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PROVIDED TO PERINATALLY EXPOSED
INFANTS/TODDLERS AND THEIR FAMILIES
UNDER PART H OF
INDIVIDUALS WITH DISABILITIES EDUCATION ACT

by

Karen Gerry-Corpening
ABSTRACT

According to Part H (Public Law 101-476), governors of
each state have the authority to designate a lead agency
within the state to carry out this legislation. Some lead
agencies may include the Department of Education, Department
of Health, or Department of Economic Security. Each lead
agency has the power, within Part H, to decide whether
infants and toddlers who are at risk will be served under
the provisions of special education to infants and toddlers.
According to The National Early Childhood Technical
Assistance System (NEC*TAS) (1992), 22% of states include at
risk in their definitions for Part H. Of those 11 states,
only 6 include services for perinatally exposed infants and
toddlers in their at risk definition. The National
Association for Perinatal Addiction Research and Education
(NAPARE), (1993) defines perinatally exposed as, "fetal
exposure to inappropriate use of licit or illicit drugs."®

Delivery of care is not systematic between these state



agencies. There is a lack of knowledge of which services,
if any, each delivery system offers to perinatally exposed
infants/toddlers and their families. Therefore the purpose
of this study was to examine the delivery of services in the
six states that serve this population under the at risk
definition of Part H and compare those results to three
states that do not serve perinatally exposed infants and
toddlers under this legislation.

Telephone interviews of 9 state Part H Coordinators
were conducted to obtain information concerning various
services provided to substance exposed infants/toddlers and
their families. Six of those states claimed to provide
services to perinatally exposed infants and toddlers under
the at risk definition of Part H and three made no such
claims. Data from the survey instrument were analyzed using
gualitative analysis.

Findings of the study revealed that only health
department lead agencies provide services to perinatally
exposed infants/toddlers and their families under the at
risk definition of Part H of the Individuals with
Disabilities Education Act.

Data analysis provided information for making
recommendations to governors and lobbying organizations who
are concerned about providing services to perinatally

exposed infants and toddlers.
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Chapter I
We are at war. Preparation is no guarantee
of winning; but the lack of it will assure
defeat (Greer, 1990).
nt tion:

The problem of drug abuse "has developed a new face-the
face of a baby," noted Donna R. Weston (1989). Although
drug-affected babies have been present in our society for
several years, their numbers have risen dramatically since
the onset of the crack cocaine epidemic in the mid 1980s.

A recent national study of thirty-six hospitals
conducted by the National Association for Perinatal
Addiction Research and Education (NAPARE) indicates that
approximately 11 percent of pregnant women use drugs during
pregnancy. "Nationwide, an estimated 375,000 children each
year are born exposed to cocaine," states Debra Viadero
(1990). Cross-addiction is a growing problem, 40 to 80
percent of all female addicts are dependent on more than one
drug (General Service Office of Alcoholics Anonymous, 1983;
Roberts, 1989). According to Besharov (1989), substance
abuse has become the "dominant characteristic" in the child
abuse caseloads of 22 states and the District of Columbia.

Judy Howard, clinical professor of pediatrics at the
University of California, Los Angeles, School of Medicine,
makes the dire prediction that within a few years 40 to 60

percent of the students attending some inner-city schools



will be children who were exposed to drugs while in the womb
(Trost, 1989).

Jeptha Greer (1990), then executive director of The
Council for Exceptional Children, stated that no single
human service agency, including schools, has the human and
fiscal resources to meet the needs of these children and
their families. A full-scale coordination effort must begin
now to integrate the institutions and agencies providing
policy/rulemaking/legislative leadership at community,
state/province, and national levels.

Within a few years 40 to 60 percent of the students
attending some inner-city schools will be children who were
exposed to drugs while in the womb (Trost, 1989). This is a
staggering prediction and one that needs attention as soon
as possible. As stated by President Clinton (1993) in his
economic address to Congress, "For every dollar we invest
today, we’ll save three tomorrow. We have to start thinking
about tomorrow." These children must be served now, so that
they have the best chance at a productive life tomorrow.

