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ABSTRACT

DEFINING AND MEASURING COMMUNITY INCLUSION IN THE LIVES OF
PEOPLE WITH MENTAL RETARDATION
By

Margaret Mary Sebastian

The term community inclusion is widely used when discussing the lives and
services designed for people with mental retardation. Despite the frequent use of the
term and frequent programmatic attempts at achieving it, there have been few attempts to
define and measure this complex construct. The lack of investigation of this construct
has made it difficult to determine what factors contribute to one’s experience of
community inclusion. The purpose of this exploratory study was to operationalize and
measure com‘munity‘ inclusion by identifying four components that were hypothesized to
contribute to the experience. The participants in the study were 126 consumers of
sewices at Clinton-Eaton-Ingham Community Mental Health-Community Services for
the Developmentally Disabled located in Michigan.

Community inclusion was operationalized using four components suggested in
the literature: integration, social support, social role, and choice. Measures for each of
these éomponents were determined. To examine the utility of this multi-dimensional
measurement approach the reliability of the measures were examined. Cronbach alphas
were used to examine the internal consistency of the measures. A correlation analysis of
the relationship among the four components was also performed to better understand the

components as a comprehensive concept of community inclusion. The relationship



between community inclusion and quality of life was also examined. Quality of life was
measured using a subjective measure of life satisfaction and the objective measures of
adaptive behavior and social indictors. To further explore the value of the measures the
scores on each measure and the total of all measures were compared by agency program.
The participants in this study were receiving services from at least one of two programs,
Vocational Services or Transitions.

“This research examined the cogency of this operational definition by making the
following hypotheses: (1) The measures for each of the components of community
inclusion (community integration, social support, social role and choice) will be
internally consistent; (2) There will be a statistically significant positive relationship
between proposed components of community inclusion: community integration, social
role, social support, and choice; (3) There will be a statistically significant positive
relationship between community inclusion and quality of life; and (4) Participants from
Vocational Services will have statistically significant higher scores on measures of
community inclusion than participants from Transitions.

Results from this study indicate some strengths and weaknesses in the
operationalization and measurement of community inclusion. In response to hypothesis
one, the alpha level for the measures of community integration (Community Activity and
Participation Checklist), social support (Social Support Self-Report) and choice (Choice
Questionnaire) all indicated adequate internal consistency. The corresponding alpha for
the measure of social role (Social Role Checklist) however, would be considered

insufficient.



There were statistically significant relationships found between the four measures
of community inclusion. Every relationship between two components was found to be
statistically significant except for the relationship between choice and social support.
The relative strength of the correlation coefficients attained between the four measures
also indicates that the four separate measures are not measuring the same construct.

There was a statistically significant relationship between the total score of
community inclusion and subjective quality of life (life satisfaction) as measured on the
Consumer Satisfaction Survey. There were also statistically significant relationships
found between subjective quality of life community integration and social support.

A Pearson correlation analysis indicated that there was a significant relationship
between adaptive behavior as measured on the ICAP and community inclusion, the total
of the four components. The ICAP was also positively correlated with the measures of
choice and social role.

Statistically significant differences in levels of community inclusion between
participants from Vocational Services and Transitions were determined. The
demographic variables from the two groups were first tested to assure that they are
actually two different groups. Participants from Vocational Services had higher ICAP
scores, less paid support, more social roles, and more opportunity for choice. Participants
from Transitions indicated lower ICAP scores, greater paid support, fewer social roles,
and lower opportunity for choice-making. Participants from Vocational Services scored
higher on all of the community inclusion measures.

In summary, this research proposed that community inclusion could be

operationalized by the sum of four components: (a) community integration, (b) social



role, (c) social support, and (d) choice. The findings from this study provided some
knowledge from which to build. These measures appear to be promising tools for
helping community agency staff assess individual inclusion needs so steps may be taken
to increase individual community inclusion. While the field of rehabilitation as well as
the field of mental retardation supports a philosophy of community inclusion, it is
important that it continue to be operationalized and subsequently measured. A need for

future research was revealed and directions are emphasized.
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Chapter 1
INTRODUCTION

People with mental retardation collectively make up one of the largest
rehabilitation populations and most prevalent disability populations in the United States
(Rubin & Roessler, 1995). The 1990 census estimated that between 6.2 and 7.5 million
people in the United States have mental retardation, cutting across lines of race, ethnicity,
and socioeconomic levels (Bureau of the Census, 1995).

The mental retardation movement has been described as one of the great social
movements of the 20th century (Braddock, 1994). Throughout this century, the field has
been in transition to improve the lives of people with mental retardation. Legislation,
such as the Developmental Disabilities Act (1976), PL 94-142 (1975), IDEA (1990),
ADA (1990), and the Rehabilitation Acts (1973) have both initiated and supported
progress (Jenkins, Patterson, & Szymanski, 1992; Rubin & Roessler, 1995; Wolfe,
Kregal, & Wehman, 1996; Wright, 1980). Philosophical changes such as normalization,
least restrictive environment, integration, and inclusion indicate the change in the
perception of capabilities and value placed on the lives of these people (Bruinicks, Kudla,
Hauber, Hill, & Wieck, 1981; Condeluci & Williams, 1997; Maki & Riggar, 1997). Both
legislative and philosophical shifts have promoted services changes, specifically
deinstitutionlization (Olney & Salamone, 1992; Racino, 1994). One of the key changes
beginning in the 1970s for this population has been the shift from providing services
within an institutionalized setting to a community setting typically referred to as a

community mental health agency or community services (Levine & Perkins, 1987).



At the initial onset, the purpose of deinstitutionalization was attributed more to
funding practices than philosophical ideals (Levine & Perkins, 1987). Unfortunately,
because of this emphasis, many people found themselves in a situation where they left a
mental retardation facility to live in a community based setting that continued to follow
the same guidelines and practices of the institutional setting. This initially led to
increased costs for care, supervision and housing (Jacobson & Burchard, 1992).

Traditionally, community agencies would evaluate quality through an
examination of service delivery practices directed toward care and safety. Practices and
characteristics that foster client independence, physical access to the community,
participation in the community, and individual adjustment were not assessed (Jacobson &
Burchard, 1992). In the 1990s many community agencies have begun to look at a wider
variety of outcomes and to consider consumer satisfaction as one of them.

