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Abstract

Background: Residence in the least restrictive appropriate environment facilitates the attainment of one’s
maximal potential for a satisfying and rewarding life. Since some persons with mental retardation and other
developmental disabilities manifest repeated problems on institutional discharge, methods to identify likely dif-
ficulties on release from institutions are desirable. Objective: To introduce a questionnaire that may help to
predict the successful placement of persons with mental retardation and other developmental disabilities.
Method: To facilitate surveys of individuals residing in institutions in preparation for discharge, we developed
the Discharge Planning Quality Rating Survey (DPQRS), a chart review instrument for trained raters to
evaluate the relevant clinical information. The charts of all 189 residents of an urban intermediate care facil-
ity for people with mental retardation were reviewed by one of three physician raters who then completed the
DPQRS. Results: Data obtained with the DPQRS are presented, including sex, age, ethnicity, 1Q, develop-
mental milestones, activities of daily living, medical and mental disorders, behavior problems, physical appear-
ance, medications, Axis IV and V scores using the Diagnostic and Statistical Manual (DSM) for Mental
Disorders, and others. The interrater reliabilities of the items are presented. Conclusions: The DPQRS is a
valuable tool for surveys to predict the successful community placement of mentally retarded individuals. Fur-
ther studies are needed to establish the external validity of the instrument (German J Psychiatry 2002; 5(4):
95-114).
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Introduction

he principle of normalization, that optimal social func-

tioning of people with physical and psychological

handicaps is more likely in community rather than
institutional settings, provides a motivating force behind
the deinstitutionalization of people with mental illness,
mental retardation, and other developmental disabilities
(Wolfensberger, 1970). However, unsuccessful attempts to
place people with mental illness in the community have
resulted in their entry to the criminal justice system
(Bachrach, 1983) or the homeless population (Bachrach,
1987a, b). Since the deinstitutionalization of persons with
mental retardation continues at a slower pace than the
deinstitutionalization of persons with mental illness
(Vitello, 1986), measures can be taken to both facilitate the
appropriate placement and to assure the quality of the
process of deinstitutionalization of people with mental
retardation by anticipating the problems resulting from the
deinstitutionalization of those with mental illness.

Thus, a major goal of public health policy is to foster the
optimal personal growth of people with mental retardation
and developmental disabilities in the least restrictive setting.
Several obstacles hinder the attainment of this goal. There
may be resistance to change exhibited by both staff and
residents at institutions. Some communities may be reluc-
tant to accept individuals with obvious handicaps. In order
to facilitate the successful community placement of the
residents of institutions, the identification and correction
of possible impediments are desirable. Clients with mental
retardation who have long institutional histories often
exhibit challenges including self-injurious behaviors, aggres-
sion, and property destruction (Hill and Bruininks, 1984).
Self-injurious behaviors, in particular, constitute a serious
problem in residences for individuals with severe mental
retardation (Brasi¢ et al., 1997a, 1999a, 2001b, forthcom-
ing a, b; Farber, 1987). Also, demographic traits including
age and ethnicity, the degree of mental retardation, and the
existence of multiple physical handicaps including visual
and hearing impairments (Ellis, 1986), are associated with
long institutionalization, as are problems in ambulation,
toileting, and speech (Borthwick-Duffy et al., 1987). Al
though individuals with mental retardation under 18 years
of age are likely to be kept in their family home, those
above 30 years of age are more likely to reside in institu-
tions. Non-white families are more likely to keep affected
individuals at home than white families (Borthwick-Duffy et
al., 1987).

To assess the variables likely to predict the successful
community placement of individuals with mental retarda-
tion and other developmental disabilities, we constructed
the Discharge Planning Quality Rating Survey (DPQRS), an
instrument for chart review by trained raters appropriate for
clinical, administrative, and research purposes (Appendix).
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The items of the DPQRS (Appendix) are drawn from as-
sessments performed in developmental centers in the State
of New York (American Psychiatric Association, 1987,
2000; Brown et al., 1987; ICD-9-CM, International Classi-
fication of Diseases, 9th Revision, clinical modification, 4th
ed, 1994, 1993; Jacobson, 1998; United States Department
of Commerce, Bureau of the Census, 2000). Data obtained
by the DPQRS include (1) demographic information, (2)
admissions to developmental centers and psychiatric hospi-
tals, (3) developmental milestones, (4) a history of abuse or
neglect, (5) physical traits, (6) activities of daily living, (7)
intelligence quotient (IQ), (8) psychiatric diagnoses (Axis I
psychiatric diagnoses, Axis II developmental and personality
diagnoses, Axis III neurological and medical diagnoses, Axis
IV Psychosocial and Environmental Problems, and Axis V
Global Assessment of Functioning (GAF) (American Psy-
chiatric Association, 1987, 2000), (9) current status (behav-
ior problems, treatment program, and medication), and
(10) self-injurious behaviors including type and other fea-
tures (Appendix). Therefore, since the DPQRS (Appendix)
is a survey protocol requiring only record review to identify
the problems likely to impede successful community place-
ment of people with developmental disorders and mental
retardation, we seek to test the hypothesis that the DPQRS
(Appendix) is suitable for institutional chart reviews for
administrative, clinical, reimbursement, regulatory, re-
search, and other purposes.

Methods

Subjects

A simple random sample of 19 residents discharged be-
tween 1985 and 1987 from a developmental center, an
intermediate care facility for mental retardation (ICE-MR),
in a city on the Atlantic coast of North America, the site of
later studies of the movements, behaviors, and psy
chopharmacology of individuals with mental retardation
and developmental disabilities (Barnett and Brasic, 1995;
Barnett et al., 1998; Brasi¢ et al., 2001a), was utilized for a
study of the interrater reliability of the DPQRS (Appen-
dix). Two child and adolescent psychiatrists with a year of
training in developmental disabilities independently com-
pleted the DPQRS (Appendix) after reviewing the complete
records, including the medication and program charts, of
each subject. After the reliability study, several items were
reworded to clarify the concepts, and several additional
items were added.

