
DEVELOPMENTAL DISABILITIES QUALITY ASSURANCE: 

A STUDY OF DEINSTITUTIONALIZATION 

IN OKLAHOMA 

By 

BRIEN LEE BOLIN 

Bachelor of Science 
Oklahoma State University 

Stillwater, Oklahoma 
1985 

Master of Science 
Oklahoma State University 

Stillwater, Oklahoma 
1988 

Submitted to the Faculty of the 
Graduate College of the 

Oklahoma State University 
in partial fulfillment of 

the requirements for 
the Degree of 

DOCTOR OF PHILOSOPHY 
May, 1994 



DEVELOPMENTAL DISABILITIES QUALITY ASSURANCE: 

A STUDY OF DEINSTITUTIONALIZATION 

IN OKLAHOMA 

Thesis Approved: 

ii 



ACKNOWLEDGMENTS 

In January of 1998 a team of researchers undertook the 

quality assurance monitoring of the developmentally disabled 

in the state of.Oklahoma. This longitudinal data gathering 

effort allowed me as an interviewer to observe the lives of 

many individuals with developmental disabilities from an 

outsider perspective. Being part of this team for two 

years, I was able to observe daily routines, environmental 

conditions, and interactions of individuals with 

developmental disabilities and to hear the opinions of 

others concerning this group. This study has given me a 

greater understanding of societal attitudes and perceptions 

of those with developmental disabilities. 

I would like to express my thanks to people who have 

contributed to my doctoral program and the overall 

educational experience which led to the completion of this 

study. 

Dr. Richard Dodder, the chairman of my committee, for 

his patience, encouragement and for his constant faith that 

I could complete my degrees. 

Dr. Ed Arquitt, for guidance, knowledge, and support in 

my graduate career. 

iii 



Dr. Harjit Sandhu for his rich insight into the 

sociological perspectives on deviance and social problems. 

Dr. Robert Morrison for his experience, knowledge and 

stimulating discussions of statistical concepts. Also, for 

his time, effort, and explanations on Analysis of Variance 

procedures. 

Dr. Barbra Murray for her assistance in programing the 

SPSSx and helping find my programing errors. 

Dr. Lynn Atkinson, special advisor, friend and 

colleague~ I thank her for her unique contribution. 

My family, in particular my father and mother, who gave 

up much in order for me to realize my goals in life. 

Finally, to my wife Michelle for her love, sympathy, 

and understanding. And her support of my vision to complete 

this dissertation. 

iv 



TABLE OF CONTENTS 

Chapter Page 

I. INTRODUCTION 

Statement of Problem. 
Objectives •••••• 

• • • • • • • • • • • 1 
• • • • • • • • • • • 5 

II. REVIEW OF LITERATURE 

Introduction •••••••••••••• 
Definitions and Perceptions of the 
Developmentally Disabled ••••••• 

Studies of Reside~tial Settings for 
Individuals with Developmental 

• • • • • 6 

• 7 

Disabilities ••••••••• 
Studies Related to 

. . • • • • • • • 9 

Deinstitutionalization ••••••••••••• 12 
Studies Related to Quality of Life Measures ••• 16 
Research Questions ••••••••••••••• 27 

III. THEORETICAL ORIENTATION 

Introduction •••••••••••••••••• 28 
Definition of Socialization ••••••••••• 28 
Definition of Institutions ••••••••••• 31 
Definition of Labeling. • • • • •••••• 33 
A Synthesis of Socialization, Labeling, 

Developmental Disabilities and The 
Institutional Setting ••••••••••••• 35 

Strengths and Weaknesses: Theories of 
Socialization and Labeling ••••••••••• 39 

IV. METHODOLOGY 

Research Design ••••••••••••••••• 43 
Research Procedures ••••••••••••••• 46 
Questionnaire Rationale. • • • • • • • • 58 
Reliability. • • • • • • • • • ••••••• 53 
Validity • ••••••••••••••••••• 57 
Data Checks ••••••••••••••••••• 58 
Generalizability of Data •••••••••••• 59 
Methods of Data Analysis •••••••••••• 59 
Limitations ••••••••••••••••••• 62 

V 



Chapter Page 

v. RESULTS. 

Introduction •••••••••••• 
Research Question One: Analysis of 

Variance for Stayers •••••• 
Research Question Two: Analysis of 

Variance for Movers •••••••• 
Research Question Three: Analysis of 

Variance for ColDDlunity Residents •• 

• 68 

• • 68 

• • • • 79 

• 81 

• • 91 

VI. SUMMARY, DISCUSSION AND RECOMMENDATIONS ••••••• 196 

SulDDlary •••• 
Discussion ••• 
RecolDDlendations 

SELECTED BIBLIOGRAPHY. 

APPENDIXES •• 

APPENDIX A - QUESTIONNAIRE 

• • • • • • • • 1116 
• • • • • • • • 1111 

• • • • • • 115 

• ••• 123 

.133 

.134 

APPENDIX B - MEASURES TO MONITOR DEVELOPMENTAL 
DISABILITIES: A STUDY OF RELIABILITY •••••• 157 

vi 



LIST OF TABLES 

Table Page 

1. Demographic Characteristics and Percentages of 
Stayers, Movers, and Community Residnets •••• 49 

2. Inter-Rater Reliabilities of Medical Services, 
Civic Involvement, Social Contacts and Goals 
Items 1991 and 1992 •••••••••••••• 55 

3. Analysis of Variance by Race, Sex, and Level by 
Year for Adaptive Development, Challenging 
Behavior (Frequency and Severity) for 
Stayers ••••••• 

4. Stayers 1991 Mean, 1992 Mean, Type of Consumer 
Mean, and Probabilities on Adaptive 

• • 71 

Development • • • • • • • • • • • • • • • • • • 72 

5. Stayers 1991 Mean, 1992 Mean, Type of Consumer 
Mean, and Probabilities on Challenging 
Behavior (frequency) •••••••••••••• 75 

6. Stayers 1991 Mean, 1992 Mean, Type of Consumer 
Mean, and Probabilities on Challenging 
Behavior (severity) •••••••••••••• 78 

7. Analysis of Variance by Race, Sex, and Level by 
Year for Adaptive Development, Challenging 
Behavior (Frequency and Severity) for 
Movers •• . . . . . . . . . 

8. Movers 1991 Mean, 1992 Mean, Type of Consumer 
Mean, and Probabilities on Adaptive 

• • 82 

Development •••••••••••••••••• 83 

9. Movers 1991 Mean, 1992 Mean, Type of Consumer 
Mean and Probabilities on Challenging 
Behavior (frequency) •••••••••••••• 86 

18. Movers 1991 Mean, 1992 Mean, Type of Consumer 
Mean and ·Probabilities on Challenging 
Behavior (severity) •••••••••••••• 89 

vii 



Table 

11. Analysis of Variance by Race, Sex, and Level by 
Year for Adaptive Development, Challenging 
Behavior (Frequency and Severity) for 

Page 

Community Residents • • • • • • • • • • • • 92 

12. Community Residents 1991 Mean, 1992 Mean, Type 
of Consumer Mean and Probabilities on 
Adaptive Development •••••••••••••• 94 

13. Community Residents 1991 Mean, 1992 Mean, Type 
of Consumer Mean and Probabilities on 
Challenging Behavior (frequency) •••••••• 98 

14. Community Residents 1991 Mean, 1992 Mean, Type 
of Consumer Mean and Probabilities on 
Challenging Behavior (severity) •••••••• 192 

15. Demographic Characteristics of Duplicated Sample 
and Entire Data 1991 and 1992. • • • .163 

16. Correlations Across Subjects 1991 and 1992 on 
Categories of Information . . . . . . . . . . .167 

17. Correlations 1991 and 1992: Adaptive 
Development Scale . . . . . . . . . . . . .168 

18. Correlations 1991 and 1992: Challenging 
Behavior Scale. . . . . . . . . . . . . . .179 

19. Correlations 1991 and 1992: Consumer 
Interview . . . . . . . . . . . . . . . . . . .172 

29. Correlations 1991 and 1992: Physical 
Quality Scale . . . . . . . . . . . . . . .173 

viii 



LIST OF FIGURES 

Figure Page 

1. Mean Scores on Behavior Development by Sex, Race, 
and Level of Retardation for Stayers ••••••.• 73 

2. Mean Scores on Challenging Behavior (Frequency) by 
Sex,. Race, and Level of Retardation for Stayers •• 77 

3. Mean Scores on Challenging Behavior (Severity) by 
Sex, Race, and Level of Retardation for Stayers •• 88 

4. Mean Scores on Behavior Development by Sex, Race, 
and Level of Retardation for Movers •••••••• 84 

5. Mean Scores on Challenging Behavior (Frequency) by 
Sex, Race, and Level of Retardation for Movers ••• 87 

6. Mean Scores on Challenging Behavior (Severity) by 
Sex, Race, and Level of Retardation for Movers •• 98 

7. Mean Scores on Behavior Development by Sex, Race, 
and Level of Retardation for Community Residents • 96 

8. Mean Scores on Challenging Behavior (Frequency) by 
Sex, Race, and Level of Retardation for 

Community Residents ••••••••••••••• 188 

9. Mean Scores on Challenging Behavior (Severity) by 
Sex, Race, and Level of Retardation for 

Community Residents ••••••••••••••• 184 

ix 



CHAPTER I 

INTRODUCTION 

Statement of the Problem 

On July 24, 1987, a class action law suit was filed 

against Hissom Memorial Center by the families of 

individuals with developmental disabilities, accusing the 

institution of not providing adequate services for their 

developmentally disabled relatives. The resulting'court 

order called for the eventual closure of Hissom, and also 

called for the Developmental Disabilities Services Division 

to contract with a national expert to review annually plans 

in the implementation of the quality assurance. The court 

order also stipulated that an automated data base be 

developed to analyze, on an annual basis, changes in class 

members' independence (adaptive development, behavior deve

lopment, adaptive behavior), satisfaction with services, and 

quality of lite based upon standardized measures. Finally, 

a suggestion was that all class members be provided, at 

least annually, an opportunity to evaluate services they 

have received. Consequently, the Developmental Disability 

Services Divisions began to implement a program to develop 

this data base with standardized measures (Baysinger, 
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Gordon, Pwnphrey, Bean, and Rowe, 1988, p. 84). The 

mission statement for the quality assurance project stated 

by Baysinger et al. (1J88); 

"The Advocacy, Safeguards and Quality Assurance 
· subcommittee seeks to develop systems which 
promote independence, choice and rights for 
people served. Rights protection and advocacy 
will be primary considerations in developing DBS 
Regulations, Accreditation, Systematic 
Communications, Procedural Protections and 
Transitional Safeguards. 

Quality Assurance activities shall assure that 
services contracted for or rendered by DBS are 
responsive to the needs of class members, comply 
with ethical standards of practice, produce 
outcomes prescribed in each class member's 
Individual Habilitation Plan, are modified to 
meet the changing needs of class members and 
comply with standards of public and physical 
accountability" (pg. 1). 
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A research grant was written in conjunction with 

Oklahoma State University's Sociology Department to conduct 

the monitoring of the quality of services provided. In 1989 

the grant was awarded. Researchers from Temple University 

(Conroy and Feinstein and Associates) .were contacted as 

national experts to assist in the development of a 

monitoring instrwnent and the subsequent training of 

surveyors at OSU. Several instrwnents were selected, based 

upon a model from Temple University, which represented a 

similar court-ordered monitoring of the developmentally 

disabled. The instruments were built upon the Temple survey 

and subsequent monitoring activities. The final version of 

the instrument used in Oklahoma was designed to gather data 



on demographics, residential history, family and advocate 

contact, adaptive equipment needs, adaptive development, 

abilities to control the frequency and severity of 

challenging behavior, need for medical services, drug 

usage, weekly contact information, civil involvement, 

citizenship activities, service planning, consumer 

perceptions of their living situation and interviewer 

perceptions of the site's physical quality. 

3 

Training started in December of 1989 to prepare the 

team of researchers which would collect data on the quality 

of care given to the developmentally disabled not only in 

Hissom Memorial Center, but also in the other institutions 

and community settings across the state. Interviewing began 

in January of 1998. Three years of data have been collected 

since the project began, and a fourth is underway. Past 

studies have not focused on an entire state population of 

developmentally disabled but only those in institutions or 

those in one community center for the developmentally 

disabled. The current study uses the data base which 

represents the developmentally disabled population receiving 

funds from the Developmental Disabilities Service Division 

of the State's Department of Human Services, hereafter 

referred to as DDS. 

The research proposed here will use part of the data 

base described above and will seek to determine differences 

between three categories of individuals, those who were 

moved out of Hissom (Movers) from 1991 to 1992, those in 



Hissom (Stayers) and those who were residing in coD1D1unity 

settings (Community Residents) during the same period (see 

pg. 24 for more elaboration). Past research has not 

considered categories of Movers, Stayers and CoDBunity 

Residents across an entire state's population while those 

individuals with developmental disabilities are in the 

process of deinstitutionalization. 

Lakin, Krantz, Bruininks, Clwnpner, and Hill (1982) 

called for a comprehensive data base of information 

necessary for effective planning, resource development, 

conswner tracking and monitoring procedures for public 

residential facilities for individuals with developmental 

disabilities. Griffith (1985) asserted: 

"Professionals will decide who is served there and 
who remains in, or moves to, the community ••• the 
professionals charged with the operations of the 
programs and services for the developmentally 
disabled who have the major say as to who gets 
what, where ••• rights of citizens who are 
aentally retarded have been clarified in the 
courts and ••• continue to be inalienable, they 
are also more minimal (pg. 186)." 
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Cullari (1984) concluded that the role of the institution is 

not simply to provide custodial care but to aake a real 

commitment to training and increasing staff/conswner 

interactions; Cullari also concluded that, now is the time 

to focus on quality in the care of the developmentally 

disabled. The current study shall utilize the data gathered 

by the Quality Assurance Team from Oklahoma State University 

during 1991 and 1992 on several quality of life indicators. 



Objectives 

The primary objective of this study is to focus on the 

impact of the process of moving individuals with 

developmental disabilities from institutions to community 

settings. Related to the primary obje.ctive is the focus on 

the changes which occur in relation to the individuals' 

quality of life once moved into the community. Categories 

of consumers will be selected to monitor changes over a one 

year period. 
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The quality of life data characteristics will be 

examined in both 1991 and 1992 for Movers, Stayers, and 

Co111munity Residents (shall be referred to as categories) on 

ten dependent variables; 1) adaptive development, 2) ability 

to control the frequency of challenging behavior 3) ability 

to control the severity of challenging behavior 4) medical 

services, 5) civic involvement, 6) social contacts, 7) 

consumer satisfaction 8) number of work skills goals, 9) 

number of self care goals and 18) number of interaction 

goals. Changes between 1991 and 1992 in the mean scores for 

these categories on the dependent variables will be 

evaluated. Differences by types of consumer (based on 

grouping by race, sex, and level of retardation) on the 

dependent variables will also be evaluated. Finally, the 

interaction of type of consumer by year differences will be 

evaluated for these variables. 



CHAPTER II 

REVIEW OF THE LITERATURE 

Introduction 

"The people who have moved from institutions to 

co1D1Dunity placements have benefited iBllllensely in almost 

every way we know how to measure" (Conroy, Feinstein, & 

Lemanowicz, 1988). The quote articulates a direction for 

the current review of literature. This chapter presents a 

review of literature which addresses research on the quality 

of life of individuals as the process of deinstitution

alization takes place. The review of the literature is 

presented as it relates to several quality of lite measures 

tor individuals with developmental disabilities and their 

movement into co1B1Bunity based residential settings. Also, 

the quality of life changes which result will be viewed as 

an important component in this literature review. The 

literature is presented according to studies related to: (1) 

definitions and perceptions of developmental disabilities, 

(2) residential settings for the developmental disabled, (3) 

deinstitutionalization, (4) adaptive development, (5) 

challenging behaviors, (6) consumers' medical needs, (7) 

civic involvements and social contacts, (8) goals related 

behaviors, and (9) consumer satisfaction. 
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Definitions and Perceptions of 

Developmental Disabilities 

The use of terminology such as moron, feebleminded, 

simple, imbecile, dimwitted, or slow was historically used 

to refer to individuals with developmental disabilities. 

Public perceptions of individuals with developmental 

disabilities have become increasingly important as 

deinstitutionalization and other normalization efforts 
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have become more popular across the United States. Caruso 

and Hodapp (1988), in a study of college students, found 

students' perceptions of individuals with developmental 

disabilities to be similar to those with mental illnesses. 

Further, they found that undergraduates perceived 

developmental disabilities to be caused by heredity or brain 

damage and not by environmental deprivation. In addition, 

they found that the idea of psychosocial deprivation was 

unfamiliar to the students. 

The definition of developmental disabilities is 

contained in Public Law 188-146 of the Developmental 

Disabilities Assistance and Bill of Rights Acts: the term 

"developmental disability" refers to a severe, chronic 

disability of a person which: 

1) is attributable to a mental or physical impair
ment or combination of mental and physical 
impairments; 

2) is manifested before the person attains age 22; 

3) is likely to continue indefinitely; 



4) results in substantial functional limitations 
in three or more of the following areas of major 
life activity; 

a) self-care, 
b) receptive and expressive language, 
c) learning, 
d) mobility, 
e) self-direction 
f) capacity for independent living, and 
g) economic self-sufficiency; , 

5) reflects the person's need for a combination and 
sequence of special, interdisciplinary, or 
generic care, treatment, or other services 
which are of lifelong or extended duration and 
are individually planned and coordinated 
(Public Law 98-527; p. 2664). 
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The classification of individuals with developmental 

disabilities is based upon IQ scores (derived from the 

Stanford-Binet or Wechsler IQ inventories) and an adaptive 

development scale. Five classifications of individuals with 

developmental disabilities are identified: (1) Profoundly 

developmentally disabled refers to individuals with IQ 

levels below 16, (2) Severely developmentally disabled 

refers to individuals with IQ levels between 16 and 32, (3) 

Moderately developmentally disabled refers to individuals 

with IQ levels between 33 and 49, (4) Mildly developmentally 

disabled refers to individuals with IQ levels of 58 to 66, 

and (5) Borderline developmentally disabled refers to 

individuals who score 67 to 83 on IQ inventories. 



Studies of Residential Settings for Individuals with 

Developmental Disabilities 

9 

This study will employ the data gathered in the 

monitoring of Oklahoma's developmentally disabled population 

and includes all known individuals receiving funds through 

the Developmental Disabilities Services Division of the 

Department of Human Services. Individual subjects live in 

large state institutions, intensive care facilities (ICF), 

intensive care facilities for the developmental disabled 

(ICF/MR), group homes, supported living, private homes, 

foster care, and semi-independent living. The large state 

institutions, ICF, and ICF/MR facilities function as "total 

institutions" for individuals with developmental 

disabilities. Goffman (1958) suggested tour features of 

"total institution;" 

"First, all aspects of lite are conducted in the 
same place and under the same single authority. 
Second, each phase of the aember's daily activity 
will be carried out in the immediate company of a 
large batch of others, all of whom are treated 
alike and required to do the saae thing together. 
Third, all phases of the day's activities are 
tightly scheduled, with one activity leading at a 
prearranged time into the next, ••• Finally, the 
contents of the various enforced activities are 
brought together as parts of a single overall 
rational plan purportedly designed to fulfill the 
official aims of the institution (p. 295-296). 

Institutions for the developmentally disabled across the 

nation still have similar features to those observed by 

Goffman (1958) more than 35 years ago. Hissom Memorial 

Center, being the focal point of the monitoring of 



18 

Oklahoma's institutions for the developmental disabled, is 

similar to what Goffman (1958) described as the "total 

institution." Culari (1984) and Ferguson (1987) both 

described the daily life of residents of facilities for the 

developmentally disabled with similar characteristics to 

what Goffman (1958) described. Zirpoli and Wieck (1989) 

reported that nearly 188,888 persons with developmental 

disabilities reside in large state-run institutions 

throughout the United States. 

Several of the features of the institution can lead to 

restrictive environments. These factors can produce 

environments where living, learning, working and leisure are 

inhibited. The least restrictive environment is closely 

tied to deinstitutionalization and normalization. Tjosvold 

and Tjosvold (1983) suggested two types of administration in 

institutional settings for the developmental disabled. The 

first, a management style, which emphasizes unilateral 

control over subordinates, centralized decision making, and 

an environment where feelings, personal relations and 

individual differences are not to interfere with task or 

role performance. The second, a collaborative style, 

reflects a respect for individuals, shared decision making, 

and focus on interpersonal skill development. While the 

collaborative style leads to a less restrictive environment, 

provides opportunities for self-expression, cooperation, 

recognition, social competence, and self development, the 

control style tends to be more restrictive in allowing for 



consumer growth. MacEachron (1983), in studying normali

zation in a large state school for the developmentally 

disabled, found that both physical and social, but 

especially the social aspects ot a normalized setting are 

associated positively with the development of the 

developmentally disabled. 
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Researchers have proposed that smaller residential 

settings are more beneficial to individuals with develop

mental disabilities in terms of improvement in quality of 

life (Conroy; 1992, Murray; 1992, Wilson and Kouzi; 1998, 

Conroy, Lemanowicz, Feinstein; 1987, Conroy and Bradley; 

1985). Conroy and Bradley (1985) found that the amount of 

staff time directly allocated to consWDers was higher in 

small community settings than in large institutions. Conroy 

(1992) put forth the assertion that large groups are not as 

beneficial for individual interactions. He suggested that 

individuals interact more in small groups, and higher levels 

of development are achieved later in the process. Conroy 

(1992) reported that institutions are not as beneficial for 

the developmentally disabled's quality of life, adaptive 

development, normalization, or daily interactions as smaller 

community settings. Rotegard, Hill, and Bruininks (1983) 

found that large institutional settings are judged less 

homelike as their resident populations increase in number. 

By controlling for size of facility, individual, and staff 

characteristics, the researchers discovered that the size of 

the facility remained an important predictor of the physical 
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characteristics of the environment. Willer and Intagliata 

(1982) reported that individuals placed in group homes are 

more likely to improve in community living skills; those 

placed in family homes are more likely to improve in 

challenging behaviors; and both groups are equally likely to 

have friends and make use of community resources. Thus, the 

research literature indicates that increases in several 

quality of life measures may be obtained within smaller 

residential community placements. 

Studies Related to Deinstitutionalization 

Deinstitutionalization is a process of transferring 

consumers from large institutional settings to smaller 

community based locations. This movement of individuals 

with developmental disabilities is based on the idea that 

environmental changes are beneficial to individual quality 

of life. Lakin, Hill and Bruininks (1986) defined 

deinstitutionalization as: 

"a term used to describe the social, bureaucratic, 
and fiscal processes involved in transferring 
developmentally disabled residents and the 
resources needed to serve them to "noninsti
tutional," ••• less custodial, less regimented, 
less segregated, and ••• less differential 
from normal environments ••• (p. 54)" 

Zirpoli and Wieck (1989) reported a growing trend in the 

nation toward deinstitutionalization. From their 43 state 

survey Zirpoli and Wieck (1989) found that 27 states 

reported closure of entire institutions. Grimes and Vitello 
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(1998) pointed out the concerns of parents with this trend 

in deinstitutionalization. These concerns focused on the 

potential instability of community programs and the absence 

of supportive services particularly tor those clients with 

medical and behavioral problems. 

Brief (1988): 

It is stated in Rehab 

" ••• that a simple transfer from an institution 
for the mentally retarded to a hospital or a 
convalescent home cannot be considered real 
"deinstitutionalization." To be truly deinstitu
tionalized, the conswner must be moving to smaller, 
less restrictive living situation such as a group 
home, family, foster home, or host (p. 2). 

A primary asswnption of deinstitutionalization is that 

as conswners are moved from the large state operated 

institutions, that the quality of life will improve. 

Kleinberg and Galligan (1983) reported that: 

"Deinstitutionalization is a highly complex social 
policy with an intricate pattern of reasons 
underlying its implementation. Two asswnptions are 
primary for most deinstitutionalization rationales: 
(a) institutions do not engender conswner growth, 
and (b) community residences are more 'normalizing' 
environments than are institutions" (p. 21). 

Normalization is closely associated with the idea of 

deinstitutionalization. Further, deinstitutionalization 

allows individuals with developmental disabilities an 

opportunity to engage in age-appropriate activities. Devlin 

(1989) described normalization as "an ideology, complete 

with a moral system of thought, and a self contained value 



system" (p. 1). Wolfensberger (1972) further described 

normalization as the: 

"utilization of means which are culturally 
normative as possible in order to establish and 
or maintain personal behaviors and characteristics 
which are as culturally normative as possible" 
(p. 28). 

This statement suggests that for an environment to be 

normalized it should be one that reflects similar 

characteristics to the community in which the individual 

belongs. 
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The enviormnent in which an individual with develop

mental disibilities resides is the topic of much research. 

Lakin, Hill and Bruininks (1986) reported that changes in 

the adaptive development of developmentally disabled persons 

who moved from large to small facilities has been the 

subject of only a modest amount of research. Silverstein, 

Wothke and Slabaugh (1988) compared consumers that lived in 

community facilities to those in large state-operated 

facilities. They found that community living facilities 

were less-restrictive than larger state-run institutional 

settings. Silverstein et al. (1988) described community 

living facilities as typically requiring residents to have 

higher adaptive development scores than residents of 

state-operated institutions. Conroy, Efthimiou, and 

Lemanowicz (1982) found that those who moved showed gains in 

adaptive development while those individuals who stayed only 

showed slight increases in adaptive development. 
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The focus of much literature has been upon the level of 

retardation and the individual's developmental abilities. 

These behaviors indicate the level of independence of the 

developmentally disabled. Adaptive behavior (development) 

as a measure of independence is used along with other 

criteria such as IQ to make placement decisions for those 

being moved. Silverman, Johnson, Sersen, Lubin, and 

Schwartz (1986) reported improvements in adaptive 

development among a sample of people living in community 

programs with severe and profound disabilities. The 

consumers displayed more fully developed ambulation and 

eating skills and exhibited more ability to understand 

language as a result of their living arrangement. Silverman 

et al. (1986) noted that the majority of the community-based 

residents were unable to produce speech or use signs to 

express their desires. 

The characteristics of environments for the aging and 

those for individuals with developmental disabilities shared 

several similarities. These similarities were reflected in 

the activities offered, restrictiveness, and the effects of 

movements from one residence to another. Studies of the 

environments for the elderly may be been useful in under

standing some of the characteristics of environments for 

individuals with developmental disabilities. Lawton and 

Nahemows' (1973), for example, presented an Ecological Model 

which described individual autonomy and security increasing 

along with individual competence level. Therefore, 
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decreases in the individual's ability to manage the affairs 

of their daily lives indicates decreases in their level of 

competence. 

Studies Related to Quality of Life Measures 

Quality of life is related to several variables which 

are explored in the following literature. As individuals 

are moved from large state-run institutions to smaller 

residential community settings, planners expect quality of 

life to improve (Balla, 1976; Hemming, Lavender, and Pill, 

1981; Hemming, 1986; McEvoy, 1991). These improvements 

include changes in adaptive development, challenging 

behaviors, services received, civic and social involvements, 

goals related behaviors, and consumer satisfaction. This 

view of quality of life is based upon social and psycholog

ical indicators and are discussed in the following review. 

Studies Related to Adaptive Development 

Adaptive development (also referred to as adaptive 

behavior or behavior development is dependent upon the 

researcher and the particular scales used) is a major 

developmental criteria used to evaluate individuals with 

developmental disablities ability to meet social and 

cultural standards for independence and responsibility. 

Adaptive development is primarily a measure of individual 

independence. Several perspectives are found in the 

literature on the nature of adaptive development. 



" ••• the reversible aspect of mental retardation, 
and it reflects primarily those behaviors which 
are most likely to be modified through appropriate 
treatment or training methods" (Leland, 1978, p. 28). 

" ••• is a construct influenced by considerations 
of place and time. A person judged as "adaptive" 
in one setting may not necessarily be evaluated 
similarly in another place; adaptive behaviors at 
one developmental level are qualitatively 
different from another level. In short, adaptive 
behavior is relative and dynamic, rather than 
absolute and static" (Horn and Fuchs, 1987, p. 11). 

Gresham and Elliott (1987) suggested that individual 
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social competence consists of two parts: adaptive 

development and social skills. An individual's social 

skills are related to their ability conform to social norms. 

Vitello, Atthowe and Cadwell (1983) reported that institu

tionalized developmentally disabled are generally not 

recommended for community placements until they attain 

higher levels of adaptive development. Adaptive development 

has thus become a primary consideration in the decision to 

place consumers in community settings. 

Adaptive development and level of retardation are two 

factors which have been the focus of several studies on the 

developmentally disabled. Harrison (1987) reported moderate 

relationships between adaptive development and intelligence. 

Schlottmann and Anderson (1982) revealed in their study of 

288 institutionalized developmentally disabled children that 

differences in measured intelligence are associated with 

differences in various types of developmental behaviors. 

Adaptive development may increase with placements in setting 
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which focus on individuality and less on institutionality. 

Age and level of retardation are important factors in 

determining if consumers' behavior development will improve 

when placed in a smaller community setting. Hodapp and 

Zigler (1985) found, for example, that once placed in a less 

restrictive environment younger children, who are severely 

mentally retarded, did not show any greater improvements in 

behavior development than did older children in 

institutional settings. 

Hemming, Lavender, and Pill (1981) used the Adaptive 

Behavior Scale to assess improvements in adaptive behavior 

(referred to in this research as adaptive development) as a 

final criterion to assess improved quality of life in their 

study of the developmentally disabled after transfer from 

large institutions into smaller community settings. Lakin 

et al. (1986) found significantly greater adaptive 

development scores among community residents at nine months 

after transfer, but, not one to two years later. Silverman 

et al. (1986) studied moderately sized facilities (IFC/MR) 

over a one-year period and found that profoundly disabled 

individuals were capable of skill acquisition within this 

type of environment. 

Studies of the movement of individuals with 

developmental disabilities into community settings has 

included varied results, based on level of retardation. 

