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Abstract
A large, nationally representative sample from a preexisting dataset, the National Core
Indicators, was used to examine the impact of stress and social support on the mental
health of adults with intellectual disability (ID). Stress was significantly correlated with both
mental illness and severity of behavior problems, with each additional stressor increasing
the odds of poor mental health by 20%. This relationship held, even after controlling for
level of ID, gender, and place of residence. Lack of social support was associated with
having a mental illness; individuals who lacked social support were twice as likely to have a
mental illness. The importance of considering these factors in the prevention, diagnosis,

and treatment of mental health in this population is discussed.
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Background

Stressful life events have been linked to a number
of mental disorders in the general population,
such as depression (Kessler, 1997), psychosis
(Bebbington, Bowen, & Ramana, 1997), and
substance abuse (Kilpatrick, Acierno, Resnick,
Saunders, & Best, 1997), as well as physical health
issues (Craig & Brown, 1984; Niaura, & Goldstein,
1992). At one time, it was widely assumed that
people with intellectual disability (ID) could not
experience mental illness because they lacked the
intellectual capacity (Potter, 1965). Similarly,
people with ID were assumed to lack the capacity
to feel or be adversely affected by stress. Recent
research has disproved both these assumptions. In
fact, individuals with ID may be at a greater risk
for experiencing stress than their counterparts
without a disability (Hatton & Emerson, 2004)
and likely have fewer resources available to help
cope with that stress (Lunsky & Benson, 2001).
Some research has suggested that people with ID
report levels of stress similar to that of people with
other types of disabilities and to the general
population of people without disabilities (Bram-
ston, Fogarty, & Cummins, 1999; Bramston &
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Mioche, 2001). Other research, such as a study by
Hartley & MacLean (2009), found that compared
to a matched sample of adults from the general
population, 47 depressed adults with ID at the
upper end of the spectrum had frequent stressful
social interactions, experienced more stress, and
used fewer active coping skills. People with ID
may experience less control over both minor daily
life decisions, such as what to eat for lunch, and
major life decisions, such as where they will live
(Bannerman, Sheldon, Sherman, & Harchik
1990). Lack of control has been shown to increase
the impact of stressors in the general population,
and may have the same effect on people with ID
(Dulin, Hanson, & King, 2013).

Stress and Mental Health

As in the general population, stress experienced
by people with ID is linked to many negative
mental health outcomes. Individuals with ID who
had experienced a recent loss or other stressful life
events were rated higher on scales of mental
health symptoms than those who had not
experienced these events (Hulbert-Williams &
Hastings, 2008). Martorell et al. (2009) looked at
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the presence or absence of an ICD-10 mental
illness diagnosis in relation to traumatic and
stressful life events in a sample of 177 adults with
ID at the upper end or middle range of the
spectrum and found both were significantly
related to having an ICD-10 diagnosis. A similar
study with a larger sample size (» >1,000), found
that the presence of one or more stressful life
events in the previous 12 months increased the
odds ratio for affective disorders in a population
of adults with ID (Hastings, Haton, Taylor, &
Maddison, 2004). A second study found that this
relationship held, even after controlling for
demographic variables (Owen et al., 2004). In a
study of 151 adults with ID at the upper end or
middle range of the spectrum, the number of life
events experienced in the previous 6 months
predicted current depression (McGillivray &
McCabe, 2007). A study that relied on self-report
of stressful life events in 38 verbal adults with ID
found similar patterns (Hulbert-Williams, Hast-
ings, Crowe, & Pemberton, 2011).