These legislative, philosophical, and service changes have led to a current
overriding focus of increasing community inclusion (Storey, 1993), and improving the
quality of life for people with disabilities in all aspects of their lives, including work,
education, living arrangements, socialization, and leisure (Halpern, 1994; Landesman,
1986; Walker, 1988). The concepts of community inclusion and quality of life have
assumed greater importance in current mental retardation literature. The two concepts
also have commonalties that are not related to their meaning. While both terms have
been identified as current “buzz” words within the field, both community inclusion and
quality of life are considered difficult to define and measure. There is also a presumed
causal link both in theory and practice, between these two concepts although there is no

research evidence to support such a link (Condelucci & Williams, 1997).




The term community inclusion is often used interchangeably with community
integration (Bricker, 1995; Magis-Agosta, 1994). Researchers have recognized that
community inclusion is a complex concept to define and to achieve it in a way that
benefits both people with and without disabilities (Bricker, 1995; Taylor, 1992). Magis-
Agosta (1994) noted that community inclusion is achieved not simply through physical
presence in the community, but with the opportunity for self-determination, and for
cultural and social inclusion. Thus, community inclusion is intended not only to integrate
an individual physically in a community environment, but also promote the individual’s
experience of belonging to it through the establishment of relationships and a social role
within the environment. Community inclusion, requires a more precise definition than
that found in current service systems, so that this practice is based on the social needs and
experience of the individual.

Examining the various use of the terms community integration and community
inclusion and attempting to differentiate the two may appear to be a simple case of
semantics. But, as Storey (1993) noted, a consensus in defining and measuring the
construct is necessary to guide research and service delivery at both the individual
outcome level and the more global level, which influences social policy. Attempts have
been made to measure community inclusion, but this research has tended to use a one
dimension, outcome based approach, typically focusing on activity in terms of location,
frequency, and duration (Magis-Agosta, 1994; Taylor, 1992). Such approaches fail to
examine the individual’s preference or choice regarding an activity or experience, how
the individual defines the meaning of the activity or experience, the quality of

participation, and the perceived value of the experience (Jacobson & Burchard, 1992).



Thus, despite the attention paid to strategies to increase community inclusion, little
attention has been paid to defining and measuring it (Storey, 1993).

Due to the lack of investigation of this construct it is difficult to determine exactly
what the factors are that contribute to one’s experience of community inclusion. Storey !
proposes to define this construct as having four components: physical integration, social
integration, relationships, and social networks. Physical integration refers to the physical
presence in the community. This is a component that seems to be readily accepted
throughout the literature. Social integration is defined as “regular access to interactions
with individuals without identified [disabilities] and regular use of normal community
resources (Will, 1984, p. 2, as cited in Storey, 1993). Relationships refers to social
support and can be measured in terms of quantity (number of relationships, frequency of
contact, length of relationship, etc.), structure (reciprocity within the relationship), and
function (role within the relationship such as friend, parent, sibling, co-worker, etc.).
Social networks are difficult to define as stated by Storey (1993) and appear to be
strikingly similar to friendships. Storey defines social networks as repeated contact with
a number of people who would also identify an existing relationship. While Storey’s
(1993) theoretical argument for the use of the four components discussed may be
reasonable, there has been no empirical evidence that can validate this proposition.

Other scholars have identified other human needs that may be additionally
important components of community inclusion. Maslow (1954) in his discussion of
hierarchy of needs and Wolfensberger (1983) in his discussion of normalization and

social role valorization both touch on examples of psychological needs such as the need

! Storey (1993) refers to the construct as community integration rather than community inclusion. In order
to maintain continuity, this research will use the term inclusion to present his ideas.
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to affiliate with others, the need to be accepted, and the need to belong. Maslow and
Wolfensberger’s theories suggest that having a social role is an important component of
inclusion.

Thus far three constructs have been identified as possible components of
community inclusion: community integration, social support, and social role. While these
are components of community inclusion that may contribute to the experience of
community inclusion, this is not an experience that can be done to the individual.
Therefore, choice is an important construct to consider as a component of community
inclusion (Bullock & Mahon, 1992).

Proponents of community inclusion believe that it will improve the quality of life
for people with developmental disabilities (Jacobsen & Burchard, 1992; Storey, 1993).
Quality of life has been identified as one of the new (Landesman, 1986) and important
issues of the 1990s (Vandergriff & Chubon, 1994) with regard to services for people w1th
mental retardation. In fact, quality of life has also been identified as an important current
issue in the lives of all people with disabilities (Schalock & Kiernan, 1990).

However, quality of life is also a difficult construct to define (Felce & Perry,
1995; Halpern, 1994; Jacobson & Burchard, 1992; Landesman, 1986). It has been
defined as both a subjective and objective construct (Fabian, 1990; Halpern, 1994; Taylor
& Bogdon, 1990; Taylor & Bogdan, 1996). Halpern (1994) stated that the subjective
quality of life refers to the individual’s point of view. As a subjective construct, self-
reported life satisfaction or subjective well being is typically what is measured (Day &
Alon, 1993; Fabian, 1990; Schalock, 1990; Schalock, 1994; Taylor & Bogdan, 1990;

Taylor & Bogdan, 1996). As an objective measure, adaptive functioning and/or social



indicators (such as socioeconomic status, number of activities involved in, or number of
hospitalizations) are typically used as measures (Day & Alon, 1993; Fabian, 1991; Felce
& Perry, 1995; Hamer & Heal, 1993). Halpern (1994) referred to objective quality of
life as society’s point of view with the perspective coming from either the individual or
another person. Recent research and literature has become concerned with the quality of
life of persons with mental retardation, but few studies have relied on the individuals
themselves to provide such information (Jacobson & Burchard, 1992).

The causal link between increased community inclusion and enhanced quality of
life has been suggested in the literature (Harner & Heal, 1993; Jacobson & Burchard,
1992; Sands & Kozleski, 1994; Schalock and Kiernan, 1990; Storey, 1993). Scholars
have also provided theoretical support for community inclusion as a determinant of
improved quality of life (Condeluci & Williams, 1997; Felce & Perry, 1995; Halpern,
1994). Nevertheless, this literature search found no empirical evidence that experiencing
community inclusion as defined as a multi-component construct does indeed improve
quality of life whether measured subjectively or objectively.

