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CHAPTER ONE

Highlights of Findings

Introduction

In Maine, an estimated 10.4% of children, or one in ten, has a diagnosed disability and/or chronic
health condition; the highest prevalence rate in the country (U.S. Census, 2004). Many more children
in Maine have undiagnosed conditions that still present significant challenges for their parents in
finding and keeping child care arrangements, maintaining stable employment and meeting the special
needs of their children. According to staff at Child Care Plus ME, a program in Maine designed to
prevent child care expulsions, an estimated 70% of the calls received from child care providers
involve children with wndiagnosed behavioral problems. Similarly, in our survey of licensed child care
providers in Maine, 65% of respondents believed they had cared for a child with special needs who
did not have a diagnosis.

This is a growing problem in Maine. Between 1992 and 2005, the total number of children and young
adults (ages 6 to 22) in Maine diagnosed with disabilities increased by 30.3% and the number
diagnosed with autism increased by a remarkable 3,098% from 46 children ages 6 to 22 to 1,471
statewide. IDEA Data).! Experts cite a range of possible causes for these increases including a
greater awareness of childhood disabilities which has led to more diagnoses at younger ages,
pollutants in the environment and medical discoveries that have helped many more premature babies
survive but with a higher risk of disabilities and chronic health conditions. (Hogan, 2003; Shonkoff,
2000) Child care providers report a growing number of children exhibiting behavioral difficulties,
diagnosed and undiagnosed. Thousands of parents of children with special needs across Maine are
facing significant challenges maintaining stable employment and balancing work and family. Many of
their difficulties are experienced by families of “typical” children but the problems of these parents
are ratcheted up because of the special needs of their children.?

Our analysis of data from the National Survey of America’s Families (NSAF) shows that /ow income
parents of children with special needs are having an even harder time than are higher income parents
of children with special needs. Yet the prevalence of special needs among children, as reported by
parents in the NSAF, is twice as high for these families as it is for higher income families (See
Chapter 6 for more information). Maine is a state which depends heavily on the availability of
workers for lower wage employment in the tourism, retail and health fields. The challenges these
parents face present significant obstacles to attracting and retaining the workforce Maine’s economy
needs. This issue is also significant because if parents are experiencing these child care and work
problems, their ability to meet the special needs of their child at an early age, when intervention is
most effective, can be diminished. Missing these opportunities will only increase the costs to the
state for health care and remediation when these children reach school age.

1'This increase is largely due to the number of very young children ages 3 to 8 who have been diagnosed in the
last decade and are included in these special education statistics when they become school age.
2 We use the term “typical children” to refer to children with no special needs, as defined in this study.
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This three year study, a project supported by the Child Care Bureau, Administration for Children and
Families, U.S. Department of Health and Human Services, examined the challenges faced by low
income parents of children with special needs in finding and retaining child care for their child, and
balancing work and family. We also looked at the degtee to which the eatly intervention/preschool
special education system under the Individuals with Disabilities Education Act IDEA) is
coordinated with child care because difficulties accessing these services can lead to work disruptions
for parents.

The strength of this study comes from the triangulation of data from multiple sources in order to
examine the very complex cross-systems issues expetienced by this population. Very often the real
challenges these patrents face are not adequately understood when studies are confined to their
experiences with only one system such as TANF or child care or early intervention/preschool special
education. We gained our richest insights into the experiences of these families when we examined
where these systems znfersect with each other. In fact, when parents were surveyed by phone, several
told us that this was the first time anyone had asked them about the “real” issues they faced. Our
approach would not have been neatly as effective had we not started with qualitative research
interviewing parents and the staff of the agencies, within all three systems, which serve them. These
interviews were invaluable not only in producing the “stories behind the numbers” but also in
informing the development of our research questions and survey instruments, as well as the
secondary analysis of national data, for the quantitative phase of our study.

How this Report is Organized

This report is divided into chapters which describe our methodology and report our findings from
each of the data sources used in this mixed-method, exploratory study. This chapter provides the
major themes which emerged from our research, a brief description of the overall study methodology
and highlights of our major findings from all of these data soutces, illustrated by quotes from
parents. It also includes a discussion of the policy implications of our findings and suggested
strategies. A preliminary report providing the results of our first year interviewing parents of
children with special needs, Parents’ 1 vices, was published in April, 2004 and can be downloaded from

our web site: http://www.muskie.usm.maine.edu/specialneeds.

Major Themes

e Parents of young children with special needs face significant challenges finding and
keeping child care arrangements for their child.

e Parents report significant problems with the child care arrangements they have used
for their child with special needs, including:3
0 Lack of support from provider
0 Concerns over safety

0 Lack of inclusion of child in the activities of other children

3 Parents wete asked to report only those work problems that were directly related to the demands of caring for
their child with special needs.
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Provider wouldn’t administer medications

Provider called more often than parents felt was necessary

Child Care hours didn’t match work hours

Too expensive

Loss of child care because provider asked parent to remove child from the program

Child “aged out” of child care system but because of special needs still needed
supervision and there were no other options available.

e There are significant programmatic and financial barriers to supporting parents of
children with special needs so they can work, and balance work and family.

(0}

Child care providers report a desire to care for children with special needs but a lack of
resources to do so including, in particular, a lack of funding for additional staff to care
for the child with special needs and the other children.

Lack of coordination between early intervention/preschool special education setvices

under IDEA and the child care system, as well as a shortage of specialists (e.g. OTs,

speech therapists), mean that special services often are not delivered in the child’s

“natural environment” as required by Part C, or in the “least restrictive environment” as

required by Part B of IDEA.#

= Lack of on-site delivery of services at the child care program, lack of appropriate
transportation options and long distances to service centers in rural areas make it
necessaty for some parents to leave work to transport their child to special services.
Some have had to forgo services altogether because of these difficulties.