The link between stress and mental illness
may be especially important to the understanding
of mental health in individuals with ID as they
experience mental illness or psychiatric disorders,
at rates that are similar to, if not higher than, the
general population (Cooper, Smiley, Morrison,
Williamson, & Allen, 2007; Rutter, Tizard,
Yule, Graham, & Whitmore, 1976; Tsiouris, Kim,
Brown, & Cohen, 2011). This co-occurrence
of ID and mental illness is known as “dual
diagnosis.” The presence of ID complicates
the diagnosis of mental illness due to varying
symptom presentations, deficits in communica-
tion that result in an inability to self-report
symptoms and self-refer for treatment, and the
lack of training many professionals have in
assessing mental illness in patients with ID
(Rojahn & Tassé 1996; Sovner & Hurley, 1983).
These difficulties and lack of training may lead to
inaccurate or under diagnosis of mental illness in
this population, making it important to under-
stand what factors may be contributing the
development or maintenance of mental illness
in adults with ID.

Within the ID population there is a second
component of mental health which is of signifi-
cant concern: behavior problems. Prevalence
studies estimate 10%-45% of adults with ID
exhibit some form of behavior problems such as
verbal or physical aggression, property destruc-
tion, or self-injurious behavior (Emerson et al.,
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2001; Grey, Pollard, McClean, MacAuley, &
Hastings, 2010; Jones et al., 2008). These behavior
problems tend to be long lasting; Kiernan and
Alborz (1996) followed 34 young adults with
problem behaviors over a 5-year period and found
that rates of problem behaviors stayed fairly
consistent, with 70%-96% of problem behaviors
being maintained at similar frequency. The
presence of behavior problems is associated with
many negative outcomes, such as decreased
employment opportunities and increasingly
restrictive  residential placements (Martorell,
Gutierrez-Recacha, Pereda, & Ayuso-Mateos,
2008; Mclntrye, Blacher, & Baker, 2002). Due to
the prevalence, pervasiveness, and negative life
impact of behavior problems, it is important
to gain understanding of their development
and maintenance.

One potentially important contributor to
behavior problems is stress. Research, though
sparse, suggests that stress has a similar impact on
problem behaviors as it does on mental illness.
One prospective study found that problem
behaviors were predicted by frequency counts of
stressful life events (Esbensen & Benson, 2006).
Several correlational studies found that individu-
als who scored higher on measures of behavior
problems were more likely to have experienced
stressful events in the past 6 (Monaghan & Soni,
1992) or 12 months (Ghaziuddin, 1988; Owen et
al. 2004). Given this link between stress and
behavior problems in people with ID, it is
important to look for protective factors that may
be available.

Social Support and Mental Health

Research in the general population has shown that
social support, generally defined as the extent to
which an individual has a network of friends and
family who can provide an outlet for frustrations
and fears and give assistance and encouragement
in times of difficulty, can act as a buffer between
the impact of stress and the mental health
consequences. Social support has been extensively
researched and found to improve physical and
mental health as well as play a protective role in
times of stress. Several studies have shown that
social support is negatively correlated with
depression, even after controlling for stressful life
events, and promotes recovery from severe mental
illness (Aneshensel & Stone, 1982; Bell, Leroy, &
Stephenson, 1982; Hendryx, Green, & Perrin,
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2009). In ID, higher levels of social support are
positively correlated with higher quality of life
and negatively correlated with depression (Lunsky
& Benson, 2001; Meins, 1993; Reiss & Benson,
1985). In contrast, Hulbert-Williams et al. (2011),
using self-reports of stress and social support from
38 verbal individuals, found that social support
did not moderate the stress-mental health rela-
tionship. The authors do however cite a possible
floor effect on the social support measure and
called for further research.

Current Study

The current study examines the relationship
between stress, social support, and mental health
in adults with ID. Though previous studies have
examined stress as a factor in mental health, these
studies have generally been restricted to adults in
the mild to moderate range of functioning and
have been limited to small samples of conve-
nience. In this study, we seek to explore if
increased stress is related to an increased likeli-
hood of mental health problems, specifically
diagnosed mental illness and behavior problem:s.
In addition, this study will go beyond previous
research to ask if a lack of social support increases
the risk of mental health problems in people with
ID. As the impact of stress and social support on
the quality of life and mental health is rarely
considered in service planning for this popula-
tion, additional research in this area may improve
practice and policy.

