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N
ational commitments to individuals

with intellectual and developmental

disabilities have been articulated in a

number of legislative, administrative and judicial

statements establishing national policy. These

delineate a clear national preference for

supporting Americans with intellectual and

developmental disabilities in community settings

and further promise opportunities for self-

determination, choice and personal control in

daily life decisions and inclusion in the activities,

programs and social and economic life of the

community. Among the many sources of these

promises are the Americans with Disabilities Act

(ADA) and the Supreme Court’s affirmation of the

ADA’s promises in Olmstead et al. v. L.C. et al.,

President Bush’s New Freedom Initiative

established in Executive Order 13217, ( p.1), and

the Developmental Disabilities Assistance and Bill

of Rights Act of 2000.1,4,6,12

Medicaid Home and Community Based

Services (HCBS) and Intermediate Care Facility

(ICF/MR) services are financed by federal and

state governments to provide support and

assistance to individuals with intellectual and

developmental disabilities in a manner consistent

with prevailing standards. The ICF/MR program

was created in 1971 to provide for the first time

federal financial participation for “intermediate

care” in certified residential units offering “active

treatment” specifically designed for persons with

intellectual and developmental disabilities.

Although ICF/MR programs can serve as few as

four people, most ICF/MR residents have been

housed in traditional institutions (16 or more

residents). The HCBS program was established to

finance home and community services as

alternatives to institutional placements. Given its

purpose in financing non-institutional services

and its flexibility in doing so, the HCBS program

was recognized from its initial authorization in

1981 as offering great promise in supporting

opportunities for integrated, self-determined lives

for persons with intellectual and developmental

disabilities.  But in the first decade of the HCBS8

program it was required that states demonstrate

This paper addresses the topic of intellectual disability and psychiatric disorder among persons
receiving Medicaid Home and Community Based Services (HCBS) and Intermediate Care Facility
(ICF/MR) services. In June 2005 HCBS and ICF/MR programs financed long-term supports for
nearly 545,400 persons with intellectual disabilities and other developmental disabilities at a fiscal
year 2005 cost of $29.3 billion. This paper describes and compares characteristics and experiences
of persons with and without diagnosed psychiatric conditions in addition to intellectual disability in
a large, six state, 2720 person sample of HCBS and ICF/MR recipients. Nearly one-third (31.4%) of
the sample had psychiatric disorders. Controlling for levels of intellectual disability, they were
consistently more likely to be placed in ICF/MR programs and agency-operated congregate care
settings, and were less likely to live with family members. They were much more likely to receive
medications for mood, anxiety and/or behavior disorders than were persons with intellectual
disability only (87% and 32%, respectively). Policy implications include the need to incorporate
behavioral health services and supports into state Medicaid waivers for individuals with intellectual
disabilities. 
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reductions in projected ICF/MR residents and

expenditures roughly equal to requested increases

in HCBS participants. In the early 1990s these

requirements were considerably relaxed, and then

in 1994 they were dropped in the revised federal

HCBS regulations. As a result, after 1992 there

was rapid growth in HCBS recipients with

intellectual and developmental disabilities, from

about 62,500 in June 1992 to about 443,600 in

June 2005, while during the same period, there

was a steady decrease in populations of ICFs/MR,

from 146,260 residents nationwide in June 1992

to 101,800 in June 2005.14

Parallel changes have been evident in

Medicaid HCBS and ICF/MR expenditures.

Between 1992 and FY 2005 annual federal and

state expenditures for HCBS and ICF/MR services

for people with intellectual and developmental

disabilities increased from $10.5 billion to $29.3

billion. HCBS expenditures, which increased from

$1.7 billion in 1992 to $17.2 billion in 2005, made

up 82% of this growth in total expenditures.

