from AIDS
and prenatal drug exposure.

We magnified our focus on the health risks faced by infants and
children living in poor families in our 1991 report released just a
month or two ago entitled, *‘Alive and Well? A Research and Policy
Review of Health Programs for Poor Young Children.” This report
examines in detail indisputable evidence linking poverty to poor
birth outcomes, increased illness and increased mortality among in-
fants and children in low-income families.

The report states that poor children suffer disproportionately
from low birthweight, HIV infection, asthma, dental decay. mea-
sles, nuuiiiicnal probleins, lead poisoning, unintentional injuries
and maltreatment.

Both of these reports reach a similar conclusion, that major im-
f)rovements in the growth and development of infants and children
iving in disaavantaged families will only be achieved through sub-
stantial commitments at all levels of government to 1) reduce pov-
erty rates, 2) enforce broad, preventative public health measures, 3)
reduce unwanted pregnancies, and 4) expand the number of health
care organizations willing and able to provide the range of services
that poor families need.

5.
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One potentially important, yet seriously underutilized, govern-
ment commitment to improving the lives of poor children under
the age of six, is Public Law 99-457, The individuals with Disabil-
ities Act. Specifically, Part B, Section 619 and Part H, Section 672
are directly relevant to disadvantaged infants and toddlers who are
at risk of experiencing substantial developmental delays if early
intervention services are not provided.

The problems of young children who are physically or mentally
disabled, and those at risk of developmental problems, are usually
described and categorized in terms of three general groupings: es-
tablished conditions, biological risk, and environmental risk. Estab-
lished conditions refers to things such as Down’s Syndrome, spina
bifida, cerebral palsy and other diagnosed conditions.

Biologic risk factors include prematurity, low birthweight, neona-
tal asphyxia, fetal alcohol syndrome, intracranial hemorrhage and
a host of other problems. Environmental risk facts include extreme
poverty, which can bring with it many other problents such as late
or no prenatal care lack of permanent housing, consistently poor
nutrition, abuse or neglect, and family dysfunction.

Perfect agreement on what constitutes developmental risk is not
possible at this time and 1 haven’t seen a decent agreement on that
definition to this point. The research literature examining multiple
risk factors across these risk categories and estimates of the num-
bers of infants and toddlers affected nationally are virtually non-
existent.

The risk categories outlined above and the risk factors them-
selves are not mutually exclusive. And I think Dr. Griffith had
made a point of that. It is important to keep in mind that a child’s
development is influenced by multiple interacting factors.

The primary reason multi-risk factor research has been so limit-
ed is there’s currently no single data base that adequately meas-
ures the presence and severity of handicapping conditions, biologic
risk characteristics of the mother and the child, environmental risk
characteristics and measure of cognitive, physical, speech and lan-
guage, and psychosocial develcpment amongst infants and toddlers.

National data bases such as the current population survey, the
national health interview survey, the survey of income and pro-
gram participation and longitudinal survey of youth are examples
of data bases necessary to build multi-risk models for a population
estimation and program effectiveness research.

None of these data bases at present allows us to build a suffi-
ciently complete risk model of developmental problems for infants
and toddlers. Further, the samples for all these data bases are not
sufficiently large to allow stable esiimation of the numbers of ch'l-
dren at-risk at sub-national levels such as the State level or local
levels, arguably, the place where this information is most in need.

Another reasnn multi-risk factor research has been so limited to
date is the fact that risk factors affecting child development are dy-
namic. In order to assess the effect of risk factors on developmental
outcomes, both must be measured periodically for the same group
of children; in other words, longitudinally. Currently only one data
base has been developed to do just that at the national level, that
is the national longitudinal survey of youth.

o
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Because of this state of affairs there are no reliable national esti-
mates of the numbers of infants and toddlers at-risk of develop-
mental disorders due to established conditions and biolcgical and
environmental risk factors.

In order to shed a little light on this subject, I synthesize for t.ie
record from some of our work and the work of others, estimates of
these risk factors and how many children under the age of 3 would
be affected. Caution is suggested, however, in interpreting the num-
bers. It is ‘nappropriate, given the interrelations of many of these
risk factors such as poverty, low maternal education, lack of prena-
tal care, lack of stable and adequate housing, to simply add the
numbers across these various factors and arrive at a population at-
risk.

As such, by combining extreme poverty, as an example, combin-
ing extreme poverty, in other words, families living in—children
living in families with incomes below 50 percent of the poverty
line. By the way, for a family of four in this country in 1990 that
would be approximately $6,500. If you combi.ie extreme poverty
with maternal age younger than 20, age at first birth and lack ol
health insurance as a proxy for disadvantage, you end up finding
that there are about 100,000 children under the age of 3 that fall
into particular constellation of risk factors.

There is a serious lack of information regarding the number of
infants and toddlers who, because of established conditions, biologi-
cal and environment factors, experience or are at-risk of develop-
mental problems. Only with improvements in our current data sys-
tems can we expect to arrive at estimates of the numbers and char-
iactenstics of infants and toddlers at-risk of developmental prob-
ems.

And only with good estimates of those at-risk can we confiden-
tially allocate our scarce resources.

But the trade-off of not investing our scarce resources now will
be the need to invest much larger sums of money and other re-
sour;:les later to serve those ignored children. Thonk you very
much.

[The prepared statement of Dr. William H Scarbrough follows:]
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Chairman Owens and members of the Subcommittee, my name is William
Scarbrough. I am an Assistant Clinical Professor of Public Health and Associate
Director for Research at the National Center for Children in Poverty, Columbia
University in New York. I am pleased to provide testimony this afternoon on an
issue of great importance to the future of this country: the healthy growth and
development of young children, particularly poor children.

Introduction

The National Center for Children in Poverty was established in 1989 at Columbia
University with support from the Ford Foundation and the Carnegie Corporation of
New York. The Center's goal is to strengthen policies and programs for poor
children under age six and their families. To achieve this goal the Center collects,
analyzes, syntunesizes, and actively disseminates information about poor children and
families, and about public policies and programs designed to address tlieir needs.
The Center is also initiating projects through which we will assist state and local
agencies directly to plan and implement improved policies and promising program
approaches in the fields of maternal and child health, child care, and service

integration.
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The Center has a strong interest in promoting the healthy growth and development
of poor children. In an effort to increase public understanding of the sheer
magnitude of the problem of child poverty, the changing demagraphic, social and
economic characteristics of poor families with young children, and tiie increased
health and development risks some poor children face, we have published two major

reports over the last year.

First, in 1990, we published a report entitled Five Million Children: A Statistical
Profile of Our Poorest Young Citizens. This report examines the demographic, social
and economic characteristics of poor children and their families, and it summarizes
the comparative health and development risks poor children face. In summary, it
shows that poor children, compared to low- and middle-income children, are
disproportionately minority, and living with single mothers who are under-educated
and under-employed. As a result, the children are more likely to suffer from
prematurity and low birthweight, poor nutrition, accidental injury, child abuse and
neglect, and more recently from AIDS and prenatal drug exposure. We found that
these problems are more prevalent among families who lack adequate resources—
that is, the families of these children are less likely 10 be able, for example, to
arrange and pay for quality child care, to provide a safe, nurturing and intellectually
stimulating environment, and to find a convenient and affordable source of primary
health care.

Second, we magnified our focus on the Lealth risks faced by infants and children
living in poor families in our 1991 report entitled Alive and Well? A Research and
Policy Review of Health Programs for Poor Young Children. This report examines, in
detail, indisputable evidence linking pover:y to poor birth outcomes, increased
illness, and increased mortality among in:ants and children in low-income families.
The report states that poor children suffer disproportionatc ly fzom low birthweight,
HIV infection, asthma, dental decav, measles, nutritional problems, lcad poisoning,

unintentional injuries, and maltreatment.

Both of these reports reach a similar conclusion—rthat major improvements in the
growth and development o infants and chiidren living in disadvantaged families
will only be achieved th:. ugh substantial commizments at ali levels of government
to (1) reduce poverty rines, (2) enforce broag, preventive public health measures,
(3) reduce unwanted pregnancies, and (4) expand the number of health care
organizations willing and able to provide the range of scrvices that poor families

need.
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Improving Poor Children’s Chances for Healthy Developmert:
The Potential of P.L. 99-457, The Individuals with Disabilities Act

One potentially important, vet seriously underutilized, government commitment to
improving the lives of poor children between the ages of birth and three vears is
Public Law 99-457, The Individuals with Disabilities Act {formerly the Education of
the Handicapped Act). Specifically, Part H, Section 672, Subsection 1 of the law

“covers all handicapped infants and toddlers (from birth up to age three) who 1r.2d

early intervention services because they (1) are experiencing developmental de levs,
as measured by appropriate diagnostic instruments and procedures, in the areas 0.
cognitive development, physical development, language and speech development,
psychosocial development, or self-help skills; or (2) have a diagnosed physical or
mental condition that has a high probability of resulting ir developmental delay.
The law goes on to state that infants and toddlers who ar : at risk of experiencing
substantial developmental delays if early intervention scrvices are not provided can
also be included, at state discretion. To date, only six states have attempted to
include infants and toddlers at risk of developmental problems. It is this last
sentence in the subsection, as it relates 1o disadvantaged infants and toddlers, that is
addressed in the following pages.

Children At Risk of Developmental Disorders: Who Are They and How
Many of Themn Are at Risk?

The problems of young children who are physically or mentally disabled, and those
at risk >f developmental p.~Hlems zce usually described in terms of three general
categories: established conditions. ! «in~ica! ri.k, and environmental risk (Tjossem,
1976). Established conditions refcrs to Cown syndrome, spina bifida, cerebral palsy,
and other diagnosed conditions. Biolociw 115k factor. include prematurity, low
birthweight. neonatal asphyxia, fetel al <! svndrome, intracrannial hemorrhage
and a host of other problems. Environmental risk factors include extreme Hoventy,
which can bring with it other problems such as late or no prenatal care, lack of
permanent housing, consistently poor nutrition. abuse or neglect, and family

dysfunction.

Perfect agreement on what constitutes developmental risk i+ not possible at this
time. While there exists a large body of research literature that illustrates the
relationshi: between many established and biologic risks and developmental
probiemns (. - vnkoff and Marshall, 1990), the- is relatively little research glearly
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showing the relationship between environmental risks, such as extreme poverty or
poor family functioning, and poor child development. Further, the research
literature examining multiple risk factors across the risk categories and estimates of
the numbers of infants and toddlers affected nationally is virtually nonexistent.

The risk categories outlined above (and the risk factors themselves) are not mutually
exclusive. It is important to keep in mind that a child's development is influenced by
multiple, interacting factors. For example, although children born prematurely may
be enrolled in special education programs at a higher rate than children born full-
term, these children usually experience a number of other risk factors besides
prematurity that play a significant role in their development. Those factors could be
biological, such as neonatal seizures, chronic lung disease, sensory disorders, or
persistent feeding problems. Or they couid be environmental, such as early and
prolonged inattentive caregiving, absence of family support, or severey adverse
economic conditions leading to problems in accessing or obtaining necessary and
sufficient conditions for healthy growth and development. Or they could be both
biological and environmental (NCCIP, 1989).

The primary reason multi-risk factor research has been so limited is that there is
curreniy no single database that adequately measures the presence and severity of
handicapping conditions, biologic risk characteristics of the mother and the child.
environraental risk characteristics, and measures of cognitive, physical, speech and
language, and psychosocial development among infznts and toddlers. Examples of
national databases that collect health, economic, and demographic characteristizs,
and child development outcomes inciude:

Current Popularion Survey
(cross-sectional, predominantly economic and dgemographic
characteristics, few heaith measures, no chud deveiopment measures);

National Health Interview Survev

(cross-sectional; predominantly health measures, some economic and
and demaographic charactenistics, no child developmient measures):
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Survey of Income and Prograin Participation
(longitudinal; predominantly program participation,
economic and demographic characteristics, some health
measures, no child development measures); and

National Longitudinal Sun ey of Youth [NLSY]
ongitudinal; predominantly child development cutcorme meastires,
and economic and demographic characteristics, few health measures).

None of these databases, at present, allows us to build a sufficiently omplete risk
mode! of developmental problems for infants and toddlers. Further, the samples for
all of these databases are not suf -iently large to allow stable estirnation of the
numbers of children at risk at subnational levels (such as the state or local level—
policymakers and program operators at these levels are most in need of this
information).

Another reason mu'*i-risk factor research has been so limited to date is that the risk
factors uffecting child development are dynamic. In order to assess the effect of risk
facters on developmental outcomes, both must be measured periodically for the
srane group of children. Currendy only one database has been designed to do just
that at the national leve. —the NLSY. The problems with the NLSY, as noted ahove,
ace its lack of a complete list of biologic risk measures and insufficient sample size to

altow for stable subnational estimation.

Becatuse of this state of affairs, there are no reliable national estimates of the
qumbers of infants and toddlers at risk of developmental disorders due to
esiablished conditions, and biologic, and environmen:al risk factors. in an attempt
to provide the Committee with estimates of the numbers of infants and toddlérs
potentially at risk of developmental problems, I present below ten selected risk
factors and estimates of the numbers of infants and toddlers sufferitig from those
risks nationally. Caution is suggested in interpreting these numbers. It is
inapproriate, given the interrelations of many of these risk factors (such as poverty,
low maternal educatio., lack of prenatal care, anc lack of stable and adequate
housing), to simply add the estimates together to arrive at the population “at risk”.
When the factors overlap, the numbers of children at risk are reduced. Where
possible, estimates have been provided for those suffering from multiple risk factors.
The estimates are based on information found in the research literature and the
analytic work we conducted in relation to Five Million Children and Alive and Well?

C
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Established Conditions (15,000 - 80,000)

1. Approximately 1 to 2 percent of all infants are born with discernable disabling
conditions (that is, established risks such as Down syndrome). This translates to
between roughly 15,000 and 80,000 infants annually. By the time children enter
school, 10-12 percent are found to have some degree of disability (ranging {rom
physical and mental disabilities to speech and language development delays).
This translates to between 350,000 and 400,000 children (Blackman, 1986).

2. Economic Deprivation (1.2 - 2.5 million)

There is considerable debate aboui the exact processes that translate acute
economic deprivation into developmental risk for chilaren, but experts agree that
ecoromic deprivation represents a challenge to the coping resources of
individuals, families, and communities (Fisher and Cunningham, 1983).

Poverty affects the health, education and welfare of mothers which, in tum, can
have an effect on premature births, low birthweight, malnutrition and the
welfare of infants and toddlers. During late 1970s and throughout the 1980s,
economic deprivation was most common among families with young children. In
1989, the poverty rate among infants and toddlers (children under age three)
reached almost 25 percent—one out of every four children—or about 2.5 million
children. Since 1987, the poverty rate has remained fairly stable.

However, not all poor infants and toddlers experience developmental problems.
Those most at risk (because of acute economic deprivation) are the
approximately 1.2 million children under age three whose family incoines are
below 50 percent of 1.,.. poverty line. Since 1986, the nuinber of children under
age three whose family incomes were helow 50 pe-.ent of the poverty line has
vrown by 12 percent (National Center for Children in Poverty, 1990).

3. Matemal Age Less Than 15 Years (31,000)

According to the Census Bureau, there were approximately 8 miliion women
between the ages of 10 and 14 in the USn 1989. The birth rate for women in
this age group was 1.3 per 1000 women. If the number of women in this age

&
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group and the birth rate remained constant over a three vear period, the total
number of infants and toddlers born to young mothers would be roughly 31,000.
The birth rate for these women has grown by nearly 20 perent since 1980(U.S.
Department of Commerce, 1990).