Hemming, Lavender, and Pill (1981) reported that for those 

individuals with higher levels of functioning (mild to 
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moderate levels), improved least upon movement from the 

institution. Further, Silverman et al. (1986) surmised that 

individuals with profound developmental disabilities when 

moved to community settings resulted in a decline in 

adaptive development. Kleinberg and Galligan (1983) 

suggested that individuals with higher levels of retardation 

displayed decreases in their levels of adaptive development 

in the first few months after movement into the community. 

However, Conroy, Efthimiou and Lemanowicz (1982) found that 

movers at all levels (profound to mild retardation) gained 

in adaptive development. This is supported by Hemming 

(1986) who found that individual's quality of life improved 

one year after transfer in several areas (independent 

functioning, language development, physical development, and 

domestic activities). McEvoy (1991) studied individuals who 

stayed in institutional settings and those who were 

transfered to residential settings on adaptive behavior and 

found that individuals who stayed showed less improvements 

than those who moved on levels of adaptive development. 

These results indicate that the observed improvements in 

adaptive behavior between staying at an institutional 

setting and moving to the community are contingent upon the 

reported level of retardation. 

Studies Related to Challenging Behavior 

Bill and Bruininks (1984) referred to behaviors which 

are self-injurious, harm others, damage property, or disrupt 
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others as challenging behaviors. In the current study 

challenging behavior is similar to the term maladaptive 

behavior which is used in other studies. Fine et al. (1998) 

reported deinstitutionalization may be related to at least 

short term increases in maladaptive behaviors. Hill and 

Bruininks (1984) suggested that most types of maladaptive 

behaviors are more common among public facility residents 

than among community residents. Kleinberg and Galligan 

(1983) indicated that during the first few months after 

moving to residential settings, lower functioning consumers 

showed increases in antisocial behaviors, while higher 

functioning consumers decreased their antisocial behaviors. 

Increases in interactions with staff members and other 

residents may increase the opportunity to exhibit malad

aptive behaviors. This possibly would influence the rate of 

reporting on these behaviors by staff members. Willer and 

Intagliata (1982) suggested that individuals placed in 

family-care are more likely to improve their maladaptive 

behaviors but self-care skills do not improve dramatically. 

Hemming, Lavender, and Pill (1981) found that maladaptive 

behaviors (challenging behaviors in the current study) 

increased between transfer, four months after transfer, and 

most of the increase were in those residents with lower 

abilities. 

The demographic factors of age and sex were shown to be 

related to the movements of individuals -With developmental 

disabilities into community residences. Salgaras and 
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Nettelbeck (1983) reported that age factors produce 

significant main effects in eight domains: violent and 

destructive behaviors, antisocial behaviors, untrustworthy 

behavior, withdrawal, inappropriate interpersonal manners, 

unacceptable or eccentric habits, hyperactive tendencies, 

and psychological disturbances. Salgaras and Nettelbeck 

(1983) also suggested that sex differences were found in 

antisocial behavior, self-abusive behavior, and hyperactive 

tendencies with males exhibiting more antisocial and 

hyperactive behav.iors, while females exhibited aore self

destructive behaviors. Schlottmann and Anderson (1982) 

found in a study of developaental records from 288 Hissom 

Memorial Center residents that differences in measured 

intelligence were associated with differences in 

developmental behaviors. Further, they found that when 

individuals were separated into groups by sex rather than 

levels of retardation the differences were minimal. 

Alexander, Huganir, and Zigler (1985) reported that females 

had higher subjective and objective preinstitutional social 

deprivation scores than did males. They suggested that this 

might be due to the sexist stereotype that females need more 

social and emotional protection than males. 

Conroy et al. (1982) found maladaptive behavior 

increases for those who stayed in institutional settings 

while those who moved showed no increases in maladaptive 

behaviors. This finding is contradicted by McEvoy (1991) 

who reported that levels of maladaptive behavior for an 
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institutional group decreased over a period of three months 

while a community group increased in these behaviors for the 

same time period. 

Studies Related to Routine Services 

Medical Needs. The medical needs of consumers with 

developmental disabilities play an important role in 

decisions to place individuals in a community setting. 

Conroy, Efthimiou, and Lemanowicz (1982) explored medical 

needs, ambulation, vision, hearing, and seizure history 

after matching groups of movers and stayers. They found 

that movers had more impairments, ambulation, vision and 

hearing. However, there was no difference between movers 

and stayers on medical needs. McDonald (1985) reported on 

the needs of those individuals with severe disablities who 

were being returned to community settings. He suggested 

that proper implementation of the ICF/MR (Intermediate Care 

Facilities for Mentally Retarded) model, which was designed 

to meet the service needs of severely disabled individuals 

returning to community settings, would have the most benefit 

for consumers. The model calls for 24 hour, on-site nursing 

care and employment of a nurse as the health care 

coordinator in the homes. This would allow for many 

potentially serious medical problems to be attended to at 

their earliest signs and thus lower the need for emergency 

visits to hospitals or visits by physicians. McDonald 

(1985) gathered data from subject's records to determine 
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major handicapping conditions, diagnoses, and functioning 

levels in activities necessary for daily living. McDonald 

(1985) challenged the high-risk assumptions for severely 

developmentally disabled in community settings, since 57 

acute care visits had been reduced to an average of two per 

resident per year once moved to community settings. 

Civic Involvement and Social Contacts. Luck and Heiss 

(1972) suggested that environment and personality may be 

viewed as a two-way street--environment and that events 

shape people but also play an important part in selecting and 

shaping their own experiences. Increases in social contacts 

.. and involvements of citizens with developmental disabilities 

in activities with non-handicapped individuals would 

indicate movements toward a more normalized environment and 

a higher quality of life. Conroy, Efthimiou and Le.manowicz 

(1982) found that individuals with developmental 

disabilities that resided in the more deprived institutional 

settings (less normalized, less individualized, and less 

physically pleasant) gained more upon transfer to community 

settings. 

The reviewed literature on deinstitutionalization 

supports the assertion that increased community activities 

would promote a .more normalized quality of life for 

individuals with developmental disabilities. 

Number of Weekly Goals. Emerson (1985) defined quality 

of life as the satisfaction of individual values, goals, and 

needs through lifestyle (p. 282). The idea that quality of 
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life increases as one accesses cultural activities and 

social settings is a compelling argument for normalization 

in the daily lives of the developmentally disabled. 

Landesman and Butterfield (1987) reported that with norma

lization comes higher life satisfaction, self-esteem, and 

personal competence. These elements are viewed as products 

of involvement with mainstream activities of society. Goals 

that involve individual in work, self care, and interaction 

seem related to normalization. Harrison (1987) concluded 

that "adaptive behaviors can be increased through placements 

in settings which focus on training adaptive behavior 

skills" (p. 61). Hemming (1986), for example, found in a 

five year follow-up of individuals with developmental 

disabilities that higher ability consumers showed 

improvements on domestic activities, while those consumers 

with lower ability showed improvements in domestic activity, 

responsibility, socialization, and independent functioning. 

Studies of Consumer Satisfaction 

Quality of life can be measured by many dimensions of 

an individual's life. Several of the indicators are found 

in the literature. Landesman (1986) expressed that 

researchers have not developed procedures to measure 

'success' of deinstitutionalization programs at the 

individual level. Landesman (1986) argued that the success 

of movement from an institution to smaller residential 

settings should be evaluated and be sensitive to the 
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person's own perceptions of quality of life. 

Individuals perceptions of quality of life may be 

determined by the group with whom they associate. It is 

stated in the Court Plan and Order of Deinstitutionalization 

(1987) that: 

"By limiting Hissom residents to only other 
retarded people they are limited to what can 
be learned from the people they are observing. 
Retarded people like all ~ther people need 
consistent involvement with others who will 
relate to them on a bu.man emotional level" 
(p. 32). 

Jahoda, Markova and Cattermole (1988) reported in a study of 

individuals with mild developmental disabilities that their 
. ~ 

social life revolved around a handicapped world. This world 

of individuals with developmental disabilities becomes a 

"reference group" for those individuals in institutional 

settings. Singer (1981) defined a reference groups as one: 

" •.•• to which an individual orients himself, 
regardless of actual membership, calling attention 
to the fact that such evaluations, attitudes, and 
behavior may be shaped by groupings other than 
the person's own (p. 66)." 

Further, a reference group can produce feelings of relative 

deprivation and thus lower an individual's perceived quality 

of life. Relative deprivation is a sense of satisfaction 

related to comparisons between: one's situation and that of 

some other group. This comparison is what one uses as a 

standard to evaluate one's self from others. Individuals 

with developmental disabilities are defined by society, 



their parents, institutional staff, and others as 

handicapped people. Standards of mental and physical 

abilities can be based on these groups. 
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Goffman (1959) contended that individuals build their 

self using impression management. For individuals with 

developmental disabilities their level of adaptive 

development, and ability to control their challenging 

behavior may obstruct their ability to create a self which 

would make involvement in normalized activities achievable. 

Mead (1985) assumed individuals acquire a sense of self 

based upon "the generalized other." The generalized other 

allows the individual to understand societal perceptions of 

one's self. Markova and Cattermole (1988) found individuals 

with mild developmental disabilities are aware of a stigma 

associated with being identified as "mentally handicapped" 

(p. 113). Cooley (1~29) felt that individuals adjust their 

behaviors based upon others' reactions. This is the process 

by which self develops according to Cooley (1929). The self 

which is presented by the individual with developmental 

disabilities shall be further explored in Chapter III. 

The court-order mandated that interviews be conducted 

directly with individuals with developmental disabilities 

(Baysinger et al.; 1988, p. 84). These consumer interviews 

were conducted in order for individuals to evaluate services 

they received and so that they could express their opinions. 

These evaluations could be contrasted with others' quality 

of life indicators. 
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Research Questions 

The present research seeks to describe differences 

within three categories of individuals currently involved in 

deinstitutionalization in Oklahoma. Stayers (includes those 

individuals living in Hissom Memorial center in 1991 and in 

1992 with wbom interviews were completed), Movers (those 

individuals with whom interviews were completed in 1991 in 

Hissom Memorial Center and then moved from Hissom Memorial 

Center to a group home or other community living facilities 

by 1992), and Community Residents (those individual living 

in the community with whom interviews were completed in both 

1991 and 1992). The quality of lite measures (here after 

referred to as dependent variables) shall be the primary 

focus of the current study. Three r~search questions are 

proposed to focus on the variations within categories and 

between types of consumers within these categories. 

1) Among Stayers is there a difference by type of consumer 
(combinations of race, sex, and level of retardation), 
by year, and by interaction of type and year on the 
dependent variables (Adaptive Development, Challenging 
Behavior (frequency and severity))? 

2) Among Movers is there a difference by type of consumer 
(combinations of race, sex, and level of retardation), 
by year, and by interaction of type and year on the 
dependent variables (Adaptive Development, Challenging 
Behavior (frequency and severity))? 

3) Among Community Residents is there a difference by type 
of consumer (combinations of race, sex, and level of 
retardation), by year, and by interaction of type and 
year on the dependent variables (Adaptive Development, 
Challenging Behavior (frequency and severity))? 



CHAPTER III 

Theoretical Orientation 

Introduction 

The concepts of socialization, environment, and 

labeling provide a theoretical basis to build upon the 

literature presented in the previous chapter. Theories are 

presented in a symbolic interactionist framework which 

provides a processual approach to understanding the 

relationships between actors and their environments. 

According to Ritzer (1988) "symbolic interactionists' 

primary concern is with the impact of meanings and symbols 

on human action and interaction (p. 303)." Theories and 

concepts of socialization, environment, and labeling are 

applied to individuals with developmental disabilities who 

reside in institutional settings, to those who move from an 

institutional settings, or to individuals living in 

residential coD11Dunity settings. The following is a review 

of literature as it pertains to socialization, environment, 

labeling, and developmental disabilities. 

Definition of Socialization 

Socialization may be defined in several different ways. 

One definition may be as simple as a process by which 
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individuals develop a capacity to become effective partici

pants in the world around them. Gecas (1981) defined the 

concept of socialization as: 

" ••• having two fairly distinct meanings in 
sociology ••• One point of view stresses the 
individual's adaptation and conformity to societal 
requirements; the other emphasized the individual's 
development into a self assertive, distinct hwnan 
being (p. 166)." 

But Vander Zanden (1977) defined socialization as: 

" ••• the process individuals develop, through 
interaction with other people, the ways of 
thinking, feeling, and acting that are essential 
for effective participation within society (p. 97)." 

Nixon (1979) describes socialization as involving teaching 

or the induction of beliefs in which individuals' behavior 

conforms to a group's normative expectations. According to 

Davis (1948) 

"interactions with others in organized and 
•eaningful way, which is the essence of 
socialization, can occur only in a stable and 
familiar group setting where people feel secure 
and can relate to others intimately and personally 
(p. 388)." 

Cooley (1989) defined the process of socialization as 

occurring within an individual's primary groups. These 

groups were characterized by: 

" ••• intimate face-to-face association and 
cooperation •••• they are fundamental in 
forming the social nature and ideals of the 
individual. The result of intimate association, 
psychologically, is a certain fusion of 



individualities in a co1DD1on whole, so that one's 
very self, for many purposes at least is the 
co1DD1on life and purpose of the group •••• the 
simplest way of describing this wholeness is by 
saying that it is a "we." It involves .the sort 
of sympathy and mutual identification ••• (p. 23)." 
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These definitions provide a basis for the conceptualization 

of how social selves of individuals with developmental 

disabilities develop even when limited by the physical 

constraints of their abilities, by the physical setting of 

the institution, and by societal labels. 

The socialization process is challenged when applied to 

the developmentally disabled population. As defined in the 

literature review, this population is limited by some 

inabilities to perceive, react and develop throughout the 

life course. The asswnption of these definitions of socia

lization are that the individual has the capacity to grow 

and develop in a nurturing environment. The reality tor an 

individual with developmental disabilities is that of an 

institutional environment which may not provide this 

environment. 

The movement of these individuals with developmental 

disabilities to different settings may require a process of 

resocialization. The socialization process for these 

individuals when placed in a different environment (moved to 

another residence) may be seen as one of resocialization. 

The results would be the internalization of a new group's 

standards and values. The result, however, could be a brief 

period of non-normative behavior while the individual 
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becomes acquainted with the new environment. Fine, 

Tangerman and Woodard (1998) reported that the deinstitu

tionalization of individuals with developmentally disabled 

may be related to short-term increases in maladaptive 

behaviors. lntagiliata and Willer (1982) found that 

continued displays of non-normative (maladaptive) behaviors 

were significantly more likely to result in reinstitu

tionalization. Thus, if internalization of the group norms 

is not accomplished then a primary group "we" feeling as 

Cooley (1989) described becomes difficult. 

Definition of Institutions 

The daily life of the institutionalized developmentally 

disabled is filled with routinized interactions, capricious 

behaviors and isolation from the public. This is similar 

to descriptions of the daily lives of the institutionalized 

mentally ill or criminal populations (Carney, 1988; Goffman, 

1961; Rosenhan, 1973). Robertson (1987) defines an 

institution as "a stable cluster of values, norms, statuses, 

roles, and groups that develop around a basic social need 

(p. 93)." These needs may include regulation of sexual 

behavior, provision of child care, transition of cultural 

knowledge, reaffirmation of community values, solidarity, 

care of the ill, distribution of power, leadership, 

protection of the state, maintenance of social control, 

investigation of the social and natural world, recreation, 

and exercise (Robertson 1987, p. 94). 



Institutions for the developmentally disabled provide 

for society care of those who are physically ill, 
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protection of the state, and the maintenance of social 

control. This macro definition of the institution may be 

altered and viewed from a micro level as Berger and Luckmann 

(1967) define an institution as a place of reciprocal 

process of typification. They suggested that an institution 

"controls human conduct by setting up predefined patterns of 

conduct" (Berger and Luckmann, 1967; p. 55). Goffman (1968) 

referred to this type of setting as the "total institution," 

for which he suggested four features: 

"First, all aspects of life are conducted in the 
same place and under the same single authority. 
Second, each phase of the member's daily activity 
will be carried out in the immediate company of a 
large batch of others, all of whom are treated 
alike and required to do the same thing together. 
Third, all phases of the day's activities are 
tightly scheduled, with one activity leading at a 
prearranged time into the next, ••• Finally, the 
contents of the various enforced activities are 
brought together as parts of a single overall 
rational plan purportedly designed to fulfill the 
official aims of the institution (pp. 295-296). 

Institutions for the developmentally disabled across 

the nation still have similar features to those observed by 

Goffman (1968) more than 35 years ago (Cullari, 1984; 

Holburn, 1998; Lakin, Krantz, Bruininks, Clumpner, Hill, 

1982; Rotgard, Hill, Bruininks, 1983). This microscopic 

conceptualization of institutions is quite different from 

the broad sociological conception of an institution given in 

the beginning of this section. However, viewing the 



institution for the developmentally disabled as an 

environment of social control and division of society into 

normal an non-normal will be discussed in the following 

section. 

Definition of Labeling 
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Social labels are built out of public perceptions of 

what is believed to be normal or non-normal. What 

individuals believe to be normal is based upon the 

socialization process. Negative societal reactions develop 

when behaviors do not fit these perceptions and frequently 

will produce a label. Labels in society can range from the 

positive (such as hero, intelligent, independent, or 

millionaire) or negative (criminal, poor, mentally ill, or 

developmentally disabled). Tannenbaum (1938) describes the 

process as one of: 

" ••• tagging, defining, identifying, segregating, 
describing, emphasizing, making conscious and 
self-conscious; it becomes a way of stimulating, 
suggesting, emphasizing, and evoking the very 
traits that are complained of (p. 192)." 

With institutionalization of the individual with 

developmental disability comes defining, identifying, and 

segregating. The "we" feeling described by Cooley (1909) 

becomes part of the process of segregating and emphasizing 

differences among groups in society. This process further 

involves the creation of "stigma". Stigma according to 
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Goffman (1963) is a gap between what a person ought to be 

(virtual social identity) and what the person actually is 

(actual social identity). The primary focus of Goffman's 

(1963) book Stigma is upon interactions between tbose who 

are stigmatized and those who are perceived as "normal". 

The deviant label of individuals with developmental 

disabilities stem from socialization. Subsequent tagging 

and identification of the developmentally disabled 

population as having differences from the larger population 

results in the separation of this group from the general 

population into institutional settings. 

"The deviant label once applied is extremely difficult 

to shed (Goode; p. 34)." Rosenhan (1973) illustrated this 

point in the examination of what happened when sane 

individuals represented themselves as having mental 

disorders. Sane individuals were diagnosed as schizophrenic 

and admitted into a mental hospital. While inside the 

institution the patients behaved normally, however, their 

behaviors were still perceived as abnormal. Thus, Rosenhan 

(1973) revealed the power of labels and their ability to 

transform societal reactions of those with the labels. 

Deinstitutionalization of individuals with develop

mental disabilities to smaller community residents is 

thought to assist the process of normalization (Conroy, 

Efthimiou, Lemanowiz, 1982; DeWeaver, 1983; Emerson, 1985; 

Kleinberg and Galligan, 1983; Landesman and Butterfield, 



1987). Lakin, Hill, and Bruininks (1986) described 

normalization as: 

"has set a standard of value against which the 
quality of services for an hlstorically devalued 
group of people can be judged. The standard is 
simply whether the treatment of an individual 
reflects the acceptance of him or her as a member 
of the culture ••• " (p. 57). 

Emerson (1985) asserted that "normalization has become the 

ideological cornerstone of the deinstitutionalization 

movement. • • (p. 283)." 

A Synthesis of Socialization, Labeling, Developmental 

Disabilities And The Institutional Setting 
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The foundations of labeling, socialization, 

developmental disabilities and the institutional setting are 

described in the above discussion. These definitions and 

concepts are put forth in the Symbolic lnteractionist 

tradition. This approach suggests that: 

"1) Human beings, unlike lower animals, are endowed 
with the capacity for thought. 2) The capacity 
for thought is shaped by social interaction. 3) 
In social interaction people learn the meanings 
and the symbols that allow them to exercise their 
distinctively human capacity for thought. 4) 
Meanings and symbols allow people to carry on 
distinctively human action and interaction 
5) People are able to modify or alter the meanings 
and symbols that they use in action and 
interaction on the basis of their interpretation 
of the situation ••• 6) The intertwined patterns 
of action and interaction make up groups and 
society (Ritzer 1988, p. 388)." 

Labeling is based on the symbolic meanings that individuals 
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develop within the process of socialization. The process of 

socialization within an institution does not have the 

characteristics of "we" as described by Cooley (1989). The 

institutional setting presents a routinized enviromnent in 

which the individual;s interactions are designed to provide 

the individual with structure. The appearance of normality 

is not part of the institutional image (Cullari, 1984; 

Griffith, 1985; Holburn, 1998; Landesman and Butterfield, 

1987). Hewitt (1976) suggested that: 

"everyday life consist largely of a flow of routine 
situations, and many responses in and to them are 
quite habitual. If one is accustomed to dinner 
every day at the same hour, sitting down and eating 
is virtually a matter of reflex" (p. 111). 

A non-institutional setting should provide more interactions 

with others and less reaction to others; thus, social 

contacts and individual interaction should increase. 

Erikson (1964) suggested that "Deviance is not a 

property inherent in certain forms of behavior; it is a 

property conferred upon these forms by audiences which 

directly or indirectly witness them" (p. 11). Thus, 

definitions of what is considered to be deviant or 

conforming types of behaviors are developed within the 

primary group. Schur (1971) felt that application of a 

deviant label to a particular rule breaker is not a random 

process. Labeling involved the social audiences determin

ation of whether an act was deviant or not by its reaction 

to that behavior. Further, Schur (1971) felt that there 
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were three levels of societal reactions to behavior; 

significant other, social control agency, and 

society-at-large. Jahoda, Markova, and Cattermole (1988) 

suggested that family members (significant others) react 

more positive to their developmental disabled family members 

behaviors than institutional staffers. 

Within an institutional setting the process of labeling 

others as deviant may be beneficial for those doing the 

labeling. Labeling provides a division between those who 

deviate and those who conform, by providing a sense of "we" 

for the conforming members of society. Another consequence 

of labeling, is the preservation and consolidation of social 

order, stability, and control. Szaz (1986) suggested 

labeling individuals as "mentally ill" provides power for 

those doing the labeling. Further, by placing those with 

labels into "total institutions" labeling can be used as a 

means of social control. 

Cooley's (1985) suggestion that individuals make use of 

others to adjust behavior could be integrated with 

Tannenbawn's (1938) process of acquiring a negative label. 

Cooley (1938) felt that individuals are constantly adjusting 

their behaviors ba.sed upon interactions with others using 

what he called the "Looking Glass Self." The process is a 

means to assist the individual in acting. in a conforming 

manner by allowing the individual to perceive others' 

reactions and make necessary adjustments to behavior. 

Tannenbawn (1938) described the process of developing a 
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deviant label. He felt that the individual goes through 

several stages: first tagged, then identified, next 

segregated (institutionalized), and ultimately described 

(psychological exams). Finally, individuals are conscious 

and self-conscious of their position in society. The label 

has become a self-fulfilling prophecy. Thus, if individuals 

recognize they are labeled as being a member of a deviant 

subgroup then the chances for change are diminished within 

the institutional setting. 

Mead (1985) extended Cooley's idea of the "Looking 

Glass Self" by suggesting that individuals acquire a sense 

of self based upon the "generalized other." The acquisition 

of the "generalized other" develops in stages as the 

individual interacts with others. These interactions allow 

the individual to understand societal perceptions of one's 

self. 

The first stage suggested by Mead (1985) is the 

Preparatory Stage. This is a stage of meaningless 

imitations by the individual. Symbolic understanding is not 

possible in this stage. Next, Mead (1985) suggested the 

Play Stage. During this stage the individual begins to act 

out different roles. It is in this stage that the individual 

begins to develop a self by conceiving the self as a third 

person. This aspect of role taking in the play stage is 

known as the "significant other." Finally, there is the 

Game Stage, in which the individual can take on the roles of 

several others simultaneously. This stage requires greater 
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cognitive abilities of the individual. For the develop

mentally disabled, this stage may be quite difficult and for 

some not obtainable. In this final stage the "generalized 

other" is formed. This is the ability of the individual to 

define the behaviors and formulate group expectations. As 

the individual grows, the "generalized ~ther" grows also. 

Mead's (1985) developmental model of the self suggests 

that individuals ~cquire the ability to take on perspectives 

of others. The acquisition of the generalized other for 

individuals with developmental disabilities in institutions 

occurs when roles are defined and the interactions become 

routinized. Further, if the generalized other is not 

developed as Mead (1985) suggested, the power of the label 

may become tenuous. Caruso and Hodapp (1988) suggested that 

public perceptions of the developmental disabled and 

affective-behavioral qualities which render the individual 

incapable of functioning in society are the major barriers 

to normalization movements. 

Strengths And Weaknesses: Theories 

of Socialization and Labeling 

The theories presented in this paper represent only a 

brief part of the body of lite~ature which exists on 

socialization, developmental disabilities, institutional 

settings and labeling. Goffman's works on mental illness 

and institutions is extensive, but his article on the total 

institution and mental illness (1968) describes similar 



situations to those of the developmentally disabled. 

Individuals with developmental disabilities represent a 

special population with societally-conceived of 

characteristics (Caruso and Hodapp, 1988). 
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The institution is an environment where there is little 

differentiation between private and public areas (Rosenhan, 

1973). Individuals with developmental disabilities are 

constantly being observed by staff, checked by medical 

personnel, and examined by staff psychiatric personnel. 

Lemert (1951) suggested that all people commit acts that 

violate societal rules, but many transgressions are of minor 

significance. The institutionalized individual's behavior, 

however, is often observed and leaves little room for 

deviation. 

Cooley's (1985) formulation of the self conforming to 

the presumed expectations of others via the "Looking Glass 

Self" is limited because pf its basis in a "normal" 

population. This limitation is amplified when applied to 

the developmentally disabled population. The weakness of 

this perspective is that it does not allow for variations 

from the norms, and the societal norms are the basis for 

labels of deviance. 

Mead's (1985) theory of the socialization of self 

through stages presents a better understanding of how 

developmentally disabled may acquire a self. This analysis 

of the individual's ability to acquire a self in an 

institutional setting transcends Cooley's (1985) "Looking 
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Glass Self." The stages of Preparatory, Play, and Game 

could be modified to fit the population of the institu

tionalized developmental disabled; that is, individuals with 

developmental disabilities could be shown to go through a 

modified stage process where they learn roles and 

appropriate behaviors. This could lead to the acquisition 

of significant others in a limited way and also to a 

generalized other. However, the normative routinized 

expectations of the institution would also have to be 

considered as they are internalized in the socialization 

process. 

There have been many criticisms of the labeling 

perspective. One suggestion is that the perspective 

exaggerates the significance of the label in the making of a 

deviant career. For those with developmental disabilities, 

the deviant label may become only part of life's course. 

Further, the labeling perspective is criticized for not 

being completely accurate. Labeling does not explain the 

cause or etiology of acts such as rape, criminal homicide, 

homosexuality, robbery, or child molestation. This 

perspective is only concerned with the social reactions to 

these deviations. This is perhaps where its strength in 

providing insight into developmental disabilities lies. The 

etiology of some developmental disabilities are known e.g., 

(head tram.a, high fever, prenatal-parental drug usage, 

premature birth, psychosocial deprivation, environmental 

deprivation). Labeling does not create the developmental 



disability, but the social reaction, which follows, does 

help to create societal treatment of this population. 

Tannenbaum's (1938) description of tagging, defining, 

identifying, segregating, describing, emphasizing, making 

conscious and self-conscious provides an example of the 

social reaction to developmental disabilities. 
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Also, the act of labeling does not always produce inten

sification of the actor's commitment to deviance. However, 

with the institutionalization of those with developmental 

disabilities the deviant identity is strengthened by the 

separation of the group from society. In addition, it is 

possible to have certain forms of deviant behavior prior to 

or in the absence of a label; for example, many with mild 

disabilities can probably exist in society with only minimal 

stigma. 

Labeling may indirectly assist in the oppression of the 

powerless groups and intensify the rules of the powerful. 

Rosenhan (1973) describes the oppression and manipulation of 

those labeled schizophrenic •bile residing in an institution 

tor the mentally ill. In the case of those with develop

mental disabilities in the institutional setting, the label 

appears to be used to classify those with the most severe 

disabilities and subsequent placements in the most 

restrictive environments. 



CHAPTER. IV 

METHODS AND ANALYSIS OF THE DATA 

Research Design 

The research project generating these data was designed 

to monitor quality assurance for those individuals with 

developmental disabilities in the state of Oklahoma who were 

receiving assistance from the Developmental Disabilities 

Services Division of the Department of Human Services. 

Interviews were to be conducted with the consumer's primary 

caregiver (i.e., a parent, social worker or other staff 

member who was knowledgeable of the individual). Those 

consumers who were able and present were interviewed 

personally about their living conditions. However, only 

46.8% of this section of the int.erviews were completed. A 

lack of adequate interviewing techniques when consumers were 

unable to verbally communicate or comprehend the questions 

could have been a possible reason for these low completion 

rates. During the interview, caregivers were asked about 

consumer's demographic information, consumer's past living 

history, adaptive development, challenging behaviors, 

medical needs, civic involvement, service needs, goals, 

contact with friends, family, advocates and individuals in 
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the coD11Dunity. The selection process involved targeting all 

individuals in Oklahoma receiving support from Developmental 

Disabilities Services Division of the Department of Human 

Services. A list of individuals with developmental 

disabilities was generated from the Developmental 

Disabilities Services Division of the Department of Human 

Services. This list proved to be incomplete; individuals 

not contained in this list were identified as receiving 

support from the Developmental Disabilities Services 

Division of the Department of Human Services. 

