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ABSTRACT

The ADA definition of disability reflects an historical shift from defining

disability within the individual (the medical model) to constructing disability within the

social environment (the socio-political or interactional model). Further, this shift reveals

a movement away from paternalistic to empowering rehabilitation policies and service

delivery systems. Similarly, academic programs in Rehabilitation are updating their

undergraduate curriculum in ways that reflect changes that have taken place in public

policy and service delivery related to disability, knowledge emerging from the field of

disability studies, and a changing student demographic. Disability related rehabilitation

research has not yet fully reflected this shift, and this has resulted in data and knowledge

that are of limited utility. It has been well researched that negative attitudes toward

individuals with disabilities held by rehabilitation professionals will limit the scope of

services generated and provided by professionals and, ultimately, have a detrimental

effect on a successful rehabilitation process. Knowledge about the ways that

undergraduate students conceptualize disability may illuminate the content and origin of

positive and negative attitudes and beliefs.

The present study was a phenomenological examination of the framework

students employed in conceptualizing, understanding and making meaning of the concept

of disability. The study utilized in-depth interviews and students’ course assignments in

order to answer the question, “How do undergraduate students in disability related majors

construct disability?” Data revealed six common themes which were: participants had

difficulty defining the category of disability; disability was understood as an individual
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problem, requiring special accommodations, assistance and services; there was an

altruistic desire among participants to challenge stereotypes surrounding disability,

alongside limited self-awareness of the application of stereotypes in their own

construction of disability; the meaning of disability was a reflection of participants’ own

identities; Concepts of opportunity, restraint, power and privilege had limited relationship

with disability; and, motivation for professional practice was related to a desire to help

those who need assistance. Suggestions were made relating to the undergraduate

curriculum and future research.
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CHAPTER I

THE PROBLEM

Introduction

Throughout history, people with disabilities have been identified by their

difference. Whether physical or mental, hidden or visible, disabled individuals have been

identified as less than equal and, as such, have been subject to stereotype, prejudice,

discrimination and unfair treatment by the non-disabled society in America (Hahn, 1987).

To begin to understand the cause of this treatment one must gain insight into the

construction of disability as well as into societal attitudes toward disability and persons

with disabilities. The construction of disability can be explained as the framework one

employs in conceptualizing disability. Knowledge about the ways that individuals

conceptualize disability may illuminate the content and origin of positive and negative

attitudes and beliefs (McCaughey & Strohmer, 2005). Attitudes and behaviors must be

thought of broadly as they exist at both individual and societal levels. Attitudes affect

interpersonal interactions, delivery of services, and ultimately, the formation of public

policy (Fine & Asch, 1988; Hahn, 1985, 1986, 1988; Hernandez, Keys, Balcazar &

Dunn, 1998; Moore & Feist-Price, 1999; Scotch, 1988).

Until the passage of the Rehabilitation Act of 1973, disability legislation dealt

with service needs of disabled individuals rather than civil rights. The Rehabilitation Act

and its Amendments, as well as the Americans with Disabilities Act of 1990 (ADA), have

guaranteed equal opportunity and equal access in society for disabled individuals (Moore

& Feist-Price, 1999). The ADA definition of disability, resulting from the interaction
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between the physical or mental characteristics of an individual and the corresponding

response of the social environment, reflects the historical shift from defining disability

using a medical model to using what has been termed the socio-political or interactional

model of disability (Gill, 1987; Hahn, 1985, 1988; Linton, 1998; Wright, 1983).

The medical model of disability defined disability by a person's structural or

functional impairment. The medical model of disability framed the basis for public

policy development and, prior to the Rehabilitation Act of 1973, there was little

consideration given to creating laws that had environmental and societal implications

(Hahn, 1985; Moore & Feist-Price, 1999). Critics argued that within the medical model,

disability was considered a negative deviation from normal, and a defect or a deficiency

to be fixed (Gill, 1987; Hahn, 1985, 1987, Linton, 1998).

Growing out of the medical model of disability, the civil rights movements of the

1960's, and an increased awareness on the part of disabled persons of societal attitudes

and behaviors around disability, the sociopolitical construction of disability emerged

(Hahn, 1985, 1987, 1998; Moore & Feist-Price, 1999; Sales, 2003; Scotch, 1988). This

sociopolitical construction of disability is characterized by the physical or mental

characteristics of an individual and the corresponding response of the social environment

(Gill, 1987; Hahn, 1985, 1987, 1988; Linton, 1998; Moore & Feist Price, 1999; Schultz

& Germeroth, 1998; Scotch, 1988). In this model, interventions are aimed at the

environment (as opposed to the individual) so that all persons have equal access and

equal opportunity in society (Gill, 1987). Hahn underscored two assumptions that

underlie the sociopolitical construction of disability. The first was that this construction
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"is founded on a realization that all aspects of the environment - including architecture,

communications, and other settings that provide a context for human interactions - are

fundamentally molded by public policy" (1985, p. 95). The second assumption was that

"the policies shaping the environment are a reflection of prevalent societal attitudes and

values" (p.95).

Statement of Purpose

The purpose of the study was to understand the construction of disability among

undergraduate students in disability related majors in order to inform future research and

curriculum design.

Research Question

How do undergraduate students in disability-related majors construct disability?

Rationale for Study

In 2002, rehabilitation faculty in the College of Education identified a need to

update the undergraduate curriculum in ways that reflected changes that had taken place

in public policy and service delivery related to disability, knowledge emerging from the

field of disability studies, and a changing student demographic. These faculty gathered

together a committee to examine the undergraduate curriculum and create new

coursework for undergraduate students majoring in rehabilitation or Deaf studies as well

as students in other applied fields such as Speech and Hearing Sciences, Psychology, and

Special Education who would enroll in these courses. In 2004, the undergraduate

curriculum was redesigned and two new courses were delivered that comprised half of

the core requirements for undergraduate students seeking a degree in rehabilitation or



13

Deaf studies. These courses were (and remain) Introduction to Disability Services and

Studies, and Perspectives and Narratives of Disability. The catalogue descriptions for

these new undergraduate courses were as follows:

Introduction to Disability Services and Studies – An overview of disability in the

humanities; historical and current perspectives of rehabilitation, education, and

public policy.

Perspectives and Narratives of Disability – Exploration of disability culture and

identity throughout the lifespan with respect to family, education, employment,

public policy, and ethical issues; including the pervasive representational uses of

disability and the discrimination faced by disabled people.

Previously the curriculum had focused on service delivery as well as physical and

psychosocial aspects of disability. The new coursework focused instead on the societal

treatment of disability and balanced course materials with insider and outsider

perspectives, theories, and experiences. This new curriculum was informed, in part, by

the burgeoning body of research and writing coming out of the field of disability studies.

Linton (1998) has summarily explained disability studies as follows:

Disability studies takes for its subject matter not simply the variations that exist in

human behavior, appearance, functioning, sensory acuity, and cognitive

processing but, more crucially, the meaning we make of those variations. The

field explores the critical divisions our society makes in creating the normal

versus the pathological, the insider versus the outsider, or the competent citizen

versus the ward of the state. It is an interdisciplinary field based on a
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sociopolitical analysis of disability and informed both by the knowledge base and

methodologies used in the traditional liberal arts, and by conceptualizations and

approaches developed in areas of the new scholarship. Disability studies has

emerged as a logical base for examination of the construction and function of

"disability."

It was expected that students graduating from the University preparing for graduate

school or a career in rehabilitation or Deaf studies would be exposed to a rehabilitation

curriculum that had philosophical underpinnings in both disability studies and

rehabilitation.

It has been well researched that negative attitudes toward individuals with

disabilities held by rehabilitation professionals, will limit the scope of services generated

and provided by professionals and ultimately have a detrimental effect on a successful

rehabilitation process (e.g., Antonak & Livneh, 1988; Brodwin & Orange, 2002; Wong

et. al, 2004). In the present review of literature, no studies were identified that attempted

to examine the construction of disability among undergraduate students in disability

related majors. The present study sought to furnish information useful in informing the

design of undergraduate rehabilitation curriculum.

Many studies have assessed attitudes toward disability and toward disabled

persons. For example, previous researchers have explored factors such as contact with

disabled persons (e. g., Yuker, 1987, 1994) and attribution of control over the occurrence

of disability (e. g., Esses & Beaufoy, 1994; Linton, 1998). However, many of these

studies were designed from a medical orientation treating disability as a unitary construct
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and treating attitude as a single, stable construct. The current study treated individuals’

conceptualizations of disability and the social environment as variables rather than

disability as a primary variable. An understanding of the construction of disability and

general group attitudes among undergraduate students may inform the redesign of

curriculum by placing disability into social and political realms as opposed to individual

and medical ones. Ultimately, this distinction may lead to greater participation of

disabled persons in rehabilitation programs and curriculum that better prepares

professionals to work in a service delivery system that is based in an empowering

framework.

Recently Tregaskis (2000) identified the absence of investigation into the ways in

“which non-disabled people’s attitudes, beliefs and perspectives on disability and

impairment are constructed and maintained” (p. 344). If social and attitudinal barriers to

individuals with disabilities are to be successfully removed from the rehabilitation

process, the information that this study furnishes is critical. In other words, knowledge

about the way that undergraduate students conceptualize disability may illuminate the

content and origin of positive and negative attitudes and beliefs (McCaughey &

Strohmer, 2005).

Definition of Terms

The following terms are defined here for the purposes of this study only:

1. Disabled Person: An individual who self-identifies as having a physical or mental

impairment that substantially limits one or more major life activities (ADA,

1990).
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2. Nondisabled Person: An individual who does not meet the above definition.

3. Attitude: A positive or negative evaluation, based on belief that influences

behavior (Fishbein & Ajzen, 1975).

4. Construction of Disability: The framework one employs in conceptualizing,

understanding, or making meaning of disability.

5. Medical Model: A construction of disability whereby disability is defined

exclusively by physical or mental characteristics of an individual (e. g., Gill,

1987).

6. Sociopolitical Model: A construction of disability whereby disability is defined by

individual characteristics as well as the design of the social and political

environments.

7. Ableism: The notion that society has been built from and dominated by the

nondisabled experience and point of view (Hahn, 1987; Linton, 1998).

8. Insider Perspective: Phrase coined by Dembo indicating the frame of reference of

an individual “experiencing or evaluating his or her own behavior, feelings, or

problems” (Wright, 1983, p. 47).

Assumptions Underlying the Study

1. A social model of disability has been adopted and informs the proposed research

(Kitchin, 2000; Lloyd, Preston-Shoot, Temple & Wuu, 1996). Rather than

treating disability as a variable, and designing a study to examine the effects of

disability, the proposed project assumes a sociopolitical basis of disability.
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2. Some participants in the study will have experienced the phenomenon of

disability either personally or through a family member. This assumption was

explored in the study.

3. The amount and type of prior contact with disabled individuals reported by

participants impacted the participant’s construction of disability.

4. Participants underreported the amount of personal contact with disabled persons

due to the large number of individuals with non-visible disabilities they

encounter. The study assumed that this type of contact had little effect on the

study.

5. The attitudes of participants were presumed to be ambivalent by the researcher, as

opposed to negative. Creswell (1998) noted that a phenomenological study such

as the present one must suspend all judgment about participant attitudes until after

data have been analyzed. This notion has also been put forth by Soder (1990)

who argued that individuals "have no fixed cognitive presumption or emotions

about persons with disabilities" (p.236).

6. Underlying the phenomenological approach, there exist “essences to shared

experience” surrounding disability (Patton, 1990). That is, there are mutually

understood, core meanings of disability among participants.

7. Participants construction of disability was highly subjective and will change in the

future.

8. The study was value laden from the perspectives of the researcher. The

researcher has a personal interest in the proposed study both as a PhD student, as
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a professional in the field of disability services in higher education, and as an 

undergraduate rehabilitation educator. This undoubtedly shaped the study from

design to interpretation.

9. The study was value laden from the perspective of participants. Data were likely

affected by socially desirable responding.

10. Despite the recommendations of the APA to utilize person first language (e.g.

person with a disability), it was the intention of this author in keeping with

disability rights groups, to intermingle phrases such as "disabled persons" for

whom "disability has become a marker of the identity that the individual and the

group wish to highlight and call attention to" (Linton, 1998, p. 13).

Limitations of Study

One limitation of the study was the small number of participants (n=13). This

limits the utility of the results. It is common, however, for a phenomenological study to

have low numbers of participants (Creswell, 1988).

An important limitation of the study is the researcher’s bias. The researcher is a

rehabilitation professional at the institution where the study was completed. In his

professional capacity, he has worked for 10 years as an assistant director of the Disability

Resource Center whose mission is to promote universally designed environments and

facilitate full access through reasonable accommodations, training, collaboration and

innovative programming. On a day-to-day basis the researcher strives to assist

University faculty, staff and administrators in shifting the focus of interventions from the

individual to the design of campus environments. In many ways, most of the researcher’s



19

job related duties center upon assisting the campus to reframe the concept of disability

from an individual and medical frame of reference to a social and political one. In

addition, the researcher is a current instructor of undergraduate students, with an interest

in guiding students to explore the ways that they construct disability.

It was the duty of the researcher to be as reflexive as possible throughout the

process, to remain open and aware to all researcher elements that may have affected the

study, and to bring integrity to the research (Maso, 2003). In essence this means that the

researcher must constantly strive to understand his own role and impact upon the

formulation of research questions, design of the study, interpretation of data and the

dissemination of results. It should be noted that the researcher’s close professional

colleagues as well as members of the dissertation committee hold similar ideas, values,

and beliefs regarding the meaning of disability that impacted the design of this study and

ultimately the results.

Another limitation to the utility of the study is that any findings are specific to the

undergraduate rehabilitation curricular environment during the time in which this study

was being conducted. Ideally, the author provided a workable framework for future

research and for curriculum development. As it was the subjective experience of students

at a single institution being explored, findings may not be able to be generalized to other

institutions or environments or even future or past students within the same program.

As is common in qualitative research, no causal connection was sought, nor was

one demonstrated between construction of disability, contact with disabled persons, the

rehabilitation curriculum, or any other factors. The author attempted to illuminate central
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ideas and themes that may be generalizable to similar settings that could inform future

research and curriculum design.
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CHAPTER II

REVIEW OF THE LITERATURE

Overview and Introduction

Until the passage of the Rehabilitation Act of 1973, disability legislation dealt

with service needs of disabled individuals rather than civil rights. The Rehabilitation Act

and Amendments as well as the Americans with Disabilities Act (ADA) of 1990 have

guaranteed equal opportunity and equal access in society for disabled individuals (Moore

& Feist-Price, 1999). While the legal protections from discrimination continue to

crystallize, the definition of who is and who is not disabled is less solid. One only needs

to look to the courts and see the number of cases at local, state and federal levels to

understand how unsettled this issue is. The ADA defines disability within an individual

as “(A) A physical or mental impairment that substantially limits one or more of the

major life activities of such individual; (B) A record of such an impairment; or (C) Being

regarded as having such an impairment.” Clearly this definition is open to much

interpretation, and protection under the law depends on the interface between a particular

societal environment and the disabled individual. What is substantially limiting in one

area, may not be limiting in a different environment. This legal definition of disability

resulting from the interaction between the physical or mental characteristics of an

individual and the corresponding response of the social environment reflects the

historical shift from defining disability using a medical model to what has been termed

the socio-political or interactional model of disability (Gill, 1987; Hahn, 1985, 1988;

Linton, 1998; Wright, 1983). This shift has resulted, in part, from changing social
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consciousness, increased advocacy among disability rights groups, and changing national

leadership (Sales, 2003).

The medical model of disability defined disability exclusively by physical or

mental characteristics of an individual. It has been argued that in this model, disability

was viewed as a negative deviation from normal and interventions (individual and

societal) were aimed at fixing the individual (Gill, 1987). The sociopolitical construction

of disability defines disability by the physical and mental characteristics of an individual

as well as barriers in the social and political environments. In this model, interventions

are then aimed at the various environments where the disabled person exists in order that

all individuals have equal access (e.g. work, school, public spaces, and the internet). As

this philosophical shift from the medical to the sociopolitical model continues,

individuals and societies must continue to examine their own perspective of ableism.

That is, society has been built from and dominated by the non-disabled experience and

point of view (Hahn, 1987; Linton, 1998). Advocates of the socio-political model of

disability seek no less than “a radical transformation of societal attitudes toward disability

by attempting to eliminate the stigma attached to disability. They argue that disability is

simply a normal variation of human diversity” (Shultz & Germeroth, 1998, p. 232).

In 1994, Louis Harris and Associates were commissioned by the National

Organization on Disability (N. O. D.) to do a survey of Americans with disabilities.

