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B |ntroduction

The U.S. Supreme Court made alandmark decision on
June 22, 1999 by ruling in Olmstead v. L.C. that under
the Americans with Disabilities Act (ADA), institu-
tionalization of a person with a disability who, with
proper support, would be able to and would choose to

live in the community is unjustifiable discrimination.
This decision opens new opportunities for people with
disahilities to live in the community, regardless of the
severity of their intellectual disability, menta illness,
or medical/health conditions. It also raises questions
about the nature and quality of health services available
in the community to persons who might otherwise be
institutionalized.

The immediate impact of the decision isfor people
with disabilities who currently live in institutional set-
tings. In 2001, the General Accounting Office (GAQ)
estimated that at least 1.8 million people with disabili-
tiesare being served in institutional settings (GAO,
2001). Of this 1.8 million, 1.6 million individuaslive
in nursing homes; 106,000 livein ingtitutions for people
with intellectual and other developmental disabilities;
and 57,000 reside in state and local facilitiesfor
individuals with mental illness (GAO, 2001).

The decision also affects people who are living in
the community but are at risk of institutionalization.
The number of such peopleisdifficult to establish.
However, the GAO estimated that nationwide, “...2.3
million adults of all ageslived in home or community-
based settings and required considerable help from
another person to perform two or more self-care
activities’ (GAO, 2001, p. 7).
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With the long-standing demands to live in the
community coupled with the backing of the Olmstead
ruling, states are faced with the challenge of providing
community servicesto all persons with disabilities.
For people with intellectual disabilitiesand allied
medical and health conditions, the provision of com-
munity services could be difficult.

A decade ago we conducted a literature review that
analyzed existing research on health needs of people with
intellectual disabilities and possible barriersto integra-
tion in the community, and found there were barriers
to the provision of services to people with intellectual
disabilities and allied medical conditions (Hayden &
DePaepe, 1991). Some people had unmet medical
needs, and the availability of and access to community
health services was problematic for others. However,
findings also indicated that persons with significant
medical conditions are living in community settings,
and medical supports can be and are being provided to
community members with complex medical needs.

In light of the Olmstead decision and the age of
the last literature review in the area of health needs of
people with intellectual disabilities and allied medical
conditions, aliterature review was conducted to update
the original review. It examined al identifiable
literature on health status, utilization patterns of health
care, and health care outcomes of persons with intel-
lectual and other developmental disabilities. We
believe this update will be useful in informing state
and federal policymakersin their future decisions.

® Method

Research studies and reports for this review were
identified by four means. First, a computer search was
conducted of the Psychological Abstracts and ERIC
databases from 1989-2001 using appropriate descrip-
tors (e.g., medical conditions, health status, utilization
patterns, level of care needs, heath-related outcomes,
adults, intellectual or developmental disabilities,
mental retardation, community, institutions,
deinstitutionalization). Second, requests were made to
al state developmental disabilities planning councils,
University Centersfor Excellence in Developmental
Disabilities (formally called University Affiliated
Programs), and state directors of mental retardation/
developmental disabilities programs. Requests were
made for any related reports or studies that the agen-
cies may have conducted that addressed the following

topical areas: (a) medical conditions, (b) health status,
(c) utilization patterns, (d) level of care needs, and (€)
health-related outcomes. In addition, the “ancestry
approach” was used to identify other studies from the
reference lists of previously identified studies. Finaly,
amanual review was conducted of all articles pub-
lished in related journals from 1989-2001.

Eighteen studies and reports met one or more of
the criteria. The criteriaincluded the following:

a.Described the medical conditions, health status,
health care access, health care outcomes, utilization
patterns, and levels of care needed by groups of
individuals with intellectual disabilities and related
conditions who lived in institutional and community
settings, or who lived in different community
settings, or who lived in institutions and were
recommended for community placement; and/or

b.Compared the medical conditions, health status,
utilization patterns, level of care needed, and health-
related outcomes of persons who moved to the
community with their counterparts who lived in
institutions and remained at those facilities; and/or

¢. Included types of medical care and services needed
to retain persons with intellectual disabilities and
medical needs in the community; and/or

d.ldentified barriers that inhibit the provision of
community-based medical care and services; and/or

e.Made recommendations for improving the commu-
nity medical care and related health services.