There are an estimated 39,688 individuals with 

developmental disabilities residing in Oklahoma (Murray, 

Conroy, Ervin, 1992, p. 1). This number includes both those 

receiving support and those not receiving support from the 

Developmental Disabilities Services Division. Out of this 

total estimated population in Oklahoma, only a small 

proportion have been contacted and interviewed. Because 

those individuals not receiving funding have no obligation 

to participate, are difficult to track, and were not 

contracted for research, interviews were not conducted with 

them. In each year, the tracking and recording of 

information on locations became more complete allowing 

interviewers in subsequent years to conduct these interviews 

more quickly. Further, interviewers have become more 

efficient in gathering the data. Staff training has 

corrected time consuming mistakes from previous years. This 

allows the interviewer to conduct a higher number of 
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interviews on each outing. Therefore, higher nwnbers of 

individuals with developmental disabilities continue to be 

interviewed each year since the beginning of the project 

(N=2384 in 1991 and N=3572 in 1992). The current list of 

those individuals with developmental disabilities is the 

most complete record to date. It is not exhaustive but 

represents all those known to be receiving funding from the 

Developmental Disabilities Services Division of the 

Department of Hwnan Services at the time of interviewing. 

The project director at Oklahoma State University began 

to contact caregivers for the developmental disabled by 

phone and then by letter to inform them of the purpose of 

the interviews and to set times for interviews to be 

conducted. It was necessary to have access to 

records as well as staff members while conducting the 

interviews. Teams of interviewers were sent to the 

residential settings to gather the data. Upon arrival at 

each residential setting interviewers were given lists of 

those staff who would be able to participate that day. 

Staff were informed at the beginning of the interview that 

the quality assurance surveying was part of a court order 

and that OSU personnel would be conducting the interviews. 

Finally, it was made known at each residential setting that 

interviews might be conducted a second time to assess 

instrument reliability. 
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Research Procedures 

Data Collection Procedures 

The study began in January of 1998 and is an ongoing 

project to monitor the care received by individuals with 

developmental disabilities. Shortly after the project began 

interviewers from the OSU Department of Sociology were 

trained to ad.minister the survey. Conroy, Lemanowicz, 

Feinstein, Bernotsky (1998), a research team from Temple 

University in Pennsylvania, was hired to train the team of 

researchers. In subsequent years (1991 and 1992) OSU 

project directors conducted the training of interviewers, 

although Conroy and his associates from Temple University 

have remained consultants for the ongoing project. 

Residential settings tor individuals with developmental 

disabilities of Oklahoma were contacted, and times for 

interviews were established. These interviews were to be 

conducted with the staff at each setting. Interviews took 

place with the current caregivers ot those individuals with 

developmental disabilities targeted by the monitoring 

process. The caregivers were instructed that completing the 

survey was part of a court mandate and that the cooperation 

of all staff involved with an identified consumer may be 

necessary in completing the survey. The average amount of 

time spent filling out the survey was 45 minutes. 
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Sample Description 

The sample used in this research consists of two years 

of data. The total sample consisted of those individuals 

with developmental disabilities residing in large state run 

institutions, foster homes, private or family homes, and 

group homes receiving support through the Developmental 

Disabilities Services Division of the Department of Human 

Services. A subsample, however, used only those who 

continued to live in Hissom from 1991 to 1992 (Stayers 

N=231), those who moved from Hissom during 1991 to 1992 

(Movers N=44), and those residing in group homes, 

independent living, semi-independent living, relative's 

home, their own home, or supportive living in 1991 and 

stayed there through 1992 (Community Residents N=359). 

The range of time between moving from Hissom Memorial 

Center and the interviewing of caretakers and consumers was 

between 96 to 588 days. This indicates that some question

naires were not completed within the one-year period (See 

the limitation section for a discussion of the implications 

of the range days between interviews). However, 96 days as 

well as 588 days are isolated cases. The mean time lapse 

was 321.38 days with a standard deviation of 168.82 days for 

the Movers. For the Stayers the mean time lapse between 

their 1991 and 1992 interviews was 363.28 days with a 

standard deviation of 78.89 days. Residents lapse of time 

between the 1991 and 1992 interviews was 336.95 days with a 

standard deviation of 67.72 days. 
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The demographic characteristics were not similar across 

categories of sex, race, age, and level of retardation (see 

Table 1). The Stayers and Community Residents reported 

similar numbers of males and females surveyed (53.7% males 

and 46.3% female, 51.3% male and 48.7% female, respectively). 

The group of Movers were not as equally represented as the 

other two groups with 72.7% male and 27.3% female. The ages 

of those in the three groups were fairly consistent with the 

majority being in their teens, 28s and 38s. The Stayers 

were represented by teenagers (18.2%), those in their 28s 

(57.1%) and those in their 38s (24.4%). The Movers were 

represented by teenagers (13.6%), those in their 28s 

(68.2%) and those in their 38s (15.9%). The Community 

Residents were represented by teenagers (9.8%), those in 

their 28s (39.8%), those in their 38s (38.6%), and those 

in their 48s (11.1%). The majority of individuals with 

developmental disabilities in all three categories tended to 

be Caucasian: Stayers had 81.8%, Movers 75.8%, and 

Community Residents 85.2%. 

The level of retardation varied for the three 

categories. The Stayers were primarily represented by those 

with severe developmental disabilities (14.7%) and those 

with profound disabilities (79.7%). Movers were represented 

by those with mild (11.4%), moderate (13.6%), severe 

(18.2%), and profound (56.8%) levels of developmental 

disabilities. The Community Residents were represented by 

those with mild (35.1%), moderate (31.5%), severe (12.5%), 



Table 1 

Demographic Characteristics and Categories Percentages 

For Stayers, Movers, and Community Residents 

in Each Sample Taken 

Community 
Demographic Stayers Movers Residents 
Characteristics (N=231) (N=44) (N=367) 

Sex 

Males 124 53.7% 32 72.7% 186 50.7% 

Females 107 46.3% 12 27.3% 181 49.3% 

Age 

5 - 12 yrs. 0 0.0% 1 2.3% 15 4.2% 

Teenager 42 18.2% 6 13.6% 35 9.8% 

Twenties 132 57.1% 30 68.2% 143 39.8% 

Thirties 56 24.4% 7 15.9% 110 30.6% 

Forties 1 0.4% 0 0.0% 40 11.1% 

Fifty+ 0 9.0% 0 0.0% 16 4.5% 

Race 

Caucasian 187 81.0% 33 75.0% 314 85.6% 

African American 24 18,4% 7 15.9% 22 5.9%. 

Native American 19 8.2% 3 6.8% 23 6.3% 

Other or Unknown 1 fl.4% 1 2.3% 8 2.2% 

Level of Retardation 
' 

No Mental Retardation e 0.0% 0 0.0% 1 .3% 

Mi Id 2 fl. 9% 5 11.4% 123 33.5% 

Moderate 10 4.3% 6 13.6% 116 31.6% 

Severe 34 14.7% 8 18,2% 46 12,5% 

Profound 184 79.7% 25 56.8% 21 5.7% 

Unknown 1 0.4% 8 fl, 8% 68 16,3% 
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profound (5.6%), and unknown (15.1%) levels of developmental 

disabilities. Community Residents were represented 

primarily by those with mild (35.1%), and moderate (31.5%) 

disabilities. Distributions based on race, sex, and level 

or retardation are used in the proposed investigation of 

convergence between types of consumers (combinations of 

race, sex, and level of retardation), by year, and year by 

type of consumer for the three categories on the dependent 

variables. 

Questionnaire Rationale 

This study makes use of a questionnaire which was 

developed using many of the same instruments as the ones 

employed in the monitoring of the closing of Pennhurst in 

Pennsylvania. Questions on the survey consisted primarily 

of closed-ended Likert measures. Interviews were generally 

conducted with the consumer's primary caregivers and 

consumers when possible. The primary caregiver with whom 

interviews were conducted were typically social workers, 

direct care workers, family members, or other staff members 

who were available. Upon arrival at the state run 

institutions, lists of consumers were given to the 

interviewers. These lists contained the consumer's units 

and workers who had time to meet with the interviewers. 

During the interview, questions were asked concerning the 

consumer's demographic information, past living history, 

contacts with friends, family or advocates, adaptive 
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development, ability to control challenging behaviors, need 

for medical services, community contacts, civic involvement, 

and service needs. These instruments were reported to 

produce reliable results in past studies. See Appendix A 

for questionnaire. 

The Adaptive Development Scale is the measure of 

physical capabilities, cognitive attributes, group 

interactions, and consumer's ability to deal with complex 

instructions (Murray, Conroy, Ervin, 1992, p. 5). Increased 

scores on this survey indicate higher levels of 

independence. Scale items were adapted from Nihiria, 

Foster, Shellhaas, Lelhan, and the American Association on 

Mental Deficiency's Adaptive Behavior Scale (1974). This 

scale was then modified by Conroy and Bradley (1985). Their 

version (The Behavior Development Scale) included 32 

adaptive questions and 14 questions on the ability to 

control the frequency of challenging behaviors. The current 

study revised the Behavior Development Scale by adding two 

questions to the challenging behavior section and also added 

a section on the consumer's ability to control the severity 

of challenging behaviors. The version used in the Oklahoma 

study is known as the Adaptive Development Scale. See 

Table 17 in Appendix B for the Adaptive Development items. 

A Challenging Behavior Scale measures individual 

ability to control behaviors which are self-injurious, 

injurious to others, behaviors that damages property, and 

unusual or disruptive behaviors (Hill and Bruininks, 1984, 



p. 382). The instrument contains 16 questions which were 

divided in two sections by the ability to control the 

frequency and severity of challenging behavior measured 

across five dimensions. A higher score on the Challenging 

Behavior scales indicates the increased ability of an 

individual to control the frequency or severity of these 

behaviors. (See Table 18 in Appendix B for both the 

Challenging Behavior severity and frequency items.) 
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A Consumer Interview is the third major instrument 

employed in this study and is the only portion of the 

interview that directly asks the consumers about their views 

of their daily lives. This instrument is used as a measure 

of consumer-perceived quality of life. Similar questions 

were used by Conroy and Bradley (1985) in their Pennhurst 

Longitudinal study. (See Table 19 in Appendix B for the 

Consumer Interview items.) 

Several questions labeled Routine Services were 

included in the quality of life measures. The first is the 

need for medical services which included the mean number of 

hours of nursing and physician and neurological services per 

month that the individual received. Civic involvement 

included the question: "How often does the person typically 

participate in organized self-advocacy activities?" Seven 

responses were possible for this question: daily, weekly, 

every other week, monthly, quarterly, semiannually, and 

annually. Social contacts involved questions about weekly 

contacts the individual had with non-handicapped people in 



their neighborhood, during recreational activities, or in 

co1D1Dercial settings (stores, restaurants, mall) lasting at 

least five minutes. 
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Orientation to three individual goals were included as 

dependent variables: work, self-care, and interaction goals. 

Work goals represent the mean of three questions: work 

skills, skills to obtain, and maintain a job. Self-care 

goals include the mean of two questions: one on self-care 

and the other on the reduction of challenging behaviors. 

Finally, the section on interaction related goals include 

the mean score of five questions on the total number of 

goals for the person in the areas: recreation, co1D1Dunity 

living, co1D1Dunication, social skills, and citizenship. 

Reliability 

Reliability refers to "the quality of measurement 

method that suggests that the same data would have been 

collected each time in repeated observations ot the same 

phenomenon (Babbie, 1989, p. G6)." The reliability of 

instruments used in this research was examined and is 

attached in Appendix B. Briefly, high interrater reliabil

ities were found for demographic information, Adaptive 

Development, Challenging Behavior (severity and frequency), 

and the Consumer Interview Scales over the two year period. 

Plus~ a high degree of test-retest reliability was found for 

consumers regarding food quality. See Appendix B for an 

extended discussion of these reliabilities of the scales. 
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The reliabilities for the remainder of the questions 

labeled Routine Services (social contacts, civic involve

ment, work-skill goals, self-care goals and interaction 

goals) are discussed in the following section. The criteria 

for being significant at the .81 level in 1991 with N = 49, 

r > .35 and in 1992 with N=86, r > .27. The reliability of 

consumer responses were calculated using Pearson's Product 

Moment Correlations. Nunnally (1978) has suggested .78 as 

an acceptable correlation for reliability in basic research 

(.88 tor applied settings). See Table 2 for 1991 and 1992 

reliability data on these variables. 

The questions on individual social contacts and civic 

involvement for 1991 and 1992 are shown in Table 2. There 

were not sufficient data in .1991 to determine the interrater 

reliabilities on the consumer's social contacts. The 1992 

interrater reliabilities for individual social contacts 

proved to be unreliable with a correlation coefficient of 

r=.52. However, Devlin (1989) reported interrater 

reliabilities of .64 and test-retest reliabilities of .98 

on the Normalization Scale which contained similar questions 

to those in the current section on social contacts. The 

question concerning civic involvement goals was found to be 

unreliable in 1991 with a coefficient of r=-.82 and also in 

1992 with a coefficient of r=.19. 

The questions dealing with consumers work skills goals 

also proved to be unreliable. The questions concerning how 

many work skills the individual had a correlation 



Table 2 

Inter-Rater Reliabilities of Medical Services, Civic 

Involvement, Social Contacts and Goals Items 

1991 and 1992 

CORRELATIONS 

ITEM 

Civic Involvement 

Social Contacts 

Work Skills Goals 

Work Skills 
Skills to Obtain a Job 

Self Care Goals 

Self Care 
Reduction of Challenging Behavior 

Interaction Related Goals 

Recreational 
Community Living 
C0B1D1unication 
Social Skills 
Citizenship 

1991 
(N=49) 

-.82 

.26 
-.88 

.62 

.58 

.25 

.42 

.68 

.61 

1992 
(N=86) 

.19 

.52 

-.84 
.22 

.42 

.79 

.66 

.55 

.36 

.71 
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Note. To be significant (.81) with N = 49, r > .35 and with 
N=86, r > .27. 
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coefficient of r = .26 in 1991 and of r = -.04 in 1992. The 

question concerning how many goals the consumer had to 

obtain a job had a correlation coefficient of r = -.88 in 

1991 and r = .22 in 1992. 

The questions on the number of self care goals had 

inconsistent results. The question on the number of self 

care goals was unrelaible with a correlation coefficients of 

r = .62 in 1991 and r = .42 in 1992. The question on the 

number of goals to reduce challenging behaviors was 

unreliable in 1991 with a correlation coefficient of r = .58 

and reliable in 1992 with a correlaiton coefficient of 

r = .79. 

The remaining items on interaction related goals 

contained questions on five areas of individual skill 

development. The only question found to be reliable was the 

one concerning the number of goals related to developing 

social skills with a correlation coefficient of r = .71 in 

1992. However, this question was unrelaible in 1991 with 

r = .61. The remainder of questions unfortunately, produced 

low correlation coefficients. The question concerning the 

number of recreational goals had a correlation coeffecient 

of r = .25 in 1991 and r = .66 in 1992. The question on 

community living goals had coefficients of .42 in 1991 and 

of .55 in 1992. The question on communication goal had 

coefficients of .68 in 1991 and of .36 in 1992. Finally, 

the question on the number of goals the individuals had to 

increase citizenship activities had either a zero reported 



or were left blank. Therefore, this question did not have 

sufficient numbers in 1991 nor in 1992 to calculate a 

correlation coefficient. 

Validity 
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"Validity is a descriptive term used for a measure 

which accurately reflects the concept that it is intended to 

measure (Babbie, 1989, p. GS)." The three basic types of 

validity are predictive, content, and construct. Predictjve 

validity focuses on how well the instrument estimates an 

intended variable. Babbie (1989) suggested that content 

validity refers to the degree to which a measure covers the 

range of meanings inc_luded within a concept (p. 125). 

Futterman and Arndt (1983) reported strong predictive and 

content validity coefficients for the Adaptive Behavior 

Scale. This scale contains items which are similar t9 the 

current studies Adaptive Development Scale and Challenging 

Behavior (frequency) Scale. 

The content validity of the research instruments 

utilized in Oklahoma for this research was assessed using 

factor analysis. Dunsmore (1993), using the same data as 

that in the current research, reported all items of the 

Adaptive Development Scale to load strongly on the first 

unrotated factor. Dunsmore (1993) also concluded that 

Challenging Behavior (frequency) items showed strong 

.loadings on- the first unrotated factor with item loadings 

ranging from .73 (rebellious behaviors) to .34 (screams or 



58 

yells inappropriately). Dunsmore (1993) further reported on 

Challenging Behavior (severity) items. Items loaded well 

but not as high as the for Challenging Behavior (frequency) 

questions on the first unrotated factor ranging from .56 

(use of profane language) to .43 (runs away). In addition, 

Dunsmore (1993) reported on the validity of the Consumer 

Interview as having overall weaker but still acceptable 

first unrotated loadings. 

Data Checks 

The data were loaded into the OSU mainframe computer 

using a scantron. Once data were inputted procedures were 

employed and information arranged so that statistical 

procedures could properly be used. In the current study, 

randomly selected interviews from the full 1991 and 1992 

data set were checked at the beginning, middle, and end 

against computer records. Out of approximately 1658 

possible coding errors per interview, no errors were 

detected on three randomly selected interviews. Checks were 

subsequently conducted to identify the existence of 

impossible responses in the data. In addition, these three 

randomly selected interviews were hand checked against 

computer mathematics (e.g. calculations of subject's scores 

on scales). These calculations were also found to be 

completely accurate. 
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Generalizability of Data 

These data were gathered from a sample of individuals 

with developmental disabilities receiving funds from the 

Oklahoma Department of Hu.man Services Developmental 

Disabilities Services Unit. The subjects for this study are 

those who appeared on both 1991 and 1992 lists. While the 

sample is described as fully as possible, its representa

tiveness is impossible to know. However, all known 

recipients of support from The Developmental Disabilities 

Services Division of The Department of Human Services are 

included in this sample. The above description of the 

nature of the sample and the subsample for this research are 

given so that others can know the composition of them and 

then, determine the applicability of the results. 

Method of Data Analysis 

The main focus of the current study is to access within 

category differences among consumers remaining at Hissom 

Memorial Center (Stayers), consumers who have moved from 

Hissom Memorial Center (Movers), and those consumers living 

in community settings (Community Residents). Analysis of 

Variance was employed as a statistical technique to examine 

1991 to 1992 variations on dependent variables across 

classifications of type of consumer by race, sex, and level 

of retardation. The analysis between the 1991 and 1992 

scores was conducted only on the Adaptive Development Scale, 
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and the Challengi g Behavior (frequency and severity) Scales 

for categories of tayers, Movers, and Co1D1Dunity Residents. 

The rational for not ·ncluding the other dependent variables 

(medical services, soci I contacts, interaction goals, 

social skill goals, work oals, and consumer interview) was 

among each category. For xample, Movers with only 44 

subjects distributed across 48 types of consumer by race, 

sex, and levels of retar tion an analy~is would be limited 

and uninterpretable bas don the fragmentary data. Further, 

in all categories there were greatly varying Ns in the 

analysis, varying ainounts of completeness, ·or low 

reliabilities of the other dependent variables. 

Cook and Campbell (1979) described the elementary 

Analysis of Variance Model as: 

"a pretest-posttest design with two nonequivalent 
groups ••• It specifies three components which 
determine the level of post-test responding. The 
first is a grand mean of the post-test scores 
across all individuals, a value that serves to 
locate the average response on the measurement 
scale in question. The second is the treatment 
effect, which is the average value that the 
treatment adds to, or subtracts from, the post-test 
scores in the treatment group. The third is the 
error or residual, which represents the effects of 
all other factors that contribute to differences 
between scores (pp. 158-151)." 

Previous studies (Schroeder and Benes, 1978; Conroy, 

Efth.imiou, and Lemanowicz, 1982; Conroy, et al. 1998; 

Conroy, 1992) have employed matching as a method of 

determining longitudinal differences between categories 



on various measures such as the ones in the present study. 

Babbie (1989) defines matching as: 

" •• the procedure whereby pairs of subjects were 
matched on the basis of their similarities on one 
or more variables, and one member of the pair is 
assigned to the experimental group and the other 
to the control group" (p. G4). 
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In the current study Analysis of Variance is chosen over 

matching because this method allows for direct comparison of 

changes within the categories of Movers, Stayers and 

Community Residents. A matching methodology compares type 

of consumers between categories which have the same or 

similar scores on demographic characteristics, such as sex, 

race, and level of retardation. The differences in a 

matching methodology and the one employed by the current 

study is that matching compares similar types of consumers 

between categories. One limitation of the matching 

methodology is that it eliminates subjects and lowers the N 

of matched categories. In addition, matching of types of 

consumers would change the representativeness of the sample. 

Rather than a matching methodology, Analysis of Variance was 

used to examine differences among types of consumers by sex, 

race, and level of retardation on the dependent variables 

(adaptive development, the ability to control the frequency 

of challenging behavior, and the ability to control the 

severity of challenging behavior) within categories, 

differences within categories by year, and the interaction 

of year with type of consumer differences. 
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The Analysis of Variance procedures were conducted 

using SAS on a micro computer. First, data were sorted into 

1991 and 1992 data sets by identification numbers. 

Categories of Stayers, Movers, and Community Residents were 

then sorted into three data sets. Each of these three 

categories included 1991 and 1992 data on race, sex, level 

of retardation, adaptive development, ability to control 

challenging behavior (frequency and severity), medical 

information, civic involvement, social contacts, work goals, 

self-care goals, interaction goals, consumer satisfaction, 

date of interview, and date of birth. These smaller data 

sets were then down loaded from the main frame computer onto 

floppy disks. The data set was then checked for inconsis

tencies on demographic variables (sex, race, and level of 

retardation) between 1991 and 1992. When inconsistent 

responses were found between 1991 and 1992 data on race, 

sex, or level of retardation the response were set to 

the 1991 record. These records were set to the 1991 data 

primarily because the group of Movers were in Hissom and 

these data were considered to be more consistent. 

Limitations 

The study had several built-in limitations. The first 

limitation was that the research was mandated by a court 

order based on a class action law suit. The caregivers 

answering the questions may have felt obligated to give 

overly optimistic or inflated accounts of the actual 



consumers' behaviors and abilities. This could have been 

influenced by several factors, including quality of the 

informants and specificity of the items. Examiners should 

consider the following: 

a) can the potential informant communicate the 
observations?, b) Does the potential informant 
have a sufficient familiarity with the clients?, 
c) has the potential informant viewed a wide range 
of the client's behavior?, and d) were the clients 
likely to perform at their optimal level in the 
presence of the informant?" (Knapp and Salend, 
1983, p. 64). 
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Caution is necessary when interpreting the 1991 and 

1992 data figures as these may not reflect a true cross 

section of the population of Oklahoma's individuals with 

developmental disabilities receiving assistance through 

Developmental Disability Services Division. These data only 

represent, to the best of our knowledge, those individuals. 

However, in the course of the data collection individuals 

have been discovered that do receive funds through the 

Developmental Disabilities Services Division and were added 

to the list of those to be surveyed. 

The time between interviews was not the same amount tor 

those in each category. The data indicated that for Movers 

the range of time between changing residences and being 

interviewed was over one year. Thus, some of these 

individuals were missed in the interviewing process in 1991. 

Further, the range of time between interviews varies between 

96 and 588 days tor the Movers. Subjects interviewed within 
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96 days may have few changes while those interviewed in the 

588 day range may have experienced greater variations on the 

dependent variables. The standard deviation of Movers 

interviews were 168.82 days. This standard deviation was 

higher than the other categories of Stayers and Community 

Residents. This inconsistentcy may have been due to the 

Movers not being in the same location over the interview 

period of 1991 to 1992. Although these variations in time 

might be expected with the movement of these individuals 

into other settings, it limits any statements about tbe 

changes occurring on the dependent variables. 

Other limitations are that inconsistencies were found 

in sex, race, and level of retardation for the three 

categories between the reported levels in 1991 and 1992. 

The misreporting of sex has been rare. In one case, which 

has been traced, a legitimate mistake was made by the 

interviewer when collecting the data. This mistake was 

traced to the institution's reports and corrected within the 

quality assurance data set. Inconsistencies in reporting of 

race and level of retardation have been more common. 

The variations of race within this data were usually 

legitimate and not necessarily carelessness of the caregiver 

or the interviewer. Many individuals residing in the 

institution were classified as Caucasian or African American 

while having diverse genealogies (most common are Native 

American or African American). When these individuals were 

placed into community settings their racial status became of 
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greater importance in receiving assistance from agencies 

(B.I.A., Bureau for Indian Affairs) for the care and support 

of these individuals. This limits our ability to trust race 

as a classification. Further, the majority of data were 

gathered from caucasions. This limits our ability to make 

statements concerning variations by race. 

The level of reported individual retardation is also 

highly subjective. There may be acceptable changes in 

reported levels of retardation from one year to the next. 

These levels are based somewhat on observable behavior. As 

reported earlier, the level of retardation was changed if 

necessary to the what was reported in 1991. For the Movers, 

some of their records stayed, impairing the ability of new 

caretakers to know fully about these individual's pasts. 

Characteristics of the Movers may not have been as well 

known after they moved into the community where new 

caretakers were responsible for providing information on the 

characteristics of the consumer by race, sex, and level of 

retardation. Several changes had to be made for each group, 

with the most changes being made in the group of Community 

Residents. Changes in reported level of retardation may 

represent the perceived increases in the individuals' 

behaviors as deinstitutionalization occurs and expectations 

change with the setting. 

There were differences found in reported levels of 

retardation among the three categories which limits a 

complete analysis of all types of consumers. The Stayers 
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were primarily represented by those with severe develop

mental disabilities (14.7%) and those with profound 

disabilities (79.7%). Movers were represented by those with 

mild (11.4%), moderate (13.6%), severe (18.2%), and profound 

(56.8%) levels of developmental disabilities. The Community 

Residents were represented by those with mild (35.1%), 

moderate (31.5%), severe (12.5%), profound (5.6%), and 

unknown (15.1%) levels of developmental disabilities. 

Community Residents were represented primarily by those with 

mild or moderate disabilities, yielding a greater number of 

consumer interviews completed, higher levels of adaptive 

development, less medical services received, more social 

contacts, and general differences from the other two 

categories in the number of goal related behaviors. 

There exists several limitations in the consumer 

interview. First, there were differences between categories 

on the responce rate on the consumer interview. There were 

low percentages of actual interviews with the consumers, 

especially for Stayers (16.9%). Although, Movers had a 

completion rate of 72.1%, the small Ns' prevented a compre

hensive analysis of the variance among types of consumers. 

On the other hand, Community Residents had high completion 

rates of 69.1% on the consumer interview. The Community 

Residents were the only category where a complete analysis 

of their responses by types of consumers were possible. 

Second, interviewers reported that client's answers 

sometimes appeared to be "yes" even if the interviewer was 
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unsure of the client's understanding of the questions. 

Finally, many of the interviewers had little or no 

experience in working with people having developmental 

disabilities. Therefore, the.interviewers may not have 

probed for further depth on answers of "yes" when in fact 

the consUD1er may have been able to respond more completely. 

Two other limitations were the inconsistency and 

incompleteness of the data. The inconsistency between 1991 

and 1992 on demographic variables, such as race and level of 

mental retardation, presented difficulties when utilizing 

Analysis of Variance methodologies. The incompleteness of 

data on several of the routine services made running 

Analysis of Variance impossible. One reason for the 

incomplete data was that for some variables a zero could not 

be distinguished from a blank or missing data. The 

questions on the nUD1ber of social contacts were so 

incomplete as to allow only two matches between 1991 and 

1992 data for the category of Stayers by one particular type 

of consUD1er by race, sex, and level of retardation. 

One final limitation was that interviews were generally 

·conducted by different individuals in 19.91 and 1992. 

Further, the 1992 interviews may have been conducted with 

different caretakers. Therefore, the question is raised; 

Are variations on the dependent due to changes in 

interviewers, caretakers, or consumers? The current 

research cannot separate these factors. 



CHAPTER V 

RESULTS 

Introduction 

The results section applies the literature and theories 

to the outcomes of the Analysis of Variance procedures. The 

Analysis of Variance. focused on three dependent variables 

(Adaptive Development, Challenging Behavior (frequency) and 

Challenging Behavior (severity) as they varied by type of 

consumer (combinations of race, sex, and level of 

retardation), differences by year, and interaction by year 

across types of consumers tor categories of Movers, Stayers, 

and CoDIDlunity Residents. 

The following three sections include tables used in 

reporting the results of the Analysis of Variance tor the 

three dependent variables of Adaptive Development, 

Challenging Behavior (frequency), and Challenging Behavior 

(severity) for Stayers, Movers, and Community Residents. In 

these tables, the two-way analysis will examine each 

dependent variable by type of consumer, by year, and 

interaction of type of consumer with year. 

Figures are also used in displaying differences between 

1991 and 1992 mean scores on the dependent variables for 
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each type of consumer by race, sex, and level of 

retardation. The horizontal axis in each figure shall 

represent types of consumers by race, sex, and level of 

retardation. Types of consumer.are represented by three 

numbers. The first, is for race where 1 = Caucasian, 

2 = African American, 6 = Native American, and 8 = other. 

The second number is for sex where 1 = males and 
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2 = females. Finally, level of retardation is represented 

by five different numbers, where 1 = no mental retardation, 

2 = mild levels of retardation, 3 = moderate levels of 

retardation, 4 = severe levels of retardation, 5 = profound 

levels of retardation, and 6 = unknown levels of 

retardation. 

The vertical axis contains the mean scores for each of 

these types of consumers on the dependent variables 

(Adaptive Development, Challenging Behavior Frequency, and 

Challenging Behavior Severity) in both 1991 and 1992. Thus, 

the research questions identified in Chapter Two will be 

examined here. 

Figures shall be supported by corresponding tables 

which give type of consumer means for 1991 and 1992 as well 

as overall means for each type of consumer. Additionally, 

the probability of differences between 1991 and 1992 for 

type of consumer means are provided. Finally, the total 

mean for each year is given. 



Research Question One: Analysis 

of Var.iance for Stayers 

Research question one investigates among Stayers if 

there are differences by type of consumer (combinations of 

race, sex, and level of retardation), hy year, or by 

interaction of type of consumer and year on the dependent 

variables. 