Results of their survey indicated, "despite their desire to work, significant numbers of

adults with disabilities confront discrimination, unfavorable attitudes and

underemployment" (p. 7). This finding was in spite of the recognition that three in five
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disabled adults perceived an improvement in public attitudes towards disability since the

passage of the ADA. Further, 33% of working-age disabled adults believed they had

encountered job discrimination due to their disability, and 25% of those working full time

believed that employers were insensitive to disabled persons. The 2000 N. O. D. /Harris

Survey of Americans with Disabilities (Louis Harris and Associates) indicated that there

were still significant gaps between disabled and non-disabled persons in the following:

32% of working age disabled persons were employed full or part-time versus 81% of

non-disabled persons; 22% of disabled persons did not finish high school as opposed to

9% of non-disabled persons; 30% of disabled Americans versus 10% of non-disabled

persons considered inadequate transportation a problem; and, disabled persons engaged

in 15% less socializing than non-disabled persons. Further, while 67% of non-disabled

Americans said they were very satisfied with life in general, less than half that many

disabled Americans (33%) reported the same level of life satisfaction. Clearly, while

improvements have been made in societal attitudes toward disability since the enactment

of the ADA, many barriers continue to exist limiting full participation in American

society by disabled persons.

Attitudes toward disability and toward disabled persons have received much

attention in the rehabilitation and social psychology literature. Defining attitude through

a reading of the literature is not an easy task. A check of the Merriam Webster’s

Collegiate Dictionary (2006, On-line) reveals the following relevant definitions of

attitude:
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A position assumed for a specific purpose… an organismic state of readiness to

respond in a characteristic way to a stimulus (as an object, concept, or

situation)…A mental position with regard to a fact or a state: a feeling or emotion

toward a fact or a state...a negative or hostile state of mind.

Throughout the rehabilitation and social psychology literature, many definitions of

attitude exist, each with the flavor of the researcher putting forth the definition. It is

generally agreed that attitudes are multi-dimensional and are often thought of in a

categorical manner, consisting of cognitive, affective and behavioral components

(Antonak & Livneh, 1988). For the purposes of the present review, "attitude" is defined

more simply as a positive or negative evaluation of disability, based on belief, which

influences behavior (Fishbein & Ajzen, 1975). The intent of this chapter is to explore

the sociopolitical construction of disability as it relates to research on disability and

disabled persons. The chapter will begin with a detailed discussion of the construction of

disability. In light of this analysis, problems of research on attitudes toward disabled

persons will be reviewed. Finally, implications for the proposed research will be

presented.

Construction of Disability

The Use of Language

Perhaps the easiest way to spark controversy and discussion surrounding

disability is through the words one chooses to use in description. Much change has taken

place in the academic culture regarding person-first language (i.e. "the epileptic" versus

"the person with epilepsy"). In acknowledging that within the disabled community
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agreement on person first language is not unanimous, this author has interchanged the

terms “person with a disability” and “disabled person” (Linton, 1998). Patterson and

Witten (1987) published a study in which they utilized different language constructs in a

direct measurement of attitudes toward disability. Participants were administered the

Attitudes Towards Disabled Persons Scale (ATDP) and had the scale's original language

of "disabled person" replaced with either "person with a disability" or "the disabled".

The authors found no significant differences in the attitudes demonstrated by the

respondents when presented with these differing constructs.

The Medical Model

As mentioned, the medical model of disability defined disability by a person's

physical or mental characteristics. Disability studies scholars have argued that in this

model, disability was considered a negative deviation from normal, and a defect or a

deficiency to be fixed (Gill, 1987; Hahn, 1985, 1987, Linton, 1998). Interventions were

similarly aimed at the individual in an attempt to cure or rehabilitate that which was not

normal. The medical model of disability framed the basis for public policy development

and prior to the Rehabilitation Act of 1973, no consideration was made to create laws that

had environmental and societal implications (Hahn, 1985, Moore & Feist-Price, 1999).

Early in American history, individuals with disabilities were not considered

worthy of equal rights. Baynton (2002) has provided an in-depth exploration of slavery

and the women’s suffrage movements. He addressed the ways in which Blacks and

women were viewed by society as disabled. Blacks were widely regarded as biologically

inferior and were considered mentally impaired. In denying women the right to vote,
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society demonstrated the assumption that women were emotionally and intellectually

unable to exercise informed choice. This societal devaluation of disability was pervasive.

Baynton explained that as the suffragists battled for the right to vote, the argument that

they made was that they were not disabled. The implicit message was that people with

disabilities were unable to exercise informed choice, however, being a woman was not

equivalent to being disabled.

A primary example of the historic influence of the medical model on public

policy is the United States Social Security Administration benefits program.

Supplemental security income (SSI) and social security disability income (SSDI) benefits

were provided to individuals with a diagnosed disability. These programs focus on the

disabled person’s limitations to work. Until the 1999 Ticket to Work and Work

Incentives Improvement Act (TWWIIA), little emphasis was placed on changing the

social or political environment that may allow individuals with disabilities to work, thus

reinforcing the principles of the medical model of disability (Moore & Feist-Price, 1999).

The medical model of disability has had several detrimental effects on the lives of

disabled individuals. One negative result of the medical model was the categorization of

disabled persons by their disability (Hahn, 1985, 1987; Linton, 1998). "A medical

definition not only imposes a presumption of biological or physiological inferiority upon

disabled persons, but it also inhibits a recognition of the social and structural sources of

disability" (Hahn, 1985, p. 89). According to Hahn (1987), this categorization had the

effect of depoliticizing disability and fragmented the community of disabled persons by

highlighting the functional characteristics that separated them, rather than the common
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barriers they faced and social and political experiences they shared. The medical model

of disability required disabled persons to adapt and adjust to live in American society. To

borrow from Wright (1983), they could "cope" or "succumb." In Hahn's view, "a

corresponding obligation on policy-makers to create an environment which can

accommodate the needs and desires of citizens with disabilities" was lacking (1985, p.

89).

Gill (1987) wrote that the continued application of the medical model of disability

served to reinforce "society's avoidance of responsibility for accommodating disabled

citizens" (p. 53). She went further and discussed the impact of this model on the self-

esteem of disabled individuals. She argued that as society continued to focus on

impairments within the individual, the negative feelings and frustrations experienced by

disabled persons all continued to flow inward. According to Gill, an acknowledgement

of societal components of disability could turn the emotions outward and disabled

individuals could focus on public policy and barriers in the environment. The application

of the medical model, and an individual's disability being treated as the singular aspect of

their identity has led to the "spread" effect (Wright; 1983). That is, non-disabled

individuals perceived all facets of the of the disabled person’s life as affected by the

disability. Linton (1998) summed up the medical model as follows:

The medicalization of disability casts variation as deviance from the norm, as

pathological condition, as deficit, and, significantly, as an individual burden and

personal tragedy. Society in agreeing to assign medical meaning to disability,

colludes to keep the issue within the purview of the medical establishment, to
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keep it a personal matter and "treat" the condition and the person with the

condition rather than "treating" the social processes and policies that constrict

disabled people's lives (p.11).

The Economic Model

Alongside the medical model of disability, an economic model of disability has

been recognized. The economic model of disability expanded the focus of disability from

physical and mental impairments to limitations in the amount or type of work an

individual could perform (Hahn, 1985, 1987; Moore & Feist-Price, 1999). This model

equated disability with unemployability and was limited mainly to the realm of public

policy and government officials. According to Hahn (1987), who has written extensively

on the economic model of disability, the underlying assumption of the model was faulty.

This assumption was that a person's ability to work was determined mainly by his/her

functional capacities. This construction of disability was not a lasting one, as the

economic model centered on the “roles and tasks associated with work to the exclusion of

other social rights and responsibilities" (p. 92). Hahn added that "not only is this

emphasis incompatible with the standards of contemporary economies, but it has also

appeared to prevent many disabled persons from upgrading their skills for service,

managerial, or professional positions" (p. 93). Further, similar to the medical model, the

economic model diverted attention from societal barriers experienced by disabled persons

to the disabled individuals themselves. In addition, technological advances were

continuously moving society away from an economy based on manual labor (Moore &

Feist-Price, 1999).



29

The Sociopolitical Construction of Disability

Growing out of the medical and economic models of disability, the civil rights

movements of the 1960's, and an increased awareness on the part of disabled persons of

societal attitudes and behaviors around disability, the sociopolitical construction of

disability emerged (Hahn, 1985, 1987, 1998; Moore & Feist-Price, 1999; Scotch, 1988).

According to Scotch (1988), the sociopolitical definition of disability was required for

disabled individuals to come together as a broadly based social movement. A label was

needed that treated disabled persons as a group "who had the potential for political action,

and who were unfairly excluded from mainstream social institutions on the basis of their

physical or mental impairments" (p. 163). This social and political construction of

disability is defined by the physical or mental characteristics of an individual and the

corresponding response of the social environment (Gill, 1987; Hahn, 1985, 1987, 1988;

Linton, 1998; Moore & Feist Price, 1999; Schultz & Germeroth, 1998; Scotch, 1988). In

this model, individual and societal interventions are aimed at the environment (as

opposed to the individual) so that all persons have equal access and equal opportunity in

society (Gill, 1987).

To clearly illustrate the difference between the medical model and the

sociopolitical construction of disability, the reader could imagine a deaf individual

looking for employment through the usual means of searching job postings and sending

out resumes. Each phone call with a potential employer would require the telephone

relay system, and each face to face interaction would require an interpreter to be arranged

by the job seeker. While many large companies and institutions may have procedures for
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arranging interpreting, it would be difficult for the job seeker to have accommodation in

the application and interview process at a small business. In this scenario, the medical

model of disability placed the disability within the person: It was the deafness that was

disabling, and the individual’s responsibility to make necessary arrangements to be able

to fully access and compete equally in the job marketplace.

The sociopolitical construction of disability places the disability in the

environment. To illustrate, imagine a Deaf job seeker in the following environment, a

historical contribution from Martha's Vineyard in Massachusetts:

There, from the 17th to the early 20th century, the large number of individuals

born with a recessively inherited form of profound congenital deafness resulted in

a linguistic adaptation. The majority of the hearing population became bilingual

in English and sign language (Scheer & Groce, 1988, p. 31).

This was not the result of any public policy; rather, there were so many individuals in

society that were deaf, that it became advantageous to learn sign language. In Martha's

Vineyard, for three centuries, deafness was simply a part of the fabric of society (Scheer

& Groce, 1988). A Deaf job seeker in Martha’s Vineyard would have been treated as any

other applicant. Taken together, these scenarios have highlighted the distinction between

disability, as framed within an individual, and disability, as resulting from the interaction

between an individual’s functional characteristics and the response of the environment.

According to Scheer and Groce (1988), "the participation of people with disabilities in

social life is part of our common human heritage - it is nothing new" (p. 36).
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Despite the above example of how disability can be socially constructed, visible

phenotypic characteristics are still commonly used to categorize individuals' identities

(Wright, 1983). Throughout history, characteristics such as skin color and gender have

been utilized as a means of separation and discrimination (Baynton, 2001; Hahn, 1985).

Accordingly, redefining disability has not been the singular purpose of the disability

rights movement. Disabled individuals are seeking changes in policies as well, in order

that they have equal access to all environments (Scotch, 1988). Examples of such

changes are architectural guidelines for construction of buildings, equal opportunity

policies and practices in hiring and admissions, and even a redesign of the instructional

environment in schools so that each individual has an opportunity to learn, and to

demonstrate the knowledge and skills they have gained. Scotch (1988) added that "when

access to societal institutions is defined as a right, it becomes virtually unconditional.

Removing the architectural barriers to public buildings becomes analogous to abolishing

the poll tax, a necessary guarantee of equity in our society" (p. 169).

According to Hahn (1985) as well as Gill (1987), another goal of the

sociopolitical construction of disability is to accurately reflect the experience of disabled

persons, particularly from what Wright (1983) termed the "insider" perspective. Relative

to disability, the insider perspective can be explained as the subjective, first person

experience and world view of a disabled individual. This is in contrast to the outsider

perspective which is the subjective, third person view of disability. The outsider

perspective implies that an individual outside of the disability experience has to some

extent reframed the experience of disability through their own world view.
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Looking at the results of the 2000 N. O. D./Harris Survey of Americans with

Disabilities (Louis Harris and Associates), two things are observable: First, the insider

perspective is invaluable in determining future directions for the disability rights

movement as well as for disability policy and service development; and second, people

with a wide range of disabilities share common experiences in American society. This

common experience of disabled persons "who have begun to acknowledge their common

treatment by a society which generally devalues and fears disability" (Gill, 1987, p. 51)

has been likened to that of other minority groups (Conyers, 2003; Gill, 1987; Hahn, 1985,

1987, 1988; Moore & Feist-Price, 1999; Schultz & Germeroth, 1998; Swain, Griffiths, &

Heyman, 2003). Many disabled persons have reported that their problems generally arise

from prejudice and discrimination rather than their functional limitations or biological

differences (e.g., Hahn, 1987; Conyers, 2003; Swain, Griffiths, & Heyman, 2003).

Societal problems confronting disabled persons such as prejudice and

discrimination, as well as segregation and bias can and have been altered by government

policy aimed at guaranteeing equal rights (Hahn, 1987). Hahn argued that ultimately

disability is defined by government policy. Further, as the problems confronting disabled

persons are not confined to their functional characteristics, the solutions to the problems

cannot be confined to improvement in functional or occupational limitations (Gill, 1987;

Hahn, 1987; Meyerson, 1988). Hahn underscored two assumptions that underlie the

sociopolitical construction of disability. The first was that this construction "is founded

on a realization that all aspects of the environment - including architecture,

communications, and other settings that provide a context for human interactions - are



33

fundamentally molded by public policy" (1985, p. 95). The second assumption was that

"the policies shaping the environment are a reflection of prevalent societal attitudes and

values" (p.95). Hahn (1987) later posited that consciously or unconsciously, the non-

disabled majority in American society held unfavorable attitudes toward disabled

persons.

Much of the literature related to the construction of disability detailed in this

chapter reflects seminal works and foundational thinking that has emerged from the

academic discipline of disability studies. This body of work emerged relatively early in

the evolution of disability studies literature and, few studies or articles are currently

undertaken for publication that examine the construction of disability in broad ways.

(These topics have moved primarily into the realms of personal narrative; for example,

My Body Politic, Linton, 2006). The recent state of the art in U. S. disability studies

research has moved into the realms of exploring representations of disability within

academic disciplines such as anthropology, education, geography, and public health, as

well as exploring emerging issues in the study of disability law and policy. In addition to

these types of inquiry, there has been a burgeoning body of research coming out of the

United Kingdom relating to the intersection of disability with political and legal systems

throughout the world. Recent research has examined these intersections in countries

including (but not limited too) Lebanon, India, Canada, China, The Czech Republic,

Sweden, Sierra Leone, and Nepal (Barten, 2006).
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Issues in Disability Research

The Multidimensional Nature of Attitudes Toward Disabled Persons

Fishbein and Ajzen (1975) proposed that attitudes are learned, and influence

behavior. It is generally agreed upon in the literature that attitudes toward disability are

multidimensional and changing in nature (Antonak & Livneh, 1988; Fine & Asch, 1988;

Kerr & Bodman, 1994; Lee & Rodda, 1994; Livneh & Antonak, 1994; Linkowski, 1994;

Linton, 1988; Wright, 1988; Yuker, 1994). Linkowski (1994) pointed out the many

levels of attitude and how "we refer to them as overt and covert; direct and indirect;

cognitive, affective, behavioral and physiological; conscious and unconscious; verbal and

nonverbal; etc. And they can vary over time" (p. 141). Lee and Rodda (1994) identified

several components of attitudes toward disability. They discussed attitudes learned from

parents and significant others by children as well as the notion that "pervasive socio-

cultural conditioning continues to reinforce the false beliefs about disability acquired in

childhood" (p. 231). The authors further examined ways that "unfamiliar situations" and

"the fear of social ostracism" (p. 231) affect attitudes held toward disability and disabled

persons, and they revisited the “spread phenomenon” as discussed by Wright (1983).

The spread phenomenon is when a non-disabled individual attributes aspects of a

disabled individual’s personality, behavior or functioning to the disability, regardless of

any actual relationship to the disability. Finally, Lee and Rodda reviewed several studies

that examined the role of accurate information and contact with disabled persons in

determining attitudes.
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In relation to attitudes towards disabled persons, Yuker (1994) offered a paradigm

whereby attitudes were a function of the following:

(a) non-disabled person characteristics, particularly information and contact; (b)

perceived disabled person characteristics and behavior, including both disability

characteristics such as type and severity, and non-disability characteristics such as

social skills and intelligence; and (c) other variables such as context, group norms

and method variables (p. 4).