Between 1992 and 2005, the average annual per

person expenditure for HCBS increased from

$26,508 to $38,679 (45.9%), while the average

annual per person expenditure for ICF/MR

residents increased from $60,370 to $119,162

(97.4%).  14

Research has shown that individuals with

intellectual disability are more likely to have

psychiatric diagnoses than the general

population,  with vulnerability ranging from5,15,16

high levels of challenging behavior to psychotic

episodes.  Most studies of prevalence have3,15,17

relied primarily on samples of persons referred to

clinics for challenging behavior or persons who

have lived in institutional settings.  These9,16

studies have reported prevalence rates ranging

from 14% to 64%.  Borthwick-Duffy  and Reiss7,10 2 15

have observed that reported prevalence rates of

mental health problems and intellectual disability

tend to vary considerably based on the

approaches taken in estimation. When Reiss15

provided assessment of the same set of

individuals using the case files, a screening

survey and a clinical evaluation with each arriving

at a diagnosis independent of the information

gathered in the other, he found estimates ranged

from 12% based on case files, to 30% using the

screening survey, to 59% using a clinical

examination. Reiss has also observed that while

prevalence may be in the range of 30%-40% for

persons in publicly-funded social services for

persons with intellectual disability, the rate is

likely lower for persons who are not determined to

need such services.  Research has further15,16

suggested that among those individuals in

publicly-funded services, the presence of dual

diagnosis of both intellectual disability and

psychiatric disorder is not only associated with

higher rates of institutional placement, but lower

rates of social integration for those who live in the

community.  Based on such research and11

observations from it, the nature of samples,

including demographics and circumstances, and

the operational definition of psychiatric conditions

are all significant factors in the identification of

persons as having intellectual and psychiatric

impairments. This paper examines the

characteristics and experiences of a large sample

of adults with and without psychiatric diagnoses

receiving Medicaid-financed HCBS and ICF/MR

services in six states. It describes and compares

them with regard to characteristics, behavior, use

of m edications, se lf-determ ination  and

integration.

METHODS

Sample

STATE SELECTION

Sample members of this study were residents

of one of six states. State selection criteria

included: a) being a state in which National Core

Indicator (NCI) surveys are conducted on a

random sample drawn from among all institution

and community service recipients; b) providing

regional variation; c) representing relatively urban

and relatively rural states; d) representing states

with variations in ethnicity; and e) representing

variability in the relative mix of institutional and

community services. Selected states were

Massachusetts, Indiana, Kentucky, Alabama,

Oklahoma and Wyoming. The status and rates of

change in HCBS and ICF/MR programs among

the sampled states were confirmed to be similar to

the nation as a whole. For example, the sample

states added 55.5% of their total 2004 HCBS

recipients after FY 1996 as compared with 43.7%

for the nation. 

INDIVIDUAL SAMPLE SELECTION

Individual state samples included between

401 and 815 adults (18 years or older).

Individuals in each state sample were randomly

selected within each state’s population of persons



80

Mental Health Aspects of Developmental Disabilities July/August/September 2007 Vol. 10, No. 3

all with intellectual and developmental disabilities

receiving institutional, community and home-

based services and supports. Actual subjects in

the analyses in this paper depended on the

number of persons within state samples with

services financed by HCBS or ICF/MR. 

In four states (Alabama, Kentucky, Oklahoma

and Wyoming) Medicaid payment files were used to

identify individuals in the state samples who were

HCBS or ICF/MR participants at the time of their

interview. In Massachusetts and Indiana, program

level respondents identified individuals as HCBS,

ICF/MR or “other” program participants. The final

six state sample of adult Medicaid HCBS and

ICF/MR recipients with  intellectual and

developmental disabilities included 2,948

individuals: 343 from Alabama, 815 from Indiana,

298 from Kentucky, 712 from Massachusetts, 394

from Oklahoma and 390 in Wyoming. They

included 2,365 HCBS recipients and 583 ICF/MR

recipients. The mid-point of the consumer

interviews analyzed was late 2003 to early 2004. In

June 2004 nationwide, states reported 424,855

HCBS recipients and 104,526 ICF/MR residents

(80.1% HCBS and 19.9% ICF/MR). In the six

sampled states in June 2004, there were reported

to be 33,875 HCBS recipients and 8,391 ICF/MR

recipients (80.1% HCBS).  Within the six state13

sample of HCBS and ICF/MR recipients, the 2,365

HCBS recipients comprised 80.2% of the sample

2,948 individuals. In general, then, the distribution

of HCBS and ICF/MR samples in the six states was

nearly identical to the distribution of the HCBS and

ICF/MR populations in the six states, and to the

national population.

The analyses in this paper are from data

gathered in interviews focused on these 2,948

HCBS and ICF/MR recipients in six states. Of

these 2,948 individuals, 2,720 had records

documenting presence of intellectual disability

and status with regard to any additional

psychiatric diagnosis.

INSTRUMENTATION

Consumer Interviews

Data were gathered according to the

established procedures of the NCI program.

Within each of the selected states interviewees

were randomly sampled from among all adult

service recipients with intellectual and

developmental disabilities and interviews were

conducted using the standardized NCI Consumer

Survey protocol.

National Core Indicators Survey

The NCI Consumer Survey protocol was

developed by the National Association of State

Directors of Developmental Disabilities Services

(NASDDDS) and the Human Services Research

Institute (HSRI).  The interview protocol is18

supported by a training program for interviewers,

including training manuals, presentation slides,

training videos, scripts for scheduling interviews,

lists of frequently asked questions, and picture

response formats. It also provides participating

states with procedures for drawing samples and

other resource materials. 

The NCI Consumer Interview obtains

information directly from individuals receiving

services as well as from other key informants.

Interview questions asked directly of service

recipients consistently yield high response rates.

Average percentage of individuals who are able to

respond to the survey’s Section I, which only

allows responses from individuals receiving

services, falls between 65% and 72%. For

individuals who are not able to respond for

themselves, Section II may be answered by

someone who knows the individual well on his or

her behalf. The questions in Section I are more

subjective, while the Section II items are more

factual. In addition a Background Section obtains

demographic, diagnostic, functional, behavioral,

medical and administrative data on each sample

member from individual records and setting

administrators.