Between September, 1987, and June, 1988, the medica-
tion chart, the program chart, and the old medical record
of all 189 residents of the urban developmental center of
the reliability study on October 1, 1987, were reviewed by
one of the same two child and adolescent psychiatrists with



a year of training in developmental disabilities or by a de-
velopmental pediatrician with two years of formal training
in developmental disabilities. Since the records lacked
codes for Axes IV and V of the Diagnostic and Statistical
Manual of Mental Disorders, Third Edition, Revised (DSM-
III-R) (American Psychiatric Association, 1987), the review-
ers estimated scores for Axis IV (Severity of Psychosocial
Stressors) and Axis V (Global Assessment of Functioning)
for each subject after reviewing the chart (American Psychi-
atric Association, 1987).

Statistical Analysis

The interrater reliability of each item of the DPQRS
(Appendix) was assessed by estimates of the statistic k
(kappa). Estimates of « greater than 0.75 demonstrate excel-
lent agreement beyond chance, in the range 0.40 to 0.75
demonstrate fair to good agreement beyond chance, and
below 0.40 demonstrate poor agreement beyond chance

(Fleiss, 1981).

Because the underlying distributions of the traits exam-
ined in this study may not be normally distributed, the
results were analyzed descriptively and nonparametrically.
Data were analyzed for associations beyond chance using
cross-tabulations (SAS Institute Inc., 1985) and the ¥* (chi-
square) test for goodness of fit (Conover, 1980).

Results

The statistic ¥ (kappa) was estimated for each item of the
DPQRS (Appendix) utilizing the ratings of both raters on
the simple random sample of 19 clients discharged from the
study ICEEMR between 1985 and 1987. Table 1 shows that
adequate inter-rater reliability indicated by k > 0.40 (Landis
and Koch, 1977) was attained by 20 (91%) of the 22 items
of the original version of the DPQRS (Appendix).

Sample Characteristics

On October 1, 1987, the study date, 189 individuals re-
sided at the developmental center. In the study population,
69 subjects (37%) were women, and 120 (63%), were men.
The average age was 33.8 (SD 11.1) for women, 34.4 (SD
9.6) for men, and 34.2 (SD 10.1) for the total sample. Sub-
jects ranged in age from 17 to 67 years. In the study popula-
tion, 65 subjects (34%) were under 30 years of age, and 121
subjects (64%) were at least 30 years of age. The age was
missing for 3 subjects (29). The majority of residents of the
study facility were adult men primarily aged 24 to 67 years,
while the majority of residents aged 17 to 23 were female.

Table 1. Estimates of the Statistic K (Kappa) Utilizing
the Scores of Two Child and Adolescent Psychia-
trists for Items of the Discharge Planning Quality
Rating Survey (DPQRS) (Appendix) on a Simple Ran-
dom Sample of 19 Clients Discharged from an Inter-
mediate Care Facility for Mental Retardation (ICF-MR)
in a City on the Atlantic Coast of North America be-
tween 1985 and 1987. An asterisk (*) indicates items

with poor inter-rater reliability (K<0.40). K, estimate of
kappa

Items of the DPQRS (see Appendix) K

13. Full scale intelligence quotient (IQ) 1.0
16. Total number of admissions to this facility 0.6
including current admission

17. Total number of admissions to develop- 0.6
mental centers excluding current admis-
sion

20. Number of psychiatric consultations during 1.0
the current admission

24. Age when the person first walked in  0.3*
months

25. Age when the person spoke first words in ~ 0.1*
months

27. Does the person exhibit dysmorphic facies 0.6
(unusual facial appearance)?

28. Does the person have any physical de- 0.6
formities excluding dysmorphic facies (un-
usual facial appearance)?

29. s the person toilet-trained? 0.7

30. Can the person feed self in a socially ac- 0.5
ceptable manner?

31. Can the person dress self without assis- 0.5
tance?
32. Can the person walk without assistance? 1.0

33. Does the person effectively communicate 0.4
daily needs through speech?

35. Does the person have Down’s syndrome? 1.0

36. Does the person have epilepsy? 0.8

38. Does the person have visual impairments 0.8
excluding congenital cataracts?

40. Does the person have hearing impair- 0.7
ments excluding bilateral hearing loss?

56. Does the person have a head injury? 0.6

59. Does the person have any other physical 0.5
handicap?

60. Has the person ever had schizophrenia? 1.0

89. Has the person ever exhibited head- 0.6
banging?

108. Has the person ever exhibited other self- 0.8
injurious behaviors (SIBs)?

Ethnicity

The percentages of individuals of Hispanic origin in the
general population of the county, 17.6% in 1980 and
26.0% in 1990 roughly match the study population, 27.5%
in 1987 (Tables 2 and 3). Direct comparison of the other
ethnic categories is hindered by the utilization of a primary
ethnic category of “Hispanic” for the study ICEEMR popula-
tion, but not for the general population of the county of
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Table 2. Ethnic Classifications of the 189 Residents and of the County of the Intermediate Care Facility for Mental
Retardation (ICF-MR) by the United States Bureau of the Census in 1980 and 1990. An asterisk (*) indicates that the
designation “Hispanic” is (1) a secondary category overlapping all the other primary ethnic groups, “Asian or Pacific Is-
lander,” “African-American,” “American Indian, Eskimo, or Aleut,” “white,” and “other” for the 1980 and 1990 Census data
for the general population of the county of the study, and (2) a discrete primary category not overlapping all the other pri-
mary ethnic groups for the study population. Therefore, the Hispanic population is included in the total population for the
study ICF-MR, but not for the general population of the county. A dagger (1) indicates that the percentages do not total

100% due to rounding

Ethnic Category

Bureau of the Census, 1982)

1980 Census Data for the Gen-
eral Population of the County of
the Study ICF-MR (United States

ICF-MR on October 1, 1987t

1990 Census Data for
the General Population
of the County of the
Study ICF-MR (United
States Bureau of the
Census, 1994)

Population of the Study

Asian or Pacific Islan- 0 (0%)

der

African-American 722, 812 (32.4%)

American Indian, Es- 0

kimo, or Aleut

Hispanic* 392, 118 (17.6%)*

White 1, 249, 486 (56.0%)
Other 258, 638 (11.6%)

Total* 2,230,936 (100%)*

5 (2.6%) 5728 (0.4%)

78 (41.3%)
1(0.5%)

326,967 (22.0%)
110,629 (7.4%)

52 (27.5%)"
52 (27.5%)
1 (0.5%)
189 (99.9%)*t

386, 630 (26.0%)*
867,227 (58.2%)
178,515 (12.0%)

1,489,066 (100%)*

the ICEEMR in the Unites States Census in 1980 and 1990.
In other words, the six separate nonoverlapping primary
categories for ethnicity for the study population were Asian
or Pacific Islander; African-American; American Indian,
Eskimo, or Aleut; Hispanic; white; and other. By contrast,
in 1980 and 1990, the United States Census did not in-
clude Hispanic as a separate primary category. Only the
other five ethnic categories were primary groups in the
United States Census in 1980 and 1990. For the United
States Census in 1980 and 1990, Hispanic was a secondary
category independent of all the five primary categories. In
order to estimate the upper and lower bounds of the white
population of the developmental center, we perform two
calculations. First, we assume that all Hispanic subjects at
the developmental center are white; second, we assume that
none of the Hispanic subjects at the developmental are
white.