. Maternal Education Less Than High School (2.4 million)

During the late 1980s, one out of every five births in the US was to a mother who
had no' completed high school—-translating to re-:ghly 800,000 infants per
vear—or 2.4 million children under three. This number represents a 15 percent
increase over the carly 1980s (U.S. Department of Commerce, 1990).

Maternal Education Less Thar High School and Poverty (1.1 million)

If risk is defined as living below the poverty line and maternal education being
less than high school, the number of children under three at risk would be about
1.1 million. Since 1980, the number of children under three living in poor
families with a mother who did not graduate from high schoo! increased 22
pe:cent (National Center for Children in Poverty, 1990).

. Late or No Prenatal Care (220,000)

According to vital statistics from the National Center for Health Statistics (NCHS,
1989) and a study conducted at the Alan Guttmacher Institute (AGI, 1989),
about 6 percent of all infants born in the US are born to women who received
late (i.e., after the second trimester) or no prenata: care. This translates to
roughly 220,000 infants. Throughout the 1980s, the proportion of women
initating care in the third trimester or receiving no care at al. increased 5 10 6
percent.

. Matermnal Substance Abuse (39,000 - 1.2 million)

Hospital estimates of drug-exposed newborns range from as lov. as 1-2 percent 1o
as high as 42 percent depending upon the substance abused and the hospital
studic. (Zuckerman, et. al., 1989). If these percentages were applied to all
newbporns in any given vear, the number would range between 39,000 and 1.2
milion. The National Institute on Drug Abuse has estimated that in 1988 about
5 million women of childbearing age used illicit drugs (USGAO, 1990). This
represents a 20 percent increase over the early 1980s.
7
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7. Low Birthweight (267,000 - 350,000)

According to vital statistics from NCHS (1988), approximately 7 percent of all
infants born in the US are low birthweight (under 2500 grams)—this translates
to approximately 267,000 infants. Since 1984, the proporiion of babies borm at
low birthweight increased slightly (2 percent). The Institute of Medicine (1985)
found that low income is clearly associated with increased risk of low
birthweight.

8. Lead Exposure (1.5 million)

More than 1.5 million children under the age of three suffer from elevated lead
levels. Higher levels of lead present in the blood are known to cause serious brain
damage. Health experts agree that even low levels of lead exposure can cause
decreased intelligence, short-term memeory loss and underachievement in school.
Among very young children, low levels of exposure can have a long-term effect
on a child’s ability to learn (Environmental Defense Fund, 1990).

9. Malnutrition/Hunger (330,000 - 390,000)

Between 1972 and 1988, 9 to 11 percent of infants and young children
consistently fell below the NCHS growth chart's fifth percentile for height for age
and 3-4 percent were consistently below the fifth percentile for weight for height
(HHS, 1989). If these percentages were applied to only infants and toddlers, this
would translate to between roughly 330,000 and 390,000 children nationally.

10. Homeless/Precariously Housed (27,000 - 78,000)

The US General Accounting Office reports that approximately 68,000 children
and youths aged 16 vears and younger were members of families who were
literallv homeless and another 186,000 were precariously housed—doubled up
in shared housing. Among the children whose ages were reported, about

40 percent were aged thiee vears and vounger (27,000-78,000).
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Closing Remarks

There is a serious lack of information regarding the number of infants and toddlers
who, because of established conditions, biological, and environmental factors,
experience or are at risk of developmental problems. Few research studies exist that
have examined the effects of multiple risk factors over time, and those that have are
limited to specific subnational populations. With already constrained state budgets,
and without better estimates of these populations, new services are not likely to be
created.

In order 1o hclp iinprove effective distribution of limited resources to improve infant
and toddler development, a systemnatic examination of national databases that
collect child developmental outcomes (such as the NLSY) should be conducted to
determine if the data collection procedures could be augmented to include data
regarding established cnnditions, biologic, and environmental risk factors related to
developmental problems. Further, the samples of those databases should be
examined to determine the relative costs and benefits of increasing the sample size
to allow for stable subnational estimation. Only with improvements in our current
data systems can we expect to arrive at reasonable estimates of the numbers and
characteristics of infants and toddlers at risk of developmental problems. And only
with good estimates of those at risk can we confidently allocate scarce resources.
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Chairman OweNs. Thank you.

Bernard Charles.

Mr. CHARLEs. Thank you, Mr. Chairman, and the members, Con-
gressman Payne. My name is Bernard Charles, I am Senior Vice
President of the Quality Education for Minorities Network, a non-
profit organization in Washington, DC, established in July 1990,
?\Ind dedicated to improving education of minorities throughout the

ation.

The Network is a focal point for the implementation of strategies
to help realize the vision and goals set forth in the report, “Educa-
tion That Works: An Action Plan For The Education of Minori-
ties.” The report was issued in January 1990 by the MIT-based
Quality Education for Minorities Project, following more than two
years of travel, visiting nine major cities from San Juan, Puerto
Rico to Anchorage, Alaska, exploring effective programs and strate-
gziesl to improve the education of minority children, youth and
adults.

The focus of this hearing on infants, toddlers and preschoolers
at-risk could not come at a more appropriate time. As the Nation
seems preoccupied with international issues, dominated by our con-
tinued involvement in the Gulf War, peace efforts in the Middle
East, huge budget deficits and a declining economy, less emphasis
is being placed on domestic policy issues. I want to compliment the
subcommittee for bringing these hearings to the community most
affected by this neglect.

As is so often the case, those who are powerless in our society,
primarily the poor and young children, are the first to suffer from
this lack of attention. This is evidenced by the inadequacy of fund-
ing and the under-funding of the various nutritional and health
programs such as Head Start and Women, Infants and Children,
WIC as it's commonly known. We need a strong voice for those
without a political voice in the ensuing national debate on setting
the education agenda for the remainder of the decade and into the
twenty-first century.

While recognizing that there are many children at-risk in our
nation because of changing family patterns, inadequate access to
health care, high unemployment, a limited supply of affordable
housing, and poor educational opportunities, recommendations and
strategies for addressing the problems of these children must have
broad application for all children.

My comments this evening, however, will focus on minority chil-
dren who, in addition to the factors listed above, are adversely af-
fected by persistent racism and who are disproportionately under-
served by our nation’s education, health and social service systems
and who are most at-risk in our society.

According to the Center for Disease Control in Atlanta, a pri-
mary concern should be the increasing to near epidemic proportion
of young children, particularly in our inner cities, who are victims
of measles, rubella, whooping cough and other contagious diseases.
The Center reports more than 26,500 cases of measles were report-
ed nationwide last year, up from 18,193 confirmed cases in 1989.

They found that more than half of the cases occurred among un-
vaccinated preschool age children. These children are unduly ex-
posed either because eligible parents are unaware of the existence
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of free immunization programs, or parents are unable to afford the
cost of having their children vaccinated because of inadequate
health insurance.

These services, when available, are often in areas too distant by
public transportation and frequently are open at a time of day too
inconvenient for families with multiple responsibilities. Clearly,
this disease and others are preventable in a nation as vich as ours.

What is missing is the will and commitment to take appropriate
steps to eradicate any of these structural conditions and assure
that no child is without adequate care to prevent these diseases
from recurring. Though most children meet State requirements to
be vaccinated against measles and other childhood discuse before
enterinf school, there is no un‘versal requirement for preschool
age children to be immunized. The Center for Disease Control rec-
ommends that this situation be corrected now.

The QEM report, and many others, conclude that in order to ad-
dress prevention and intervention programs that seek to targat
young children ages 0-6, strategies must center on the family,
whether that be a traditional two parent, single parent, foster care
or extended family.

Parents are their children’s first teacher and are ultimately
those most responsible for their education.

Children learn about treating others by the way they are treated
within the family and community. Family teaching is the basis of
socialization, producing the sense of safety for the child. Parents
can make a difference one way or another in the way children view
themselves as contributing meinbers of the larger society.

The question is often asked, how early should the intervention
take place? I would argue at the prenatal stage or as soon as the
mother-to-be becomes aware that she is pregnant. If we reflect for
a moment, it is at that point that actions begin to determine what
kind of life the child is to have. Decisions as to where one is to live
and what kind of education the child is to have are all limited by
economic factors, social support networks, and human resources
available to the individuals involved.

Women or parents from less advantaged or poverty backgrounds
often view their options as being limited by circumstances beyond
their control because many decisions are made for them by others
within and outside the social welfare system.

Admittedly, children and families living in the poorest neighbor-
hoods with the fewest basic support services face the greatest obsta-
lc_les in moving out of poverty and improving the quality of their
ives.

Increasing the availability of health and human services through
cooperative arrangements with day care centers, public schools,
churches and other cornmunity-based organizations would go a long
way toward ameliorating their life circumstances.

But there are decisions that women can control to give their
child the opportunity to fulfill his or her promise for a full and pro-
ductive life, namely, abstaining from abusive substances such as
smoking, alcohol, various drugs, poor nutrition and increasing the
frequency of doctor visits. ach of these factors, or any combina-
tion thereof, contributes to low birthweight, premature births, fetal
drug exposure and other major medical complications which fre-
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quently lead to physical handicaps, mental retardation and learn-
ing disabilities.

According to a recent report of the National Center for Children
in Poverty, in 1987 there were 5 million children under the age of 6
who lived in families below the poverty line. 2.1 million (42 per-
cent) were white; 1.6 million (32 percent) were Black; 1 million (21
percent) were Hispanic; and a quarter of a million (5 percent} were
from other racial or ethnic minorities predominantly Asian and
Native Americans.

The report also notes that 48 percent of young Black children, 42
percent of young Hispanic children and 20 percent of young chil-
dren from othcr minority groups were poor. In sharp contrast, only
13 percent of young white children were poor.

These figures, as devastating as they appear, can only worsen
unless dramatic intervention programs are initiated and fully-
funded at the national. State and local levels. I will return to this
issue later on in my testimony.

By now we are all aware of the changing demographics that pre-
dict by the year 2019, 88 percent of all children will be minority
and some estimate that by the year 2040, just 50 years from now.
the majority of the Nation's population wil{ be non-white. The fun-
damental component of this transformation is the increasing mi-
nority birth rate and the decline in the white birth rate, especially
that of the white middle class since the mid sixties. The implica-
tion of this data for our nation’s future technological competitive-
ness in the increasingly global economy cannot be underestimated.

Already minorities constitute the majority of school enrollments
in 22 of 25 of the Netion's larest cities, which inciudes New York,
and 60 of the 75 lariest urban school districts. Furthermore, it is
projected that by the vear 2010 California, Texas, Florida and New
York will join Missis:ippi and New Mexico in having minority stu-
dents in the majority in their school systems.

The quality of education for minority students has already trig-
gered a healthy debate among educators, the business community,
State governments and the philanthropic sector as well as the forg-
ing of new partnerships around improving the quality of our future
work force.

The focus of this hearing addresses Goal One of the six major
goals in our report, “Education That Works: An Action Plan for
the Education of Minorities” in which we challenge the President,
the governors and the Nation to ensure that minority students
start school prepared to learn.

The demogruphic realities m 'ke this an urgent issue. The QEM
report made this the first goal hecause it is clear that to affect the
way minority childrcn are educated at all points along the edurs-
tional pipeline, every effort must be made to ensure that they
enter school each year with the foundation for intellectual curinsi-
ty and healthy development essential to academic success as they
move along the education continuum.

This goal also coincides with the first of six national education
oals adopted by President Bush and the Nation’s governors that
y the year 2000 all children in America will start school ready to

learn. We believe, that because we shared cur draft report with the
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President’s Domestic Policy Office and the National Governors As-
sociation, QEM influenced their decision in this regard.

It should be noted, however, that in the recently released report,
“America 2000: An Education Strategy’’ by the President and Sec-
retary of Education, Lamar Alexander, this goal is ignored. Regard-
less of the reason for this Commission, Goal One is critical to the
achievement of each of the remaining goals, whether QEM's goals
or the national education goals.

Therefore, any strategy must respond to the first goal. We must
stiffen our resolve to make this first and crucial step a major part
of our advocacy for children and especially minority children
whose issues are not addressed in this latest report from the ad-
ministration.

We believe that this goal can be achieved if the Nation were to
increase access to quality pre- and postnatal health care, increase
participation in child nutrition programs, ensure that every pre-
schooler has access to quality day care and early childhood educa-
tion, enable all parents to better assume their roles as first teach-
ers of their children.

To make this goal a reality we recommend that Federal, State
and local governments increase participation in the women, infants
and children WIC program so that by 1995 all the eligible partici-
pants are provided support, double the participation in child nutri-
tion programs, increase Federal funding and State funding for
child care programs to cover a 100 percent participation rate of
preschoolers with mothers on welfare or for working mothers
whose income is 150 percent of the poverty line, increase enroll-
ment in Head Start incrementally over the next five years to cover
100 percent of the eligible po u{ation by 1995, invest in new ap-
proaches to easing and strengthening the home-to-school transition.

In our site visits we found numerous examples of s.ccessful
intervention programs that work with minority childrer across the
education spectrum. For purposes of this hearing, I will cite only a
few. AVANCE, a parent education program in 5an Antonio, Texas
trains parents to assume their role as the primary teachers of their
children, it's an early interventior.

The Saturday Science Academy at the University of California at
Irvine requires Black perents to attend half the sessions with their
children. The California Quality Education Project with 100,000
students in 16 school districts across the State asks parents to
pledge that they will set aside study time at home, get their chil-
dren to school on time, read to the children every day, attend back-
to-school nights and attend parent-teache: conferences. If they
can't read to their children, listen to their children.

A critical element in those successful intervention programs and
in others was that most were conceived, developed ana implement-
ed outside the local school system.

To the credit of some of these systems, however, once the pro-
grams demonstrated their capacity to impact the targeted groups,
or received broad community or political support, they were quick-
ly incorporated into the regular school curriculum. Clearly, there
are lessons to be learned from these community-based efforts.

Mr. Chairman, I urge you and your fellow committee members to
include language within the reauthorization legislation under con-
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sideration this evening to allow these local initiatives to become
the core of efforts designed to improve the quality of life in their
communities.

Finally, minority community leaders and those of us who have
achieved economic and educational success must take responsibility
for our own people. Our energy, ideas and money must return to
the communities and to our children. No one can, or should, do it
for us. Thank you.

[The prepared statement of Bernard Charles follows:]

44-202 - 91 - 4
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BEFORE THE
SUBCOMMITTEE ON SELECT EDUCATION OF THE
COMMITTEE ON EDUCATION AND LABOR
U.S. HOUSE OF REPRESENTATIVES
CLARA BARTON HIGH SCHOOL
BROOKLYN, NEW YORK

MAY 8, 1991
Mr. Chalrman, members of the Subcommittee on Select Education, my
name is Bemard L. Charles. | am Senior Vice-President of the Quality
Education for Minorities Network, a non-profit organization in Washington,
D.C. established in July 1980 and dedicated to improvir4 education for
minorities throughout the nation. The Network Is a focal point for the
implementation of strategies to help realize the vision and goals set forth in
the report: Education That Works: An Action Plan For The
Education of Minorities. The report was issued In January 1990 by the
MIT-based Quality Education for Minorities Project, following more than two
years of travel visiting nine major cities from San Juan, Puerto Rico to
Anchorage, Alaska exploring effective programs and strategies to improve

the eduration of minority children, youth and addlts.

| appreciate the opportunity to comment on the reauthorization of the
EARLY INTERVENTION PROGRAM (Part 14) and the Pra-school program
(Part B, Section 619) of the INDIVIDUALS WITH DISABILITIES
EDUCATION ACT (Formerly EHA).