Statement and Significance of the Problem

Despite efforts introduced by deinstitutionalization and community integration,
conditions of living and working are not changing rapidly enough to keep up with the
changes in attitudes, aspirations, and values of people with disabilities (Schalock &
Kiernan, 1990). Attitudes, values and aspirations of people with disabilities relate to the
individual’s subjective evaluation of quality of life. Mere physical integration within the
community environment is not necessarily congruent with the needs and wants of many

people with mental retardation and therefore, this integration is not proving to be a



sufficient means to significant improvement in quality of life (Magis-Agosta, 1994,
Schalock & Kiernan, 1990). |

Numerous programs and services that have attempted to move toward increased
community inclusion and enhanced quality of life. Yet a significant proportion of people
with mental retardation continue to be marginalized, stigmatized, segregated and
disenfranchised in regards to living arrangements, daily activities, work, and leisure
(Braddock, 1994; Bullock & Mahon, 1992; Gliner & Sample, 1994, Miller & Keys,
1994). As Millington, Szymanski, and Hanley-Maxwell (1994) stated, these individuals
are often under-used in the labor market and continue to receive government assistance.
Furthermore, Gliner and Sample (1994) have identified the need to increase community
integration, community inclusion, and quality of life for people with mental retardation
receiving either sheltered or supported services.

Despite the frequent use of the term community inclusion and the frequent
programmatic attempts to achieve it, there have been few attempts to either define or
measure community inclusion as a complex multi-dimensional construct nor to evaluate
its impact on quality of life. When measuring community inclusion, researchers and
program evaluators have typically focused only on an indication of physical presence in
the community.

It is therefore necessary that research efforts consider a more holistic and
complete definition for community inclusion that includes and utilizes all of the central
multiple factors involved, including community integration, social role, social support,
and choice. It also appears that it would be valuable to measure quality of life for people

with mental retardation using their own perspective in order to understand the



relationship between community inclusion and its various components and an

individual’s perceived quality of life.

Purpose of the Study

The purpose of this study was to define community inclusion as well as expand
our understanding of the experience for people with mental retardation. Community
inclusion will be operationalized using four components suggested in the literature:
integration, social support, social role, and choice. Measures for each of these
components were developed. This research examined the cogency of this operational
definition by asking the following research questions:

1. Are the measures for each of the components of community inclusion (community
integration, social support, social role and choice) reliable?
2. Is there a relationship between proposed components of community inclusion:
community integration, social role, social support, and choice?
3. Is there a relationship between community inclusion and quality of life?
4. Is there a difference in scores on measures of community inclusion for people in
_ different agency programs?

Definition of Terms

Clinton-Eaton-Ingham (CEI) Community Mental Health (CMH) Community

Services for the Developmentally Disabled (CSDD) or CEI-CMH-CSDD: This is a tri-

county community mental health agency located in the state of Michigan that specifically
serves people with developmental disabilities. Services include housing, health care, and

vocational.



Person with Mental Retardation: An individual who has substantial limitations in
present functioning, characterized by significantly subaverage intellectual functioning,
existing concurrently with related limitations in two or more of the following applicable
skill areas: communication, self-care, home living, social skills, community use, self-
direction, health and safety, functional academics, leisure, and work. Mental Retardation
occurs before the age 18.

Consumer: Any individual who is currently receiving services from CEI-CMH-
CSDD.

Community Inclusion: Community inclusion is a psychosocial and holistic
experience which includes but is not limited to: (a) community integration, (b) social
role, (c) support and (d) choice.

Community Integration: This is the time an individual experiences a physical

presence in an integrated community setting.
Social Role: Social role includes the roles that one holds within the community.

Choice: The opportunity to make “an unforced selection of a preferred alternative

between two or more options” (Stancliffe & Abery, 1997, p. 160).

Paid Support: A person who is a paid disability service provider and who provides
assistance, feedback, companionship, or contact to assist a person with a disability
participate in a work or community setting.

Natural Support: A person who is not a disability service provider but who
provides assistance, feedback, companionship, or contact to assist a person with a

disability participate in a work or community setting.



Quality of Life: Quality of life is defined as the subjective self-reported
expression of life satisfaction and the objective assessment of adaptive behavior and

social indicators (i.e., health, income, use of adaptive equipment).

Assumptions and Limitations

Generalizability

Given that this study was conducted exclusively with a sample from a Mid-
Michigan community mental health agency, there is an obvious limitation to the
generalizability of the results. One assumption is that this community mental health
agency is similar to other community mental health agencies in the services that are
provided their consumers. Despite reported differences in the community mental health
boards across the state of Michigan, the provision and types of services are standard and
regulated (R. Coelho, personal communication, June, 1998). Another assumption has
been made that the individuals in this sample are similar to consumers of other
community mental health agencies. During this research period there was a statewide
implementation of the Inventory for Client and Agency Planning (ICAP) (Bruininks, Hill,
Weatherman, & Woodcock, 1986). This implementation provides a uniform standard to
qualify people as far as need for services as well as a standard for the provision of
services.
Validity of information received

A major assumption of this study concemns the validity of the responses of persons
with mental retardation. Previous research has noted several issues in the assessment of

people with mental retardation. These issues include acquiescence (Heal & Chadsey-
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Rusch, 1985; and Matikka & Vesala, 1997), test-retest reliability, responsiveness,
consistency, and informant reliability (Heal & Sigelman, 1996).

Acquiescence is the tendency to respond affirmatively regardless of question.
Literature has suggested that this is a threat to data from people with mental retardation
(Heal & Sigelman, 1996; Matikka & Vesala, 1997). Acquiescence is assumed to arise
from three sources: attributes of the subject, properties of the items or the test, or the
aspects of the situation. Evidence has shown that acquiescence is related to lower
education and intelligence. This threat should be considered in regard to each interview.
If the researcher had suspicion of acquiescence, it could be evaluated by asking questions
as suggested by Stancliffe (1997). The evaluation would consist of the question(s) being
asked in two ways. For example, “do you live by yourself?”, “do you live with
someone?”