If all Hispanic subjects at the developmental center were
white, then there was no significant difference between
whites and non-whites in the developmental center and in
the county (x* = 0.783, df = 2, N.S.) (Conover, 1980). On
the other hand, if none of the Hispanic subjects in the
developmental center were white, then the number of white
residents of the developmental center was significantly less
than in the county (3* = 73.171, df = 1, P<0.001) (Conover,
1980). We assume that the majority of Hispanic subjects at

the developmental center were not white. We therefore
conclude that the white population of the developmental
center was likely markedly less than the white population of
the county.

Intelligence Quotient (IQ)

In the study population, 142 subjects (75%) had intelli-
gence quotients (IQs) under 20, and 46 subjects (24%) had
IQs in the range 20 to 69. The IQ of one subject (1%) is
missing. At the study center, formal individual psychologi-
cal assessment was performed on each client every three
years. A variety of psychological assessments were per-
formed by different psychologists. Since different tests,
including the Bayley (Bayley, 1969) and the Vineland (Spat-
row et al.,, 1984), were used by different psychologists, the
psychological assessments of the clients were not uniform.
While some psychologists scored 1Q as simply under 20,
others gave specific numerical values for IQs including 1Qs

under 20.

Admission Data

Table 3. Ethnic Classifications of the 189 Residents and of the County of the Intermediate Care Facility for Mental
Retardation (ICF-MR) by the United States Bureau of the Census in 1990.

Ethnic Study population of ICF-MR as- Study population of ICF-MR assum- 1990 census data for
Category suming that all Hispanic resi- ing that none of the Hispanic resi- county of developmental
dents on October 1, 1987 were dents on October 1, 1987 were white center (United States Bu-
white reau of the Census, 1994)
White 104 (55.0%) 52 (27.5%) 867,227 (58.2%)
Other 85 (45.0%) 137 (72.5%) 621, 839 (41.8%)
Total 189 (100.0%) 189 (100.0%) 1,489,066 (100.0%)
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Table 4. Admission and Psychiatric Data

Characteristic of Resident Number %
A single admission to the study ICF- 174 92.1
MR

Prior admissions to the study ICF- 15 7.9
MR

Prior admission to another ICF-MR 167 88.4
A single psychiatric hospitalization 45 23.8
Three psychiatric hospitalizations 1 0.5
Six psychiatric hospitalizations 1 0.5
A single psychiatric consultation at 17 9.0
another facility

Twelve psychiatric consultations at 1 0.5

another facility

Historical Characteristics

Historical data about developmental milestones (walking
and talking) and about abuse and neglect are summarized

in Table 6.

Table 6. Historical Data

Characteristic of Resident Number %

Admissions of the 189 residents to the study ICE-MR are
summarized in Table 4. Typically subjects were admitted to
an ICE-MR at approximately five years of age and lived in
an ICE-MR until death. Half of the study subjects had lived
at the study ICE-MR for at least five years. A tenth of the
study subjects had lived at the study ICE-MR for at least
fifteen years. The longest length of stay was 53 years.

The mean length of stay was 6.1 years (SD 8.3) for women
and 5.9 years (SD 4.7) for men. Although a general psychia-
trist worked full-time at the study ICE-MR, several of the
residents required psychiatric consultation and psychiatric
hospitalization at other facilities (Table 4). In the six
months before the survey only one subject (0.5%) was
physically restrained for a single episode. No subjects were
in seclusion or time-out in the six months preceding the
survey.

Physician Notes on Chart

The number of physician (MD) notes in the past month are
recorded in Table 5.

Table 5. Total Number of Physician (MD) Notes on the
Chart in the Past Month

First walked at 24 months of age or 85 45.0
later

Never walked 12 6.3
Spoke first words at 18 months of age 45 23.8
or later

Never spoke 82 43.4
Experienced physical or emotional 27 14.3

abuse or neglect

Physical Appearance

Subjects ranged in height from 42 to 76 inches (mean =
62.41, standard deviation = 6.40) and in weight from 34 to
245 pounds (mean = 127.05, standard deviation = 39.45).
In this sample of 189 residents of an ICE-MR, 150 (79.4%)
had dysmorphic facies and 103 (54.5%) had physical de-
formities excluding dysmorphic facies. Thus, stigmatization
in the community was likely occur for several subjects due
to unusual facial and physical appearances including ex-
tremely short stature and low weight (Goffman, 1963).

Activities of Daily Living (ADL)

The activities of daily living (ADL) skills of the subjects
are summarized in Table 7.