The focus of this hearing on infants, toddlers, and preschoolers at risk
could not come at a more appropriate time. As the nation seems pre-
occupied with international issues, dominated by our continued

Ne,
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involvement in the Gulf War, peace efforts in the Middie East, huge budget
deficits and a declining economy, less emphasis is being placed on
domestic policy issues. | want to compliment the subcommittee for bringing
these hearings t0 the comimiunities most atfected by this neglect.

As is so often the case, those who are powerless In our society,
primarily the poor and young children, are the first to suffer from this lack of
attention. This is evidenced by the inadequacy and under-funding of the
various nutritional and health programs such as Head Start and Women,
infants and Children (WIC). Wa need a strong voice for those without a
political voice in the ensuing national debate on setting the education
agenda for the remainder of the decade and into the twenty-first century.

While recognizing that thers are many children at risk in our nation,
because of changiny family patterns, inadequate access te health care,
high unemployment, a limited supply of affordable housing and poor
educational op, ortunities, recommendations, and strategies for addressing
the problems of these chlidren must have broad applications for all children.
My comments today, however, will focus on minority children who, in
addition to the factors listed above, are adversgly affected by persistent
racism and who are disproportionately underserved by our nation's
education, health, and social service systems and who are most at risk in
our society.

According to the Center for Disease Control in Atlanta, a primary
concern should be the increasing to near epidemic proportion of yourg
children, particularly in cur Inner citles, who are victims of measles, rubslia,
whooping cough, and other contagious diseases. The Center reports that

2
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more than 26,500 cases of measles were reported nationwide last year, up
from 18,193 confirmed cases in 1989. They found that more than haif of
the cases occurred among unvaccinated preschool age children. These
children are: unduly exposed, either because gligible parents are unaware
of the existence of free imriunization programs, or parents are unable to
afford the cost of having their children vaccinated becauss of Inadequate
health insurance. These services, when available, are often in areas too
distant by public transportation and frequently are open at a time of day tco
inconvenient for familles with multiple responsibilities. Clearly this disease,
and others are preventable in a nation as rich as curs. What is missing is
the will and commitment to take appropriate steps to eradicate any of these
structural conditions and assure that no child is without adequate care to
pravent these diseases from recurring. Though most children meet state
requirements to be vaccinated against measles and other chiidhood
diseases, there is no universal requirement for pre-school age childrento
be immunized. The Centar for Disease Control recommends that this
situation be corrected now.

The QEM report, and many others, conclude that In order to address
prevention and intervention programs that seek to target young children
ages 0-6, strategies must center on the family, whether that be a traditional
two parent, single parent, foster care, or extended family. Parents are
their children’s first teacher and are ultimately those most responsible for
their education. Children learn about treating others by the way they are
treated within the family and communlty. Family teaching is the basis of
soclalization, producing the senss of safety for the child. Parents can make
a différence —~ one way or another -- in the way children view themselves as
contributing membars of the larger socisty.

3
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The question Is often asked how early should the intervention take
place. | would argue at the pre-natal stage, or as soon as the mother-to-be
becomes aware that she is pregnant. f we reflect for a momrent, it is at that
point that actions begin to determine what kind of life the child is to have.
Decisions as to where one is to live and what kind of education the child is to
have are all limited by economic factors, social support networks, and
human resources available to the individuals involved.

Women or parents from less advantaged or poverty backgrounds
often view their options as being limited by circumstances beyond their
control because many decisions are made for them by others within and
outside the social walfare system. Admittedly, children and families living in
the poorest neighborhoods with the fawest »asi¢ support services face the
greatest obstacles in moving out of poverty and improving the quality of
thelr lives. Increasing the availability of health and human services through
cooperative arrangements with day care centers, public scheols, churches,
and other community-based organizations would go a long way toward
ameliorating their life circumstances.

But there are decisions that women can control to give their child the
opportunity to fulfill hisher pre mise for a full and productive life, namely
abstaining from abusive substances such as smoking, alcohol, various
drugs, poor nutrition, <nd increasing the frequency of doctor visits. Each of
these factors, or any comb.nation thereof, contnbutes to low birth weight,
pre-mature births, fetal drug exposure, and other major medical
complications which frequently lead to physical handicaps, mental
retardation, and leaming disabilities.

4
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According to a recent report of the National Canter for Children in
Poverty in 1987, there were five million children under the age oi six who
fived in familles below the poverty line. 2.1 milllon (42 %) were white; 1.6
million ( 32 %) were Black; 1 mililon (21 %) were Hispanic; and 250,000 (5
%) were from other racial or ethnic minorities, predominantly Asian and
Native Americans.

The report also notes that 48 percent of young Black childran, 42
percent of young Hispanic children, and 20 percent of young children from
other minonity groups were poor. In sharp contrast, only 13 percent of
young white children were poor.

These figures, as devastating as they appear, can only worsen uniess
dramatic intervention programs are initiated and fully-funded at the
national, state and local levels. | will retumn to this issuae later on in my
testimony.

By now, we are all aware of the changing demographics that predict
that by the year 2010, 38 percent of all children will be minority and some
estimate that by the year 2040, just 50 short years from now, the majority of
the nation's population will ba non-white. The fundamental component of
this transformation is the increasing minority birth rate, and a decline in the
white birth rate, especially that of the white middie class since the mid-
sixties. The implications of this data for our nation's future technological
competitiveness in the increasingly global sconomy cannot be
underestimated.



99

Already minorities constitute the majority of school enroliments in 22
of 25 of the nation's largest cities, which includes New York, and 60 of the
75 largest urban school districts. Furthermore, it is projected that, by the
year 2010, Califomia, Texas, Florida, and New York will join Mississippi and
New Mexico in having minority students in the majority in their school
systems. The quality of education for minority students has already
triggered a healthy debate among educators, the business community,
state govemments, and the philanthropic sector as well as the forging of
new partnerships around improving ihe quality of our future workforce

The focus of this hearing also addresses Goal Qne of the six major
goals in our report: Education That Works: An Action Plan for the
Education of Minorities in which we challenge the President, the
govemnors and the nation to:

ENSURE THAT MINORITY STUDENTS START SCHOOL
PREPARED TO LEARN.

The demographic realities make this an urgent issue. The QEM
Report made this the first goal because it is clear that to affect the way
minority children are educated at all points along the educational pipeline,
every effort must be mada to ensure that they enter school each year with
the foundation for intellectual curiosity and healthy development essential
to academic success as they move along the education continuum.

This goal also coincides with the first of six national education goais
adopted by Prasident Bush and the nation's Governors: By the year 2000,

allchidren jin America will start school ready to leamy. We believe, because
6
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we shared our draft report with t1e President's Domestic Pulicy Office and
the National Govemors Association that QEM influenced their decision in
this regard. It should be noted, however, that in the recently released
report: America 2000: An Education Strategy by the President and the
Secretary of Education, Lamar Alexander, this first goal is ignored.
Regardiess of the reason for this omission, Goal #1 is critical to the
achievement of each of the remaining goals, whether QEM's goals or the
national educational goals. Therefore, any strategy must respond to the
first goal. We must stiffen our resolve to make this first and crucial step a
major part of our advocacy for children, and especially for minority chiidren,
whose issues are not addressed in this latest report from the
Administration.

We believe that this goal can bs achieved if the nation were to:
* increase access to quality pre- and post- natal health care
* increase participation in child nutrition programs

» ensure that every pre-schooler has access to quality day care
and early childhocod education.

» enable all parents to better assume their roles as first
teachers of their children.

To make this goal a reality, we recommend that federal, state, and local
governments:
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* increase participation in the women, infants, and children (WIC) program
so that by 1995, all the eligible participants are provided support.

* double the participation in child nutrition programs

« increase federal funding and state funding for child care programs to
cover a 100% participation rate of pre-schoolers with mothers on
welfare or for working mothers whose income is 150% of the poverty
tine,

* Increase enroliment in head start incrementally over the next five years to
cover 100% of the eligible population by 1995,

* invest in new approaches to easing and strengthening the home-to-school
transition.

In our site visits we found numerous examples of successful
intervention programs that work with minority children across the education
spectrum. For purposes of this hearing, | will cite only a few. AVANCE, a
parent education program in San Antonlo, Texas, trains parants to assume
their role as the primary teacher of their children. The Saturday Science
Academy at the University of Callfornia at irvine which requires Black
parents to attend half the sessions with thelr children. The California
Quality Education Project, with 100,000 students in 16 school districts, asks
parents to pledge that they will set aside study time at home, get their
children to schooi on time, read to children every day, attend back-to-
school nights, and attend parant-teacher conferences.

A critical element in those successful intervention programs and in
others was that most ware conceived. developed, and implemented outside
the local school system. To the credit of some of these systems, however,
once these programs demonstrated thair capacity to impact the targeted

8
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groups, or received broad community or political support, they were quickly
Incorporated Into the regular school curriculum. Ciearly there are lessons
to be leamed from these community based efforts.

Mr. Chalrman, | urge you and your fellow committee membaers tc
include language within the reaut* rization legislation under consideration
this evening to allow these iocal initiatives to become the core of efforts
designed to improve the quality of life in their communities.

Finally, minority community leadars and those of us who have
achieved economic and educational success must take responsibility for
our own people. Our energy, ideas, and money must return to the
communities and to our chiidren. No one can - or should - do it for us.
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Chairman Owens. Thank you.

Ms. Delia Pompa.

Ms. Pompa. Mr. Chairman, Mr. Payne.

On behalf of the Children’s Defense Fund, I want to thank you
for the opportunity to testify today regarding the reauthorization
of the Early Intervention Program, Part H, and the Preschool Pro-
gram of the Individuals with Disabilities Education Act. We at the
Children’s Defense Fund, or CDF as I'll refer to it from now on,
applaud this committee's leadership and long-standing comm’ment
to the implementation and exploration of quality education policy.

The Individuals with Disabilities Education Act, IDEA, is one of
our nation’s few bright spots in the realm of policies for children.
It's comprehensive approach to early intervention has had what
some call a revolutionary affect on American's disabled and disad-
vantaged youth. CDF is pleased to add its voice to the chorus of
support for this successful legislation.

But IDEA can do more. Crippled by a deficiency in funding,
many States have stopped expanding their Part H services and
others threaten to discontinue their programs altogether. The most
unfortunate result of this stagnation is the inability of States to
expand Part H programs to at-risk children.

Part H of IDEA has the capacity, through its coordinated serv-
ices, to not only help children who are already developmentally de-
layed, but also those who are at-risk of becoming so. The inability
of States to take advantage of this unique opportunity is a problem
that must be addressed at the Federal level. Only through in-
creased funding and the proper incentives can IDEA reach its full
potential.

Identifying & child as at-risk does not and should not impose a
contrived label on that child. At-risk, as many have said before,
does not seek to describe, only to warn. It raises a red flag over
normal children whose normal histories or environments may lead
to developmental delay. An at-risk child then is one who has a
greater statistical chance of developing cognitive, physical or emo-
tional problems than do his or her cohorts.

Public Law 99-457 encourages States to develup their own defini-
tions of at-risk children, counseling them to include well-known bi-
ological and other factors that can be identified during the neona-
tal period and that place infants at-risk for developmental delay.

The following is a list of risk factors that the Children's Defense
Fund believes should be included in States' definitions of at-risk.
We believe strongly that sociologic and environraental factors, such
as those which I will describe, are as important as biological ones
in the healthy development of a child.

In particular, CDF is concerned with the fact that minority chil-
dren are overrepresented in many of the at-risk categories which 1
will discuss. The povertv and poor health of many of our natiot’s
minority children should be a constant reminder of how far we
need to go before true equality is reached in this country.

While this list does not seek to be a comprehensive one, we hope
States and the members of this committee will recognize the
breadth of challenges facing our nation’s vouth and understand
that a child who encounters more than one risk factor has an ex-
ponentially increased risk of becoming developmentally delayed.

10,
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Our first risk factor that we will list is poverty, and that'’s been
discussed very eloquently by my colleagues here, but I'll tell you
some more of ihe data we have. Poor children are less likely to re-
ceive key building blocks of early development, adequate nutrition,
decent medical care, a safe and secure environment and access to
early childhood development programs.

Growth retardation affects 16 percent of low-income children
under the age of six. Poor children experience more sickness from
infection and other debilitating conditions than the total popula-
tion. Poor children are far more likely to be hungry, and those who
are hungry are more likely to suffer fatigue, dizziness, irritability,
headaches, ear infections, frequent colds, unwanted weight loss and
inability to concentrate.

Door children are more likely to be homeless. A figure that we
use 1s that 40 percent of children in shelters are children under the
age of three, so a major portion of children who are homeless are
very young children.

Along with poverty, which we believe is the broadest indicator of
at-risk, is low girthweight. As has been mentioned before, about 6.9
percent of babies born in the United States weigh less than 5.5
pounds at birth and are considered low birthweight babies. Low
birthweight is one of the surest predictors of infant death or long-
term disability.

Children born at very low birthweights are more likely than
those born at normal weights to be inattentive, hyperactive, de-
pressed, socially withdrawn, aggressively delinquent.

Follow-up studies of children born at low birthweights conclude
thet the influence of the environment far outweighs more effects of
non-optimal prenatal or perinatal factors on outcome. Early inter-
vention is as crucial in preventing these children from being devel-
opmentally delayed.

Children born drug-exposed. It is estimated that as many as
375,000 infants are born drug-exposed each year. For many of these
children early intervention services targeteg at special developmen-
tal health and mental health needs will be critical.

A portion of drug-exposed infants are infected with HIV. By Feb-
ruary of 1990 more than 2000 cases of AIDS had been reported and
diagnosed in children younger than 13. The rate of perinatally ac-
quired AIDS increased nearly 40 percent between 1988 and 1989.

Moving on to the fourth risk factor, child abuse and neglect. 2.5
million children were reported abused or neglected in 1990. Child
abuse and neglect has been linked to poverty, lack of medical care,
homelessness, parental substance abuse and domestic violence. 69
percent of that large figure I gave you of abused and neglected chil-
dren are under the age of five.

A problem that comes along with child abuse and neglect is a
problem that we don’t often associate with very young children and
that is the risk factor of emotional problems. According to the U.S.
Public Health Service 12 percent of all children younger than 18
suffered mental disorders in 1989. For many children emotional
disorders are compounded by the stresses of povertdy.

A sixth risk factor that we feel should be considered are postna-
tal complications. Public Law 99-457 identifies a number of other
biological factors that place children at-risk of future developmen-
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tal delays. Commonly cited factors include respiratory distress as a
newborn, lack of oxygen, brain hemorrhage and infection.

Finally, a category that we feel needs to be looked at very care-
fully in deciding which risk factors should be used in serving chil-
dren is the: category of children born to teenage mothers. These
childien, ¢specially those born to adolescents under the age of 17,
are more likely than other children to display several of the risk
factors that I've just described and are thus in a risk category of
their own.

In 1985 and 1986, almost half of adolescent mothers had family
cash incomes below the poverty line and nearly two-thirds were
below one and a half times poverty. About half of all adclescent
mothers receive welfare benefits sometime during the five years
after they first give birth.

In 1988 one in seven infants born to mothers younger than 15
and one in eleven infants born to mothers ages 15-19 were born at
low birthweight. In contrast, one in fourteen infants born to 20 and
24 year olds was born at low birthweight.

Early intervention strategies are extremely effective in prevent-
ing fuiure disabilities and developmental delays. A penny spent
today will save many pennies tomorrow; a dollar spent today will
save many dollars tomorrow.

As the financial conditions in the States have worsened, as we
heard earlier, and the States have realized the expenditure neces-
sary to include at-risk children in their Part H programs, they
have abandoned or stop expanding their at-risk services. Services
to at-risk children denied the comprehensiveness and funding of
Part H remain deficient.