Sigelman, Schoenrock, Budd, Winer, Spanhel, Martin, Hromas, and Bensberg
(1983) found that test-retest reliability was at 87% when asked “yes or no” although the
majority of the responses were “yes” possibly indicating acquiescence. This research
also found that given four option multiple choice questions yielded a 72% test-retest
agreement rate. This same study found that open-ended questions asked one week apart
rarely yielded the same responses on both occasions. The researchers mention that while
overall reliability seems high, reliability is also hard to determine without determining the
general accuracy of the responses. Responses to open-ended questions are typically
under-reported in comparison to responses to “yes/no” questions. For example, more
daily activities are reported on questions that require a “yes/no” response to a list of

activities than to an open-ended question soliciting daily activities.
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Researchers have found that responsiveness to questions on the part of people
with mental retardation varied according to the intellectual level of the individual
(Sigelman, Winer, & Schroenrock, 1982). Responsiveness also varies given the type of
question. Questions that ask for a “yes” or “no” response typically produce higher rate of
responsiveness. Verbal multiple-choice questions and open-ended questions have
typically proven to be the most difficult for people with cognitive disabilities to answer
(Heal & Sigelman, 1996). To increase responsiveness, variation in methods of asking
and answering questions can be used. These variations typically involve the use of
pictures that can elicit non-verbal responses (Sigelman & Budd, 1986).

Ability to measure quality of life

Fabian (1992) in a discussion of measuring quality of life states that “even
instruments with demonstrated reliability and validity, when used to measure complex
and multifaceted constructs such as quality of life, are subject to cautions concerning
their use and interpretation.” Rather than abandoning or avoiding the study of quality of
life outcomes, she suggests that to continue to promote progress in this area, researchers
must become familiar with quality of life definition and measurement issues,
acknowledge the issues, and interpret the results with caution. Therefore both the nature
of the subject matter being assessed and the population whose responses are being
solicited, present challenges to the quality of data. For these reasons, the findings will be

considered tentative and exploratory in this study.
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Chapter 11
REVIEW OF LITERATURE

To inform this research, literature was reviewed within the fields of mental
retardation, developmental disabilities, rehabilitation, rehabilitation counseling,
psychology and special education to develop a context for this study. The following
areas were identified as important in informing this research: (a) mental retardation, (b)
the history of services for people with mental retardation, (c) community inclusion, and
(d) quality of life.

Mental Retardation

The American Association on Mental Retardation (AAMR, 1992) defines mental
retardation as follows: “Mental Retardation refers to substantial limitations in present
functioning. It is characterized by significantly subaverage intellectual functioning,
existing concurrently with related limitations in two or more of the following applicable
skill areas: communication, self-care, home living, social skills, community use, self-
direction, health and safety, functional academics, leisure, and work. Mental Retardation
manifests before age 18” (p. 5). This definition attempts to prevent the labeling and
subsequent stigmatization of individuals who may score in the range of retardation on an
intelligence test. It also identifies possible incongruence between an individual’s
measured level of intelligence and the ability to function within the norms of the home,
school, or neighborhood environment (Sharpton & West, 1996).

There are four important assumptions made regarding this definition. First,
assessments must take into consideration cultural or linguistic diversity as well as

individual communication and behavioral differences. Second, assessments consider the
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community context, specifically the skill level typical of the same age peers. Third,
assessments consider skill strengths especially in corﬁparison to identified deficits.
Finally, it is assumed that when given the appropriate supports, there will be
improvement in areas that are related to life functioning (Langone, 1996).

Historically, mental retardation was described by levels of severity (e.g., mild,
moderate, severe, profound) which were defined by the deviation from the norm of
individual’s measured level of intelligence (Langone, 1996). The current AAMR (1992)
definition no longer defines individuals by level of severity. Individuals are classified by
the levels of support in their lives. The four levels are: (1) episodic or short term during
the life span; (2) limited support over longer periods of time; (3) extensive support
provided as a regular service; and (4) pervasive support that is constant and intense and
may even be life-sustaining (Langone, 1996). While these levels of support seem to
parallel the categories of mild, moderate, severe, and profound, they are fundamentally
different. In line with the AAMR 1992 definition of mental retardation, the levels of
support approach attempts to prevent labeling based solely on IQ. This approach also
recognizes that labels do not necessarily predict what individuals need (Langone, 1996)
to ultimately improve the quality of life that is experienced. Rather, these categories look
at the individual’s needs and subsequently how to provide support for the identified needs
in order to reach life goals (Langone, 1996). Reception toward these changes in
categorization has been favorable, although it is doubtful that use of the historical
categories (e.g., mild, moderate, severe, profound) will be totally replaced by the levels
of support. This change will be difficult given that they have been a standard for so long

and that they provide a better understanding of an individual’s cognitive functioning.
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History of Services for People with Mental Retardation

While life in the United States in general has experienced change during this
century, there have also been tremendous changes in the lives of people with mental
retardation during this time. These changes can be attributed to legislation, philosophical
changes, paradigm shifts, and philosophically based interventions.

Legislation

Legislation in the past thirty years has been important in attempting to improve
the lives of people with mental retardation. The following legislation has been directed
toward virtually every area of service provision, particularly educational, residential, and
vocational (Wolfe, et al., 1996). Starting in 1970, The Developmental Disabilities
Services and Facilities Construction Act (P.L. 91-517) introduced the concept of
developmental disabilities, which includes mental retardation, as a unique segment of the
disability population (Wright, 1980). In 1971, Title XIX of the Social Security Act (P.L.
92-223) required intermediate care facilities for people with mental retardation to provide
“active treatment.” This required the time of the people served in these facilities be
“programmed” throughout their waking hours. In 1975, The Education of All
Handicapped Children (P.L. 94-142) guaranteed a free and appropriate education to all
children in the “least restricted environment” (Rubin & Roessler, 1995; Wright, 1980).
This was the beginning of “mainstreaming” and integration into the regular classroom
setting for many children with disabilities who were segregated in “special” educational
settings.