B Results

Overview of Tables

The 18 studies are summarized in Tables 1-3 (see pp
10-17). Four of the 18 studies are cited twice in the tables
because they provided information related to people
who only lived in the community and to people living
in institutions and their counterparts living in the com-
munity. Table 1 summarizes four studies related to the
health status of individuals with intellectual disabilities
who reside in the community. Table 2 summarizes six
studies related to the health care outcomes and utiliza-
tion patterns of people with intellectual disabilities
who reside in the community. Table 3 summarizes 10
comparison studies related to health status, health care
access, and utilization patterns of people who residein
institutions versus those living in the community.
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Community Living: Health Status and Health
Care Access

Table 1 (pp 10-11) summarizes four descriptive
studies. One study examined the health status of
independently living adults and adults living in their
parental homes or community residences (Edgerton,
Gaston, Kelly, & Ward, 1994). The remaining three
studies examined previoudly institutionalized persons
who were living in the community at the time of the
study (Brown, 1998; Conroy, Lemanowicz, Feinstein,
& Bernotsky, 1991; Conroy, Seiders, & Y uskauskas,
1998). The level of intellectual disability for the
previoudly institutionalized individual s was either not
specified (Brown, 1998), indicated as “ mild”
(Edgerton et ., 1994), or ranged from “profound” to
“mild” (Conroy et al., 1991; Conroy et al., 1998). The
following summarizes each study’ s results:

* Brown, 1998. The status of people who were
discharged from state-operated congregate housing
and care facilities and who moved into new commu-
nity living arrangements were examined. Over four
years, dmost half of the respondents saw the overall
health of the movers asimproved. They aso indi-
cated that most respondents saw the quality of
medical services as better or unchanged. In addition,
they viewed the movers' overall welfare and well-

being as better. About 20% said the movers welfare

and well-being had not changed. Moreover, the
majority of respondents believed that accessto
special therapies and medical services had improved
since the individuals moved to the community.

e Conroy, Lemanowicz, Feinstein, & Bernotsky,
1991. Of the 569 subjects, 72.4% lived in group
homes that included four or more individuals. These
homes were either Intermediate Care Facilities for the

Mentally Retarded (ICFs-MR) (64.1%) or non-1CFs-

MR (35.9%). The remaining people lived in either
community living arrangements of three or fewer
people (22.3%); supervised, supported, or cooperative

homes (3.3%); or community training homes (2.0%).

Of the total number of subjects, respondents indicated
that nearly 2% would not survive without 24-hour
medical personnel in 1985 and 3.2% in 1990. In both
1990 and 1995, fewer than 6% had a life-threatening
condition that required rapid access to medical care.
Of the total number of subjects, 54.8% had no serious
medical needsin 1985 and 49.4% had none in 1990.
There was adight increase in the percentage of people
needing visiting nurse and/or doctor’ svisits from 1985

to 1990. The average number of medications received
each day increased from 1.6 in 1985 t0 1.9 in 1990.

Conroy, Seiders, & Yuskauskas, 1998. Of the 40
people in supported living settings, respondents indi-
cated that 18% of the subjects had amajor health
problem, 23% had seizures, 3% had a physica disabil-
ity, and 3% had a brain injury, yet 90% said their
genera health was good to excellent. Moreover, 36%
of the respondents said their health care was excellent
and 30% said hedlth care was very easy to obtain. The
median number of doctor visits was eight. Of the 981
individuals living in other community settings, 17%
had amagjor medical problem, 22% had seizures, 17%
had cerebral palsy, 15% had a physical disability, and
9% had a braininjury, yet 84% of the respondents
rated the subjects general health as good to excellent.
Additionally, 48% rated their health care as excellent
and 26% said their health care was very easy to
obtain. The median number of doctor visitswas 11.

Edgerton, Gaston, Kelly, & Ward, 1994. The
peoplein this study lived independently or in their
parental homes. There was considerable diversity in
health status and access to health care within each
group. Individuals who lived on their own tended to
have fewer physical disahilities and ailmentsthan their
counterparts. People who lived in residential facilities
or with relatives usualy had adequate health care pro-
vided for them, whereas individuals who lived more
independently had difficulty accessing health care.
The majority of people living with their familiesor in
congregate care residences had their health care needs
monitored by others. Everyone who lived indepen-
dently needed the assistance of a benefactor to make
the initial appointment or to maintain contact with
their physician or clinic. Individuals who lived inde-
pendently had difficulty determining when they needed
health care, communicating their needsto care provid-
ers, and understanding how to cooperate with the treat-
ment plan. Additionaly, they had difficulty locating
appropriate care. Few people received thorough phy-
sical exams. There was frequent failure of physicians
to order pap smears and mammograms for women and
to conduct prostate exams for men. The mgjority of
both groups had difficulty understanding medical ter-
minology and few could provide enough information
for even aminimally adequate medical history. Most
of the older individuals were not sufficiently literate to
follow written instructions, and few could remember
doctors' instructions well enough to carry them out.
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Community Living: Health Care Outcomes
and Utilization Patterns