®  Hven when special services are provided on-site, decisions about the amount and
frequency of these services provided under IDEA are determined by the child’s
therapeutic needs, not the parents’ need to work. As a result, services children may
need to be successful in the child care setting such as a one-on-one aide or a deaf
interpreter, ate provided for only part of the day, even though the children ate in the
child care setting all day. In addition, therapeutic programs provided for children
with special needs are often only open part-day or part-week and are closed in the
summer causing significant transportation and work issues for families.

¢ The combination of all of these problems and the particular demands of caring for a
child with special needs often result in employment problems and job instability.

(0}

Parents of children with special needs report a range of work problems for reasons
related to caring for their child with special needs, including having to change or reduce
their hours, turning down job offers or promotions, quitting work other than for normal
maternity or family leave and being fired from or fearing the loss of their job.

Mothers of children with special needs ate less likely to be in the labor force than are
mothers of children without special needs.

Mothers of children with special needs have less job stability (weeks worked in last year
and number of consecutive months with current employer) than do mothers of children
without special needs.

4 Part C of IDEA provides eatly intervention services to children ages 0 to 3 who are developmentally delayed
or who have conditions likely to lead to developmental delays. Section 619 of Part B of IDEA provides
preschool special education services to children with disabilities ages 3 to 5. In Maine, both programs are
administered by Child Development Services (CDS) under the Maine Department of Education.
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O Low income mothers of children with special needs have less job stability than do higher
income mothers of children with special needs.

O  Single mothers of children with special needs have less job stability than married mothers
of children with special needs.

e Families of children with special needs face more economic difficulties (poverty,
food and rent insecurity, lack of health insurance) than do families of children
without special needs.

e Certain types of disabilities have a greater impact on the number of child care and
work problems than others.

O Parents with children with multiple diagnoses with a behavioral component (e.g. autism
with a seizure disorder) reported the greatest number of child care and work problems,
followed by parents of children with purely behavioral problems, parents of children
with only physical disabilities and, lastly, parents of children with speech/language
problems.

0 Employed mothers of children with disabilities are no less likely to work full-time (as
opposed to part-time) than are mothers of children without special needs. However,
mothers of children with health conditions or behavioral problems are actually 7zore
likely to be working full-time than are mothers of children without special needs.>

O Mothers of children who reported that their child was in poor health had less job
stability than those who reported that their child had a disability or behavioral problem.

e Having a child with multiple special needs or having more than one child with
special needs significantly increases the likelihood of employment difficulties and
job instability.

Summary of Study Methodology

A full description of each of the methodologies used in this study is included in the other chapters of
this report. These methodologies are also summarized in the table below and described briefly here.

e Focus groups and individual in-depth interviews with low income (below 225% of the
federal poverty level) parents with at least one child age six or under with special needs.
These were conducted in three communities in Maine (Bath/Brunswick, Lewiston/Auburn
and Presque Isle) and in Connecticut (Waterbury, Manchester and Norwich). We also did

5> We speculate that the data regarding levels of employment (full-time vs. part-time) may reflect the particular
importance to these families of obtaining the health insurance that often goes with a full-time job in order to
meet the special needs of their children.

¢ At the end of the first year of our study, we concluded that we needed to confine our research to Maine for
two reasons. First, we could make a significant contribution to existing knowledge if we looked in greater
depth at these issues, especially as they manifest themselves in rural communities. Second, the complexities of
these cross systems issues and recruitment challenges would have made it difficult to conduct our study
effectively in both states within available resources.



interviews with parents in Portland (N- 41).7

e A field study consisting of in-depth interviews with TANF caseworkers and case workers at
the multi-barrier agencies which help TANF families overcome barriers to employment,
physical, occupational and speech therapists, child care providers, staff at Child Care Plus
ME which provide assistance to child care providers in serving children with special needs,
and staff at the child care resource and referral agencies (called RDCs in Maine) in three
communities in Maine: Presque Isle, Lewiston/Auburn and Portland (N=66).

e A statewide survey of a random sample of licensed child care providers in Maine to
examine the issues they face serving children with special needs (N=179).

e A statewide survey of parents of children with diagnosed special needs across the
income spectrum in Maine. Parents responded to a mailing sent to 4,000 families receiving
services from Child Development Services (CDS)® and 2,200 families enrolled in Maine Care
(Title V and the Katie Beckett Waiver eligibility groups) (N=441).

e An analysis of data from families with children participating in the National Survey
of America’s Families (INSAF). This analysis allowed us to compare work patterns of
families with and without a child with special needs and among different types of special
needs. In order to generate sample sizes large enough to reliably investigate relationships
between child special needs and parental employment outcomes, data were extracted from
all three waves (1997, 1999 and 2002) of the NSAF and merged to create a pooled sample of
primary caregivers and their children. The pooled sample consists of 81,841 caregivers who
are either the biological parent to the child or step or adoptive parent who answered
questions about 104,556 children under the age of 18. Eleven percent (N=8,914) of these
families reported having a child with a mental or physical disability and 5.2 % (N=4,240)
reported having a child in poor health. Among the sampled children ages 6 to 17, 7 %
(N=4,713) are reported by their parent to have behavioral or emotional problems.!?

Definition of Special Needs

For our research in Maine, special needs were defined broadly for purposes of selecting and
analyzing the study population. Since the focus of our study was on the child care and work
challenges of low income families with children with special needs, we selected our study population
and categorized the special needs of the children by how the condition(s) reported by parents would
affect the care of the child and the other children in the child care setting. We asked parents about
the diagnoses of the children and also whether there was a behavioral component that went along
with the diagnosis and whether the child required daily medication and/or medical procedures. We
came up with the following categories for purposes of our analysis: Non-behavioral, Behavioral,

7 In quoting patents for this report we have changed names, and in some cases the gender of the child, in order
to protect confidentiality.

8 CDS is Maine’s program to administer the Part C Early Intervention and Part B Section 619 Preschool Special
Education programs under the Individuals with Disabilities Education Act IDEA).