In 1990 there were three key pieces of legislation that impacted individuals with

developmental disabilities. First, The Developmental Disabilities Assistance and Bill of
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Rights Act, emphasized empowerment for people with developmental disabilities along
with protection and advocacy (Wolfe, et al., 1996). The Education of the Handicapped
Act Amendments (P.L. 101-476) changed the name of the law to the Individuals with
Disabilities Education Act (IDEA) to reflect “person-first” language. It also expanded
the definition to include students with traumatic brain injury, autism and projects for
students with serious emotional disturbances. There was also an emphasis placed on
transition planning from school to work (Rubin & Roessler, 1995; Wolfe, et al., 1996).
The Americans with Disabilities Act (ADA) offered civil rights to individuals with
disabilities, required reasonable accommodations of employers, and also extended rights
to accessible employment settings, public transportation, and public establishments
(Wolfe, et al., 1996). In 1992, the Rehabilitation Act Amendments (P.L. 102-569)
provided support for the service systems which assisted employers in finding assistance
and expertise to meet the reasonable and appropriate job accommodations of the ADA. It
also established a basis in the adult service system for accomplishing transition
preparation, planning and implementation as called for in IDEA. One other important
result is that it put the abilities and choices of people with disabilities first as it challenged
the service systems and community to support the individual’s efforts to work, live, and
participate in the community.

Philosophical Change in Services Toward an Inclusion Model

The crux of various paradigms we see today in the field of mental retardation was
initiated in the late 1960s with Wolfensberger’s principle of normalization

(Wolfensberger & Tullman, 1991). “Normalization implies as much as possible, the use
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of culturally valued means in order to enable, establish, and/or maintain valued social
roles for people” (p. 202).

Philosophical changes have subsequently influenced service. In the 1960s there
were fewer than 100 community residences and virtually no community services for
people with mental retardation (Braddock, 1994). The institutional per diem was less
than $10 (Department of Health Education, and Welfare, 1968, as cited in Braddock,
1994). The landscape of services is quite different today. Thus the theory of
normalization has had great impact on the lives of people with mental retardation,
particularly with regards to deinstitutionalization. Nationally, deinstitutionalization over
the past 25 years has changed services for people with mental retardation by
systematically dismantling bureaucratic structures while creating a system of community
services (Bradley, 1994). The advocates of deinstitutionalization for people with mental
retardation assumed that greater happiness would be the inevitable outcome. However, it
is important to remember that while research has shown that deinstitutionalization has
provided better care and physical services, there is also evidence that community living
“did not provide a social or psychological milieu” much different than the segregated
institution (Bradley, 1994). Heal (1980) stated that normalization has “pervaded the
development of community services.” (p. 39)

With regards to paradigm shifts, Condeluci and Williams (1997) recognized the
importance of the history of rehabilitation in the development of the concept and the
understanding of the importance of community inclusion. Early in the history, the goal of
rehabilitation was to “fix’ people with disabilities. This has evolved to the current

philosophy that identifies people with disabilities as “consumers”. The medical model,
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which was the early model of rehabilitation, identified people as “sick, ill, deficient, or
defective.” (p. 113) The perception was that there was something wrong with the
person. The treatment plan was designed to cure the person. Another key aspect of this
former model was that it was both designed and administered by the rehabilitation
proféssionals who were considered experts. The model devalued the person with a
disability and the individual would be made to feel inappropriate and inadequate in roles
in society.

In a similar description of the shift, Racino (1994) compares the differences
between the Rehabilitation Paradigm, the Independent Living Paradigm, and the
Support/Empowerment Paradigm in terms of the definition of the problem, locus of the
problem, social role, solution to the problem, and desired outcomes. Table 1 (Racino,
1994) presents a framework of this paradigm shift. The shift toward a
support/empowerment paradigm exemplifies the increasing desire by consumers and
advocates toward an inclusive society where responsibility and power are shared and
genuine alliances are formed among people with disabilities, professionals, and
community members. The concept of support can be described as “an act or set of
actions, am attitude or set of values, a feeling, or personal experience, a set of standards
or expectations, a relationship descriptor, and an expected goal or accomplishment
(Racino, 1994, p. 173). In terms of an agency perspective, support can be defined as
formal/paid, or informal/unpaid/natural. The developmental disability field is moving
toward community life utilizing formal support with the goal of developing informal

supports.
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As a result of several factors, which include a lack of opportunity and power (Keys,
Balcazar, Bartunek, & Foster-Fishman, 1995), people with mental retardation continue to
be marginalized and stigmatized within American society (Miller & Keys, 1996). There
have been many programs and interventions designed to help consumers adjust to these
paradigm shifts and to also enable them to take responsibility for their lives. There have
been many programs or interventions developed to address these philosophically based
changes. The promotion self-advocacy has been an attempt at identifying and addressing
this need. Cone (1994) has described self-advocacy as seeking one’s rights, including
human, civil, or legal. Self-advocacy can vary in terms of structure. “Formal” self-
advocacy tends to be more structured and addresses change through a system typically
legal or legislative. “Informal” self-advocacy is much more individualistic, while
utilizing and fostering concepts such as empowerment (Miller & Keys, 1996; Zirpoli,
Wieck, Hancox, & Skamulis, 1994) and self-determination. Since 1973 the self-
advocacy movement has continued to grow providing training, information and support
to people with mental retardation and their families (Browning, Thorin, & Rhoades,
1984). One such training program found in the United States is Partners in
Policymaking, “a program designed to provide information, training, resources, and skill
building in the area of developmental disabilities to families of young children with
disabilities. The program’s goals include educating people about historical perspectives,
current issues, and state-of-the-art approaches; informing them about how policies are
made at local, state, and national levels; and empowering people to pursue their own

agenda so that they may obtain the best available services” (Zirpoli, et al., 1994, p. 423).
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Table 1

Comparison of the Rehabilitation, Independent Living, and Support Paradigms.

Focus

Rehabilitation Paradigm

Independent Living Paradigm

Support Paradigm

Definition of
the Problem

Locus of the
problem

Social Role

Solution to
Problem

Who is in
Control

Desired
Outcomes

Physical impairment,
lack of vocational skill,
psychological
maladjustment, lack of
motivation and
cooperation

In the individual

Patient or client

Professional intervention

Professionals

Maximum daily
activities, gainful
employment,
psychological
adjustment, improved
motivation, completed
treatment

Dependence on
professionals, relative, and
others; inadequate support
services; barmiers including
economic architectural,
and environmental

In the environment, or in
rehabilitation process

Consumer

Peer counseling, advocacy,
self-help, consumer
control, removal of bammers
and disincentives

Consumer

Self-direction, least
restricted environment,
social and economic
productivity

Attitudinal political,
economic, and
administrative barriers to
societal participation,
inadequate supports within
society.