Methods

Participants

Participants were drawn from the National Core
Indicators (NCI) database for survey year 2009-
2010, which includes 11,599 adults with develop-
mental disabilities. Per NCI protocol, participants
were randomly selected from a state service registry
and invited to participate as part of developmental
disability (DD) services quality management pro-
tocol. This sample includes individuals from 25
states in the United States: Alabama, Arizona,
Arkansas, California, District of Columbia, Flor-
ida, Georgia, Hawaii, Illinois, Kentucky, Louisiana,
Maine, Massachusetts, Missouri, New Hampshire,
New Jersey, New Mexico, New York, North
Carolina, Ohio, Oklahoma, Pennsylvania, South
Dakota, Texas, and Washington (see Table 1 for
demographic information). The term developmental
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disability is an umbrella term that represents a
heterogeneous population. Diagnoses character-
ized by delays or impairments in motor, language,
or social development yet lack intellectual impair-
ment, such as cerebral palsy or an autism spectrum
disorder, often qualify for developmental disability
services. We hypothesize that individuals with DD
with and without ID may be impacted differently
by stress or have different social support needs. To
better define our sample, we excluded participants
who did not have ID; for example, participants
with an autism spectrum disorder were included
only if they also had a diagnosis of ID. Our total
sample of participants with an ID diagnosis
consists of 10,627 adults.

One feature of the NCI instrument is that the
information is gathered from multiple sources.
Questions that come from the self-report section
of the survey can only be answered by the
participant with ID. If the participant is unable
or unwilling to answer, then the answer is coded
as a non-response and no proxy measures are
used. The social support variable contains only
items from the self-report section of the survey
and is highly susceptible to missing data due to
the inability of some participants to self-report.
For this reason, a subsample was created that
contains participants who answered a minimum
of three out of the five social support questions. If
a participant answered at least three questions, any
missing values on the social support measure were
replaced with the mean of the other responses.
Participants who responded to two or fewer
support questions were dropped from the analysis.
This method of replacement added 965 partici-
pants to the self-report sample, comprising 14.6%
of the subsample. After this replacement method,
6,604 adults were included and will be referred to
as the self-report sample. Table 1 compares the
demographic characteristics of the full and self-
report samples using a Pearson’s chi-squared test.
As would be expected, the two groups differed
significantly on level of ID, with a greater number
of participants in the self-report sample falling at
the upper end of the spectrum, y* (1, N = 6604)
= 8.1 p < .01 and fewer at the lowest end of the
spectrum, ¥ (1, N = 6604) = 14.8, p < .001.
Individuals living in institutions are underrepre-
sented in the self-report sample, x* (1, N = 6604)
= 7.3, p < .01. The differences between these
groups are important and have implications for
the applicability of results to the ID population as
a whole.
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Characteristics Full Sample (10,627) Self-report Sample (6,604)
Male 56.6% 55.6%
Age
18-34 years 28.4% 31.3%
35-54 years 47.5% 46.0%
=55 years 24.1% 22.7%
Race/Ethnicity
White, non-Hispanic 70.1% 70.1%
Black, non-Hispanic 19.1% 20.3%
Other, non-Hispanic 4.9% 4.9%
Hispanic 5.9% 4.7%
Severity of Intellectual Disability
Upper end of spectrum? 35.7% 52.7%
Middle range of spectrum 26.6% 32.9%
Lower range of spectrum 15.6% 10.4%
Lowest end of the spectrum” 22.1% 4.0%
Other Disabilities
Autism 10.5% 7.1%
Down Syndrome 8.2% 8.3%
Alzheimer’s Disease/dementia 1.6% 1.3%
Place of Residence
Family 29.3% 35.1%
Semi/Fully Independent 17.7% 23.4%
Group Home 30.1% 31.7%
Institution® 22.8% 9.9%

Note. “Significant at the .01 level. *Significant at the <.001 level.