We at CDF feel that this development is extremely unfortunate.
We believe that one of the most important provisions in Part H is
its optional services to at-risk children. Given the remarkable ca-
pacity to improve children’s potentials, it is critical to evaluate at-
risk infants as early as possible with an eye to sophisticated pre-
ventive and therapeutic measures. Early intervention truly does
save many, not to mention lives, in the long run.

Consistent with these beliefs, CDF would like to make five rec-
ommendations to the committee regarding the reauthorization of
gle Early Intervention Program of the Individuals with Disabilities

ct.

Recommendation No. 1. The law should specifically encourage
States to include at-risk children in their Part H programs.

Recommendation No. 2. The law should permit States to offer a
different scope of services provided to at-risk children. Two meth-
ods we suggest: we would allow States to narrow the services pro-
vided or assist existing Federal programs to serve at-risk children.
Narrowing would help States accommodate at-risk children more
easily. The law could be amended to serve at-risk children at the
level of minimum routine periodic screening, tracking, monitoring
and referral to existing services—an idea that I know several wit-
nesses before this committee have endorsed.

Screening and monitoring can identify developing problems in at-
risk children so that they can be served at the earliest possible
time. States could also involve their Part H programs in activities
which link them up with existing programs. And I would talk

110
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about such activities as information management systems where
different social programs have access io the same information. We
have children served by various social service agencies that don't
communicate with each other.

Along with that, technical assistance to existing programs teach-
ing them about at-risk factors and teaching them about ways their
programs can be more involved in serving these children.

Recommendation No. 3. The law should set aside incentive funds
to reward States that adopt plans to serve at-risk children. We feel
that this is very important given the financial state that has been
described here this morning in the States, and that we know exists.
Incentive funds may be the only way we get this program off the
ground for at-rigsk children.

Recommendation No. 4. The law should clearly identify Federal,
State or local funding methods other than Public Law 99-457 that
can be used to service the needs of at-risk children. A basic as-
sumption of the Part H legislation was that States would use Part
H funds for glue money mostly, and locate other sources to fund
the early intervention services.

There is some, actually much, evidence that States have not been
entirely successful in accomplishing this. While there are at least
16 Federal programs or potential services for Part H intervention,
these programs are often under-funded themselves. Even when
funds are available, coordinating other programs with Part H be-
cause of bureaucratic red-tape often poses a significant challenge.

An example I give is that of Medicaid. Medicaid funds, especially
those earmarked for EPSDT or early and periodic screening, detec-
tion, and treatment programs, can certainly be used by States to
service at-risk children. But in 1991, and I’If,explain that that was
completed last month, that recent, a CDF po'l of 48 States revealed
that only 15 percent of the States had written procedures between
Medicaid and Part H for identifying and referring those who
EPSDT assessment revealed Part {I eligibility. Only 8 percent of
the States collected information on Part H recipients who partici-
pated in other public programs. Only 17 percent collected data on
the percentage of the Part H recipients who were Medicaid recipi-
ents also. So there is much work needed in how you coordinate
those services.

Our final recommendation is that Congress should devote more
funds to the set up and implementation of Part H programs that
assist at-risk children. Despite the budget constraints faced by this
year's Federal programs, we at CDF feel that the best way to im-
prove an already effective program is to increase its funding. An
earmarked Federal contribution to at-risk services under Part H
may be the most effective incentive for getting States to provide
programs for at-risk children.

Our proposals embrace changes only in the scope of the program.
We feel that Part H of IDEA, while doing much for disabled and
developmentally delayed children, could also be used in assisting
children who are at-risk of becoming so.

Some funds are already available and additional incentives
should be added to assist States in expanding their Part H services
to at-risk children. Thank you.

[The prepared statement of Delia Pompa follows:]
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Mr. Chairman and Members of the Committea:

On behalf of the Children’s Defense Fund (CDF), I want to
thank you for the opportunity to testify today regarding the
reauthorization of the Early Intervention Program (Part H) and
the Preschcol Program of the Individuals with Disabilities
Education Act. We at CDF applaud this Committee’s leadership and
long-standing commitment to the implementation and exploration of
quality education policy.

As we near the end of the twentieth century, there is a
growin? national awareness that American children are not
receiving the preparation necessary to meet the challenges of the
next century. Unacceptable rates of childhood poverty,
skyrocketing canes of preventable diseases, and growing numbers
of children entesing the foster care system are all indications
of the scope of our country’s crisis. How can we hope to educate
children who come to s5chool unprepared to learn? How can we
continue to employ ‘hand-aid’ remedies when early intervention
strategies have been proven to be more effective and more cost-
efficient?

The .ndividuals with Disabilities Education Act (IDEA) is
one oi our nation’s few bright dpots in the realm of policies for
children. Its comprehensive apiroach to early intervention has
had what some call a revolutionary affect on America’s disabled
and disadvantaged youths. CDF is pleased to add its voice to the
che us of support for this successful legislation.

But IDEA can do more. Crifpled bX a deficiency in funding,
many statet have stn?ped expanding their Part H gervices and
others tlhireaten to discontinue their programs altogether. The
most unfortunate result of this stagnation is .he inability of
states to expand Part H programs to at-risk ch.ldren. Part H of
IDEA has the capacity, through its coordinateu services, to not
only help children who are already developmentally delayed, but
alac those who are at risk of becoming so. The inability of
states to take advantage of this unique opportunity is a
problem that must be addressed at the federal level. Only
throush in:reased funding and the proper incentives can IDEA
reach its full potential.

Defining ‘At-Risk’:

Ideatifying a child as ‘at-rigk’ doas not, and should not,
impos« a contrived label on that child; ‘at-risk’, as many have
said pefore, does not seek to describe, only to warn. It raises
a red-flag over ‘nor-‘al’ children whose histories or environments
may lead t» developmental delay. An at-risk child, then, is one
who has 4 greater statistical chance of developing physical or
emotional problems than do his/her cohorts.

P.L. 99-457 encourages states to develop their own
detinitions of ‘at-risk’ children, counseling them to "include
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well-kiiow.: biological and other factors that can ke identified
during the neonatal period, and that place infants at risk for
developmental delay."

The following is a list of risk factors that the Children’s
Defense Fund believes should be included in states’ definitions
of at-risk:; we believe strongly that sociolcgical and
environmental factors, such as those described below, are as
important as biological ones in the healthy development of a
child. 1In particular, CDF is concerned with the fact that

are overrepresented in many of the at-risk

categories identified below. The poverty and poor health of many
of our nation’s minority children should be a constant reminder
of how far we need to go before true equality is reached in this

country.

While this list does not seek to be a comprehensiv: one, we
hope states and the members on this committee will recugnize the
breadth of challenges facing our nation’s youth, and understand
that a child who encounters more than one factor has an
exponentially increased risk of becoming developmentally delayed.

1. Poverty: Poor children are less likely to receive key
building blocks of early development -- adequate nutrition,

decent

medical care, a safe and Secure environment, and access

to early childhood development programs.

Growth retardation affects 16 percent of low income
children younger than six.

Poor children experience more sickness from infection
and other debilitating conditions than tihe total
population.

Poor children are far more likely to be hungry and
those who are hungry are more likely to suffer fatigue,
dizziness, irritability, headaches, ear infections,
frequent colds, unwanted weight loss and inability to
concentrate.

Poor children are more likely to be homeless; almost
half the preschoolers in a 1986 study by Bassuk had at
least one serious developmental lag and more than one-
third had delayed language development. In Colorado,
35 percent of the children in the state’s shelters in
1988 were younger than three.

various aspects of mental function are different or
deficient in children who do not receive adequate
nourishment prenatally or immediately after birth.

In the mid-1980’s, an estimated 3 million children,
virtually all of them fiom low income tfamilies, had
blood lead levels sufficienv to place them at risk for
impaired mental and physical development.

11,
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2. Low Birthweight: about 6.9 percent of babies born in the
United States weigh less then 5.5 pounds at birth and are
considered low~birthweight babies. Low birthweight is one of
the surest predictors of infant death or long-term disability.

- Children born at very low birthweights are more likely
than those born at normal weights to be inattentive,
hyperactive, depressed, socially withdrawn, aggressive
or delinquent.

- Many studies suggest that low~birthweight babies are
more likely to suffer child abuse or develoyr le#rning
disabilities and behavior problems than normal-weight
babies.

- In 1987, about 48,750 babies were born at very low
birthweights. Of those, 25-28 percent have borderline
IQ scores, problems in understanding and expressing
language or other deficits.

- Follow=-up studies of children born at low birthweights
conclude that the influence of the environment far
outweighs most effects of non-optimal prenatal or

erinatal factors on outcome. Early
ntervention is thus crucial in preventing these
children from being developmentally delayed.

3.Children Born Drug-Exposed: It is estimated that as many as
375,000 infants are born drug-exposed each year. For many of
these children, earlY intervention services targeted at
special developmental, health, and mental health needs will be
critical.

- Drug-exposed children are impaired in such taken-for-
granted functions as sleeping and waking. Problems are
alsoc found in vision, motor control and in social
interaction with others.

- Infants born to women who gained little weight during
their pregnancy, who had smoked one pack of cigarettes
a day and who tested positive for marijuana and cocaine
averaged nearly a pound smaller than those born to
women who had normal weight gain and did not use
cigarettes, marijuana and cocaine.

- A portion of drug-exposed infants are infected with
HIV. By February 1990 more than 2,000 cases of AIDS
had been reported and diagnosed in children younger
than 13. The rate of perinatally acquired AIDS
increased nearly 40 percent between 1988 and 1989.

4. Child Abuse and Meglect: 2.5 million children were
reported abused or neglected in 1990. Child abuse and neglect
has been linked to poverty, lack of medical care,
homelessness, parental substance abuse, and domestic violence.
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~ 69 percant of abused and neglected children are under
the age of 5.

- Abused or neglected children who do not get treatment
may be aggressive and distractable and have poor self-
control. Many also suffer depression and low self-
esteem, all of which can result in learning problems.

5. Emotional Problems: According to the U.S. Public Health
Service, 12 percent of all children younger than 18 suffered
mental disorders in 1989,

- Some disturbances are biological in origin; others are
the result of chronic maltreatment. For many children,
emotional disorders are compounded by the stresses of
poverty.

6. Post-Natal Complications: P.L 99-457 identifies a number
of other biological factors that place children at risk of
future developmental delays: "Commonly cited factors. . .
include . . . respiratory distress as a newborn, lack of
oxygen, brain hemorrhage, and infect.on."

7. children Born to Teenage Mothers: These children,
especially those born to adolescents under the age of
seventeen, are more likely than other children to display
several of the risk factors described above, and are thus in a
risk category of their own.

- In 1985 and 1986, almost half of adolescent mothers had
family cash incomes below the poverty line and nearly
two-thirds were below one and one-half times poverty.
About half of all adolescent mothers receive welfare
benefits sometime during the five years after they
first gave birth.

- In 1988, one in seven infants born to mothers younger
than 15 and one in eleven infants born to mothers ages
15 to 19 were born at low birthweight. In contrast,
one in fourteen infants born to 20- to 24-year-~ulds was
born at low birthweight.

Providing Services For At-Risk Children under IDEA:

when the Early Intervention Program of the Individuals with
Disabilities Education Act was first authorized, most states
expressed interest in providing the law’s optional at-risk
services, indicating their understanding of a concept backed by
multiple empirical studies; early intervention atrategies are
extremely offective in preventing future disabilities and
developmental delays. A penny spent today will save many pennies
tomorrow.

But this momentum has been stalled. As the financial
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conditions in the states have worsened, and as states have
realized the expenditure necessary to include at-risk children in
their Part H programs. they have abandoned or stopped expanding
their at-risk services. Services to at-risk children, denied the
comprehensiveness and funding of Part H, remain deficient.

We at CDF feel that this development is extremely
unfortunate. We believe that one of the most important
provisions in Part H is its optional services to at-risk
children; given the remarkable capacity to improve childrens’
potentials, it is critically important to evaluate at-risk
infants as early as possible with an eye to sophisticated
preventive and therapeutic measures. Early intervention truly
does save money, not to mention lives, in the long run.

consistent with these beliefs, CDF would like to make five
recommendations to the Committee regarding the reauthorization of
the Early Intervention Program of the Individuals with
Disabilities Education Act:

1. The law should specifically encourage states to inciude
at-risk children in their Part H programs.

2. The law should permit states to offer a different scops of
services provided to at-risk children. Two methods we
suggest would allow states to narrow the services provided,
or assist existing federal programs serve their at-risk
children. Many states are reluctant to provide at-risk
children with the same breadth of services provided to
alread{ disabled and developmentally delayed children,
primarily because of a lack of funds.

Narrowing would help states accommodate at-risk
children more easily. The law could be amended to
serve at-risk children at the level of minimum routine
periodic screening, tracking, monitoring and referral
to existing services, an idea that several witnesses
before this Committee have endorsed. Instead of
promising early intervention services equal to those of
disabled children, screening and monitoring can
identify developing problems in at-risk children so
they can be served at the earliest possible time.

States could also involve their Part H programs in
information management activities: existing federal progirams
such as AFDC could use technical assistance in identifying
at-risk children and referring them to the proper sources of
assistance.

By providing the option to states of providing a
different constellation of services to at-risk children and
their families, P.L. 99-457 would encourage state
participation while maintaining their flexibility.

J. The law should set aside incentive funds to 1eward states
that adopt plans to service at-risk children. The Children’s
Defense Fund feels that it is in the best intecests of the
nation to keeg a close eye on at-risk childrer: Part H of
IDEA has provided the means, but not yet the funds, to
accomplish this goal.
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4. The law should clearly identify federal, state or local
funding methods other than P.L. 93-457 that can be used to
service the needs of at-risk children.

A basic assumption of the Part H legislation was that
states would use Part H funds for glue money only, and locate
other sources to fund the early intervention services. There
is some evidence that states have not been entirely
successful in accomplishing this. While at least 16 federal
programs are potential sources for Part H intervention, these
programs are often undér-funded themselves. Even when funds
are available, coordinating other programs with Part H,
because of bureaucratic red-tape, often poses a significant
challenge.

Medicaid funds, especially those earmarked for EPSDT
programs, can certainly be used by states to service at-risk
children. But a 1991 CDF poll of 48 states revealed that
only 15 percent of the states had written procedures between
Medicaid and Part H for identifying and referring those whose
EPSDT assessment reveal Part H eligibility. Only 8 percent
of the states collected information on Part H recipients who
participated in other public programs; only 17 percent
collected data on the percentages of Part H recipients who
were Medicaid recipients also.

Some states have indicated their need of assistance in
interpreting the recent amendments to the Medicaid laws.
Others need help getting through the maze of bureaucracy
to get things moving at a faster rate. Greater clarity and
better coordination of services is certainly necessary if
Part H is going to receive the funding it deserves.

5. Congress should devote more funds to the ~~t-up and
implementation of Part H programs that assist at-risk
children.

Despite the budget constraints faced by this year’s
federal programs, we at CDF feel that the best way to improve
an already effective prograpm is to increase its funding. An
earmarked federal contribution to at-risk services under Part
H may be the most effective incentive for getting states to
provide programs for at-risk children.

To conclude, neither our proposed definition of ‘at-risk’
nor our recommendations on reauthorization represent a change in
the underlying philosophy and goals for the program. CDF
applauds Congress and th¥s Committee for implementing a program
of the value of Part H of IDEA.

Our proposals embrace changes only in the scope of the
program; we feel that Part H of IDEA, while doing so much for
disabled and developmentally delayed children, could also be used
in assisting children who are at risk of becoming so. Some funds
are already available and additional incentives should be added
to assist states in expanding their Part H services to at-risk
children.

Thank you.
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Chairman Owens. Thank you.

Dr. G. Gordon Williamson.

