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Introduction

Societal commitments to recognition of the rights of
persons with disabilities and to supporting opportunities
for them to fulfill typical social roles and personal aspira-
tions are relatively new and continue to evolve. These
commitments, bolstered by philosophies of normalization
and self-determination and

] expressions of full citizen-
In 1994/1995, in the ship in the Americans with
l:;fi.r:\g:; \flv7e Zeogg Disabilities Act, recognize
mothers with D /DD and honor the rights of
and an additional 1.34 women with disabilities to
million mothers with become mothers. At the
one or more substantial same time, the prevalence
functional limitations, and characteristics of moth-
but not ID/DD. ers with disabilities, espe-

cially mothers with intellec-
tual and/or developmental
disabilities (ID/DD), have been difficult to document
because most of those mothers and their children live in
homes of their own, with their spouse or with other family
members, and do not receive supports or services from ID/
DD agencies.

About This Data Brief

This DD Data Brief summarizes
findings from the National
Health Interview Survey
conducted by the U.S. Bureau
of the Census, National
Center on Health Statistics in
1994 and 1995. In these
years, 202,560 people were
surveyed using the National
Health Interview Survey
Disability Supplement (NHIS-
D), including 140 mothers
with intellectual and/or
developmental disabilities (ID/
DD) and 1,081 mothers with
other substantial functional
limitations (FL Only). This DD
Data Brief examines the
characteristics and outcomes
for mothers with disabilities
and their children, estimates
the number of mothers with
ID/DD in the U.S. non-
institutionalized population,
and examines factors that
influence developmental
outcomes for both mothers
with disabilities and their
children.

This issue is co-authored by
Lynda Anderson, Soo-yong
Byun, Sheryl A. Larson, and K.
Charlie Lakin from the
Research and Training Center
on Community Living at the
University of Minnesota’s
Institute on Community
Integration.
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The National Health Interview Survey
(NHIS) provides an opportunity to learn
more about parents with ID/DD from a
national cross-sectional household survey.
The 1994/1995 surveys were designed to
collect information about people with dis-
abilities in the non-institutionalized civilian
population of the United States, making this
a particularly useful dataset for learning
more about parents with disabilities and
their children.

Methodology

Each year, the NHIS sample includes ap-
proximately 108,000 persons in 48,000
households. The annual NHIS core survey
asks about basic demographic and health
characteristics of all household members. In
1994 and 1995, a two-phase supplement
called the National Health Interview Survey
Disability Supplement (NHIS-D) was added
to gather information specific to the status of
individuals with disabilities such as diagnos-
tic, functional, social, and behavioral charac-
teristics; service needs and use; and other
related information. The Phase I disability
supplement was conducted at the same time
as the core NHIS survey and gathered
information about every person in the
sampled households. It was used to identify
individuals with disabilities in the sampled
households. Individuals with disabilities
were surveyed separately a second time to
learn more about in- and out-of-home ser-
vices; housing and family structures; and
physical, emotional and social functioning of
sample members. Separate Phase 2 surveys
were included for children and adults.

The operational definitions used in this
brief to identify individuals with disabilities
were described in Larson, Lakin, Anderson
et al. (2000). Briefly, individuals were identi-
fied as having intellectual disabilities (ID) if
a) the household respondent identified that
person as having intellectual disabilities, b)
intellectual disabilities were given as the
reason for general activity limitations in

specific areas (e.g., communication) or as the
reason for receiving specific services, and/or
c) the person was identified as having a
condition that is highly associated with
intellectual disability (e.g., Down syndrome,
autism) and was concurrently reported to
have serious difficulty learning how to do the
things that most people of that age were able
to do. People were identified as having a
developmental disability (DD) if they had
significant functional limitations in three or
more of seven domains (self-care, language,
learning, mobility, economic self-sufficiency,
independent living, and self-direction), the
limitations were expected to endure longer
than a year, and the limitations first oc-
curred before the person was 18 years old.

Individuals were identified as having
functional limitations (FL) if they had
substantial functional limitations in one or
more of the seven areas listed for develop-
mental disabilities, but did not meet the
operational definition of either intellectual
disabilities or developmental disabilities
(either because they had fewer than three
functional limitations or because their
limitations first occurred during adulthood).
This group is referred to as persons with FL
Only.