Data Source

National core indicators. The National Core
Indicators (NCI) is a quality management proto-
col for the developmental disabilities service
delivery system. The NCI was created by the
Human Services Research Institute and the
National Association of State Directors of Devel-
opmental Disabilities Service as a quality improve-
ment measure to be used across states and over
time to assess several key outcomes such as con-
sumer satisfaction, family satisfaction, cost,
health, and safety.

The NCI consists of three sections: (1) service
coordinators provide demographic information
and medical record information from case files;
(2) adults with disabilities are asked questions in a
face-to-face interview where only answers from
that individual are accepted; and (3) if the
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individual with DD is unable or unwilling to
continue, the final section of the survey can be
completed by an interview with a family member
or someone who “knows him/her well.” This
approach of using records, self-report, and a third-
party responder is supported by research done in a
2002 study that found that the most accurate
reports of health and health care utilization were
obtained when multiple sources were consulted
(Lunsky, Emery, & Benson, 2002). Interviewers
receive standardized training and states follow
identical protocols to ensure reliability across
states. Participating states collect data annually on
a random sample of at least 400 adults with DD so
that benchmarks for standards of care can be
established and goals for improvement set. States
can measure their progress against states of similar
size or composition. This large sample size,
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standard measurement protocol, and random
selection of participants make the NCI a benefi-
cial tool for research and policy change.

Measures

Social support. Our social support measure
consists of five NCI self-report questions (see
Table 2). Alternate phrasing of these questions is
provided when needed to facilitate understanding,
making them an effective way to obtain perceived

Table 2
National Core Indicators Items and Percentage of
Sample Endorsed

NCI items comprising Social Support Measure
(Self-report sample only)

1. Does not have a close (best) friend, someone to talk
to about personal things. (22.4%)

2. Does not have friends and caring relationships
with people. (8.5%)

3. Can’t see friends when you want to. (13.4%)

4. Can’t see your family when you want to. (15.5%)

5. Often or sometimes feel lonely. (11.9%)

NCI items comprising Stress Measure by Section
of NCI

Case Review- Section 1

1. Having poor health. (4.5%)

2. Requiring frequent (at least once/week) medical
care. (4.2%)

3. Moved in past year. (8.8%)

Self-Report- Section 2
4. Not having a job but wanting one. (18.5%)
. Having a job but not liking it. (0.3%)
. Not liking current day program. (1.8%)
. Not liking current living situation. (3.2%)
. Staff treating person disrespectfully. (0.5%)
. Scared at home. (2.7%)
10. Scared at work or day program. (2.6%)
11. Scared in current neighborhood. (1.9%)
12. Not having a person to go to when afraid. (1.7%)

O o0 3 O W

Self- or Proxy Report-Section 3
13. Not receiving needed services. (4.6%)

NCI Items comprising Mental Health Measure
1. Person has a diagnosed mental illness. (36.6%)
2. Person shows self-injury behavior. (22.7%)
3. Person shows disruptive behavior. (38.6%)
4. Person shows destructive behavior. (23.3%)
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levels of support from adults with ID. For
example, a question on friendship, “Do you have
a best friend or someone you are really close to?”
can also be phrased “Is there someone you can
talk to about personal things?” This allows the
individual to report anyone that they feel fills this
role whether this is a peer or paid staff, as many
individuals with ID receive social support from
caregivers and not only from a peer or family
(Lunsky & Neely, 2002). It is important that this
information is provided by the participant with a
disability because caregivers cannot infer the
internal emotional states or perceived social
support of the adult with ID. Although caregivers
may be able to accurately report supportive family
members or caregiver’s relationships, they are less
certain regarding friendships and partners (Lunsky
& Benson, 1999). Our social support score ranges
between 0 (no support) and 1 (full support). These
scores reflect the proportion of questions in which
an individual indicated support; for example, an
individual who indicated support in one out of
the five questions would have a social support
score of .2.