Table 7. Activities of Daily Living (ADL)

Total Number of Number of %

Physician (MD) Notes Residents

0 25 13.2
1 65 344
2to 4 78 41.3
5to 10 13 6.9
16 1 0.5
50 to 51 2 1.1

Missing 5 2.6

Characteristic of Resident Number %
Toilet trained 100 52.9
Feeds self in socially acceptable 130 68.8
manner

Dress self without assistance 57 30.2
Ambulate without assistance 137 72.5
Communicate daily needs 58 30.7

through speech

Medical Disorders

The medical disorders of the subjects are summarized in
Table 8. None of the clients had karyotypes or fragile X

testing.
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Table 8. Medical Disorders Table 10. Medications

Medical Disorder Number % Class of Medicati- Number of Sub- %

Down’s syndrome 7 3.7 on jects

Epilepsy 110 58.2 Psychoactive 103 54.5

Congenital cataracts 25 13.2 Antiepileptic 73 38.6

Visual impairments other than 108 57.1 Other 153 81.0

congenital cataracts

Bilateral hearing loss 37 19.6

Hearing impairments other than 45 23.8 Table 11. Medications by Gender

bilateral hearing loss

Spastic quadriplegia or quadripa- 29 15.3 Characteristic Men % Wo- %

resis men

Spastic diplegia or triplegia 11 5.8 Receives at least one medi- 115 96 68 99

Cerebral palsy other than spastic 5 2.6 cation

diplegia, triplegia, quadriplegia, or Receives psychoactive 74 62 32 46

quadriparesis medication

Kyphoscoliosis 49 25.9

Obesity 28 14.8

Flexion contractures 44 23.3 Behavior Problems

Microcephaly 23 12.2

Hepatitis B antigen positivity 25 13.2

Hepatitis B antibody positivity 104 55.0 The behavior problems of the subjects are summarized in

Positive Tine Test 24 12.7 Tables 12 and 13.

Bacillus Calmette-Guérin (BCG) 4 2.1

vaccination

Stereotypies 0 0.0 .

Tardive dyskinesia 6 32 Table 12. Behavior problems

Withdrawal dyskinesias 4 21 _

Other movement disorders 37 19.6 Behavior Problem Number of %

Head injuries 37 19.6 Subjects
Assault 119 63.0
Self injury 107 56.6
Tantrum 82 43.4

Mental Disorders E{gggﬁﬁﬁf struction ?? 35%5
Hyperactivity 91 48.1

The mental disorders of the subjects are summarized in x\gg:g{; wn Zg 359.532

Table 9. Theft 46 24.3

Table 9. Mental Disorders Sexual problem, e. g., public 32 16.9
masturbation and inserting

Mental Disorder Number % pencils and other items into the

- - urethra of the penis

Schizophrenia . 14 74 Relationship problems with 109 57.7

Autism or other pervasive developmen- 9 4.8 peers

tal disorder Relationship problems with 68 36.0

Major depression 3 1.6 staff

Bipolar disorder 2 1.1 Head banging 23 122

Tourette’s disorder 1 0.5 Pica 23 12'2

Other tic disorders 0 0.0 Self biting 21 1 1'1

Conduct disorder 6 3.2 Rumination 12 6 3

Oppositional disorder 2 1.1 Self scratching 35 18’ 5

Intermittent explosive disorder 4 2.1 Face slapping 11 5 8

Other personality disorder 1 0.5 Hair pulling 1 0'5

Eating disorders including rumination 5 2.6 Eye poking 0 0'0

Primary degenerative dementia of the 0 0.0 Other self injury 38 26_1

Alzheimer type

Current medications

The current medications of the subjects are summarized

in Tables 10 and 11.
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Table 13. Head-banging Characteristics

Characteristic Number %

Onset of head-banging at 0 years 1 0.5
Onset of head-banging at 1 year 1

Onset of head-banging at 4 years 1 0.5
Onset of head-banging at 5 years 1 0.5
Onset of head-banging at 9 years 4 21
Frequency of head-banging less 1 0.5
than weekly

Frequency of head-banging be- 5 2.6
tween daily and weekly

Frequency of head-banging more 4 2.1
than daily

Duration of head-banging less 2 11
than a year

Duration of head-banging for a 12 6.3
year or more

Treatment with behavior modifica- 6 3.2
tion for head-banging

Treatment with medication for 6 3.2

head-banging

Estimated Scores for Axes IV and V

Estimated scores for Axes IV (Severity of Psychosocial
Stressors) and V (Global Assessment of Functioning) of the
Diagnostic and Statistical Manual of Mental Disorders, 3rd,
Revised (DSM-II-R)(American Psychiatric Association,
1987) are summarized in Table 14. A higher score on Axis
IV indicates more psychosocial stressors (American Psychi-
atric Association, 1987).

An Axis V score is missing for two subjects. A higher score
on Axis V indicates a better level of functioning. Although
scores can possibly range from O to 100, for these subjects
the Axis V scores ranged from O to 50. The vast majority of
subjects, 178 (94.2%), had scores ranging from O to 10.

Associations of Subject Characteristics

The majority of the residents of the developmental center
were adults with profound mental retardation. Gender was
strongly associated with IQ in this population. The vast
majority of the women in this population (85%) had 1Qs
less than 20, while only 70% of the men had IQs less than
20 (x* = 5.494, df = 2, p = 0.019). While an IQ consistent
with the diagnosis of mental retardation was a requirement
for admission to the center, other behavioral, emotional, or
physical problems requiring the intensive services of an
ICEMR were also required. Thus, most of the women
admitted to the center had severe physical needs, while
most of the men had severe behavioral problems.

Discussion

In order to facilitate the community placement of people
with mental retardation and other developmental disabili-
ties residing in institutions, we developed the DPQRS (Ap-
pendix) to ascertain by chart review by trained raters a per-
son’s suitability for successful community placement. Satis-
factory reproducibility of results was demonstrated by the
attainment of scores greater than or equal to 0.40 for the
estimates of the statistic k (kappa) (Fleiss, 1981; Landis and
Koch, 1977) for the vast majority (91%) of the items of the
DPQRS (Appendix) (Table 1). As demonstrated in Table 1,
the inter-rater reliability of the ages of first walking and first
talking are poor. However, since these are potentially im-
portant items and since we anticipate that adequate inter-
rater reliability can be attained with a larger sample size, we
have retained items in the DPQRS (Appendix) despite the
poor reliability attained on this pilot study. The sample size
for the initial assessment of reliability was too small to util-
ize k¥ for most items of the DPQRS due to the low fre-
quency of occurrence of the traits in this population (Bra-

sic, et al., 1997d).
After the reliability of the DPQRS was studied, additional

items were added to clarify specific problems identified
during the interrater reliability study. Interrater reliability
has not been assessed for the additional items added after
the preliminary reliability study. The full instrument is
presented at this time due to its expected usefulness as a
survey instrument, and as a tool to assess the likely prob-
lems to be encountered when persons with mental retarda-
tion and other developmental disabilities are placed in
community settings. Detailed evaluation of the psychomet-
ric properties of the DPQRS (Appendix), including reliabil-

Table 14. Estimated Scores for Axis IV and Axis V (Se-
verity of Psychosocial Stressors) of the (DSM-III-R),
Based on Chart Review by Two Child and Adolescent
Psychiatrists and a Developmental Pediatrician

Axis IV Score Frequency Percent (%)

118 62.4
44 23.3
1 0.5
23 12.2
1 0.5

-
N

85.7

0

1

4

5

6

Axis V Score
0

1 1.6
4

5

8

9

-_—

o
“NDN_2_2NN_2 N2, W,
o
(&)
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ity and validity (Brasic and Young, 1994), are needed. Addi-
tionally, follow-up studies after community placement are
needed to ascertain whether subjects fare as anticipated in
actual community placements.