Statement of the Problem:

Each state in this country has the power to decide
whether infants and toddlers who are at risk will be served
under the provisions of special education to infants and
toddlers (Public Law 101-476, Part H). According to The

National Early childhood Technical Assistance Systen



(NEC*TAS) (1992), 22% of states include at risk in their
definitions for Part H. Of those 11 states, only 6 include
services for perinatally exposed infants and toddlers in
their at risk definition. Delivery of care is not
systematic between these state agencies. There is a lack of
knowledge of which services, if any, each delivery system

offers to perinatally exposed infants/toddlers and their

families.
Limitations of the Study

The study was confined to examining the minimum
components of six statewide comprehensive systems for the
provision of appropriate early intervention services to
infants and toddlers with special needs under Part H and the
services they provide for perinatally exposed
infants/toddlers and their families. While qualitative
research strategies were used to develop accounts of the
provided services and Part H applications were examined to
obtain additional information, the account was not
exhaustive. Data collection occurred over a three month
period and did not present the opportunity to study all
aspects of the Part H delivery systems.

Another limitation may relate to the researcher’s lack
of previous experience in conducting a qualitative study.
Efforts were made to overcome this limitation by doing

extensive reading. A pilot interview allowed the researcher



to practice data collection, while being closely supervised.
In addition, by recognizing this limitation, the researcher
made greater effort to seek the consultation of her research
consultant and to process and incorporate feedback given.
e rch estions:

This study was designed to answer the following
questions:

1. Why do California, Hawaii, Indiana, Massachusetts
New Mexico, and North Carolina choose to include perinatal
exposure in their definition of at risk?

2. What is the comparative status for the 16 minimum
components of a statewide comprehensive system for the
provision of appropriate early intervention services to
infants and toddlers with special needs, for the above six
states?

3. What mention of accommodations for perinatal
exposure are found whgn one analyzes the 16 minimum
components?

4. Should Part H mandate that infants and toddlers

who were perinatally exposed be covered under this

legislation?
Definitions of Terms:

For the purpose of this study, Part H of the

Individuals with Disabilities Education Act (IDEA; 1990)



needs to be defined, as well as interagency collaboration
and "perinatally exposed".
Part H of IDEA

Public Law 99-457 amending the Education of the
Handicapped Act, now known as The Individuals with
Disabilities Education Act, IDEA, P.L. 101-476, was signed
by President Ronald Reagan on October 8, 1986. In addition
to other changes, this legislation created Part H of the EHA
which resulted in funding for state programs for infants and
toddlers with disabilities (ages birth through two years)
and their families (Fourteenth Annual Report to Congress,
1992). Grants to States support coordination across
agencies and disciplines to ensure that comprehensive early
intervention services were made available under the Act.
These services were to be provided to all eligible children
below the age of three who are developmentally delayed
(criteria to be determined by each state), or with
conditions that typically result in delay, or (at state
discretion) are at risk of substantial developmental delay
(Ballard, Ramirez, & Zantel-Wiener, 1987).
Interagency Collaboration

Swan, (1984) states that interagency agreements reflect
cooperative planning and implementation activities among
state agencies. A coordinated effort among state agencies

is often necessary to meet diverse needs.



The concept of interagency collaboration, defined by
Hodge (1985), recognizes the need for support from all
disciplines, if we are to efficiently utilize our resources
to provide equity of opportunity to all children.
Perinatally Exposed

The National Association for Perinatal Addiction
Research and Education (NAPARE), (1993) defines perinatally
exposed as, "fetal exposure to inappropriate use of licit or
illicit drugs." For the purpose of this study, Fetal
Alcohol Syndrome (FAS) will not be included in the
definition of perinatally exposed. The FAS population is
often provided services under "conditions that typically
result in delay" under Part H of IDEA.

Research Design

This research was a multiple case study. The
researcher visited the National Association of State
Directors of Special Education (NASDSE) in Alexandria,
Virginia and collected information within Part H
applications pertaining to the 16 minimum components of a

statewide comprehensive system for the provision of Part H.