Survey composition. The NCI gathers data of four

basic types. “Descriptive variables” include items

on demographics (i.e., age, ethnicity, gender, etc.);

functioning (i.e., mobility, vision, hearing, etc.);

diagnoses (i.e., level of intellectual disability,

cerebral palsy, autism, etc.); and behavioral

health (i.e., mental health/psychiatric diagnosis,

medications for behavior problems, frequency of

disruptive, self-injurious behavior, etc.). “Service

use variables” include items on services/service

sites used and needed; frequency of health and

dental services; attitudes about and satisfaction

with services and service providers; involvement

and satisfaction with case managers; choices of

services, service sites and service providers; use of

consumer direct options; HCBS or ICF/MR

financing of services. “Service and lifestyle

variables” include measures of friendships;

community participation; family involvement;

participation in a self-advocacy group; choice in
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home, jobs, schedule of activities; use of funds;

measures of respect; employment; and so forth.

“Satisfaction variables” include individual reports

of satisfaction/liking of home, job and support

providers; feelings of safety at home and in the

community; sense of loneliness; getting help when

needed, opportunities to do new things and so

forth.

Scale reliability and validity. The NCI Consumer

Survey was developed with extensive involvement

of a Program Advisory Committee (PAC) of state

officials and other advisors. These advisors were

engaged to assure the NCI instrument validly

represented the established national goals of

services for persons with intellectual and

developmental disabilities.

Reliability. The NCI Consumer Survey underwent

three separate inter-rater reliability tests between

October 1997 and April 1999. These tests were

conducted in Connecticut, Nebraska and

Minnesota, each of which involved 25 to 30 target

subjects. Each of the three tests yielded an inter-

rater agreement of 92%-93%. A lone test-retest of

reliability with 27 subjects resulted in 80% item

agreement. Details of these tests are available in

the Consumer Survey Technical Report.18

Validity of individual interviews. A number of

strategies were used to ensure the validity of the

data collected. “Train the trainer” sessions and a

standard set of training materials were provided

to all participating states so that all interviewers

received consistent training. The training included

instruction in basic skills for interviewing persons

with intellectual and developmental disability and

question-by-question review of the survey tool.

Interviewers were also asked to give formal input

on every interview conducted. At the end of

Section I, two questions asked the interviewer to

make a judgment about the individual’s

comprehension of the questions and consistency

of responses. To reduce coding errors all states

received standard data entry materials, including

codebooks with required variable formats and

codes and databases with controlled data entry

forms.

Data Elements Used

Only a subset of the data elements available in

the NCI Survey were used in this study. Among

the primary data elements were the following:

Diagnoses. Diagnoses of individuals with regard to

psychiatric conditions, specific disorders and

medications taken for disorders were reported

from the treatment records of sample members by

program administrators. Diagnoses of intellectual

disability by level were also reported from

administrative records.

Dual diagnosis, self-determination and community

inclusion. Three reliable subscales were created to

assess self-determination outcomes of HCBS and

ICF/MR recipients. The scale scores were

computed by averaging the values of the

individual items comprising each scale. In order

for a score to be computed, the person (or a proxy

respondent) must have answered at least 60% of

the questions comprising the subscale. The first

subscale, called Personal Choice, included four

items. These items indicated whether people

chose [or had some or no input in choosing] a)

people they live with [if not living with family], b)

daily schedule, c) how to spend free time, and d)

what to buy with spending money. Internal

consistency of the Personal Choice scale as

measured by Cronbach’s alpha was 0.96. The

second subscale, called the Support-Related

Choice, was composed of five items. These items

indicated whether people chose [or had some or

no input in choosing] a) the place where they live

[if not living with family], b) staff who help at

home, c) work or day activity, d) staff who help at

work, and e) case manager/service coordinator.

Internal consistency of the support-related choice

subscale was also high (Cronbach’s alpha = 0.92).

The third subscale, called Community Inclusion,

included seven items, asking about whether

people went out into the community in a range of

activities, including going shopping, on errands or

appointments, out for entertainment, out to eat,

to religious services, to clubs or community

meetings or to exercise or play sports. An internal

reliability test of the Community Inclusion scale

resulted in a Cronbach’s alpha = 0.76.

Data Analysis

Descriptive statistics were used to compare

characteristics and experiences of HCBS and

ICF/MR recipients with differences tested by

crosstab analyses. Analysis of variance was used

to examine differences in the continuous choice

“scores” by individual and program characteristics

and test for interactions of choice between

individual and program characteristics.
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TABLE 1.  DUAL PSYCHIATRIC AND INTELLECTUAL DISABILITY (ID) DIAGNOSES AMONG

                 ADULTS RECEIVING MEDICAID HCBS AND ICF/MR SERVICES IN SIX STATES 

Diagnoses HCBS  ICF/MR  Total Sig. 