9 Maine Care is Maine’s expanded Medicaid Program. Children with a special health care need or a disability
severe enough to qualify, can be enrolled in Maine Care regardless of income through the Katie Beckett Waiver
program. The Title V category for Maine Care are those children who are enrolled in Maine Care and who are
also eligible for the Title V Maternal and Child Health Program because they have special health care needs.

10 In the NSAF, questions about behavioral/emotional problems wete only asked about children ages 6 to 17.
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Multiple Diagnoses with a Behavioral Component (e.g. autism and a seizure disorder) and
Speech/Language Only. These categories, and the decisions about which categoty to place specific
diagnoses in, were reviewed and approved by two pediatricians with extensive experience caring for
children with special needs who advised us in this study.

For our analysis of the NSAF data, special needs were grouped by the answers to a series of
questions asked of parents in the NSAF to determine if their child had a disability or
emotional/behavioral problem as well as questions relating to the child’s health status. Questions
about behavioral problems were only asked about children ages 6 to 17. These produced the
following categories for purposes of our analysis: Disability, Health Problem and for children ages 6
to 17, Behavioral Problem.

The table on p. 1-8 provides a comparison of data sources. In general, the NSAF was a nationally
representative sample of families which allowed us to compare families with and without children
with special needs. The sample of families with children with special needs was based solely on
parental report about the special needs of the child and so is likely to include some children with
diagnosed but milder special needs as well as children with wndiagnosed special needs. Our survey
sample in Maine, on the other hand, was drawn from state agency lists and so consisted only of
children with diagnosed special needs significant enough to qualify for services. Therefore, the
impact of the presence of children with special needs on work is likely to be less in the NSAF survey
than in our parent survey in Maine.

Limitations of the Data

Qualitative Research

The findings from our qualitative research are based on interviews and focus groups with parents and
service providers who responded to our recruitment efforts and are not necessarily representative of
the point of view of the entire population of parents of children with special needs or the providers
who serve them. Nevertheless, the findings from this exploratory phase of our study are remarkably
similar to the findings of our quantitative research involving a statewide survey of a representative
sample of parents of children with special needs receiving services in Maine, our statewide survey of
licensed child care providers in Maine and our analysis of data from the National Survey of America’s

Families (NSAF).
Parent Survey

Our parent survey, which was conducted by phone, had 441 participants who responded to a mailing
sent to 6,200 parents on agency lists whose children were receiving setvices and/or health insurance
coverage because of their special needs. This yielded a sampling error rate of +/- 4.5 percentage
points. Since we were not permitted by the state agencies to call the parents on the agency lists
directly to make an initial contact, the survey sample consisted of only those parents who called us in
response to the mailing we sent. Therefore, there may be an inherent bias if that resulted in parents
with more time, more motivation, higher education levels and/or stronger opinions being more likely
to respond.
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Analysis of the NSAF

The NSAF was a survey conducted on a nationally representative sample of families, including those
with children with special needs. The NSAF provided a large enough sample of families to enable us
to conduct a more comprehensive analysis of some of the issues addressed in this study. The NSAF
did not, however, ask the same questions we asked in our parent survey but where the areas of
inquiry did overlap, we were able to use the NSAF data to give us some sense of the degree to which
our findings in Maine are supported by national data.
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Parent
Interviews/Maine
and Connecticut11

(2002)

Field

Study/Maine

(2003/2004)

Child Care
Provider
Survey

(2004)

Methods Used

Parent Survey

(Winter 2004,/2005)

Analysis of 1997,
1999 and 2000
Data from
National Survey
of America’s
Families (NSAF)

(2005/2006)

41 low income parents
(under 225% of poverty)
of children ages 0 to 6
with special needs in six
communities in
Connecticut and Maine.

Recruited through co-
sponsorship of
community grassroots
organizations and
publicizing study in low
income neighborhoods.

Special needs broadly
defined to include
diagnosed and
undiagnosed behavioral,
physical and mental
health problems;
however, almost all of
the families who
responded to our
recruitment efforts had
children with diagnosed
conditions.

66 interviews with

child care
providers,
therapists, TANF
caseworkers,
multi-bartier
agency
caseworkers,
therapeutic
specialists (OT’s,
speech, etc), and
child care R&Rs
in three
communities in
Maine.

11 See footnote # 6.

12 See footnote #’s 8 & 9.

13 See footnote # 10.

Statewide survey
of 179
respondents
from a random
sample of 430
child care
providers in
Maine drawn
from state
agency lists of
licensed
providers.(41.6%
response rate).
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Statewide survey of 441
respondents who are
parents of children ages
0 to 18 with diagnosed
special needs, and
enrolled on Maine Care,
(Katie Beckett and Title
V eligibility groups) and
CDS caseloads. 2 61%
(267) were parents of
children ages O to 5.

Sample does not include
children with
undiagnosed health
conditions ot disabilities
or disabilities/conditions
that are too mild to
qualify them for Maine
Care or CDS services.

Categories of special
needs for our analysis
included
Speech/Language Only,
Behavioral, Non-
behavioral and Multiple
Diagnoses with a
Behavioral Component.

Analysis of data from the
NSAF, a nationally
representative sample of
81,841 parents of
children ages 0 to 16 and
a sub sample of those
parents who reported
having a child with
special needs (diagnosed
and undiagnosed).
Families represented
were of all income levels.
Comparisons were made
between parents of
children with and
without special needs
and among the types of
special needs
represented.

To obtain a large enough
sub sample of parents of
children with special
needs, the sample was
pooled from three waves
of data from 1997, 1999
and 2000.

Categories of special
needs for our analysis
were disabilities (8,914),
poor health (4,240) and,
among children age 6 to
17 only’?, behavioral
problems (4,713).



Research Questions

Our research questions for our study in Maine were as follows:

What are the experiences of low income parents of children with special needs in finding and
keeping child care and employment and balancing work and family?