Table 2 (pp 12-13) summarizes six descriptive studies on
health care outcomes and utilization patterns among
people living in the community. Three studies examined
individuals with intellectual disabilities but did not
specify the level of intellectual disability (Friedman,
Kastner, Pond, & O'Brien, 1989; Noll & Desmond,
1993; South Dakota, 1996). The remaining three studies
included people with “mild” to “profound” intellectual
disabilities (Conroy, 1995; Like & Spitalnik, 1992;
Spitalnik & Like, 1994). Four of the six studiesindicated
that people lived in the community, but did not specify
the type of living arrangements (Friedman et a., 1989;
Like & Spitanik, 1992; South Dakota, 1996; Spitalnik
& Like, 1994). Below are summaries of each study:

e Conroy, 1995. This study followed 520 class mem-
bers who moved from a state-operated institution to
the community. In 1995, follow-up data were collected
for 427 people. These 427 people had arange of
additional disabilities. These disabilitiesincluded
vision (44.3%), physical disabilities (40.7%), hearing
(10.8%), cerebral palsy (8.9%), feeding tube (8.7%),
autism (6.3%), and tracheotomy (0.5%). In 1990 and
1995, follow-up data were collected for 382 of the
520 class members. Of this number, 60.7% received
nursing servicesin 1990 and 30.6% said they
received nursing servicesin 1995. Additionaly, in
1990, less than 2% indicated they had “occasional or
frequent problemsin receiving medical services,”
and in 1995, 5.8% reported they had “ occasional or
frequent problems in receiving medical services.”

e Friedman, Kastner, Pond, & O’Brien, 1989.
Routine health care examinations found 20.3% of
the people had previously unrecognized hypothy-
roidism and 1.2% had previously unrecognized
hyperthyroidism. Twenty-six of the 66 individuals
were found to have positive antimicrosomal, anti-
thyroglobulin and/or antibody test results. There was
a higher than expected number of people under 30
years of age with autoimmune hypothyroidism.

» Like & Spitalnik, 1992. This descriptive study
documented the health services utilization of a group
of 80 adults with intellectual disabilities and associated
developmental disabilities who had received their
primary care at afamily practice center in New
Brunswick, New Jersey. There were atotal of 346
family practice visits made by the 80 participantsin

the study. Additionally, the study participants had 550
clinical laboratory tests of which 84.7% included blood
chemistry tests, hematology tests, automated blood
chemistry profiles, urine analyses, and immunol ogy
tests. The median number of family practice clinic
visits per person was four. People ages 21-44 ac-
counted for 78.6% of the visits. The median humber
of visitsfor people ages 21-44 was four and for people
ages 45-73 was six. People with mild intellectual
disabilities accounted for 35.8% of the visits, those
with moderate intellectual disabilities accounted for
36.4% of the visits, and those with severe/profound
intellectual disabilities accounted for 24.9% of the
vigits. The median number of visitsfor both individuals
with mild intellectual disabilities and with moderate
intellectual disabilities was four, and for those with
severe/profound intellectual disabilities was three.

Noll & Desmond, 1993. This study involved people
who lived in arange of congregate, community homes.
Of the 256 participants, 97% had a primary care
physician, 99.6% saw the physician within the past two
years, and 80% saw the physician in a private office.
Within the past two years, 61% of the people saw an
ophthalmologist, 31% saw a psychiatrist, 27% saw a
neurologist, 17% saw an orthopedist, 14% saw a
dermatologist, and 4% saw a cardiologist. People rated
the quality of their overall medical care between
good and excellent. Providers seen in private office
settings were rated higher than those seenin aclinic.

South Dakota, 1996. This study examined the status
of 75 adults who were discharged from a state-
operated facility to the community. Of the 75 adults,
no one experienced significant health concernsas a
result of moving to the community. The weights of
many people fluctuated. For those who lost weight,
they remained within their ideal weight range. Three
people received gastronomy tubes. Six months after
the move, there had been 18 visits to the emergency
room, 15 to the hospital, and 2 to the clinic.

Spitalnik & Like, 1994. Of the 71 participantsin
the study, there were 371 family practice visitswithin
one year. Of the 550 clinical laboratory tests, 84.7%
included blood chemistry tests, hematol ogy tests,
automated blood chemistry profiles, urine analyses,
and immunol ogy tests. The median number of visits
per person was five. People ages 21-44 years old
accounted for 81.1% of the visits. The median
number of visits for people ages 21-44 was 5 and for
people ages 45-73 was 4.5. People with mild intel-
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lectual disabilities accounted for 42.9% of the visits,
people with moderate intellectual disabilities ac-
counted for 29.1% of the visits, and people with
severe/profound intellectual disabilities accounted for
28% of the visits. The median number of visits for
individuals with mild intellectua disabilities was four.
For their counterparts with moderate intellectual
disabilities, the median number of visits was five,
and for people with severe/profound intellectual
disabilities, the median number of visits was three.