N % N % N %

Dual Diagnosis 663 30.8 190 33.6 853 31.4

ID Only 1,492 69.2 375 66.4 1,867 68.6 P2=3.80*

 % of Total 2,155 100.0 565 100.0 2,720 100.0

*p<. 05 

TABLE 2.  PROPORTION OF HCBS AND ICF/MR RECIPIENTS WITH AND WITHOUT DUAL

                            DIAGNOSES BY LEVEL OF INTELLECTUAL DISABILITY (ID)IN SIX STATES

Level of ID and Dual

Diagnosis Status

HCBS ICF/MR Total  

N % N % N % Stat.  Sig. 

Mild ID
Dual diagnosis 350 37.4 73 49.0 423 39.0 P2=7. 271 **
ID only 586 62.6 76 51.0 662 61.0
Total and % of all 936 86.3 149 13.7 1085
Moderate ID
Dual diagnosis 172 29.9 40 46.5 212 32.1 P2=9. 461 **
ID only 403 70.1 46 53.5 449 67.9
Total and % of all 575 87.0 86 13.0 661
Severe ID
Dual diagnosis 98 29.2 32 29.4 130 29.2 P2=. 001
ID only 238 70.8 77 70.6 315 70.8
Total and % of all 336 75.5 109 24.5 445
Profound ID
Dual diagnosis 43 14.0 45 20.4 88 16.6 P2=3. 802 * 
ID only 265 86.0 176 79.6 441 83.4
Total and % of all 308 58.2 221 41.8 529
Total
Dual diagnosis 663 30.8 190 33.6 853 31.4 P2=3. 802 *
ID Only 1,492 6902 375 66.4 1,867 68.6
Total and % of all 2,155 79.2 565 20.8 2,720 100.0

*p<. 05; **p<. 01

and test for interactions of choice between

individual and program characteristics.

RESULTS

Table 1 summarizes the numbers and

proportions of HCBS and ICF/MR samples whose

treatment records indicated a diagnosis of

intellectual disability and a formal diagnosis of a

mental health/psychiatric disability and those

with only an intellectual disability (ID). People

with other multiple diagnoses (i.e., cerebral palsy

and intellectual disability) are not included in this

category. In the sample of HCBS and ICF/MR

recipients with ID, 31.4% had dual intellectual

disability and psychiatric diagnoses. The reported

differences in dual diagnosis among HCBS

recipients (30.8%) and ICF/MR residents (33.6%)

were small but statistically significant (p<.05).

There were no statistical differences in the

ethnic/racial distributions of sample members

with and without dual diagnosis. Sample

members with dual diagnosis were somewhat

older than those with ID only (45.5% and 39.8%,

respectively; P =9.73, p<.05).2

Mental Health/Psychiatric Diagnosis and Level

of Intellectual Disability

Table 2 summarizes the distributions of HCBS

and ICF/MR recipients with and without

psychiatric diagnoses by level of intellectual

disability. It shows that psychiatric diagnoses

were relatively more prevalent among individuals

with mild intellectual disability and among

residents of ICF/MR. They were reported for
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TABLE 3. FREQUENCY OF CHALLENGING BEHAVIOR AMONG HCBS AND ICF/MR RECIPIENTS

                      WITH AND WITHOUT DUAL DIAGNOSIS

CHARACTERISTICS

HCBS ICF/MR Total

Dual ID Only Total Dual ID Only Total Dual ID Only Total

(N=650) (N=1460) (N=2100) (N=186) (N=372) (N=558) (N=836) (N=1832) (N=2658)

Self-Injurious Behavior1

None/Less Than Monthly 75.1% 83.5% 80.9% 59.1% 76.6% 70.8% 71.5% 82.1% 79.1%

Monthly/Less Than Weekly 17.4% 9.2% 11.8% 22.0% 12.9% 15.9% 18.4% 9.9% 12.7%

At Least Weekly 7.5% 7.3% 7.3% 8.6% 3.0% 4.8% 3.5% 2.7% 2.9%

Disruptive Behavior2

None/Less Than Monthly 49.1% 74.1% 64.7% 34.5% 66.8% 55.9% 45.8% 70.4% 62.9%

Monthly/Less Than Weekly 30.4% 15.5% 20.2% 33.8% 15.8% 21.8% 31.2% 15.6% 20.6%

At Least Weekly 20.5% 11.4% 15.1% 31.7% 17.4% 22.2% 23.0% 14.0% 16.5%

Uncooperative
Behavior3

None/Less Than Monthly 49.4% 70.9% 64.4% 45.5% 72.0% 63.5% 49.2% 71.1% 62.2%

Monthly/Less Than Weekly 26.0% 14.2% 17.9% 29.7% 13.7% 19.1% 26.8% 14.1% 18.1%

At Least Weekly 24.6% 14.9% 17.8% 24.0% 14.2% 17.4% 24.0% 14.8% 17.7%

No Challenging
Behaviors*4

30.2% 55.7% 47.8% 20.9% 54.8% 43.5% 28.1% 55.5% 46.9%

P (2)=30.67, p<.001; P (2)=100.81, p<.001; P (2)=89.17, p<.001; P (2)=118.16, p<.0011 2 2 2 3 2 4 2

*None or less than monthly 

37.4% of HCBS recipients with mild or no

intellectual disability and for 49.0% of ICF/MR

recipients. An estimated 32.1% of sample

members with moderate intellectual disability had

a psychiatric diagnosis including 46.5% of

ICF/MR residents and 29.9% of HCBS recipients.