In Yuker’s view the first of the above variables, information (beliefs) and contact exert

the largest influence on attitudes toward disabled persons (1987; 1994). Recently,

Kampfe et al. (2006) surveyed the literature surrounding the association between attitudes

toward disability and contact with disabled persons. The authors found that causality can

not be assumed between both casual or close personal contact, and attitudes. None of the

research surveyed by the authors found associations between contact with disabled

persons and negative attitudes toward disability. Casual contact, however, was often but

not always associated with positive attitudes toward disability.

Yuker (1994) believed that an individual's beliefs were a result of several

influences in addition to contact such as attitudes learned from family and significant

others and effects of education and the popular media. Gordon, Minnes, and Holden

(1990) also studied the structure of attitudes toward disability and found that “disability

and situation contribute to attitudes interactively in a manner reflecting elements of social

stigma, social distance, and the negatively perceived functional limitations of disabling

conditions” (p. 86).
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Similar to other researchers, Esses and Beaufoy (1994) addressed emotions,

stereotypes, and beliefs as components of attitudes toward disability. They studied an

additional variable as well, the attribution of control over the occurrence of the disability.

The authors found that "high attributions of control and negative emotions were

predictive of especially unfavorable attitudes" (p. 59). Linton (1998) added to this

discussion of attribution of control with her position that language has served to reinforce

the stereotypes applied to disabled persons. For example, the phrase victim of AIDS

implies a lack of control over the disability and as a result, a respondent in research may

indicate more favorable attitudes than if more control over the disability was perceived.

Further, Linton pointed out that "Using this language [of control over disability]

attributes life, power, and intention to the condition and disempowers the person with the

disability rendering him or her helpless and passive" (p. 25).

In addition to the variables described above, Kampfe et al. (2006) surveyed the

past 10 years literature surrounding the associations between attitudes toward disability

and variables such as gender, knowledge and training, education, cultural background,

and age. The authors discovered that findings were mixed across studies of all variables

except age, which was consistently found to be unrelated to attitude toward disability.

Due to the lack of consistency across the body of literature that the authors surveyed, no

definite conclusions were reached regarding the association between attitudes toward

disability and variables examined in the literature.

Despite agreement on the multidimensional nature of attitudes, assessment of

attitudes, like much disability research, has often assumed a single, stable attitude toward
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disabled individuals that is uninfluenced by circumstance or setting (Linkowski, 1994;

Soder, 1990). Even the widely used ATDP was constructed as a unidimensional scale

(Barrett & Pullo, 1993; Antonak & Livneh, 1988, Soder, 1990). According to Barrett and

Pullo (1993), this straight continuum of attitude from accepting on one end to rejecting

on the other end “may be too simplistic a foundation on which to build a measurement

tool” (p. 125). According to Soder (1990), the focus in attitude research on the

categorization and structure of thinking of respondents, has led to a disregard of what

people actually think. Soder (1990) further argued that attitudes toward disability have

generally been presumed to be negative (or occasionally positive) by the researcher when

they may have been ambivalent. Soder stated that:

People are ambivalent because of conflicting values, that are both deeply felt and

not easily handled in concrete situations. Ambivalence means that people have

no fixed cognitive presumption or emotions about persons with disabilities. The

behavior in a concrete situation can therefore not be predicted by any superficial

attitude measure (p. 236).

Disability Research and the Fundamental Negative Bias

The concept of the fundamental negative bias and possible corrections has been

discussed at length by Wright (1988). In explaining the fundamental negative bias,

Wright identified three conditions that when taken together lead to negative attitudes.

She wrote that when "something is perceived as negative (value aspect), and stands out

(saliency aspect) in a sparse context (internal or external)…the resulting attitudes are
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negative" (p. 19). Wright recognized the dangers of the fundamental negative bias in

disability research, several of which are useful to the present discussion.

First, the fundamental negative bias has resulted in disability being treated as the

salient feature in many disability related research studies (Antonak & Livneh, 1988;

Linkowski, 1994; Linton, 1998; Soder, 1990; Wright, 1988). One way this has been

evidenced is by what Wright termed "the problem of comparison groups" (p. 13). Too

often, disability has been treated as a one-dimensional characteristic (the independent

variable) and differences between groups are too quickly attributed to disability alone,

without an examination of confounding variables. Individuals have been labeled (e. g. the

Attitudes Toward Disabled Persons Scale (ATDP), Yuker, 1986) as "the disabled" or

categorized without regard to person or context (Antonak & Livneh, 1988; Fine & Asch,

1988; Kerr & Bodman, 1994; Linton, 1998). Further, the fundamental negative bias is

evidenced in the scarce attention to similarities between groups. Research efforts have

been aimed at rejecting the null hypothesis and this is what Wright termed the "problem

of statistical significance" (p.15). The plethora of attitude research that has focused on

identifying data about average behavior led Kerr and Bodman (1994) to remind us

"People - not arithmetic means - have attitudes" (p.104).

The fundamental negative bias has also resulted in many studies of attitude that have

examined respondent’s reactions to strangers (either in person or in a paper and pencil

assessment) while providing little or no context. Wright termed this the "problem of

relationships with strangers" (p.10). Finally, Wright addressed the "problem of attitude

tests of stereotypes" (p.12). In this condition, the fundamental negative bias has resulted
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in studies and assessments whose language "is likely to give rise to negative mindset in

answering the items, especially because the label [disability] is an abstraction, separated

from particular people and circumstances" (p.12). Even when researchers make

necessary methodological attempts to reduce bias, researcher attitudes have shown

themselves in publication. Note the following example: In the first two sentences of their

1994 study titled Determinants of attitudes toward people with disabilities, Esses and

Beaufoy stated "A person with a disability has two barriers to face. The first is the

inconvenience of a disability" (p. 43). The stated negative attitude held by the

researchers, that disability is an inconvenience, lead the reader to critically examine how

this bias may have affected the research.

Disability as a Unitary Construct in Research

Similar to the problem of attitudes being treated unidimensionally in research,

several authors have addressed the ways that research related to disability treats disability

as a unitary construct (Fine & Asch, 1988; Kerr & Bodman, 1994; Linton, 1998; Soder,

1990;). In other words, disability has been fundamentally assumed to be a condition or

status that is the same from one individual to the next or from time to time. Linton

(1998) stated that

[T]he weight and valence assigned to disability are not fixed; they are the

products of the prevailing belief systems, social positioning of disabled people,

the rights and freedoms accorded to disabled people at the time and place of the

study, the degree of integration of disabled people in the community, and a host
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of other tangible and intangible factors. Those contingencies are rarely studied

(p.101).

This faulty assumption has resulted in studies treating disability as an independent

variable, and disabled persons as an undifferentiated group (Kerr & Bodman, 1994).

Obviously, the physical and mental characteristics associated with disability are

numerous. Equally numerous are the social characteristics of disabled persons and the

social environments where disabled persons exist. When disability is treated

unidimensionally, these characteristics are neglected. Kerr and Bodman (1994) added

that too often, researchers fail to consider environmental effects in the creation of

attitudinal barriers. According to Soder (1990), research questions are derived under the

assumption that the division of people into the disabled and the nondisabled “is so

meaningful that it is relevant to compare disabled with the non-disabled according to how

grouchy they are or how easy they are to get along with” (p. 230).

Resulting from the treatment of disability as a unidimensional construct, Fine and

Asch (1988) identified five assumptions about disability that are common in research.

First, when disability is treated as an independent variable, there is no distinction between

the disability and the person with the disability and further, disability is treated as the

cause of others attitudes. Ironically, “Disability is portrayed as the variable that predicts

the outcome of social interaction when, in fact, social contexts shape the meaning of

disability in a persons life” (p. 9). Second, researchers often assume that barriers faced

by disabled persons result from the functional impairment(s) of the individual alone.

Third, Fine and Asch provided several examples from the research literature of disabled



41

persons being described as victims. Further, the assumption by many researchers is that

the disability condition creates the victimization as opposed to the social environment.

The fourth assumption identified was that disability is treated as “central to the disabled

person’s self-concept, self-definition, social comparisons, and reference groups” (p. 11).

The authors proposed that the cause of this might be that disability is salient for many

nondisabled persons and as a result is assumed to be salient for disabled persons. The

last assumption identified by Fine and Asch is that in research, disability is often equated

with a need for assistance and social support. Further, disabled persons are consistently

portrayed as recipients and not providers of help and support.

An example of the effects of disability being treated as the salient feature of

research have been demonstrated by Grayson and Marini (1996). The authors studied the

impact of disability simulations on attitudes toward persons with disabilities. Subjects in

the study were graduate students in rehabilitation counseling. The study was performed

with two different classes of students (in consecutive years). One group of students

completed a simulation exercise and the other did not. The authors sought to examine the

effects of disability simulations on the students’ perceptions of disabled persons.

Disability was the salient feature of this study as all other personal characteristics of

disabled individuals were disregarded in the simulation exercise. Statistical analysis led

the authors to conclude, “there may be an association between exposing nondisabled

persons to one-time sensitivity disability experiences and creating greater attitudinal

barriers focusing on perceived differences” (p.130). The lack of context provided by

researchers in this study offers participants no insider perspective and maintains
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participants as outsiders. The lack of insider information has sharpened the focus of the

experiment on differences and obstacles, and has not included similarities and solutions.

Therefore, resulting data must be interpreted in this light.

Lack of Participation of Disabled Persons in Research Design

Disability and rehabilitation research has frequently neglected to include persons

with disabilities in the research design (Fine & Asch, 1988; Linton, 1998; Lloyd et al,.

1996; Mpofu, et al, 1998). Linton phrased the question well when she asked “What

perspectives inform the choice of variables, theories to be tested, interpretive frameworks

to be employed, and subjects/objects to be studied? How has the research agenda been

influenced by the absence of disabled people in academic positions?” (1998, p. 72). Fine

and Asch (1994) pointed out that as research questions are constructed by persons outside

of the disability experience, the researcher is distanced from the disability experience and

disabled persons become the objects of study rather than the subject of study. Further,

much research “has been conducted without substantial contact with people with

disabilities” (p.17).

Makas (1988) studied positive attitudes towards disability from the perspectives

of both disabled and nondisabled persons. Disabled persons’ perceptions of what

constituted positive attitudes fits well with a socio-political construction of disability.

Persons with disabilities identified positive attitudes as “dispensing with the special

category of disability entirely, or promoting attitudes that defend the civil and social

rights of disabled persons” (p.58). Nondisabled persons’ perceptions of positive attitudes

depicted “a desire to be nice, helpful, and ultimately place the disabled person in a needy
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situation” (p. 58). This difference in the meaning of positive attitudes between disabled

and nondisabled persons highlights the drastic need for participation by disabled persons

in formulating and conducting research. Makas concludes that methodology that

excludes disabled persons in its formulation “reinforces the view that disabled people are

passive recipients of social interaction, rather than active social negotiators in interactions

with non-disabled people” (p.59)

Studies that are conducted in the absence of disabled persons often reflect the

medical model of disability (Linton, 1998). This is evident in research designs that

attempt to categorize disabled persons by disability. For example, Olkin and Howson

(1994) examined attitudes toward disability and created a hierarchy of stigma toward

various disabilities. They noted, “it is no longer appropriate to target the generically-

labeled disabled. These results suggest that efforts may be more effective if tailored to

specific views, images, conceptions and misconceptions of specific disabilities” (p. 93).

The implications of this study suggest in the author’s own words “a greater need for

matching between strategies and target disabilities” (p. 94). Given the current socio-

political construction of disability, research that included disabled persons in its design

would focus instead on societal intervention and shared experiences of disabled persons

rather than differences.

Implications for the Current Research

The present review has detailed a changing construction of disability from that of

a medical model to a socio-political model, emphasizing barriers in social and political

environments rather than mental or physical characteristics. Research on disability has
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not kept up with this shift and, as a result, studies are being undertaken that originate

from a medical model orientation with findings that are limited in their utility (Meyerson,

1988). Several researchers have offered suggestions for improving research that would

more closely represent a socio-political construction of disability.

Minimizing the Fundamental Negative Bias

In her discussion of the fundamental negative bias, Wright (1988) has put forth

several considerations for improving research. In Wright’s opinion, researchers should:

limit generalizations of findings to stranger relationships when stranger relationships

were examined; balance the number of positively and negatively worded items; debrief

subjects to minimize stereotyping effects of attitude measurement; devote equal attention

to similarities between disabled and non-disabled groups as differences; be aware of

differences between the “insider” and “outsider” perspective when interpreting findings;

be wary of interpreting findings in terms of the characteristics of the label applied to the

group; and, be aware of the influences of the fundamental negative bias on research.

In an effort to minimize the influence of the fundamental negative bias in the

design of the present study, several things were considered. First, disability was not

treated as a salient feature of the study. In other words, disability was not the subject of

study, rather participants’ construction of the phenomenon of disability was explored. In

addition, the present study utilized qualitative methods to avoid a design that would

invariably focus on rejecting a null hypothesis, and examining differences between

groups. Prior to the study, and throughout the design of course assignments and

interviews, stereotyping language was avoided and participants were repeatedly expected
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to address ways in which stereotypes regarding disability were replicated and challenged.

Finally, to increase sensitivity to insider and outsider perspectives, participants were

provided the opportunity to self-identify as disabled and detail their personal experiences

with disability and individuals with disabilities.

Basing the Research Design within a Sociopolitical Framework

Ultimately, research based in historical definitions of disability results in data and

knowledge that are of limited utility (Meyerson, 1988). In the words of Linton:

In this picture, disability is the causal agent, bringing about a response that is

mediated by the personal and demographic characteristics of nondisabled people,

which are said to relate to the quality and intensity of the response. It is as if

disability and disabled people have been assigned a particular weight and valence

that everyone agrees upon, and then what gets measured is the variation in

nondisabled people that results in different responses (1998, p.101).

Kerr and Bodman (1994) stated “if the laws of human behavior have exceptionless

validity, then people with disabilities are governed by the same principles as everyone

else” (p.107). The authors have posited that researchers have continued to take process

or interaction variables, and transform them into person variables for the sake of research

design. The present study utilized several suggestions Kerr and Bodman offered for

researchers attempting to conduct attitude research that is in line with a socio-political

definition of disability. They suggested that researchers: obtain more information about

fewer people, using open ended questions as opposed to forced choice responses;

emphasize accurate recording and reporting of attitudes and behaviors; focus on and
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directly measure the interaction between the person and the social environment rather

than on either variable alone; emphasize the range of responses rather than just those that

fit within the normal distribution; and, be willing to exercise rigor in the measurement of

variables that are more likely to be on nominal and ordinal scales rather than interval

ones.

Yuker (1994) recommended that researchers attempt to answer the question

“what attributes are important to whom in what context?” (p. 10). This is an excellent

question to consider in designing research that fits with the sociopolitical construction of

disability, and it is imperative that disabled persons play significant roles in determining

the research agenda and in formulating studies. With disabled persons in these critical

roles, research may be conducted where disability is not the salient feature of study, and

the societal treatment of disabled persons is addressed. This study relied heavily upon

the researcher’s continuous involvement within the disability community. In fact, the

research question, itself, was derived from extensive conversations with individuals with

disabilities, and materials were developed in consultation with disability studies scholars.

Further, individuals with disabilities assisted in carrying out the research and reviewing

interpretations of the data.

Returning to Fine and Asch’s statement that “Disability is [frequently] portrayed

as the variable that predicts the outcome of social interaction when, in fact, social

contexts shape the meaning of disability in a persons life” (1994, p. 9), the present study

did not assume that there was a predictive or causal relationship between disability and

any outcome. Fine and Asch addressed issues whereby researchers assumed that social
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barriers resulted from an individual’s impairment alone, and that individuals with

disabilities were consistently assumed to be recipients of help rather than providers. In

designing the present study, this researcher rejected the assumption that barriers to social

participation result strictly from physical or mental impairment. Further, individuals with

disabilities were provided with a level of control in the design of the study and were

continuously utilized as expert consultants.
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CHAPTER III

RESEARCH METHODOLOGY

General Research Design

This study was a phenomenological investigation of the construction of disability

among undergraduate students in disability-related majors at a large research university

in the souhwest. Phenomenology has its roots in German philosophy and focuses on in-

depth meanings of particular aspects of experience (Rossman & Rallis, 1998).

Phenomenological study explores “the meaning of the lived experience for several

individuals about a concept…phenomenologists explore the structures of consciousness

in human experiences” (Creswell, 1998, p. 51). Additionally, this approach suspends

judgment as to what is the true phenomenon under evaluation, and it refuses the “subject-

object dichotomy” that is prevalent in much research (Creswell, 1998). In this study, the

reality of disability “is only perceived within the meaning of the experience of an

individual” (Creswell, 1998, p. 53).