What constellation of supports makes it possible for these parents to work and successfully
balance work and family? What are the triggers that cause things to fall apart?

Is the system of child care subsidies and provider training and support adequate to respond
to the need for child care by low-income families with children with special needs?

What has been the experience of these families in the workplace?

Does the manner by which early intervention and preschool special education services are
delivered reflect the need of parents to maintain employment?

What is the economic impact on the family?

Our research questions for our secondary analysis of the data from the National Survey of America’s
Families (NSAF) were as follows:

Are mothers of children with special needs working less than mothers of “typical” children?

Are working mothers of children with special needs having greater difficulty retaining jobs
than mothers of “typical” children?

Do some types of special needs have a greater impact on maternal employment than others?

Are families of children with special needs more likely to be poor and experiencing financial
insecurity than families of “typical” children?

Do low-income mothers of children with special needs have more difficulty balancing work
and care giving compared to more financially secure mothers with children with special
needs?

Do single mothers of children with special needs have more difficulty balancing care giving
and work compared to married mothers with children with special needs?

Summary of Major Findings

NOTE: When we report our national findings from our analysis of the NSAF, we will indicate that.
All other findings are from our research in Maine. See the individual chapters on each data source
for more information.
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Child Care

The questions we included in our statewide surveys of
parents and child care providers in Maine, as well as
our qualitative focus groups and interviews, enabled us
to examine in depth the child care issues of these
families.

Access to Child Care and Provider Challenges
In Accommodating Special Needs

Issues of child care access for this population are
significant because our data on employment indicates
that while mothers of children with special needs
participate in the labor force somewhat less than other
mothers, those who do work outside the home are at
least as likely to work full-time as are other mothers
(See section on work later in this chapter). In addition,
many of the parents we interviewed who did not work
indicated that if appropriate child care was available
for their child with special needs, they would take a
job outside the home.

e Parents interviewed reported being turned
down by child care providers because of the
special needs of their child or concluding that
there was no child care provider adequately
equipped to care for their child.

e Findings from our child care provider survey
support what the parents told us about the
difficulty of finding child care providers
willing to take their child. Approximately one
quarter of respondents reported that they
could not accommodate children with even
mild issues of mobility, toileting, mental
retardation, seizures or conditions requiring
the administration of medications.

e Some parents reported using strategies such as
not telling a provider that their child has
special needs in order to get their “foot in the
door” and then feigning surprise when
problems came up with their child.

e This strategy was reported by the child care
providers as well. Neatly 36% of the
providers who participated in our survey said
they had admitted a child to their program
and learned later that the child had special
needs.
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They wouldn’t tell you, “Ob no, we don’t
take too many special needs.” They
wouldn’t flat out tell you that. Instead,
“We don’t have any space.” 1f you call
back, maybe some of them are
transitioning out and they put you on
waiting lists and then you never hear
bactk from them. I called say, twenty
providers from the list and then 1 had to
start calling ontside my general area. It
was huge but no matter what when I
called day cares nobody wonld take my
son.

A mother of a child with Prader-Willi
Syndrome

I had found a job immediately when 1
moved up here. Even just to get started,

you know, I couldn’t find child care

because it was too hard, becanse nobody
wanted to take a child with special needs.
He is not hard to take care of anyway, 1
mean he just sits there and plays with bis
toys. But I brought him: to a day care
and 1 had called every other place and
went and drove by it to see what it is like
before I brought him. About the tenth
one 1 called, she said, “Sure, bring him
over.” So I bring him over and she called
me 1o days later and I was supposed to
start work on Monday and it was
Saturday and she said, “1 can’t watch

your son because it is going to be too

difficult for me.” Then my friend brought
her child there. She said, “Yeah, I can
have himt here.” He still goes there. So
then I had to work nights because my
mother conld only watch him at night.
Finally 1 did find child care for him. But
it was a month later before I even got that
started.

A mother of a child with developmental delays



TANF and multi-barrier agency caseworkers reported that it was easier to maintain child
care for a child with physical disabilities than for a child with behavioral problems. Once the
needs of the child with physical disabilities are accommodated, their needs don’t usually
change. Children with behavioral problems, on the other hand, have needs that are not as
stable. As a result, child care arrangements for these children are more apt to fall apart over

tme.

In line with this observation, nearly 75% of the child care providers we surveyed said they
found it more difficult to care for children with behavioral issues than to care for children

with physical/medical special needs.

Child care providers report a desire to care for children with special needs but a lack of

resources to do so including:

0 Lack of funding for additional staff to care for the child with special needs and the other

children

O Lack of specialized training about child disabilities

0 Lack of funds to provide special equipment to make their program accessible

0 Inadequate reimbursements to cover the
additional costs

When asked to identify the biggest challenges in
accommodating children with special needs, most
providers cited not having enough staff for
necessary supervision (58.5%) followed by
disruptions to other children (51.7%), lack of
training (44.3%) and difficulties including children
with special needs in all activities (23.9%).

While 21% of respondents to our child care
provider survey said they were “very satisfied”
with the level of child care subsidy for children
without special needs, only 6 % were “very
satisfied” with the level of subsidy received for
children with special needs.

The problem I seem to have with my son is
that bis disabilities aren’t obvious. He isn’t
like Down Syndrome so he doesn’t have any
features. He just seems a lot younger than
be is. So 1 had a real problem putting him
in a preschool when be was three. Several
day cares wonldn’t accept him because he
was over three and not potty trained. Even
when 1 said that is part of bis special needs.
Developmentally be just conldn’t do that.
You know a disability is a disability. They
had so many excuses. Like, “We
understand, but onr workers can’t lift a 45
pound child onto a changing table to change
him.”