Psychiatric diagnoses were less common among

individuals with severe and profound intellectual

disability (29.2% and 16.6%, respectively).

Although prevalence of psychiatric diagnosis was

substantially higher for ICF/MR residents of all

levels of intellectual disability except severe, the

overall reported prevalence of psychiatric

diagnoses among HCBS and ICF/MR residents

was quite similar (30.8% and 33.6%, respectively).

This relates to the much higher percentage of

HCBS recipients with mild intellectual disability

in which the prevalence of reported psychiatric

diagnosis is considerably higher (39.0% for

sample members with mild intellectual disability

and 26.3% for all others).

Psychiatric Diagnosis and Challenging

Behaviors 

Table 3 shows frequencies of reported

challenging behavior among HCBS and ICF/MR

recipients with and without psychiatric diagnosis.

The challenging behaviors shown (self-injury,

disruptive behavior and uncooperative behavior)

are ones of particular significance to the level of

staff attention provided to individuals receiving

long-term services and supports. Persons with a

psychiatric diagnosis in their records consistently

were reported to have higher levels of challenging
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TABLE 4. PERCENTAGE OF HCBS AND ICF/MR RECIPIENTS WITH AND WITHOUT

                               DUAL DIAGNOSES TAKING PRESCRIBED MEDICATION FOR MOOD, ANXIETY

                               AND/OR BEHAVIOR DISORDERS IN SIX STATES

CHARACTERISTICS

HCBS ICF/MR Total

Dual ID Only Total Dual ID Only Total Dual ID Only Total

Mood Disorder1 (N=664) (N=1430) (N=2074) (N=186) (N=369) (N=555) (N=830) (N=1799) (N=2629)

No Medications 30.1% 79.8% 64.4% 33.9% 81.0% 65.2% 31.0% 80.0% 64.4%

Takes Medications 69.9% 20.2% 35.6% 66.1% 19.0% 34.8% 69.0% 20.0% 35.6%

Anxiety Disorder2 (N=627) (N=1431) (N=2056) (N=184) (N=369) (N=552) (N=811) (N=1799) (N=2610)

No Medications 47.0% 84.9% 73.4% 63.0% 87.2% 79.2% 50.7% 85.4% 74.6%

Takes Medications 53.0% 15.1% 26.6% 37.0% 12.8% 20.8% 49.3% 14.6% 25.4%

 Behavioral Disorder3 (N=627) (N=1439) (N=2066) (N=184) (N=367) (N=551) (N=811) (N=1806) (N=2617)

No Medications 46.1% 81.0% 70.4% 41.3% 79.0% 66.4% 45.0% 80.6% 69.5%

Takes Medications 53.9% 19.0% 29.6% 58.7% 21.0% 33.6% 55.0% 19.4% 30.5%

Medication for Any of
Above4

(N=656) (N=1454) (N=2110) (N=189) (N=370) (N=559) (N=845) (N=1824) (N=2669)

No Medications 13.1 % 67.9% 50.9% 13.2% 69.7% 50.6% 13.1% 68.3% 50.8%

Takes Medications 86.9% 32.1% 49.1% 86.8% 30.3% 49.4% 86.9% 31.7% 49.2%

P (1)=477.56, p<.001; P (1)=319.79, p<.001; P (1)=254.66, p<.001; P (2)=542.61, p<.0011 2 2 2 3 2 4 2

behavior (p<.001). These differences were

consistently evident across all three behavioral

categories and in both HCBS and ICF/MR

programs. Only 28.1% of persons with psychiatric

diagnosis in the combined HCBS and ICF/MR

sample were reported to exhibit none of the three

categories of challenging behavior monthly or

more often as compared with 55.5% of individuals

without a mental health/psychiatric diagnosis.