Creswell (1998) suggested that the entire phenomenological study attempts to

answer one over-arching question. In this case: How do undergraduate students in

disability-related majors construct disability? To answer this question, existing data were

utilized. Sources of data were the assignments that consenting participants completed in

meeting the requirements of a course on Disability Perspectives and Narratives during the

spring 2005 term. Throughout the term, all students enrolled in the course were required

to complete three written assignments, and to complete an individual interview related to
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their construction of disability. Only students who consented to participate had their data

utilized in the present study.

In explaining emancipatory disability research, Barnes wrote that “emancipatory

disability research is about the demystification of the structures and processes which

create disability, and the establishment of a workable dialogue between the research

community and disabled people” (1992, p.122). This researcher has attempted to meet

this expectation in every regard. In response to Linton’s question of “what perspectives

inform the choice of variables, theories to be tested, interpretive frameworks to be

employed, and subjects/objects to be studied?” (1998, p. 72), the researcher has consulted

extensively with individuals with disabilities to create the research question and design

this study. Further, disability studies scholars and other individuals with disabilities were

consulted throughout the design of the course assignments and interview questions. In

addition, participants and disability studies experts were consulted to review

interpretations of the data.

Research Setting and Participants

The study was completed at a large research university in the southwest. The

University is a four-year, public, research-one institution with an enrollment of

approximately 36,000 students at both the undergraduate and graduate level. There are

approximately 1500 faculty instructors and approximately 1300 graduate teaching

assistants.

As a group, participants in the study met the following criteria:

1. There were both male and female participants.
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2. There were disabled and non-disabled individuals.

3. They represented students who were classified as Juniors and Seniors.

4. They had English as a primary language.

Participants were sampled from undergraduates who were enrolled in Disability

Perspectives and Narratives during the spring 2005 term. This sample was not randomly

selected, this was a sample of convenience to the researcher. The course was a required

course for Deaf studies and rehabilitation majors, and as a result, data to address the

research question were already available. Individuals whose data were used in this study

did not have to commit to a time consuming process outside of what they had already

committed to for course credit. The sample was somewhat stratified in that there were

participants at various stages of their education and those with and without disabilities.

Data Collection Procedures

All participant recruitment and consent procedures were completed during the

summer following students’ participation in the Disability Perspectives and Narratives

course. Prior to selection, potential participants were invited to participate via email.

Those individuals who responded were provided informed consent (See Appendices A

and B). Thirteen participants gave consent to the researcher to utilize existing written

assignments and interview transcripts from their participation in the Disability

Perspectives and Narratives course. All data was generated within the existing structure

of the Disability Perspectives and Narratives course and there was no benefit associated

with participation in this study. Please see Appendix C for the course syllabus.
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Assignments

All students completed three written assignments throughout the course.

Assignments can be found in Appendix C. The first assignment was a review of the

movie “The Station Agent” and required students to explore their own construction of

disability as well as the ways that the film replicated and challenged stereotypes of

disability. The lead character in the film, Finbar (Fin) McBride, is a little person and is

portrayed by an actor who is a little person. The movie explores the relationships

between Fin and several other characters in a small town in rural New Jersey.

The second assignment, “The Disability Journey,” was modeled after a commonly

used assignment called “The Gender Journey” where students were asked to consider all

the events of their lives and then to imagine their same lives as if they were disabled (or

not disabled if in fact they were). Students were asked to address such concepts as

power, privilege, opportunity and restraint. The final assignment asked students to

discuss various insider perspectives of disability, bringing in examples from the

narratives they read throughout the semester. In addition, students were asked to

consider differences in the disability experience for men and women.

Interviews

As part of the course, each participant completed one personal interview, and

reviewed the transcript of the interview for accuracy. (See Appendix E for samples of

interview and assignment data). The interviews were completed the first two weeks in

April, which was approximately 2/3 of the way through the course. A general interview

guide approach was used (see Appendix D) to ensure that the same general information
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was obtained from all students, while allowing the interviewer the freedom to explore in-

depth and ask questions that illuminated participants’ subjective experiences (Patton,

1990). According to Seidman (1998), an assumption of in-depth interviewing as research

is that the meaning individuals derive from their lived experience will affect their

behavior. Further, rigorously and carefully implemented in-depth “interviewing allows

us to put behavior in context and provides access to understanding their [participants]

action” (p.4). Initial interview questions were developed by the course instructor. Once

initial questions were developed, they were field tested through distribution to

rehabilitation and disability studies scholars for feedback. Once final interview questions

were determined, interviews were conducted by two trained graduate students, one of

whom received independent study credit in part for assisting with this research process.

Training of these interviewers consisted of readings from Seidman (1998), followed by a

discussion of topics related to interviewing skills and behaviors.

Above all, in the design and implementation of the study, ethical standards were

adhered to and continuously evaluated. There were potential dilemmas given the

researchers dual role as a rehabilitation professional at the university, an instructor of the

Disability Perspectives and Narratives course and as a researcher. For example, it was

possible that in the process of this study, the researcher could have become aware of

participant activity that violated the student code of conduct. Such matters, while

unlikely, must be handled carefully should they arise. Fontana and Frey (1995) pointed

out that in essence, most of research conducted by traditional in-depth interviewing is

consciously or unconsciously unethical. “The techniques and tactics of interviewing are
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really ways of manipulating respondents while treating them as objects or numbers rather

than individual human beings. Should the quest for objectivity supersede the human side

of those we study?” (p.373). This question needed to be addressed continuously.

Data Analysis Procedures

Prior to beginning analysis, the researcher conducted a self-interview [refer to

Appendix F]. This self-interview was completed to gain insight into the author’s own

views and biases that may have affected the study. Questions for the self-interview were

the same as questions addressed by participants and were asked by a colleague. The

researcher answered the questions orally and audio-taped his answers for transcription.

Once this self-interview was completed, participant’s written assignments and

interview transcripts were cleared of all personally identifying information and were

assigned a number so that basic demographic information such as gender, disability

status, major and ethnicity could be linked to the data in an anonymous way. After this

was done, all participant data were entered into QSR NVivo 7 for coding and

organization. QSR NVivo 7 is a qualitative data management program that assists

researchers in organizing and managing large amounts of qualitative data in various

formats.

Coding of data was accomplished through multiple and careful reviews of the

data. In reviewing data, the researcher employed a framework described by Mason

(1996) whereby the data were read in three ways: Literally, interpretively and reflexively.

The literal reading of the data addressed such things as content, response style, words and

language constructs used. The interpretive reading focused on building a version of what
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the researcher believed the data meant and any inferences that could be made. The

reflexive reading was an attempt to locate the researcher’s presence and influence in the

generation and interpretation of the data, and was informed in part by the self-interview.

As the researcher read through text, bits of data were selected and assigned

(coded) to nodes. These nodes were groupings of data (such as sentences and phrases)

that the researcher identified as containing similar words or relating to similar topics.

After all data had been carefully examined, the researcher then eliminated nodes with

minimal data and grouped the remaining nodes into clusters. These clusters contained

various nodes that revolved around common concepts and ideas.

Throughout the process of reading and coding data, the researcher was able to

create memos and notes within the QSR NVivo 7 database. These memos and notes were

the researchers own thoughts and opinions that emerged during the data analysis process,

and were electronically linked to the data. Further, QSR NVivo 7 was utilized by the

researcher to query the data. These queries allowed the researcher to search for

occurrences of words and phrases, (and see surrounding material), as well as to examine

participant demographics in relation to the data.

Once clusters of data were identified, steps were taken to increase the reliability

of the results. First, all participants were invited to provide feedback related to broad

concepts, themes and interpretations proposed by the researcher. Four participants

contacted the researcher, and two chose to review the clusters of data. Both of these

individuals were asked to offer suggestions relating to the findings and both participants

expressed that the findings fit with their perspective on how students in the course
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understood disability. When asked directly what in the data did not fit for them, one

participant reported that there may not be enough emphasis in the findings on the ways

that he saw that students unconsciously replicated stereotypes related to disability.

Finally, individuals outside of the research process were asked to review the data

as they related to the researcher’s interpretations to obtain alternate perspectives and to

diminish researcher bias (Bellini & Rumrill, 1999). Data were sent to individuals

including: a current researcher and doctoral student in disability studies at the University

of Illinois; a professor of history at The University of Arizona who actively conducts

research in disability history; a current instructor in the undergraduate rehabilitation

program and the Director of the Disability Resource Center at the University of Arizona,

and; a recent graduate (who was not in the sampled population) of the rehabilitation

bachelors degree program at The University of Arizona. The data were provided without

information about the preliminary interpretations or cluster areas. Reviewers were not

provided with the interview questions or assignments that were the basis for participant

responses. Further, the data that these reviewers received were selections that had been

coded by the researcher into broad clusters.

Feedback from reviewers must be interpreted in light of the above, as well as the

fact that the nature and phrasing of interview questions impacted the nature of responses.

Further, the data received by reviewers had already been biased by the researcher’s

preliminary selection. Overall, reviewer’s comments strongly reinforced the organization

of clusters of data that the researcher had identified. In two cases, these reviewers

provided language that the researcher utilized in naming themes three and four. Finally,
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based on the above, final themes emerged and are presented in detail in the following

chapter.
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CHAPTER IV

FINDINGS

Introduction

The present study sought to answer the question, how do undergraduate students

in disability-related majors construct disability? The researcher assumed that through

careful analysis of the work that students completed during an upper division course

within the rehabilitation curriculum, common themes would emerge that would

illuminate the cognitive framework employed by students in understanding the

phenomenon of disability. This chapter will begin with a description of the participant

group and then present the themes and supporting data that emerged.

Participants

The target population was the 20 students enrolled in the Disability Perspectives

and Narratives course in the spring of 2005. This population was 63% female and 37%

male. The consenting sample (see Table 1) was representative of this gender makeup as

it included 8 female students (63% of sample) and 5 male students (37% of sample). Of

the 13 participants, 5 self-identified (2 females and 3 males) as disabled and these

individuals had both visible and invisible conditions. Nine students reported as majoring

in rehabilitation and 4 reported majoring in Deaf studies. This breakdown was also

representative of the target population. The number of rehabilitation students in the

population and the sample was twice that of Deaf studies due to scheduling conflicts

between required courses for Deaf studies majors that semester. One student identified as

Mexican American and two students identified as African American. At the time of this



58

writing, approximately half of the participants are pursuing further study in disability

related fields, one is pursuing law school, three are working in disability related

occupations, and one owns and operates a small restaurant franchise.

Major Disability statusParticipants

rehabilitation Deaf studies Disabled Not Disabled

Female 5 3 2 6

Male 4 1 3 2

Table 1

Themes

The present study sought to answer the question, “How do undergraduate students

in disability-related majors construct disability?” While the researcher assumed that

participants would illuminate distinct, broad and widely held ideas and themes relating to

the meaning of disability, the data revealed that participants’ constructions of disability

were varied and diverse. Broadly speaking, individual students did not have clear, well

formed ideas and beliefs surrounding the definition or meaning of disability. During the

process of data analysis, six common themes emerged which related to the ways that

participants understood the phenomenon of disability. It was discovered that many

themes were interrelated and had close associations with other themes. For example, the

theme of motivation for professional practice was interrelated with the theme of disability

as an individual problem requiring special accommodations, assistance and services. The

six themes that emerged were:
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1. Participants had difficulty defining the category of disability.

2. Disability was understood as an individual problem requiring special

accommodations, assistance and services.

3. There was an altruistic desire among participants to challenge stereotypes

surrounding disability, alongside limited self-awareness of the application of

stereotypes in their own construction of disability.

4. The meaning of disability was a reflection of participants’ own identities.

5. Concepts of opportunity, restraint, power, and privilege had limited

relationship with disability.

6. Motivation for professional practice was related to a desire to help those who

need assistance.

The themes 1) participants had difficulty defining the category of disability, 2) disability

was understood as an individual problem requiring special accommodations, assistance

and services and 3) there was an altruistic desire among participants to challenge

stereotypes surrounding disability, alongside limited self-awareness of the application of

stereotypes in their own construction of disability were supported by the most data.

Theme 1

Participants had difficulty defining the category of disability, and grappled with

making meaning of disability. As a group, they were easily able to identify social

processes that intersected with a disability condition, yet they often explained the

phenomenon of disability as resulting solely from physical or mental impairment. This

polarization of thinking was common among all participants (disabled and non-disabled)
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as they explained disability either in biological terms or in social terms and rarely both.

Participants quickly applied the label of disability to groups, yet struggled with labeling

an individual as disabled. Further, some students would regard an individual as disabled

based on the individual’s self-report, others would rely on the judgment or diagnosis of

an outside professional.

Following are the words of a disabled student who described disability as

resulting from his experiences in the world. He did not address differences in his

physical appearance or functioning that are part and parcel of his life.

Growing up with my disability made me automatically assume that I knew

everything I needed to understand disability. I came from a small town where

people know everything about one another and privacy is hard to come by. For

me, being an insider, growing up was dealing with society and overcoming social

barriers that come with being different.

He began by implying that he may not have all the answers yet he did not follow up and

explain how his perspective has evolved over time. Another student struggled to

reconcile the social and biological:

Really, I guess you can look at, kind of look at a policy standpoint. Disability is

some kind of condition that results in an impairment that prevents people from

interacting in society completely or to some degree. I consider myself disabled

but I don't consider myself to be the same as all people with disabilities. I don't

like to paint myself with that umbrella term. Even though I do consider myself as

disabled, I'm not disabled in the same respect that somebody, like a blind person
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is disabled. There are two different worlds but they both have the same disability

term.

This participant began by stating that there was a policy connection in his mind,

yet he did not expand on his thinking. His explanation set policy aside and moved into

the realm of condition and impairment as the cause of societal barriers. Further, the

student completely separated his own disability condition from an individual who is

blind. No similarities or connections were identified other than the label of disability.

Students who seemed surer of their definition tended to be non-disabled and

related disability primarily with phenotypical and biological characteristics, and not

social or environmental processes. The following is a quote from a non-disabled student

responding to a direct question regarding how she would define disability.

Disability to me is…would be limitations or barriers that keep one from

participating in daily activities or life activities that that particular person would

desire to participate in. And they can’t participate to the level of their satisfaction

because of some type of physical or mental condition or circumstance. And

generally I would say that that is it.

Students often used terms like ‘society’ in their definition of disability, and they

had an understanding that disabled individuals frequently identify physical and attitudinal

barriers in the environments as the greatest obstacles. Participants did not make the leap

to understanding the ways that the social environment is ablist or the responsibility of

society to change. This thought was summed up by a participant who said that
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“Disability is some kind of condition that results in an impairment that prevents people

from interacting in society completely or to some degree.”

All participants struggled with whether disability exists on a continuum (i.e. we

are all disabled, it’s just a matter of degree) or whether disability is a phenomenon unique

to a group of individuals. One student stated “I realize that the only thing that stops me

from interacting with the world is the world’s perception and treatment of me. Is that a

disability? It is certainly disabling.” The following is from another student who defined

disability as a part of the human condition that we all experience. She said:

It all goes back to the definition of normal, and, on that note, the spectrum of

disability. Everyone lies on it somewhere…whether it is physical, mental or

emotional. That’s what we Americans do; we try to have answers to fit into our

place in society. And so, with that, everyone strives to be normal and there isn’t a

normal. You’re basically fighting with something that doesn’t exist. Normal

doesn’t have a definition.

Perhaps the following quote best illustrates the confusion that exists among

participants in defining disability. Initially the student articulated disability to be a self-

applied concept, and he quickly shifted to explaining disability in terms of qualifying for

services and being evaluated by an outside professional:

It’s like I think anybody can define themselves as being disabled. There’s a lot of

play in there. Like one person may think they are disabled and another person

may not. But work related things and qualifying for something; if you are

disabled I think you have to have a documented disability. I guess then a doctor
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might have to say that you are disabled in some way and that it would have to

interfere with certain tasks.

Theme 2

Central to participants’ construction of disability, was the understanding of

disability as an individual problem requiring special accommodations, assistance and

services. Many students discussed disability in terms of needs. Eleven of the 13

participants directly discussed disability as relating to special needs and assistance.

Participants felt that understanding those needs was a critical element in their own

professional training as well as in the improvement of the social climate for disabled

persons. They perceived disability to be within the individual and they expected

solutions to be within the individual. The following selection is from a participant who

placed the meaning of disability within the individual, and then identified the personality

of the individual as relating to those needs. Personality was discussed in terms of needs

related to the condition and not in terms of the ways that personality could intersect with

the larger social environment.