A mother of a child with developmental delays

and a seizure disorder

Parental Satisfaction with Current Child Care Arrangement

Parents of children with speech and language difficulties but no other problems were most
likely to be satisfied that their child’s child care arrangement was meeting their child’s needs
(81.1%). Parents of children with behavioral problems were the least likely of all the groups

to be satisfied (51.5%).
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Percent Satisfied that Current Child Care Arrangement Meets
Child's Needs vs. Parent's Needs by Type of Disability (n=277)

1007 88.1% - % Excellent at
meeting child's
757 64.3% 60.8% needs
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50 48.1% . 39% o % Excellent at
meeting
| patent's
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with Behavioral

Component

Source: Survey of Parents of Children with Special Needs in Maine

Child Care Problems Now or in the Past

Parents of children with special needs
reported a range of child care problems
now or in the past including:

0 Child care hours didn’t match work
hours (36.1%)

0 Lack of support from provider (30.2%)

0 Lack of inclusion of child in the
activities of other children (22.5%)

0 Concerns over safety (22.1%)

0 Too expensive ((19.1%)

0 Child care provider asked parents to
remove their child from the program
(18.9%)

0 Lack of accessibility (16.7%)

O Child “aged out” of child care system
but still needed supervision because of
special needs and there were no other
options. (15.5%)

O Provider wouldn’t administer
medications (13.7%)

0 Provider called more often than parent

felt was necessary (11.4%)
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I don’t have child care providers turning
me away — they just stick him in the
corner. He wasn’t as active as the other
kids and they wonld just put him in the
corner. He had to go outside for whatever
the rule is, at least half an honr or
something. They brought him outside and
he just sat in the sandbox and the other
kids wonld play. I noticed they would
put him in a stroller and strap him down
and just leave him there. If 1 showed up
unexcpectedly, he would be alone. One
day it was his birthday, so 1 brought in
some cupcakes. He was in the corner,
like so pitiful. [The mother started crying
at this point.] He didn’t get any kind of
attention, he wasn’t part of the general
group. He was just there. So I took him
out and 1 changed my shift and worked
nights, so I could be home in the daytime
until he went to school.

A mother of a child with developmental delays




e Parents of children with behavioral problems only were most likely to report a lack of
support from their child care provider (44.2% compared to only 4.3% for children with
speech/language problems.)

e Children with multiple diagnoses with a behavioral component and those with behavioral
diagnoses experienced significant levels of exclusion from educational or play activities
provided to other children (34% and 27% respectively compared to only 2% of children
with speech/language problems).

e Almost one-quarter (23.9%) of parents of children with multiple diagnoses with a behavioral
component have had problems with providers not administering medications.

I go in to his child care and I sit him on this big rug with a bucket of toys. When 1
come back to pick him up he is sitting there in the same spot and nobody is around
hinz — he just sits in the corner the whole time. [The child can’t walk.] I just don’t
think it’s fair. So I don't like to leave him there a lot.

A mother of a child with developmental delays

Percent of Parent Survey Respondents with the Following

Child Care Problems by Type of Disability
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Source: Survey of Parents of Children with Special Needs in Maine
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Child Care Expulsions

e According to parents and providers alike, child care expulsions are a significant problem for
parents of children with special needs.

O More than one in four parents of children with behavioral problems (25.6%) and parents
of children with multiple diagnoses that included a behavioral component (25.4%)
reported that their child had been expelled from a child care program.

O Our survey results only included parents of children with diagnosed special needs so the
percentage reported may #nderestimate the problem of child care expulsion in Maine. Staff
at Child Care Plus ME* estimates that about 70% of the calls they receive to help with a
child who may be facing expulsion, involve children who have #ndiagnosed behavioral
problems.

0 More than one in three (35%) child care providers who participated in our survey said
they had asked a child with special needs to leave the child care program. The most

frequent reason given was that they felt they couldn’t appropriately meet the special
needs of the child.

Number of Child Care Problems

e Parents of children with multiple diagnoses with a behavioral component had the highest
number of child care problems followed by behavioral and non-behavioral special needs.
Parents with children with speech/language disabilities reported the least number of
problems.

e Even after controlling for age of child, family income, and location of residence, having a
child with multiple diagnoses with a behavioral component was significantly related to
having more child care problems and having a child with speech/language problems was
significantly related to having fewer child care problems.

14 Child Care Plus ME is a partnership between the University of Maine’s Center for Community Inclusion and
Disability Studies and the Maine Department of Health and Human Services, Office of Child Care and Head
Start. The overall goal of the project is to contribute to the development of a comprehensive system to
support the provision of and access to quality early care and education for all Maine’s children, particularly
those with challenging medical or behavioral needs, and children at risk of being expelled/excluded from child
care programs. The project provides staff development, access to mental health consultants, (through training
and on-site technical assistance) to child care providers in caring for children with special needs.
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Number of Child Care Problems, Current or Past,
by Type of Disability (n=275)

Multiple Diagnoses with Behavioral Non-Behavioral Speech/Language
Behavioral Component

Source: Survey of Parents of Children with Special Needs in Maine

Types of Child Care Settings

In light of the access issues and child care problems experienced by these families, what types of
child care arrangements are these families using for their child with special needs? We asked this
question of parents and compared these settings by type of disability.

e Only alittle over one in ten (11.6%) of the children in our survey used family child care as
their primary care arrangement. Because there are so few child care centers in rural areas,
difficulties accessing family child care pose real challenges for working parents of children
with special needs who live outside of Maine’s cities.

e This limited use of family child care by parents of children with special needs is not
surprising. In our child care provider survey, family child care providers working alone
reported the greatest difficulty serving children with special needs.

e Although relatively few children with special needs were enrolled in family child care, many
of the service providers interviewed in our field study said that children with special needs,
particularly those with behavioral issues, fare better in the smaller settings family child care
homes provide.
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Child Care Arrangements by Type of Disability