Although direct comparison with the ethnic distribution
of the general population is challenged by the use of His-
panic as a primary ethnic class in the institution and as a
secondary class in the United States Census (United States
Bureau of the Census, 1982, 1994; United States Depart-
ment of Commerce, Bureau of the Census, 2000), we as-
sume that the Hispanic residents of the developmental
center are not white, so that the proportion of non-whites
at the institution was likely markedly greater than in the
general population (Table 4). We hypothesize that many
white families in this county utilized their resources to place
their severely disabled family members in well-respected out-
of-state private facilities for the disabled. While both white
and non-white families likely recognized the atrocious con-
ditions in the public developmental center documented in
this article, minority families typically lacked the money and
the power to place their family members in the esteemed
voluntary agencies for the developmentally disabled located
in other states. Thus, there was likely a two-class system of
care for individuals with developmental disabilities. The
privileged apparently arranged for their disabled family
members to go to fine outofstate private facilities, while
the disadvantaged disabled are apparently placed in state
institutions with the multiple problems documented in this
survey. We hypothesize that similar inequities continue in
the community. Surveys utilizing the DPQRS (Appendix)
are needed to investigate the conditions in community
placements. Also researchers, administrators, clinicians, and
others working with disabled populations need to gather
information about ethnicity and Hispanic status to facilitate
direct comparison and contrast with census categories. We
now ask all subjects to complete the demographic coding
sheet utilized by the United States Census (United States
Department of Commerce, Bureau of the Census, 2000).
The DPQRS (Appendix) contains multiple items concern-
ing ethnicity including Hispanic heritage so that all subjects
can be classified according to the current categories of the
United States Census (United States Department of Com-
merce, Bureau of the Census, 2000).

In the study developmental center, female subjects were
likely to exhibit profound mental retardation and the in-
ability to perform the activities of daily living. The deficits
in self-help skills are consistent with profound mental re-
tardation (Eyman et al., 1984). Planners must recognize the
great needs of these individuals in general communities.
Care must be exercised to prevent the physical and sexual
abuse of these vulnerable people. Both biologic and socio-
environmental conditions may contribute to the occurrence
of disabled females in this institutionalized, profoundly
retarded population. First, although women with X-linked
disorders usually have milder symptoms than men, males
die in utero in some X-linked disorders and only affected
females survive (Vogel and Motulsky, 1986). Second, some
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multi-handicapped women in this population may be af-
fected by severe X-chromosome conditions unique to
women, e. g., Rett’s disorder (American Psychiatric Associa-
tion, 2000). Third, the illnesses of the subjects in this study
may represent the influence of other genetic mechanisms
involving a “dose” phenomenon such that a greater “dose”
in females may lead to greater handicaps than in affected
males. For example, a threshold phenomenon may be oper-
ant, in which a greater genetic “dose” is required to reach
the threshold for penetrance in females, resulting in fewer
affected females who have more severe symptoms. Similarly,
variable expressivity in which females have more severe
symptoms, may occur in these disorders. Reduced pene-
trance and variable expressivity are more common in auto-
somal dominant than autosomal recessive disorders. Gen-
erally, the variable expression of traits between males and
females may be instances of sex-influenced traits, in which
traits are present in both sexes, but with differing frequen-
cies (Young et al., 1990). Future research is needed to assess
if there are significantly more non-ambulatory women than
men among individuals with mental retardation.

These findings also suggest that odd, inappropriate, or
disruptive behaviors of mentally retarded women are more
readily tolerated by their families and friends than are simi-
lar behaviors in mentally retarded men among whom there
may be a greater perceived threat. We hypothesize that only
the markedly abnormal or highly aggressive multi-
handicapped women are placed in institutions, while less
severely affected women remain at home. Thus, both ge-
netic and social considerations may contribute to these
findings. We must learn from the deinstitutionalization
experiences of mental hospitals, which led to the popula-
tion of our streets with homeless, mentally ill women
(Bachrach, 1984, 1985, 1987a). Additionally mentally ill
residents of adult homes and nursing homes (Anonymous,
2002a, b; Archibold and Cooper, 2002; Levy, 2002a, b, c;
McKinley, 2002) often receive only many psychoactive
medications without social and psychological stimulation
(Levy, 2002d). Community placement is under considera-
tion for most institutionalized retarded citizens, so clini-
cians, planners, administrators, and public officials must
recognize the particular needs of multi-handicapped re-
tarded women when planning community living arrange-
ments.

Since the majority of the subjects had dysmorphic facies
(79.4%) and physical deformities excluding dysmorphic
facies (54.5%), they tend to stand out in the general popu-
lation. Some have marked low weight and short stature.
These physical traits may impede the ability of some of the
subjects to blend into the general community. Many may
therefore also face stigmatization in the community merely
because of physical appearance (Goffman, 1963).

The paucity of physician notes on the charts of these se-
verely disabled subjects is disturbing. The majority of sub-
jects (N = 155; 82.0%) did not even have at least a single
physician note on the chart every week (Table 5). This find-



ing suggests that most clients were not receiving physician
attention every week. The dearth of physician notes on the
medical records of the subjects may reflect assumptions of
stability or futility on the part of the physicians, but these
results are in striking contrast to the severity of problems
exhibited by the majority of the clients. In this sample ap-
parently only clients with the ability to make known their
needs received close physician attention. The vast majority
of clients who could not verbalize needs were not seen
regularly by the physicians nor conceivably brought to the
attention of their physicians by their nurses. Careful physi-
cian monitoring of the behavioral and physical symptoms of
the clients is needed. These subjects with multiple physical
and emotional disorders deserve regular medical care.