I'd rather see a study of individual cases. Because there's such a wide range of

disability within each disability. When you look at deafness, for example, all the

way from hard of hearing to profoundly Deaf. Late-deafened people. You have

people who are Deaf from birth. Every time you meet someone it's a completely

different personality. A completely different set of needs.

Participants thought that the issue of needs was so central to the meaning of

disability, that they identified the understanding of those needs as a critical element in
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their own professional training as well as in the improvement of the social climate for

disabled persons. One participant stated:

I mean, obviously, nothing's going to change until everyone really understands

what disability is. And, I mean, I'm still working on that -- to understand what

certain disabilities need and what certain -- different situations need for

accommodations. But I think, as soon as there's more awareness out there and

people are starting to understand that it's not a big deal -- like, it's not -- you

know, they're no different really; they just have different abilities.

This selection revealed several common thought processes related to participants’

construction of disability. Of interest, was the way that this student separated ability

from the individual. In effect she was speaking of a group that is somehow distinct from

her own, to which she does not currently belong, who have “different abilities” and yet

she did not consider them different. This thinking was common among participants. As

a group, participants in the study identified differences between themselves and someone

with a disability, yet they were quick to contradict themselves and say that disabled

people are no different than themselves. In addition, students minimized disability,

claiming it is no big deal, and implying it would be a big deal if “they” (persons with

disabilities) were “different.” This example typified the ingrained thinking among

participants that strongly identified disability with a need for assistance and

accommodation provided by other individuals. The above student identified that there

needs to be increased awareness surrounding individual difference, but did not make the
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leap to the environment. Despite naming the need for increased awareness of individual

difference, she contradicted herself and pointed out that “They’re no different, really.”

This was echoed in the words of participants in both obvious and subtle ways. As

an example, in discussing a book by John Hockenberry, one student wrote:

“He never let being in a wheelchair keep him from doing everything he wanted to do,

including working on a story while riding the back of a mule alongside the Kurds.” This

student perceived disability as the problem and the individual as the solution. There was

no appreciation for the social context of the story, no discussion of the ways that the Iraqi

people viewed Hockenberry or the ways that they behaved in his presence and took care

of his “needs.” This quote is poignant in light of the fact that Mr. Hockenberry openly

addressed his disability and the Iraqi response to him in depth. Finally, this illuminated

the deep seated belief among participants that it is up to the individual with the disability

to effect change.

Theme 3

There was an altruistic desire among participants to challenge stereotypes

surrounding disability, alongside limited self-awareness of the application of stereotypes

in their own construction of disability. Participants in the study were acutely aware of

stereotypes and myths surrounding disability and expressed a genuine desire to challenge

these stereotypes wherever they exist. Students reported that these stereotypes exist in

media, policy environments, service environments, education environments, etc. Despite

this heightened awareness, participants in the study unconsciously and consistently
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replicated disability stereotypes in their own words and writings. In addressing the

impact of stereotypes, one non-disabled participant wrote:

As a result of stereotypical images of disability being applied to the disabled

community, individuals are left clumped by ignorance and prejudice. Disability is

often not portrayed accurately but as the problem of the person with the disability.

The Medical model creates a group of “incurable” people when in actuality it is

not the person who needs to be cured but the discriminatory barriers that society

puts in the way that need changing.

Students were also aware that as professionals, they had a choice to either

replicate or challenge stereotypes. One participant stated that “The impact of

stereotyping can come in the form of the lack of encouragement on the part of

professionals regarding one’s potential to meet career goals or to pursue a college

education.” In understanding the phenomenon of disability, students had the most

developed thoughts and beliefs regarding stereotypes and their impact. These were some

of their words:

People make assumptions about a person’s ability when a disability is perceived.

Sometimes a cognitive disability is assumed when a physical disability is obvious.

This causes people in general to be patronizing or condescending to people with

disabilities. It can result in a perspective in which people with disabilities are

made to feel inferior.
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Stereotypes and assumptions about someone have devastating effects on a person

and can drastically change someone’s life. Having a disability is often tough

enough and this kind of societal abuse can keep some people from wanting better

things for themselves. Disability and stereotypes go hand and hand because

society today is based on perfection. Anything outside that perspective of

perfection is outcast and made to feel inferior.

Participants described stereotypes as patronizing and condescending, and as societal

abuse. They were passionate about this, and as this participant has clearly articulated,

they understand that “disability and stereotypes go hand in hand.” Even with this

understanding, participants consistently and unconsciously replicated the very stereotypes

they were invested in challenging. Within this quote we see this when the student stated

“Having a disability is often tough enough...” Further, this student who identified

stereotyping as abuse described her experiences with a disabled individual by stating that

“At my dad's office for example, there's a man with schizophrenia that dresses up in his

little business suit every day and therefore he holds high power.” This participant

unconsciously used condescending language (“dresses up in his little business suit”) that

diminished her father’s co-worker and attributed his success to what she sees as a facade

rather than qualifications.

During the semester, students watched the film “The Station Agent” in which the

main character was disabled. In reviewing the film, one student wrote: “ “The Station

Agent” challenged stereotypes of disability by showing what a successful businessman

Fin was…I don’t think most people think of little people as being big time executives or
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even successful in their careers.” This review was inaccurate in that the movie did not

portray Fin as a “successful businessman” or a “big time executive.” He was employed

in a model train store, repairing trains in the back room. When the store closed down at

the film’s opening, he became unemployed and he moved to a rural location to live alone

on a small property he inherited. Nothing in the film would lead the viewer to believe

that Fin was a successful business man. This participant understood that there are

stereotypes around disability and employment, yet considered the disabled, main

character’s job as that of a successful business man. Another participant wrote

In this movie Fin was anything but happy. I would assume that a lot of people

like Fin are exactly the same because they feel like they can not get anyone to

take them seriously…Fin is such a brave man to go through this world knowing

the people that are in it. I think that people need to be educated about things so

that they do not have such bad reactions to people with disabilities like they do.

This selection illuminated the way that participants understood that assumptions

are made about disabled persons, and at the same time participants were unaware of the

multitude of assumptions they were making. This participant believed Fin to be brave,

when he had in effect chosen to live in an isolated lifestyle, with as little social contact as

possible. A disabled participant wrote:

I believe that there may be valid reasoning for their preference to have limited

contact with nondisabled people due to past unpleasant social situations,

accessibility issues, and marginalizing attitudes previously encountered. I know
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that I don’t like being in environments in which I feel discriminated against,

disenfranchised or marginalized.

This statement was typical of the ways that students made sweeping generalizations

surrounding disability that placed themselves at the center of the phenomenon.

Theme 4

For participants in the present study, the meaning of disability was a reflection of their

own identities. Students’ construction of disability was highly focused through the lens

of their own self-concepts and world views. Common among non-disabled participants

were language constructs that separated participants from those with disabilities.

Students’ own feelings of inferiority, superiority, and self-confidence often framed the

meaning they made of disability. Students frequently related to their own emotional

responses to past social situations to make sense of disability. One participant reported:

People with more of a disability have more to offer, because people without a

disability have to live up to what we should be, and what we are going to do with

our life. The people that have that physical constraint are just out there, it's in the

open, you know, so why not make the best of it. Why not live up to something

higher with your personality as well. It’s almost like I'm jealous of that, you

know?

This student believed that disabled persons, as a group, do not place expectations on

themselves or have others place expectations on them. Further, she implied that

disability is biological, in the body, and the ways that disabled individuals can contribute

is through their personality. Another student stated:



70

At times, put in any certain situation, you can feel inadequate at doing something;

and that's what we're nurtured to do, just always having high expectations of

every situation that we put our self in; and never living up to those expectations;

and then therefore feeling inadequate, or substandard, no matter what it could be.

This non-disabled participant revealed her own identity struggle as part of her

understanding of disability. She equated disability with inadequacy, and at the same time

identified “inadequacy” as something we all face. Participants with and without

disabilities placed themselves at the center of their constructions of disability. One

disabled participant said:

I'm actually the only disabled person in my family. And I've had a really positive

family -- for disabled. Because they've always supported me and treated me just

like anybody else. And I think that's probably why I turned out to be so positive,

is because it -- they didn't treat me like a disabled person -- and shelter me. I had

responsibilities; I had to get a job. They were just -- them keeping me in a normal

routine and not treating me as I had a difference or anything.

This participant framed his conceptualization of disability within his experience and

identified his positive outlook as a result of his parents not treating him as a person with a

disability. He separated the expectations of responsibility such as a getting a job from the

disability experience. He did not address the ways that his parents could have helped him

develop his identity (as a disabled person) in ways that many parents help their children.

In addition he implied that parenting a child with a disability is somehow different and

not as beneficial as the way he was raised, as if he were not disabled.
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Another student was direct in noting that her own experiences framed the basis

for what she believes to be true about disability in general. She stated:

There are some things that are considered a disability that I never really even

thought of, like, little people, like -- they consider that a disability. To me, I never

really thought of it that way. We watched a video on it in -- And it was interesting

to me -- you know, that's nothing that I consider a disability, because I'm pretty

short myself [laughs] -- you know, but not considered of that stature.

Some participants were very honest about their discomfort with disability and

visible difference. Following are the words of a student expressing this discomfort with

visible disabilities that are out of the ordinary (note that she did not identify wheelchair

users as they do not look different; they are just sitting down). She was voyeuristic in her

curiosity and was very clear in her belief that people with disabilities are intrinsically

different than she is and that they require intervention.

The kids that I volunteered with -- they did have multiple disabilities. It wasn't

that they just couldn't see; most of them had some level of retardation and -- I'm

really comfortable with it. That's the field I'm going into, Deaf Education . . .So

I'm just kind of surrounded by it, really. You know, I don't really -- I'm not taken

aback by anything, unless it's really something that you don't see a lot, like,

people missing body parts, or really disfigured, or something. I'm more -- still

find it interesting than, you know, like, I want to stay away from it. You know, I

want to ask questions and know what happened -- and I never really know the

level to get involved in though -- with somebody you just meet. But I'm -- I'm not
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taken aback, really. I just find them interesting. And I enjoy working with those

kind of people. They have just a different outlook and different perspective on

everything that I don't really get.

Theme 5

In the present study, concepts of opportunity, restraint, power, and privilege had

limited relationship with disability. Students believed that these concepts, like disability,

are within the individual and that it is up to the individual to create and take advantage of

opportunities. In general, they applied their own perceived level of power and privilege

as a comparison point when considering disability. Participants tended to construct

disability as trumping other factors that may influence opportunity and/or

marginalization. This was evidenced in the words of an African American participant

who said:

I believe that I would have had privilege because I think that my disability might

have cancelled out my color and made it easier for me to get through school. I

dealt with a lot of racism when I was growing up, with classmates and teachers. I

think that I would have not, had I been born with a disability. I think they would

have been more focused on the disability. It may have just gave them a little ease

that a person of color would not succeed because she is disabled, so they might as

well be nice to me.

This student perceived herself as not having privilege due to her experiences with

racism growing up. This was common among students as they tended to think in

polarized ways (for example privilege/no privilege, power/no power). She did not
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recognize that going to college was an example of privilege, or ways that being female

has advantaged or disadvantaged her. While she believed that society is racist and that it

does not want to see people of color succeed, she believed that the meaning of disability

was so significant as to be able to mitigate her skin color. Further, she believed that

disability was so significant a marker that it would have prevented racist treatment. This

quote is also reflective of the ways that students did not identify similarities between race

and disability. There was no discussion of how being disabled and Black, she could have

been even further marginalized by society than she was. This student further generalized

about the personality of individuals with disabilities:

I think that [had I been disabled] I would have had the opportunity to experience

things I have never experienced. I would have had the opportunity to meet people

who were probably a lot more down to earth then the friends that I did have.

After high school I learned that everyone I thought was my friend really was not.

I felt like I lived a life that was not my own. It was a fake world that was

shattered like a snow dome, when I realized who these people really were.

Among participants, there was a dichotomy of thinking about disabled people as either

tragic or brave in the face of barriers. Students believed that the concepts of opportunity

and restraint, like disability, are within the individual and that it is up to the individual to

create and take advantage of opportunities. The above student perceived disabled people

as more genuine or down to earth, as if they know what really matters in life, to a degree

greater than non-disabled people.
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This finding was consistent among participants with and without disabilities. One

disabled participant noted that “If I didn’t have a disability, I truly don’t think I would

appreciate life as much as I have so far.” This student identified disability as the primary

factor is his appreciation of life. He did not identify his personality or other sources of

power and privilege in his life. This is the same participant who earlier said his parents

did nor treat him as if he were disabled. Despite inconsistencies in his thinking, we see

that he does have a strong sense of identity:

It was very hard to imagine myself as an able-bodied person because I grew up

with my disability. Thinking about being non-disabled was kind of scary because

I really love who I am and who I have become. My disability has presented me

with endless opportunities and has made me unique.

When considering concepts of opportunity and restraint, power and privilege,

participants understood disability as most similar to women in relation to these concepts.

In the words of one male participant:

I think women also have it harder because despite not having a disability they face

the normal prejudice that has existed for a great part of history. Women have

been seen as inferior and incapable of achieving things like men. So when a

woman has a disability it just makes it that much harder to be accepted. Women

are also judged more critically these days of being perfect which can also give

them low confidence of who they are.
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Theme 6

Participants’ motivation for professional practice was related to a desire to help

those who need assistance. As mentioned earlier, participants in the study constructed

disability as a phenomenon whereby disabled individuals require special

accommodations and services. Participants applied their own emotional responses to

disability to validate or deny the experience of disabled persons. Students identified

people with disabilities as requiring care-taking and this was their primary identification

with their role as a professional. One participant stated:

I really have a desire to, like, take care of people and -- You know, I really like --

When people are sick, I really like making soup and taking care of them. You

know? And that's really just, like, my personality and stuff. So I really feel that I

can help people and, you know, make a difference; in kids -- especially, because

it's such a crucial time. And that field is just amazing, because those kids are so

smart and just so unbelievable, and people don't even realize that, you know --

they see them, and they just have stereotype of them, and that's it; they don't really

"dig deeper" and know all about them. And I really like digging deeper and

knowing about people

Participants tended to group individuals with disabilities into a single category requiring a

professional to “dig deeper” to get to know them and meet their needs, and students

consistently identified this as their motivation for working in a disability related field.

Students did not explore what rewards or benefits they gained from working in a
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disability related field. This theme was repeated among participants who had disabilities,

for example:

I work with emotional disabilities. And in my work, my paid work, I was a

supervisor for Division of Developmental Disabilities for five years. So, I

decided I would study rehabilitation. See if maybe I could impact on more

completely serving the individual that needed rehabilitation rather than being an

intermediary between the insurance company. I would imagine that with my

master’s degree I will more than likely be able to be in a position where I can

control the types of services and degree of services that people can receive.

This student has revealed the widely held belief among participants that not only

do disabled individuals require care and special accommodations and services, but that

his degree will better position him to control and make decisions about services and

supports. In addition, the same student later revealed his sense of altruism, and his

struggle with setting aside the socialized thinking that he has developed after several

years of life experiences and professional practice. This was most evident at the end of

the following quote:

I think somehow in the teaching, in the instruction, people can be instilled with

the idea that, okay, this is a service. It is not really about me. You know, I am

not getting this degree so I can make money and have a house and a car. That is

not what it is about. It’s about really changing the condition of people with

disabilities, and letting them maybe – not allowing them – I don’t want to say
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letting them because that sounds like you’re still kind of in control…but,

facilitating their…enhanced participation in society as a whole.

Other participants focused on what assistance or service they could provide that

would reinforce their own emotional needs. The following is from a hearing student who

grew up with Deaf parents:

I think my parents missed out on a lot of information…You know, they got a lot

through visual things and stuff; but, you know, they missed out on a lot of,

probably, really important -- things. And I think, for me, just really wanting to

make sure that, they don't miss out -- Deaf people don't miss out; you know, like

in education and stuff; that they don't miss out on what's really important.

Even, but not as important, just so they feel included in and a part -- you know, in

their classroom or a meeting, and stuff. So it's exciting when you feel that that's

happening; that there's a connection there. I think that's exciting.

This participant’s professional frame of reference resulted from her own sense that her

parents missed out and were not included in many social environments. Alongside this

student’s sense of altruism, was the personal gain of a “connection.”

Disabled participants tended to express clear and well formed thoughts as to their

own role as a future service providers. Similarly, they were altruistic and their frame of

reference was their own disability experiences. The following selection is from a student

who has been disabled for his entire life. This student thought that he could bring his life

experiences to bear in the profession and believes that individuals who are not “able to

function at all” are not in that place due to the condition. He thought that individuals
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with disabilities need mentoring and peer support. He sees his role as instilling self-

esteem:

I think that the most exciting idea is actually helping somebody that -- with a

spinal cord injury that has no idea how to live within their lifestyle -- and not be

able to function at all; and take that and turn it around and help them get back into

being a productive person; and having self-esteem.