80%
70%

B Family, Friend
60% or Neighbor
50% - B Family Child

Care Home

40% -

O Center-based
30% - Care

B Respite Care
20%
10% +

0% -
Speech/Language Behavioral Non-behavioral Multiple diagnoses

Sonrce: Survey of parents of children with special needs in Maine
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Reliance on Informal Child Care Arrangements to Care for Child

Parents reported significant problems with the child
care they have used for their child with special needs
and many reported difficulty accessing and keeping
formal, licensed child care arrangements. Yet their
children seem to be in some form of child care for
about as many hours as children without special
needs. Are parents relying on more informal
arrangements with family, friends or neighbors to
care for their child while they work and are these
arrangements stable? Use of informal child cate
arrangements is a particularly important issue for
this population because in these settings, children
with special needs are less likely to have the benefit
of a structured program with non-disabled peers and
they also may be less likely to receive therapeutic
services in the child care setting while their parents
work. As described latet, the lack of on-site services
create significant transitional issues for children and
work disruptions for parents. We looked at data on

use of informal care arrangements and the degree to
which this use might vary by disability.

They just said they couldn’t do shots or
catheterizations or medications or they told me it
would be best to hire a nurse. So it just happens 1
was lucky that my sister had her hours cut at her
Job, and my sister knew everything, knows how to
give my son a shot, knows how to give my kids
their nebulizers, or catheterize and all that kind of
stuff. So she does it and she gets paid from child
care assistance. But, you know, and that is the
whole other mess too, because she is not a certified
day care, she only gets so much. 1t is hard becanse
she is a good person. The one person I wonld trust
my children with, but she doesn’t get enongh.
Where somebody who doesn’t even know how to
take care of your child gets more money. It’s not
Sair.

A mother of a child with multiple disabilities and complex
medical needs

e Over half (51%) of children with special needs in our survey are cared for by family, friends
or neighbors either in their home or in the child’s home. This is a higher percentage than is
estimated for the population at large in Maine (23%) and is likely due to the difficulties
accessing formal child care for children with special needs. (Child Care Advisory Council,

2002)

e  Children with behavioral diagnoses, and multiple diagnoses with a behavioral component,
are significantly more likely to be cared for by family, friends or neighbors (67.9% and 53.7%
respectively) than are children with only speech/language problems (50%) ot children with a

non-behavioral diagnosis (32.7%).

e In our parent interviews and focus groups, some parents relying on a family member for
child care said they did so because they only trusted that family member to meet the special
needs of their child. Others used family members because they were unable to find and keep
more formal child care arrangements for their child. Still others relied on family members
because they needed help getting their children to specialist appointments during work hours

or needed the child to be met at the bus stop.

e While some parents expressed satisfaction with these arrangements, others reported that the
more intensive care demands of their children led to the family member either neglecting the
child’s needs or pulling out of the arrangement altogether.

e Some parents who relied on this care received state child care subsidies to pay the family
member for the care of their child. Those who praised the family member for doing a good
job complained that the state’s reimbursement policies meant that the family member was
getting a lower rate than formal child care providers. They felt that licensed child care
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providers who had either turned down their child or had done an inadequate job of caring
for their child shouldn’t be eligible for a higher reimbursement than that provided to the

family member.

Coordination of Special Services with Child Care

Since the focus of our study was on the child care and work experiences of parents of children with
special needs, it was also important to examine the way in which special services (e.g. OT,
speech/language therapy) are delivered to children in Maine as this can have a significant impact on
parents’ ability to work and still meet the special needs of their child.

e There are significant programmatic and financial
barriers to effective coordination across systems to
enable parents of children with special needs to
work and balance work and family.

0 Over 90% of children ages 0 to 5 were reported
by their parents to be receiving special services
(e.g. O.T., Speech/language therapy). Despite
the requirement under IDEA for services to be
delivered in the child’s “natural environment”
ot, for preschoolers, in the “least restrictive
environment,” almost half of these children
received some or all of their services at
specialists’ offices. While for some families this
may have been a preference, our parent and
field study interviews indicated that for others,
on-site services were desired but for the reasons
cited below, were not available. This caused
transportation and work problems for the
families.

I was working full time and I wonld
have to tell my boss that I have to
leave for a little while and she was
really cool about it though. She is
like okay do what you got to do and
come back. You know, I did that. 1
was bringing him to OT here,
preschool, plus speech and after 1
bring him to all of those, I have to go
back to work. It took me an hour to
get focused again. Then 1 would have
to stay overtime becanse I had to
matke up nzy hours I lost.

A mother of a child with Autism
Spectrum Disorder

O Respondents in our child care provider survey were asked how special services were
usually delivered to the children in their program who received them. Only one third
(33.6%) said services were most frequently delivered by specialists coming to their

program to provide services.

0 Specialists reported that the ideal mode of delivery of services was a combination of
delivery at home and in the child care setting. This serves the need of parents to work
but also means that there is at least some contact between the specialists, the child care
staff and parents in order to share information to make sure “everyone is on the same

page.”

0 However, according to the specialists we interviewed, reimbursement levels and policies
for early intervention/preschool special education restrict coverage for travel time for
specialists and put pressure on specialists to conduct a higher number of sessions per
day. This undermines inclusion and makes it more difficult to provide services at the
child care site or at the child’s home. A shortage of specialists, particulatly in rural areas,
as well as a high turnover rate, exacerbates these problems. Lack of onsite delivery of
services and a lack of transportation options, especially in rural areas, make it necessary
for some parents to leave work to transport their child to special services or, in some

cases, to forgo special services altogether.
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Even where transportation is available to transport the
child to specialists’ offices, some parents and providers
report concerns about the safety and reliability of these
services, called Regional Transportation Programs, as
well as the transitions and long rides for children who
are least able to tolerate those stressors. According to
interviews with child care providers, reliance on
volunteer drivers meant that there was a high turnover
of personnel which made some parents uncomfortable
about allowing their children to go with the driver. Vans
are used for both adults with disabilities and very young
children and sometimes no aide is provided to the
children. Since the disabilities of the adults can at times
result in unusual behaviors, this has caused some
children to be fearful. Child care providers also report
that these vans are often delayed, causing disruptions in
the children’s schedules.