Adaptive Development 

Adaptive Development is examined first (see Table 3). 
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Among type of consumers that stayed at Hissom Memorial 

Center significant difference are found on their Adaptive 

Development scores at p = .81 with nine degrees of freedom 

and an f-value of 23.84. The range among Stayers means 

scores by type of consumer on Adaptive Development is from 

18.39 to 81.86 (see Table 4). The difference between 

Stayers' 1991 and 1992 mean scores on Adaptive Development 

are not significant at p = .81. Also, significant 

differences are found among types of consumers by year with 

nine degrees of freedom and an f-value of 2.82 at p = .81. 

Therefore, the difference between years is not consistent 

across types of consumers. Figure 1 illustrates these 

differences for the Stayers on Adaptive Development by type 

of consumer. Stayers' mean scores are given for both 1991 

and 1992 for each type of consumer which are represented by 

more than one individual (see Table 4). Figure 1 reveals 

that the 1992 mean scores are generally, but not 



Table 3 

Analysis of Variance by Race, Sex, and Level by Year 

for Adaptive Development, Challenging Behavior 

(freguencY and severity) For Stayers 

Variable De~rees of llean t 
Freedoa Square 

M12Siv~ Dn:!!! l 22a~D1 

Total 439 

Race, Sex, & Level 9 11%16.411 %3.84 

Subjects (Race, Sex, & 
Level) error (a) zu 4 71. 51 

Year 1 ZS.37 .87 

Race, Sex, Level, 
• Year 9 91.58 %.82 

Subjects • Year (Race, 
Sex, & Level) error (b) zu 3Z.51 

tb&l l ~DK:i DI: l!!::bu i 12c {Ec!lgJ.11mn:} 

Total 445 

Race, Sex, & Level 9 1%59.96 '. u 
Subjects (Race, Sex, & 

Level) error (a) Z13 315.79 

Year 1 %136.56 U.98 

Race, Sex, Level 
• Year 9 ZZ9, 74 Z.81 

Subjects • Year (Race, 
Sex, & Level) error (b) %13 81.81 

tb1llen1:in1: B~b1vi2c {hucih:l 

Total 445 

Race, Sex, & Level 9 9%7,66 5.96 

Subjects (Race, Sex, & 
Level) error (a) U3 155.62 

Year 1 64%, 79 14 .31 

Race, Sex, & Level 
• Year 9 17%,44 3.84 

Subjects • Year (Race, 
Sex, & Level) error (b) U3 44.93 
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• 81 

.35 

.111 

.111 

, 111 

.111 

, 111 

• 81 

.111 



Table 4 

Stayers 1991 Mean, 1992 Mean, Type of Consumer Mean, 

and Probabilities on Adaptive Development 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean 

1 1 3 (n=5) 63.75 71. 56 67.66 

1 1 4 (n=17) 56.76 57.35 57.06 

1 1 5 (n=74) 22.30 23.07 22.68 

1 2 3 (n=4) 76.37 85.74 81.06 

1 2 4 (n=14) 48.21 53.46 58.84 

1 2 5 (n=78) 22.42 19.98 21.28 

2 1 5 (n=10) 27.58 38.16 28.87 

2 2 5 (n=10) 14.22 14.38 14.30 

6 1 5 (n=11) 17.85 20.46 18.75 

6 2 5 (n=5) 10.31 10.47 10.39 

T 0 T A L (n=228) 27.91 28.42 28.17 

p. 

.18 

.85 

.40 

.19 

.09 

.01 * 

.26 

.95 

.09 

.93 

* Indicated a significant difference was found between the 
1991 and 1992 means on this type of consumer. 
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Figure 1. Mean Scores on Adaptive Development by Sex, 

Race, and Level of Retardation for Stayers. 
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significantly higher than the 1991 mean scores, except in 

the case of Caucasian females with profound levels of 

retardation (type of consumer designated 125). For these 

individuals a significant difference exists at the .81 level 

with one degree of freedom and an f-value of 9.21 between 

their 1991 and 1992 mean scores with the 1991 mean being 

higher. This differed from the pattern of higher scores in 

1992 on the other types of consumers' Adaptive Development 

mean scores. Finally, an interesting visual observation of 

Figure 1 is that as the level of retardation increases the 

Adaptive Development scores tend to decrease. 

Challenging Behavior (frequency) 

Challenging Behavior (frequency) is examined next (see 

Table 3). Differences are found to be significant among 

types of Stayers when grouped by race, sex, and level of 

retardation with nine degrees of freedom and an f-value of 

4.12 at p = .81. The range among Stayers' mean scores by 

type of consumer on Challenging Behavior (frequencies) is 

from 72.81 to 97.58 (see Table 5). The difference between 

the ability of consumers to control the frequency of 

challenging behaviors between 1991 and 1992 is also found 

to be significant at p = .81 with one degree of freedom and 

an f-value of 24.98. Additionally, there is a significant 

interaction found among types of consumers and year on 

ability to control the frequency of challenging behavior 

with nine degrees of freedom and an f-value 2.81. These 



Table 5 

Stayers 1991 Mean, 1992 Mean, Type of Conswner Mean, and 

Probabilities on Challenging Behavior (frequency) 

Type of 
Conswner 

L 
R E Type 
A s V of 
C E E 1991 1992 Conswner 
E X L Mean Mean Mean p. 

1 1 3 (n=5) 67.50 78.13 72.81 .28 

1 1 4 (n=l7) 68.20 82.17 75.19 .82 

1 1 5 (n=75) 83.54 98.88 86.77 .01 

1 2 3 (n=4) 75.88 82.82 78.91 .27 

1 2 4 (n=14) 88.62 89.73 89.18 .70 

1 2 5 (n=71) 89.88 98.45 90.16 .68 

2 1 5 (n=18) 85.00 87.19 86.10 .68 

2 2 5 (n=10) 97.19 97.81 97.58 .17 

6 1 5 (n=12) 98.63 90.37 98.50 .93 

6 2 5 (n=5) 82.58 95.63 89.86 .86 

T 0 T A L (n=223) 85.23 89.51 87.37 

* 

* Indicated a significant difference was found between the 
1991 and 1992 means on this type of consumer. 
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differences are illustrated for Stayers in Figure 2. 

Stayers' means are given for both 1991 and 1992 for types of 

consumers which are represented by more than one individual. 

Figure 2 reveals that the 1992 means are generally but not 

significantly higher than the 1991 means. The higher mean 

score in 1992 represents an increase in the ability to 

control the frequency of challenging behavior for Stayers. 

However, there are significance differences between 1991 and 

1992 means in only one grouping (Caucasian males with 

profound levels of retardation, type of consumer designated 

115). The difference between these individuals' (n = 75) 

1991 and 1992 mean scores is significant at the .81 level 

with one degree of freedom and an f-value of 21.84. 

Finally, visual observation of Figure 2 reveals that as the 

level of retardation increases the ability to control the 

frequency of challenging behaviors also increases. 

Challenging Behavior (severity) 

Challenging Behavior (severity) is examined next (see 

Table 3). There is a significant difference among types of 

consumer means at p = .81 for Stayers on their ability to 

control the severity of challenging behaviors with nine 

degrees of freedom and an f-value of 5.96. The range among 

mean scores for Stayers by type of consumer on their 

abilities to control the severity of challenging behavior is 

from 76.67 to 98.44 (see Table 6). The difference between 

1991 and 1992 on Stayers' scores on the ability to control 
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Table 6 

Stayers 1991 Mean, 1992 Mean, Type of Consumer Mean, and 

Probabilities on Challenging Behavior (severity) 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean p. 

1 1 3 (n=5) 63.33 85.88 76.67 .83 

1 1 4 (n=17) 76.47 86.83 81.25 • 84 

1 1 5 (n=75) 98.78 94.53 92.65 .81 

1 2 3 (n=4) 84.38 89.87 86.32 .27 

1 2 4 (n=14) 93.16 98.33 91.74 .46 

1 2 5 (n=71) 94.57 94.19 94.38 .72 

2 1 5 (n=lff) 92.58 92.92 92.71 .89 

2 2 5 (n=18) 98.12 98.75 98.44 .19 

6 1 5 (n=12) 93.48 94.97 94.18 .45 

6 2 5 (n=5) 91.25 96.67 93.96 .82 

T 0 T A L (n=223) 93.39 98.99 92.19 

* 

* Indicated a significant difference was found between the 
1991 and 1992 means on this type of consumer. 
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the severity of challenging behaviors is also significant at 

p = .81, with one degree of freedom and an I-value of 14.31. 

Further, there is a significant interaction found between 

types of consumers and year on ability to control the 

severity of challenging behavior with nine degrees of 

freedom and an f-value of 3.84 at p = .81. Figure 3 

illustrates these differences for the Stayers' mean scores 

on ability to control the severity of challenging behaviors 

by type of consumer. Stayers' mean scores are given for 

both 1991 and 1992 for types of consumers represented by 

more than one individual. Figure 3 reveals that the 1992 

means are generally higher than the 1991 means. In only two 

of the ten types of consumers (124 and 125) were 1991 means 

higher, but not significantly. The higher mean score 

represents the ability of the individual to control the 

severity of challenging behaviors as perceived by those 

being interviewed. A significant difference was found 

between 1991 and 1992 means only in one type of consumer 

(Caucasian males with profound levels of retardation, type 

of consumer designated 115). The difference between these 

75 individual's 1991 and 1992 means is significant at 

the .81 level with one degree of freedom and an I-value of 

17.87. Finally, Figure 3 indicates a similar pattern as 

noted in the results of Challenging Behavior (frequency). 

As the level of retardation increases, there seems to be a 

trend for the ability to control the severity of challenging 

behaviors to also increase. 



99 

95 

~ 
rail 
:E 85 1992 
j,),,, 
e,,. -= rail 
> 
: a, 

,1991 
I 
I 
I 
I 

65: 
I 
I 

1 : . :~·~~·~~·~~·~~·~~·~~·~~·~~·~~· 
Race 1 1 1 1 1 1 2 2 6 G 
Sex 1 1 1 2 2 2 1 2 1 2 
Level 3 4 5 3 4 5 5 5 5 5 

N=5 N=17 N=75 N=4 N=U N=71 N=ll N=ll N=12 N=S 

P=.11 

f:ig:u[~ 3. Mean Scores on Challenging Behavior (severity) 

by Sex, Race, and Level of Retardation for Stayers. 

80 



Research Question Two: Analysis 

of Variance for Movers 

Research question two investigates among Movers if 

there are differences by type of consumer (combinations of 

race, sex, and level of retardation), by year, or by 

interaction of type of consumer and year on the dependent 

variables. 

Adaptive Development 

81 

Adaptive Development is now examined for Movers (see 

Table 7). There is a significant difference at p = .81 

among Movers by type of consumer on Adaptive Development 

with seven degrees of freedom and an f-value of 3.47. The 

range among Mover's means scores by type of consumer on 

Adaptive Development is from 31.84 for type of consumer 625 

to 81.84 for type of consumer 112 (see Table 8). The 

difference between 1991 and 1992 Adaptive Development means, 

however, is not significant with p = .18 and an f-value of 

5.25. Further, there is not a significant difference 

between these types of consumers by year with seven degrees 

of freedom and an f-value of .29 at p = .95. Figure 4 

reveals the lack of interaction of type of consumers by year 

and displays reasonable consistency among consumer scores by 

year. Additionally, Figure 4 illustrates the 1992 scores 

are generally higher, but not significantly, than the 1991 

scores. However, none of the differences by type of 

consumer are significant between 1991 and 1992 means at 



Table 7 

Analysis of Variance bx Race, Sex, and Level bx Year 

for Adaptive Development, Challenging Behavior 

ltreguencx and severitx} For Moyers 

Variable Degrees of llean t 
Freedoa Square 

&dAl!UH Ds::ul2a1ml 

Total '11 

Race, Sex, & Level 1 11%8.15 3.41 

Subjects (Race, Sex, & 
Level) error (a) 28 05.18 

Year 1 Z81.18 5.25 

Race, Sex, &. Level 
• Year 1 15.64 .29 

Subject • Year (Race, 
Sex, &. Level) error (b) Z8 54.64 

Chalhnginc Bs:hnior {freaus:ncz) 

Total '11 

Race, Sez, &. Level 1 64'1.48 2.64 

Subjects (Race, Sez, &. 
Level) error (a) Z8 245.29 

Year 1 4.81 1.12 

Race, Sez, &. Level 
• Year 1 119.15 1.56 

Subject • Year (Race, 
Sez, &. Level) error (b) 28 213.84 

Challeo~iDE Bs:b1vioc Us:v~cUz) 

Total '11 

Race, Sez, &. Level 9 213 .6'1 1.35 

Subjects (Race, Sex, & 
Level) error (a) 28 151.4'1 

Year 1 121.0 1.31 

Race, Sez, &. Level 
• Year 9 112.51 1.15 

Subject • Year (Race, 
Sez, &. Level) error (b) Z8 91.84 
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.11 

.13 

.95 

.13 

.88 

.18 

.26 

• 26 

.n 



Table 8 

Movers 1991 Mean, 1992 Mean, Type of Consumer Mean, 

and Probabilities on Adaptive Development 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean 

1 1 2 (n=2) 8fL86 82.81 81. 84 

1 1 3 (n=4) 71.88 74.42 73.15 

1 1 4 (n=6) 55.34 58.07 56.71 

1 1 5 (n=13) 41.23 43.63 42.43 

1 2 3 (n=2) 49.61 57.04 53.32 

1 2 5 (n=4) 41.99 51.37 46.68 

2 1 5 (n=3) 48.37 45.84 43.19 

6 2 5 (n=2) 28.52 .35.16 31.84 

T 0 T A L (n=36) 48.96 52.95 58.96 
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.34 

.61 

.58 

.58 

.16 

.15 

.26 

.11 
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Figure 4. Mean Scores on Adaptive Development by Sex, 

Race, and Level of Retardation for Movers. 
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the .81 level. The low Ns among the Movers' may have 

contributed to the lack of significant variations on the 

dependent variables. As noted in the discussion of the 

visual pattern established in Figure 1 there is also a 

general decline in Adaptive Development means scores as the 

level of retardation increases for Movers (see Figure 4). 

Challenging Behavior (frequency) 

Challenging Behavior (frequency) is examined next (see 

Table 7). There is not a significant difference found among 

Movers by type of consumer on the Challenging Behavior 

(frequency) Scale with seven degrees of freedom and an 

f-value of 2.64 and p = .83. The range among Mover's means 

scores by type of consumer on the ability to control the 

frequency of challenging behaviors are from 68.94 for type 

of consumer 215 to 92.19 for type of consumer 123 (see 

Table 9). There is no difference between 1991 and 1992 

Movers' mean scores on Challenging Behavior (frequency), 

p = .88, with one degree of freedom and an f-value of .82. 

Thus, Movers ability to control the frequency of challenging 

behavior remained very similar between 1991 and 1992 (See 

totals in Table 9). Finally, no significant difference is 

found for the interaction of types of consumers by year, 

with seven degrees of freedom and an f-value of .56 at 

p = .78. This is reflected in Figure 5. Half of the type 

of consumers in the category of Movers had mean scores 

higher in 1991, while the other half are higher in 1992, 



Table 9 

Movers 1991 Mean, 1992 Mean, Type of Consumer Mean, and 

Probabilities on Challenging Behavior (frequency) 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean p. 

1 1 2 (n=2) 84.38 95.32 89.85 .69 

1 1 3 (n=4) 85.94 96.18 91.82 .47 

1 1 4 (n=6) 79.17 83.34 81.25 .78 

1 1 5 (n=13) 89.19 86.78 87.99 .56 

1 2 3 (n=2) 95.32 89.87 92.19 .58 

1 2 5 (n=4) 83.68 87.58 85.55 .88 

2 1 5 (n=3) 61.46 68.42 68.94 .93 

6 2 5 (n=2) 98.44 79.69 89.87 .58 

T 0 T A L (n=36) 84.81 85.33 85.87 
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by Sex, Race, and Level of Retardation for Movers. 
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therefore no clear pattern is established on ability to 

control the frequency of challenging behavior 11s_was seen in 

the Stayers •. No significant differences at the .81 -level 

between 1991 means and 1992 m~ans were found for any of 

these.types .of consumer.s.among the Movers (se.e Table 9). The 

lack of significance on the ability to control the frequency 

of challenging behavior among Movers may be due to small Ns. 

Challenging Behavior (severity) 

Challenging Behavior (severity) for Movers is examined 

next (see Table 7). There is no significant difference 

among Movers by type of consumer on the ability to control 

the severity of challenging behaviors with seven degrees of 

freedom and an f-value of 1.35 and p = .26. The range of 

mean scores among types of Movers on their abilities to 

control the severity of challenging behaviors are from 78.47 

for type of consumer 215 to 95.31 for type of consumer 123 

(see Table 18). Similarly, the difference between 1991 and 

1992 scores on ability to control the severity of 

challenging behaviors is not significant at p = .81 with one 

degree of freedom and an f-value of 1.38 (see totals in 

Table 18). Further, there is not a significant difference 

found at p = .81 between the types of consumers and year 

with seven degrees of freedom and an f-value of 1.85. 

Figure 6 illustrates these differences by type of consumer 

and year for the Movers' means on Challenging Bebavior 

(severity). Additionally Figure 6 reveals that the 1992 



Table 18 

Movers 1991 Mean, 1992 Mean, Type of Consumer Mean, and 

Probabilities on Challenging Behavior (severity) 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean p. 

1 1 2 (n=2) 78.13 88.54. 83.33 .64 

1 1 3 (n=4) 87.58 96.88 92.19 .43 

1 1 4 (n=6) 85.42 92.81 88.72 .35 

1 1 5 (n=13) 93.91 91.19 92.55 .23 

1 2 3 (n=2) 96.88 93.75 95.31 .66 

1 2 5 (n=4) 88.82 95.83 91.93 .58 

2 1 5 (n=3) 73.61 83.33 78.47 .19 

6 2 5 (n=2) 188.88 89.59 94.79 .58 

T 0 T A L (n=36) 89.86 91. 72 98.36 
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means are higher in five of the eight groupings than the 

1991 means. In three types of consumers, the 1991 means are 

higher than 1992 means on ability to control the severity of 

challenging behaviors. These types of. consumers with higher 

means in 1991 are; Caucasian, males with profound levels of 

retardation (115), Caucasian females with moderate levels of 

retardation (123), and Native American females with profound 

levels of retardation (625). No significant differences are 

found at the .81 level between 1991 and 1992 mean scores for 

any type of consumers. Figure 6 appears to have no general 

patterns by type of consumer, as is seen in the Challenging 

Behavior (severity) means for Stayers (Figure 3). 

Research Question Three: Analysis of 

Variance for Community Residents 

The third research question investigates among 

Community Residents if there are differences by type of 

consumer (combinations of race, sex, and level of retar

dation), by year, or by interaction of type of consumer and 

year on the dependent variables. 

Adaptive Development 

Adaptive Development is examined first (see Table 11). 

Among type of consumers that lived in community settings 

between 1991 and 1992 there are significant differences 

found on their Adaptive Development scores at p = .81 with 

22 degrees of freedom and an f-value of 7.53. The range of 



Table 11 

Analysis of Variance by Race, SeI. and Level by Year tor 

Adaptiye Development, Challenging Behavior {frequency 

and severity) For Copaunity Residents 

Variable Decrees ot llean t p. 
Freedoa Square 

Adl.l!UH 121:H IIH!as:11 l 

Total 711 

Race, Sez, & Level zz 5151. 65 7.53 .11 

Subjects (Race, Sez, & 
Level) error (a) 333 683.tz 

Year 1 157.38 .52 .u 
Race, Sez, & Level 

• Year 22 349.54 1.15 .31 

Subject • Year (Race, 
Sez, & Level) error (b) 333 314.U 

Cbll hDICiDI: ll!~b!. ! isu: ([CH:111:Dl:Z:l 

Total 711 

Race, Sez, & Level 22 191.48 1.18 .26 

Subjects (Race, Sez, & 
Level) error (a) 333 161.76 

Year 1 318.39 5.12 .13 

I.ace, Sez, & Level 
• Year 22 43.99 8.74 .81 

Subject • Year (Race, 
Sez, & Level) error (b) 333 59. 'l9 

Cbal hod 01: lh~b&!hU Us:ncUz:l 

Total 711 

Race, Sez, & Level 22 81.49 1.H .46 

Subjects (Race, Sez, & 
Level) error (a) 333 81.19 

Year 1 142. 73 5.65 .IZ 

Race, Sez, & Level 
• Year 22 13.57 8.54 .96 

Subject • Year (Race, 
Sez, & Level) error (b) 333 25.26 
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mean scores among types of Community Residents on Adaptive 

Development is from 33.42 for type of consumer 115 to 96.18 

type of consumer 222 (see Table 12). The difference between 

Community Residents' 1991 and 1992 mean scores on Adaptive 

Development is not significant at p = .81. There is not a 

significant difference found among types of consumers by 

year at p = .81. Therefore, the differences between years 

is reasonably consistent across types of consumers. Figure 

7 demonstrates this relative consistency between 1991 and 

1992 type of consumer mean scores. Additionally, visual 

inspection of figure 7 reveals 13 of the 23 pairs of scores 

were higher in 1991, nine were higher in 1992, and one score 

was the same for type of consumer. Therefore, a small, yet 

insignificant decrease in Community Residents Adaptive 

Development mean scores is observed. However, none of the 

differences between 1991 and 1992 mean scores for types of 

consumers are significant at the p = .81 level (see Table 

12). Small Ns' may contribute to the lack of significance 

between these mean scores, only four of the 13 scores which 

are higher in 1991 have Ns' above 58. 

The previous discussions of Figures 1 and 4 on Adaptive 

Development mean scores by type of consumer there in noted a 

general pattern of decline as level of retardation increases 

this pattern seems to exist for Community Residents as well. 

However, this pattern is more difficult to see in Figure 7. 

The subjects are compressed into the same size figure as in 

the previous categories of Stayers and Movers because there 



Table 12 

Community Residents 1991 Mean, 1992 Mean, Type of Consumer 

Mean, and Probabilities on Adaptive Development 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean p. 

1 1 2 (n=54) 85.19 84.24 84.71 .44 

1 1 3 (n=58) 77.31 79.97 78.64 .89 

1 1 4 (n=19) 66.33 67.11 66.72 .66 

1 1 5 (n=12) 26.43 48.41 33.42 .18 

1 1 6 (n=27) 66.88 62.21 64.11 .94 

1 2 2 (n=58) 85.23 82.54 83.89 .88 

1 2 3 (n=58) 81.47 78.77 80.12 .24 

1 2 4 (n=20) 58.32 62.66 60.49 .11 

1 2 5 {n=5) 52.97 37.58 45.24 .58 

1 2 6 {n=18) 68.97 63.67 66.32 .92 

2 1 2 (n=2) 88.67 85.16 86.91 .56 

2 1 3 {n=8) 84.08 78.22 77.15 .55 

2 1 4 {n=2) 53.91 61.33 57.62 .38 

2 1 6 (n=3) 61.46 61.46 61.46 1.00 

2 2 2 {n=2) 98.85 94.14 96.18 .56 

2 2 3 {n=2) 86.33 78.91 82.62 .33 

2 2 6 {n=3) 86.46 81.77 84.12 .17 

6 1 2 {n=3) 87.76 88.54 88.15 .62 
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Table 12 (Continued) 

6 1 3 (n=2) 63.67 78.52 71.89 ** 

6 1 5 (n=2) 37.58 58.81 43.75 .59 

6 2 2 (n=6) 83.87 88.73 81.98 .48 

6 2 3 (n=3) 81. 25 88.73 80.99 .79 

6 2 6 (n=5) 35.16 58.89 43.83 .58 

T 0 T A L (n=356) 74.91 73.97 74.44 

**Indicates that probabilities were not calculatable due to 
within group variations being equal to between group 
varations. 



96 

111 : 
I 
I 
I 
I 

95 : 
I 
I 
I 
I 

u: 
I 
I 
I 
I 

15 1991 
199! 

.. 
T5 

Cl) 

~ = 0 Tl u 
Cl) 

:z; 
< 6S I ~ 
:e 
E-t 
:z; u ~ 
:E 
~ 
0 
-I 55 
~ 
> 
~ 
Q 

~ 51 
> - 45 E-t 
1:1.. 
< 41 Q 
< 

35 

31 

26 

I ,:_._._._._._._._._._._._._._._._._._._._._._._. 
lace 1 1 1 I 1 I 1 1 I 1 % z % % % % % 6 ' ' 6 ' 6 
Sn 1 1 1 1 1 z z z z z 1 1 1 1 z z z 1 1 1 z z % 

Le.el % 3 4 s 6 z 3 4 s 6 z 3 4 6 z 3 6 z 3 5 z 3 6 

N : 54 51 19 1Z Z7 51 51 %1 5 ta z a z 3 z % 3 3 z z 6 3 5 

Figure 7. Mean Scores on Adaptive Development by Sex, Race, 

and Level of Retardation for Community Residents. 



are more types of consUD1ers represented. The general 

decline in Adaptive Development scores observed on Stayers 

and Movers is also present for the Co1DD1unity Resident. 

Challenging Behavior {frequency) 
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Challenging Behavior (frequency) is examined next (see 

Table 11). Differences were not found to be significant at 

p = .81 among types of Co1DD1unity Residents when grouped by 

race, sex, and level of retardation with 22 degrees of 

freedom and an f-value of 1.18. The range of mean scores 

among Co1DD1unity Residents on ability to control the 

frequency of challenging behavior by type of consumer is 

from 84.38 for type of consUD1er 125 to 99.48 for type of 

consumer 226 (see Table 13). The difference between 1991 

and 1992 mean scores on consumers' ability to control the 

frequency of challenging behaviors is not significant at 

p = .81 with one degree of freedom and an f-value of 5.82. 

Additionally, significant interaction is not found between 

types of consUD1ers and year on ability to control the 

frequency of challenging behavior with 22 degrees of freedom 

and an f-value .74. Co1DD1unity Residents' Challenging 

Behavior (frequency) means are given for both 1991 and 1992 

for types of consumers which are represented by more than 

one individual and graphically displayed in Figure 8. 

Figure 8 illustrates the relative consistency among 

Co1DD1unity Residents' 1991 and 1992 means on the Challenging 

Behavior (frequency) scale by type of consUD1er. The general 



Table 13 

Community Residents 1991 Mean, 1992 Mean, Type of Consumer 

Mean, and Probabilities on Challenging Behavior 

(frequency) 

Type of 
Consumer 

L 
R E Type 
A s V of 
C E E 1991 1992 Consumer 
E X L Mean Mean Mean p. 

1 1 2 (n=54) 93.69 92.59 93.14 .44 

1 1 3 (n=58) 91.58 94.75 93.12 .83 

1 1 4 (n=19) 98.38 91.12 98.71 .79 

1 1 5 (n=12) 93.49 96.89 94.79 .46 

1 1 6 (n=27) 89.59 93.48 91.49 .88 

1 2 2 (n=58) 94.61. 95.96 95.29 .18 

1 2 3 (n=58) 94.19 94.38 94.28 .89 

1 2 4 (n=28) 91.89 91.10 91.18 .99 

1 2 5 (n=5) 77.58 91.25 84.38 .28 

1 2 6 (n=18) 87.85 98.45 89.15 .61 

2 1 2 (n=2) 87.58 82.82 85.16 .74 

2 1 3 (n=8) 93.75 96.89 94.92 .48 

2 1 4 (n=2) 98.44 95.32 96.88 •• 
2 1 6 (n=3) 93.75 97.92 95.83 .18 

2 2 2 (n=2) 98.63 87.58 89.86 .58 

2 2 3 (n=2) 96.88 188.88 98.44 .58 

2 2 6 (n=3) 98.96 188.88 99.48 .42 

98 
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Table 13 (Continued) 

6 1 2 (n=3) 188.88 96.88 98.44 .42 

6 1 3 (n=2) 95.32 93.75 94.53 .91 

6 1 5 (n=2) .84. 38 87.58 85.94 ** 

6 2 2 (n=6) 94.27 92.71 93.49 .28 

6 2 3 (n=3) 96.88 95.83 96.36 .42 

6 2 6 (n=5) 98.13 99.38 98.75 .48 

T 0 T A L (n=356) 92.58 93.88 93.23 

**Indicates that probabilities were not calculatable due to 
within group variations being equal to between group 
varations. 
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pattern established in Stayers' Challenging Behavior 

(frequency) mean scores is not as clear for the ColDIDunity 

Residents, however, some increases are seen in the ability 

to control the frequency of challenging behaviors as level 

of retardation increases. Further visual inspection of 

figure 8 reveals 15 of the 23 pairs of scores are higher in 

1992. This suggests that the 1992 means are generally but 

not significantly higher than the 1991 means (see Table 13). 

Challenging Behavior (severity) 

Challenging Behavior (severity) is examined last (see 

Table 11). The differences among types of consumer means 

are not significant at p = .81 for CoBIDlunity Residents on 

ability to control the severity of challenging behavior with 

22 degrees of freedom, an f.-val ue of 1. 88, and p = • 46. The 

range among mean scores tor CoD11Dunity Residents by type of 

consUD1er on their abilities to control the severity of 

challenging behavior is from 89.79 tor type of consumers 

designated 125 to 188.88 for type of consUD1ers designated 

626 (see Table 14). The difference between 1991 and 1992 

CoB1D1unity Residents' scores on the ability to control the 

severity of challenging behavior is not significant at 

p = .81, with one degree of freedom and ant-value of 5.65. 

Further, there is no significant interaction found at 

p = .81 between types of consumers and year on ability to 

control the severity of challenging behavior with 22 degrees 

of freedom, an f-value of .54 and p = .96. CoBIDlunity 
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Table 14 

Co1DD1unity Residents 1991 Mean, 1992 Mean, Type of ConsUD1er 

Mean, and Probabilities on Challenging Behavior 

(severity) 

Type of 
ConsUD1er 

L 
R E Type 
A s V of 
C E E 1991 1992 ConsUD1er 
E X L Mean Mean Mean p. 