Community Living: Comparison of Health
Care Outcomes and Utilization Patterns

Table 3 (pp. 14-17) summarizes studies that compared
the health care outcomes and utilization patterns of
people who reside in institutions and the community.
Four studies compared movers to stayers (Brown &
Bretting, 1998; Conroy, Lemanowicz, et a., 1991;
Conroy, Seiders, et al., 1995; Conroy, Seiderset al.,
1998). Two studies compared the health status, health
care access, and utilization patterns of a group of
individuals at the time they lived in an ingtitution to
one year after they moved to the community
(Litzinger, et al., 1993; Tyler & Bourguet, 1997).
Three studies compared people who currently lived in
an ingtitution to those who lived in some type of
community residence (Lakin, Anderson, Hill,
Bruininks, & Wright, 1991; Rimmer, Braddock, &
Fujiura, 1993; Rimmer, Braddock, & Marks, 1995).
One study compared people from the general popula-
tion to those who lived in an institution, in an Interme-
diate Care Facility for the Mentally Retarded (ICF/
MR), and with their families (Rimmer, Braddock, &
Fujiura, 1994). Although all of the studies indicated
that participants had an intellectual disability, two did
not specify the level of intellectual disability (Brown
& Bretting, 1998; Conroy, Lemanowicz et al., 1991).
Thelevel of intellectual disability among individuals
from the other studies ranged from “borderline/mild”
to “profound.” Below are the summaries:

e Brown & Bretting, 1998. Few individuals reported
that they chose their own doctor in either setting.
Over time, more community residents saw a doctor
they liked. Movers consistently indicated that they
saw a doctor when needed. Of the peopleliving in
the community, 67-74% reported that their doctor
always spent enough time with them. People living
in both settings indicated that their doctor aways
helped them. Staff knowledge about health and

medical needs was rated as excellent or acceptablein
both settings, although a greater percentage of post-
move staff members exhibited an excellent level of
knowledge.

Conroy, Lemanowicz, et al., 1991. Adultsliving in
institutions and in the community indicated that, on
the average, they had received a general medical
examination within the previous six months. Movers
and stayers were equally in need of health carein
1985 and 1990. There were no changesin medical
needs over time for either group. There were also no
differences between groupsin the average numbers
of medications received each day.

Conroy, Seiders, et al., 1995. Respondents were
asked, “In general, how isthis consumer’s health?’
Responses ranged from 1 (very poor) to 5 (excel-
lent). The average score for peopleliving in the
institution was 3.74 and for their counterparts living
in the community was 3.86. The average number of
illnesses in the past 28 days for both stayers and
movers was less than one. The average score for
general health status in 1995 was three times higher
for stayers than movers. Respondents were also
asked to rate the quality of health care on afive-
point Likert scale (1 = very poor; 2 = poor, 3 = fair,
4 = good, and 5 = excellent). On the average, people
living ininstitutions rated primary physician services
(4.13), nursing services (4.19), services during an
acuteillness (4.47), emergency care (4.38), and
inpatient hospital care (4.19) as “good.” On the
average, individuals living in the community typi-
cally rated primary physician services (4.00),
nursing services (4.17), services during an acute
illness (3.94), emergency care (3.76), and inpatient
hospital care (3.66) as “good” or dlightly less than
“good.” For stayers, the average number of doctor
contacts for acuteillnesswas 2.4 in 1994 and 3.2 in
1995, for normal preventive care the average number
contactswas 12 in 1994 and 11.5in 1995, and for
specialists the average number was 4.2 in 1994 and
5.2in 1995. For movers, the average number of
doctor contacts for acute illnesswas 1.3 in 1994 and
1.5in 1995, for normal preventive care the average
number contactswas 5.7 in 1994 and 6.3 in 1995,
and for specialists the average number was 5 in 1994
and 5.7 in 1995. The average person living in an
institution saw a physician 19.9 timesin 1995 and
18.6 timesin 1994, compared to 13.5 timesin 1995
and 12 timesin 1994 for the average individual
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living in the community. Further examination of
these findings indicated that both groups were
roughly similar in the frequency with which they
saw specialists and physicians for an emergent
illness. Both groups were equally likely to be seen
by a specialist. However, people living in the
ingtitution had more visits for preventive care than
those living in the community. They saw a doctor
twice as often as their community counterparts for
acute illnesses. The average number of hospital
admissionsin 1994 and 1995 was |less than one for
both stayers and movers. The average number of
emergency room visitsin the previous year was a so
less than one.