Decisions about the amount and frequency of special

services under IDEA is determined by the child’s

therapeutic needs, not the parents’ need to work. Asa

result, according to parents and child care and service

providers:

= Some children eligible under IDEA are provided a
service they need in the child care setting, such as a
one-on-one aide or a deaf interpreter, for only part
of the day even though they are in child care for a
full day. Parents, child care providers and staff at

I found ont he was antistic
when be was .. .about two
and a half. 1t took me like
a year to get all of the
services. And I couldn’t get
all of them in one spot. It
is frustrating because I have
lost many jobs over that,
because they couldn’t work
around my schedule.

A mother of a child with
Autism Spectrum Disorder

The program our child will be
going to— it is the place where
they are going to have all of
the services on site at one
location. 1t is so wonderful.
He is on the waiting list.
They do potty training there.
I told them that is one of the
biggest things I need help on.

A mother of a child with Autism
Spectrum Disorder

Child Care Plus ME referred to this gap and almost one in five of the child care
providers who responded to our survey cited this issue as a barrier to accepting

children with special needs.

®  Many therapeutic programs designed to serve solely children with special needs are
open for only part of the day or week and are closed during the summer. Children
have had to be transported to regular child care programs for the additional hours
causing disruptions in their day and long rides from one program to the other.
When transportation is not available, parents have to leave work to transport the
child. In some cases, parents have even had to choose to put their child in a regular
tull-day child care program instead of the therapeutic part-day program their child
needs because they have to work.

If be was in full time care then CDS wonld only pay for an aide for my son for three hours a
day. But be would be in school longer. But the aide wonld transition from an educational benefit
to a day care benefit. And my question was, well, who is going to pick up the difference becanse
if you are paying an aide §10 an hour, §8 an hour, whatever an aide gets paid, then you also
have a day care expense of whatever per week, then you have it worked up on an hourly basis
then who is going to pick up the difference? 1t could be very considerable.

A father of a child with multiple disabilities and complex medical needs
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Work

Because child care problems and a lack of coordination of services can lead to significant work
problems, we examined next whether and how the presence of a child with special needs affected
parents’ employment patterns and work experiences. We did this through our parent survey in Maine
and also through analyzing employment data from the NSAF. Because of the nature of the questions
asked and the large sample size in the NSAF, we were able to conduct an in-depth study of the labor
force patterns of parents of children with special needs. We were also able to compare their labor
force patterns with those of parents of children without special needs. Our data from our parent
survey provided a sense of the possible reasons behind some of the effects on employment and
economic security revealed in the NSAF data.

Labor Force Participation

e Nationally, mothers of children with special needs aged 0 to 5 have a 7 % lower employment
rate than do mothers of young children without special needs. 1>

e Among mothers of o/der children age 6 to 17 in the NSAF, the differences in labor force
participation between those with children with special needs and those with “typical”
children were more pronounced.

O Mothers of older children with disabilities are 13% less likely to be employed than
mothers of children without disabilities.

0 For mothers of older children in poor health, there is an 11.7% lower employment rate
than for mothers of children in excellent health.

Level of Employment (full-time vs. part-time)

e Once employed, the NSAF data shows that having a child with special needs does not have
the same impact on the /ve/ of employment (full-time vs. part-time) as on labor force
participation. This may reflect the fact that workers often don’t have control over the
number of hours they have to work so that even if they might prefer to work less they may
not have that option.

O In the NSAF, there was little difference in impact on level of employment among types
of special need. Interestingly, the only statistically significant differences were that
mothers of children aged 0 to 5 in poor health and mothers of older children with
behavior problems actually work slightly zore hours than mothers of children in
excellent health or mothers of children with only positive behaviors. This may reflect
the need to work full-time because their child has needs that require significant financial
resources, including the health insurance that more often comes with full-time
employment.

15 For our secondary analysis of the NSAF, we used a sample of female caregivers. They not only represented
the great majority of respondents, but studies show that decisions related to employment and caring for
children rest predominantly with the mother, even in a two parent family. See our chapter on the NSAF data
for more information.
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e Unlike the NSAF data, our parent survey in Maine revealed no statistically significant
differences in the impact of different special needs on the number of hours worked. This
may have been due to the small sample size compared to the NSAF.

Work Strategies

While mothers of children with special needs seem to
be participating in the labor force at higher rates and
levels than might be expected, these rates alone do not
tell the whole story. We further examined the work
experiences of this population through our interviews
in Maine in which parents revealed some of the work
strategies they have had to use to meet the special
needs of their child and still maintain their jobs. While
some of these are used by parents of “typical”
children, the precariousness of these strategies and the
stresses experienced as a result, seemed more intense
for the families we interviewed. This seems to be
supported by the NSAF data on job retention and
stability and by the data on work problems in our
parent survey.

e In our interviews, some parents reported

I go in to bis child care and I sit him on this
big rug with a bucket of toys. When I come
back to pick him up he is sitting there in
the same spot and nobody is around hinr —
he just sits in the corner the whole time.
[The child can’t walk.] I just don’t think
it’s fair. So I don’t like to leave him there a
lot. I try to pick hin up every day and
bring him with me to my third job — office
cleaning. 1 do that until about 7:00 or
7:30 pm. Ny employer doesn’t know I
take hin with me but I have to bring him
with me because it is so hard leaving hin at
that child care.