The need for frequent second opinions by psychiatrists is
another striking finding of this population. Although a full-
time psychiatrist worked at the center, 18 (9.5%) of the
subjects were referred by the clinical staff for psychiatric
consultation at other facilities (Table 4). These suggest that
some subjects continued to manifest serious behavioral
problems despite in-house psychiatric assessment. The clini-
cal staff were apparently dissatisfied with the continued
psychiatric services provided by the staff psychiatrist to
some subjects. In particular, one subject (0.5%) was referred
for 12 prior psychiatric consultations at other facilities
during the current admission (Table 5). These findings
suggest that almost a tenth of the subjects in this institution
exhibited serious psychiatric disorders refractory to the
interventions of a psychiatrist dedicated full-time to their
treatment. The behavioral and emotional problems of sev-
eral clients are complex and challenging. Some subjects may
be better able to control their behavior disorders in the
more structured therapeutic milieu of a psychiatric facility.
There is a need for specialized psychiatric units for the
intensive evaluation and treatment of behavioral and emo-
tional problems of people with mental retardation and
developmental disabilities. The administrative separation of
state services for mental retardation from mental health
services hinders the effective management of some indi-
viduals with both developmental disabilities and psychiatric
disorders.

The history of physical or emotional abuse or neglect in
27 (14.3%) (Table 6) of the residents is evidence of the
vulnerability of these subjects for inappropriate activity with
others. Although not assessed in this study, there is likely
an additional risk for sexual abuse in this population (Bra-
sic, 2002). In community settings they are at risk of perpe-
trating or becoming victims of assaults, rapes, and other
criminal behavior. The presence of additional social and
environmental stressors is substantiated by the high scores
of some residents on Axis IV (Severity of Psychosocial
Stressors) of the Diagnostic and Statistical Manual of Men-
tal Disorders, Third Edition, Revised (DSM-III-R) (Ameri-
can Psychiatry Association, 1987) (Table 14). Since many
residents are unable to communicate their basic needs
(Table 7), they are likely to have additional social and envi-
ronmental stressors, including sexual and physical abuse,

that are unknown to staff. Administrators, neighbors, law
enforcement officials, and others in their communities
need to be aware of the likelihood of criminal activity in-
volving some individuals.

A remarkable finding in this sample is the absence of
adequate etiologic assessment. The multiple medical, behav-
ioral, and psychiatric problems suggest that genetic disor-
ders are likely. Down’s syndrome was diagnosed by physical
appearance in 7 (3.7%) of the subjects (Table 8). However,
laboratory genetic analysis was absent from all charts. None
of the individuals had karyotypes or testing for fragile X.
These are serious deficits in the medical evaluation of the
subjects because of the high prevalence of genetic disorders
in populations of people with mental retardation and de-
velopmental disabilities. Careful genetic evaluations are
needed to identify treatable disorders that can be readily
identified through established laboratory procedures
(Young et al., 1990).

The scores of the Diagnostic and Statistical Manual of
Mental Disorders, Third Edition, Revised (DSM-III-R) Axis
V (American Psychiatric Association, 1987) based on chart
review by the raters are extremely low. The vast majority of
the clients (178; 94%) had scores 10 or lower indicating
that the subjects were acutely in serious risk of harm to self
or others (Table 14). These scores are typically interpreted
as indications for acute psychiatric hospitalization. As in
Pennsylvania (Conroy and Bradley, 1985), the residents of
this developmental center are likely to require extensive
future mental health treatment. Additionally, individuals
with mental retardation and developmental disabilities may
benefit from psychological interventions including individ-
ual (Gair et al., 1980), group (Monfils and Menolascino,
1984), and family therapy, as well as behavior therapy
(Gardner and Cole, 1984). Effective means to deliver the
necessary psychotherapeutic interventions to people with
mental retardation and developmental disabilities are
needed.

There are several limitations to this study. The data pre-
sented in this article were collected more than a decade ago.
Therefore, the relevance of the data today may be ques-
tioned. Nevertheless, this article describes the remarkable
conditions typical of North American developmental cen-
ters (institutions) in the past century. This report portrays
the frank acknowledgement of the atrocious conditions that
led to the movement to close developmental centers and to
place cognitively handicapped people in communities. The
challenges described in this report are relevant currently
because people with the conditions and needs of the study
institution still exist today. Furthermore, new individuals
with the handicaps of the study population are born every
day. Many individuals with the severe handicaps of the
study population still reside in institutions today. Unless
the extreme needs of handicapped persons and the limited
resources of developmental centers are described explicitly,
public planners cannot appropriately take the necessary
corrective action. The results of this study are evidence of
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the marked shortcomings of the study institution. Other
studies were conducted at this institution during the course
of deinstitutionalization (Barnett and Brasic, 1995; Barnett
et al., 1998; Brasi¢ et al., 2001a) to document the contin-
ued problems of the study population. The conditions
experienced by the residents of the study institution were
frightening to observe. However, the current study does not
address the present state of the study individuals. How are
they faring since they left the institution? Comparable stud-
ies are needed to identify the problems of persons with
mental retardation and developmental disabilities in com-
munity settings. The serious problems of excessive treat-
ment with psychoactive medications without other social,
psychological, and medical interventions encountered by
adults with mental illness in community placements (Levy,
2002d) suggests that the status of people with developmen-
tal disabilities in community placements may be far from
optimal. Contemporary assessments utilizing the current
nomenclatures (American Psychiatric Association, 2000)
will help to evaluate the present state of individuals with
mental retardation and developmental disabilities. Future
surveys are need with the DPQRS and other instruments to
ascertain the status in group homes of people with mental
retardation and other developmental disabilities, mental
illness, and other chronic conditions. We fear that com-
munity residences exhibit problems comparable to the
study institution.