Conroy, Seiderset al., 1998. Nearly 17% of the
movers and 34.8% of the stayers had major medical
problems: 15.9% of the movers and 12.4% of the
stayers had cerebral palsy, 21.2% of the movers and
31.2% of the stayers had seizures, 8.2% of the
movers and 12.8% of the stayers had a brain injury,
and 13.7% of the movers and 23.3% of the stayers
had a physical disability. Respondents were asked to
rate the quality of health care on afive-point Likert
scale (1 = very poor; 2 = poor, 3 = fair, 4 = good,
and 5 = excellent). The average score of general
health for stayerswas 3.7 and for movers4.1. The
average number days of illnessin the previous 30
daysfor stayerswas 1.2 and for movers the average
number days was nearly 1. The average score on
“how easy it wasto find health care” was 3.7 for
movers. Over 92% of the movers had a primary
physician. The average score for “how good is the
health care” for stayerswas 4.7 and 4.4 for movers.
The average number of doctor visitsin the previous
year for stayers was 52.4 and 13.5 for movers. The
percent of normal care visitsin the past years for
stayers was 94.6% for stayers and 97.2% for movers;
the percent of acute visits was 48.5% for stayers and
21.3% for movers. The percent of stayers and
movers who were admitted to a hospital in the
previous year was 14.6% and 11.5%, respectively.
The average number of hospital admissionsin the
past year for stayers and movers was less than .50.

Lakin, Anderson, et al., 1991. This study compared
health conditions and health service use among a
nationally representative sample of 370 individuals
62 years or older in 235 residential settings. Respon-
dents were facility staff or administrators who had
known the individual for six months and knew the

individual well. Researchers found no facility-
related differences in the prevalence of high blood
pressure, arthritis, and heart disease. The state
institution residents had significantly higher preva-
lence of neurological disorders, respiratory disor-
ders, back problems, and muscle atrophy/
contractures than did individuals living in other
types of facilities. In the previous month, 46.1% of
the peopleliving in foster care, 52.9% residing in
group homes, 67.8% living in large private facilities,
and 93.7% residing in state-operated institutions
were visited by anurse. In the previous year, a
physician visited 7.1% of the people living in foster
care, 7.7% residing in group homes, 9.6% living in
large private facilities, and 18.3% residing in state-
operated institutions. The number of hospitalizations
over the previous year was not significantly different
across facilities nor were there significant differ-
ences in health-related limitations.

Litzinger, et al., 1993. Investigators from this study
compared the health status of a group of adults who
lived in an ingtitution to their health status one year
out of the ingtitution. They were considered to be
“medicaly fragile’ and to have “complicated seizure
disorders.” Most were on multiple medications, and
afew took barbiturates. The smplification of anti-
convulsants, early intervention for seizures, and
improved staff education resulted in fewer seizures,
adecrease in emergency room visits, and an in-
creased level of functioning.

Rimmer, Braddock, & Fujiura, 1993. Of the 364
peoplein this study, 27.5% of the men and 58.5% of
the women were obese. When the type of living
arrangement was compared, researchers found that
16.5% of the people living in the institutions, 50% of
those living in ICFSMR, 40.9% of the individuals
living in group homes, and 55.3% of personsliving
with their family were obese. When level of intellec-
tual disability was compared, 46.5% of the people
with mild retardation, 53.2% of those with moderate
retardation, and 29.4% of those with severe/pro-
found retardation were obese.

Rimmer, Braddock, & Fujiura, 1994. Researchers
found that adults with mild to severe intellectual
disabilities had cardiovascular risk profiles similar to
those without intellectual disabilities. However,
people living in group homes and natural family
settings tended to have higher “at risk” rates, de-
pending on the risk factor and gender.
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e Rimmer, Braddock, & Marks, 1995. People living
in ingtitutions had lower body weights, lower body
mass indexes (BMIs), lower percent body fat levels,
lower total cholesterol and low-density lipoprotein
cholesterol (LDL-C) levels, lower triglycerides
(TG), and alower ratio of total cholesterol to high-
density lipoprotein cholesterol (HDL-C) than their
counterparts living in group homes and natural
family settings. Although the overall use was low
across al groups, people living in group homes
smoked more, drank more acohol and coffee, and
exercised less than those living in institutions and
with their families.