A mother of a child with developmental delays

doing split shifts with their spouses so one parent could be at home with their children.

e Other parents worked two or three jobs so their spouse could stay home with their child.

e Some single parents reported working at night so they could stay home with their children

during the day and get their children to services.

e Some parents adopted these strategies because they were not able to find child care for their
children; others did so because they didn’t think any child care provider could meet the
special needs of their children or because they had to transport their children to so many

appointments during traditional work hours.

e A number of parents had to bring their children to work either because they didn’t have
child care, they were unhappy with the care they had and wanted to limit the hours their
children were in care, there were gaps in care because of their work schedules and the limited
hours the programs were in operation or there were medical reasons for keeping the children
with them. Sometimes this worked out fine and for this the parents were very grateful.
Other parents felt the displeasure of their supervisor.
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Work Problems

Despite these strategies, parents of children with special needs reported experiencing a wide
range of work problems. Based on what parents told us in our focus groups and interviews,
we included a list of potential work issues related to having a child with special needs in our
survey and asked parents if they had experienced them now or in the past for reasons related to

having a child with special needs. 1 These included:
Having to reduce their hours (57.2%)
Having to change their hours (44.2%0)

Changing jobs (26.9%)
Fearing they might lose their job (25.5%)
Being fired from their job (5.3%)

O O O 0O 0O 0O O©O

Among parents of children with multiple diagnoses
with a behavioral component, more then three
quarters have reduced their hours at work (76.2%),
more than half have had to change work hours
(51.2%), almost half reported having turned down a
job offer or promotion (45.2%) and more than one
third have changed jobs (38.1%) because of the
demands of caring for their child. Almost half have
had to quit work altogether (45.2%). These
percentages were significantly higher than for
parents of children with disabilities that were
behavioral or non-behavioral and much higher than
for parents of children with only speech/language
problems.

In our survey, more low income parents and parents
with lower education levels!” had lost their job or
been fired for reasons related to their child’s special
needs than had higher income parents and parents
with higher educational levels.

Parents with more education were more likely than
parents with less education to have turned down a
job or promotion for reasons related to caring for
their child with special needs. This may be due to

Turning down job offers and promotions (29.4%)

Quitting work other than for normal maternity or family leave (30.3%)

The only reason my employer didn’t
fire me was becanse e knew that the
Family Medical 1 eave Act lets you
have 120 days of leave unpaid and I
hadn’t missed more than that. But
he wonld make all types of comments.
I wonld have to leave work becanse of
my son’s seizures. He would call me
into his office and say, “What are
you going to do?” My feeling is, if
you want me to leave, I will leave. If
I had a schedule of my son’s seizures
Jor the next three months I would
give it 1o you. Sometimes you feel
against a wall becanse, 1 mean, you
want to work.

A mother of a child with multiple
disabilities and complex medical needs

there being more opportunities for promotions for employees earning higher incomes than

for low wage earners.

16 In our survey we informed parents that we only wanted them to report work problems that were directly
related to having a child with special needs.

17 Lower educational levels are defined as having less than a four year degree and higher education levels are
defined as having a four year degree or higher.
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Percent of Parent Survey Respondents with the Following Work
Problems Related to Caring for Their Child with Special Needs

O Speech/Language

B Primarily Behavioral

— — O Non-Behavioral

O Multiple Diagnoses

100.0
80.0 —
60.0 I_
40.0 +
20.0 -
0.0 -
Reduced
Work
Hours

T T T T
Changed  Changed Refused Stopped  Fired/Lost  Feel at
Work Jobs Promotion Working Job Risk of
Hours Losing Job

Source: Survey of Parents of Children with Special Needs in Maine

Being gone from work because of the special needs my son requires, causes me to
miiss work and it causes me to stay at work longer than I wonld normally when 1
am available at work. So it is not a good situation all the way around. 1 am in
an office with so few people. It is really difficult. Ny supervisor does a lot more
than he should for his position. 1t is because I am not available to him as often as
I wonld be becanse of my son’s situation. You know, you take two weeks off, you
take a week off here, you take a couple of days there, that adds up. You have to
mafke up a lot of lost time. Like last night for instance I didn’t leave the office until
really late. I had to go to Baltimore for two weeks while my son got treated for his
seizures from specialists there. I had a deadline and since I needed to go I had to
do all the work by staying late. When 1'm available I need to work longer hours
to accommodate the work 1 couldn’t do when I wasn’t there.

A father of a child with multiple disabilities and complex medical needs
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Number of Work Problems

I almost lost it becanse of the job 1 had
which was a factory, forty hours. You

Just as we did with child cate problems, we added up the have to be there from 7:30 to 4:00.
number of these work problems families reported in our Because of all the appointments I had

survey to examine whether the number differed by type of Jfor my child, | was getting suspensions,

special needs or other factors. The range reported was O

to 7.

one day suspensions. They give you one
day, two day, and five day suspensions.
Alfter the fifth day, yon get another

e Parents of children with multiple diagnoses with a warning and then you are out. And

behavioral component reported they had like when I wonld get the warnings 1

experienced an average of three of these work wonld have to not do the appointment
problems compared to an average of only 0.79 for becanse 1 needed to cool off at my job,
parents of children with only speech/language or guess what? 1t would be another

problems. suspension. After one year, the

e Even after controlling for age of child, location of | 2arnings in your file are voided ont so I

residence and monthly income, having a child had to keep track and I used to ask
with multiple diagnoses with a behavioral them to schedule the appointments for
component is significantly related to having more my child a few months down the road
work problems while having a child with speech and keep on postponing them so I'd get
and language issues was related to having fewer past that one year and wonldn’t get in

work problems.

50 much trouble.
A mother of a child with speech delays

Number of Employment Problems, Current or Past, by Type of

Disability (n=432)

Number of Work Problems

Multiple Diagnoses with
Behavioral Component

Non-Behavioral Behavioral Speech/Language

Source: Survey of Parents of Children with Special Needs in Maine
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Work Disruptions

Many parents in our focus groups and
interviews also reported difficulties with
their employers because of the disruptions
in their work day required to take their
children to medical appointments and
special services, deal with crises and/or
meet with their children’s teachers and
specialists. Some of these parents reported
jo