In society or environment;
in rehabilitation process

Co-worker, community
member, neighbor

Redesign schools, homes,
work places, health care,
transportation, and social
environments to include all.

People in alliance with each
other

Pluralistic society inclusive
of all people; quality lives
as defined by people
themselves, self-direction
embedded in collaborative
decision making and solving
problems

20



Self-Advocates Becoming Empowered, was formed in 1991 in an attempt to
nationally unite grass root organizations. Such groups include People First, People in
Action, The Advocates Voice, and Speaking for Ourselves (Miller & Keys, 1996). These
groups may not share one name but they do share a common purpose and ideology as
stated by Self-Advocates Becoming Empowered. This basic mission is to “teach
individuals with developmental disabilities to speak out for their beliefs while learning
about their rights and corresponding responsibilities as citizens in the United States”
(Miller & Keys, 1996, p. 313).

Community Inclusion

In this research, community inclusion is being defined as a psychosocial
construct. In order to understand this perspective of community inclusion, it is helpful to
have knowledge of the following components: (a) community integration, (b) social
role, (c) choice, and (d) support.

Community Integration

Community integration is one component of the more complex construct,
community inclusion. Community integration was initially intended to be an approach to
accomplish the desegregation of people with disabilities (Racino, 1994). There are a
variety of historical and conceptual definitions that describe integration. Educational
systems were the first to begin to define and address integration by providing classroom
mainstreaming opportunities for children with disabilities, including students with mental
retardation. These children were given the opportunity to receive their education in a
“regular” classroom while continuing to receive needed special education services

(Gearheart, Weishahn, & Gearheart, 1988). Racino (1994) states that community
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integration has also been viewed as the establishment of lifestyle and routine, similar to
that of others, usually service workers. Racino (1994) also points out that “To some
extent, community integration in practice was something that people without disabilities
do to people with disabilities...” (p. 186), thus identifying the contradiction between
theory and practice. While community integration has as its purpose the desegregation of
people with mental retardation, the reality is that segregation still exists just in a different
environment. Without social interaction between the person with the disability living in
the community and other people in the community segregation continues to exist at some
level (Storey, 1993).

Wolfensberger and Tullman (1991) delineated the difference between physical
integration and social integration. Physical integration is merely physical presence in the
community. This has been a concern with the limitations of deinstitutionalization and
mainstreaming where physical presence is achieved in the community (housing) or the
classroom (education) but, does not necessarily result in social participation.

In practice, programs serving a population of individuals with mental retardation
are often described as inclusive or integrative if the individual is given the opportunity to
leave the institution or sheltered setting for a time period. This author witnessed this
practice. For example, the terms community inclusion and community integration, have
been used when large groups (8-10) of people with mental retardation were taken on van
rides but never leave the van. The terms have also been used to describe trips to malls,
bowling alleys, movie theaters, etc., where the agency staff exposes the group to an
activity in a public environment but the experience of the participants continues to be

segregated.



This social segregation seems to persist for several possible reasons including: (a)
lack of choice for the individual, either prior to or during the experience, due to inability
to make choices by the individual, lack of provider resources to make choices available,
or attitudinal barriers on the part of the staff or individual concerning the individuals
ability to make choices; (b) prevention from appropriate interaction with community
members during the experience possibly due to either behavioral issues that the
individual may possess or attitudinal barriers created by the staff or community members;
or (c) obstruction from full participation in the activity due to variables such as group
size, lack of available staff, or environmental barriers.

Bercovici (1981), who stated that many studies have identified the degree to
which people experiencing deinstitutionalization have been successful in terms of
adapting to the community, supported this observation. Unfortunately, less is known
about the nature of the contacts in the community and the phenomenon of community as
defined by the person with a developmental disability. Adjustment to the community has
frequently been operationally defined as staying out of a public institution, staying in
alternative settings, or avoiding other forms of public supervision and assistance
(Bercovici, 1981).

Social integration, as defined by Wolfensberger and Tullman (1991), encourages
“devalued” people to participate in the community within a social context rather than
simply a physical context in order to gain value. They have stated that it may actually be
harmful for large numbers of people to be sent out of institutions and into society without

providing the means to become valued members of society.
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While attempts have been made to measure community integration, the attempts
have had a tendency to be one dimensional, typically focusing on the activity in terms of
location, frequency, and duration, rather than how the individual defines the experience
in terms of participation, value of experience, and social role. The movement from
institutionalization to life in the community has proven to be physically and medically
beneficial for people with mental retardation. However, community integration in the
physical sense within the community environment does not guarantee that the person will
experience community inclusion in the full sense because the person may continue to
experience social segregation.

The Importance of Social Role

Maslow (1954), the personality theorist, proposed that there is a hierarchy of
human needs. These needs operate from one of three levels: fundamental, psychological,
and self-actualization (Wortman & Loftus, 1988). Fundamental needs are those needed
for basic survival such as food, water, and shelter from the elements. Maslow contended
that people must first meet their most elemental needs before they can address their needs
at a higher level. If these fundamental needs are met, the individual advances to meeting
psychological needs (i.e., belongingness and love) (Newman & Newman, 1991).
Examples of psychological needs are the need to affiliate with others, the need to be
accepted, and the need to belong. Psychological needs also include needs associated with
self-esteem such as the needs to achieve, to be competent, and to fill a social role
(Wortman & Loftus, 1988). Self-actualization needs specifically relate to the needs to

fulfill one’s potential (Wortman & Loftus, 1988).
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While the specific aspects of Maslow’s theory have not always supported (Paulis
& Garcia, 1991; Wortman & Loftus, 1988), the basis of the theory which assumes that
needs motivate behavior, and more specifically one’s task performance has been
validated (Wortman & Loftus, 1988). Maslow’s theory also relies on the basic belief that
the individual has the ability to make choices that will impact his or her life.

Given current service practice, it is probable that most individuals with mental
retardation who are in a service system have met their survival needs, whether they have
met these needs themselves or have them met by others. If one can assume the validity of
Maslow’s theory of the hierarchy of needs and it’s application to individuals with mental
retardation, then one could also assume the emergence of psychological needs for people
with mental retardation given that more basic needs are met.