Listed below are the minimum components of a statewide
comprehensive system for the provision of appropriate early
intervention services to infants and toddlers with special
needs (Individuals with Disabilities Education Act of 1990.
20 U.S.C. 1400, 1990).

1. State definition of developmental delay.

2. Central directory.

3. Timetables for serving all eligible children.
4. Public awareness program.

5. Comprehensive child find systemn.

6. Evaluation, assessment, and nondiscriminatory
procedures.

7. Individualized family service plan.
8. Comprehensive system of personnel development (CSPD).
9. Personnel standards.
10. Procedural safeguards.
11. Supervision and monitoring of programs.
12. Lead agency procedures for resolving complaints.
13. Policies and procedures related to financial matters,

14. Interagency agreements; resolution of individual
disputes.

15. Policy for contracting or otherwise arranging for
services.

16. Data collection.
From those Part H applications, six states were identified

as serving perinatally exposed infants and toddlers.



Two telephone interview guides were developed (see
Appendices A and B). The telephone interviews were semi-
structured and interview guides allowed the researcher to
probe for additional information on items. Also many
opportunities were provided for respondents to explore areas
not listed on the interview guides.

Descriptive data were collected from the Part H
Coordinators involved with implementation of services for
perinatally addicted infants and toddlers. The intent of
the study was to provide descriptive data from the
perspective of the Part H applications and the Part H
Coordinator concerning services provided for these infants
and toddlers.

Significance of the Study:

A review of the literature reveals that very little
research has been done on Part H and delivery of services
for perinatally exposed infants and toddlers. Findings from
this study will contribute to the literature.

The results of this study may also provide suggestions
as to whether the federal legislation should mandate
services for perinatally exposed infants/toddlers and their
families. The results of this study may suggest the pros

and cons of such action.



Chapter II
REVIEW OF THE LITERATURE

The purpose of the literature review is to summarize
and analyze the theory and the research studies that guide
the design of this study. The review is organized into
three major sections that include:

1. Perinatal exposure:;

2. The federal legislation and;

3. Resulting outcomes of Part H and perinatal

exposure.

Perinatal Exposure

The National Association for Perinatal Addiction
Research and Education (1993) defines perinatal exposure as,
"fetal exposure to inappropriate use of licit or illicit
drugs."™ Perinatal exposure can effect infants, toddlers and
their families in many ways: physically, emotionally and
educationally. These youngsters can also have an impact
financially on their families and so;iety as a whole.
Physically |

Drug use among women of child-bearing years has
increased significantly in the last decade (Pinkert, 1989;
Kaye, 1989). Maternal abuse of substances during pregnancy
places the fetus, and later the child, at risk for a variety

of medical, neurological, neurodevelopmental, and behavioral



difficulties (Chasnoff, Burns, Burns, & Schnoll, 1986;
Brooks-Gunn & McCarton, 1991; Kronstadt, 1991; Zuckerman,
1991; Collins & Anderson, 1992; Davis, 1992).

Postnatal exposure to substances that are inhaled by
the child and/or passed through breast milk have also proven
to have consequences (Bateman, 1987; Chaney, 1988; Jones &
Lopez, 1988; Collins, 1989). Therefore children who are at
risk include those who experience either prenatal or
postnatal substance exposure.

There is not a typical profile of the child who has
been prenatally exposed to drugs and/or alcohol (Cole,
Ferrara, Johnson, Jones, Schoenbaum, Tyler, Wallace, &
Poulsen, 1989; National Council on Disability, 1990;
Griffith, 1991:; Poulsen, 1991a). Refer to Appendix F for
possible early indicators of prenatal exposure to toxic
substances.

Harpring (1992) states the three cafegories of effects
suffered by infants affected by prenatal exposure to alcohol
and other drugs:

1) ADDICTION - The newborn undergoes withdrawal, after
which it may grow and develop more or less normally, as if
addiction had not been part of his or her short life
experience.

2) TOXICITY - Toxic effects cause direct injury to the

developing fetus.