1 1 2 (n=54) 95.18 94.71 94.95 .65 

1 1 3 (n=58) 94.38 96.33 95.35 .84 

1 1 4 (n=19) 93.28 93.75 93.48 .83 

1 1 5 (n=12) 97.57 98.89 97.83 .56 

1 1 6 (n=27) 94.37 96.22 95.29 .85 

1 2 2 (n=58) 95.26 97.89 96.18 .83 

1 2 3 (n=58) 96.13 96.54 96.33 .62 

1 2 4 (n=28) 95.73 94.79 95.26 .64 

1 2 5 (n=5) 88.33 91. 25 89.79 .35 

1 2 6 (n=18) 92.94 94.21 93.58 .67 

2 1 2 (n=2) 88.54 93.75 91.15 .61 

2 1 3 (n=8) 94.27 98.78 96.49 .85 

2 1 4 (n=2) 98.96 96.88 97.92 ** 
2 1 6 (n=3) 97.92 98.61 98.26 .42 

2 2 2 (n=2) 93.75 91. 6-7 92.71 .58 

2 2 3 (n=2) 98.96 188.88 99.48 .58 

2 2 6 (n=3) 99.31 188.88 99.65 .42 
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Table 14 (Continued) 

6 1 2 (n=3) 188.88 97.22 98.61 .27 

6 1 3 (n=2) 96.88 95.84 96.36 • 91 

6 1 5 (n=2) 87.58 98.63 89.86 .21 

6 2 2 (n=6) 94.79 93.75 94.27 .8B 

6 2 3 (n=3) . 98.61 98.61 98.61 1.88 

6 2 6 (n=5) 18B.88 188.88 188.88 1.88 

TOT A L (n=356) 95.88 95.97 95.53 

**Indicates that probabilities were not calculatable due to 
within group variations being equal to between group 
varations. 
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Residents' Challenging Behavior (severity) means are given 

for both 1991 and 1992 for types of consumers which are 

represented by more than one individual and graphically 

displayed in Figure 9. Figure 9 illustrates the apparent 

consistency between 1991 and 1992 CoDIDlunity Residents' mean 

scores on ability to control the severity of challenging 

behaviors by type of consumer. The general pattern 

established in Stayers' Chall~nging Behavior (severity) mean 

scores is not as clear for the CoJDJBunity Residents; however, 

some increases are seen in the ability to control the 

severity of challenging behaviors as level of retardation 

increases. Additionally, Figure 9 reveals that the 1992 

means are generally higher, but not significantly, in 14 of 

the 23 types of consumer. Two of the means for types of 

consumers are the same from 1991 to 1992. Finally, Figures 

7, 8, and 9 also indicate that 212 of the 344 CoD1D1unity 

Residents are Caucasians with mild or moderate levels of 

retardation. 



CHAPTER VI 

SUMMARY, DISCUSSION AND RECOMMENDATIONS 

Summary 

The focus of this research was based upon the variance 

over a one year period within three categories of conswners 

(Stayers, Movers, and CoBIDlunity Residents). Three research 

questions were developed from past literature, theories, and 

the quality assurance project's data. Central to the 

current research was determining the variance on three 

dependent (quality of lite) variables; by type of consumer, 

year, and interaction ot year by type ot consumer. The 

major finding was that type of consumers must be considered 

in any conclusions about differences on dependent variables. 

Analysis of Variance procedures were employed to 

examine it mean scores on each dependent variable varied by 

type of consumer. Analysis of Variance was also used to 

identity it there were year differences present on the 

dependent variables. Finally, Analysis of V-ariance was used 

to identity interaction among the type ot conswners by year. 

It is worth noting that it was not possible to make 

comparisons of Stayers to Movers to Co1D1Dunity Residents. 

Variations in the size of these categories (n=41 for the 
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Movers, n = 231 for the Stayers, and n = 356 for the 

Co111111unity Residents) and vast differences in types of 

consumer in each category would produce uninterpertable 

results. However, the within category comparisons on the 

dependent variables were the crux of the study. 

su-ary of Findings for Stayers 
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The most prominent changes displayed on the three 

dependent variables occurred in the category of Stayers. 

Differences were found by the types of consumers on all 

three dependent variables. There were significant 

differences in consumers when grouped by race, sex and level 

of retardation on Adaptive Development, and Challenging 

Behavior (frequency and severity). Stayers had significant 

increases in ability to control the severity and frequency 

of challenging behaviors between 1991 and 1992. Adaptive 

Development was the only dependent variable not to change 

significantly for the Stayers between 1991 and 1992. There 

were also significant interactions found among types of 

consumers by year for Stayers on all three dependent 

variables. Therefore, different types of consumers had 

different kinds of changes between 1991 and 1992, again 

underscoring the notion that type of consumer must be 

considered in any conclusions about differences. Generally, 

1992 means were higher on all three dependent variables for 

Stayers. Two general patterns were observed on the 

dependent variables from Figures 1, 2, and 3. First, as 
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Adaptive Development means decreased, level of retardation 

increased. Second, as level of retardation increased the 

ability to control challenging behavior (frequency and 

severity) also increased. 

Summary of Findings for Movers 

The summary of findings for Movers were not as 

extensive as those for the Stayers. There were significant 

differences in consUD1ers when grouped by race, sex and level 

of retardation on Adaptive Development for Movers, but not 

on Challenging Behavior (frequency) or Challenging Behavior 

(severity). Again, different types of consllDlers varied on 

dependent variables between 1991 and 1992 underscoring the 

notion that type of consumer must be considered in any 

conclusions about differences. There were no significant 

year differences found for Movers on Adaptive Development 

or Challenging Behavior (frequency and severity). Movers' 

ability to control the frequency of challenging behavior 

declined but not significantly between 1991 and 1992. The 

differences among Movers' scores were consistent across year 

by type of consumer on all three dependent variables. 

Generally, Movers' 1992 means on Adaptive Development were 

higher than the 1991 means but not uniformly or signifi

cantly. The Movers' ability to control the frequency and 

severity of challenging behaviors were only higher in half 

of the 1992 types of consumers. The general patterns which 

were observed for Stayers on Adaptive Development are also 



present in the Movers. The Movers' Adaptive Development 

means decreased, as their level of retardation increased. 

However, as their level of retardation increased their 

ability to control challenging behavior (frequency and 

severity) had no clear pattern of increase. 

Summary of Findings for Community Residents 
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Variations in the Community Residents scores were 

similar to those observed in the Movers. There were 

significant differences in consumers when grouped by race, 

sex and level of retardation on Adaptive Development for 

Community Residents, but not on Challenging Behavior 

(frequency), or Challenging Behavior (severity). Again, the 

different type of consumer reflected varying changes between 

1991 and 1992 underscoring the notion that type of consumer 

must be considered in any conclusions about differences. 

There were no significant year differences found for 

Community Residents' on Adaptive Development or Challenging 

Behavior (frequency and severity). 

The differences among Collllilunity Residents' scores were 

consistent across year by type of consumer on all three 

dependent variables. Generally, Community Residents' 1992 

means on Adaptive Development were lower, but not uniformly 

or significantly. The Community Residents' ability to 

control the frequency and severity of challenging behaviors 

were generally higher in 1992 than in 1991; however, these 

were not uniform or significant. The general patterns 
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observed on Stayers and Movers' dependent variables were as 

apparent among the Community Residents as were in Stayers 

or Movers. However, as Adaptive Development means decreased 

for Community Residents their level of retardation also 

increased. This pattern was more compressed than observed 

for the Stayers or Movers. Finally, no consistent increases 

were observed. in Community Residents' abi 1 i ty to control 

challenging behavior (frequency and severity) as level of 

retardation increased. 

Discussion 

The basic premise of the theories presented .in Chapter 

III was that individuals with developmep.tal disabilities 

residing in what Goffman (1959) desciibed as a hTotal 

Institution" may not have the full capability of defining 

themselves because of their disabilities and environment. 

Individuals in Hissom Memorial Center might have then 

developed ways of thinking, feeling, and acting that were 

essential for effective participation within the 

institutional setting. The suggestion could be made that as 

deinstitutionalization occurred the variations on the 

dependent variables may have been as much with the consumer 

as with those individuals who interact with them and observe 

their behaviors. 

The Analysis of Variance revealed variations by type of 

consumers for all three categories on Adaptive Development. 

Again, different types of consumers variance between 1991 
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and 1992 underscoring the notion that type of consumer must 

be considered in any conclusions about differences. 

The characteristics of race and sex are thought to be 

used in society to stereot~pe individuals. Stereotypes are, 

according to Vander-Zanden (1977); "the mental picture we 

have of a particular people" (p. 445). These "mental 

pictures" are in turn used to form labels which are applied 

to various groups. Tannenbaum (1938) suggested labeling as: 

" ••• tagging, defining, identifying, segregating, 
describing ••• it becomes a way of stimulating, 
suggesting, and emphasizing ••• ( p. 192)." 

Sex and race are used within society in this process of 

associating behaviors with a label. However, because of 

small Ns from Native Americans, and African Americans no 

distinction was observed by race. Finally, no patterns by 

sex or race were observed in figures 1 - 9. 

The label "developmentally disabled" carries along with 

it expectations for consumer behavior. A label of severely 

retarded might carry the "stigma" as Goffman (1963) 

described the consumers' "actual social identity", while not 

allowing for the consumer to achieve their abilities or 

"virtual social identity". 

Discussion on Stayers 

Increased focus on Hissom Memorial Center and the 

subsequent focus upon the Stayers may have insured their 

improvements--or the appearance of improvement as being 



112 

reported by those being interviewed. As seen in the results 

section, Stayers showed significant increases in their 

ability to control both the frequency and severity of 

challenging behavior between 1991 and 1992. These increased 

abilities might be due to the increased supervision as the 

numbers of residents at Hissom Memorial Center declined 

during the deinstitutionalization process. The staff at 

Hissom who were interviewed may have known more about the 

consumers as persons and not their labels as ratios between 

staff and consumers decreased. Researchers have proposed 

that smaller residential settings are more beneficial to 

individuals with developmental disabilities in terms of 

improvement in the quality of life (Conroy; 1992, Murray; 

1992, Wilson and Kouzi; 1998, Conroy, Lemanwicz, and 

Feinstein; 1987, Conroy and Bradley; 1985). Thus, as the 

institution became smaller, it may have become more 

personal, less rigid, and the goals oriented toward moving 

individuals to the colDDlunity. Care givers may have been 

able to know better the extent of the abilities and 

developmental levels of those who remained in the 

institution. Finally, the findings of the current research 

on Stayers ability to control the frequency and severity of 

their challenging behaviors is supported by McEvoy (1991) 

who reported that levels of challenging behavior for 

institutional groups decreased during a three-month period 

while residents were undergoing movement into community 

settings. The increased ability of Stayers to control the 



frequency and severity of their challenging behaviors may 

not have been due to better abilities but to a lack of an 

ability to act in a challenging manner. 
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Adaptive Development was the only dependent variable 

not to change significantly for the Stayers between 1991 and 

1992. This finding may support the idea that an institu

tional environment may not foster adaptive development 

growth or levels of independence. 

Discussion on Movers 

The foremost finding for Movers was the variance among 

types of consumers on Adaptive Development mean scores. 

Again, the different type ot consumer reflected varying 

changes between 1991 and 1992 underscoring the notion that 

type of consumer must be considered in any conclusions about 

differences. Thus, individuals with varying degrees of 

independence were moved into coD1D1unity settings. Along with 

the movement into the coD1D1unity might be increased 

expectations for Adaptive Development (independence) and the 

ability to control the frequency and severity of challenging 

behaviors. The socialization of the Movers in the 

institution may not have allowed them to have the skills to 

interact within a coDIDlunity setting during the first months. 

They may have been simply experiencing "cultural shock." 

These differences· among types of consumers were not 

reflected in the varying degrees of change between 1991 and 

1992 means by type of consumer on the ability to control the 
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frequency and severity of challenging behaviors. Half of 

the Movers were higher in 1992 and the other halt were lower 

on the ability to control the frequency of challenging 

behaviors. Fit~een of the 36 Movers that had a higher 

ability to control the frequency ot challenging behaviors in 

1991 than in 1992 were those with profound levels ot 

retardation. This is supported by Kleinberg and Galligan 

(1983) finding that during the first few months after 

deinstitutionalization that lower functioning individuals 

showed increased challenging behaviors. Further, this 

supports HelllDling, Lavender, and Pill's (1981) finding that 

challenging behaviors can increase between transfer and four 

months after transfer from the institutional setting. 

These findings may be supported by the Labeling Theory 

that would suggest; within an institutional setting some 

behaviors are overlooked as relatively "normal" (displays ot 

stereotypical behaviors, sexual behaviors, or screams, 

yells, or cries inappropriately). Upon transfer to 

community settings these behaviors then may become 

problematic and considered inappropriate. Therefore, the 

institution may instill in those who work, visit, and survey 

a milieu of abnormality, thus creating lowered expectations, 

and reports of behaviors. When transferred to the community 

the expectations are increased and the individual's behavior 

then seems to decline, based on the new standards, when 

change has not actually occurred. MacEachron (1983) 

asserted that the social aspects of a normalized setting to 
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be associated positively with development of consumers. 

Improvements in the Movers' Adaptive Development and 

Challenging Behavior scores between 1991 and 1992 were not 

found. These improvements might be expected based on past 

literature which suggests that smaller residential settings 

are more beneficial to individuals with developmental 

disabilities on quality of life measures such as Adaptive 

Development and Challenging Behavior (Conroy; 1992, Murray; 

1992, Wilson and Kouzi; 1998, Conroy, Lemanwicz, and 

Feinstein; 1987, Conroy and Bradley; 1985). Although this 

research does not suggest that Movers were better off, no 

evidence was present to suggest that they were worse off. 

For the benefits to be observed more time may be necessary. 

Several explanations may exist for the lack of 

variation among Mover's scores on the dependent variables. 

First, there might not have been sufficient time for 

improvements to occur for all Mo.vers. Different types of 

consumers might have varying rates of improvements. This is 

supported by Kleinberg and Galligan (1983) who found that 

during the first few months after moving, lower functioning 

consumers showed increased antisocial behaviors, while 

higher functioning consumers decreased their antisocial 

behaviors. In the current study 85.4% of the Stayers and 

75.8% of the Movers had severe or profound levels of 

retardation. McEvoy (1991) reported that levels of 

maladaptive behavior for community groups increased over a 

period of three months after being deinstitutionalized. 
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Thus, the increased interactions with staff members and 

other residents may have increased the opportunity to 

exhibit challenging behaviors. Conroy and Bradley (1985) 

reported the amount of staff time allocated to individuals 

was higher in small community based programs than found in 

large state-run institutions. Thus, increased contact by 

staff members might increase the opportunity to report such 

challenging behaviors. 

Discussion on Community Residents 

The Community Residents showed only variations based on 

race, sex, and level of retardation in their Adaptive 

Development scores. Simply stated there were differences 

among the types of Community Residents in their level of 

independence. This was an expected variation, just as with 

any group of individuals there are differences in their 

levels of independence. These variations might be due to 

differences in socialization or expectations. 

An interesting observation of the Community Residents' 

Adaptive Development Scores was that their mean total 

declined from 1991 to 1992, but not significantly. The 

speculation that the Community Residents simply had natural 

decreases in their Adaptive Development (independence) due 

to the passage of time could be proposed. Further, the 

Community Residents' abilities to control the frequency and 

severity of their challenging behaviors were consistent 

across types of consumers by year. The apparent consistency 
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among Community Residents' means on the dependent variables 

would have been expected because they did not change 

residents between 1991 and 1992. 

R.ecoBIDlendations 

Future studies of developmental disabilities need to 

focus upon the self within those individuals at all levels 

of disability. This would be possible through increased 

attention to completion of the consumer interview. Studies 

of those individuals with mild and moderate disabilities may 

generally tend to be the focus because more information on 

abilities and attitudes can be gained. However, individuals 

with more profound disabilities can respond to questions if 

given the proper interviewing technique. An interesting 

observation in the Tables and Figures in this study was that 

the majority of Stayers were classified as profoundly 

retarded, 183 of the 231. While a majority of the Stayers' 

Adaptive Development scores were below.35. Further, the 

lowest response rate for the consumer interview was obtained 

in this category. Goffman (1985) suggested: 

"Individuals who are the least ready to project a 
sustainable self are lodged in a milieu where it 
is practically impossible to do so" (pg. 238). 

Thus, the institutions may not be settings for a self to 

develop or to be understood completely. Moreover, 

individuals with developmental disabilities may have a need 
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to be mainstreamed with a nondevelopmentally disabled 

population. Individuals with developmental disabilities who 

moved out of the institution and had different care givers 

may have had different expectations upon them and different 

perceptions of their behaviors. This may have been 

reflected in their lower overall mean scores on the ability 

to control the frequency or severity of challenging 

behaviors. Further, when care givers were interviewed 

concerning the abilities and behaviors of Movers, perhaps 

they were not as familiar with them as the previous 

institutional caretakers. A general awareness by 

interviewers as to the length of time the caretaker has 

known the consumer may add to the validity of the survey. 

Another recommendation may be to include a combination 

of qualitative and quantitative questions to part of this 

study including open-ended questions on clients' perceptions 

of their living situations. Future research on this topic 

should give more attention to some of these items as 

reported by the individuals themselves. Survey research 

does not always measure actual attitudes of those targeted. 

Thus, I would propose giving more attention to qualitative 

approaches (observation) along with the survey. This type 

of study would be more time consuming and require more 

insight in the analysis. However, it might yield a more 

valid view of the environments of the developmentally 

disabled as well as the people themselves. Additionally, 

the responses of those individuals with developmental 
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disabilities such as; "If you had one wish, what would it be 

or would you like to tell me any thing at this time," may 

indicate areas of improvement, and thus be utilized in 

improving the quality of lite o~t those with developmental 

disabilities. 

The classification variable, race, needs to be 

carefully considered when completing longitudinal studies. 

This particular variable had many difficulties. The 

determination of individual's race by caretaker varied 

greatly dependent upon who was answering the question. For 

example, there were individuals labeled as American Indian 

in one year and Caucasian in the next--or African American 

in one year and Native American in the next. One solution 

to this dilemma may be to classify individuals as; "not of 

color" or persons "of color". In cases where individuals 

are classified as; "ot color", have another question that 

addresses the specific race. Further, it may be possible 

tor demographic information to be given to the interviewer 

prior to the interview. This information could then be 

verified during the interview. 

Another aspect of the developmentally disabled which 

should be examined is the aging processes. Day (1987) 

concluded that the elderly mentally handicapped pose an 

increasing challenge to service providers. Seltzer and 

Krauss (1987) emphasized the need for more research 

regarding age related changes on quality ot lite tor the 

developmentally disabled. Hawkins and Eklund (1998) 



reported that: 

"Recent amendments to the Older Americans Act and 
the Developmental Disabilities Act address issues 
of coordination and collaboration between the 
aging services and the developmentally disabi
lities services networks" (pg. 39). 
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Further, Day (1887) suggested that. the life expectancy of 

mentally handicapped people had increased considerably and 

is gradually approaching that of the general population. 

Age might also be considered as criteria for those who are 

placed in co1D1Dunity settings. Salgaras and Nettelbeck 

(1983) reported that age factors produce significant effects 

as in ability to control several challenging behaviors. 

Nonetheless, some findings suggested that young and old 

benefit equally from a co1D1Dunity setting. Hodapp and Zigler 

(1985), for example, found that once placed in a less 

restrictive environment younger children with severe mental 

retardation did not show any greater improvements in adaptive 

development than did older children in institutional 

settings but that improvements from both groups did occur 

slowly over time. Therefore, the addition of age to the 

analysis for these individuals as they have been 

deinstitutionalized may be more beneficial in the 

explanation of movement into coB11Dunity settings rather than 

race, sex, or level of retardation. 

Further, interviews should be conducted from year to 

year at consistent intervals. For example, when an 

interview is conducted in June 1991, the next interview 
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should be conducted in June 1992. This would eliminate the 

possibility of having individuals whose interviews were 

conducted from four months apart up to 14 months apart. 

Finally, some thought should be given to the diversity 

among interviewers. Interviewers ranged in ages from early 

twenties to mid-forties. Differences in .gender and life 

experiences varied as well for the interviewers. Further, 

the educational backgrounds and experiences of the 

interviewers may bias their perceptions of questions and 

answers. These biases could be reflected in the data 

collection. For example, when gathering information on the 

level of retardation if level was unknown, a more 

experienced and knowledgeable interviewer might be able to 

determine the level rather than marking an unknown. 

Although many of the same interviewers returned to the 

project in 1992 from the 1991 staff, questions as to the 

consistency of their ability to. gather data have occurred. 

However, the question remains: "Did the interviewers change 

more than those they interviewed?" Perhaps the addition of 

new interviewers from year to year had some effect on the 

information gathered. The contention that the same 

interviewer may be just as different from year to year as 

different ones is an intriguing notion. 

With the limitations of this research in mind, dramatic 

improvements in the Movers' scores were not revealed. 

However, different types of consumers might have varying 

rates of change in the community. More time may be 
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necessary to see if these improvements occur in the 

categories. Thus, type of consumer must be considered in 

any conclusions concerning change in those involved in the 

process of deinstitutionalization. 



SELECTED BIBLIOGRAPHY 

Alexander, K., Huganir, L.S., & Zigler, E. (1985). Effects 
of different living settings on the performance of 
mentally retarded individuals. American Journal of 
Mental Deficiency, .!Uf., 9-17. 

Babbie, E. (1989). The Practice of Social Research 
(5th ed.). Belmont: Wadsworth Publishing Company. 

Balla, D.A. (1976). Relationship of institution size to 
quality of care: A review of the literature. American 
Journal of Mental Deficiency, !.l., 117-124. 

Baysinger, D., Gordon, C., Pumphrey, D., Bean, D., & Rowe, P. 
(1989). Advocacy service report. Office of Client 
Advocacy Department of Human Services. 

Berger, P., & Luckmann, T. (1967) The Social Construction of 
Reality. New York: Anchor. 

Carney, L.P. (1988). Corrections: Treatment and Philosophy. 
New Jersey: Prentice-Hall. 

Caruso, D.R. & Hodapp, R.M. (1988). Perceptions of mental 
retardation and mental illness. American Journal of 
Mental Retardation, 93, 118-124. 

Community adjustment of deinstitutionalized mentally 
retarded persons. (1988). Rehab brief: Bringing 
research into effective focus, 3, 1-5. 

Conroy, J. (1992). Size and quality in residential programs 
for people with·developmental disabilities. 
Unpublished Dissertation submitted to the Temple 
University Graduate Board. 

Conroy, J., & Bradley, V. (1985). The Pennhurst Longitudinal 
Study: A report of five years of research and analysis. 
Philadelphia: Temple University Developmental 
Disabilities Center. Boston: Human Services Reasearch 
Institute. 

123 



Conroy, J., Efthimiou, J., & Lemanowicz, J. (1982). A 
matched comparison of the developmental growth of 
institutionalized and deinstitutionalized mentally 
retarded clients. American Journal of Mental 
Deficiency, 86, 581-587. 

124 

Conroy, J., Lemanowicz, J., Feinstein, C., & Bernotsky, J. 
(1998). 1998 Results of the CARC v. Thorne longitudinal 
study. The Connecticut Applied Research Project, 
Report Number 18, to the Connecticut Department of 
Mental Retardation. Philadelphia: Conroy & Feinstein 
Associates. 

Cook, T., & Campbell, D. (1979). Quasi-Experimentation: 
Design and Analysis Issues for Field Settings. 
Chicago: Rand McNally College Publishing Company. 

Cooley, C.H. (1982/1985). Human Nature and the Social 
Order. In R. Collin, (eds.), Three Sociological 
Traditions, Selected Readings. New York: Oxford 
University Press. 261-267. 

Cooley, C.H. (1989). Social Organization: A Study of the 
Larger Mind. New York: Scribners. 

Cullari, S. (1984). Everbody is talking about the new 
institution. Mental Retardation, 22, 28-29. 

Davis, K. (1948). Human Society. New York: Macmillan. 

Day, K.A. (1987). The elderly mentally handicapped in 
hospital: a clinical study. Journal of Mental 
Deficiency Research, 31, 131-146. 

Devlin, S.J. (1989). Reliability assessment of the 
instruments used to monitor the pennhurst plaintiff 
class members. Unpublished research report Temple 
University. 

DeWeaver, K.L. (1983). Deinstitutionalization of the 
developmentally disabled. Social Work, 28, 
435-439. 

Dunsmore, M.W. (1993). Residential settings, adaptive 
behavior, and satisfacion among older persons with 
develolpmental disabilities. Unpublished master's 
thesis, Oklahoma State University, Stillwater. 

Erikson, K.T. (1964). Notes on the Sociology of Deviance. 
Pp. 9-22. in U.S. Becker, (Eds.), The Other Side: 
Perspectives on Deviance: New York: Free Press. 



Emerson, E.B. (1985). Evaluating the impact of 
deinstitutionalization on the lives of mentally 
retarded people. American Journal of Mental 
Deficiency, ii, 277-288. 

Ferguson, P. (1987). The social construction of mental 
retardation. Social Policy, Summer, 51-56. 

125 

Fine, M.A., Tangeman, P.J. & Woodard, J. (1998). Changes in 
adaptive behavior of olderadults with mental 
retardation following deinstitutionalization. American 
Journal on Mental Retardation, 94, 661-668. 

Futterman, D.A., & Arndt, S. (1983). The construct and 
predictive validity of adaptive behavior. American 
Journal of Mental Deficiency, 87, 546-558. 

Gecas, V. (1981). Contexts of socialization. In M. 
Rosenberg and R. Turner, (Eds.), Social Psychology. 
New York: Basic Books. 

Goffman, E. (1959). The Presentation Of Self In Everyday 
Life. Garden City, New York: Doubleday. 

Goffman, E. (1961). Asylums: Essays on The Social Situation 
ot Mental Patients and Other Inmates. Garden City, New 
York: Doubleday. 

Goffman, E. (1963). Stigma: Notes on the Management of 
Spoiled Identity. Englewood Cliffs, New Jersey: 
Prentice-Hall Inc. 

Goffman, E. (1968). Characteristics of Total Institutions. 
In Spitzer, S.P., & Dezin, N.K. (eds.) The mental 
patient: Studies in the sociology of deviance. 294-297. 

Goffman, E. (1985). The Nature Of Deference And Demeanor. 
In R. Collin, (eds.), Three Sociological Traditions, 
Selected Readings. New York: Oxford University Press. 
213-232. 

Goode, E. (1984). 
Cliffs, N.J. 

Deviant Behavior 2nd (Ed.). Englewood 
Prentice-Hall, Inc. 

Griffith, R. (1985). lnstititions: What is going on? 
Mental Retardation, l.l, 185-187. 

Grimes, S.K. & Vitello, S.L. (1998). Follow-up study of 
family attitudes toward deinstitutionalization: Three 
to seven years later. Mental Retardation, 1990, 28, 
219-225. 



126 

Gresham, F., & Elliott, S. (1987). The relationship between 
adaptive behavior and social skills: Issues in 
definition and assessment. The Journal of Special 
Education, 21, 167-181. 

Harrison, P. (1987). Research with adaptive behavior 
scales. The Journal of Special Education, ll, 
37-68. 

Hawkins, B., & Eklund, S. (1998). Planning processes and 
outcomes for an ag1ng population with developmental 
disabilities. Mental Retardation, 28, 35-48. 

He1D1Ding, H. (1986). Follow-up of adults with mental 
retardation transferred from large institutions to new 
small units. Mental Retardation, 24, 229-235. 

He1D1Ding H., Lavender, T., & Pill, R. (1981). Quality of lite 
of mentally retarded adults transferred from large 
instituations to new small units. American Journal of 
Mental Deficiency, 86, 157-169. 

Hewitt, J. (1976). Self and Society: A Symbolic 
Interactionist Social Psychology. Boston: Allyn and 
Bacon. 

Hill, B., & Bruininks, R. (1984). Maladaptive behavior of 
mentally retarded individuals in residential 
facilities. American Journal of Mental Deficiency, .!B., 
388-387. 

Hodapp, R. & Zigler, E. (1985). Placement decisions and 
their effects on the development of individuals with 
severe mental retardation. Mental Retardation, 23, 
125-138. 

Holburn, s~ (1998). Rules: The new institutions. Mental 
Retardation, 28, .89-94. 

Horn, E. & Fuchs, D. (1987). Using adaptive behavior in 
assessment and intervention: an overview. Journal of 
Special Education, ll, 11-26. 

Intagliata, J., & Willer, B. (1982). Reinstitutionalization 
of mentally retarded persons successfully placed into 
family-care and group homes. American Journal of 
Mental Deficiency, 87, 34-39. 

Issett, R., & Spreat, S. (1979). Test-retest and interrater 
reliability of the AAMD Adaptive Behavior Scale. 
American Journal of Mental Deficiency, 84, 93-95. 



127 

Jahoda, A., Markova, I., & Cattermole, M. (1988). Stigma and 
the self-concept of people with a mild mental handicap. 
Journal of Mental Deficiency Research, 32, 183-115. 

King, T., Soucar, E., & Isett, R. (1998). An Attempt to 
assess and predict adaptive behavior of 
institutionalized mentally retarded clients. American 
Journal of Ment.al Deficiency, 84, 486-418. 

Kleinberg, J., & Galligan, B. (1983). Effects of 
Deinstitutionalization on adaptive behavior of 
mentally retarded adults. American Journal of Mental 
Deficiency, 88, 21-27. 

Knapp, S., & Salend, S. (1983). Adapting the adaptive 
behavior scale. Mental Retardation, 23, 63-67. 

Kozleski, E., & Sands, D. (1992). The yardstick of social 
validity: Evaluationg quality of life as perceived by 
adults without disabilities. Education and Training in 
Mental Retardation, June, 119-131. 

Lakin, K., Hill, B., & Bruininks, R. (1986). Habilitative 
functions and effects of residential services. 
Remedial and Special Education, 1, 54-62. 

Lakin, K., Krantz, G., Bruininks, R., Clumpner, J., & Hill, B. 
(1982). One hundred years of data on populations of 
public residential facilities for mentally retarded 
pe·ople. American Journal ot Mental Deficiency, 87, 
1-8. 