Stress. We created a measure of stressful life
events consisting of 13 questions that came from
all three response sections of the NCI survey (see
Table 2). In selecting items, previous research on
stressful life events in the ID field and published
life event scales such as the Lifestress Inventory
were consulted (Fogarty, Bramston, & Cummins,
1997). Items were scored on a yes/no basis. Scores
could range from 0, meaning that person had not
reported experiencing any of the stressful life
events listed, to 13, meaning that person had
reported experiencing every stressful life event
possible from our list. Any question left blank
was coded as the individual not experiencing
that event.

Mental health problems. Measures of mental
illness and problem behaviors are also included
in the NCI. As part of the record review (I) section
of the NCI, case workers completed a 16-item
checklist of associated conditions that included
current diagnosis of mental illness (1= diagnosed
mental illness 0 = no diagnosis). Mental illness was
defined as a diagnosed psychiatric disorder and
depression was given as an example. Autism
spectrum disorders, chemical dependency, and
communication disorders would not have been
included as they were indicated elsewhere. The
NCI addresses three types of problem behaviors:
self-injurious, disruptive, and destructive. Each
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type of problem behavior is rated on a 3-point scale
by severity. Behavior problem scores range from 0
(person shows no problem behaviors), to 6 (person
has behaviors severe enough to require constant
intervention for all three types). Both of these
questions come from the record review (I) section
of the NCI. (Please see Table 2 for a summary of all
NCI items and percentage of participants that met
criteria for each item.)

Statistics

All data were analyzed using SPSS version 19.
Two models were examined: mental illness and
behavior problems. The relationship of stress and
social support to mental illness diagnosis was
examined using logistic regression, whereas ordi-
nal regression was used to explore the relationship
of stress and social support to behavior problems.
Both models were examined using the full sample
and the self-report sample. Having a mental illness
or having more severe behavior problems was
treated as the response variable in all analyses.
Gender, level of ID, and place of residence were
entered in the first step of the hierarchical
regression in order to control for the variance
associated with these items. Stress was entered as a
second and final step in the full sample analyses.
In the self-report group, social support was added
as a third step in the regression model.

Results

In the full sample, 36.6% of adults with ID were
reported to have a co-occurring mental illness
(37% of men, 36.4% of women). Adults living
with family members had the lowest rate of
reported mental illness (20.5%), followed by those
living semi/fully independently (40.1%), those
living in institutions (40.3%), and adults living in
group homes had the highest reported rates of
mental illness (44.3%). Adults living with family
were significantly less likely to experience mental
illness than adults living semi/fully independently
x> (1, N =1,763) = 9.6, p < .01, in institutions *
(1, N=2,271) = 9.7, p < .01 and in group homes
¥* (1, N = 2,916) = 12.7, p < .001. No other
differences by place of residence were significant.
Adults with ID at the upper end of the spectrum
had the highest reported rates of mental illness
(44.4%), followed by those with ID in the middle
range of the spectrum (37.3%), those with ID in
the lower range of the spectrum (32.9%), and
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those with ID at the lowest end of the spectrum
(26.8%). People with ID at the upper end of the
spectrum were significantly more likely to be
diagnosed with a mental illness than those with
ID in the lower range of the spectrum x* (1, N =
1,582) = 4.0, p < .05 or ID at the lowest end of
the spectrum, ¥* (1, N = 2,243) = 11.6, p < .001,
and those with ID in the middle range of the
spectrum more likely than those with ID at the
lowest end of the spectrum, x> (1, N = 2,243) =
4.1, p < .05.