10



3) TERATOGENICITY - More complex than addiction or
toxicity, teratogenic effects may or may not appear at
birth. Teratogenic effects involve structural damage of
some sort. Drugs that act on metabolic, endocrine, or
central nervous system functions may not cause symptoms to
emerge until childhood or adolescence.

Fullager, Conleth, Gallagher, Loda and Shieh (1991)
point to the fact that not all babies show negative effects
from prenatal exposure to drugs. A variety of genetic
factors in the unborn baby and maternal characteristics, as
well as differences in the chemical structure of drugs and
their use patterns, interact to influence the vulnerability
of the unborn. No one can say for certain which baby will
be all right and which will have abnormalities (Kalmar &
Boronkai, 1989).

Although drugs cross the placenta and reach the fetus,
their impact depends on a host of factors, such as
combination of drugs used, time in pregnancy when ingested,
and duration of mother’s drug use (Vincent, Poulsen, Cole,
Woodruff, & Griffith, 1991). Drug related effects may be
worse for the fetus if the mother has a poor diet, little
exercise, medical illnesses, inadequate prenatal care, or
other complications of pregnancy (Fullager et al. 1991).

The fact that drugs cross the placenta and reach the

fetus creates potential problems of fetal development.

11



Alcohol and other drugs flow rapidly and easily from the
mother’s bloodstream through the placenta to the baby.
Because the fetal liver is not fully developed, such
substances also remain in the fetus for a much longer time
than in the mother (Harpring, 1992). These problems can be
manifested as congenital abnormalities, fetal growth
retardation, neonatal growth retardation, and
neurobehavioral abnormalities (Chasnoff, 1992). The Center
for Early Education and Development (1990) points to the
fact the infants prenatally exposed to drugs, especially
cocaine are susceptible to: weakened immune system causing
chronic colds and infections; 1 in 6 chance of Sudden Infant
Death Syndrome; impaired muscle development; disfigurement
such as missing fingers or limbs; and infection from
mother’s sexually transmitted diseases.

Substance abuse can have teratogenic effects on the
developing fetus. These effects may be evident at birth or
may not be manifested until later in development (Weston,
1989). Numerous authors have pointed to the direct effect
that substance abuse has on increasing the risk of premature
delivery, eruption of the placenta, spontaneous abortion,
fetal distress in labor and delivery, intrauterine growth
retardation, intrauterine strokes, low birth weight, sudden
infant death syndrome, and sexually transmitted diseases

including AIDS (National Center for Child Abuse and Neglect,

12



1989; Lindenberg, Alexander, Gendrop, Nencioli, & Williams,
1991; Kronstadt, 1991; Harpring, 1992). Drug-exposed
infants and children are much more likely than their non-
exposed peers to need more frequent medical attention for
both acute and chronic conditions (Lockwood, 1990).
Prenatally drug-exposed infants are also at risk for death
before their first birthday (Cook, Petersen, & Moore, 1992).
Emotionally

Bloom (1964) states that the early years are vital,
possibly constituting a critical period to later cognitive
and social development. Each baby needs a caregiver who
recognizes and validates his or her special self (Honig,
1987). Getting to know a new infant takes time and
committed interest. The infant may be more or less
impulsive or reflective, more or less adaptable, irritable
or slow-to warm up (Thomas, Chess, & Birch, 1968).

The at-risk infant’s response to caregiving may be
considerably different from those a mother would expect.
The infant may not calm down when held, accept food, look at
her mother’s face or smile readily (Poulsen, 19921). She may
tense when held and arch her body away instead of cuddling
when her mother holds her close.