» Tyler & Bourguet, 1997. In thefirst year following
amove from an institution to a group home, each
person averaged 6.6 office visits to afamily physi-
cian. Once in the community, physicians identified
newly major health problems (e.g., chronic persis-
tent hepatitis due to hepatitis B, dysphagia, acid
peptic disease, gastroesophageal reflux disease,
absence seizures, primary degenerative dementia,
bronchiectasis, and idiopathic iridocyclitis). Addi-
tionally, significant changesin pharmacotherapy
occurred. For example, anti-convul sants were
initially prescribed for five people: two received
triple-drug therapy, two received two-drug therapy,
and one received one-drug therapy. One year later,
with no worsening of seizure control, no one re-
quired triple-drug therapy, two people received two-
drug therapy, and three individuals received one-
drug therapy. Moreover, health maintenance prac-
tices included hepatitis B immunization, cholesterol
determinations, smoking cessation counseling, and
calcium supplementation.

B Discussion

Several methodological limitations among the studies
[imit the conclusions about health status, utilization
patterns, and health care outcomes. The magjority of the
studies did not utilize matched comparison or control
groups; rather, several studies conducted either
medically related pre-post-measures or followed
subjects over aperiod of time. In addition, group
formation and subject selection also varied across
studies. Representativeness of the subject samples
studied and criteriafor inclusion in the samples were
variable, since groups typically constituted naturally

assembled collectives. Moreover, avariety of instru-
ments and informants were utilized to obtain medical
information, which made comparison across studies
difficult. Finally, several researchers utilized inter-
views or questionnaires that they developed for their
particular study, and it is unknown whether these
instruments were tested for psychometric soundness.
The studies contained within the literature review
were descriptive and comparative in nature. These
types of studies alow the reader a brief look at the

lives of individuals at one point in time. However, they

do not allow identification of factors that influence
health-related outcomes, nor an examination of what
factors operate in combination with one ancther as
broader factors or as multiple predictorsin discrimi-
nating among groups or persons with different living
experiences.

Overall, the descriptive studies indicated that the
health of people with intellectual disabilities who
moved from an institutional setting to the community
improved. Additionally, medical services received
were rated as being either better or unchanged and
access to services improved. One study noted that
previousy undiagnosed medical conditions were
identified in the community. However, one study
found that people living in community residences or
with relatives had adequate health care and access to

medical services where their counterparts who lived on

their own had difficulty obtaining and accessing
services (Edgerton et al., 1994).
The findings from the comparative studies were

consistent with those from the descriptive studies. The

overall health of institutionalized people and their
counterparts who lived in the community was un-

changed or improved after leaving institutions. Access

to services was considered timely and appropriate.
Medical services received were rated as being either
better or unchanged. Moreover, as people obtained
more personal independence they tended to have
higher “at risk” rates for cardiovascular profiles and
for unhealthy lifestyles.

Consistent with the previous literature review
(Hayden & DePagpe, 1991), personswho resided in
state institutions utilized health services and profes-
sionals more frequently than those who lived in the
community. Whether thisis the result of the medical
conditions of persons who reside in institutions
regquiring more frequent medical care and monitoring
than those of persons who live in the community, or
whether people see health professionals more often
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because the health professionals work on site, remains
unclear. Researchers have suggested that the higher
medical service use by people in institutions may be
related to either “ administrative procedures’ (Silverman,
Silver, Lubin, Zigman, Janicki, & Jacobson, 1984) or
the organizational differences within the service
delivery models unutilized in those facilities (Lakin et
al., 1991). However, a conclusive determination of the
precise factors that are responsible for this higher
service use has not been made at thistime.

The findings from this literature review are consis-
tent with those of the previous one conducted by
Hayden and DePaepe (1991). Findings reflect the fact
that the outcome data reported across studies was
general and variable; as aresult, it was difficult to draw
direct conclusions from these noncomparable mea-
sures. Yet there is evidence to indicate that (a) there are
individuals with varying degrees of intellectual disabil-
ity and medical care needs living in the community, (b)
people with significant medical conditions can be
placed and maintained in more normalized community
settings, and (¢) medical supports can be and are being
provided to people with intellectua disabilitiesand allied
medical conditionsto enable them to live in the commu-
nity. However, some people had unmet medical needs,
and the availability of and access to community-based
services was problematic for others. These contradic-
tory findingsindicate that it is possible to serve people
with intellectual disabilities who have medical prob-
lems in the community, but the service delivery system
has room to make improvements. Until improvements
are made within the medical service delivery system, it is
important for advocates to acknowledge there are
barriers to the provision of medical care and services,
to address the barriers to the provision of community
medical care and services, to determine what services are
needed, and to devel op strategies and assurances that
quality medical care is available in the community.