Another limitation of the current study is the incomplete
psychometric analysis of the DPQRS (Appendix). The valid-
ity of the DPQRS (Appendix) cannot be determined due to
the absence of external criteria. Future studies of the
DPQRS are needed to ascertain its validity utilizing other
measures of psychiatric status including the Brief Psychiat-
ric Rating Scale (Overall and Gorham, 1962), Clinical
Global Impressions (Guy, 1976), the Global Assessment
Scale (Endicott et al., 1976), and the Children’s Global
Assessment Scale (Shaffer et al., 1983, 1985). Future psy-
chometric evaluation of the DPQRS in needed utilizing
both (1) factor analysis to ascertain associations among
items and (2) multiple and logistic regression to relate items
to external criteria. We present this instrument for use by
others because of the dearth of tools to predict the prob-
lems of community placement of individuals in institutions.
Although full investigation of the reliability and the validity
(Brasic and Young, 1994) of the DPQRS are needed, its
publication now is needed to fulfill the urgent need for this
assessment protocol. Complete evaluation of individuals
with mental retardation and developmental disabilities who
face possible community placement includes the admini-
stration of multiple assessment procedures specifically de-
veloped for the needs and limitations of this population
(Brasi¢, 2002, forthcoming; Brasi¢ and Barnett, 1997; Bra-
sic and Gianutsos, 2000; Brasic et al., 1994, 1997a, b, c, d,
1998a, b, ¢, 1999a, b, ¢, 2000a, b, ¢, 20014, b, ¢, forthcom-
ing a, b; Mendonca et al., 2001) including the DPQRS
(Appendix), the Family Compliance Checklist (FCC) (Bra-
si¢ et al., 1998c, 2001c), the Movement Disorder Checklist
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(MDC) (Brasic and Bronson, 2002; Brasi¢, forthcoming),
the Psychoactive Medication Quality Assurance Rating
Survey (PQRS) (Brasi¢, forthcoming; Brasi¢ et al., 1997d,
1999b, ¢, forthcoming a, b; Brasic and Bronson, 2002), the
Serotonin Syndrome Checklist (SSC) (Brasi¢, 2002, forth-
coming; Brasi¢ et al., 1998b), the Timed Self-Injurious
Behavior Scale (TSIBS) (Brasi¢, forthcoming; Brasic et al.,
1997a, 1999a, 2001b), and the Timed Stereotypies Rating
Scale (TSRS) (Brasi¢, forthcoming; Brasic and Bronson,
2002; Campbell, 1985).

We conclude that the DPQRS (Appendix) is a reliable
instrument to identify the potential problems that may
hinder the successful community placement of people resid-
ing in institutions. The DPQRS (Appendix) will help clini-
cians to identify those individuals whose needs require
intensive services unavailable in the community. Utilization
of the DPQRS (Appendix) is likely to be helpful for clini-
cians and administrators caring for multiple populations
being evaluated for placement in communities, including
people with mental retardation and other developmental
disabilities, people with mentally illness, prisoners, and
nursing home residents. On-going evaluation of individuals
living in communities is needed to determine the suitability
of the lessstructured environment. Follow-up administra-
tion of the DPQRS (Appendix) to these populations after
community placement is therefore indicated to verify the
suitability of the placement and the adequacy of the services
provided.
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Appendix

Discharge Planning Quality Rating Survey (DPQRS)

Asterisk (*) indicates: 0 = no, 1 = yes, 9 = unknown

Person's Full Name

INSTRUCTIONS: Answer all items after reviewing the chart of the person. If the infor-
mation about an item is unknown, leave the item blank unless instructed otherwise. You
may write any additional information on the backs of the pages.

IDENTIFYING PERSONAL INFORMATION

Number ltem Rater’s response

1 Case number

2 Form number

3 Time number

4 Rater code number

5 Subject number

6 Today’s date

7 Person’s date of birth

8 Person’s sex (0 = female, 1 = male)

9A Is the person Spanish, Hispanic, or Latino?*
If no, skip to 9B1.

9A1 Is the person Mexican, Mexican American, or Chicano?*

9A2 Is the person Puerto Rican?*

9A3 Is the person Cuban?*

9A4 Is the person any other Spanish, Hispanic, or Latino race?*
If the answer is no, then skip to 9B1.

9A5 Please print all other Spanish, Hispanic, or Latino races.

9B1 Is the person white?*

9B2 Is the person black, African American, or Negro?*

9B3 Is the person American Indian or Alaska Native?*
If no, skip to 9B5.

9B4 Please print the names of all enrolled or principal American Indian or Alaska Native
tribes.

9B5 Is the person Asian Indian?*

9B6 Is the person Chinese?*

9B7 Is the person Filipino?*

9B8 Is the person Japanese?*

9B9 Is the person Korean?*
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9B10

Is the person Vietnamese?*

9B11 Is the person Native Hawaiian?*
9B12 Is the person Guamanian or Chamorro?*
9B13 Is the person Somoan?*
9B14 Is the person any other Pacific Islander race?*
If no, skip to 9B16.
9B15 Please print the names of all other Pacific Islander races.
9B16 Is the person any other Asian race?*
If no, skip to 9B18.
9B17 Please print the names of all other Asian races.
9B18 Is the person any other race?*
If no, skip to 10.
9B19 Please print the names of all other races.
10 Person’s height in inches
11 Person’s weight in pounds
12 Person’s level of mental retardation
1 = Profound (IQ below 20 or 25)
2 = Severe (1Q 20 - 25 to 35 - 40)
3 = Moderate (1Q 35 - 40 to 50 - 55)
4 = Mild (1Q 50 - 55 to approximately 70)
5 = Borderline (IQ 71 to 84)
6 = Not retarded
9 = Unknown
13 Full scale intelligence quotient (IQ), as measured by standard individual test
13A Please print the name of the IQ test used in 13.
14 Person’s dominant hand
1 =right
2 = left
3 = ambidextrous
4 = other
9 = unknown
ADMISSION DATA
15 Date of current admission to this facility
16 Total number of admissions to this facility including current admission
17 Total number of admissions to developmental centers excluding current admission
18 Total number of psychiatric hospitalizations excluding this institution and other devel-
opmental centers
19 Total number of physician (MD) notes on chart in past month
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20

Number of psychiatric consultations during the current admission

21 Total number of times the person was in seclusion in the past six months

22 Total number of times the person was in time-out in the past six months

23 Total number of times the person was in restraints in the past six months
DEVELOPMENTAL HISTORY

24 Age when the person first walked in months

25 Age when the person spoke first words in months
HISTORY OF ABUSE OR NEGLECT

26 Has the person ever experienced physical or emotional abuse or neglect?*
If no, skip to 27.

26A Please print all known occurrences of physical and emotional abuse or neglect of the
person.
PHYSICAL APPEARANCE