Wolfensberger and Tullman (1991) stated that people with disabilities are often
“devalued” and are typically a) segregated from society, b) grouped with other
“devalued” people, and c) served by less competent workers than “valued” people. They
stated:

“Normalization requires that a devalued person or group has the opportunity to
be personally integrated into the valued social life of society. Devalued people
would be [able] to live in normative housing within the valued community and
with valued people; be educated with their nondevalued peers; work in the same
facilities as other people; and be involved in a positive fashion in worship,

recreation, shopping, and all other activities in which the members of society

engage.” (p. 213)
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In the field of mental retardation, the concept of social role was introduced in
1982 (Elks, 1994). Wolfensberger (1983) identified the need that all people have to play
roles in society. The greater the exposure and opportunity (integration), the greater the
chance that the individual will be assimilated into society. Social-role valorization is the
means of attaining social roles in the attempt to increase one’s value in society
(Condeluci & Williams, 1997).

Theorists (Maslow, 1954; Wolfensberger, 1983) identify the importance feeling
valued by holding social roles in our society. . Developing social role is the link to
developing relationships, particularly friendships. Condeluci and Williams (1997) state
that “people become known more for the relationships they develop than for how they
perform or function” (p. 112). Thus, it is not sufficient to merely have a physical
presence within the community, or even simply to interact with others. One must form
relationships that help to develop and define the individual’s social role. Therefore, thé
development of social role has bearing on community inclusion and has been determined
to be a necessary component in this construct.

Choice

Adults in the general population rarely have other people making day to day
decisions for them, such as when they go to bed, what they eat for meals, what they
should wear and who they should spend free time with (Pierce, Luckasson, & Smith,
1990). The availability of choice has been identified as an important link to quality of
life (Hughes, Hwang, Eisenman, & Killian, 1995; Stancliffe & Parmeter, in press). Until
approximately 20 years ago choice was not an issue for people with mental retardation

(Houghton, Bronicki, & Guess, 1987; Lancioni, O’Reilly, & Emerson, 1996). Prior to
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this time they were not given choices, rather staff members were charged with making
decisions in the individuals’ best interest. Lancioni, et al. (1996) provided a review of
research regarding the issue of choice for people with severe and profound developmental
disabilities. The review led them to make three conclusions: (1) most people with
developmental disabilities seem to be able to make choices and express preferences at
some level; (2) providing choices within individuals’ daily lives is still a rather new and
limited experience; and (3) the benefits of individual choice making need to be assessed
further.

There is evidence that the opportunity for choice is correlated with adaptive
behavior and level of mental retardation (Schalock, 1994; Stancliffe & Abery, 1997,
Stancliffe & Wehmeyer, 1995; Wehmeyer & Metzler, 1995). The greater the severity of
mental retardation the less opportunity there tends to be with regards to choice. The lives
of people with severe mental retardation tend to be subject to greater programming,
uniformity, and restrictions (Stancliffe & Abery, 1997). Therefore, when assessing
choices available for people with severe mental retardation, Stancliffe and Abery (1997)
suggested assessing choice in every day activities such as clothing, meals, or bedtime.

A definition of empowerment, that specifically refers to people with disabilities,
states that “empowerment refers to the capacity of disenfranchised persons to understand
and become active participants in matters that affect their lives” (Bolton & Brookings,
1996, p. 256). Thus, the ability and opportunity to make choices is important to the lives
of people with mental retardation. This ability and opportunity is compatible with the

ideas presented in the rehabilitation and normalization philosophies.
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To this end, despite the fact that service programs have attempted to eradicate
segregation of people with mental retardation, lack of participation in an integrated social
environment is not necessarily bad if the individual is in the segregated environment by
informed and active choice (Bullock & Mahon, 1992). Thus, choice is an essential
component to the experience of community inclusion in that community inclusion
requires the ability and opportunity for choice.

Support

In both research literature and agencies services there has been an emphasis on
the importance of the provision of support. There are three key methods of providing
support for people with mental retardation: (a) paid support, which is typically referred to
as supported living or supported employment and is performed by a person who is a paid
disability service provider and who provides assistance, feedback, companionship, or
contact to assist a person with a disability participate in a work or community setting; (b)
natural support, which is provided by someone who is not a paid disability service
provider and who provides assistance, feedback, companionship, or contact to assist a
person with a disability to participate in a work or community setting (Storey & Certo,
1996), and (c) peer support which is someone who also has a developmental disability
who provides support in the form of assistance, feedback, friendship, or advocacy.

uality of Life

As previously stated, there is a growing recognition that inherent in the
development of all rehabilitation programs is the goal of improving quality of life (qol)
for the consumers that are being served by the program (Condeluci & Williams, 1997,

Halpern, 1994). Thus, there has been increased attention given to the construct of
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quality of life and also the desire to measure it (Fabian, 1991). Supporting this,
Landesman (1986) believes that it is important to define quality of life in order to
construct innovative programs that will achieve the desired quality of life outcomes.
Despite attempts, researchers have identified problems with the use of quality of life
assessments including: a) ambiguity in definitions of the construct; b) difficulty in
constructing an instrument to measure the construct; and c) lack of understanding of how
to use responses to improve quality of life for the population of people with disabilities.
There are varied definitions of quality of life. Fabian (1991) identified three
broad approaches, all of which are used as approaches to measure quality of life
outcomes. The first measurement approach considers quality of life as ratings of adaptive
functioning. Adaptive functioning often has been used as an indicator of quality of life
when an individual cannot respond by self-report either due to lack or limited physical or
cognitive ability. Baroff (1986) asserts that quality of life is theoretically related to
adaptive functioning with the argument that the greater amount of integration in the
community the higher the level of competency in various environments and the higher
one’s quality of life will be. Fabian (1991) has identified some problems with adaptive
functioning as an indicator of quality of life: a) there is a lack of empirical research to
support the relationship between adaptive functioning and quality of life; b) if one
believes that quality of life is at least in part subjective, then this form of measurement is
insufficient; and c) there is controversy regarding appropriate criteria (e.g., deficits versus
strengths) for measuring adaptive functioning. Although adaptive functioning is a
promising addition to quality of life assessments, there remain unresolved issues

regarding the approprate criterion behaviors, the mixture of satisfaction scales with
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adjustment scales and the nature of the relationship between subjective well-being and
adaptive functioning (Fabian, 1991).