For most of the analyses in this brief,
individuals with intellectual disabilities and
individuals with developmental disabilities
were combined into a single group referred
to as people with ID/DD. When only two
disability groups are used, the label ID/DD
refers to people with intellectual disabilities
only, developmental disabilities only or both
intellectual and developmental disabilities.
However, for Table 1 and Table 5 describing
demographic characteristics of mothers and
children, four groups of mothers were in-
cluded:

¢ Mothers who had intellectual disabilities
but did not have three or more significant
functional limitations were included in the
group labeled ID only.
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* Mothers who had developmental disabili-
ties who did not have intellectual disabili-
ties were in the group labeled DD only.

* Mothers who met the criteria for having
both intellectual disabilities and develop-
mental disabilities were in the group
labeled ID and DD.

* Mothers who had functional limitations
but not intellectual or developmental
disabilities were included in the group
labeled FL Only.

Mothers with disabilities were identified
from the NHIS-D by selecting mothers
between the ages of 18 and 55 with ID/DD or
FL Only living in a primary household with
one or more children. An item from the
Phase 2 NHIS-D that asked if the person
had living children was used to identify
mothers with disabilities in the sample. The
pool of mothers was then matched by house-
hold identifiers to children ages 0-17. Only
mothers with disabilities living with children
ages 0-17 years old were included in this
study. In the event that there was more than
one mother with ID/DD or FL Only in the
household between the ages of 18 and 55, the
eldest of the women in the household was
included in the analyses. Mothers older than
55 years, men, mothers not living in primary
households, and mothers not living with
children ages 0-17 were excluded. For the
analysis of child outcomes, children who
lived in the households of mothers with 1D/
DD or FL Only were compared to all other
children ages 0-17 in the sample.

The two-year time span of the NHIS-D
allowed for more reliable sampling of low-
incidence disabilities such as intellectual and
developmental disabilities. The 1994 and
1995 samples were combined in this analysis
to make use of this strength. Population
estimates were calculated using the weights
provided in the NHIS survey divided by two
to account for using both 1994 and 1995
surveys. The relative standard error (RSE) is
provided as a measure of the estimates’
reliability. RSEs less than 30 are generally

considered reliable. Because the overall
sample size of parents with ID/DD was
small, sample sizes of five or greater were
reported despite having RSEs greater than
30. Caution should be used in interpreting
these population estimates. SUDAAN™ was
used in all analyses.

Results

Characteristics of Mothers with
Disabilities

Based on the 1994/1995 NHIS-D data, in the
United States there were an estimated
43,953 mothers with intellectual disabilities,
49,719 mothers with developmental disabili-
ties, 80,638 mothers with both intellectual
and developmental disabilities, and 1,340,324
mothers with significant functional limita-
tions, but not ID/DD (see Table 1).

Of these mothers with disabilities, women
with both intellectual and developmental
disabilities were most likely to report being
never married (82%), to be living above the
federal poverty guidelines (70%), and to be
Black (30%). More than two-thirds of moth-
ers with both ID and DD were between 18
and 40 years old.

Mothers with developmental disabilities
only were the most likely to report living
below the federal poverty guidelines (58%).
More than half (54%) were between 18 and
30 years old. While 42% of mothers with DD
only had never married, 26% were married
at the time of the survey, and 32% had been
married but were now divorced, separated,
or widowed.

Most mothers with intellectual disabilities
only were 18 to 30 years old (563%) and had
never been married (51%). A total of 26% of
these mothers were married at the time of
the survey while 23% had previously been
married. Overall, 73% of these mothers were
White, while 27% were Black and the major-
ity (58%) lived in households with incomes
that exceeded the federal poverty guidelines.
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Table 2: Functional Limitations of and Supports Received by Mothers with Disabilities

Mothers with Mothers with
ID/DD FL Only

% RSE' % RSE' X?
Economic Self-Sufficiency
Yes 90.2 9.4 33.0 6.0 100.07***
No 9.8 28.5 67.0 4.3
Learning Limitations
Yes 90.2 9.5 14.0 8.9 128.31%**
No 9.8 26.5 86.0 3.8
Self-Direction Limitations
Yes 42.8 14.3 2.2 9.2 26.1 4%
No 57.2 28.5 97.8 2.1
Language Limitations
Yes 32.1 15.4 1.9 23.1 39.86***
No 67.9 10.7 98.1 3.7
Receives Supervision for
ADL'/IADL? Activities
Yes 73.8 . 51.0 5.0 21.59***
No 26.2 16.8 49.0 5.2