Chasnoff (1993) and his colleagues generally agree that
the presence of cocaine in an infant’s body at birth is not

in itself necessarily disabling. The problem, they say is

13



that these babies often go home to environments so
disorganized that the children have no opportunity to
recover from the prenatal damage. The worst damage that
drugs may do is to the world a child inhabits after birth
(Marshall, 1991; Goodman, 1992; Liaison Bulletin, 1992).
Early insecure attachment patterns and ongoing environmental
instability are factors that contribute to the emotional
difficulties of these children (Lumsden, 1990, Bowsher,
1990). Maternal-infant bonding is undeniably one of the
most crucial aspects of healthy child development (Feljes-
Mendoza, 1991, National Resource Center on Family Based
Services, 1991). A normal parent child attachment lays the
groundwork for developing trust and the ability to interact
with others (National Center for Clinical Infant Programs,
1988). These babies will not develop those basic skills and
will be at risk in terms of getting along with others
(Center for Early Education and Development, 1990).

Agosta (1987) states that providing home care to a
child who is at risk can be a challenging task, taxing a
family’s emotional and financial resources. For many
families the initial recognition that a potential disability
may exist presents an immediate crisis that evolves into a
life crisis. Several of the problems families can
experience include:

* Natural reactions to the discovery that a family member

14



has a developmental disability, including a sense of
shock or numbness, denial, grief, shame, guilt and
depression (Fortier & Wanlass, 1984; English & Olsen,
1978):
* Chronic stress (Wikler, 1983; Kozak & Marvin, 1984;
Backnman-Bell, 1981):
* Extraordinary time demands involved in providing
personal care to the family member in need (Apolloni &
Triest, 1983); and
* Lack of the skills needed to cope with the potential
medical emergencies and/or to teach necessary adaptive
skills (Turnbull, Summers, & Brotherson, 1985).
Educationally

Los Angeles Unified School District (1989) points to
the fact that since there is no "typical profile" of a drug-
exposed child each child must be educated as an individual
with particular strengths and vulnerabilities.

Viadero (1992), quotes Chasnoff as saying "that 30 to
40 percent of the children in a 1986 longitudinal study
continue to display delays in language development or
problems in concentrating and focusing attention." Dan R
Griffith, a developmental psychologist participating in the
study, notes that drug-exposed toddlers in the study also
tend to score lower than non-exposed toddlers on tests

measuring their ability to concentrate, interact with others
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in groups, and cope with an unstructured environment
(Viadero, 1990).

Naomi Kaufman (1990) identifies other difficulties that
may plague drug-affected children. "At the least they
include a much higher likelihood of lower intelligence;
short attention spans; hyperactivity: inability to adjust to
new surroundings and trouble following directions-all traits
that can lead to failure in school." The research of Howard
and Beckwith, of UCLA, (Center for Early Education and
Development, 1990) tells us thaf drug-exposed toddlers score
low to average on structured developmental tests. But what
is of most concern is that these children show striking
deficits in free play situations requiring organization,
initiative and follow-through -- a vital way of learning for
toddlers (Wehling, 1989).

In order to work effectively with young children
prenatally exposed to drugs and/or alcochol, educators must
recognize the vulnerabilities arising from both biological
and environmental risk factors. They must also recognize
the children’s strengths and the ways in which they are like
typical children. Pinkerton (1991) states appropriate
intervention strategies must be selected based on the
systematic application of what is known about successful

early intervention.
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Financially

Bowsher (1990) stated before the United States Senate
that perinatally exposed infants constitute a growing
national problem necessitating medical and social services
that will cost billions of dollars in the years to come.
One estimate puts the cost of services for drug-exposed
children who are significantly impaired to be as high as
$750,000 for the first 18 years of life.

The Center for Early Education and Development (1990)
points to the fact that these medically fragile infants
create new demands on foster families and social workers. A
U.S. Department of Human Services survey of 8 cities found
that in 1989 nearly 9,000 babies were born to crack-addicted
mothers. Caring for those 9,000 babies alone would cost
$500 million for hospital and foster care through age 5.
Additional costs of preparing these children for school
could exceed $1.5 billion (Center for Early Education and
Development, 1990).

Federal Legislation

The impact of the law upon children with disabilities
and those who are at risk is substantial. Gallagher,
Harbin, Thomas, Wenger & Clifford (1988) state that the
passage of P.L. 99-457, represents one of the more
imaginative and challenging pieces of legislation that has

been passed by Congress in the past several decades. This
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