Landesman, S. (1986). Quality of life and personal life 
satisfaction: Definition and measurement issues. 
Mental Retardation, 24, 141-143. 

Landesman, s., & Butterfield, E. (1987). Normalization and 
Deinstitutionalization of mentally retarded 
individuals. American Psychologist, 42, 889-816. 

Lawton, M.P., & Nahemow, L. (1973). Ecology and the aging 
process. In C. Eisdorfer & M.P. Lawton (Eds.), The 
psychology of adult development and aging. Washington, 
D.C.: American Psychological Association. 

Lemert, E.M. (1951). Social pathology. New York: 
McGraw-Hill 

Luck, P. & Heiss, J. (1972). 
esteem in adult males. 
57, 67-84. 

Social deterininants of self 
Sociology and Social Research, 



128 

MacEachron, A. (1983). Institutional reform and adaptive 
functioning of mentally retarded persons: a field 
experiment. American Journal of Mental Deficiency, 88, 
2-12. 

McDevitt, S., McDevitt, S., & Rosen, M. (1977). 
behavior scales, part II: .A cautionary note 
suggestions for revisions. American Journal 
Deficiency, 82, 218-212. 

Adaptive 
and 
of Mental 

McDonald, E. (1~85). Medical needs of severely 
developmentally disabled persons residing in the 
community. American Journal of Mental Deficiency, 
ll, 171-176. 

McEvoy, J. (1991). Moving home: The effects of residential 
transfer on the behavior of adults with a mental 
handicap. Irish Journ~l of Psychological Medicine,~' 
29-32. 

Mead, G. (1985). Thought as internalized conversation. In 
R. Collin, (eds.), Three Sociological traditions, 
selected readings. New York: Oxford University Press. 

Meltzer, B. (1964). Mead's Social Psychology. In The 
Psychology of Georg Herbert Mead. Western Michigan 
University 18-31. 

Middleton, H., Keene, R., & Brown, G. (1998). Convergent 
and discriminant validities of the scales of 
independent behavior and the revised Vineland adaptive 
behavior scales. American Journal on Mental 
Retardation, 94, 669-673. 

Minnes, P. (1988). Family resources and stress associated 
with having a metally retarded child. American 
Journal of Mental Retardation, 93, 184-192. 

Murray, B~ (1991). Developmental disabilities quality 
assurance project report 1991. Oklahom State 
University. Unpublished final report. 

Murray, B., Conroy, .J., & Erving, L. (1992). Longitudinal 
assessment of consumer outcomes: Measuring changes in 
independence, integration, productivity, and 
satisfaction. Prepared tor Oklahoma Department of 
Human Services Developmental Disabilities Services 
Division. 

Nathan, M., Millham, J., Chilcutt, J., & Atkinson, B. 
(1988). Mentally retarded individuals as informants tor 
the AAMD adaptive behavior scale. Mental Retardation, 
ll, 82-84. 



129 

Nihira, K. (1976). Dimensions of adaptive behavior in 
institutionalized mentally retarded children and 
adults: developmental perspective. American Journal of 
Mental Deficiency, ll.!., 215-226. 

Nihira, K., Foster, R., Shellhaas, M., & Leland, H. (1974). 
AAMD Adaptive Behavior Scale, 1974 revision. 
Washington, DC: American Association on Mental 
Deficiency. 

Nixon, H. (1979). The small group. New Jersey: Prentice 
Hall, Inc. 

Pawlarczyk, D., & Schumacher, K. (1983). Concurrent validity 
of the behavior development survey. American Journal 
of Mental Deficiency, 87, 619-626. 

Public Law 98-527 (98 stat. 266). The Developmentally 
Disabilities Act. October 19, 1984. 

Raynes, N., Johnson, M., SWDpton, R., & Thorp, D. (1987). 
Comparison of the daily lives of four young adults who 
are mentally retarded. Journal of Mental Deficiency 
Research, ll, 383-318. 

Ritzer, G. (1988). Sociological Theory (2nd ed.). New York: 
Alfred A. Knopf. 

Robertson, I. (1987). Sociology (3rd ed.). New York: Worth 
Publishers. 

Roszkowski, M.J. (1988). Concurr~nt validity of the adaptive 
behavior scale as assessed by the vineland social 
maturity scale. American Journal of Mental 
Deficiency, 85, 86-89. 

Rosenhan, D.L. (1973). On being sane in insane places. 
Science, 179, 258-258. 

Rotegard, L., Hill, B., & Bruininks, R. (1983). Environmental 
characteristics of residential facilities for mentally 
retarded persons in the United States. American 
Journal of Mental Deficiency, 88, 49-56. 

Salagaras, S. & Nettelbeck, T. (1983). Adaptive behavior of 
mentally retarded adolescents attending school. 
American Journa~ of Mental Deficiency, 88, 57-68. 

Schalock, R., Keith, K., Hoffman, K., & Karan, O. (1989). 
Quality of lite: its measurement and use. Mental 
Retardation, 27, 25-31. 



138 

Schlottmann, R., & Anderson, V. (1982). Developmental 
changes of institutionalized mentally retarded 
children: A semilongitudinal study. American Journal 
of Mental Deficiency, 87, 277-281. 

Schroeder, S., & Benes; C. (1978). Assessment of progress 
of institutionalized and deinstitutionalized retarded 
adults: A matched control comparison. Mental 
Retardation,~, 147-148. 

Schur, E. (1971). Labeling Deviant Behavior: Its 
Sociological Implications. New York: Harper and Row. 
1971. 

Seltzer, M., & Krauss, M. (1987). Aging and Mental 
Retardation: Extending the Continuum. Washington, 
D.C.: American Association on Mental Retardation. 

Siegel, M., & Roberts, M. (1989). Recruiting froster 
families for disabled children. Social Work, 34, 
551-553. 

Sigelman, C., Budd, E., Winer, J., Schoenrock, C., & 
Martin, P. (1982). Evaluating alternative techniques 
of questioning mentally retarded persons. American 
Journal of Mental Deficiency, 86, 511-518. 

Sigelman, c., Budd, E., Winer, J., Spanhel, c., & 
Schoenrock, C. (1981). When in doubt, say yes: 
Acquiescence in interviews with mentally retarded 
persons. Mental Retardation, .1.i, 53-58. 

Sigelman, C., Schoenrock, C., Spanhel, C., Hromas, S., 
Winer, J., Budd, E., & Martin, P. (1988). Surveying 
mentally retarded persons: Responsiveness and response 
validity in three samples. American Journal of Mental 
Deficiency, 84, 479-486. 

Silverman, W., Silver, E., Sersen, E., Lubin, R., & 
Schwartz, A. (1986). Factors related to adaptive 
behavior changes among profoundly mentally retarded, 
physically disabled persons. American Journal of Mental 
Deficiency, ..lit, 651-658. · 

Silverstein, B., Wothke, W., & Slabaugh, R. (1988). Toward 
parsimony with comprehensiveness: management 
applications of MDPS factor scores. Mental Retardation, 
26, 145-153. 

Siperstein, G., & Bak, J. (1989). Social relationships of 
adolescents .with moderate mental retardation. Mental 
Retardation, 27, 5-18. 



131 

Spreat, S. (1982). An empirical analysis of item weighting 
on the adaptive behavior scale. American Journal of 
Mental Deficiency, 87, 159-163. 

Spreat, S., & Isett, R. (1979). Test-retest and interrater 
reliability of the AAMD adaptive behavior scale. 
American Journal of Mental Deficiency, 84, 93-95. 

Szaz, T. (1986). The Myth of Mental Illness. Revised 
Edition. New York, Harper and Row. 

Tannenbaum, F. (1938). Crime and The CoDIIDunity. New York: 
Columbia Univeristy Press. 

Traub, S., & Little, C. (1985). Theories ot Deviance (3rd 
ed.). Itasca, Peacock Publishers. 

Tjosvold, D., & Tjosvold, M. (1983). Social psychological 
analysis of residences for mentally retarded persons. 
American Journal of Mental Deficiency, 88, 28-48. 

Vitello, S., Atthowe, J., & Cadwell, J. (1973). Determinants 
of coDIDlunity placement of institutionalized mentally; 
retarded persons. American Journal of Mental 
Deficiency, 87, 539-545. 

Van Wagenen, B. (1914). Surgical sterilization as a eugenic 
measure. Journal of Psycho-Asthenics, .1.8., 185-196. 

Vander Zanden, J. (1977). Social Psychology. New York: 
Random House. 

Voelker, s., Shore, D., Brown-More, c., Bill, L., Miller, L., 
& Perry, J. (1998). Validity of self-report of 
adaptive behavior shills by adults with mental 
retardation. Mental Retardation, 28, 385-389. 

Walker, J., & Calkins, C. (1986). The role of social 
competence in the community adjustment of persons with 
developmental disabilities: Processes and outcomes. 
Remedial and Special Education, 1, 46-53. 

Wilhite, B., Reilly, L., & Teaff, D. (1989). Recreation and 
leisure services and residential alternatives for 
persons with developmental disabilities. Education and 
Training in Mental Retardation, December, 333-348. 

Willer, B., & Intagliata, J. (1982). Comparison of family 
care and group homes as alternatives to institutions. 
American Journal of Mental Deficiency, 86, 588-595. 



132 

Wilson, J., & Kouzi, A. (1998). Quality of the residential 
environment in board-and-care homes for mentally and 
developmentally disabled persons. Journal of Hospital 
and Community Psychiatry, J.l, 314-317. 

Wolfensberger, W. (1972). The Principle of Normalization in 
Human Services. Toronto: National Institute on Mental 
Retardation. 

Zirpoli, T., & Wieck, C. (1989). Economic and political 
factors affecting deinstitutionalization: one state's 
analysis. The Journal of Special Education, 23, 
281-211. 



APPENDIX A 

QUESTIONNAIRE 

133 



OILAB<IIA STATI UHIYDSITY 
·D1PA1TIINT or SOCIOLOGY 

STILLIATII, OILAB(IIA 

DIYILOPIIDTAL DISABILITIIS QUALITY ASSUIANCI QUISTIONNAIU 
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This document and attachments are confidential and are anila•le only to participants 
in the assessment project. Contents are not to he read or duplicated without authori
zation •Y Detelopaental Disabilities Senices Di,ision or the indi,idual/pardian. 

------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
: lnter,iewer : Site Code : ID Nlllll,er : D.O.B. : :---------------------------:-------------------1 __________________ 1 __________________ 1 
I I I I I I I I I I I I It I I ·I I I I I ID Dy y I I 111111 111111 
: I I : 1 111111 

I I I I I 

----------------------------------------------------------
: lnter,iew Date : 
I · I 1---------------------------:1 I I 
:1 I I 
:o I I 
:o I J 
:1 I J 
:1 I I 
---------------------------------------------------------------------------------------------------------------------------------. -------------------------------------------
: Type of Facility : Class Status : 1 _____________________________________________________________________________________ _ 

)ISS = Enid State School I )Focus : 
)FC = Foster Care I I )Balance : 
)Gll2 = Group Daae with 4, 5, or G lesidents: I )Non lealler : 
)Gll3 = Group Baae with 7 or lore lesidents : l )Don't lnow : 
)DIC= Dissoa leaorial Center :--------------------------------: 
)ICF = ICF : ( )OHL\ aeaher : 
)IL = Independent Li,ing ================================== 
)INC= Incarcerated: (,AIL OI PIISON) : lace : 
)IDF = lental Health Facility 1-------------------------------- 1 

)II = ICF/11 Placeaent I )White 
)OS = Out of State I )Black 
)OSD = otlalma School for the Deaf I )Oriental 
)PYS = Pauls Yalley School l )Asian 
JU = lelati,e's Boae or Their On Doae ( )Hispanic 
)SIL= Sai-lndependent Li,ing I ).Aaerican Indian 
)SUP = Supported Li,ing I )Alaskan Natite 
)UH = Unbown I I )Other 
)OT = Other ================================================================ 

-======================: Le.el of letardation: Other Disa•ilities : 
Sex 1

----------------------
1
---------------------------------------

1 

I )Not II Yisually Cere•ral palsy 
I )lale l )lild lapared Physical disa•ilities 
l )Feaale I )loderate Dearing lental ii lness 

l )Se,ere laparecl Feeding Tube 
l )Profound Autisa Tracheostoay 
I )Unbon Other: 

-----------------------------------------------------------------------------------------------------------------------------------------------------------------------------
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SICl'IOII I: USIDINTIAL IISTOIY/JAIILY AND ADYOCATI OONTAt'T. 

------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
1. lhat is your relationship 

to hia/bei'! 
: z. lhen did s/be ao,e here! 
I 
I 

, {principal respondent:) : , 
·------------------------------------:-------------. ----------------------------------· 

I ]A family •eaher : I I ) 

I ]A non-relati,e guardian 
: I I ) 
: n I J 
: D I ) 
: Y I 1 

ODbown 
life-long 

resident 
I )A friend 

: Y I I 
I ]A direct contact stall ----------------------------------------------------------------------------------------------------

person (paraprofessional) : 3. Row aaoy tiaes bass/be changed baae 
I ]Case Manager/Social : addresses in the past year! , 

lorter/QIIIP :------------------------------------------------: 
I ]Other professional or : I J onbown : 

adainistrator : I ] : 
I ]Other (Deline)~~~--================================================== 

: 5. Is the residence pri,ate or puhlic!: 
:----------------------------------------· 

I ] : I ]Pri,ate nonprofit 
I ] : I )Pri,ate proprietary 

----------------------------------------------------- I )PuLI" ------------------------------------------------------ u IC 
: 4. Where did s/be li,e illllediately helore I )Pri,ate baae 
: c•inr here! , I ]Other:. _____ _ 
·----------------------------------------------------: 

]ISS = lnid State School : I ] 
]re = roster Care : I ] 
]GIii - Groap 0 ~e w1"th Z or 3 les1"dent ---------------------------------- nua S ----------------------------------
]GHZ= Group Bae with 4, 5, or 6 lesidents: 6. lass/be e,er li,ed in an : 
)Gll3 = Group l•e with 1 or lore lesidents : institution! {lark all : 
]IIIC = Biss• leaorial Center : that apply.) KO : 
)IC,= IC, : II no, stip to 17. : 
]IL = Independent Li,iag :--------------------------------: 
)IMC= Incarcerated: {JAIL OI PIISOlf) : I ]State school : 
]IIID' = lental Health facility : I ]Pri,ate ICJ-11 : 
)II = ICJ/11 Placement : I · ]N11rsing baae : 
]OS = Oat of State : I ]lental health : 
)OSD = otlabaa School for the Deal :================================= 
]PYS = Panis Yalley School : &A. lbat year did s/be lea,e : 
]ID = lelati,e's l•e or Their Own B•e : her/bis last institutional: 
]SIL= Seai-lndependeat Li,ing : placement! : 
]SUP= S11pported Li,ing :--------------------------------: 
]UH = Unknown : I )Currently in : 
]OT = Other : ins ti talion : 
]Life long lesideat : YI ] : 

: Y I 1 : 
------------------------------------------------------------------------------------------------------------------------------------------------------------------------------



136 

-------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Li,es with faaily 

A-.Uut once a weet or aore 
: A-.Uut once a aontb 
: : A-.Uut nery 3 aontbs 
: : Twice a year or less 
: : Ne.er in the past year 
: : , , : No faaily, or No DDS ease aanager or No Ad,oeate 

-,---:---:---:---:---:---:----------------------------------- .. ------------------------
7. In the past year, bow often bas the family contacted 

bia/her or the staff .hy phone? 
8. Dow often did family 11e11her(s) (hiologieal/adopti,e) 

,isit hia/her in the client's laaae in the past year? 
9. Dow often did s/he ,isit in the faaily's hiologieal/ 

adopti,e ha11e or on outings in the past year? 
11. Dow often did the DDS ease aanager aate contact with 

client hy phone in the last year? 
11. Dow often did the DDS ease aanager aate contact with 

client hy ,isit in the past year? 
-------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

:12. low aany DDS ease aanagers in 13. Is the naae and phone nllllher of his/her 
the last year? DDS ease manager readily a,ailable to 

'------------------------------------: · tht client and people with wbOII they li,e? , 
I )Ne.er had one (Slip to 114) :-------------------------------------------------: 
I ) I )Yes I )No I )Not applicable : 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------:1,. What other ad,oeates aa.de contact with •ia/her? List all that apply. (Ir AN~IR: 
I is lfo AdYOeate, IOVI TO qDISTION 17). I 
·-------------------- ----------------------------------- -----------------------------' 

I )Guardian ad litea (lepresents Dissa11 Class 11e11hers in HOlleWard bound lawsuit) 
I )Office of Client Ad,oeaey (~buclsllan) 
I )Volunteer 
I )Other (e.g., Protection and Ad,oeaey, short te111 special guardian) 
I )OBlA ease aanager/team aeaber 
I )No ad,oeate (SIIP TO 117) 

------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
About once a weet or aore 
: Ahout once a •nth 
: !-.out e,ery three aonths 
: : Twice a year or less 
: : Ne.er in the past year 
I I I 
I I I I I 

-:---:---:---:---:--------------------------------------------------------------------
15. How often did other ad,oeates or staff contact hia/•er 

or laity by phone in the past year? (INCLUDE ALL 
NON-DDS ADVOCATES). 

16. How often did other ad,oeate(s) ,isit hia/her and faaily 
in the past Jeart (Include all non-DDS ad,oeates). 

------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
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SICTION 111: ADAPTIVI IQUIPIIINT NODS 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
: Does not need 
: : BIDS but does not bate 
: : HAS 
: : , : las but needs UPAII 

What adaptite eqni(lllent does s/he hate or 
need? 

·-:---:---:---:----------------------- .------------·-----------------------------------
1 ) 17. Glasses 
I ) 18. Bearing Aid 
I ) 19. Wheelchair, 
f ) 21. Delaet 

walker, 

I J %1. Coaaunication De,ice 
I )21A. Dentures 
I )%18. (mygen lacbine 
I )ZIC. Suction lachine 
I )%1D. reeding Puap 

braces, 

I I %%. OUer: ------- I ) _______ ( J 

cue 

·--------------------------------------------------------------------------------------,---------------------------------------------------------------------------------------
SICTIOlf IV: ADAPTIVI SIILLS (BDAVIOI DIVILOIUNT SOIYIY) 

This section co,ers adaptive beha,ior stills. Please 1DSWer yes only to those things 
thats/be actually does, not for whats/be •aigbt be able to do.• Verbal prompts are ok 
(nnless othenrise noted), but do not gi,e credit for behaviors perlo.raed with physical 
prompts (unless otbenise aoted). (Gin credit for a bella,ior ii it is perloraed at 
least 751 (3/4) of the tiae. Inter zero (1) ii the itea is not applicable, or ii the 
person is too yonng or unable, or ii tlriere is ao opportunity. WYI NO Bl.ANIS) 

23. low is his/her W, baluce? (IIAII IIGIIIST lUBII ftlAT APPLIIS). 
·f )Stand on •tiptoe• tor ten seconds ii asted 
I )Stand on one loot for two seconds if asted 
I )Stand without support 
I )Stand with support 
I )Sit without support 
I )Can do none of the abo,e 

H. Cu s/be use siherwue? (IAII HIGIIIST NUIBII ftlAT APPLIIS) 
I )Use tnile and fort correctly and neatly 
I )Use table tnile for cutting or spreading 
I )reed sell with spoon and fort - neatly 
I )reed sell with spoon and fort - considerable spilling 
I )reed sell with spoon - neatly 
I )reed sell wit• spoon - considerable spilling 
I )reed sell with lingers or aost be led 

25. Cu s/be: (VISUAL AIDIS AU ACCIPTABLI) (IIAII HIGIIIST NDIIBII THAT APPLIES) 
I )Order complete aeals in restauruts 
I )Order siaple aeals lite baaborgers or hot dogs 
I )Order soft drints at soda lonntain or cuteen 
I )Does not order food at public eating places 



H. Does s/be: (II.All HIQIIST NIJIBll 'l'IIAT APPLIIS) 
I )Brint without spilling, holds glass in one band 
I )Drint lrOII cup or glass unassisted - neatly 
I )Drink lr011 cup or glass - considerable spilling 
I )Does not drint lr011 cup or glass 

%7. Does s/be e,er ha,e toilet accidents? (II.All HIGIIIST NIJIBII 'l'IIAT APPLIES). 
I )Ne,er ·bas toilet accidents during da, or night tiae 
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I )Ne,er has toilet accidents during the da, tiae (but 11aJ ha,e prohleas at night) 
I )Occasionally has toilet accidents daring the da, tilie 
I )Jrequently has toilet accidents during the da, tiae 
I )Is not toilet trained at all 

%8. Can s/he: (II.All HIQIIST NUIBII 'l'IIAT APPLIIS). 
I )Prepare and completely hathe unaided 
I )lash and dry sell CCJIIPletely 
I )lash and dry reasonably well with proapting 
I )lash and dry sell with help 
I )Attempt to soap and wash sell 
I )Acti,ely cooperate when heing washed and dried hy others 
I )lakes DO atteapt to wash or dry sell 

%9. Can s/he: (II.All HIGHEST lftllBII 'l'IIAT APPLIIS). 
I )Coapletely dress sell 
I )Collpletely dress self with ,erhal proapting only 
I )Dress sell hy pulling or putting on all clothes with ,erhal prClll()ting and hy 

fastening (zipping, buttoning, snapping) thea with help 
I )Dress self with help in pulling or putting on aost clothes and fastening thea 
I )Cooperate when dressed, e.g., hy extending uas or lers 
I )lust he dressed CClll()letely · 

31. low is his/her sense ol direction? Cans/he: (II.All BIQIEST lftllBII 'l'IIAT APPLIES). 
I )Go se,eral blocks lrOII grounds, or lrOII hOlle, without getting lost 
I )Go uound grounds or a coaple ol hlocts lroa hOlle without getting lost 
I )Go around cottage, ward, yard, or hOlle without getting lost 
I )Deaonstrates no sense of direction 

31. Does s/he: (IIAII HIGHEST NUIBII 'l'IIAT.APPLIIS). 
I )Use aoney with little or DO assistance (e.g., assistance with budgeting is OI) 
I )Use aoney with aiDOr assistance (e.g., checking for correct change, etc.) 
I )Use IIODeJ with SOiie assistance (e.g., heing told the correct bills or coins) 
I )Use aoney with cClll()lete assistance ol stall 
I )Does not use IIODeJ 

3%. Does s/he: (IIAII HIGHEST NUIBll 'l'IIAT APPLIES). 
I )Choose and 11111 all own clothing without help 
I )Choose and huJ SOiie clothing without help 
I )late aiDOr purchases without help (e.g., snacks, drinks) 
I )Do soae shopping with slight super,ision 
I )Do soae shopping with close super,ision 
I )Does no shopping 



33. Does s/he: (IIAII HIGIIIST lftllBII THAT APPLIES). 
( )Write coaplete lists, aeaos or letters 
( )Write short sentences 
( )Write or print aore than ten words without copying or tracing 
( )Write or print own naae or other words without copying or tracing 
I ]Trace or copy own nae or other words 
I )Does not write, print, copy, or trace any words 

34. Does s/he: (IIAII BIGIIIST IU8II nlAT APPLIES). 
I )Soaetiaes use coapleI sentences containing •1tecause,• •1tot,• etc. 
I )Ast questions using words such as •why,• •how,• •what,• etc. 
( )Speat in siaple sentences 
I )Is non,erhal or nearly noa,erhal 

35. Does s/he: (IIAII HIGIIIST NIJIBII THAT APPLIES). 
I )lead hoots or other aaterials suitable for children nine years old or older 
I )lead hoots or other aaterials suitable for children se,en years old 
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I )lead siaple stories or coaics suitable for children at a tinclergarten or first 
grade letel 

I )lecopize It or mre words 
I )leeognize ,arious signs, such as •111T• or •s,op• or •IRIIIN• or "IIIN• or 

Street Signs. 
I )Recognize no words or signs. 

36. Does s/be: (IIAII HIGIIIST lftllBII THAT APPLIES). 
I )Do siaple addition and/or subtraction 
( )Count 11 or aore objects 
( )lecbanically count aloud lroa one to ten 
( )Count two objects hy saying •one, two• 
( )Discriainate between •one• and •aaoy• 
( )Has no unclerstocliog of ••hers 

37. Does s/be clean bis/her rooa? (IIAII BIGIIIST NODD THAT APPLIES). 
I )Cleans rooa well, e.g., sweeping ,aco•ing, tidying 
I )Cleans rooa hut not thoroughly 
I )Does not clean rooa at all 

38. Cao s/he: (IIAII HICBST lftJIIBll THAT APPLIES). 
I )Prepare an adequate coaplete aeal 
( )lix and coot siaple foods 

· ( )Prepare siaple foods requiring no abiog or cooling 
( )Does not prepare f oocl at all 

39. Does s/be: (IIAII HIGOST lftllBII THAT APPLIES). 
I )Clear table of hreatable dishes and glassware 
( )Clear table of unhreatahle dishes and sil,erware 
( )Does not clear table at all 

H. Does s/be go to: (IIAII BIGIIIST NIJIBIR THAT APPLIES) 
I )Coapetiti,e eaplo111ent or wortsbop 
I )Pre-,ocational training, school, or retired 
I )Perforas no outside wort 



41. Does s/he: (IAU HIGHEST NUIIBII THAT APPLIES). 
( )Initiate aost of own acti,ities 
I )Initiate soae of own acti,ities 
I )Will engage in acti,ities only ii assigned or directed 
I )Will .not engage in assigned acti,ities 

U. Does s/he: (IAU BIGIIIST lftllBII THAT APPLIIS). 
I )Pay attention to purposeful acti,ities for aore than 21 •inutes 
I )Pay attention to purposeful acti,ities for about 15 •inutes 
( )Pay attention to purposeful acti,ities for about 11 minutes 
( )Pay attention to purposeful acti,ities for about 5 •inutes 
I )Will not pay attention to purposeful acti,ities for as long as 5 •inutes 

148 

43. Bow is s/he at taking care of bis/her personal belongings (IIAII UIGIIIST JftJIIBII THAT 
APPLIES). 
I )Very dependable, always tales care of belongings 
I )Usually 11ependable, usually tales care of belongings 
( )Unreliahle,·seldoa tales care of belongings · 
I )Not responsible at all, does not tale care of belongings 

H. Does s/he: (IIAII BIGIIIST IRIIBII fflAT APPLIES). 
I )Interact with others for aore than li,e •inutes 
( )Interact with others for op to li,e •inotes 
I )Interact with others in li•ited ways, e.g., eye contact, handshakes, responsin 

to touch 
)Does not interact with others 

45. Does s/be: (IIAII BIGIIIST IRIIBII THAT APPLIES) 
( )Initiate group acti,ities at least soae of the tiae (leader and/or organizer) 
( )Participate in group acti,ities spontaneously and eagerly (acti,e participant) 
( )Participate in group acti,ities ii encouraged to do so (passi,e participant) 
I )Does not participate in group actiYities (unless physically guided) 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
46. Cans/be: (With cane, crutches, brace, or waiter, ii used). (IIAII ALL THAT APPLY) 

I )Wall: alone 
I )Walt up and down stairs alone 
I )Walt down stairs by alternating feet 
I )lun without falling often 
I )lop, skip or jDIIP 
I )None of the abo,e 

47. At the toilet, does s/be: (IIAII ALL THAT APPLY) 
I )Lower pants at the toilet without help 
( )Sit on toilet seat without help 
I )Use toilet tissue appropriately 
I )Flush toilet alter use 
( )Put on clothes without help 
( )lash bands without help 
I )None of the abo,e 



48. Does s/be: (IIAII ALL fllAT APPLY). 
( )lash bands with soap 
( )lash face with soap 
( )lash bands and face with water 
I )Dry hands and face 
( ]None of the above · 

49. Does s/he: (IAII ALL fllAT APPLY). 
I ]Clean shoes when needed 
I )Put clothes in drawer or chest neatly 
I )Put soiled clothes in proper place for washing, without heing reminded 
I )Dang up clothes without heing reminded · 
I )None of the abo,e 

51. Does s/he: (IAII ALL fllAT APPLY). 
I )Put on shoes correctly without assistance 
I )Tie shoe laces without assistance (Velcro is ok) 
I )Untie shoe laces without assistance (Velcro is ok) 
I )leao,e shoes without assistance 
I )None of the above 

51. Is s/he able to: (IIAII ALL fllAT APPLY) 
I )Sa, (sign) at least a few words 
I )Nod bead or saile to express happiness 
I )Indicate hunger 
f )Indicate wants by pointing or YOcal noises 
I ]IIpress pleasure or anger by ,ocal noises 
I )Chuckle or laugh when happy 
I ]None of the above 

5%. Does s/be: (IIAII ALL fllAT APPLY). 
I ]Understand instructions containing prepositions, e.g., •on,• •in,• •hebind• 
I )Understand instructions referring to the order in which things 1111st be done, 

e.g., •first do this, and afterward, do that• 
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I )Understand instructions requiring a decision, e.g., •11 there's any baa, aate a 
sandwich; but if there's none, open soae soup• 

I )Kone of the abo,e 

53. Cans/be: (IIAII ALL fllAT APPLY). 
( )Tell tiae by clock or watch correctly 
I )Understand tiae inter,als, e.g., there is one hour between 3:31 and 4:31 
f )Understand tiae equi,alents, e.g., •9:15• is the saae as •quarter past nine.• 
I ]Associate tiae on clock with ,arious actions & e,ents, e.g., 6:11 aeans dinner 

tiae 
I ]None of the abo,e 

54. Does s/he: (IIAII ALL fllAT APPLY). 
I )Recognize own faaily 
I )Recognize people other than faaily 
I )Ha,e infonu.tion about others, e.g., relation to self, joh, address, naae 
I )lnow the naaes of people close to hia/her, e.g., in neighborhood, at hoae or 

day progra 
I )lnow the naes of people not regularly encountered 
I )Kone of the abo,e 
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rtlQUINCY CODING 
Not obsened in the past aooth, but has occurred in the past year 
: Less than(=) li,e tiaes/weel in past lour weels ----------------------------
: lore than li,e tiaes/weel in past lour weels : The next questions eo,er 
: : SIYIRITY CODING· : probleaatic beha,iors. 
: : No problea : Does s/be e,er: 
: : : lioor problea ----------------------------
: : : : lajor problea No challenging beba,iors 
: , : : : : 11:treaely urgent problea, (completely or nearly intolerable) 