RSE = Relative Standard Error

'ADL = Activities of Daily Living. 2IADL = Instrumental Activities of Daily Living

***p < .00]

Most mothers with functional limitations,
but not intellectual or developmental dis-
abilities reported being married (60%) and
being older than 31 years of age (76%). Of
these mothers, 78% were White, 16% were
Black, and 5% were of other racial groups.
Two-thirds of these mothers lived in house-
holds with incomes that exceeded federal
poverty guidelines.

Table 2 combines the groups of mothers
with ID and/or DD for further analysis. This
was done because of the relatively small
sample sizes of the individual groups. Table
2 presents the percentage of mothers with
specific functional limitations and whether
the mothers reported receiving supervision
to complete activities of daily living (ADLs)
such as bathing, dressing or eating or to
complete instrumental activities of daily
living (IADLs) such as cooking, cleaning or
shopping. Differences in the limitations and

support needs of the two groups of mothers
were statistically significant in every case.
For example, while 90% of the mothers with
ID/DD reported having substantial func-
tional limitations in economic self-suffi-
ciency, only 33% of mothers with FL Only
reported substantial limitations in economic
self-sufficiency. Similarly, 90% of the mothers
with ID/DD reported learning limitations
compared with only 14% of mothers with FL
Only. Very few of the mothers with FL. Only
reported self-direction limitations (2%) as
compared to 43% mothers with ID/DD.
Similarly, while only 2% of mothers with FL
Only reported substantial limitations in
expressive or receptive communication, 32%
of mothers with ID/DD did so. Finally, about
three-quarters (74%) of mothers with ID/DD
reported receiving supervision for either
ADLs or IADLs as compared with about half
(51%) of mothers with FL Only.
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Table 3: Social Participation in the Past Two Weeks by Mothers with Disabilities

Mothers with ID/DD Mothers with FL Only
% %

Activities in Prior Two Weeks Participating  RSE' Participating  RSE" X?
Specific Activities
Met with friends or neighbors 56.3 12.2 71.2 4.2 9.63**
Talked on phone with friends or neighbors 55.0 12.5 82.7 3.9 33.08**
Met with relatives 61.0 12.0 71.0 4.1 4.16**
Talked on phone with relatives 66.5 11.4 84.7 3.8 17.52%*
Attended religious services 36.0 16.1 41.6 5.1 1.40
Attended events (e.g. movies, sports, efc.) 24.5 17.2 29.9 6.6 1.81
Activity Frequency
Went out of house every day 46.4 13.2 63.9 4.4 10.12%*
Left home at least once in past two weeks 95.0 9.2 98.9 3.8 4.55%*
Would like to do more activities 50.3 17.1 47.3 5.6 0.22
RSE = Relative Standard Error
*p < .01

Table 3 describes participation in social neighbors (83%), meeting with relatives
activities during the past two weeks. Moth- (71%), talking on the phone with relatives
ers with FL. Only were more likely than (85%), and getting out of the house every day
mothers with intellectual and/or develop- (64%). Most reported leaving home at least
mental disabilities to participate in a variety =~ once in the past two weeks (99%). Less than
of social activities in the two weeks prior to half reported attending religious services
the interview. Most mothers with FL Only (42%) or going to movies or other events
reported meeting with friends or neighbors (30%) during the previous two weeks.

(71%), talking on the phone with friends or

Table 4: Health Status of Mothers with Disabilities

Mothers with ID/DD Mothers with FL Only
% %
Reporting RSE* Reporting RSE* x?
Health Status
Excellent 11.1 25.8 7.2 11.8 3.61
Good 46.9 13.7 43.3 5.6
Fair 22.2 19.1 27.3 6.2
Poor 19.7 21.1 22.2 7.7
Mental Health Status
Frequently depressed or anxious 31.8 17.6 32.5 6.1 0.02
Serious trouble coping with day-to-day stresses ~ 30.4 18.2 19.2 8.3 5.12**
Took medication for mental/emotional
conditions in past 12 months 24.1 18.9 23.0 7.1 0.06
Received mental health services in
past 12 months 29.7% 19.8 18.5%# 10.9 4.37**