Medications for Mood, Anxiety and Behavior

Table 4 summarizes the percentages of HCBS

and ICF/MR recipients with and without

psychiatric diagnoses using  prescr ibed

medications for three types of disorders (mood,

anxiety and behavioral). It also summarizes the

proportions of recipients with medications for any

one of these disorders. As expected, there was a

much higher percentage of prescribed

medications for persons with psychiatric

diagnoses in all three categories. About 69.0% of

persons with psychiatric diagnoses took

medications for mood disorders as compared with

20.0% of persons with no mental illness

diagnosis. About 49.3% of persons with

psychiatric diagnosis were prescribed medications

for anxiety as compared to 14.6% of those with no

mental health diagnosis. About 55.0% of persons

with psychiatric diagnosis were prescribed

medications for behavioral disorders as compared

with 19.4% of persons with no mental health

diagnosis. Altogether 86.7% of individuals with

psychiatric diagnosis were prescribed medication

for mood, anxiety or behavior as compared with

31.7% of all other HCBS and ICF/MR recipients.

A slight majority (50.8%) of all HCBS and ICF/MR

recipients took no prescribed medications for

mood, anxiety or behavior. Differences between

HCBS and ICF/MR program participants in the

uses of medications for mood, anxiety and

behavior within psychiatric diagnosis/no

psychiatric diagnoses groups were small with the
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exception of higher rates of prescriptions for

anxiety reported for HCBS recipients with

psychiatric diagnosis (53.0% as compared with

37% among ICF/MR recipients). Overall use of

medication among HCBS and ICF/MR recipients

with and without psychiatric diagnosis for any of

the three conditions was remarkably similar.

Psychiatric Diagnoses and Residential

Experiences

Place of residence. Figure 1 shows the residential

settings of HCBS and ICF/MR recipients with and

without psychiatric diagnoses. In general it shows

that adults with psychiatric diagnosis were

considerably more likely than others to live in

congregate care settings (67.3% as compared with

53.5%). An estimated 57.9% of HCBS recipients

with psychiatric diagnosis were living in agency-

operated congregate settings as compared with

41.8% of persons with intellectual disability only.

People with psychiatric diagnosis in the sample

were also notably less likely to be living with

parents or other family members. An estimated

9.0% of persons with psychiatric diagnoses in the

entire sample and 11.6% of those receiving HCBS

lived with parents or other family members. This

was substantially less than the 22.1% of persons

with intellectual disability only in the whole

sample and 27.7% of HCBS recipients who were

living with family members. The differences in

residences of persons with and without

psychiatric diagnoses were statistically significant

(P 84.04, p<.001). 2=

Residential satisfaction and experiences. Persons

with psychiatric diagnoses reported different

levels of satisfaction with and control of the

residential experiences than did persons with

intellectual disability only. Including only sample

members who were determined to respond reliably

(1,924 of 2,720 individuals), persons with

psychiatric diagnosis expressed lower levels of

satisfaction with the places in which they lived

than did persons with intellectual disability only.

Specifically, 16.0% of the former and 8.6% of the

latter expressed complete or partial dissatisfaction

with where they lived (P =24.30, p<.001). Factors2

affecting higher rates of dissatisfaction among

persons with psychiatric diagnosis may have been

the higher proportions who reported that they

sometimes or usually felt afraid at home (28.2%

and 17.5%, respectively; P =29.51, p<.001),2

and/or that they had no role in choosing where

they lived (37.2% and 29.9%, respectively;

P =7.94, p<.01).2

Psychiatric Diagnosis, Self-Determination and

Community Inclusion

The personal choice, support-related choice

and community integration scales were employed

to assess the self-determination and community

participation of individuals with and without

psychiatric diagnosis.

Psychiatric diagnoses and personal choice in daily

activities. There were 2,542 sample members who

had complete data on the presence of a

psychiatric diagnosis, level of intellectual

disability and personal choice subscale scores.

These included 826 individuals (32.5%) with

psychiatric diagnosis. Table 5 summarizes

findings on the association between psychiatric
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TABLE 5. PERSONAL CHOICE BY PERSONS WITH AND WITHOUT DUAL DIAGNOSIS

                                RECEIVING HCBS AND ICF/MR SERVICES BY LEVEL OF INTELLECTUAL

                                DISABILITY IN SIX STATES

DIAGNOSIS
LEVEL OF INTELLECTUAL DISABILITY

Mild Moderate Severe Profound Total

ID Only 1.60 1.39 1.06 .68 1.25

Dual Diagnosis 1.48 1.27 1.06 .55 1.27

Total 1.55 1.35 1.06 .65 1.25

Effects: Level of ID (F[3,2542]=321.159***); Dual Diagnosis (F[1,2542]=15.637***;  Level of ID P Dual Diagnosis
(F[3,2542]=1.625)

Significance Test:
Level of ID:  Mild > Moderate***; Mild > Severe***; Mild > Profound***; Moderate > Severe***; 
Moderate > Profound***; Severe > Profound***
Dual Diagnosis:  There was a significant difference between ID only and dual diagnosis.***  There was no
interaction effect between level of ID and dual diagnosis.

Note: The sample size is 1,043 for those with mild disability, 603 for those with moderate disability, 407 for
those with severe disability, and 489 for those with profound disability, with 1,716 of those with ID only and
826 for those with dual diagnosis. Significance test is based on Bonferroni method.