Dr. WiLLiamson. I appreciate this opportunity to comment on the
reauthorization of Part H. I'm Gordon Williamson, I'm on the
board of the National Center For Clinical Infant Programs, on the
Columbia faculty and also I'm serving as Director of the Coping
Project at John F. Kennedy Medical Center in Edison, New Jersey.

And through these activities I've spent a gr2at deal of my time
addressing an issue that each of us faces daily, that is, how in the
world do we cope with a stressful environment.

Particularly, I'm interested in how vulnerable infants and tod-
dlers learn to mar age the world. And in the studies that we’ve con-
ducted it's absolutely clear that disabled infants and toddlers, as
well as those living in poverty as a group, have much greater diffi-
culty coping with every day activities in terms of meeting their
own needs and being responsive to the environment. You look at
the coping styles of many of these kids and they're erratic; they're
inflexible in their limited range in terms of ability to meet their
needs.

A case in point is a six-month old girl, Leticia, who I saw only
last week in Newark who lives with her mom, three brothers and a
grandmother in a crowded two room apartment. And due in part to
prenatal drug-exposure she is a very tense baby, hypersensitive and
jittery, just as Dr. Griffith discussed earlier. So the concern be-
comes how does Leticia learn to fall asleep when the lights are
always on and the radio is blasting. That television never is off 24
hours a day. The question becomes how does she manage to get her
wet diaper changed and her emotional needs met when she has a
mother who's physically exhausted, clinically depressed and is too
absorbed with her own pain.

The point that was said earlier, I think, is a critical one; the
point is that we know how to help the Leticia's, her moms and
other children. Somehow currently in our society we have this de-
featist notion that these problems are insurmountable; the point is
that they're not; we have documented effective programs.

I think our greater challenge is developing community systems of
how these programs work together, but we know what to do. And it
seems to me our challenge is: are we going to help, and how can
Part H make the contribution? .

Now, I personally think that this is really unique legislation. It
looks at infants and toddlers in a .omprehensive view, it has a con-
cern f . interagency coordinatior, and most of all it's family-cen-
tered .f parents are major decision makers. And I think it's really
critical that in these times of physical constraint, when we get only
absorbed in regulatory constrictions, that we lose sight that this is
truly a unique vision that is exemplified in this legislation, and
that we recognize that systems development is long-term and it's
incremental and that we encourage the States to hang in there and
keep building.

Because one of the things that I have been surprised at, well
pleased I should say, is how many States really want to be respon-
sive to these infants; they're just running scared. And so what I
would like to do is give four or five recommendations that I think

1
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San hold the States and expand their commitment to these chil-
ren. :

The first is that we really need to reinforce in the reauthoriza-
tion the congressional intent that we serve these infants, that
States have a responsibility regardless of whether or not they in-
clude them in their definition of eligible for early intervention
services. I agree with what some other people have said. Even
though States may not be willing righ now to serve this popula-
tion, or if so they have found it fairly narrowly, let's at least en-
coirruge them to connect these kids up with identification, screen-
ing, and tracking and focus on multi-risk factors in terms of the
monitoring and build in a system that follows these kids over time.

Also, if we can build a little parent support and service coordina-
tion in with these systems we can ensure that our early identifica-
tion system is building provision as well as identifying those chil-
dren at greatest risk for referral to more comprehensive services so
one is really expanding our child find efforts so that we make sure
these kids are included.

The next is the public awareness component of Part H. I'm a big
believer that we need to increase the understanding of the public
about risk factors, how thev impact on child and family, early indi-
cators of them, and available resources.

Everyone in this room knows that if you've got an emergency
you call 911. But who in this room knows that if your baby needs
her eyes checked where do you go; when does she need her shots,
and what do I do if I have concerns about her sleeping and feeding.
So that these are the kinds of issues that I think we need to start
incorporating in our public awareness in the central directory so it
goes beyond just identifying these early intervention resources but
takes a much broader view that cuts across prevention, child care
and other resources.

So at least in our public awareness and central directory we're
making some of these linkages.

Another point is I think it would be very helpful if Congress ex-
pands on what they mean by the meaning of early intervention
services; that is, eligibility is for multi-disciplinary assessment and
an appropriate collaboratively determined individualized service
plan, not an automatic eligibility for a pre-established array of
comprehensive services. The nature and extent of participating in
the early intervention program sh.-uld be highly variahle and per-
sonalized among families and there should be an array of service
options.

It's absolutely legitimate that some early intervention services
are less costly and low intensity.

They may be just surveillance of the child’s development, input
and some consuftation to the child care provider and maybe some
information for the parent.

The reason I bring this up—restricting their eligibility because of
discussions that reflect a perspective that all infants require higth
intensive specialized therapeutic and educational services. I thin
this idea of we're opening it up so every kid is going to need this
whole roster of services is driving the debate and constricting our
focus. And I think some of the early testimony in this session is
representative of this concern that I have.
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Another issue is that we need to shift our terminology in terms
of the developmental domains from psychosocial to socie! emotion-
al/development and from self-help skills to adaptive development. I
think these terms are more pertinent to young children and even
more S0, they're really pertiinent in terms of a lot of our interest in
at-risk children.

Informed clinical opinion is particularly critical in the assess-
ment of these two domains—social/emotional development and
adaptive development. Norm-referenced, standardized tests are fre-
quently insensitive to delayed or atypical development in these
areas and other methods are indicated such as parent interview,
adaptive behavior measures and observations of the child’s play
and interaction with others.

The statute needs to provide a definition of informed clirical
opinion and procedures to ensure its use. There is concern, and I'm
absolutely convinced, that many at-risk children are not served due
to eligibility criteria that only rely on single test performance,
many of which are culturally biased and neglect the relevance of
multiple sources of information and clinical judgment.

I'm just going to highlight two others. I think the Federal Intor-
agency Coordinating Council needs to be expanded so it focuses on
reviewing the wide scope of the legislation that’s out on that table
and that the Congress assist in clarifying with Federal agencies
their physical and programmatic responsibilities for implementa-
tion of Part H. I'm particularly interested in having the Depart-
ment of Agriculture because of its—programs involved as well as
the Social Security Administration because of the expanded eligi-
bility criteria of SSI. It is very hard for an infant to be successful if
it's cold and hungry.

And then lastly, we need to expand the Children With Disabil-
ities Early Education Program. That's that program that provides
for model demonstration, outreach, research initiatives: really gro-
viding incentives for them to look at at-risk children, to relate that
network with the network that’s part of the Bureau of Maternal
and Child Health. They tend to be going in parallel tracks.

And I have also emphasized somewhat in my testimony some of
the areas for special attention, one of which is looking at the inci-
dence prevalence and prevalence in identification of very at-risk
populations.

Another one which I know, Congressman Owens that you're par-
ticularly interested in, is the training of paraprofessionals to work
with at-risk children within their communities. This is an area
where I think this early education program network could really
develop some more effective models to further that perspective.

In conclusion, a teenage mom receiving early intervention serv-
ices told me just recently, “my baby and I have a future now; I
know what to do and how to do it.” The point is, early intervention
works; our task is to make it even better. Thank you.

[The prepared statement of Dr. G. Gordon Williamson follows:]
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STATEMENT AND RECOMMENDATIONS
G. Gordon Williamson, PhD, OTR

1 appreciate this opportunity to comment on the re2uthorirzation of
Part H of the Individuals with Disabilities Education Act. Over
the pest seven years I have been a co-director with Shirley
Zzeitlin, Ed.D. of the Coping Project at the John F. Kennedy Medical
Center in Edison, New Jersey (supported in part by grants from the
Children with Disabilities Early Education Program, Office of
Special Education Programs, U.S. Department of Education). The
purpose of this project is to assist early intarvention and
preschool practitioners to implement services that support the
adaptive capabilities of families with children who are disabled or
at risk regarding their functional outcome. As part of our work,
we developed the Early Coping Inventory to measure the coplag
styles of children under three Years of &ge. In the process of
establiashing its psychometzic velidation, data were collected from
a large, field-based sample of children with and without
disabilities.

This investigation found that as a group infants and toddlers who
are disabled or at environmental risk due to poverty coped
significantly less effectively than their non-disabled and more
economically affluent peers. Their coping behaviors were more
erratic, inflexible, and restricted in range of available adaptive
strategies. This finding is consistent with studies of older
children from these two groups. The essential point of this
discussion is that the field is becoring increasingly more adept at
identifying early behavioral characturastics of infants that
interfera with their ability to make adaptations to meet their
personal needs and to respond successfully to the demands of their
surroundings. Our challenge is to assist these children and their
families to expand their coping resources through 8 service system
that links prevention, early identification, early intervention,
and related family support efforts,

PL 99-4%7, Part H is truly unique social legislation due to its
comprehensive view of the needs of young children, its emphasis on
community-based coordination of health, developmental, educational,
and social services, and its family-centared approach with parents
as active decision-makers. From a longitudinal perspective this
legislation has the potential of servinrqg ss a mdjor catalyst to
harness public and private resources into an integrated service
delivery system that is ultimately responsi.e to all infants and
toddlers at significant rvisk of delay or disability. In these
times of fiscsl constraint, it is important not to lose sight of
this vision and to recognize that systems development i{s a
long-term, incremental process. My comments are shared regarding
ways to Berve the broadest range of children with special needs
given these realities.
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1. The reauthorization should express congressional {ntent
that states serve at-risk children whether or not they include them
in their definition as eligible for early intervention services,
The statute should allow Part H funds to be used for comprehensive

to include identifying, screening and tracking
theso children as a cooperative interagency activity. A serial,
multivariate approach would monitor multiple risk factors over time
with an appreciastion of tha context of the child's caregiving
environment. Such a system can be designed to incorporate some
level of service coordination and family support. Thus preventive
components can be integrated into the early identification system
and referrals made for those children who are at greatest risk,

2. The public awareness component of Part H should be expanded
to increase understanding of at-risk factors and their impact on
child &nd family well-being, ®arly indicators of atypical
behavioral and developmental patterns, and the availability of s
wide range of community services, including those that
traditionally wxtend beyond the early intervention network (e.qg.
neighborhood-based programs, child care centers, fami{ly day care).
These diverse programs and tervices can be incorporated into the
state's central directory to encourage linkage of community service

systems.

3. Additional guidance is required related to the

{lity for early intervention. That is, eligibility is for a
multidisciplinary assessment and an appropriate, collaboratively-
determined Individualized Family Service Plan rather than automatic
eligibility for a preestablished array of comprehensive services.
The natuxe and extent of participation in the early intervention
system should be highly variable and personalized among families
along 8 continuum of service options. Appropriate services for
some families may laegitimately be low-intensity, economical
interventions such as information regarding commnity resources,
periodic consultation to the child's day care provider, and
developmental surveillance. This issue warrants attention since a
number of states are presently narrowing their scope of children to
re served based on discussions that reflect an orientation that all
families will require highly intensive, specidlized therapeutic and
educational services.

4. Terminology needs to be amended regarding the developmental
domains addvessed in the evaluation and assessment.
s eveloppent and adeptive development are more
pertinent and generally accepted terms for young children than
psychosocial developrment and self-help skills. Ipformed clinical
opinion is particulerly critical in the assessment of these two
areags. Norm-referenced, standardized tests are frequently
insensitiva to delayed or atypical development in these domains and
other methods are indicated such as parent interview, adaptive
behavior measures, and observations of the child's play and
interaction with others.
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The statute needs to provide & definition of informed clinical
opinion and procedures to ensure its use. There is conCern that
children are not Secfved dus t0 eligibility ¢riteris that over-rely
on single test performance and neglect the relevance of multiple
sources of information and clinical judgement

d and take a
leadership role in promo*ing leint interagency plannipg to achieve
coordination of services. It is particularly important that
Medicald, child care providers, and the public and private health
care system are integrated into the service matrix.

%. The Federal Interagercy Coordinating Council should review
2arly intervention programs

A
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Chairman OwEgNs. Thank you.

May.ji Erickson.

Ms. EricksoN. Thank you, Chairman Owens and Congressman
Payne, it's a pleasure to be here.

My name is Marji Erickson. I'm an Associate in Pediatrics at the
University of Massachusetts Medical School, and later this month I
will receive my Ph.D. from the Heller Graduate School for Social
Welfare Policy in Waltham, Massachusetts.

To complete my degree, I conducted a study that estimated the
costs of one year of early intervention services for different groups
of infants and toddlers with a wide range of developmental delays
or disabilities.

The developmental gains each group made after one year of
early intervention services were also studied. These included gains
in cognitive skills and adaptive behavior, which encompasses com-
munication, daily living, motor, and social skills. Also included
were gains in the child’s ability to interact with his or her mother.

The data for this project came primarily from the Early Inter-
vention Collaborative Study which is supported largely by a grant
from the Bureau of Maternal and Child Health and Resources De-
velopment. Data were also gathered from 25 publicly-supported
early intervention programs in Massachusetts.

The 157 children who were studied can be categorized into two
main groups. The first group includes children who are mandated
to receive early intervention services under Part H of Public Law
99-457. This group includes children with a diagnosed medical con-
dition such as Down syndrome or cerebral palsy. The second group
includes children without a diagnosed disability. Many of these
children are developing more slowly than expected and will be cat-
egorized as biologically at-risk.

In many States children are not eligible for early intervention
services unless they are demonstrating a significant delay in their
development. Thus, many of the children in the second group that
were studied would not have been enrolled in an early intervention

roglram until the magnitude of their delays exceeded an arbitrary
evel.

A primary goal of the Part H program is to reduce future educa-
tional costs by minimizing the need for special education and relat-
ed services after these children reach school age. Although n..
study was not designed to investigate whether this specific goal can
be realized, the findings suggest that this objective may be better
served by broadening the Part H target group to include these chil-
dren at-risk who have milder delays without specific diagnoses.

In fact, the findings suggest that although these children with
milder delays can be helped regardless of when they enter early
intervention, those who enter earlier gain more. Thus, States
should be more aggressive in identifying children with subtle prob-
lems and in providing services to them as early as possible.

I want to highlight two specific results from my study which sup-
port these statements. First, the group of chiﬁiren with milder
delays who entered early intervention before their first birthday
received a modest amount of services.

In contrast, children with milder delays who are older than one
year of age when they entered early intervention, as well as chil-

I
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dren with more severe disabilities of all ages, received a greater
number of service hours.

These differences in service provision were reflected in the ex-
penditures that were analyzed. The expenditures for the younger
children with milder delays were lower than those for all other
children. The second result indicated that the younger group of
children with milder delays also experienced greater gains in the
three measures of development than all the other types of children.

After combining these two results, the younger group of children
with milder delays was found to have experienced greater gains
per dollar than all the other types of children. In summary, the
younger group with milder delays was served more effectively for a
lower level of cost.

Several key policy imphizations may be drawn from these results.
First, the greater gains per dollar associated with the younger
group with milder delays suggests that States might benefit from a
greater focus on child find and referral services for children with
more subtle difficulties. Such services may be able to identify chil-
dren when they are still less than one year of age and may be ex-
periencing only mild delays.

Second, these results suggest that States should consider broad-
ening their definition of developmental delay. Very narrow eligibil-
ity criteria ban the provision of services to younger children with
milder delays who make the largest gains per dollar. Importantly,
if services are provided to these children very early on, it may be
possible to reduce the amount of special education and related serv-
ices they will require later. Thank you.