TRSE = Relative Standard Error
N = 83. ##N =463.
**p < .05
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Mothers with ID/DD were less likely than
mothers with FL Only to report getting out
of the house each day (46%), meeting with
friends or neighbors (56%), meeting with
relatives (61%), talking on the phone with
friends and neighbors (55%), and talking to
relatives on the phone in the prior two weeks
(67%). The 36% of mothers with ID/DD
attending religious services and 24.5%
attending events such as movies or sports in
the previous two weeks were not statistically
different than the rates reported by mothers
with FL Only. Like mothers with FL Only,
nearly all mothers with ID/DD reported
getting out of the house at least once in the
prior two weeks (95%). About one-half of
mothers with ID/DD and mothers with FL
Only reported that they wanted to do more
activities.

Table 4 summarizes the self-reported
health and mental health status of mothers
with disabilities. There were no statistically
significant differences between mothers with
ID/DD and mothers with FL Only in their
reported health status. Overall, slightly more
than half of mothers with disabilities re-
ported being in good or excellent health.
There were also no statistically significant
differences between these groups in the
proportion reporting that they were fre-
quently depressed or anxious (about one-
third in each case), or in the proportion who
took medication for mental or emotional
conditions (about one-fourth). However,
mothers with ID/DD were more likely to
report having serious trouble coping with
day-to-day stresses (30% versus 19%) or to
have received mental health services in the
past 12 months (30% versus 19%) than
mothers with FL Only.

Characteristics of Children Whose
Mothers have Disabilities

The final two sets of analyses compare the
characteristics of children living with moth-

ers with disabilities with the characteristics
of all of the other children included in the

NHIS sample. In 1995, there were an esti-
mated 70.3 million children in the non-
institutionalized U.S. population (see Table
5). Of those, an estimated 38,372 lived with
mothers who had intellectual disabilities
only, 68,352 lived with mothers who had
developmental disabilities only, 63,155 lived
with mothers who had both intellectual and
developmental disabilities, and 2,094,771
lived with mothers who had functional
limitations but not intellectual or develop-
mental disabilities. An estimated 3.2% of all
children ages birth to 17 years in the United
States were living with mothers with sub-
stantial functional limitations, including the
estimated 169,879 (0.24%) who lived with
mothers with intellectual and/or develop-
mental disabilities. Adult children (18 years
and older) living with mothers with ID/DD
were not included in this analysis.

There were no statistically significant
racial differences between children whose
mothers had substantial functional limita-
tions and other children. There were, how-
ever, significant differences across groups by
age of the child, income level of the child’s
family, and the presence of disabilities
amongst the children. Children whose moth-
ers had both intellectual and developmental
disabilities were older than the children of
other groups of mothers, with 58% between
the ages of 11 and 17 years. Children whose
mothers had only intellectual disabilities and
children whose mothers had only develop-
mental disabilities were more likely to be
ages birth to 3 years (42% and 36% respec-
tively) than other groups of children.

Overall, 20% of children in the United
States lived in households with incomes that
were below the federal poverty guidelines.
Children whose mothers had disabilities
were much more likely to live in such house-
holds (ranging from 43% of children whose
mothers had functional limitations only to
75% of children whose mothers had develop-
mental disabilities).
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Overall, an estimated 6.0% of children in
the United States had intellectual or develop-
mental disabilities and/or functional limita-
tions. Overall, an estimated 3.4% of children
in the United States had ID/DD and 2.6% of
children had FL Only. However, children
whose mothers had ID/DD or other substan-
tial functional limitations were much more
likely themselves to have ID, DD or FL.
Overall, 28% of children whose mothers had
both intellectual and developmental disabili-
ties, 28% of children whose mothers had
intellectual disabilities only, 20% of children
whose mothers had developmental disabili-
ties only, and 18% of children whose mothers
had functional limitations only themselves
had ID, DD or FL Only. Nearly 30% of chil-
dren whose mothers had intellectual disabili-
ties only or both intellectual and develop-
mental disabilities had intellectual and/or
developmental disabilities themselves. By
contrast, 13% of children whose mothers had
developmental disabilities only, and 10% of
children whose mothers had functional
limitations only, had intellectual and/or
developmental disabilities themselves.