-:---:---:-·-:---:---:---:------------------------------------ .-------------------------
55. Threaten or do physical ,iolence to others 

(lalicious Intent) 
Describe: I ] 
--~~~~~~I J 

56. D1111ge own or others' property (Malicious Intent) 
51. Disrupt others' acti,ities 
58. Use profane or hostile language 
59. Is rebellious, e.g., ignore regulations, resist following 

instructions 
61. luo away or atteapt to run away 
61. Is untrustworthy, e.g., tale others' property, lie, or 

cheat 
6%. Display stereotyped beba,ior, e.g., rocl body, bands 

constantly ao,ing in repetiti,e pattern 
63. leao,e or tear off own clothing inappropriately 
64. Injure sell 
65. Is byperacti,e, e.g., will not sit still for any length 

of tiae 
66. Inappropriate sexual beba,ior inside the hoae 

Describe ( ] __________ ( J 
61. Inappropriate sexual bebaYior outside the hoae 

Describe I J 
----------1 J 

68. Listless, sluggish, inacti,e, uorespoosi,e to acti,ities 
69. Sereaa, yell, or cry inappropriately 
Tl. lepeat a word or phrase o,er and o,er 

11. Did s/be display any other challenging beha,ior! 

I J Yes 
I ) No 

I J 
I J 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Slt'TION V: IIDICAL DIBS 

1%. In general, how urgent is his/her need for aedieal care! (IIAB ONLY ONE) 
I )Generally has no·serious aedical needs 
I )Needs ,isitinr nurse and/or regular ,isits to the doctor 
I )Has life-threatening condition that requires ,ery rapid access to aedical care 
I )Would not sur,i,e without Z4 hours aedieal personnel 



T3. Bow often does s/he see a doctor or a nurse (Oftlll THAN IIDS AIIIINISTIATION)! 
( )Not in last year 
( )Once a year 
I ·)hice a year 
I )Three to six ti•es a year 
( )Once a aonth 
I )Once a weel 
I )Once a day 
( )lore than once a day 

T4. To your lnowledge, bass/be e,er bad difficulty recei,ing •edical ser,ices? 
( )No problem 
( )One to three ti•es 
( )Four to six tiaes 
I )Se,en to nine ti•es 
I )OYer nine 

T5. Are iaaunizations up to date? 
I )Yes 
I )No 
I )Don't bow 

T6. What was the date of the last dental examination? 
I I J ne,er 
I I ) unblown 
y I J 
y I J 

TT. What was the date of the last eye exaa? 
I I I ne,er 
I I J unbown 
Y I I 
y I J 

T8. Das a doctor e,er indicated a history of seizure acti,ity! 
I )Yes 
I )No 
I )Don' t bow 
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T9. Bow often does s/be experience seiHres (INCLUDI ALL TYPES AND ocaJIUNCIS)? (IIAII 
ONLY ONE) 
( )Continuous intermittent seizures during the past year 
I )lore than li,e per day 41.uring the past year 
( )lore than one ht less than f i,e per day during .the past year 
( )About one per weel during the past year 
I )About one per •nth during the past year 
I fSe,en to 11 per year during the past year 
I )Oae to six per year during the past year 
( )Bas doc1111ented history of seizures but no seizures in past year 
I )No seizures in past fi,e years 
( )No seizures 

T9A. Does this represent a change frC111 the pre,ious year? 
I Js .. e I )lore I )Less I )Don't lnow 
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DIUG USA.GI (QUISTIOHS 81-15) 
DIIJG Coapare aedications receiYed to the Drug Table. If aedication appears on the 
table, insert the Dllllerical code for the drug. (OTIIIIIISI LIA.YI BLANI) 
rtlQuency of Aclainistration 

TD or total daily dosage if they take 
se,eral different doses of the saae 
drug in one day 

PIN or when needed 
QID or four tiaes daily 

TID or three tiaes daily 
BID or two tiaes daily 
RS or one tiae daily 
AVG or a,erage daily dosage if they take a 

aedication less than one tiae daily 
--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

Drug: Drug: 
frequency drugf J frequency drug I J 

I ) TD cod.el J I I TD code I I 
I ) PD Dosage I )PD Dosage 
I I QID I 1 I HUD I 1 
I I TID I 1 I I TID ( I 
( I BID ( I ( I BID ( 1 
I I RS I I I ) RS ( 1 
( ) AVG I I AVG 
I I other Units I I Other Units 

Purpose lilligra Purpose lilligra 
I ] beha,ioral control Graa I ) beha,ioral control Graa 
I I seizure control lillili ters, I ) seizure control Ii 11 i Ii ters 
I J other/unbon CC's I J other/unbon CC's 

Drug: Drug: 
frequency drug( I frequency drug I I 

( J TD code( 1 I I TD code ( I 
( ] PIH Dosage ( ] PD Dosage 
I I QID ( J ( I QID ( 1 
( ) TID I J I I TIO I J 
( J BID f J I I BID ( J 
( I IS I I I I RS I I 
I J AVG I I AVG 
I J other Units I J Other Units 

Purpose lilligraa Purpose lilligraa 
I I beha,ioral control Gra I ] beha,ioral control Gra 
I J seizure control lilliliters, I J seizure control Ii II i Ii ters 
I J other/unbon CC's I J other/unbon CC's 

Drug: Drug: 
frequency drug( J frequency drug I J 

I J TD code( l I J TD code I J 
I J PIH Dosage I I PD Dosage 
I I QID I I I I QID I I 
I ] TID I I I ) TIO I I 
I I BID I I I I BID ( I 
I I IS I 1 I ] BS I 1 
I ] AVG I J AVG 
I ) Other Units I I Other Units 

Purpose ·lilligra Purpose lilligra 
I J beha,ioral control Gra I ] beha,ioral control Gra 
f J seizure control Milliliters, I J seizure control lilliliters 
I ] other/unbon CC's I J other/onbon CC's 



11 Acetop•e111i1e 
ZI A•apin(l) 
1% alpruol11 
13 u11tidhe 
It 1aitript7li1e 
16 11011piae 
17 11p•et11i1e s1lfate 
91 Alalr11il (l) 
16 Ase1di1(I) 
!& Ataru(l) 
ll Uiu1(I) 
41 be1t7I(l) 
33 •e11ct71i1e 
IT Be11e•ri1e(I) 
91 •apropiOI 
19 Baspiroae 
&I c1r•1111epi1e 
H Catapres(I) 
&5 celo1ti1 
H Ce1tr11(l) 
11 chloral b7dr1te 
11 c•Ior•ia1epo1ide 
9% cblorae11101e 
1! *c•Iorproa11i1e 
11 chlorprothi1e1e 
Z9 cillali U-S 
H claipr11i1e 
U elo111ep11 
U clo1idiae 
15 eloruepate 
1& *Clo11pe1(I) 
U elo11cillh 
95 Cl our ii (I) 
ti *Coapa1i1e(l) 
63 Corgari 
U C7lert(l) 
U D1la11e(I) 
U Dep1le1e(I) 
II Depalote(I) 
1T iesipruine 
3& Des0171(l) 
54 Des7rel (l) 
11 De1er•ri1e(I) 
11 •e1tro11pbet11i1e 
&! •i11ep11 
67 di111ti1 
96 •ipbe1h7dr11ine 
II •iulprou so•il• 

IIDICATIOIS TABLE 

H •oiepi1 
H llnil(I) 
97 lniep(I) 
33 lqunil(l) 
%9 esblitb 
79 ethos11i1i•e 
U eUotoi1 
U etralH 
!1 fe1flarui1e 
!Z fho1eti1e 
!3 *fl1phe111i1e 
U fhruep11 
&8 ge101il 
55 lalcioa(l) 
!5 *laHol (l) 
U *haloperidol 
H •1•ro171i1e 
Z7 i11i1i1e 
Z7 iaiprui1e 
63 lnderal (l) 
63 i1deride 
ZI isoc1r•o111i• 
13 1lo10pi1(I) 
11 Libri11(I) 
91 Li1llitrol DS(I) 
Z9 lith1e 
Z9 lithiu1 
Z9 litbo.id 
ll lor11ep11 
31 •Io11pi1e 
31 *LD1ita1e(I) 
3Z Laiiotil(I) 
3Z 11proti li1e 
Z1 larpl11(l) 
69 aebaral 
51 *lellari I (l) 
711epbe17toi1 
&9 aep••••r•ital 
33 aepro•uate 
H leprosp11(l) 
Tl 1es11toi1 
34 *1esorid11i1e 
35 *aet1clopr11ide 
3& aetbup•et11i1e 
U 1etbar•i hi 
65 1etbs11i1i•e 
36 1eth7lp•e1id1te 
71 1i1D1ti1 

33 lilt011(I) 
31 *lohan(l) 
31 *•olindo1e 

(h1•rochloride) 
7Z 17soli1e 
63 11dolol 
39 11lo101e 
39 111 tre101e 
39 llarc11(l) 
U llar•il (l) 
5% *lln11e(l) 
Tl lleu111te(l) 
11 lloctec(l) 
17 llorprui1(l) 
ti 1ortriptyli1e 
U *Orap(l) 
U 011zep11 
U Puelor(l) 
53 Par11te(l) 
73 paruetbadioae 
U peg1101e 
U peaoli1e 
Z3 peraitil 
43 *perphe111i1e 
17 Pertofr11e(l) 
T5 pbeaaceaide 
44 phe1el1i1e sulphate 
66 p•enollarhital 
Tl ,•e1s11i1ide 
T5 p•e11roae 
&7 pbe17toi1 
U *piuzi•e 
Z1 Po1diain(l) 
n pruepll 
TZ pri1idone 
41 prochlorper11i1e 
Z3 Proli1i1 
1% pro111i1e 
63 propr11olol 
49 protript7li1e 
ZZ Prouc(I) 
35 *legl11(l) 
51 lestoril(I) 
37 Ii tali1(l) 
U Ser11(I) 
34 *Sere1t i I (l) 
13 sertral i1e 
ZI Si1eq111(I) 

15 Spari1e(l) 
5& •stel11i1e(l) 
51 Sa1101til(I) 
13 SJUetrel(l) 
11 T1ract11(l) 
H Tegretol(l) 
51 te1uep11 
51 *tbiori•11i1e 
5Z *tbi0Ui1e1e 
1% *tbor11i1e(l) 

(h7irochloride) 
U tindal(l) 
Z7 tofr11i I (I) 
H Trancopal (I) 
53 tr117l7proai1e 
15 Tr11e1e(l) 
54 truodo1e 
39 Trenn(l) 
U Trinil(I) 
55 triuolu 
77 tridi11e 
5& •trill1oper11i1e 
16 trifloopro111i1e 
IT tri•e1ipbeni•11 
U *Trilalon(I) 
TT tri1et•1dio1e 
51 tri1ipr11i1e 
6Z Yal iut(l) 
&4 ,alproic acid 
6Z nlrelease 
59 ,erap11il 
89 Yesprin(l) 
H Yistari I (l) 
49 Yiuctil(l) 
II lellllutrin(l) 
1% Xanu(l) 
7t 11ro1ti1 
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--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Yes 

lfo 
: Don't lnow 
: : : lfot Applicable 

-:---:---:---:--------------------------------------------------------------------------
16. Ifs/he recei,es aedications for beba,ior control, bas a written 

beba,ior 1111Dageaent plan been de,eloped I iapleaented? (not skip 191) 
17. Has a written beba,ior plan been appro,ed by a Duaan lights Coaaittee 

in the past year? 
88. Ba,e all people who worked with the person recei,ed instruction on 

bow to iapleaent the behavior aanageaent plan? 
I )Has plan. Instruction has been pro,ided to all 
I )Bas plan. Instruction bas been pro,ided to soae 
I )Has plan. lfo instruction bas been pro,ided 

19. DHe behHiors of concern becoae less frequent or se,ere since the 
beha,ior 1111Dageaent plan started? 

91. If the indi,idual recei,ed a drug identified with an asterisk has 
the indi,idual recei,ed a screening for Tardi,e Dystensia (an Alles 
test) in the past year? 

91. Ha,e screening results been positi,e for Tardi,e Dystensia n past yr? 

91A. Da,e any of the following conditions occurred during the last year: (ASI JOI OHL\ 
CLIINTS ONLY) (lark all the apply) 

ILLRSS 
Heart Disease 
High Blood Pressure 
Injuries: 

Broten Bones 
Concussion 
Dislocations 
Dead Injury 

lnsoania 
lidney Disease 
Menstrual Probleas 
lental Health Probleas 
Obesity 
Physical Disabilities 
Pregnancies 
Pneuaonia 
Polyps in Colon 
Seizures 
Shortness of Breath: 

Lying Down 
lelie,ed by Sitting 

Stroke 
Suicide Atteapts 
Tuberculosis 
abnoraal Vaginal Bleeding 
Weight 

ILLRSS 
AIDS 
Alcohol Use/Abuse 
Aneaia 
Anorexia 
Bladder Problems 
unusual Bleeding Problems 
Bronchitis 
Cancer: 

Breast 
Cenix 
Lung 
Prostate 
Uterus 
Other 

Chest Pain: 
On Exertion 
lelieved By lest 

Cirrhosis 
Colitis 
Chronic Constipation/Diarrhea 
Depression 
Diabetes 
Drug Use/Abuse 
lllphyseaa/Asthaa 
ribrocystic Breasts 
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--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

I J 
I J 

I I 
I I 

S.Kt'TION VJ: DCIIE LIVINGAIIANGDIF.HTS/FINAHCIAL 
INrOIIIATION/SOCIAL INTIIACTIONS 

9%. Dow aany iodi,iduals ser,ed (ooo-relati,es) reside in 
the h011e (if llllltiple li,iog DDits, indicate the ouaber 
of iodi,iduals residing in the person's li,ing unit). 

9%A. How aaoy direct care staff are on the li,ing unit at 
any gi,eo ti•e during waling hours? 

I J don't bow 

I J 
I J 
( J 

I J 
I I 
I 1 
I I 

I I 
I J 
I J 

9%8. Does the staff: 
work shifts, reside at facility, soae of both 

93A. What is his/her a,erage weekly ioc011e frOII eaployaeot? 
(INffl 1-999) 

93. What is bis/her a,erage 110othly incoae frOII SSI, Social 
Security or any other source? (ENTER 8-9999) 

94. How auch does the client pay per 110nth for residential 
ser,ices? (INTKI 1-999) 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
lore than twice a week 

Twice a week 
Once a week 

2-3 tiaes a 110otb 

I 
I 

' I 

Once a 110nth 
Less than once a 110nth 

Not sure or refused 
: : : 1 : Ne,er 

About bow often did this person 
lea,e the facility to do each of 
the following in the past year? 

-:---.---:---:---:---:---:---:----------------------------------------------------------
95. Go out to visit with friends, relati,es, or 

neighbors. 
96. Go out to ,isit a superaarket or food store. 
97. Go out to a restaurant. 
91. Go out to church or synagogue. 
99. Go out to a shopping center, aall or other retail 

store to shop. 
99A. Go out to IIOYies, arcades, bars, etc. 
998. Go out to the hank. 
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CIVIL INVOLYl!IIINT AND CITIZINSDIP ACTIYITIIS 
111. Is s/he an adult who has a guardian (not conser,atership) appointed by a court! 

I )Person is an adult with a guardian 
I )Person has had a guardian recC11111ended but not yet appointed (SIIP to 111%) 
I )Person is an adult who does not ha,e a guardian (SIIP TO t11Z) 
I )Person is under 18 years of age (SIIP TO t11Z) 
( )Don't know (SIIP TO f11Z) 

111. What kind of guardianship bas been ordered! (IIAII ALL THAT APPLY). 
I )General guardian of property 
I )Liaited guardian of property 
( )General guardian of person 
I )Liaited guardian of person 
I )Don't bow 

11%. Dass/he participated, during the past year, in an organization which supports or 
proaotes self-ad,ocacy by persons with disabilities? (Das attended or sponsored 
aeetings or e,ents of such organizations as People First, or other local self 
ad,ocacy group). 
( )Yes 
l )No (Slip to 1114) 
I )Don't lnow (Skip to 1114) 

113. Dow often does s/he typically participate in organized self-ad,ocacy 
acti,ities? (CIIOOSI ONE). 
( )Daily 
( )leetly 
l )l,ery other week 
( )Monthly 
l )Quarterly 
( ]Semi-Annually 
( ]Annually 

114. Does s/he participate (at least four tiaes a year) in a ci,ic organization (Lions 
Club, liwanis, Zonta, Scouts) or Social Club (Garden Club, church group, etc.)? 
( )Yes Specify: ( ) 
( ]No ( ] 
I ]Don' t lnow 

Yes-------------------------------------------------------------------------------------
No 

Don't lnow---------------------------------------------------------------------
115. Is s/he registered to ,ote? 
116. Dass/be ,oted in the past two years? 
117. Does s/he ha,e a dri,ers license? 
118. Does s/be dri,e? 
119. Hass/he required or sought legal assistance, froa a lawyer, in the past 

year? (IF ANSIIR IS KO OI OON'T INOI, SIIP TO '11%). 
111. Hass/he recei,ed legal assistance froa a lawyer in the past year? 
111. las legal assistance sought/recei,ed to assist with:(IIAII ALL TIIAT APPLY) 

( )Ci,il rights, cntitlcaents, ser,ices 
( )Other ci,il aatters 
( )Criainal aatters 
l ]Other (Describe) I ) 



11%. Do you thint s/he bas e,er e:q,erienced discriaination because of bis/her 
disabilities? (If Alfh'III IS NO OI DON'T INOI, SIIP TO 111,) 
I )Yes 
I ]No 
I )Don' t how 

113. In what areas: (IIAII ALL THAT APPLY) 
I )Physical access to building 
I )Access to eaplo111ent ser,ices 
I )Access to educational ser,ices 
I )Access to other huaan ser,iees 
I )Access to transportation 
I )Interaction with non-handicapped neighbors and friends 
I )Participation in ci,ic e,ents (with non-handicapped indi,iduals) 
I )Participation in recreation/leisure 
I )Other 

Describe I ) 
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--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Slt'TION VII: SDYICI PLANNING/DILIYDY 

11,. Does s/be ha,e an indi,idual babilitation plan (IBP) or indi,idual prograa plan 
(IPP) or (IIP) or (IBP) or plan of care? 
I )Yes, and it is under one year old 
I )Yes, but o,er 1 year old 
f )No written plan (SIIP TO QUESTION 11%7) 

115. When was the last te1111 meeting for the indi,idual habilitation plan? 
I f ) (GIT ftllS fflll IBP OI IPP) 
I I ) 
Y I ) date unbon 
Y I I 

------------------------------------------------------------------------------------------------------------------------------------·-------------------------------------------
N1111ber of goals (l-9) 

I J 

I J 

I I 

I J 

I J 

I 1 

for the following, what is the total nuaber of goals in 
IDP/IPP for bia/ber: 

116. In wort still areas (get, teep, perlor11 job). 

111. In recreational actiTities planning and use (i.e. 
gaes, bobbies, sports, arts, and crafts). 

111. In use of sell-care stills. 

119. In use of d011estic stills (including food 
preparation). 

1%1. In use of c0111111Dity liYing stills? Use of 110Dey; 
telling tiae; learning naae and address or using 
ID; basic safety stills; handling emergencies; bow 
to obtain generic c0111111Dity ser,ices; tra,el; 
health care; use of telephone; decision 1111:ing 
about daily li,ing acti,ities. 

1%1. In sensory, aotor stills? (ambulation; ar11 use and 
band-eye coordination; sensory awareness). 
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----------------------------------------------------------------------------------------------------------------------------------------------------------------------------
N1111ber of goals (1-9) 

I J 

for the following, what is the total nuaber of goals in 
IBP/IPP for bill/her: 

1%%. In c0111111Dication skills (Yision, bearing, use of 
Yerbal language; use ol nonYerbal c0111111Dication; 
use of written language; use of noabers and naeric 
concepts). 

I J 1%3. In reduction of challenging behaYior? (See Q 55-TI). 
----------------------------------------------------------------------------------------

1 J 1%4. In deYelopaent of social skills? 

I J 

I J 

1%5. In citizenship instruction? 

1!6. In other goal directed actiYities! 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Nu.her of lours per lontb for the following, what is the 

I J 
I J 
I J 

I J 
I J 
I J 

total nuaber of hours spent 
per IIOlffll for bill/her b7: 

1%1. Babilitation Training 
Specialist: Paraprofes
sional serYices spent on 
bahilitation objectiYes 
identified in the IBP. 

1%8. RClllellaler SerYices h1 
certified bolleaaler. 

Prescribed hut not 
receiYed. Why not 
reeeind? 

leason: ------
1 J 

leason: ------
1 J 

----------------------------------------------------------------------------------------
1 ] 
I J 
I J 

I J 
I J 

I J 
I J 
I J 

I J 
I J 

1!9. Occupational TberapJ 
Seniees: 

leason: ------
1 I 

131. Pb7sical Therapy Senices: leason: ------

131. Ps7cbotberapy SerYices hJ 
licensed psychologist or 
ps7cbological assistant: 

13%. Ps7cbiatric SerYiees: 

1 J 

lcason: ------
1 J 

leason: ------
1 J 

----------------------------------------------------------------------------------------
1 J 
I J 

133. Speech and Caaaunication 
Therapy: 

leason: ------
1 J 

----------------------------------------------------------------------------------------
1 J 
I J 

134. Audiolor, SerYices: leason: ------
1 I 
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Nllllher of Hours per Month ror the following, what is the Prescrihed hut not 
recei,ed. Why not 
receited? 

I 1 
I 1 

I J 
I 1 
I 1 

total nualter ol hours spent 
per IIOlft'II for hill/her hy: 

135. Nursing Senices.hy IN or leason: ------
LPN: I ) 

136. Pre-Vocational Ser,ices: 
(non paid eaployaent) 

leason: ------
( 1 

--------------------------------------------------- ·------------------------------------
I I 
I 1 
( 1 

I 1 
( 1 
I I 

I I 
( 1 
I I 

138. Sheltered laplo111ent/ 
Sheltered Workshop (pro
,ided by workshop but 
recei,e less than ain wage). 

139. Supported laplo111ent: 
(Paid & super,ised by job 
coach, aobile wort crews, 
job enclave) 

141. Collpetiti,e laplo111ent: 

Reason: ------
( I 

leason: ------
( 1 

leason: ------
1 1 

----------------------------------------------------------------------------------------
( ) 141. hblic School (replu leason: ------
( ) classes): ( ) 
( J 

I 1 
I 1 
I 1 

14!. hblic School (special 
classes): 

leason: ------
( ) 

----------------------------------------------------------------------------------------
1 ) H3. Special School: leason: ------
1 1 I 1 
I I 

----------------------------------------------------------------------------------------
1 ) 1H. Prhate School: (Paid for Reason: ------
1 ) hy school systea) I ) 
I 1 

I 1 
I I 
I I 

145. Pri,ate School: (other 
than abo,e) 

leason: ------
1 I 

----------------------------------------------------------------------------------------
1 J 146. roraal infut stinlation leason: ------
( I or preschool de,elopaent I J 
( J training prograa outside of hoae: 

I I 
I I 

H7. H011ebound lducation: Reason:~-----
( I 
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N1111ber of Hours per lontb ror the following, what is the 
total nuaber of hours spent 
per IONTII tor bill/her by: 

Prescribed but not 
received. Why not 
receind? 

I J 
I J 

I J 
I J 

I J 
I J 

141. Respite Services: 

149. Any other services 
prescribed: 

151. Any other services 
prescribed: 

leason: ~~~~~~ 

PAIT II: CONSUUI INT!RVID (COPYRIGHT CFA 1916) 
These questions should be answered in private by the client. Attempt to interview all 
clients, even it there is doubt about their ability to respond. 

raaily Guardian Advocate ravorite thing 
Di! ly nae is • Are you {nae) . Dow are you today? Can I 

as.t you a few questions? Is your favorite (food/toy/bobby) ? I'• going to as.t 
you soae silly questions now. Just tell ae yes or no, even though they are silly, OI? 
Do cats fly? Do does hart? Which person is happy?__ Which person is standing? 
__ Now I've got soac questions that aren't so silly. Everything you tell ae will be 
.tept private. 

( ) Willing 
I J Not willing (SIIP TO 1%5) 
( ) Unable (SIIP TO 1%5) 
( ) Not here (SIIP TO 1%5) 
( ) Other (SIIP IO 125) ---------

Yes (nice, lite, good, always, frequently) 
Unsure (soaetiaes, occasionally) 
: No (aean, bad, never, don't Ii.le) 
: : Did not answer 

Interviewer: Did you use assistive 
c011aunication devices? Yes No 

-:---:---:---:--------------------------------------------------------------------------
1. Do you lite living here or not lite living here? 

z. Do you lite the people who wort with you or not lite tbea? 

3. Do you tbin.t the food here is good or had? 

4. Do you have enough clothes to wear or not enough? 

5. Do you have any really good friends? 

SA.Do you have aore than one really good friend? 

6. Are the people who wort with you aean or nice? 

7. Do you lite the things you do in the day or not lite tbea? 

a. Do you wort and earn aoney? 

9. Please let ae cbec.t - do you tbint the food here is bad or good? 



Yes (choose nice, good, always, frequently) 
: Unsure (s011etiaes, occasionally) 
: No (•ean, bad, ne,er, don't choose) 
: , : Did not answer 
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-:---:---:---:--------------------------------------------------------------------------
11. Do yon yon choose the food you will cat at b011e, or does someone 

choose for you? 

HA.In a restaurant, do yon choose the food you will eat or does 
s011eone choose for you? 

H. Do you choose the clothes you will buy or does s011eone choose for 
you? 

1%. Do you choose the clothes you will wear or does s011cone choose for 
you? 

13. Do yon choose what yon will do or does s011eone choose for yon? 

14. Do you choose your own friends or partners or docs s011eone choose 
for you? 

15. Do you choose bow you spend your 110ney or does s1111eone choose for 
yon? 

Hi. Do you ban friends ,isit you often? 

17. Can your friends ,isit you anywhere in your home? 

11. Do you visit your faily often? 

19. Do you ,isit your guardian? 

!I. Do you ,isit advocates? 

U. Do you go to places for recreation or stay at b1111e? 

%%. Do you ride in a regular ,an/car or one with a handicap lift? 

%3. Is there anything else you would lite to tell •e? (lecord response word for word, 
editor will code.) 

Answer:• I I _________________ ( J 
%4. If you bad one wish what would you wish for? (lecord response word for word, editor 

will code.) 
Answer:• I J ______________ ( J 
%4A. Is there s011etbing you want to wort on your program? (That you are not doing now?) 

(Verify with staff that they are not currently doing it.) 
Answer:• I J _________________ ( J 
Interviewer: I belie,e these responses are: generally reliable not reliable 
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OBSIRYATIONS 
?6. Is s/he dressed appropriately? 

I ) Yes bplain: -------- I ) 
I I No I ) 

?T. Is s/he clelB and rr0011ed appropriately! 
I I Yes hplain: -------- I ] 
I ) Ko I J 

?8. Is s/he tree of ,isihle hruises, rashes, sores, cuts, or other sirns of ill health? 
I J Yes bplain: ----------- I I 
I ) No I ) 

----------------------------------·---------------------------------------------------
PAIT Ill: PHYSICAL QUALITY 

ADAPTID FICII SILTZIR, 198?, IIIAP IATrNG SCALI 
IODIFIID BY TIIIPLI UNIYIISITY, 1983 

<DIPLITI IBIS SCALI JOI 1111 SIW.LIST LIVING UNIT JOI IACII JACILITY. 
SECTION 1: IXTIINAL 

1. As a ncigbhorbood, bow does the area around this site loot? 
I J Very pleasant and attracthe 
I J lildly pleasant and attraeti,e 
I J Ordinary, perhaps e,en slightly 11111.ttracti,e 
I J Unattracti,e, sluil-like 

!. How attracti,e are the site.grounds! 
I J Very attracti,e - landscaping or ,ery attracti,e natural growth; well 

aaintained; no litter or weeds, clean paths, neatly tri1111ed 
I J Saaewhat attracti,e - shows sirns of care and frequent aaintenance 
I J Ordinary - saaewbat attracti,e, hut poorly aaintained or ordinary looking; 

little landscaping, saae weeds or litter 
I J Unattracti,e - no grounds, sidewalks only; show little or no maintenance 

3. low attracti,e is the huilding in which the client li,es! 
I I Very attracti,e - unique and attracti,e desirn, excellent aainten1Bce 
I J Saaewbat attracti,e - aay show saae deterioration on close inspection, or desirn 

is adequate hot not unusually attracti,e 
I J Ordinary - hnildings are saaewhat attracti,e hut poorly aaintained, or are not 

notahle in either desirn or 11ainten1Bce 
( J Unattracti,e - hnildings are deteriorated or UDattracti,e 

SECTION?: lOCIII BY lOCIII (late each rooa) 
(DO IfOT IAU If LIYIS Wini f.AIIILY AND IATING QUISTIONS . AU INTIUSIYI.) 