In the full sample of adults with ID, 45% had
at least some degree of behavior problems, with
slightly more men (48.9%) than women (43.2%)
having behavior problems, though this difference
was not significant. Adults living with family
members had the lowest rate of reported behavior
problems (28.6%), followed by those living semi/
fully independently (36%), those living in institu-
tions (56.3%), and finally adults living in group
homes had the highest reported rates of behavior
problems (57%). Adults living with family were
significantly less likely to have behavior problems
when compared to those living in institutions x>
(1, N = 2,271) = 13.6, p < .001 and in group
homes y* (1, N = 2,916) = 14.1, p < .001.
Similarly, adults living independently were less
likely to have behavior problems compared to
those living in institutions y* (1, N = 2,271) = 7.7,
2 < .001 and in group homes 3 (1, N = 2,916) =
7.3, p < .001. Adults with ID at the upper end of
the spectrum had the lowest reported rates of
behavior problems (40.3%), followed by those with
ID in the middle range of the spectrum (46.4%),
those with ID at the lowest end of the spectrum
(49.1%), and those with ID in the lower range of
the spectrum (56.1%). People with ID in the lower
range of the spectrum were significantly more
likely to have behavior problems when compared
to those with ID at the upper end of the spectrum,
¥* (1, N = 1,582) = 4.4, p < .05. Approximately
24% of adults displayed behavior problems and
were also diagnosed with a mental illness.

The relationship of stress and mental illness
was examined with the full sample of adults using
a hierarchical logistic regression (see Table 3).
Level of ID was a significant predictor, with those
with ID at the upper end of the spectrum having
the highest risk of mental illness diagnosis
followed by those with ID at the middle, lower,
and lowest range of the spectrum. Place of
residence was also significant; adults living with
family had the lowest risk followed by adults
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living semi/fully independently, living in a group
home, and living in an institution. Stress was a
significant predictor of a having been diagnosed
with a mental illness; after controlling for
demographic variables individuals who experi-
enced greater numbers of stressful events were
more likely to have a diagnosis of a mental illness.

An ordinal regression analysis was used to
examine the relationship between stress and
severity of behavior problems (see Table 3).
Gender was a significant predictor of behavior
problems, as was level of ID. Adults with ID at the
upper end of the spectrum had the lowest risk of
severe behavior problems and those with ID in
the lower range of the spectrum had the highest.
Place of residence was a significant predictor of
behavior problems; adults living with family had
the lowest risk followed by adults living semi/fully
independently, living in a group home, and living
in an institution. Stress was a significant predictor
of severe behavior problems after controlling for
demographic variables.

All social support analyses were conducted on
the self-report sample only (2 = 6,604). A one-way
ANOVA was used to test for differences in social
support scores by presence of a mental illness and
presence of behavior problems. There were
significant differences between adults with and
without a mental illness diagnosis, F(1, 6,187) =
51.32, p < .001, and those with and without
behavior problems, F(1, 6,187) = 30.04, p < .001.
Adults with either behavior problems or a mental
illness diagnosis reported lower levels of social
support than their counterparts.

Logistic regression was used to examine the
effects of social support on the stress-mental
illness relationship in the smaller self-report
sample (see Table 3). Level of ID was a significant
predictor of mental illness with likelihood of
having a mental illness decreasing as level of ID
became more severe. Place of residence was also a
significant predictor; those living in more restric-
tive setting were more likely to have a mental
illness diagnosis. As with the full sample, stress
was a significant predictor. Social support was a
significant predictor of mental illness even after
controlling for gender, level of ID, place of
residence, and stress.

The role of social support in the stress-
behavior problems relationship was examined
using ordinal logistic regression (see Table 3).
Though gender was a significant predictor of
severe behavior problems in the full sample, it was

H. M. Scott and S. M. Havercamp

©AAIDD
DOI: 10.1352/1944-7558-119.6.552

not a significant predictor in the self-report
sample. Adults with ID at the upper end of the
spectrum had the lowest risk of severe behavior
problems and those with ID in the lower range of
the spectrum had the highest. Adults living with
family had the lowest likelihood of having severe
behavior problems and likelihood increased with
more restrictive placement. Stress was a significant
predictor of severe behavior problems as was lack
of social support.