Factors Associated With Child Outcomes
Table 6 shows factors associated with devel-
opmental outcomes for school-aged children,
including receiving special education, having
problems understanding materials, having
problems paying attention, having problems
communicating with others, exhibiting
problem behavior at school, and being identi-
fied as having intellectual and/or develop-
mental disabilities. For each outcome, several
possible predictors are tested, including race,
gender of the child, family income level,
marital status of the mother, and disability
status of the mother. Outcomes for children
aged three and younger, such as having a
family service plan, were not analyzed due to
small sample sizes. Logistic regressions were
used to calculate the odds ratio of a particu-
lar outcome. The outcome variables were

selected from Phase 1 of the NHIS, as they
would be available for all children in the
sample.

All of the identified factors were associ-
ated with at least one of the child outcomes.
However, the identified factors together
accounted for only 1% to 2% of the variabil-
ity in whether a child would experience a
particular outcome.

The factors associated with receiving
special education services once the other
factors were statistically controlled were as
follows: children who were White were 25%
more likely to receive special education
services; boys were twice as likely as girls to
receive special education; and children who
lived in households with below poverty level
incomes were 60% more likely to receive
special education services. With regard to
their mothers’ disability status, children
whose mothers had functional limitations
only were 3.2 times more likely to receive
special education services, and children
whose mothers had intellectual and/or
developmental disabilities were 4.8 times
more likely to receive special education
services as children whose mothers did not
have ID/DD or substantial functional limita-
tions.

The factors associated with the other child
outcomes followed the same pattern as for
special education with two exceptions. First,
race was only associated with the outcome of
having problems communicating with oth-
ers. Specifically, children who were Black or
of another race were more likely than chil-
dren who were White to have reported
problems communicating with others. Sec-
ond, the marital status of the child’s mother
was associated with all developmental out-
comes other than receiving special educa-
tion. Specifically, children whose mothers
were not married were between 50% and
90% more likely to report problems at school
or to have intellectual or developmental
disabilities than children whose mothers
were married.
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When compared with children whose
mothers did not have substantial functional
limitations (and controlling for race, gender,
and poverty), children of mothers with ID/
DD were reported to be 8.5 times more likely
to have problems understanding learning
materials, 6.5 times more likely to have
attention problems, 7.5 times more likely to
have communication difficulties, 5.7 times
more likely to have behavior problems, and
7.2 times more likely to be identified with
ID/DD themselves. Risks for children of
mothers with FL. Only were also higher in
each of the developmental outcomes, ranging
from 3.4 to 4.3 times higher, depending on
the outcome.

Discussion

Based on estimates from the NHIS-D, there
were in 1994/1995 about 2.26 million chil-
dren living with mothers who had either ID/
DD or other substantial functional limita-
tions. Raising any child 17 years and
younger in the contemporary U.S. is chal-
lenging. The challenges are exacerbated
when mothers have intellectual, develop-
mental, or substantial functional limitations
themselves. While several factors were
associated with developmental outcomes
experienced by school-aged children, having
a mother with an intellectual and/or develop-
mental disability was the strongest predictor
of children having poorer outcomes. Children
whose mothers had ID/DD were more than
eight times as likely to be reported to have
problems understanding material in school
and more than seven times as likely to have
problems communicating as children who
were not living with a mother identified as
having functional limitations. They were
more than five times as likely to have prob-
lem behavior, six times as likely to have
problems paying attention, and four times as
likely to need special education. Children
living with mothers with ID/DD were seven
times more likely to be identified as having
ID/DD themselves.

Mothers with ID/DD were themselves
limited in social activities and general well-
being, even when compared with mothers
who also had substantial functional limita-
tions, but not ID/DD. For example, they were
less likely than mothers with functional
limitations to report participation in a
variety of social activities, including having
contact with relatives, friends and neighbors.
This outcome likely reflects increased levels
of social isolation not just for these mothers,
but also for their children. It may contribute
to lower levels of informal support in meet-
ing the challenges of parenting. Many of the
mothers with disabilities reported feeling
anxious and depressed and receiving mental
health care and treatment, but mothers with
intellectual or developmental disabilities
were more likely to report serious difficulty
coping with day-to-day stresses and to re-
ceive mental health services.