The task for human service administrators and
advocatesin light of the Olmstead decision isto plan,
coordinate, and monitor comprehensive medical services
to individuals with intellectual disabilities, regardless
of wherethey live. In relation to the community medical
service system, advocates, particularly those with
disahilities, hedlth providers, service adminigtrators, and
researchers need to work together to examine (a) the
rel ationship between the type of community living setting
and the quality of health care received and access to
health care, (b) how to improve health professionals
abilitiesto explain medical terminology to people with

intellectual disabilities, (c) how to provide amedical
history to people with intellectual disabilities that they
can share with their doctors, and (d) methods that will
help people with intellectual disabilities to understand
written instructions and recall doctors’ instructions.
Second, professionals need to evaluate the person’s
medical needs and to develop a comprehensive plan that
will meet the individual’ s needsin the community. Third,
states need to coordinate services within and across
agencies and professional s for cost-containment purposes
and to increase the dissemination of information. Fourth,
state mental retardation/developmental disabilities
agencies need to devel op a monitoring system to assess
the quality of medical services provided and to identify
any unmet medical service needs. Fifth, medical person-
nel need to be provided with more incentives to partici-
pate in the Medicaid program.
In conclusion, findings are consistent with the
statement made by Crocker in 1991
Our ability in current timesto provide accurate hedth
care for adults with mental retardation isimproved
but incomplete. Taken as a class, these persons are
obviously of diverse personal and clinical back-
ground, and generalizations should be approached
cautioudly. For the mgority, the medical needs can be
expected to approximate those of average persons,
although influences may occur because of altered
personal independence and self-care practices and
from particular past experiences and supports.
Others have special vulnerabilities deserving
preventive and therapeutic assistance (p. 165).
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B Related Publications

The following publications are available from the Institute
on Community Integration, University of Minnesota, 109
Pattee Hall, 150 Pillsbury Drive SE, Minneapolis, MN,
55455, (612)624-4512, publications@icimail .umn.edu.
Please write or call for a catalog and ordering information.

Reports

* Residential Services for Personswith Devel opmental
Disabilities: Satus and Trends Through 2001 (2002).
Also published on the Web at http://rtc.umn.edu/rispO1.
A report providing statistics on persons with devel op-
mental disabilitiesin state, non-state, and Medicaid-
funded residential programsinthe U. S. for the fiscal
year ending June 30, 2001. Cost: $15.00

« An Independent Evaluation of the Quality of Services and
System Performance of Minnesota’ s Medicaid Home and
Community Based Services for Personswith Mental Re-
tardation and Related Conditions (2000). Available only
on the Web: http://rtc.umn.edu/downloads/
waiver_report.pdf.

e AnIntroduction to Teamwork in Community and Health
Services (1997). A cohesive training guide for agencies,
addresses the knowledge, competencies, and values
necessary for building and supporting successful teams.
Cost: $7.00

e AlLongitudinal Study of Turnover Among Newly Hired
Residential Direct Support Workersin Small Community
Homes Serving People with Developmental Disabilities
(1997). The summary report of a study which examined
variables associated with staff turnover in 110 small
Minnesota group homes. The study followed 124 newly
hired direct support workers during their first year on the
job. Thereport includes strategies for staff recruitment and
retention. Cost: $4.00

 Living in the Freedom World: Personal Sories of Living
in the Community by People Who Once Lived in
Oklahoma’s Institutions (1997). A collection of the
experiences of 22 adults with developmental disabilities
who were asked questions related to their former livesin
institutions and their present lives in the community —
questions regarding their home, employment, relation-
ships, community, and dignity and attitudes. Cost: $2.50

DD Data Brief

A series of briefs summarizing analyses of the 1994/95
National Health Interview Survey-Disability Supplement.
Cost: $2.00 each. DD Data Brief is also published on the
Web at http://rtc.umn.edu/nhis/pubs.html.

 Children with Disabilities: Social Roles and Family
Impacts (2002)

¢ Functional Limitations of Adultsin the U.S. Non-
Institutionalized Population (2001)

« Demographic Characteristics of Personswith MR/DD
Living in Their Own Homes or with Family Members
(2001)

» Characteristics of and Service Use by Persons with MR/
DD Living in Their Own Homes or with Family Members
(2001)

» Prevalence of Mental Retardation and/or Devel opmen-
tal Disabilities (2000)

Policy Research Brief

A newsletter summarizing research on policy issues affecting
persons with developmental disabilities. Each issue focuseson
research in a different subject area and presents findingsin a
concise format especially useful to policymakers, researchers,
students, and service administrators. Cost: $3.00 each.

e Family Support for Families of Persons with Develop-
mental Disabilitiesin the U.S.: Status and Trends
(2001). Thisissueis aso published on the Web at
http://ici.umn.edu/products/prb/122/default.ntml.