Discussion

Two components of mental health were explored
in this study, mental illness and behavior
problems. We felt that this was a more complete
way to examine the mental health of people with
ID, as both mental illness and problem behaviors
contribute unique information and can be
extremely detrimental to personal relationships
and overall quality of life. In this sample, the
prevalence of mental illness was approximately
36%, a rate which aligned fairly well with previous
studies and adds to the body of research
demonstrating that mental illness in the ID
population exceeds that of the general population
(Cooper et al., 2007). The overall prevalence of
behavior problems was 45%, a finding consistent
with the current literature (Grey et al., 2010).
There was also significant comorbidity of mental
disorders and behavior problems, with 24% of the
sample displaying both.

A significant relationship between stress and
negative mental health outcomes was found. In
the full sample of adults with ID, 39.1% reported
at least one stressful life event. For every
additional stressor, the likelihood of having a
mental illness diagnosis increased by 20% and
severe behavior problems by 19%. These results
confirm previous studies which showed stress as
an important factor in mental health for people
with ID (Hulbert-Williams & Hastings, 2008;
Hulbert-Williams et al.,, 2011; McGillivray &
McCabe, 2007). The results of this study add to
the literature by showing that this relationship
holds in a representative sample of adults across
functional levels. Understanding the impact of
stress in people with ID in the lower range of the
spectrum is especially important given that they
are often underrepresented in research and may
lack the ability to communicate their mental
health status. The stress-mental health relation-
ship was similar in the self-report sample, with
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each stressor increasing the likelihood of mental
illness by 18% and the severity of behavior
problems by 27%. Although demographic differ-
ences between the two samples were evident, they
yielded similar patterns with regards to the
variables of interest. This finding increased our
confidence in generalizing the self-report sample
findings to the population of people with ID.

The relationship between stress and behavior
problems was greater in the self-report sample (OR
= 1.27) when compared to the full sample (OR =
1.19). One difference between these samples was
that the self-report sample was largely comprised
of individuals with ID at the upper end of the
spectrum who are able to communicate. This
finding may suggest that stress is experienced or
reported differently by these individuals versus
those with ID in the lower range of the spectrum.
It is also possible that behavior problems may
serve different functions based on level of
intellectual functioning. Additional research is
needed to clarify and explain this finding.

The results of this study suggest that stress is
an important variable that should be considered a
part of the assessment of both mental illness and
behavior problems. Stress should be considered a
risk factor for mental illness and preventative
measures should be taken to minimize stress and
provide additional support in times of unavoid-
able stress, such as the death of a family member
or change in residence. Improving the supports
and services available to individuals with ID
during transition periods and other stressful life
changes may be important to reduce the impact of
stress on mental health. Given the results of this
study, it would be beneficial to develop tools for
measuring stress in people who are unable to
verbally communicate. Taking the stressors pres-
ent in a person’s life into consideration could help
identify the cause of behavior problems or
identify individuals who are at risk for developing
future behavior problems. This would allow for
preventative steps to be taken for high-risk
individuals. This also has implications for treat-
ment of behavior problems. Current treatment
approaches for behavior problems are often
pharmacologically based, in fact, people with ID
are considered to be one of the most heavily
medicated populations (Reiss & Aman, 1997).
Alternative treatments, such as behavioral or
cognitive-behavioral approaches, may also be
well-suited for the ID population by teaching
individuals skills for coping with stress.
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Social support accounted for a significant
amount of the variance in mental illness and
behavior problems, and 42.7% of our self-report
sample reported lacking social support on at least
one of the five social support questions. This
finding contributes to a relatively sparse area of
research in the ID field and has serious implica-
tions for prevention and treatment of mental
illness as well as for quality of life. Previous
research has demonstrated that social support is
negatively correlated with depression in individ-
uals with ID; however these studies used either a
proxy report to determine social support or
limited their sample to adults with high levels of
functioning, rendering these findings less gener-
alizable to the ID population as a whole (Lunsky
& Benson, 2001). This study is unique in that
adults at all levels of functioning were included
and the measure of social support obtained
through direct report. Additionally, this study
examined the relationship between social support
and behavior problems, a new addition to the
literature. Having adequate social support was
associated with a greater than 50% decrease in the
odds of having a mental illness. Though still
significant, social support’s impact on behavior
problems was less pronounced (OR = .73).