Three participants did not express clear thoughts about their own role as service

providers; rather, they identified their emotional response to working in a disability

service setting. The following quote illustrates this point:

I think it's exciting just because I'm so -- just -- I love Sign Language, and I love

the fact of being able to communicate…but I also think it gives me the chance to

meet new, different people -- like to kind of "step outside" your comfort areas

of -- 'cause I ,know every time I meet a new person that Signs -- whether it is even

a Hearing or Deaf -- it's almost like "a rush," like you're -- going to communicate

with them; am I going to be able to get my point across? Are they going to be

able to understand me? Am I going to understand them…And it gives you a

better, like -- like, a better "learning way" to understand, like, how -- what you do;

and how to get across certain barriers.

This student spoke extensively about the excitement in which studying sign

language and working with Deaf individuals has created for her. It did not matter to this

participant if the individual she was signing with was Deaf or hearing, only the perceived

benefit of meeting new people and dealing with her own challenges was discussed.
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Each of the six themes addressed in this chapter were discussed by most

participants and emerged from careful analysis of the data. Therefore, it appears that

these themes are key aspects of undergraduate students’ construction of disability. While

the findings of the present study are only directly applicable to consenting participants, it

is likely that the framework employed by participants in understanding of the

phenomenon of disability was similar to other students in disability related majors who

did not participate in the study. This assumption comes from the similarity in makeup

between the target population and the sample (with regard to major, gender, and

disability status). In addition, participants in the study were within one academic year of

graduating, and had completed most of the disability related coursework in their

programs of study.
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CHAPTER V

SUMMARY, DISCUSSION AND RECOMMENDATIONS

Summary

The present study was a phenomenological investigation into the ways that

undergraduate students in disability-related majors defined and made meaning of the

concept of disability. In-depth interviews and students’ written course assignments were

analyzed in order to answer the question, “How do undergraduate students in disability

related majors construct disability?” Thirteen students who were enrolled in a course on

disability perspectives and narratives consented to have their data included in the study.

Careful analysis of the data from all participants’ interviews and written assignments

suggested that undergraduate students in disability related majors shared common

frameworks in understanding and making meaning of disability. Six themes emerged and

while not every participant was equally represented by each theme, the six themes

identified are believed to be relevant to the research question. The six themes were:

1. Participants had difficulty defining the category of disability.

2. Disability was understood as an individual problem requiring special

accommodations, assistance, and services.

3. There was an altruistic desire among participants to challenge stereotypes

surrounding disability, alongside limited self-awareness of the application of

stereotypes in their own construction of disability.

4. The meaning of disability was a reflection of participants’ own identities.
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5. Concepts of opportunity, restraint, power, and privilege had limited

relationships with disability.

6. Motivation for professional practice was related to a desire to help those who

need assistance.

Each of the themes addressed in this study were discussed by most participants and

emerged from careful analysis of the data. Therefore, it appears that these themes are key

aspects of undergraduate students’ construction of disability.

In general, participants did not have clear, well formed thoughts and beliefs about

the definition or meaning of disability. Participants were able to define disability via the

ADA definition, yet beyond that legal framework they had difficulty defining the

phenomenon any other way. Students struggled with whether disability exists on a

continuum (i.e., we are all disabled, it’s just a matter of degree) or whether disability is

something unique to a group of individuals. Students tended to define disability in

biological terms or in social terms, and rarely both. Participants were reluctant to apply

the label of disability to an individual, yet did not hesitate to apply it to a group of people.

Frequently, participants in the present study had polarized thinking about

disability. In other words, disability was generally constructed as either one thing or

another and not a combination of factors (e.g. defined as biological or social,

responsibility for change falling on the individual or on society). Participants believed

disability to be the factor responsible for much of a disabled individual’s experience

without consideration for other variables such as family, personality or the larger social

environment. Students constructed disability as an individual problem requiring
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assistance, special accommodations, or services. As a group, students were acutely aware

of stereotypes surrounding disability and were genuinely invested in challenging these

stereotypes as they exist in relationships, the media, and service delivery systems.

Despite this awareness, participants consistently and unconsciously replicated the very

stereotypes they identified.

Often students’ ideas and beliefs surrounding disability were the result of looking

in the mirror; that is they believed their own experience as the truth and much of the

meaning ascribed to disability was relative to their own identity and world view.

Participants placed themselves at the center of their construction of disability, and tended

to rely on their own past emotional responses to disability to validate or deny the

experiences of persons with disabilities.

Overall, students had little insight into the ways that disability intersects with

concepts such as opportunity, restraint, power, and privilege and tended to utilize their

own perceived level of power and privilege as a point of comparison for all persons with

disabilities. Further, when considering other marginalized groups, students identified

similarities between disabled individuals and women, yet did not identify similarities or

differences with other historically marginalized groups (e.g. Blacks, Jews, Gays and

Lesbians).

When students considered their own motivation for studying and working in a

disability related field, they were generally altruistic and did consider themselves future

service providers, in helping professions. Many students expressed the rewards of care-

taking and control of resources as factors in their choice of career.
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Discussion

Undergraduate students in disability related majors had a difficult time defining

disability, and this finding was consistent with many areas of public policy and service

delivery in the United States. Despite the ADA’s well crafted definition of disability,

there is a lack of consistency in the courts as to who is disabled and even what the

intention of Congress was in its drafting of the legislation. Further, service delivery

systems often have varying definitions and it is common for an individual to be eligible

for certain services on the basis of disability and ineligible for others. In addition, unlike

other underrepresented groups, it is not members of the group who most often determine

membership. As an example, each Native American Nation determines who is a member

of their nation and who is not. In regard to disability, it is usually an outside individual or

agency that determines if one is disabled. It is, therefore, not surprising that

undergraduate students would have difficulty in defining disability. This theme was also

consistent with findings in Smits’ (2004) study of best practices in disability and

employment in which he highlighted the “defining of disability” as an unresolved issue.

He wrote that “the conundrum of theory and practice using different definitions of

disability needs to be resolved to bring cohesion to the disability-employment

movement” (p.659).

The theme of disability as an individual problem, requiring special

accommodations, assistance, and services is consistent with the literature and has been

known for almost twenty years (e.g., Fine & Asch, 1988; McCaughey & Strohmer,

2005). Historically, the focus of rehabilitation research and curriculum has been on
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preparing professionals to provide specialized services within an (more recently)

empowering framework. Rehabilitation has, at its heart, the empowerment of individuals

with disabilities, yet, the position of the disabled individual within the field is one of

client, or consumer of services, and what Wright (1983) has termed the “outsider.”

Findings from the present study revealed that students matriculating from undergraduate

disability related programs of study construct disability from a paternalistic perspective.

They believed that disability must be diagnosed by an outside professional, and that

disability is an individual problem requiring professionals to intervene and address needs

on an individual basis. In addition, participants believed that by understanding the

medical or biological condition and the resulting needs that they are better prepared to

control and provide professional services and confront barriers that face disabled persons.

The challenge for rehabilitation curriculum is to further adopt a social constructionist

perspective on disability and shift in ways that will forge alliances with the disability

community. This movement carries with it the possibility of “challenging our traditional

blame culture by depersonalizing access issues and giving disabled and non-disabled

people the opportunity to work together in removing environmental barriers” (Tregaskis,

2004, p. 610).

The current study identified an altruistic desire among participants to challenge

stereotypes surrounding disability, alongside limited self-awareness of the application of

stereotypes in their own construction of disability. This finding fits with the results of a

very recent study by McCaughey and Strohmer (2005) who examined the prototypes of

disability held by undergraduate psychology students. Similarly, participants in their
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study demonstrated a high degree of over-generalization regarding individuals with

disabilities, and they tended to focus on dysfunction.

It is possible that the lack of reliance on theories emerging from disability studies

contributes to curriculum and service delivery that replicates institutional stereotypes

related to disability. Rehabilitation can and should be a cornerstone in the building of a

society that is more inclusive and accepting of individuals with disabilities. As an

academic discipline and emerging field of inquiry, disability studies has framed the

position of the individual with a disability as one of expert “insider” possessing first

hand, tacit knowledge of disability. Despite the inherent divisions that exist between the

disciplines of rehabilitation (an applied field) and disability studies (a theoretical field), it

has become increasingly clear that rehabilitation and disability studies can and must

coexist. Disability Studies can illuminate not only the rehabilitation research agenda, but

needed curricular and service delivery changes as well. Carol Gill, a noted disability

studies scholar and psychologist has pointed to the field of rehabilitation as a critical

place for the nourishment of disability community, identity and pride (1987).

It is not surprising that participants in the present study unconsciously replicated

disability stereotypes despite their heightened awareness of the impact of these

stereotypes on individuals and groups. To move beyond an awareness of stereotypes and

act in ways that resist stereotypes is difficult, particularly from within a system where

stereotypes have become institutionalized, and cultural beliefs are imbedded. This

difficulty has been explored by Mpofu et al. (1998) who have posited that rehabilitation

theories are essentially abstractions on the phenomenon of disability, appropriated by
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professionals and conceived for the purpose of professional territoriality at the expense of

quality outcome. It is important that future rehabilitation service providers ask

themselves how they may be challenging or replicating institutional structures and

stereotypes that reinforce the status quo and maintain existing power balances (Lloyd et

al 1996).

Participants in the present study understood concepts such as opportunity,

restraint, power, and privilege as having limited relationship with disability. Students

were more easily able to discuss similarities and differences between disability and

women, than disability and other marginalized groups. This is, in part, a reflection of the

disability perspectives and narratives course curriculum in which all but one of the

narrative texts used in the course were authored by Caucasian individuals. Half of the

texts were authored by women who addressed the intersection of gender and disability

throughout their stories. Further, it is likely that existing undergraduate curriculum in

many courses and programs of study rely heavily on sources that are representative of

Caucasian perspectives and experiences. Therefore, it is assumed that participants have

had limited exposure to curriculum that explores disability as a minority culture, and that

analyzes concepts such as opportunity, restraint, power, and privilege.

Participants utilized their own perceived level of power and privilege as a point of

comparison for all individuals with disabilities, and further, the general meaning they

made of disability was a reflection of their own identity and world view. This may have

resulted, in part, from the nature and phrasing of interview and assignment questions in

the Disability Perspectives and Narratives course, that were designed to elicit personal
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ideas, beliefs, and feelings. Participants’ in the present study often began stating one

thing, and later contradicting the earlier statement. It is important not to interpret this in a

negative light as it could be evidence of the “conflicting values, that are both deeply felt

and not easily handled” that Soder (1990, p.236) described as ambivalence in his

discussion of attitudes toward disability.

The present study found that participants’ motivation for professional practice

was closely related to a desire to help those they perceived to be in need and there was

little attention to improving policy and social systems. This theme, alongside

participants’ construction of disability as an individual problem, reveals a need for

rehabilitation curriculum that can foster students’ abilities to collaborate and relate as an

ally with both individuals and the greater the disability community and culture.

Middleton et al. (2000) have provided some suggestions that could assist rehabilitation in

moving its curriculum and its graduates away from an individual model of disability.

They recommended that curriculum focus on positive attributes of under-represented

groups; that disability issues become an integral part of the curriculum; that research be

used as a powerful tool in combating stereotypes; and, that the recruitment and retention

of diverse and disabled individuals in rehabilitation education increase.

Taken together, the themes that emerged in this study illuminate a cognitive

framework employed by students in making meaning of disability that supports the

earlier work of Linton (1998) who identified several issues within rehabilitation and other

applied fields, some of which merit attention here. Linton pointed out the over

medicalization of disability and the treatment of disability as a problem. Further, she



88

discussed the problem within rehabilitation of examining and explaining the behavior of

individuals with disabilities on the basis of disability alone, and not examining these

behaviors in their own right. She believes that within rehabilitation, there is an

overemphasis on individual intervention, and a lack of attention to interventions coming

out of the disability community. In addition, Linton pointed out that there is too little

attention within rehabilitation to understanding the minority, social, and cultural

perspectives of disability; and that there is lack of a broad based inquiry into the meaning

of disability in the lives of those living with disabilities. When considering these issues,

one must ask what their relationship is to the ways that participants in the present study

constructed disability. There appears to be a strong connection between Linton’s

hypotheses about rehabilitation and the themes that emerged from the present study. For

example, participants’ construction of disability as an individual problem requiring

specialized services, and disability as having little relationship with concepts such as

power, privilege, opportunity and restraint seem to have borne out Linton’s concerns.

Finally, Linton’s hypotheses could explain in part the lack of consideration that students

have given to their motivation for professional practice beyond helping those they

perceive to be in need.

While solutions to the problems identified by Linton are multifaceted, complex,

and sometimes elusive to the field of rehabilitation, they do remind the rehabilitation

educator of the inherent tension between the traditional, individual approach to

rehabilitation, and a social, or environmental approach to disability. As participants in

the study arrived with varying educational backgrounds and life experiences, it is likely
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that students’ perceptions of disability were not formed exclusively through their

undergraduate curriculum. Findings of the present study reinforced the notion that

“pervasive socio-cultural conditioning continues to reinforce the false beliefs about

disability acquired in childhood” (Lee & Rodda, 1994, p.231). The need for a socially

based approach to undergraduate rehabilitation education is evident when considering

that participants in the present study perceived disability as an individual problem

requiring professional intervention to address individual needs. A social approach to

undergraduate rehabilitation curriculum could achieve a better fit with a philosophy of

empowerment and the theoretical underpinnings of disability studies.

While the present study identified six themes within the data, it is prudent to point

out what was a “missing theme” from the data. Significantly, throughout student

interviews and assignments, words such as ally, empowerment, equality, and collaborate

were not used in a single instance. The word advocacy while used infrequently was only

used in the context of self-advocacy. This missing theme was poignant in light of the

shift from paternalism to empowerment in research, policy formation, service delivery

and curriculum that has taken place within rehabilitation (Sales, 2003). Students did not

consider their roles as allies to the disability community and did not convey a

philosophical stance with a foundation in empowerment. Participants in the study have

not made the leap to consider the impact of disability outside of the individual. In other

words, they have not considered the impact on the community, on rehabilitation service

provision or on themselves of maintaining disability as an individual problem requiring
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specialized care, accommodations and services, even though they had received

information on these topics..

Empowerment has been defined in various ways from disciplines as diverse as

Feminist Studies and Personnel Management. With regard to rehabilitation, Kosciulek

and Wheaton (2003) have defined empowerment as the process by which individuals that

have been marginalized or rendered powerless develop the skills to take control of their

lives and environments. This perspective is one that fits well within both disability

studies and undergraduate rehabilitation curricula. Kosciulek and Wheaton described the

philosophical underpinnings to empowerment as put forth by Emener in 1991, and these

fit well with a social perspective on disability. First, was that each individual has great

worth and dignity. Second, by and large individual strive to grow and change in positive

ways. Third, individuals are entitled to societal assistance in this process. Finally,

individuals have an unalienable right to determine the course and direction of their lives.

To address the need for future professionals that are able to operate from a

framework of empowerment, it is important for rehabilitation students to directly study

disability history, culture, and identity (Conyers, 2003). Without a baseline

understanding of disability that is informed from insider perspectives, disability and

persons with disabilities will continue to be maintained as passive recipients of

specialized services and assistance. Undergraduate rehabilitation curriculum should treat

disability as a distinct culture from which individuals arrive, similar to other cultures such

as ethnicity or religion (Conyers, 2003; Leal-Idrogo, 1997). 
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Middleton et al. (2000) have proposed three questions that should be addressed

when considering multicultural rehabilitation curriculum, that can be applied to disability

as follows: 1) To what degree are courses in disability studies integrated into the overall

undergraduate rehabilitation curriculum? 2) What are the disability perspectives within

each of the undergraduate courses offered in rehabilitation? 3) What is the degree of

commitment by the undergraduate rehabilitation program to a socially constructed

approach to disability? These questions should be discussed by faculty continuously in

the development, implementation, and evaluation of undergraduate rehabilitation

curriculum. In addition, undergraduate rehabilitation educators should proactively seek

out disability studies scholars to engage in this process.

The importance of empowerment in the undergraduate curriculum has received

recent emphasis from the Council on Rehabilitation Education (CORE) as well. Since

2004, CORE has provided a system similar to accreditation whereby undergraduate

programs can choose to adhere to a set of standards and be a CORE registered program.