LIVING lOCIII 
: DINING lOCIII 
: BIDIO(llS 
: IITCIIIN 
: • I : BA llllOCIII 

-:---:---:---:---:----------------------------------------------------------------------
•• Orderliness/Clutter 
No such roaa 
Neat - li,ing spaces are ,ery orderly; there seems to he a •place 
for e,erytbing and e,erytbing is in its place• 
Sae disarray - loob •lind in•; saae furniture ao,ed around, 
aagazines lying around, etc. 
Cluttered - li,ing spaces are saaewbat disorranized and aessy; SOiie 
objects l7ing ahont; area seems crowded 
Ver7 cluttered - furniture and other ohjects are in disarray; floor 
area bas ohjects to aaneu,er around 
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LIYllfG IOCII 
: DINllfG IOOI 
: : BDOOIS 
: : : IITalllf 
: : : : BAfflOOI 

-:---:---:---:---:----------------------------------------------------------------------
5. Cleanliness of Walls and Floors (or lugs) 

· No such rooa · 
Very Clean - lloth walls and floors are lept ,ery clean, spotless; 
floors arc polished 
Clean - lloth walls and floors are cleaned regularly; soae dust in 
corners, fingerprints on walls 
Soaewhat dirty - either walls or floors needed cleaning; 
considerable dust, fingerprints or stains 
Yerydirty - lloth walls and f.loors need a •jor cleaning; surfaces 
stained, scuff aarls, surfaces dirty to toueh-----------------------
6. Condition of furniture 
lo such rooa 
Excellent condition - lile new; well-lept, spotless, highly polished 
or without stains 
Good condition - not new, but in good condition; slightly worn, 
saall scratches, dusty, a few stains, soae dirt in creases 
fair condition - older, but still structurally sound; aoderately 
clean 
Deteriorated - old and in poor repair; soae tears, stains, dirt or 
dust; 11aJ he structurally unsound or dangerous----------------------
7. Window areas 
No such rooa 
lany windows - li,ing space has large window areas which gi,e an 
open feeling 
Adequate windows·~ windows are sufficient to allow good light; there 
is no closed feeling 
few windows - rooa tends to be darl, nen on SUDDJ days; there is a 
feeling of being closed in · 
No windows - there are no windows, or the windows. are non-functional 
8. Odors 
lo such rooa 
fresh - li,ing spaces ha,e pleasantly fresh odor 
No odors - nothing noticeable allout the air; •normal• 
Slightly objectionable - air is slightly tainted in soae way; stale, 
1111sty, aedicinal 
Distinctly objectionable - unpleasant odors are apparent 

9. Variation in design of residents' rOOIIS (apts.). 
I J Distinct ,ariation - as if effort was aade to ,ary style and decor froa rooa to 

I 
rooa 

J loderate ,ariation - rooas (apartaents) are distinct, but there is a general 
decor throughout 

( J Nearly identical - soae ,ariation in size, shape or furniture arrangement; 
,ariation is not noticeable unless looked for 

( J Identical - no ,ariation except for deeorational detail such as paint or rug 
color 
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11. Personalization of residents' rooas (apts.). 
( ] luch personalization - aost of the furnishings and objects in the roCIIIS belong 

to the indi,idual; tiae and energy have been spent in personalization 
I J Saae personalization - residents have added personal objects such as rugs, 

pictures, chairs, fa,orite objects 
I J Little personalization - soae faaily pictures or personal articles, but rooa 

does not seea to •belong to the indi,idual.• 
I J No personalization is evident 

11. 0.crall physical pleasantness of the facility? 
I J Quite pleasant 
I ] Pleasant 
I J Soaewbat unpleasant 
I J Distinctly unpleasant 

--------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
Poor Fair hcellent 

-:----------------------------------:-

Cold, 
iapersonal Neutral 

I J 1%. Overall, bow would you rate this site? 

( J 13. How would you rate the quality of food 
in the refrigerator and cupboards! 

I ] 14. How would you rate the quantity of food 
in the refrigerator and cupboards! 

Iara, 
personal 

-:----------------------------------:-
( J 15. How do you perceive staff-consuaer/ 

consuaer-staff interactions? 

Unfriendly Tolerant Friendly 
-:----------------------------------:-

I J 16. How do you perceive consuaer-consuaer 
interactions! 

Pessiaistic Neutral Enthusiastic 
-:----------------------------------:-

I J 17. What are staff's expectations of 
consuaers regarding growth! 

Not In As 1111cb as 
at all ainor ways I',e ever seen 
-:----------------------------------:-

1 ) 18. To what extent is the setting 

No 
not happy Neutral 

Yes 
terJ happy 

handicapped accessible! 

-:----------------------------------:-
1 ) 19. Are clients bappJ here? 
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Abstract 

The reliability of four scales used in measuring quality of 

life are exam.ined. Adaptive Development, Challenging 

Behavior (severity and frequency), ConsUJBer Interview, and 

Physical Quality Scales were examined for reliability. In 

addition, demographic varibles and medical questions are 

investigated. The study of reliability makes use of data 

collected in 1991 and 1992 state-wide in Oklahoma to monitor 

services provided to individuals with developmental 

disabilities. High interrater reliabilities were found for 

Demographic Information, Adaptive Development, Challenging 

Behavior (severity and frequency) and the Consumer Interview 

Scales over the two-year period. The Physical Quality Scale 

was found to be unreliable in the measurment of interviewer 

site impressions. Finally, a high degree of test-retest 

reliability was found for consumers regarding food quality. 
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Introduction 

Longitudinal data is vitally important in monitoring 

the quality of life of individuals who are involved in 

deinsititutionalization. Emphasis upon the reliability of 

measures and items used in the analysis therefore, have 

increased importance. The validity of the measures used are 

also important, however, reliability for the current study 

is paramount. Thus, several quality of life measures used 

in the state-wide monitoring of Oklahomans with 

developmental disablities are examined for reliability. 

Included in the current investigation are five measures 

(Adaptive Development, Challenging Behavior (frequency and 

severity), Consumer Interview, and Physical Quality), along 

with demographic information and medical information as the 

focus of this research. The sa.111ple included those 

individuals receiving support through the Developmental 

Disabilities Service Division of the Department of Human 

Services. Data gathered in 1991 and 1992 were used to 

assess interrater and test-retest reliabilities of these 

measures. Further, past research has not focused on an 

entire state population of consumers but only on those in 

institutions, community centers or other residential 

facilities. In addition, past research has not included the 

actual consumers as informants. The only scale in the 

current study to have been systematically examined for 

reliability was the Adaptive Development Scale. 
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Literature on Reliability of Scales 

Reliability can be defined as the extent to which a 

measure or procedure assigns the same value to characteristics 

each time that it is employed when that measure is employed 

under essentially the same circumstances. 

Several studies over the past 17 years have focused 

on the adaptive development of consumers. The Adaptive 

Behavior Scale (Nihira, 1976) was designed in two parts, 

with the first containing 32 items designed to assess 

individual skills and habits and the second part containing 

16 items focusing on frequency and severity of behavioral 

disorders. Some of the remaining scales examined in this 

research have only received occasional attention while 

others have not been evaluated previously. 

Interrater Reliability on Adaptive Development 

In 1976, Nihira reported an interrater reliability of 

r = .93 for the Adaptive Behavior Scale in studying a state 

operated institution in California. Isett and Spreat (1979) 

also reported interrater reliability coefficients ranging 

from .42 to .93 on Adaptive Behavior Scale items. These 

data were collected from a sample of 29 consumers by 

different interviewers within a two-week period. Silverman, 

Silver, Sersen, Lubin, and Schwartz (1986) used the 

Minnesota Developmental Programming System Behavioral Scale 

(which contains many of the same behavioral skills questions 

contained in the current study) with a profoundly mentally 
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challenged population and produced an interrater reliability 

of r = .98. Devlin (1989) more recently reported a high 

interrater reliability of r = .95 for Behavior Development 

Scale and used a time interval between the, two interviews 

averaging 9.13 weeks (Devlin, 1989) The adaptation tested 

by Devlin is the version of the sca]e used in the current 

study (Conroy and Bradley, 1985). 

Test-Retest Reliability on Adaptive Dev.elopment 

In studies focusing on the test-retest reliability of 

the Adaptive Behavior Scale, Isett and Spreat (1979) 

reported uniformly high Spearman rank correlations tor the 

32 scale items ranging from r = .85 tor =.97. Isett and 

Spreat chose 28 individuals at random for participation in 

the test-retest research which had a two-week time lapse 

between the first and second interviews. Silverman et al. 

(1986) also examined test-retest reliability in their study 

with individuals who were profoundly mentally challenged and 

found r = .98. 

Conroy and Bradley (1985) concluded in the five-year 

Pennhurst Longitudinal Report that the Behavior Development 

Scale total is highly reliable with test-retest reliability 

of r = .96; they also reported an interrater reliability of 

r = .94. Devlin (1989) also using data collected during the 

Pennhurst studies, reported a correlation of .91 for 

test-retest reliability on the Behavior Development Scale. 



Interrater and Test-Retest Reliability on 

Challenging Behavior 
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The few reliabilities reported for the Challenging 

Behavior Seale have been consistently lower than those 

reported for the Adaptive Development Scale. In 1976, 

Nihira reported an interrater reliability of r = .71 for the 

Adaptive Behavior Scale, while Conroy and Bradley (1985), 

reported similar reliability of r = .70 for the Behavior 

Development Scale. Devlin (1989) also reported an 

interrater reliability of r = .72 for this scale. 

Test-retest reliability for The Challenging Behavior 

Scale has also been examined by Conroy and Bradley (1985) 

who reported a high correlation of r = .99. In addition, 

Devlin (1989) reported a test-retest reliability of r = .60 

on this scale. 

Research Procedures 

Subiects 

Of the 2383 interviews conducted in 1991 and 3599 

conducted in 1992, 49 of those in 1991 and 86 of those in 

1992 were inadvertently conducted twice. Table 15 displays 

the distribution of the reliability sample along with the 

total sample for 1991 and 1992. The ratio of males to 

females in the duplicated data appears to be consistent with 

the sample in both years. There is an over representation 

of whites in both duplicate and the total data set in both 



Table 15 

Demographic Characteristics of Duplicated Sample and 

Entire Data 1991 & 1992 

Demographic 
Characteristics 

1991 1992 
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*N=49 N=2303 *N=86 N=3599 

*N % N % *N % N % 

Sex 

Male 25 51.0 1248 54.2 50 58.1 1984 55.3 
Female 24 49.0 1856 45.8 36 41.9 1605 44.7 

Race 

White 36 73.5 1948 84.6 69 80.2 3017 83.8 
Black 7 14.3 280 8.7 14 16.3 320 8.9 
Other 6 12.2 155 6.7 3 3.5 241 7.3 

Level of 
Retardation 

Mild 4 8.2 302 13.1 19 22.1 777 21.6 
Moderate 4 8.2 302 13.1 14 16.3 631 17.5 
Severe 13 26.5 358 15.6 21 24.4 626 17.4 
Profound 26 53.0 786 34.1 24 27.9 901 25.0 
Unknown 2 4.1 555 24.1 8 9.3 664 18.4 

Type of 
Facility 

State 
Institution 43 87.8 884 38.4 19 22.1 891 24.8 

ICF 1 2.e 752 32.7 13 15.1 921 25.6 . 
ICF / MR 2 4.1 227 9.9 11 12.8 357 9.9 
Group Home 3 6.1 305 13.2 19 22.1 625 17.4 
Supportive 
Living 2 >.01 11 12.8 199 5.5 

Private Home 98 .04 5 5.8 365 10.1 
Foster Care 33 >.01 7 8.1 102 2.8 
Semi-Indep. 
Living 16 >.01 1 >.01 89 2.5 

* Indicates Duplicated Data 
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years. Also levels of retardation seem to be consistent in 

both years. Finally the duplicated data in 1991 does not 

reflect the sample population in the facilities from which 

they were drawn. In 1991 the duplicated data came primarily 

from the State-Run institutions, while in 1992 this data 

reflected a more even distribution across facilities 

(institutions, intensive care facilities, group homes, and 

supportive living). 

The current research project was designed to monitor 

quality of care provided to consumers in the state of 

Oklahoma. Questions on the survey consisted primarily of 

closed-ended likert measures. Interviews were generally 

conducted with the consumers' primary caregivers who were 

asked about demographic information, consumers' past living 

history, adaptive development, challenging behaviors, 

medical needs, civic involvements, services provided, 

consumers' perceptions of their environment and consumers' 

contacts with friends, family or advocates. These 

interviews in some cases were conducted with family members, 

friends, or other individual when outside the institutional 

setting. These informants would be preferable due to their 

knowledge of scope the individuals' lifestyle and behaviors. 

Researchers also included interviews of the consumers 

directly to index consumer satisfaction (only 46% of the 

consumers were capable of responding to these questions). 

Additionally, the quality of the physical surroundings were 

rated by the interviewers. 
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In order to examine interrater reliability of the instrument 

duplicate interviews were selected. In both 1991 and 1992, 

surveyors who did not know that interviews were being 

conducted a second time were assigned to consumers (N = 49 

in 1991 and N = 86 in 1992). In addition to having 

different interviewers .when gath~ring the duplicate data, 

interviews were frequently conducted with different 

caregivers. In 1991 the range of time between visits was 

three days to five and a half months, with the average time 

between visits being approximately two months. The average 

time between interviews in 1992 was three and a half months 

with a range of three days to nine and a half months. It was 

made known at each residential setting that repeat 

interviews might be conducted a second time for reliability 

purposes. The average amount of time spent filling out the 

survey was one hour. Only 12 of the 49 consumers in 1991 

(24.5%) and 43 of the 86 in 1992 (58.8%) were able to be 

interviewed both times. 

Data were entered into the university mainframe 

computer for each year. Debugging procedures were employed, 

and the data were cleaned so that no .coding errors would 

interfere with future statistical and research procedures. 

The reliability of conswner responses were calculated using 

Pearson's Product Moment Correlations. Nunnally (1978) has 

suggested .78 as an acceptable correlation for reliability 

in basic research (.80 for applied settings). 
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Results 

Table 16 shows the correlations among the demographic 

characteristics for both 1991 and 1992. These were highly 

reliable. Of the 14 correlations, only four were less than 

r = .90. The least reliable was level of retardation with 

r = .85 in 1991 and r = .73 in 1992. 

Residential data was considerably more varied and less 

reliable than the demographic variables with correlation 

coefficients between r = .47 in 1992 {adverage monthly 

income) tor= .99 in 1991 (date person moved) (See Table 

16). Similarly for items dealing with individuals' medical 

needs were highly reliable while others were not. Questions 

which generally called for the caregivers' subjective 

apprisal such as, urgency of need for medical care had lower 

coeffecients reported. Additional, question such as; date 

of last medical checkup, date of last dental exam, history 

of seizure activity, and frequency of seizures experienced 

had coefficients above r = .56 in each year. 

The most consistent scale used in this research was 

Adaptive Development (See Table 17). It generated 

correlation coefficients of .96 in 1991 and .93 in 1992. 

Four of the 32 items in the measure, however, had lower 

reliabilities. The question asking about consumer 

participation in group activities had a reliability of 

only .49 in 1991 and .58 in 1992. The question concerning 

consumers' ability to understand time generated a correlation 



Table 16 

Correlations Across Subjects 1991 and 1992 on 

Categories of Information 
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Correlations 

Categories 

Demographic 

Race 
Sex 
Level of retardation 
Date of birth 

Month 
Day 
Year 

Residential Information. 

Date person moved here 
Private or public residence 
Adverage monthly income 

Medical needs 

How urgent is need for-medical care 
Date of last medical checkup 
Date of last dental exam 
History of seizure activity 
How often seizures experience 

1991 
(N=49) 

.89 
1. 88 

.85 

.97 

.97 

.99 

.99 

.99 

.59 

.98 

.22 

.62 

.93 

.64 
• 88 

1992 
(N=86) 

.97 

.98 

.73 
1.88 
1.88 
1.00 
1.88 

.78 

.55 

.47 

.48 

.56 

.63 

.85 

.86 

Note. To be significant (.81) with N = 49, r > .35 and with 
N=86, r > .27. 



Table 17 

Correlations 1991 and 1992: Adaptive Development Scale 

Adaptive development items 

Body balance 
Use of table utensils 
Eating in public 
Drinking 
Toileting 
Bathing 
Dressing 
Sense of direction 
Money handling 
Purchasing 
Writing 
Sentences 
Reading 
Numbers 
Room cleaning 
Food preparation 
Table clearing 
Job complexity 
Initiative 
Attention 
Personal belongings 
Interaction with others 
Participation in groups 
Walking and running 
Self-care at toilet 
Washing hands and face 
Care of clothing 
Shoes 
Pre-verbal expression 
Complex instructions 
Understands time 
Awareness of others 

Scaled total 

Correlations 

1991 
(N=49) 

.89 

.93 

.68 

.79 

.87 

.78 

.83 

.79 

.67 

.69 

.91 

.86 

.98 

.85 

.77 

.89 

.89 

.74 

.53 

.78 

.63 

.57 

.49 

.92 

.86 

.89 

.76 

.84 

.67 

.74 

.49 

.66 

.96 

1992 
(N=86) 

.88 

.85 

.74 

.85 

.84 

.88 

.98 

.76 

.78 

.61 

.69 

.82 

.67 

.71 

.76 

.81 

.82 

.72 

.59 

.52 

.71 

.45 

.58 

.87 

.98 

.83 

.77 

.83 

.83 

.69 

.57 

.72 

.93 
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Note. To be significant (.81) with N=49, r > .35 and with 
N=86, r > • 27. 
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of .49 in 1991 and .57 in 1992. Consumers' interactions with 

others scored the lowest of all with correlations of .57 in 

1991 and .45 in 1992. The ability of the consumer to show 

initiative also had lower correlations with .53 in 1991 

and .59 in 1992. 

The Challenging Behavior Scales (see Table 18) showed 

slightly less interrater reliability overall than the 

Adaptive Development Scale with .74 in 1991 and .69 in 1992 

on the frequencies of behaviors and .69 in 1991 and .72 in 

1992 on severity of behaviors. ·several of the items on 

these scales, specifically those concerning appropriateness 

of behaviors, were problematic. Both frequency and severity 

of inappropriate sexual behaviors in public were 

particularly unreliable in 1991 (.B2 and .88) and in 1992 

(-.84 and -.84). Another it~m which did not generate 

acceptable correlations was "unresponsive to activities." 

Both frequency and severity measures of this item generated 

correlations of .32 and .2B in 1991 and of .BB and .28 in 

1992. Some items had low correlations in only one of the 

two years. Frequency of inappropriate clothing removal, 

for example, showed r =.88 in 1991 but r = .76 in 1992. 

Frequency of consumers' rebellious behavior produced 

correlations of .14 in 1991 but .55 in 1992. Further, the 

frequency of consumers' untrustworthy behavior generated a 

correlation of .61 in 1991 but only .12 in 1992. In 1992 

the items concerning severity of untrustworthy behavior 

generated inconsistent correlations of .63 in 1991 and -.87 
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Table 18 

Correlations 1991 and 1992; Challenging Behavior Scale 

Correlations 

Challenging behavior items 

Frequency 

1991 
(N=49) 

Physical violence to others .68 
Damages property .68 
Disrupts activities .65 
Profane or hostile language .88 
Rebellious .14 
Runs away .69 
Untrustworthy .61 
Stereotyped behavior .49 
Removes clothing inappropriately .88 
Injures self .32 
Hyperactive .64 
Inappropriate sexual behavior (home) .65 
Inappropriate sexual behavior (public) .82 
Unresponsive to activities .32 
Screams, yells, cries inappropriately .58 
Repeats a word/ phrase .76 

Scaled total .74 

Severity 

Physical violence to others 
Damages property 
Disrupts activities 
Profane or hostile language 
Rebellious 
Runs away 
Untrustworthy 
Stereotyped behavior 
Removes clothing inappropriately 
Injures self 
Hyperactive 
Inappropriate sexual behavior (home) 
Inappropriate sexual behavior (public) 
Unresponsive to activities 
Screams, yells, cries inappropriately 
Repeats a word/ phrase 

Scaled total 

.72 

.44 

.63 

.73 

.26 

.53 

.63 

.33 

.41 

.54 

.68 

.45 

.08 

.28 

.68 

.88 

.69 

1992 
(N=86) 

.51 

.28 

.39 

.45 

.55 

.39 

.12 

.32 

.76 

.32 

.59 

.41 
-.84 

.00 

.27 

.37 

.69 

.68 

.31 

.38 

.63 

.53 

.39 
-.87 
-.06 

.37 

.23 

.77 

.37 
-.84 

• 28 · 
.43 
.35 
.72 

Note. To be significant (.81) with N = 
N=86, r > .27. 

49, r > .35 and with 
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in 1992. Severity of stereotyped behaviors also produced 

different correlations between years with a .33 in 1991 and 

a -.86 in 1992. 

Interviews with consumers themselves produced higher 

reliabilities in 1991 than in 1992, with a Consumer 

Interview Scale total correlation of .93 and .65 

respectively (see Table 19). Individual item correlations, 

however, ranged between r = .17 and r = .87. Two of the 

items in 1992 showed markedly lower correlations for the 

items concerning use of non-handicapped transportation and 

leaving home for recreational purposes, with r = .3B and 

r = .17 respecti~ely. 

The results on the Physical Quality Scale (see Table 

28), unfortunately, produced extremely low correlations. 

Total scale correlations of r = -.13 in 1991 and r = .BB in 

1992 are unacceptable. A few items, however, approached 

"Statistical significance at least; for example, those 

dealing with dining room odors in 1992 (r = .31) and 

bedroom odors in 1992 (r = .28). 

Finally, one question on the consumer interview 

appeared twice as a measure of test-retest reliability of 

consumers' responses. Early in the interview the consumer 

was asked "How do you feel about the food here?," and then 

later the consumer was asked, "Let me check, did you say the 

food here is bad or good?" A correlation between these two 

items, as a measure of test-retest reliability, was 

extremely high among the 12 interviews in 1991 (r = .91) and 
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Table 19 

Correlations 1991 and 1992: Consumer Interview 

Consumer interview items 

Feel about living here 
Feel about people who work with you 
Feel about the food here 
Have enough clothes 
Any real good friends 
People here mean or nice 
Like day activities 
Make money 
Like food check 
Pick what you will eat 
Pick cloths you buy 
Pick cloths you wear 
Pick free time activities 
Pick a friend for free time 
Pick how to spend money 
Have friends visit 
Friends visit anywhere you want 
Visit with family 
Visit with guardian 
Visit with advocates 
Leave home for recreation 
Use non-handicapped transprotation 

Scaled total 

Correlations 

1991 
(N=12) 

.64 

.55 

.54 

.54 

.51 

.64 

.58 

.69 

.68 

.76 

.68 

.59 

.78 

.68 

.71 

.58 

.51 

.82 

.81 

.87 

.77 

.73 

~93 

1992 
(N=43) 

.49 

.43 

.38 

.45 

.48 

.48 

.49 

.48 

.44 

.49 

.46 

.55 

.68 

.53 

.49 

.55 

.78 

.54 

.48 

.42 

.38 

.17 

.65 

Note. To be significant (.81) with N=12, r > .58 and with 
N=43, r > .35. 
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Table 28 

Correlations 1991 and 1992: Physical Quality Scale 

Physical quality items 

Neighborhood attractivness 
Site grounds attractive 
Building attractive 
Living room orderly 
Dining room orderly 
Bedrooms orderly 
Kitchen orderly 
Bathroom orderly 
Living room floors clean 
Dining room floors clean 
Bedrooms floors clean 
Kitchen floors clean 
Bathroom floors clean 
Living room furniture condition 
Dining room furniture condition 
Bedrooms furniture condition 
Kitchen furniture condition 
Bathroom furniture condition 
Living room windows area 
Dining room windows area 
Bedrooms windows area 
Kitchen windows area 
Bathroom windows area 
Living room odors 
Dining room odors 
Bedrooms odors 
Kitchen odors 
Bathroom odors 
Residents' rooms variation 
Personalization rooms 
Pleasantness of overall site 
Overall rating 
Quality of refrigerator food 
Quanity of food 
Staff-consumer interactions 
Consumer-consumer interactions 
Staff's expectations of consumer 
Oriented toward measurement 
Is setting handicapped accessable 

Scaled total 
Note. To be significant (.81) with 
N=86, r > .27. 

growth 

N = 49, 

Correlations 

1991 1992 
(N=49) (N=86) 

-.14 .08 
-.13 .15 
-.10 .01 

.09 .83 
-.13 .11 

.18 .89 

.89 .05 
-.13 -.11 
-.82 .87 
-.18 .14 
-.82 .83 
-.11 .13 
-.86 .17 
-.85 • 18 
-.02 • 89 
-.81 .83 

• ff ff • 86 
-.18 .05 
-.11 - • ff 1 
-.28 .11 
-.24 .13 
-.19 • ff ff 
-.18 • 88 
-.16 .16 
-.23 .31 
-.22 .28 
-.18 .15 
-.13 .21 

• 85 .13 
• ff 1 • 85 

-.16 .12 
-.13 -.87 
-.07 • 82 

• 85 -.81 
- • 1 ff .06 
-.18 • ff ff 
-.19 .06 
-.82 .18 
-.29 .11 
-.13 .89 

r > .35 and with 
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the 43 interviews in 1992 (r = .96). Equally high were the 

correlations for all 2,384 interviews in 1991 (r = .94) and 

all 3,599 in 1992 (r = ~94). 

Discussion 

These results from the instrument used state-wide in 

Oklahoma appear to be consistent with past research. 

The Adaptive Development Scale produced high reliabilities 

similar to those reported in past literature (Nihira, 1976; 

Isett and Spreat, 1979; Devlin, 1989). The Challenging 

Behavior Scale produced lower reliabilities, as in past 

research, but results reported here were somewhat lower than 

those reported by Devlin (1989). 

Some questions in both the Adaptive Development Scale 

and the Challenging Behavior Scales, however, could be 

improved to produce an even more reliable measure. For the 

Adaptive Development Scale, questions concerning situations 

in which caregivers were asked to make more subjective 

appraisals of consumer behavior (such as consumer 

initiative, attention, interacting, or understanding of 

time) seemed most problematic. If these questions could be 

connected to more tangible behaviors, higher correlations 

might be achieved. 

Several areas of inquiry were problematic on the 

Challenging Behavior Scale. One of these is the 

appropriateness of sexual behavior. The responses by 

caregivers tended to be even more inconsistent for behaviors 
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in public than in the home. Behavior in public probably 

occurs less often and requires more subjective appraisal. 

These consumers are not often in public, and different 

caregivers are likely to.witness different ranges in public 

compared to home behavior. A second area dealt with 

questions on the appropriateness of consumers' behaviors. 

The term "appropriate" appears to be highly subjective and 

when combined with questions concerning sexuality this 

subjectiveness is magnified. Instructions which tie 

appropriateness to specific behaviors which are observable 

might increase reliability. 

Further, the questions about consumer 

untrustworthiness, rebelliousness, destructiveness, and 

stereotypical behaviors produced correlations which varied 

in reliability. These questions also have similar problems 

of caregiver-consumer interaction and the subjective 

appraisals which are made by caregivers when presented with 

a rarely observed event and asked to give concrete responses 

to questions. 

The demographic information produced highly reliable 

results. This suggests that caregivers can and do give 

reliable information when the responses are very concrete, 

and limited (e.g., sex, age, and race). The information 

about residential history and medical needs, however, showed 

extremely inconsistent reliabilities. 

The results from interviewing consumers suggest that 

consumer responses can be consistent and researchers can 
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plan to interview them. The slightly lower interrater 

reliabilities reported in 1992 may be in part due to a 

larger and more varied population in that year's sample. 

The 1992 sample included more individuals from the moderate 

and mild classifications for individuals with developmental 

disabilities than the 1991 sample. Sigelman, Budd, Winer, 

Spanhel and Schoenrock (1981) have suggested that 

individuals with developmental disabilities may respond 

"yes" when in doubt about a question. Less diversity in 

1991. may account for less variation in scores. The more 

homogeneous population included in this report in 1991 may 

account for the higher reliabilities reported on several 

scales in that year. The differences between the 1991 and 

1992 reliabilities on the consumer interview may also be 

due, in part, to conducting fewer interviews in 1991. 

Knapp and Salend, (1983) also suggest caution when 

interpreting reliabilities of behavior development as well 

as challenging behavior, asserting agreement may be 

spurious. 

"Interrater reliability can be influenced by 
several factors, including quality of the 
informants and specificity of the items •••• 
Examiners should consider the following: a) can 
the potential informant communicate the 
observations?, b) Does the potential informant 
have a sufficient familiarity with the consumers?, 
c) has the potential informant viewed a wide range 
of the consumers' behavior?, d) are the consumers 
likely to perform at their optimal level in the 
presence of· the informant?" (Knapp and Salend; 
1983, p. 64). 
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These reliabilities might also be improved by using 

both the consumer interviews and the responses of caregiver 

on adaptive development questions. One method which could 

be suggested is that consumers' responses be compared to 

caregivers' responses on each item to give a measure of 

experienced compared to observed reliabilities. 

The interviewers' impressions of physical site varied 

greatly and was not a reliable measure in this research. 

Interviewers apparently need much more specific guidelines 

and probably should have instructions which attach site 

appraisal to their concrete observations. The low 

reliabilities of items on the Physical Quality Scale reflect 

biases and personal perspecti•es of each individual 

interviewer. It is not the intent of the Physical Quality 

Scale to get into value judgments. 

Finally, it merits mention that some of the higher 

reliabilities reported in 1991 may be due in part to a 

higher number of institutionalized, lower functioning 

consumers in this sample. Past research has concluded that 

these consumers tend to be more stable over time with 

regards to their behavior and challenging behaviors (Nihira, 

1976; King, Soucar & Isett, 1988; Born & Fuchs, 1987; Fine, 

Tangerman & Woodard, 1999). The larger and more evenly 

distributed sample in 1992 probably gives a more accurate 

appraisal of overall consistency in caregiver responses and 

consumer perceptions. 
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Implications 

There are several implications which may be drawn from 

the current study. These represent suggestions for quality 

assurance data gathering efforts in the future. First, that 

the Adaptive Development Scale as used in Oklahoma is a 

reliable measure of individual abilities and further, 

indicates independence. Second, some items included on the 

Challenging Behavior and Physical Quality scales need to 

specify parameters on questions which use termonology such 

as; disrupt, inappropriate, unresponsive or attractiveness, 

orderly, and clean. These terms require the interviewee to 

subjectively appraise various situations, personal and 

physical. If consistent data is to be gathered consensus 

needs to be determined as to these terms meanings. Finally 

Finally, that increased efforts be made to gather 

information from the individuals themselves.. This 

information may provide the ri~hest insight into the quality 

of life of individuals with developmental disabilities. 
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