*p<.05 (two-tailed),**p<.01, ***p<.001

diagnosis and personal choice subscale scores.

While the overall means of daily decision-making

by persons with and without psychiatric

diagnoses were not statistically different (1.27%

and 1.25%, respectively), within the various levels

of intellectual disability, persons with psychiatric

diagnoses reported significantly less control over

their daily decisions (p<.001). As with other

outcomes, less severe intellectual disability was

associated with greater participation in decision-

making. The consistently lower amounts of

decision-making by persons with psychiatric

diagnosis within levels of intellectual disability,

but equal amounts of  overall decision-making,

reflects the higher rates of dual diagnosis among

persons with mild and moderate intellectual

disability.

Psychiatric diagnoses and support-related choice.

There were 2,542 individuals in the sample who

had complete data on the presence of a

psychiatric diagnosis, level of intellectual

disability and the support-related choice scale

scores. These included 826 (32.5%) individuals

with a psychiatric diagnosis and 1,716 individuals

with none. Table 6 summarizes findings on the

association of support-related choice subscale and

psychiatric diagnosis within categories of

intellectual disability (persons indicated to have

no intellectual disability were included in the

“mild” category). As shown, there was a

statistically significant lower overall participation

in support-related choice by level of intellectual

disability, but not by the presence of a psychiatric

diagnosis. Specifically, controlling for level of

intellectual disability, persons with dual

diagnoses were no more or no less likely to make

or participate in support-related choices.

Psychiatric diagnosis and community inclusion.

Table 7 summarizes findings on the association of

community inclusion “scores” for persons with

and without psychiatric diagnosis within

categories of intellectual disability. As shown,

community inclusion was lower for persons with

profound intellectual disability than for persons in

the mild, moderate and severe levels of

intellectual disability (p<.001) and lower for

persons  with severe intellectual disability than

for persons with moderate intellectual disability
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TABLE 6. SUPPORT-RELATED CHOICE BY PERSONS WITH AND WITHOUT DUAL DIAGNOSIS

                         RECEIVING HCBS AND ICF/MR SERVICES BY LEVEL OF INTELLECTUAL

                         DISABILITY IN SIX STATES

DIAGNOSIS
LEVEL OF INTELLECTUAL DISABILITY

Mild Moderate Severe Profound Total

ID Only .99 .86 .62 .35 .75

Dual Diagnosis .93 .76 .60 .38 .78

Total .97 .83 .61 .35 .76

Effects: Level of ID (F[3,2542]=137.484***); Dual Diagnosis (F[1,2542]=2.526);  Level of ID P Dual Diagnosis
(F[3,2542]=1.354)

Significance Test:
Level of ID: Mild > Moderate***; Mild > Severe***; Mild > Profound***; Moderate > Severe***; Moderate >
Profound***; Severe > Profound***
Dual Diagnosis:  No significant differences were found between ID only and dual diagnosis.  There was no
interaction effect between level of ID and dual diagnosis.

Note: The sample size is 1,043 for those with mild disability, 603 for those with moderate disability, 407 for
those with severe disability, and 489 for those with profound disability, with 1,716 of those having ID only and
826 having dual diagnosis. Significance test is based on Bonferroni method.

*p<.05 (two-tailed), **p<.01, ***p<.001

(p<.05). Controlling for level of intellectual

disability, there was a small tendency for persons

with psychiatric diagnosis to have lower

community inclusion subscale scores than

persons with intellectual disability only.

Unfortunately, the community inclusion scale

included only the variety of settings in which

sample members participated and not the

frequency, perhaps a better indicator of actual

community inclusion.

DISCUSSION

This study was based on a large random,

multi-state sample of nearly 3,000 service

community and institutional service recipients

with intellectual disability. Analysis of these data

set confirmed the estimate of Reiss  that among16

adults receiving publicly funded services and

supports, the prevalence of psychiatric diagnosis

is between 30% and 40%, specifically yielding an

estimate that 31.4% of adults with intellectual

disability participating in HCBS and ICFs/MR

also have a formal psychiatric diagnosis. The

study confirmed that psychiatric diagnoses are

much more likely to be given to persons with mild

and moderate intellectual disability, even though

the frequency of challenging behavior within the

same sample was less frequently reported for

persons with mild and moderate intellectual

disability (P =33.4, p<.001). It was notable with2

regard to level of intellectual disability among

sample members that at all levels of intellectual

disability, except “severe,” there was a higher

prevalence of psychiatric diagnoses in Medicaid

institutional settings (ICF/MR) than in HCBS-

financed services. Still, because of the

substantially greater proportion (80%) of HCBS

recipients in the total sample (reflecting almost

exactly the national distribution), the actual

number of persons with psychiatric diagnoses

rece iv ing  HCBS-f inanced  serv ices  was

substantially greater than those receiving ICF/MR

services. This was true at all levels of intellectual

disability except “profound,” in which the overall

prevalence of psychiatric diagnosis (16.6%) was

less than half that of all other members of the

sample (34.9%). Clearly, larger specialized

placements of persons with psychiatric diagnoses
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TABLE 7. COMMUNITY INCLUSION OF PERSONS WITH AND WITHOUT DUAL DIAGNOSIS