Participants in the present study were enrolled in a CORE registered program, and

findings support the need for undergraduate curriculum that further evidences several of

the capacities outlined in the CORE Registry Standards. Examples of these standards

include: Personal facilitation and advocacy capacities; knowledge of and appreciation for

the cultural, economic, physical and social realities of disability; teamwork and

management skills; and, services, systems and intersectoral navigation.
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Recommendations

The present study calls attention to the need for development of undergraduate

rehabilitation curriculum that not only assists students in moving beyond the belief that

disability is an individual problem, but curriculum that develops future rehabilitation

service providers who appreciate and understand the larger social structures that intersect

with disability and impact people with and without disabilities. Curriculum should

provide students opportunities to examine their own identity and the ways that their own

self-concept and world view impacts their ideas, beliefs and behaviors as rehabilitation

professionals. Undergraduate students should be provided opportunities to examine ways

that within an agency setting they can promote the leadership development of individuals

with disabilities in order that they have the capacity to challenge disabling barriers in

whatever forms they take.

The findings of the present study support the need for improving the undergraduate

rehabilitation curriculum in ways that prepare future service providers to operate within a

framework of empowerment and that prepare students to be leaders in a diverse and

multicultural world. Undergraduate rehabilitation curriculum should examine

curriculum, as a whole, and implement the following recommendations in a broad based

way, rather than individual objectives within single courses. Specifically:

1. Future undergraduate rehabilitation curriculum should be built upon a solid

foundation of theories and research relating to disability that continues to emerge

from the academic discipline of disability studies. This includes curriculum
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dealing directly with history, culture, identity and service delivery in the U. S., as

well as internationally.

2. Undergraduate students should study the concept of empowerment as well as

examine their own attitudes, beliefs, and behaviors regarding the intersection of

the concepts of power, privilege and disability. This includes an in-depth

reflection on their own motivation for professional practice

3. Students should gain skills in analyzing and understanding political, policy and

social systems that intersect with disability.

4. Students should be provided opportunities to develop leadership skills that will

assist them to collaborate and relate as allies with the disability community at

both the individual and social systems levels.

5. Students should be provided opportunities to explore the challenges that present

themselves when considering outcomes in the larger policy and service delivery

environments.

6. Future research should examine the construction of disability among students in

disciplines such as special education, public health, health sciences, and public

administration; as well as the representation of disability within the curriculum of

these disciplines.

7. Future research should examine similarities and differences between constructions

of disability among students completing CORE registered undergraduate degree

programs and students in unregistered programs.
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8. Future research should further examine the professional motivation and on the job

behavior of rehabilitation professionals.

With attention to the recommendations above, future rehabilitation service providers may

be in a position to engineer empowerment, and as the law states, assist consumers in

fulfilling their aspirations to meaningful employment and independent living.
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APPENDIX A

COVER LETTER INVITING PARTICIPATION

Dear ___________,

I hope that you had a nice summer. I am contacting you today, to recruit you for

participation in a research study whose purpose is to explore the ways that undergraduate

rehabilitation students at [Institution name] conceptualize disability. As you are aware,

this was a major topic of discussion throughout SERP 416 during the Spring 2005

semester.

There is no time commitment required on your part related to your participation.

You will be offered the opportunity to review preliminary findings and should you

choose to do so, some time will be involved. Specifically, I am seeking to utilize the

essays and the transcript of the interview you completed in SERP 416 during the Spring

2005 semester as data in this research project. Should you agree to participate, all

personally identifying information will be removed from your essays and interview

transcript and the texts will be entered into a large database along with the data from

other consenting participants.

I would encourage you to contact me for further information and so that we can

discuss the project in more detail, including obtaining your written consent. Thanks, and

I look forward to speaking with you again.
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APPENDIX B

SUBJECT'S CONSENT FORM

Project Title: The construction of disability among undergraduate students in disability
related majors at [Institution name]

You are being asked to read the following material to ensure that you are informed
of the nature of this research study and of how you will participate in it, if you
consent to do so. Signing this form will indicate that you have been so informed and
that you give your consent. Federal regulations require written informed consent
prior to participation in this research study so that you can know the nature and
risks of your participation and can decide to participate or not participate in a free
and informed manner.

PURPOSE
You are being invited to participate voluntarily in the above-titled research project. The
purpose of this project is to explore the cognitive framework employed by undergraduate
students in understanding the concept of disability.

SELECTION CRITERIA
The Principal Investigator will discuss the requirements for participation in this study
with you. To be eligible to participate, you must have completed SERSP 416 at The
[Institution name] during the Spring semester of 2005. A total of 20 individuals will be
recruited in this study.

PROCEDURE(S)
The following information describes your participation in this study. If you agree to
participate, the text of assignments you completed during the course of SERSP 416 will
be entered into an anonymous database. This includes both the text of your written
assignments as well as the transcripts of your interviews. The data will be analyzed and
you will be offered the chance to review preliminary findings and make suggestions.
You may withdraw your participation at any time.

RISKS
There are no known risks to your participation
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BENEFITS
There is no direct benefit to you from your participation. There is a potential long term
benefit to the Rehabilitation Program at [Institution name] in that information obtained in
this study may inform future curriculum design.

CONFIDENTIALITY
All personally identifying information will be removed from your assignments and
interview transcripts and will only be maintained by the course instructor in a locked file
cabinet. Within the final research report, no identifying information will be utilized. The
University and the course itself will be referred to in general terms and individual
participants will only be described generally as well. Audio tapes will be destroyed upon
completion of the research.

PARTICIPATION COSTS AND SUBJECT COMPENSATION
There is no cost to you for participating. You will not be compensated for your
participation. You will be offered the opportunity to review the preliminary findings and
make suggestions. Should you choose to do this, a minimal amount of time will be
required of you.

CONTACTS
You can obtain further information from the principal investigator Alan Strauss MA,
CRC, Ph.D. Candidate, at (520)626-4687. If you have questions concerning your rights
as a research subject, you may call the University of Arizona Human Subjects Protection
Program office at (520) 626-6721. (If out of state use the toll-free number 1-866-278-
1455.)

AUTHORIZATION
Before giving my consent by signing this form, the methods, inconveniences, risks,
and benefits have been explained to me and my questions have been answered. I
may ask questions at any time and I am free to withdraw from the project at any
time without causing bad feelings or affecting my educational pursuits at
[Institution name]. My participation in this project may be ended by the
investigator or by the sponsor for reasons that would be explained. New information
developed during the course of this study which may affect my willingness to
continue in this research project will be given to me as it becomes available. This
consent form will be filed in an area designated by the Human Subjects Committee
with access restricted by the principal investigator, Alan Strauss MA, CRC, Ph.D.
Candidate, or authorized representative of the Special Education and Rehabilitation
Department. I do not give up any of my legal rights by signing this form. A copy of
this signed consent form will be given to me.

________________________________________________________________________
Subject's Signature Date



98

INVESTIGATOR'S AFFIDAVIT:
Either I have or my agent has carefully explained to the subject the nature of the above
project. I hereby certify that to the best of my knowledge the person who signed this
consent form was informed of the nature, demands, benefits, and risks involved in his/her
participation.

________________________________________________________________________
Signature of Investigator Date
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APPENDIX C

COURSE SYLLABUS AND ASSIGNMENTS

SERP 416: Disability Perspectives and Narratives

Spring 2005
Tuesday 1:00 – 3:30 PM

Disability Resource Center Room B116
(Highland Commons Building)

Instructors: Alan Strauss alans@email.arizona.edu 626-4687
Sue Kroeger suek@email.arizona.edu 626-7674

Office Hours: By Appointment

Catalogue Description: Exploration of disability culture and identity throughout the
lifespan with respect to family, education, employment, public policy and ethical issues;
including the pervasive representational uses of disability and the discrimination faced by
disabled people

Purpose: The intended goal of the course is to provide a safe platform for learners to
critically examine societal as well as personal thinking about disability, particularly as
future human service professionals. The course will expose the student to various insider
and outsider perspectives of disability throughout the lifespan, including perspectives on
disability culture and identity. Specifically, disability perspectives will be explored
through narrative with respect to family, education, employment, public policy and
ethical issues. Narratives chosen for this course represent first person accounts of
disability.

Statement on Academic Integrity: The instructor supports the Code of Academic
Integrity of the [Institution name]. Students must realize that plagiarism or obtaining
unauthorized assistance in any academic work is prohibited. Copies of this code are
available in the Dean of Students Office and online. Note that use of the same report,
paper, presentation, etc. to meet requirements in more than one course will also be
considered a misrepresentation and a violation of the Code of Academic Integrity.

Disability Accommodations: If you anticipate the need for reasonable accommodations
to meet the requirements of this course, you must register with the Disability Resource
Center and request that the DRC send me official notification of your accommodation
needs as soon as possible. Please plan to meet with an instructor by appointment or
during office hours to discuss accommodations and how course requirements and
activities may impact your ability to fully participate.
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Attendance policy: Attendance and promptness are required. Points will be earned each
class period through in class activity and participation. Students who are unable to meet
these requirements should notify the instructor prior to class.

Incomplete Grades: An incomplete may only be granted when the majority of course
assignments and grading have been completed. In any case, incompletes are strongly
discouraged and will only be granted in highly unusual situations. Students should
monitor their progress in the course, and if completion of assignments or improving
grades is a problem, should consider dropping the course within University deadlines.

Writing requirements: Written assignments will be graded on format, organization,
style, grammar, and punctuation as well as on accomplishment of purpose. Papers should
be double spaced (12 point font) with student’s name on the top of each page. Written
assignments will be submitted to the instructor electronically as an attachment in rich
text format (rtf). In instances where referencing is required, American Psychological
Association style should be followed.

Course Objectives:
To explore narrative, insider perspectives of disability and how they intersect with
identity, family, education and employment.
To reflect on ethical issues relating to societal treatment of disability.
To introduce new definitions and conceptualization of disability and disability cultures
To reflect upon own our roles as human service providers, especially regarding the way
we resist or replicate stereotypes about people with disabilities, and ways in which we
promote informed, accurate, and respectful ideas.

Texts:
Fries, Kenny. (ed) (1997). Staring Back: The Disability Experience From the Inside Out.
Plume
Anaya, Rudolpho (1979). Tortuga. University of New Mexico Press
Grealy, Lucy (1994). Autobiography of a face. Houghton Mifflin Company.
Irvin, Cass (2004). Home Bound: Growing up with a disability in America. Temple
University Press
Hockenberry, John (1996) Moving Violations: Wheelchairs, Warzones and Declarations
of Independence. Hyperion

Course Requirements:
This course will be reading and writing intensive. There are no objective exams that will
be given, and as a result students are expected to complete all readings prior to the day
when they will be discussed. You will be responsible for completing written notes on
readings and films as well as submitting periodic written assignments that will require
you to integrate material covered in and out of class as well as reflect your own critical
thinking about disability. In addition, you will complete an individual interview during
the semester as well as a focus group in lieu of a final exam.
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Late assignments will not be accepted

Grading:

In-class participation and note taking (30 points): Much of the course will be devoted
to class discussion, and you will be expected to participate with comments informed by
your critical reading of the material and your attentive interaction with class members. If
you are uncomfortable participating in class, please let me know and we can arrange
ways to make it easier for you to do so. We will try to give everyone who has something
to add to discussion the necessary space to feel comfortable doing so. If you feel you are
not being provided with this opportunity, please let us know.

One important preparatory tool is careful note taking when reading assigned material and
viewing films. When taking notes, you should try to identify key analytical points of the
reading as well as questions or ideas that you generate as you read. You will be provided
with a template to guide your note taking. Notes are due almost every class period and
will be assessed as either "satisfactory" or "unsatisfactory" (Very few students get this
grade.) Students who do get grades of unsatisfactory are those who have clearly not
engaged much of the material. The purpose of this assignment is two-fold. First it is
meant to be self-regulating - that is, it provides you with an incentive to stay on top of the
course material, which will enable you to be an effective large and small group
participant. Second, it will assist in the continuous refinement of the course and allow for
a deeper analysis of our thinking surrounding disability.

Written assignments (3 X 10 points each; 30 points total): due dates listed in course
overview, specific assignments and grading rubrics will be handed out ahead of time.
These assignments will be submitted to the instructor electronically per guidelines above.

One on one interview (20 points): Students will complete an individual interview during
the semester. These interviews will focus on the student’s experience and understanding
of disability. The interview will be recorded and transcribed and you will be given a
copy of the transcript to review for accuracy. Students who complete the interview and
review the transcript will receive 20 points.

Focus Group (20 points): In lieu of a final exam, students will participate in a one-time
focus group which will address issues similar to the individual interviews as well as
themes and topics that emerge during the semester.

Remember, NO LATE ASSIGNMENTS WILL BE ACCEPTED
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Methods of Evaluation:

A 90+ points
B 80+ points
C 70+ points
D 60+ points
F 59 points or less

Jan. 18 - Introduction to the course; overview of goals
Interaction with Disabled Persons Scale
Overview of construction of disability
Video- Crip Culture

Jan. 25 – Reading: Home Bound Chaps. 1-3 
Written notes due at start of class

Feb. 1 – Reading: Home Bound Chaps. 4-5 
 Film: Breathing Lessons

Written notes due at start of class

Feb. 8 – Film – The Station Agent
Reading: Joan Tollifson, (p. 105) in Staring Back
Written notes due at start of class

Feb. 15 – Poetry Readings and interpretations from Staring Back
Fries, Manning, Rich, Scott
Written film notes due at start of class
Written assignment number 1 due by Midnight

Feb. 22 – Reading: Autobiography of a face Chaps. 1-5 
Written notes due at start of class

Mar. 1 – Reading: Autobiography of a face Chaps. 6-12
Written notes due at start of class

Mar. 8 – Activism and Discrimination
Guest speakers – Tony Direnzi, Executive Director of SILC
Written notes due at start of class
Reading: Staring Back

Leonard Kriegel p. 37
Nancy Mairs p. 51
Mark O’Brien p. 74
Barbara Rosenblum p. 93
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Mar. 15 – SPRING BREAK

Mar. 22 – Reading: Moving Violations Chaps. 1-9
Written notes due at start of class
Written assignment number 2 due by midnight

Mar. 29 – Reading: Moving Violations Chaps. 10-18
Written notes due at start of class
Individual Interviews

Apr. 5 - Reading: Moving Violations Chaps. 19-26
Written notes due at start of class
Individual Interviews

Apr. 12 – Film Normal for Us
Reading: Harriet McBryde-Johnson Should I Have Been Killed at

Birth: The Case for my Life
Harriet McBryde-Johnson The Disability Gulag

Written notes due at start of class

Apr. 19 – Reading: Tortuga Chaps. 1-14
Written notes due at start of class

Apr. 26 – Reading: Tortuga Chaps. 15-25
Written notes due at start of class

May 3 – Written assignment number 3 due by midnight
Theater from Staring Back…
Interaction with Disabled Persons Scale
Final thoughts, planning for the future, TCE’s

May 10 - Focus Groups 2:00 to 4:00 PM
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Assignment 1

Write a movie review of the film The Station Agent (3 pages minimum, double spaced,
12 point font). Your review must be primarily an examination of the representation of
disability in the film and include answers the following questions:

� How did the film affect your conceptualization of disability?
� How did the film replicate stereotypes of disability?
� How did the film challenge stereotypes of disability?

Tom Shakespeare a disability studies scholars from the UK states:
“While there can be a basic consensus about ways in which images can be
exploitative and stereo-typing, it is dangerous to develop hard and fast
rules of representation, against which the disability credentials of a
particular film can be read off straightforwardly.”

You need to submit the paper to me via email, as an attachment in rich text format (.rtf).
If you reference any sources, you must use APA style. Remember that even two
consecutive words from another source must be cited…do not plagiarize! Please name
the file something unique so that I can tell it apart from all the others without opening the
file (e.g. “Jones assignment 1”).

Feel free to ask questions or come by my office hours if you are having trouble getting
started…the creative process is not easy for everyone. The paper is worth 10 points
according to the following rubric:

7 points – Addressing the questions with sufficient explanation of your thoughts, feelings
and opinions (explain yourself thoroughly!)

3 points – Format and organization. Your essay should flow smoothly and logically
progress from introduction to conclusion. Citations as appropriate…clearly separate facts
from opinion. This also includes style, grammar and punctuation. Don’t forget to use the
computer…spelling and grammar checks for all!
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Assignment 2

The disability journey

It’s time for some creative writing! You are going to take a journey through time….so
when you are ready to do this assignment, find a quiet place and time and relax!

Forget everything around you and allow yourself to go back to your graduation from high
school. Recall your hopes, your dreams and your fears at that time. Who were your
teachers? Who were your friends? What kinds of activities were you involved in?

Did you play sports? Or perhaps you were in a band, or the theater…were there other
after school clubs or activities that you participated in? Take a moment to remember
doing some of these things…

Perhaps high school was the time you began to explore romantic relationships.
Remember yourself in these relationships…were they significant? Can you remember
your first date? Your first kiss? Your first sexual experience? Can you recall events
such as prom, senior awards, or other special events?