Social support measures may help to identify
those at risk for developing mental health prob-
lems and should be considered when looking at
factors that contribute to their maintenance.
Social support considerations should weigh heavi-
ly on service plan decisions that affect treatment
and life style. For example, an individual with ID
may be moved out of a family home into a resi-
dential or community placement without due con-
sideration to the familial or community supports
that might be left behind. It is important to be
aware that our social support analyses were
conducted on a subset of the full sample and
therefore may not be representative of the pop-
ulation of adults with ID. Because our social
support measure relied on self-report, these find-
ings may be most representative of adults with
expressive language. However, it should be noted
that approximately 15% of the self-report sample
was comprised of people with severe or profound
ID, suggesting that this subgroup was represented.

Future Directions

The results of this study suggest that stress and
social support are important factors to consider
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when examining the mental health of people with
ID at all functioning levels. Future research in
stress may examine how to best measure stress,
especially in individuals who are nonverbal. Ways
to mitigate the impact of stress and provide
supports is also an area that would benefit from
additional research. Further research, especially
longitudinal studies that include people at all
levels of functioning, is needed to better define
how social support may be related to mental
health in this population. Especially important is
developing tools to effectively measure social
support in adults with no communication skills,
in order to better understand this often over-
looked population.

Limitations

Because our study did not have a longitudinal
design, we are unable to draw causal conclusions
from our results. Though stress was a strong
predictor of poor mental health outcomes, we
cannot determine if it was a cause, a consequence,
or a correlate. It is likely that a bidirectional
relationship exists, with stress both contributing
to and exacerbated by mental health problems.
Due to the retrospective nature of this study, there
is no way to determine whether mental health
problems contributed to the stressors experienced
by the participants, or whether social support was
negatively impacted by the presence of mental
health problems. Simply put, the direction of this
relationship could not to be determined in this
study. Studies that examine these factors prospec-
tively are needed to further explore this topic.
The mental illness variable used in our
analyses was not ideal. Presence or absence of a
mental illness was determined by a review of case
records and was not independently confirmed.
Information on specific diagnoses, severity, lon-
gevity, and participation in any form of treatment
such as psychotherapy or pharmacological inter-
vention was unavailable. Future research examin-
ing how these variables are related to specific
mental health diagnoses is needed. The measure
of stress used in this study was based upon
environmental stressors and not an individual’s
perceived levels of stress. Perceived stress is an
important area of future research, as well as how
factors such as personal choice and control may
impact how stressful events are perceived. Addi-
tionally, it is important to note that the NCI data
is collected from a population of adults receiving
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DD services. This study cannot generalize to the
all the adults with ID in the community who are
not receiving services and though our results
suggested that the self-report group is similar to
the full sample, caution should be used in
generalizing the results to the population of
adults with ID. It is also important to take into
consideration the vast heterogeneity present in
this population. Analyses looking at specific
groups (e.g., ASD) may help to better understand
mental health in this population.

Despite its limitations, this study uniquely
contributed to the field of dual diagnosis in
several ways. First, it examined several variables
that are key to understanding mental health issues
using a large random sample of adults in the
United States receiving DD services. This is
extremely rare, as is the fact that the sample
included many adults with ID in the lower and
lowest end of the spectrum. Second, it was able to
demonstrate that large scale survey data can be
adapted to provide state or national data that
speak to a topic of interest. Lastly, it highlighted
the importance of stress and social support for
mental health and provided the basis for future
studies to explore these factors as impacting the
mental health of people with ID.
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