The children of mothers with ID/DD were
more likely to live in poverty or with a never-
married mother than were other children.
Children of mothers with both ID and DD
were less likely to live in poverty than were
children of mothers with ID only, DD only or
FL Only. Other analyses using the NHIS-D
suggest that the reason for this is that adults
with both ID and DD are much more likely
than adults in the other groups to live with
parents or siblings. As a result, the family
income was based not just on the income of
the person with both ID and DD, but also on
the income of the family members with
whom they live (Larson, Lakin, Anderson, &
Kwak, 2001).

Children of mothers with ID/DD were at
significant risk for generally undesirable
educational and developmental outcomes,
including needing special education, having
problems understanding material in school,
having behavior problems, having problems
communicating, and having problems paying
attention.
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A mother’s disability status was the single
strongest predictor for the child receiving
special education, having problems under-
standing material, having problems paying
attention, having problems communicating,
having problem behavior, and/or being
identified as having ID/DD. It was much
stronger than economic, racial or marital
status factors. Mothers with functional
limitations but not ID/DD were also more
likely to have children with adverse out-
comes, but less so than mothers with ID/DD.

Given the number of mothers with ID/DD
and the challenges facing them and their
families in terms of social isolation, the
mothers’ mental health, and the increased
risk for negative outcomes for the children,
the need for support services for parents
with ID/DD, including parenting education,
is obvious. The problems faced by these
mothers and children pervade all aspects of
family life. Accordingly, support services
must be comprehensive, be family-centered,
address the needs of both parent and child,
and be provided on an ongoing basis to meet
the substantial, complex, and ever-changing
challenges of parenting.

Based on the 1994/1995 NHIS-D, there
were an estimated 174,000 mothers with
intellectual and/or developmental disabilities
in the United States, and 1.34 million moth-
ers with other substantial functional limita-
tions. Given the continued commitment to
independent living and self-determination, it
seems reasonable to assume that this group
has at minimum increased proportionally
with growth in the population of people with
ID/DD as a whole. Many mothers with ID/
DD reported limitations of direct relevance
to their ability to independently raise their
children, including 90% who reported sub-
stantial limitations in learning and economic
self-sufficiency. These and other reported
limitations and service needs have direct
implications on the need for support and
assistance. Failure to provide such assistance
exacerbates the highly at risk status of many
tens of thousands of children.

A Final Note

Having a parent with an intellectual and/or
developmental disability is clearly a major
risk factor for poor outcomes in children.
Due to the limits of the questions asked in
the NHIS-D, it is impossible to identify
mothers with ID/DD who might have been
receiving parenting services and supports. It
is, therefore, impossible to use the NHIS-D
data to suggest that parent training and/or
support services would mitigate the in-
creased odds of poor developmental out-
comes of children whose mothers have an
intellectual and/or developmental disability.
At the same time there is little to suggest as
an alternative to parent training and sup-
port. Policymakers and those who provide
supports and services for adults with intel-
lectual disabilities need to recognize the
important but extremely difficult role of
parents with intellectual and/or developmen-
tal disabilities. Training, assistance, and
accommodation are needed to help mothers
with ID/DD overcome the burdens of func-
tional limitations, intellectual impairments,
mental health challenges, and limited eco-
nomic resources or poverty in meeting their
children’s needs. Both education and long-
term supports for families and children are
essential to giving mothers with ID/DD
improved odds for overcoming such burdens
to provide stable, nurturing, and stimulating
environments for their children.
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DD Data Brief is a series summarizing
analyses, conducted by the Research and
Training Center on Community Living, of
the 1994/1995 National Health Interview
Survey Disability Supplement. The available
issues are listed below.
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Adults in the NHIS-D: Gender, Age, and
Disability Differences. (2005)

* Problems in Defining Mental Retardation
and Developmental Disability: Using the
National Health Interview Survey. (2005)
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dents with Mental Retardation in the
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* Gender, Age, and Disability Differences in
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¢ Children with Disabilities: Social Roles and
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DD Data Brief is available online and in
print. It can be downloaded from the Web at
http://rtc.umn.edu/nhis/pubs.html. For
information on ordering print copies call
(612) 624-4512, e-mail publications@icimail.
umn.edu, or visit the online catalog at
ici.umn.edu/products.
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