[The prepared statement of Marji Erickson follows:]

3
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/W/L'. /f
TO: Pat Laird DATE: May 1, 1991

FROM: Marji Erickson

SUBJECT: Written Testimony for May éth
Congressional Hearing

Good afternoon. My name is Marji Erickson. I am an
Associate in Padiatrics at the University of Massachusetts
Medical School and later this month I will receive my Ph.D. from
the Heller Graduate School for Social Welfare Policy in wWaltham,
Massachusetts. To complete my degree, I conducted a study that
estimated the - .sts of one year of early intervention services
for different groups of infants and toddlers with a wide range of
developmental delays or disabilities. The developmental gains
each group made after one year of early intervention services
were also studied. These included gains in cognitive skills and
in adaptive behavior which encompasses communication, daily
living, motor, and social skills. Further, improvements in the
quality of the child's ability to interact with his/her mother
were also studied. The data for this project came primarily frem
the Early Intervention Collaborative Study (EICS), which is
supported largely by a grant from the Maternal and Child Health
Bureau 9f the Department of Health and Human Services. Data were
also gathered from 25 publicly-supported early intervention
programs in Massachusetts.

The 157 cnildren who were studied can be categorized into

two mair groups. The first group includes children who are
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mandated toO receive early intervention services under Part H of
PL 99-457. This group includes children with a diagnosed medical
condition, such as Down syndrome or cerebral palsy. The second
group includes children without a diagnosed disability. 1In many
states, such children would not have been eligible for early
intervention services unless the‘' were demonstrating a
significant delay in their development. Instead, many of the
children in this latter group would be categorized as
biologically at-risk and would not be enrolled in programs until
the magnitude of their delays exceeded an arbitrary level.

A primary goal of ‘. e Part H program is to reduce future
educational costs by minimizing the need for special education
and related services after these children reach school age.
Although my study was not designed to investigate whether this
specific goal can be realized, the findings suggest that this
objective may be better served by broadening the Part H target
group to include children “at-risk" who have mild delays without
specific diagnoses. 1In fact, the findings suggest that states
should be more aggressive in identifying children with subtle
problems and in providing sarvices to them as early as possible.

I want to highlight three specific results which support
these statements. First, the group of "at-risk children" who
entered early intervention before their first birthday received a
modest amount of service. In contrast, both the groups of
children with milder delays who were older than one year of age

when they entere eariy intervention and the groups of children
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with more severe disabilities received a greater number of
service hours. These differences in gservice provision were
reflected in the expenditures associated with each group. Thus,
the expenditures for the younger group of chiidren with milder
delays were lower than those for the other groups.

Second, the younger group of children with milder delays
also experienced greater gains than the other groups in all three
measures of development. After combining these results, the
younger group of children with milder delays. was found to have
experienced greater gains per dollar than each of the other
groups. In summary, the youngrfr jroup with milder delays was
served more effectively for a lower level of cost.

Several key policy implicatior.s may be drawn from these
results. First, the greater gains per dollar associated with the
younger group with milder delays suggest that states might
benefit from a greater focus on child find and referral services
for children with more subtle difficulties. Such services may be
able to identify children when they are still less than one year
of age and may be experiencing only mild delays. Second, these
results suggest that states should consider broadening their
definition of developmental delay. Very narrow eligibility
criteria ban the provision of servsices to children with milder
delays who make the largest gains per dollar. Importantly, if
services are provided to these children very early on, it may ke
possible to reduce the zmount of special education and related

services they will requir: later.
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Chairman OwegNs. Thank you. You make a compelling and
united case. Budget decision makers and politicians may decide to
do things for the wrong reasons but it sounds as if the professional
judgment is unanimous in this area of at-risk—the benefits to be
gained by early intervention for at-risk children. We have invited
people who almost all agree with each other.

Can you tell us whether in the field there's a body of evidence
that somebody is offering to the contrary or are there any persons
who say that the prevallmg opinion here is not the correct one?

Mr. CiARLES. I'll speak to that point. I don’t think that there's
anyone who would disagree with the importance of early interven-
tion. Where you get a level of disagreement is where peoplz iooking
at that whole spectrum for higher education, community colleges,
you get an argument about where intervention should take place,
primarily because one looks at immediate impact. If one is trying
to address the isste of the shortage of minorities in math, science
and engineering, professional technological fields, one makes the
argum:nt that we have to start at the time of conception that
people have sometimes put off.

But then they move at the other end of the spectrum, they say
we need to intervene ia high school, we need to ‘nicrvene in the
freshman and sophomore year in collegP and so forth. Fventually
when they look and the pool is dried up, there are not enough
young people available to move into those areas with the qualifica-
tions - ssary to proceed. Then they simply sey what we ought to
o is go  ack.

So in all the meetings and all il.e hearings we had all over the
country, plus all the years that Ive been in this field, 35 years,
people always come back eventually—if we only started ‘earlier. So
I think we're in general unanimous agreement that starting earlier
is the strategy in terms of where you had put your resources.

Dr. GrirriTH. I think the one area that was brought up by Dr.
Williamson is a critical one. The one area of some disagreement,
not necessarily among the professionals but early among legislators
and people playing budgets, is one that's very crucial, and that is
the belief that if yua're providing an early intervention fcr all chil-
dren you're providing the same level and cost and comprehensive-
ness of services.

And that'’s very crucial in that the earlier you diagnose and find
even subtle problems, as was pointed out by Ms. Erickson’s study,
the less it's going to cost ad the less comprehensive the service
has to be.

On the other hand, if you take that same child and wait until
he's 3 or 4 or 3 years of age and has been exposed to additional risk
factors, then .he cost is much greater and the need for service is
much 1arge'

Chairman Owens. I don’'t know how many of you were here
when I spoke earlier to Dr. Noonan. I asked the question, does New
York include at-risk children in its program or not? In his testim »-
ny, he talked about identification, screening and tracking as being
part of the system. In fact, he repeated it several times in differert
ways. And I was wondering does New York include it or not? Now
yeu say that you can have a different scope.

13.
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And I think, Dr. Williamson, you said identification, screening
and tracking are what's most important. Likely, that's going to be
interpreted as being sufficient——

Dr. WiLLiaMsoN. Clearly, if the political climate wasn’t what un-
fortunately it is, I would want that discretic 1ary part of at-risk in
terms of eligibility to be required so that all States would have to
be serving at-risk children.

But the reality is that we're not there yet. And part of what my
message was is that we have to be developing the system gradually
over time. And so if could—socme States indeed are including some
categories of at-risk as you had mentioned earlier, an.. even for
those who choose not to include them in terms of eligibility for the
roster of entitlements, they’'re also concerned about them in terms
of early intervention services.

Even if they choose not to include at-risk in their de inition of
children to be se*ved, what I'm suggesting is that Congre s at least
cays—makes it lear—that you can spend Part H fund: to do at
least an identification, screening and tracking service, and then
with your central directory you can really start linking at-risk kids
within that central directory of information. And then through
your public awareness you can start assisting others to be aware of
the wide range of available community resources.

So clearly I wish that we were in a State that it was just given
that at-risk kids would be served. But the reality is that we’ll prob-
ably—well it's going to be a small percentage, I'm afraid, particu-
larly given the way the climate is evolving, of States that are going
to include it.

I think part of the issue in terms of at-risk, I think we all agree
that these early intervention services are really powerful, they
really are effective. The issue though is if you wanted to choose—
at-risk populations you want to a'dress, that's where I think we
dor’c have 4 lot of the data.

I mean we talk about multiple risk, but does that mean we wunt
a teenage mom living in poverty whose kid is drug-exposed prena-
fally or do we want a child who is low birthweight—and is Liome-
ess.

Chairman OweNns. You have to make thez2 kinds of choices?

Dr. W _LiamsoN. Well, I guess my point is that the issue in terms
of—folks have to start deciding what at-risk factors they're going to
try and what combination.

Chairman OweNns. The tw: exarrples you cited viore kind of ex-
treme; both of them really.

i, WiLLiaMsoN. Exactly. But the point is that in reality the
States arc going to have make decisions if they choose to serve at-
risk: which of those at-risk factors they’re going to include in terms
of eligibility or if they're going to track which factors are the most
potent. And I think that's why your testimony was very helpful b .
cause {ou really identify some of those that you think are the most
critical.

Ms. Pompa. What I vanted to add to that ir that I think incen-
tive grants would go a long way. [—

Chairman OweNs. [ wanterd you to spell it ou., Ms. Pompa. It
will be good to have on the rocord what you mean by ‘“specifically
encourage the Stat«'' and “offer more incentives;” even some dollar

13
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figures. It would be good for the record if it came from you instead
of from us.

Ms. PompA. I'm afraid 1 dor't have dollar figures——

Chairman OweNS. You don’t have tc have——

lMs. PompA. [continuing] but I can give you an outline of
what——

Chairman OwENS. Even if you don’t have them today——

Ms. PoMPA. [continuing] because I'd be glad to do that.

Chairman OWENS. You could submit additional——

Ms. PomPA. I will do that——

Chairman OweNs. [continuing] statements in writing from the
Children’s Defense Fund with recommendations in that area.

Ms. Pompa. Because I think the incentive funds can go a long
way toward expanding what we're all talking about. It’s clear that
with the budget constraints the States are facing, they’re going to
serve the children; they don’t have the money; that programs that
are supposed to serve the kids are under-funded—developmentally
delayed now.

But if you look at what various States have undertaken for their
school age children, those in say kindergarten through grade 12,
many of the States have developed at-risk definitions for those chil-
dren. An incentive grant might allow the State to take what's
going on in the school and hook it on to what’s happening in the
other social service agencies.

Such things as information management systems that would
allow you to track children; staff development or technical assist-
ance to agencies to helr them identify the children and figure out
ways to work together, are the kinds of activities that could fall
under incentive grants to get this going.

I'm afraid what happens at the Federal level a lot of time is we
tell States coordinate, coordinate, collaborate and we forget how
much time in terms of personnel and resources it takes to get to-
gether to collaborate. So I believe the incentive funds would be
used very effectively in that put together some model programs to
do exactly that for at-risk children. And I'll be glad to provide you
some figures and some specifics later on.

Chairman OweNs. Thank you. Please submit any more specific
recommendations on the area of incentives, encouragement, and
ways in which most States could be enticed to do the right thing.
Thank you very much.

Mr. Payne.

Mr. PaYNE. As you indicated, I think that everyone at the other
table certainly has the same opinion that we have. If you were all
the members of congress we'd have no problem. But I would cer-
tainly like to say that I think that advocate groups are really going
to have to speak out a little bit more forcefully.

An interesting thing happened this year as relates to the WIC
Program. As you probably know for the past two or three or four
years, in particular a group of CEO’s from the Middle Atlanti:
States have actually been meeting together in New Jersey, a group
headed by Bob Winter from Prudential, CEO of Prudential, have
been holding meetings quarterly in regard to the WIC Program.

15
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And as you know, about two or three months ago, five CEO’s
from AT&T and Prudential and several other large corporations
testified before the Budget Committee.

And the WIC Program for the first time will be fully funded over
a five year period by 1996, or 1997, adding about $3.5 million annu-
ally to bring the program up to about 4.1 billion by 1997 adding
another maybe billion and a half.

It was because there were advocacy groups. They were pushing
because as it’s been indicated you should start with remediation.
And years ago I taught in a secondary school and I said I need to
get these kids a little earlier, in high school its to late to reach,
they’re lost; it needed to start in junior high.

I left there and went to an elementary school, but they were still
coming unprepared and so forth.

Jt is great that the WIC Program will be fully funded. That
doesn’t mean everyone is going to take advantage of it. Those who
do are still going to have problems. It’s unfortunate that we can’t
take the next step of these at-risk youngsters.

But as you've indicated, and we know especially in New Jersey,
the budget presents a very difficult situation even with increased
taxes and cuts we find that there’s still a wide budget gap. If a
State like New York is not going to pick it up, you know that we’re
not going to see it in other States, such as in border States and in
the south and in the west.

So I really don’t have any questions, Mr. Chairman, I just want
to reiterate the r.eed for these programs and perhaps the organiza-
tions could be helpful in lobbying once we get a plan going. But I
certainly appreciated all of your testimony, it’s very accurate and
very clear and very helpful. Thank you.

Chairman Owens. Thank you again members of the panel.

We have a list of people who wanted to testify during the open
mike session. However, some have left. Please give your name and
organization at the beginning of your testimony. Thank you.

I would like yuu to try and limit your testimony to two or three
minutes.

STATEMENT OF FELICE BURNS, MEMBER, BOARD OF DIREC-
TORS, CITIZENS COMMITTEE FOR CHILDREN OF NEW YORK

Ms. Burns. Good evening. My name is Felice Burns and I'm a
member of the board of directors of the Citizens Committee for
Children of New York which is a 47 year old multi-issue advocacy
organization dedicated to improving conditions for New York City
children.

I am pleased to be here today to speak to you about the reauthor-
ization of Public Law 99-457, Part H program for infants and tod-
dler and to thank you Congressman Owens and staff for this imgor-
tant opportunity.

To start, I want to express our commitment to the Part H pro-
gram and to its full implementation in New York State. Unlike
other programs serving young children, the Part H program man-
dates family-focused services and expects professionals to work
across agencies to develop an early intervention system that identi-
fies, refers and places children with handicapping conditions.

13
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As you know, the Part H is unique because it requires that the
early intervention system integrate existing resources into a com-
prehensive system providing infants, toddlers and their families
with the services they need in the most appropriate setting.

We view the Part H program as both progressive and challeng-
ing, recognizing as it does the role of families in addressing prob-
lems arising from the new morbidity, poverty, homelessness and
hunger. And for these reasons we support the reauthorization of
the Part H program.

One issue being considered is whether to grant extensions to
States that may be not be able to comply with the program
timewise. We know that Part H was developed so that States would
have the program fully operational by year four, and we believe
that perhaps the timetable is too short.

Current conditions now suggest the need for an extension to
make it possible for States like New York to participate. First, Part
H organizes services in a way that changes how agencies are used
to doing business; thus, the planning and implementation of this
program has been much more difficult and time consuming than
we expected five years ago.

Second, many States, including New York, have been stricken by
fiscal crises that have significantly slowed the momentum to enact
legislation and to begin the implementetion of the program.

The budget crisis and Part H’s radical departure from the way
services are presently organized, has delayed implementation and
in New York State has led us to develop a two-prong advocacy ap-
proach. In New York State this means that we must work towards
passing the Early Care Bill this year, and if fiscal realities deem
this impossible, to wholeheartedly support an extension that en-
ables us to remain in the program.

Another issue in reauthorization discussions is the level of appro-
priations. In year four Congress is expected to award New York
State approximately $5 million. In exchange for this grant, the
State is expected to have the majority of Part H's fourteen re-
quired components fully operational.

However, implementing many of these comnonents will cost New
York State more money than is currently available. Although Fed-
eral planning dollars covered certain planniay and start-up costs,
we will only be able to tap into other funding streams like Medic-
aid to cover the cost of certain services. Some of Part H's new re-
quired components are not of New York's existing early interven-
tion system and are not funded.

Implementing these new components like care coordinators, child
find, and training will be difficult for both the State and county
with deep budget deficits. And for this reason, Congress must in-
crease the grants to the State.

The Citizens Committee has wrestled with whether to advocate
the inclusion of at-risk children in the New York State definition
of eligible children. While we clearly support early intervention as
a way to prevent later developmental problems, we also understand
that fiscal realities make it impossible for States and counties to
serve all infants and toddlers in this program solely on the basis of
risk alone. .
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To illustrate, in New York City where at least 60 percent of ap-
proximately 360,000 children unde: three are poor, this population
is virtually limitless. Furthermore, in New York City, as in other
places, we know that the burden of poverty falls disproportionately
on minority children and families. More than one out of every two
Hispanic children are poor and more than t n out every five Black
children are poor, contrasted with one in e.ery white child being
poor, sorry, I don’t have the figure, one in every five, I think.