» Behavioral Outcomes of Deinstitutionalization for
People with Intellectual Disabilities: A Review of
Sudies Conducted Between 1980 and 1999 (1999)

» Children and Youth Receiving Residential Services for
Persons with Developmental Disabilities Outside Their
Family Home: Trends from 1977 to 1997 (1998)

Impact

A quarterly newsletter containing articles on research,
strategies, philosophies, trends, and success storiesin
specific focus areas related to persons with developmental
disabilities. Provides practical information useful to profes-
sionalsin avariety of fields, including educators, community
service providers, policymakers, and advocates, as well as
persons with disabilities and their families. Cost: The first
copy of each issueisfree; additional copies are $4.00 each.

» Behavior Support for Crisis Prevention and Response
(2001). Thisissueis also published on the Web at
http://ici.umn.edu/products/impact/141/default.ntml.

* Violence Against Women with Devel opmental or Other
Disabilities (2000). Thisissueis aso published on the
Web at http://ici.umn.edu/products/impact/133/
default.html.

« Partnering to Improve Health Care for Children with
Disabilities (2000)

» Alcohol and Drug Abuse Services for Persons with
Developmental Disabilities (1999)

» Person-Centered Planning with Youth and Adults Who
Have Developmental Disabilities (1998)



Citation: Hayden, M. F. and Kim, S. H. (2002). Health Status, Health Care Ultilization Patterns, and Health Care Outcomes of Persons with Intellectual
Disabilities: A Review of the Literature. Policy Research Brief (University of Minnesota: Minneapoalis, Institute on Community Integration), 13(1).

19

Where can you find information on out-
standing disability-related services and
programs, publications, videotapes, train-
ing curricula, or Web sites? On the Web at
QualityMall.org.

QualityMall.org is a showcase of prom-
ising practices and innovations that pro-
mote person-centered approaches and
quality of life for persons with develop-
mental disabilities. Based on the theme of
a shopping mall, this non-commercial Web
site points users to information housed in
virtual “stores” within the “mall.” Stores
represent topic areas including:

» Person-Directed Services

» Family Place

» Staffing Store

* Community Center

* Cultural Center

* Housing Office

» Life and Future Planning

» Self-Advocacy

» Service Provider Store

» Living and Working in the Community
» Systems Change Shop

* Quality Assurance and Improvement
» Access Unlimited!

* Health and Safety

* Government Office

* Media Center

* Quality Cinema

* News Stand

* Communication Center

Supporting Quality of Life
for People with Developmental
Disabilities: QualityMall.org

Developed by the Research and Train-
ing Center on Community Living at the
University of Minnesota, the National
Association of State Directors of Develop-
mental Disabilities Services, and Human
Services Research Institute,
QualityMall.org draws upon two meanings
of "mall": the first is the one-stop shopping
venue, and the second is a public gather-
ing place. Using the latest information
technology, QualityMall.org seeks to make
new ideas and information more available
to more people coming together in a
single location.

So, visit the QualityMall today — it's
always open.

And, QualityMall.org is currently seek-
ing nominations of exemplary agency
programs, publications, and Web sites
that promote person-centered services.
So, when you visit QualityMall.org, think
about those outstanding resources you
use or have to offer, and submit a nomina-
tion.

For further information about
QualityMall.org, contact John Smith at
612/624-0219 or at smith144@umn.edu.
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Upcoming Issues of Policy Research Brief

Alternative Schools and Students with
Disabilities: Results of a Survey of State
Directors of Special Education (Winter 2002/03)

Twenty Years of Medicaid Waiver (Spring 2003)

Costs and Outcomes of Self-Determination
(Summer 2003)

ICF/MR to Medicaid Waiver Conversions and
Related Policies and Practice (Fall 2003)

Systems of Support for Inclusive Education
(Winter 2003/04)

You may be wondering why...

...you have received this newsletter. With each issue of PRB we mail not only to our regular
readers, but also to others whom we believe will find the information useful. If you would
like to receive every issue of this quarterly publication, or would like to receive our catalog
or other publications in specific areas of interest, contact our Publications Office at (612)
624-4512 (voice), (612) 624-9344 (Fax), or publications@icimail.umn.edu.

For additional information about our projects and publications, you can also visit our Web
site and online catalog at http://ici.umn.edu.

Center on Residential Services and
Community Living

Institute on Community Integration
University of Minnesota

109 Pattee Hall, 150 Pillsbury Dr. SE
Minneapolis, MN 55455
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