                            RECEIVING HCBS AND ICF/MR SERVICES BY LEVEL OF INTELLECTUAL

                            DISABILITY IN SIX STATES

DIAGNOSIS
LEVEL OF INTELLECTUAL DISABILITY

Mild Moderate Severe Profound Total

ID Only 1.56 1.56 1.49 1.40 1.51

Dual Diagnosis 1.49 1.51 1.49 1.35 1.48

Total 1.53 1.54 1.49 1.39 1.50

Effects: Level of ID (F[3,2542]=18.591***); Dual Diagnosis (F[1,2542]=5.993*;  Level of ID P Dual Diagnosis
(F[3,2542]=.933))

Significance Test:

Level of ID: Mild > Profound***; Moderate > Severe*; Moderate > Profound***; Severe > Profound***

Dual Diagnosis:  There was a significant difference between ID only and dual diagnosis.*  There was no
interaction effect between level of ID and dual diagnosis.

Note: The sample size is 1,043 for those with mild disability, 603 for those with moderate disability, 407 for
those with severe disability, and 489 for those with profound disability, with 1,716 of those having ID only and
826 having dual diagnosis. Significance test is based on Bonferroni method.

*p<.05 (two-tailed), **p<.01, ***p<.001

are decreasingly common, and yet when

compared with persons with intellectual disability

only, controlling for level of intellectual disability

which is independently associated with type of

residential placement, persons with psychiatric

diagnosis are more likely to be living in congregate

settings, settings which they did not choose,

and/or settings which they do not like.

Sample members with psychiatric diagnoses

were more likely to exhibit challenging behavior

than were persons with intellectual disability only.

At the same time, the occurrence of relatively high

frequency, at least weekly challenging behavior,

was not notably higher for persons with

psychiatric diagnosis than for persons with

intellectual disability only: at least weekly self-

injury was reported for 3.5% and 3%, respectively;

at least weekly disruptive behavior was reported

for 23% and 14%, respectively; and uncooperative

behavior was reported for 24% and 15%,

respectively. The relatively similar rates of

challenging behavior may be associated with

considerably higher rates of medication use for

behavioral, anxiety and mood disorders among

persons with psychiatric diagnoses. About 87% of

all sample members with psychiatric diagnoses

received one or more medications for behavior,

anxiety or mood as compared with 32% of persons

with intellectual disability only. 

Self-determination, as defined by the extent of

involvement in everyday choices and activities and

in service-related decisions, was on average

statistically equal for persons with and without

psychiatric diagnosis. However, controlling for

level of intellectual disability, people with

psychiatric diagnoses experienced substantially

less choice than people with intellectual disability

only in their daily activities. This may in part be

associated with the tendency for people with

psychiatric diagnosis to reside in congregate care

settings of seven or more residents in which

personal choice was lower than in homes of 1, 2-3

and 4-6 residents within each level of intellectual

disability (F[3,2087]=40.82, p<.001). 

While sample members with psychiatric

diagnosis were living somewhat more restricted

lives than persons with intellectual disability only

(more often in ICFs/MR, having less personal
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choice), they were experiencing opportunities for

physical and social integration at levels not

notably dissimilar to those of peers with

intellectual disability only. Although the variable

assessing community integration in this data set

was limited by its measuring the variety of

settings in which people participated rather than

the frequency of participation, the similarities in

community integration of persons with and

without psychiatric diagnosis may be viewed as a

positive benefit of increased attention to quality of

life as well as quality of medical and psychological

treatment for persons with psychiatric diagnosis.

In spite of many advances in the provision of

services to individuals with intellectual

disabilities, there continue to be inequities with

regard to the life experiences of those with co-

occurring intellectual disability and mental health

needs. There are a number of policy implications

to this finding. There is a high prevalence of

mental health needs for individuals with

intellectual disability who receive waiver services.

Therefore, better ways to meet the behavioral

health needs of service users through the

Medicaid waiver are warranted. The analysis

indicates that persons with intellectual disability

and mental health needs are more likely to live in

larger congregate settings with less personal

choice. This requires further attention since such

circumstances may contribute to and increase the

likelihood of problem behavior. This attention

should include the development and evaluation of

more personalized and less controlling

environments for their contributions to improved

service outcomes. The need for mental health

services, including access to appropriately

prescribed and monitored medications, suggests

that close cross systems collaboration between

developmental disabilities and mental health

service systems is needed in order to successfully

support individuals with intellectual and mental

health disabilities in the community service

systems. Such collaborations must be built on

shared commitment, to avoid the segregated

settings that will further reduce the choices

offered to people with intellectual disability and

mental health needs. 
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