Poverty is not the only rigk that preys upon our city’s young chil-
dren. AIDS was the leading cause of death for children 1-4 of age
years in 1987. 15,000 will be born this year exposed to drugs, and
24 percent are without health insurance. Clearly, there must be
some mechanism to link these at-risk children to early care.

Citizens Committee believes that there is. The Part H program
mandates that any child find system that includes irfants and tod-
dlers that are potentially eligible for Part H services, including
Medicaid’s early periodic screening, diagnosis and treatment pro-
gram, supplemental security income, Head Start and maternal and
child—be coordinated within the State’s eariy intervention system.

A coordinated child find and tracking program would allow in-
fants and toddlers to be monitored and referred to the local early
intervention program, if any delays are detected in a developmen-
tal screen.

For instance, using the mandate of EPSDT eligible at-risk infants
or toddlers could be linked to an EPSDT provider who is mandated
to provide developmental screening based on the guidelines estab-
lished by Medicaid with the assistance of the American Academy of
Pediatrics.

An infant under one, for example, should have screenings at one
month, two months, four months, six months, nine and twelve
months. If a delay were identified at any point, the infant would be
automatically referred for more comprehensive screening through
the early intervention program.

The Part H program gives policy makers and providers an oppor-
tunity to implement a landmark program fcr young children and
their families. We must meet this oppor.anity with compassion and
vigor and urge you to reauthorize Part H with increased appropria-
tions and extensions for States. Thank you.

Chairman Owegns. Thank you. And you're accompanied by Ms.
Kathleen Noonan?

I&ﬁs. BURNS. Yes. She’s on staff at Citizens Committee. She'’s just
with me.

Chairman Owegns. Then we have Ms. Susan Sokol and Ms.
gﬁg;ga White of the Hebrew Institute for Deaf and Exceptional

ildren.

STATEMENT OF SUSAN SOKOL, DIRECTOR, DAY CARE AND GIANT
STEP PROGRAM, HEBREW INSTITUTE FOR THE DEAF AND EX-
CEPTIONAL CHILDREN ACCOMPANIFD BY HENNA WHITE,
MOTHER
Ms. Sokot. I'd like to thank you for giving me the opportunity to

speak at this time, and just to raise a few issues that we meet up

against every day.
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I'm Susan Sokol. I'm the director of the day care and giant step
program at the Hebrew Institute for the Deaf and Exceptional
Children.

HIDEC, as we call ourselves, is a non-public school having many
different programs. We're unique in that we service the special
education pre-school child age 2-5 in self-contained classrooms. All
of these children receive all related services including speech and
language, occupational therapy, counseling and physical therapy.

We are a recognized evaluation and diagnostic center with the
New York City Board of Education and New York State Education
Department. We have a medical staff consisting of a doctor two
afternoons a week, and a full time nurse, and a full time audiolo-
gist.

We also have a day care and giant step program consisting of the
normal preschool child and also the special education child. We
have a mainstream, integrated class which is unique in many
ways. It houses within one class the special education child who re-
ceives itinerant services along with the normal child. They both
attend the same classes, and the special education child receives
the related services that he’s entitled to and mandated by the Com-
mittee on Special Education.

However, the problem that we've run up against is that there's
no mechanism in place for who's going to pay for these related
services. There is no one out there who is footing the bill for the
speech and language therapy, for the occupational therapy that
these children in the day care class ages 5-6 are receiving.

Children up till 5 are being taken care of by the Committee on
Preschool Special Education through the Board of Education. Chil-
dren between the ages of 5 and 6 are slipping through the cracks.
And they are receiving the services, we're providing those services,
but we're picking up the bill for it.

There’s also a transportation issue that the children are—there’s
no transportation for day care children. Parents have to bring
these children and pick them up and bring them back and forth.
And the children who are receiving itinerant services and who are
at high risk, deserve to have this transportation. And many times
children have to be taken out of our program because the parents
cannot afford to pay for the transportation.

Outside of this mainstream, integrated class we have a group day
care class, children 2% to age 6. Many of these children are not
handicapped enough to be eligible for related services but are part
of a high risk population of which we’re seeing more and more of.
These children come from families, broken home families, families
that have drug involvement, families of abused spouses or parents
and two parent families that are overstressed due to the difficult
financial crunch that everyone in our city, unfortunately, has been
exposed to.

These parents have resorted to child abuse as an outlet for the
overstres; that they have to bear. The parents of these children
need parenting skills, training and support. Counseling for parents
of our children from these homes is available. We do have a psy-
chologist, a social worker, and a nurse; they’re all part of our staff,
and they are available to our parents at a minimal time and mini-
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mal restraints because of, excuse me, at a minimal amount of time
due to financial and time constraints.

There are no provis ons for these support systems to day care
children. We try to refer out to agencies but they're overbooked
and the time frame is difficult to work with. Many parents have
just dropped out of the system because of the difficulties they meet
up against.

With appropriate intervention, children can maintain develop-
ment in emotional, social, attentional, behavioral and cognitive
areas and hopefuily move into a full time mainstream placement.

Chairman Owens. Thank you.

Ms. White, do you want to amplify?

Ms. WHITE. Thank you. Excuse me, I'm a little nervous. I come
here in a totally different capacity to anybody who has spoken
today. I come as a mother, and I appreciate that you’re giving me
the opportunity to put forward how I feel as a special education
mom, somebody who’s been through from very early age children
with special needs.

I have three boys who are hyperactive. When I say hyperactive I
mean these are little boys who literally climb walls, putting a lot of
guilt on a mother, as I used to wonder what am I doing wrong, is it
something I'm not controlling. It’s a very low key situation and you
have a hard time knowing where to go to and who to speak to, and
it took a long time to get to the right sources.

And we now have two of the boys in an integrated mainstream
program, and the other, the second little boy whose problems are
on the borderline, he’s not hyperactive but he has hyperactive
tendency and is a high risk child, is in the group program at
HIDEC.

Also, as I said before, it's very low key and a parent doean’t
know where to turn. And there are programs that now help out
parents, but there’s still sometimes even simple situations you
don’t know where to turn and sometimes I feel I wish there were
more places that they could go to.

One child—that’s certain amount of pressure off myself and the
teachers. And I've been told to put this child into a structured envi-
ronment. And with the two of us we learned to work together as a
family with the help of day care and all the people involved. Thank
you.

Chairman Owens. Thank you.

Jane Rubinstein.

STATEMuNT OF JANE F RUBINSTEIN, FOUNDEK, NEW YORK
STATE PARENT COMMITTEE FOR THE EDUCATION OF CHIL-
DREN WITH HANDICAPPING CONDITIONS, AND LEGISLATIVE
CHAIR, PARENTS’ ASSOCIATION, NORTH SHORE UNIVERSITY
HOSPITAL PRESCHOOL AND INFANT DEVELOPMENT PROGRAM

Ms. RuBINSTEIN. Good evening, Mr. Chairman. Thank you for the
opportunity to speak before you. First and foremost, I'm Becky’s
mom. My name is Jane Rubinstein. I'm a person who advocates at
e\g(lery opportunity and at every possibility and on every level avail-
able.
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I am the founder for the New York State Parent Crmmittee for
the Education of Children with Handicapping Conditions. I'm the
legislative chair for my Parents’ Association at the North Shore
University Hospital Preschool and Infant Development Program.
I'm an active member of SEPT'A at both my district and district
council and an officer-elect in the coming year.

I've been participating three years on the Nassau County Region-
al Planning Group in planning for the New York State Early Care
legislation, and in that capacity serve on the executive committee
and have co-chaired committees on professional sensitivity and on
funding issues. I've participated for the past three years in the
New York State Perinatal Xssociation. And if you know of any or-
ganizations I've missed, I'll be there.

As [ said, first and foremost I'm Becky’s mom. I had the opportu-
nity to author an article which was published by the New York
State Association of Counties in their news forum in the Novem-
ber/December 1989 issue. And I started that forum by saying,
there’s a saying in social settings that one child is a tragedy, a
thousand are statistics. And I am driven not to let: Becky and each
and every one of the children involved become statistics.

Becau ;e as heartened as I was to hear th: testimony of the many
professionals that preceded us, I began to get the feeling we were
talking of statistics. I'm here talking about Becky. And I'm here
talking about all the other babies in the neonatal intensive care
units and in the early intervention programs; the childrer. that I
deal with daily as a parent advocate on my Committee on Pre-
school Special Education and on my Committee on Special Educa-
tion that I've served for the past two years.

Just a moment in terms of Becky and her history. Becky was a
990 gram preemie delivered at 26 weeks, 5 days pregnancy, and if
you've ever seen a baby that small, she was less than 14-inches, her
leg was as thick as my forefinger. She stayed in the hospital for 6
months and 3 days, she was on a respirator for nine weeks, and on
oxygen for 3 months.

During that time she suffered brain bleeds, lung damage, rickets,
fractured bones. She is now diagnosed with mild CP. She still con-
tinues to suffer the side effects of bronchial pulmonary dysplasia
which was a side effect of respiratory distress syndrome. She is
generally developmentally delayed although we can no longer take
credit or solace in that general descriptive.

And she has been receiving early intervention services since she
was an infant residing in the NICU.

And I thank my lucky stars that she entered the system under
the New York State Family Court System and does nct have to
suffer the forthcoming early care system. She has benefited greatly
and she’s made great strides and advances. She is transitioning to
the school age system this year and will suffer terribly because of
it, because of how New York State continues to implement early
intervention and special education in the name of cost containment
and mandate reiief. It is a frightening experience.

I mentioned that I authored an article in 1989 and that article
has been appended to Mr. Held’s testimony which has been submit-
ted to you earlier. And many of the concerns that I expressed in
that article two years ago hold true to this day.
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I feel that early care will be adopted and forced ahead in this
year in New York State as part of a contrived crisis rather than as
a planned response to wonderful Federal initiatives, because that’s
exactly what happened with the preschool initiative. There was a
contrived crisis, it was forged ahead, and it was only through the
efforts of parents such as myself and the New York State Parent
Committee that negotiated long and hard to maintain the modicum
ofdparental choice and involvement that we continue to exert
today.

There are a number of issues that remain. And the first and fore-
most in my mind in New York State is to fix the split. When the
governor chose to implement Part H, he split the birth-3 and 3-5
populations by designating different lead agencies, and it seriously
fragmented the continuum of services with the ultimate loss, that
being the loss of parent choice and involvement. And so in Federal
reauthorization there must be language and assertions to the State
that they must provide an appropriate continuum.

I don’t care what agency manages my child’s services but I will
be gosh darned if that division of authority results in a fragmenta-
tion of services to a very fragile young population.

Therefore, there must be a basis for transitions from birth-3 and
to preschool. There must be common definitions acioss agency lines
so that there’s a commonality that allows that continuum to pro-
ceed. There must be the opportunity for co-service of toddlers and
preschoolers in the same program.

If it were not for my individual advocacy at the governor’s office,
New York State Education Department indicated that would not
fund tuition for a preschooler in a toddler class because they
simply didn’t want to deal with two agencies in one classroom.

And I argued, thankfully successfully, that if two children ages 2
and 3 have similar needs and are appropriately placed in certified

rograms with approved tuition, there was no preclusion to them

eing co-served. And so they entered the Becky provision in Chap-
ter 243. And unfortunately, when the Early Care Bill passes there
will no longer be a provision for that connection. So you will have
children transitioning physically, as well as administratively, when
they transition from age 2 to 3.

And it’s such a critical year becanse there are so many children
who have neurologic problems or peech impaired prob{ems, who
are not readily identified at birth as my child was, who are just
becoming diagnosed and identified in that critical period between
age 2 and 3. And so you're taking a very fragile population and
causing them this very artificial transition.

Mr. Held introduced the concept of maintenance of effort and I
think it’s essential. I was heartened in reading the Federal legisla-
tion of the philosophy that Gollars were to be supplemented not
supplanted.

But besides maintaining dollars, I believe, even more important-
ly, services must be supplemented not supplanted. There must be a
basis for comprehensive services—which are a model of excellence
in New York State and that already exists—to continue.

I'm very concerned about the forthcoming early care legislation
which is advanced primarily on a medical model. The medical
model saved my child’s life for six months in ICU but now we're
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talking about skills for development and skills for living and skills
for learning.

And it is a fragmented system if we are talking about clinical
threshold visits. Just because they're under one roof does not make
it a comprehensive program. And I fear for children who can
barely integrate their learning skills and their own development if
they must integrate fragmented services on their own.

There are several areas that, unfortunately, the Federal legisla-
tion is lacking in. It provides the opportunity for third party pay-
ment and particularly in segments of the population where poverty
is a very real issue.

The availability of Medicaid is key and important in providing so
many essential services. But unrecognized is the impact it has on
the middle-income families. Medicaid is the payer of last and there-
fore, middle-income and lower middle-income, many blue collar
working families who have private health insurance will be forced
to utilize that insurance for early intervention services for their
children.

And I can tell you the firsthand stories of parents and whole
companies who have lost their insurance coverage based upon the
early medical needs of their child. My child incurred half a million
dollars of medical expenses in the first year of life and thank good-
ness I had the insurance to cover it.

But, for families who have marginal insurance carriers, because
it was a small family-owned business, the entire company, and
therefore many people, lost their insurance coverage because the
insurer chose not to underwrite that firm any longer. The family
then enters a new insurer with preexisting condition exclusions
and the entire family is placed at-risk for medical crises.

And so it is unfortunate that the Federal legislation does not ad-
dress the issue of protection to families in terms of annual lifetime
caps when private insurance resources are used before Medicaid
can be accessed for those families.

Another area that is unfortunately lacking and scares me a great
deal with respect to the early care legislation is the issue of confi-
dentiality. Early intervention is a non-compulsory system. Until
the child becomes school age the parent need not, although we cer-
tainly all agree they should, participate, and so a family is very
concerned about the issue of confidentiality.

As a preschool parent I can rely on the Buckley Amendments to
protect the records of my child. But, what will happen to the in-
fants and toddlers particularly given New York State’s assignment
of that jurisdiction to the Department of Health? Does that child
become protected under the medical model of confidentiality which
significantly differs from the educational model?

I believe there must be a standard for confidentiality with the
associated penalties and authorizations under the Buckley Amend-
ments that protect preschool and school age children.

I mentioned before the need for a maintenance of effort. There
are models of excellence in New York State and they must be sup-
plemented not supplanted. That must be a condition of funds—
prior to legislation in New York State or elsewhere—that there
continue to be a maintenance of effort involving parents.
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It concerns me that in New York State, because it has not yet
adopted legislation, and I again reiterate, I am not rushing the leg-
islation in response to contrived prices, there must be the contin-
ued input of parents through the regional planning groups or other
venues. I am very concerned each time I see revised drafts. And
although New York State is attempting to maintain the family
focus, it is only families that can truly speak to the issue.

And I would much more certainly appreciate participating in a
regulatory and legislative process than fighting it the way I had to
do in an adversarial manner with respect to Chapter 243 in the
passage of the preschool legislation.

Family court is a wonderful process because it provides the ulti-
mate due process, family choice. If the program doesn’t work you
seek out another. There are wonderful early childhood direction
centers which make unbiased and vast recommendations to fami-
lies. And in remembering that it's a non-compulsory system, we
must respect the family to accomplish the desired goals: early
intervention not intimidation of families.

I'm particularly concerned about things that have happened in
New York State. Commissioner Gloeckler’s statement, which I read
at the top of the auditorium, indicated that it's a complex process
and taking a great deal of time in New York State. But, I fear that
there is a dismantling of the existing system, not enhancing it, in
implementing the new administrative structure.