The second approach to measurement of quality of life is using social indicators
to measure changes in response to services and programs provided. Social indicators are
defined as objective measures of quality of life because they include data such as
unemployment rates, medical history, and socioeconomic status. Social indicators as a
means of measuring quality of life may be useful in rehabilitation program evaluation.
Such indicators provide a measurable change in quality of life of the individuals targeted,
given participation in a specific program. But this form of measurement does not take
into consideration the importance of the indicator to the individual.

The third approach is to consider quality of life as a subjective experience,
typically by self-reported level of life satisfaction across multiple domains including
transportation, vocational/employment, housing, education, spiritual fulfillment and
leisure/recreation (Halpern, 1994). Taylor and Bogdan (1996) state that quality of life is a
subjective experience. People experience the same circumstances differently. What
enhances the quality of life of one person, may detract from another. Thus, some feel
that quality of life should be evaluated in terms of personal values and needs (Flanagan,
1978; Parmeter, 1992). This assumes that the individual respondent is able to express
satisfaction across domains and that the individual’s prior life experiences are sufficient
for deriving a standard for the current conditions. Self-reports of life satisfaction require
that respondents have the ability to form judgments. This has typically been a source of
contention when the respondents are individuals with developmental disabilities,

specifically mental retardation.
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Halpern (1994), in defining quality of life identified fifteen outcomes that are
associated with three domains. These three domains include: (a) physical and matenal
well-being; (b) performance of adult roles; and (c) personal fulfiliment. The first
domain, physical and material well-being has four basic outcomes including: (a) physical
and mental health, (b) food, clothing and lodging; (c) safety from harm; and (d) financial
security.

These are also compatible with Maslow’s basic needs. The second domain,
performance of adult roles includes the following outcomes: (a) mobility and community
access; (b) vocation, career, employment; (c) leisure and recreation; (d) personal
relationships and social networks; (e) educational attainment; (f) spiritual fulfillment; (g)
citizenship; and (h) social responsibility. Halpern (1994) states that these outcomes also
describe community integration, community adjustment, and independent living. The
third domain, personal fulfillment, includes the three outcomes of (a) happiness, (b)
satisfaction, and (c)a sense of general well-being.

Fabian (1992) noted that the choice of method of measurement and subsequent
instrument should depend on the nature of the disability and the purpose for which the
approach to assessing quality of life is intended. There is evidence that circumstances in
one’s life and subjective evaluation of circumstances may be independent, reflecting the
complexity of the manner in which individuals find meaning in their experiences and
underscore the importance of subjective outcomes.

Assessing Quality of Life
Hughes and Hwang (1996) suggest that there are two sets of variables that

influence quality of life: person variables and environmental variables. Person variables

31



include demographics such as age, marital status, income, severity of disability, level of
support needed, and community adjustment. Environmental variables include work
conditions, living conditions, residential opportunities, and availability of services and
support.

Felce and Perry (1996) suggest a similar but more comprehensive model of
quality of life that includes objective life conditions, subjective well being, and personal
values and aspirations. Objective life conditions are the person and environment
variables defined by Hughes and Hwang (1996). Subjective well being is defined as the
level of satisfaction with each of the indicators in the life condition. Personal values and
aspirations capture the importance of objective life conditions to the individual. In other
words, a comparison of measures of current life situation, subjective satisfaction, and
personal values and aspirations identifies the “goodness of fit.”

Harner and Heal (1993) assessed the psychometric properties of the Multifaceted
Lifestyle Satisfaction Scale (MLSS) which looks at the following domains: living
arrangements and communities, personal relationships, recreation and leisure,
employment, and degree of self-direction. They found that the MLSS appears to be
reliable and valid for assessing subjective life satisfaction in the areas of living
arrangement, friendships, recreation, employment, and self-direction. The specific
subscales used in this research were: (a) community satisfaction, (b) friends and free
time satisfaction, (c) job satisfaction, (d) recreation and leisure satisfaction, (e)
satisfaction with services, and (f) satisfaction with interpersonal interactions. The MLSS
was developed to address the need for a reliable and valid scale to assess life satisfaction

for people with mental retardation within various life domains. In their review of
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literature, Harmer and Heal (1993) identified several factors associated with successful
placement in community settings, including: sense of belonging, personal benefactors,
social networks, employment, social behavior and skills, and support services.

The Consumer Satisfaction Survey (Temple University, 1988 as cited in Sands &
Kozleski, 1994) was designed to evaluate the constructs consumer satisfaction and
quality of life for people with developmental disabilities. The constructs are examined by
responses to items in the following areas: (a) services received, (b) satisfaction with
services, (¢) independence/interdependence, (d) community activities, (€) productivity,
and (f) needs for supports, services, and assistance (Sands & Kozleski, 1994). Using this
survey, Sands and Kozleski (1994) compared quality of life of people with and without
developmental disabilities and found differences on several dimensions. For example,
adults with disabilities were less likely to be married, and more likely to lack stable
intimate partners. Also, people with disabilities rated themselves as having low to
moderate independence. More importantly, people with disabilities reported less
opportunity to make choices.

The Quality of Life (QOL) Interview (Lehman, 1988 as cited in Fabian, 1992) is a
structured interview which assesses an individual’s life experiences across eight life
domains including: living situation, family social relations. leisure activities, physical and
mental health, safety, finances, and work/nonwork. This protocol was specifically
prepared and assessed with people with severe mental illness. The interview elicits both
objective and subjective data in each of the life domains. Reliability coefficients for

people with severe mental illness ranged from .79 for global life satisfaction to .88 for
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satisfaction with living situation. The test-retest reliability ranged from .41 for
satisfaction with safety to .95 for satisfaction with work (Fabian, 1992).
Summary

This study was informed by knowledge generated in the fields of mental
retardation, rehabilitation, rehabilitation counseling, psychology and special education.
The literature review substantiated the importance of community integration, social role,
support, and choice in studying the phenomenon of community inclusion. A study such -
as this was necessary to begin to define and measure community inclusion with a more
holistic and psychosocial nature rather than the typically used definitions that define

commun