27 Does the person exhibit dysmorphic facies (unusual facial appearance)?*

28 Does the person have any physical deformities excluding dysmorphic facies (unusual
facial appearance)?*
ACTIVITIES OF DAILY LIVING

29 Is the person toilet-trained?*

30 Can the person feed self in a socially acceptable manner?*

31 Can the person dress self without assistance?*

32 Can the person walk without assistance?*

33 Does the person effectively communicate daily needs though speech?*
If yes, skip to 35.

34 Does the person effectively communicate daily needs through nonverbal means includ-
ing gestures and sign language?*

35 Does the person have Down’s syndrome?*

36 Does the person have epilepsy?*

37 Does the person have congenital cataracts?*

38 Does the person have visual impairments excluding congenital cataracts?*

39 Does the person have bilateral hearing loss?*

40 Does the person have hearing impairments excluding bilateral hearing loss?*

41 Does the person have spastic quadriplegia or quadriparesis?*

42 Does the person have spastic diplegia or triplegia?*

43 Does the person have cerebral palsy excluding spastic diplegia, triplegia, quadriplegia,
or quadriparesis?*

44 Does the person have kyphoscoliosis?*

45 Does the person have obesity?*

46 Does the person have flexion contractures?*

47 Does the person have microcephaly?*

48 Is the person hepatitis B antigen positive?*

49 Is the person hepatitis B antibody positive?*

50 Does the person have a positive skin test for exposure to tuberculosis, €. g., Tine or
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purified protein derivative (PPD)?*

51 Has the person ever received a vaccination for the bacillus Calmette-Guérin (BCG)?*
52 Does the person have stereotypies?*
53 Does the person have tardive dyskinesia?*
54 Does the person have withdrawal dyskinesia?*
55 Does the person have other movement disorders?*
If no, skip to 56.
55A Please print all other movement disorders.
56 Does the person have a head injury?*
If no, skip to 57.
56A Please print all head injuries.
57 What is the person’s karyotype?
0=45X0
1 =46 XX
2 =46 XY
3 = other
9 = unknown
If karyotype is not 3 = other, then skip to 58.
57A Please print all other karyotypes.
58 Does the person have fragile X?*
59 Does the person have any other physical handicap?*
If no, skip to 60
59A Please print all physical handicaps.
MENTAL DISORDERS
60 Has the person ever had schizophrenia?*
61 Has the person ever had autism or another pervasive developmental disorder?*
62 Has the person ever had major depression?*
63 Has the person ever had bipolar disorder?*
64 Has the person ever had Tourette’s disorder?*
65 Has the person ever had other tic disorders?*
66 Has the person ever had primary degenerative dementia of the Alzheimer type?*
67 Has the person ever had atypical psychosis?*
68 Has the person ever had oppositional disorder?*
69 Has the person ever had conduct disorder?*
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70

Has the person ever had intermittent explosive disorder?*

7 Has the person ever had a personality disorder?*
If no, skip to 72.
71A Please print all personality disorders.
72 Has the person ever had eating disorders, including rumination?*
73 Has the person ever had any other psychiatric disorder?
If no, skip to 74
CURRENT MEDICATIONS
74 Does the person currently receive psychoactive medication?*
75 Does the person currently receive antiepileptic medication?*
76 Does the person currently receive other medication?*
76A Please print all current medications.
BEHAVIOR PROBLEMS
77 Does the person assault other people?*
78 Does the person exhibit self-injurious behavior (SIB)?*
79 Does the person exhibit tantrums?*
80 Does the person destroy property?*
81 Does the person run away?*
82 Is the person hyperactive?*
83 Is the person withdrawn?*
84 Is the person anxious?*
85 Does the person steal?*
86 Does the person exhibit sexual behaviors, e. g., masturbation in public?*
87 Does the person have relationship problems with peers?*
88 Does the person have relationship problems with authority?*
89 Has the person ever exhibited head-banging?*
If no, skip to 101.
90 Age of onset of head-banging in years
9 Frequency of head-banging in the past year
1 = less than weekly
2 = weekly to daily
3 = more than daily
9 = unknown
92 Duration of head-banging
0 = less than one year
1 = one year or more
9 = unknown
93 Please print all conditions known to precipitate head-banging.
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94

Please print all conditions known to ameliorate head-banging.

95 Has head-banging ever been treated with behavior modification?*
If no, skip to 97.
96 What is the effect of behavior modification for head-banging?
0 = Head-banging stopped.
1 = Head-banging decreased without stopping.
2 = Head-banging continued unchanged.
3 = Head-banging increased.
9 = unknown
97 Was medication used to treat head-banging?*
If no, skip to 100.
98 Please print all medications and dosages use to treat head-banging.
99 What was the effect of medication for head-banging?
0 = Head-banging stopped.
1 = Head-banging decreased without stopping.
2 = Head-banging continued unchanged.
3 = Head-banging increased.
9 = unknown
100 Please print all medical and surgical complications of head-banging.
101 Has the person ever exhibited pica, eating inedible substances?*
102 Has the person ever exhibited self-biting?*
103 Has the person ever exhibited rumination, vomiting food and eating the vomitus again?*
104 Has the person ever exhibited eye-poking?*
105 Has the person ever exhibited self-scratching?*
106 Has the person ever exhibited face-slapping?*
107 Has the person ever exhibited hair-pulling?*
108 Has the person ever exhibited other self-injurious behaviors (SIBs)?*
If no, skip to 109.
108A Please print all other forms of self-injurious behaviors (SIBs).
109 Diagnostic and statistical manual for mental disorders, fourth edition, text revision
(DSM-IV-TR™) Axis IV (Psychosocial and Environmental Problems) (American Psychi-
atric Association, 2000)
109A Please print all psychosocial and environmental problems.
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110 Diagnostic and statistical manual for mental disorders, fourth edition, text revision
(DSM-IV-TR™) Axis V (Global Assessment of Functioning) (GAF) (American Psychiat-
ric Association, 2000) current

111 Diagnostic and statistical manual for mental disorders, fourth edition, text revision

(DSM-IV-TR™) Axis V (Global Assessment of Functioning) (GAF) (American Psychiat-
ric Association, 2000) highest level in past year
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