Chapter 243 fragmented families from the system; it created an
intimidating and adversarial setting. Parents are now held from
being a team member with their evaluator. It’ ~ ~ame truly adver-
sarial. It shames me that I attended a State I ..cation Department
training session in which I was in a room primarily with school dis-
tricts with a State Education trainer advising school districts, “you
know what providers you like to work with, steer your parents; you
can tell them where to go so that they go to the programs you are
more comfortable dealing with.” I was abhorred. This was the
parent choice and the parent need that we fought so hard for.

Another parent reported to me that State Education said, “‘sure
if we change the handicapping classifications we may be out of
compliance with the feds but it will take them two years to catch
up with us and we'l! save 1.5 million in the process.”

I fear for the very life of my child. And whether that’s rumor or
fact, it is clearly indicative of the fiscal environment New York
State is in now. The rumors are flying so fast, I can't tell them
from the truth.

It is clear that New York State is restricting eligibility all in the
name of cost containment and mandate relief. There are proposals
to delete classifications such as other health impaired, multiple
handicapped, orthopedically impaired, that they would make the
educational criteria so restrictive that unless a child exhibited an
IQ of 70 or below, he/she would be ineligible for services.

I find it amazing and remarkable that my Becky, my tragedy,
not a statistic, is at risk for services next year. Because, she has
made such wonderful gains and because she participates so well
with an adult on a one-to-one setting. She has tested remarkably
high on her I1Q potential test.
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But you put her in a class of ten children, she becomes dysfunc-
tional and dysfluent. She loses her gross motor skills; she loses her
fine motor skills; she loses her toileting skills, she loses her ability
to speak. This child cannot function in a regular classroom.

But because of the manner in which New York State is imple-
menting cost containment, she is at-risk on whether she will re-
ceive any services next year. And what is even more disgusting is
that it is being done outside of a legislative process. It is being done
through the Board of Regents who is not responsive to the legisla-
ture and therefore not responsive to families as voters, so I cannot
even participate as a voting member of the public.

It further removes parents from the very essential role they play
in the care of their children. Early intervention is a Godsend. It
has absoluteiy made a child I call Becky into a functional, warm,
happy child who will be a productive member of society. But it is a
sin that I have to fight so on so many avenues to make sure that
the system works for her. There are parents far less capable than L.

And so I request that as you embark on your Federal initiatives
that you oversee the States to make sure that the abuses that are
happening at a very real fiscal crisis do not become a crisis of the
children. Thank you.

[The prepared statem.nt of Jane E. Rubinstein follows:]
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LEGISLATING BARLY INTERVENTION SYSTEMS FOR INFANTS & TODDLERS
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There is a saying in mary social services settings... "One
child is a tragedy... a thousand are statistica”. The role of a
parent is to ensure that their child is treated as an individual,
with individual needs., and not as a statistic.

We, as parents, are the best resources and advocates for our
children. Aas such, the role of PARENTS AS EQUAL PARTNERS with
government, and providers of services must be maintained. Parsnts
must be invoived participants and not be limited to a bystander
role. Early intervention services are not compulsory. The wmore
involved parents are in the process, the more effactive the systenm
will be, as expressed in greater participation and carry-over in
the home. Parents ha'e been unfairly characterized as too fragile
and emotional to serve the needs of our children. It is an
unwanted and inappropriate stigma.

Through sharing our experiences with the Family Court systen,
we recognize the admitted discrepancies in the provision of
services through the state. While legislating a new system in
accordance with PL 99-457, care must be taken to preserve the
significant attributes found in the current system. in the optimal
provision of sarvices in some localities, and in the extensive and
evalving knowledge of early interventicn professionals with respect
to pror>am scope, content and efficacy.

onv. of the specific concerns of pareants is the need for an
EFFECTIVE CONTINUUM OF SERVICES. In 1986 when Governor Cuomo
desighated the Department of Health (DOH) as Lead Agency for
infants and toddlers (birth - 2.11), and the State Educaticn
Department (SED) for preschoolers (3 - 8), the current service

systen under Family Court for birth-to-five suffered immedlate
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fragmentation against the wishes of many parents and profesaionals.
However parents are far less concerned with what agency admini{2ters
our children's services than we are with obtaining fully integrated
services during the critical formative years, birth-to-five.

We urge the State to FIX TER SPLIT created by bifurcated
legislation and administration. Legislation and regulation cannot
eimply rely on transitional eervices to bridge two systems. To
truly sustain the integrated services now available in the Family
Court System involves, at a minimum the following efforts. The
first ie integration of policy, legislation, and regulation from
the top down. There must be close coordination and inter-agency
involvement, vparticularly between DOH and SED. Unfortunately,
despite repeated requests, SED has failed toc appoint a Sormal
representative to the DOH State Interagency Coordinating Coancil.

The two service syetems must be based in a common orientation
and philosophy and, therefore, pragmatically share common
definitions across administrative lines. i.e. on issues of
eligibility. personnel development. program approval. A more
specific concern is that infant/toddler legislation must enable,
and the preschool legislation must be amended to make permanent,
co-service of two and three year olds in comron classrcoms or
service settinge. Based on the varying physical, emotional and
developmental maturity of toddlers and preschoolers, it is not only
appropriate, but probable that some 3-yr olds should remain with
younger children, and some 2-yr olds ehould be advanced. The State
must not allow parochial administrative issues to preclude
effective programming for children with widely varying rates of

progress. If programs are equally approvable by DOH and SED, and
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rates are sget in accordance with approved methodologies, the
definitive factor muat be the best interest of the children.

Furthering the concept of COMPREEENSIVE SERVICES, we applaud
DOH's expansion of the targeted service population through wider
definitions of at-risk and developmentally delaysd. To meet the
needs of this growing population, services must be maintained in
settings which enhance early intervention/diagnosis/remediation.
Childran and their progress ars not static. We, as parents can
best attest to the transition and flow of our children's
conditions. If the focus of sarly Intervention services becomes
discretionary services in non-programmatic settings or in threshold
cliniecal wvisits, we will suffer the ability to provide timely,
fiuid responses to either additional or reduced therapy needs.

The DOH model for the proposed system must be flexible and
sinultanecusly permit the educational and medical responses based
upon the pendulum of an individual child's needs. Reetricting
services to a medical model will be devastating to the advances
made in sarly intervention programs over th« past twenty years, and
will impede the development of services in rural or developing
areas of the state.

A commitment to quality services must be demonstrated by DOR
and the State through a parallel and substantial effort to DEVELOP
PROFESSIONAL STAPY,. He parents clearly see the need for moie
trained therapists, teachers. and fasily counselors. Our children,
first-hand, have seuffered from a high rate of stagf turnover,
randomly in mid-semester, or from reliance on non-certified, less
experienced personnel. The availability of properly trained staff,

in all areas of the state, i= currently the weakest link in the
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service provision system and must pragmatically be addressed.

If there is one issue which is most frightening to parents and
tamilies, and makes us feel more vulnerable than any diagnosis, it
is THIRD PARTY PAYMENTS. The federal regulations are remarkably
lacking in any substance or guidance on private funding ocources,
particularly with respect to safeguards for a family's financial
resources. It is all too common for an infant. medically involved
from birth, to encumber hslf-a-million dollars or more during the
tirst year of life. Annual and lifetime caps dre readily met
affecting either the individual child or the entire family, placing
the health and welfare of two, three, four or more individuals at
risk. When insurance is provided through small, or family-owned
businesses, insurers have elected not to renew an entire firm'as
policy. Subsequent underwriters impose significantly higher
premiums, reduced coverage, and extended exclusions ’n pre-existing
conditions.

Our last concern is generally LEGISLATION WITEQOUT REGULATION.
He are weary of proposed laws which enable services. in the absence
of draft regulations. Arguably regulations must follow
legislation, however DOR representatives have aexpressed some
troubling agenda which will only become explicit in regulations.
It will be those regulations that will become "the bible" of our
children's daily lives.

Of all the involved parties and parochial interests in the
legislative process. ours is the greatest. We parents bring to the
forum our thousands of individual stories who we will not allow to

become statistics.
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Chairman OwegNs. Thank you very much.

We started with testimony from State officials. I think it's alto-
gether fitting and proper that we end with your testimony which
provided us with some critical analysis of what one parent thinks
is happening at the State level.

I want to thank all of you. Your statements will be entered into
the record along with the others. If you have additional written
statements that you'd like to submit, we'd be happy to receive
those in the next ten days.

Thank you very much.

[Whereupon, at 7:07 p.m., the subcommittee adjourned, subject to
the call of the Chair.]

[Additional material received for the record follows.]
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Mr. Chairman and members of the Subcommittee:

} am Theadora de Soyza, Fxecutive Director o1 fhe Muraam de 5o
Learning Center and parent ot a child, Mi:iam, whe had Uown Svadresme and
lived feur zhort vedars Cfrom 1971-1979). My husbane, iaillas, and b oiounded
one of the first varly intervention programs in the hieny o chitdren with
disabilities from birth to tive yvears of age. Since 1970, tlas STate ol New
York has seen a proliteration of such programs which have heijpea prevent
institutionalization of children; have kept famiiies together and have
provided the necessary support system essential to raising a child with a
disability. On behalf ot my families living in the South Bronx, | suppert
the reavthorization of the Early I-ftervention and P'reschecl bPrograns under
the individuals with Disabiiities Educatien Act (ilRA. 1390,

These are several areas of concern regarding the :mplementation - § thix

pregram in our State of New York. These inciude:

b, the impact on parental chuice

2. th» erosion of regional municipal authority based on
New York's interpretation ot P.L. 39-457.

3. tlew York's abilityv to redefine eligibility criteria
based on its interpretation of P.L. 99-457 elig:bility
categories.
4. the need for a "Maintenance of Effart™ provision n the
Federal Law.
After passage of the Education of All Handicapped Children Act of 1476,

New York State passed the Family Court Act #263. This idw gave parents the

right to choose a program which thev fel: secure cnough to leave theay

15.
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delicate and fraviie CLidbd ton evaluaat g e arnd Prograrsming tor o dew b s

tesponsihylooy of rhe

cach Jdavoan mos!t gses, gr tien, !

admimistration and ac ceuntabiiity of this program was plaved with the

nunictpality an waych Ceimbtoreradeds The overal, provrartrat too.oathorite
wis with the State kducation Department. There were also la "Chrid Find
Pirection Centers” frnanced and administered throughout the state by the
State Department ot Fducation under this system, though not perfect, patents
were, for the tirs! time, enpowered to make choices: jocdi private agend res
deveioped creative and i1nnovat:ve programming whivn heiped neet the needs o
both children and tamilies. wisely, jocdatities threughout the state
develoyped regionai implementation reguiations 1n order te onsure
AUt abi LIty Aan g et o snte gt it

Since the passage of the Governor's Bill in the form of Senate Kiil 6374
and Assembly Bill 8816 in June 1989, the system which replaced the cne which
served many children has deteriorated into a veritable nightnare due *o the
foilowing reascns:

i. Cumbersome Apparatus:

Under the Famiw Court System, ohildren with disabiiat cee
And those deered igh rosk would be referres by dragneet e
and evaiuation clinies. There wonld be an antake st the

proschent apeney and tne chybd contd enter he ot an

WPt weekos Ao ondaviduaineed Bdve gty s Prewras
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. Cumbersome Apparatus (cont'd):
(TEP) was in piace after assessment and observation. Since
the preschool child is a unique li;tlv crea’ ure,
observat;on vt the child in the classroom envaronment 1s
most important when developing the IEP. This theory is
substant1ated by early childhood educators. Piaget's whole

education theory was developed through observation.

{Inder the new svstem, an incredible bureaucratic
monstrosity has been created. Not only is it burdensome to
many parties, tt as not cost effective; it 1s very
expensive.  The papers requited on vdch child could

decimate our torests.

There are three levels of auditors, two city monitors and
contract and unit monitors, one monitor and three
evaluation monitors. Each school district has a committee
for preschool special education and A centrally based
support team. Al. three levels evaluate the child's
assessment package. There are three levels ol program
assistance:  The New York City Department ot Health and Day

Cares the State kdacation Department and the New York City

Ed
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Board ot kducation. ¢ sounds more like & pendai svsten;
the next step heing a 1ail sentence.  They spend their time
scrutinizing everv sentence and ave delighted to slap a
non-compliance an us when, verv uften, we were not intormed
previously to providing a service. Very often the monitors
themselves are in lisagreement regarding the implementation

of regulations.

Descraimindtoer v

as you can see, this system 1s froth with descriminaticn in
the guise of insuring services to children and tamilies.
Nonsense!  The tyrica. chiid ¢an enter the vebite s he s
system simply by going to the local school, register for
September and enter in September. Our children need proof
upon proof; need scrutinizing at three levels and then af
they are lucky, they will start in September. Many start
in November or December. This 18 certainly not in the best
interest ot a handicapped child who needs early
intervention as 2wt ly as possible. Teday we have more
children "at-risk'™ than even before due to crack, cocaine,

and polvdrags.  Help <ave the chyldren!

15
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fo bragmentat fon:

New York has ¢ hesen fo separate the disabled pnete fue
groups, birtn through age L. 7 years under the Mew Vork
Srate bepartient ot Health and J.0 te A0 vears under the
State Education Department and New York City Roard of
Education. This svstem places an additionai burden ugen
parents who must go through another ma~n~ of bureaucracy.
These parents are iust beginning to deal with the tact .t
having a disabied child They must go to their lecad
school district when the child is 2.7 cheose an evaluation
s1te; go The cvaluation site for evaluations: wait for o
weps 1ng T beoaasae b by the SPSE ant watl tosdpi o
the CBST (Central Based Suppnrt Team). Under the previous
system, children moved smoothly from an Infant/Toddler
Program into the three to five program with all the
necessary re-evaluation procedutes. This system insured
the rights of beth parent and child as well as insuring
continuity of programming and statf.

In conclusion, 1 am asking vou, Senator Owens, o help save the vhibdren.
Governor Cuemo is seeking te further restrict eligibility vriteria se that
thousands ot children will net receive the services which ate cratical to
t!n.-u growtt, and deveiorment. A verv shortsighted view since :n the teng run,

more dollars witl be needed tor mental health institutions, prisons and

weltare,

15.,
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Poars wttachome ome very b oghtening wtatist aos whie b the Chridren's
¢ Metense band b pablichied regarding the nation's b idren. Save ! he
chrbdren!  Savr she c1ties! Save the nation! What o snique nat jon we could

bee 1t iy we has tho WOt
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LEYOFHE STATISTIUS KEVEAL THE PRUTH
P by Dot 000 chldren take a opur to scheol.
Feer~ % srcansn an ntant as born anto poverty.

Fvets J rminutes an infant is at low tipthweight tless than
othe, R ocee,, - 3 dhs. B ocunces), bevoring high tisk for

Aeve  opmeitad e iavs,

- Fverv 14 seconds an infant dies anthe {irst vear of jife.

AMEKICA'S POOR CHILDREN

(ut ot 180 poor children in America:

Al are wnite, mancLatine
- 14 are blauar
- 2l atre Ldatine
t are Assae, Pamitie Pslander. Natiwe Amer o

ceoogerdan Natave.

- Rt live 1n married-couple famlies
- 54 live 1n female-headed families

28 live 1n families headed by persons younger than 30
- 11 live in families headed by persons younger than 25
- 28 live 111 suburban areas

o live 1n rural areas

nh Tive an central cithies
The Food Research and Actien tenter repotts that 5.9 mitlhien
chaldren tn the Bmted States are hungry. Une ont at 1D e under

frhe oapy b

. 15
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STATEMENT
of
Rubert and Donna Owens
Parent of a Disabled child attending
The Miriam de Soyza Learning Center
to
Honorable Major R, Owens, Chairperson
House Subcommittee on Select Education
on
Hearing on the Reauthorization
of the Early Intervention and Preschool Program
Under the Individuals with Disabilities Act
PL 99-457

May 6, 1991
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