Continue your journey back to middle school…perhaps this was the time you began to
notice changes in your body. Remember what that was like. Recall what you were told
about those changes.

Did your relationships with those around you begin to change at that time? Perhaps you
began to feel attractions to others that you had not felt before…how did you handle those
feelings? Recall your teachers and friends in those years…perhaps you had a crush on
someone? What did you do after school? What clothes did you wear? What was your
favorite food?

Now go back to grade school…think of your fifth grade classroom…at your desk, in your
chair…who is your teacher? What are you wearing and who is sitting around you? Go
back to the third grade and picture your teacher then and your place in that
classroom…now imagine yourself at home during that year…what was your room like?
What did you do with free time? What kinds of toys did you like? What books were you
reading? Can you choose your own clothes?

Think back to your first day of kindergarten…do you remember your first day of school?
Take this journey back to pre-school if you can, or to a baby sitters…what are your
earliest memories?

Now it is the time of your birth and when the moment arrives, you are born
disabled. (Or, if you are disabled, complete this assignment as if you were born
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without a disability…if you acquired a disability complete this assignment as if you
did not acquire the disability).

Now retrace your journey forward through the same experiences except for this one
crucial detail. Imagine the excitement your family – brothers and sisters, grandparents,
cousins, neighbors and friends felt on the day you were brought home…Imagine yourself
walking (?) on tiny feet…Imagine entering kindergarten…Imagine your clothes in third
grade, your toys, friends…games you played and with whom. Move through middle
school and those years of puberty…and on to high school…classes, kisses, proms and
after school activities…going to college and choosing a major…leaving home…working
at a job. What do you imagine all this would be like in your different body?

The assignment is to write a paper that details ways in which you believe your life would
have been different if you had a disability (or did not). You must include in your essay:

• Discussion about not only events, but a general discussion of the course and
direction of your life.

• Address concepts such as:
o power and privilege
o opportunity and restraint
o stereotypes of disability

• What is lucky about being disabled?
• What is lucky about not being disabled?
• What meaning did you take from this assignment?

You need to submit the paper to me via email, as an attachment in rich text format (.rtf).
It must be a minimum of 4 pages. Please name the file something unique so that I can tell
it apart from all the others without opening the file (e.g. “Jones assignment 1”).

Feel free to ask questions or come by my office hours if you are having trouble getting
started…the creative process is not easy for everyone. The paper is worth 10 points
according to the following rubric:

7 points – Addressing the questions with sufficient explanation of your thoughts, feelings
and opinions (explain yourself thoroughly!)

3 points – Format and organization. Your essay should flow smoothly and logically
progress from introduction to conclusion. Citations as appropriate…clearly separate facts
from opinion. This also includes style, grammar and punctuation. Don’t forget to use the
computer…spelling and grammar checks for all!
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Assignment 3

This writing assignment is due Monday, May 9th by 4:00 P.M. You can submit it either
as a print copy to Sue or Alan in the DRC or as an attachment to an e-mail to Sue or
Alan.

The assignment will be evaluated according to how well you answered the questions. We
will evaluate your responses according to how easily they read, how many examples you
provide, and how well the examples support or illustrate the points you want to make.
We hope that reading this assignment is a pleasant, straightforward experience for us. If
we have to work as readers to understand your ideas, organization, or sentences, then we
are going to wish that you had worked harder, and will assign less points.

Length: One typed, double-spaced page per question
Criteria for evaluation:
Concise, well-organized paragraphs demonstrating consistent and integrated perspectives
and concepts with examples

1. Discuss various ‘insider’ perspectives of disability. Cite examples from texts. (3
points)

2. Explore and discuss how stereotypes, incorrect assumptions, and disability are related.
Cite examples from texts. (3 points)

3. Using examples from the narratives that you read for this class, identify and discuss
the similarities and differences between women and men living the disability experience.
(3 points)
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APPENDIX D

GENERAL INTERVIEW GUIDE

Do you consider yourself disabled? If yes, which:
Physical__Learning__ Sensory__ Cognitive__

How do you define disability?

Describe experiences in your family with disability.

Describe the contact that you have had with people with disabilities in your life.

What is your major? What led you to choose this field of study and what are you
planning to do with your degree?

When I say the word “disability”, what words thoughts or images come immediately
to your mind?

What are your personal experiences with discrimination, marginalization, or
exclusion?

What do you believe are the most commonly held positive or negative myths or
stereotypes regarding disability and people with disabilities?
What could be done to challenge these?

How has the media influenced your understanding of disability?

What is the most undesirable disability to you? Identify the most important person in
your life (e.g. spouse, parent, friend) and tell me how your relationship with this
person would change if s/he had INSERT THE UNDESIREABLE DISABILITY

Do you feel that there is any common ground between disability and other groups? If
so, which groups and what is the common ground?

What about differences between disability and other groups?

What progress do you feel has been made in society regarding disability and
individuals with disabilities?
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What do you feel are the remaining barriers to equal participation in society facing
individuals with disabilities?

What is most exciting about studying and working in your chosen field?
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APPENDIX E

SAMPLE INTERVIEW AND ASSIGNMENT DATA

Sample interview – Participant 5

Interviewer: Do you consider yourself to be disabled?

Subject: Yes, I do.

Interviewer: What type of disability?

Subject: I had a spinal cord injury which gave me quadriplegia. That's my disability.

Interviewer: How do you define disability?

Subject: Okay. That's really broad. I have been kind of thinking about that too. This
class has made me think about it a lot. It's really, I guess you can look at, kind of look a
policy standpoint. Disability is some kind of condition that results in an impairment that
prevents people from interacting in society completely or to some degree. I consider
myself disabled but I don't consider myself to be the same as all people with disabilities.
I don't like to paint myself with that umbrella term. Even though I do consider myself as
disabled, I'm not disabled in the same respect that somebody, like a blind person is
disabled. There are two different worlds but they both have the same disability term.

Interviewer: What about within physical disabilities? I imagine you still see yourself
as(inaudible)..

Subject: Yeah, like we talked about the pecking order, the hierarchy, whatever you want
to call it with specific disabilities. Quadriplegia, you know is one in itself. My level of
quadriplegia and say, Christopher Reeves, they are worlds apart. My level of spinal cord
injury compared to somebody who has paraplegia is a world of difference there.

Interviewer: Yeah.

Subject: You can identify to some degree but there's still, you know, a big difference.

Interviewer: Yes. Okay. Describe experiences in your family with disability.

Subject: My grandmother, she was born Deaf, or became Deaf at a young age. From the
point I knew her, she was always, I don't want to say homebound, but basically that's
what she was. She lived in the family but she never did much, she had her own routine
which didn't amount to doing much. I don't attribute that to being Deaf. I think part of
that was how she was raised, I don't think she was always part of her family. She was
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always outcast a little bit. And she is also physically disabled because of old age and
overweight. So physically, and then she had Deaf sensory disability. But I guess
growing up I never really looked at grandma as disabled.

Interviewer: Any other experiences?

Subject: Yeah, before I became disabled, before I had my spinal cord injury. I knew my
mom's cousin who also was a quadriplegic. But before I became a quadriplegic, I had no
knowledge of that world of spinal cord injury or quadriplegia. I never questioned him, I
knew him as my mom's cousin and he was in a wheelchair. As far as interactions, I never
questioned, it's just the way he was and I never really questioned it.

Interviewer: Okay. Can you describe experiences with your family in relation to your
disability?

Subject: Yeah, the one thing that comes to mind, and I think this is more individual
about my mom. Shortly after my injury, everybody is upset and didn't know what to
expect, what's going to happen. I think my mom, and I kind of take it personally too. I
think what I'm going through. I think my mom was looking at what she was facing
instead of what I facing. She made a comment one day, not to me, talking a friend of
hers, who was complaining about something hard in her life. I was still in the hospital.
And my mom got really upset and said "at least your son isn't coming home in a
wheelchair". And I heard that and thought, wow, you know at least you're not coming
home in a wheelchair. She turned it and put it on herself. And I'm sure as a parent, I
can't understand what they were going through, but I always felt like that they didn't try
to see where I was at, too. They just kind of looked at how it affected them.

Interviewer: Okay. Describe the contact you had with people with disabilities in your
life.

Subject: Before injury, it was pretty limited. My mom's cousin, as far as, well, like my
grandma was Deaf, once in a while we went to Deaf camps. I was not well-versed in sign
language or Deaf culture, so it was a crazy world for me to go into. (inaudible) I had a
friend in High School, I knew him, interacted with him, I never say "this guy is disabled"
even though physically he had issues. He got sick in junior high and it affected his bone
growth. So he just kind of limped around. We just kind of teased him and poked at him,
not to be cruel or anything. We were all friends. He was a short guy, we called him
Shorty. Logical. We always kind of teased him but he gave it back to us.
But after I got hurt and after I lived in the hospital for a while and started seeing all these
people in wheelchairs. I remember this was while I was still in the hospital and
surrounded by this world of people in wheelchairs, it was outpatient clinic also, people
that lived in there, who have been using their wheelchair for a long time were coming in
out of the hospital. And I would see these people compared to how I was at that time,
how they moved around. I was completely amazed. I never realized that people in



112

wheelchairs were capable of what these people were doing. After I got hurt it was such
an eye-opener.

Interviewer: That was when you were in the hospital?

Subject: Yeah, and I mean, since then I live in a -- come from a small community, a
village of 500 people. Once I moved away from there, after I was hurt and moved to the
university here. After I was hurt, I lived at home for a while with no interaction with
other people with disabilities. Once I left the hospital, then I came here and (inaudible) all
these wheelchairs sports and people with disabilities on campus, my life now compared
to that is above and beyond what I ever thought.

Interviewer: Okay. What is your major?

Subject: My major is, going for Bachelors of science in rehab, special education.

Interviewer: What led you to choose this field of study and what are you planning to do
with your degree?

Subject: Did you read the book "Moving Violations"?

Interviewer: No.

Subject: There's a chapter called "Crip jobs." After reading that I hadn't really thought
about how people with disabilities go to crip jobs, people with spinal cord injuries go to
some kind of rehab deal, people with low vision end up working with people with
blindness. So, I see myself going to these quote unquote crip jobs. Eventually I want to
be a rehab counselor. Going into the graduate program this fall.

Interviewer: You got in?

Subject: Um-hmmm. I got accepted.

Interviewer: Cool. Congratulations.

Subject: Thank you. Hopefully within a few years, I want to work as some type of
counselor, vocational or inpatient rehab setting. And that's totally been guided by my
disability and my experience with that. Beforehand I originally was going to school to be
a elementary education teacher. And that's not something I said: Now I'm disabled, I
don't think I can do that. I just, the focus on my life totally flipped over. I feel I can
contribute.

Interviewer: Okay. When I say the word "disability," what thoughts words or images
come immediately to your mind?
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Subject: Um, well, I'm about three years, I haven't been disabled for very long. When I
hear disability my immediate thought falls on myself. I'm disabled. I don't try to live my
life, see if I can explain this right, I try to live my life as normal as possible. I go
shopping, get up in the morning and do dishes. Read a book, work on the computer. I
don't try to focus on disability. Everything about my life, my wheelchair my interaction
with that screams disability. And it's hard to get past that in my mind. Every morning
when I get up and get dressed, I think about the way I have to get dressed put my pants
on. People don't think about that. That's what goes through my mind when I'm doing it.
People have no idea what I go through. I try not to focus on that but it's constantly on my
mind. Something I try to put aside but --

Interviewer: Do you think it's because you've only been disabled for a few years.

Subject: That's part of it. This is a routine of, just the last couple years but maybe it's
just so ingrained in my brain right now I just can't get past it. To some degree I just get
up and do it. That's the way it is. But I still this thought on the top of my head.

Interviewer: Okay. What are your personal experiences with discrimination,
marginalization or exclusion?

Subject: I have little experiences all the time, every day. That people, I think there's a
big learning curve especially with disability, with anything I guess, if something is
unknown to somebody. They gawk, they stare, they question it, they don't understand it,
so maybe they don't try to learn something more about it but they are intrigued by it. Or
they have assumptions. All the time, and maybe I look for these things, too. I go through
the hall, as I go through the student union, I see glances, looks, body gestures, that make
me cringe a little bit. Like going down the sidewalk, somebody jumps off of the sidewalk
until I get past. And I don't let it bother me, it's obvious to me, maybe not everybody
else. I kind of got off track. Interviewer: I knew where you were heading towards.

Interviewer: What are your personal experiences with discrimination, marginalization
or exclusion?

Subject: That reminds me of a little story. Shortly after I came home from the hospital
with my dad and we had gone to Wal-Mart and I was going through the line at Wal-Mart.
And my hands, (inaudible) doing certain things takes longer, it's awkward, people watch,
that's the way I do it. I was in the line, put my stuff on the little belt and she rang it up,
and I was getting my card, out swiping the thing. And I fumbled with my wallet, trying
to get my card out and the cashier lady was watching me for a second and looked at my
dad and said "is he going to be able to do it?" Things like that make me want to scream.
But I kind of shrug it off.
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Interviewer: That's different for me. I shouldn't put words in your mouth. There's
things, you see them differently now than if you were just coming out the hospital?

Subject: Yeah. I can understand to a degree, I was fresh out of the hospital. Learning
how to deal with the world. How my body works. It may have been a little extra
awkward at that point compared to how I do things now. But still, the way she addressed
it, the way she looked at my dad. To me it's (inaudible) it's really patronizing.

Interviewer: How did your dad handle it, do you remember?

Subject: I think that was our first experience of that ever happening. Those kinds of
things happened since then. He handles them differently now. He was like oh…

Interviewer: At a loss for words.

Subject: There was another one I was trying to think of, too, but it slipped my mind.

Interviewer: If it comes back to you we want to hear about it so let me know. What do
you believe are the most commonly held positive or negative myths or stereotypes
regarding disability or people with disabilities.

Subject: One of the big ones is about sexuality. Like reading John Hockenberry's book,
talks a lot about sexuality. I have limited experience with the things he talks about,
people coming up and asking, can you do it, can you have sex? And I don't know. If
people see a person in a wheelchair, if that's their first thought: Wow, are they still able
to have sex? That's a big stereotype. I think maybe when people think about people
becoming disabled and losing certain abilities, they think about losing their ability, their
sexual abilities, as one of the most socially disabling, the worst thing that can possibly
happen.

Interviewer: What could be done to challenge stereotypes?

(Inaudible)

Interviewer: Just in general, you listed one, if you can think of other stereotypes, what in
general can be done to change them?

Subject: We talk a lot about images in the media, how they are portrayed. I remember
watching an episode of "Ed" if you ever saw that show.

Interviewer: Yes.

Subject: There is a character Darrel Mitchell, that was one of the cast members for a
couple of years who is a wheelchair user. One of the only episodes I saw dealt with
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sexuality. Specifically, he hooked up with this chick and they are in the bedroom, they
hop in bed and do their thing. The next day they talk about it and his feelings towards it.
I don't know if that's appropriate way to do it. I think that's how stereotypes get built.
You talk about this guy's specific functionability and feelings, people attribute that to
everybody that uses a wheelchair, their experiences with sexuality. So....

Interviewer: When you first saw that, what was your initial reaction? Do you think they
handled it positively or negatively?

Subject: I liked the way they showed his personal experience. Because the way I saw it,
I couldn't relate to him. My experiences, my ability to function were different than his to
a degree. So his feelings about that whole scene were quite a bit different than how I felt.
The way they handled it, I think they were open and honest about everything. It was real
in his life.

Interviewer: He is an actor really in a wheelchair, not someone playing it?

Subject: Right.

Interviewer: How, well this is connected, how has the media influenced your
understanding of disability?

Subject: Well, personally I still have a lot of stereotypes in my mind about other
disabilities that I know very little about. Like, blindness, I know don't know anybody
personally who is, or I haven't interacted personally with people are blind or have low
vision. I see them around and I hate to -- but I think, I don't know. Like there's a lot of
movies and shows that do positive things when they try to include people with disabilities
that's not about the disability. I just watched a movie called "What the Bleep Do We
Know." It's a cool movie. It's about quantum physics and things like that. They are
interviewing all these doctors and PhD’s and people, lots of stuff and at the same time
there's a little story going on. Marlee Matlin is the lead actress but it's got nothing to do
with deafness. They don't focus on that. They show how she truly interacts with society
but her disability, her deafness is not even part of the movie.

Interviewer: So you think if media transition from having the focus on disability to just
having disabled people in the movies, do you think that would be ideal?

Subject: That's what I really liked about the movie "The Station Agent".

Interviewer: That was a good movie.

Subject: Again, it had nothing to do with his dwarfism. The way I saw it was usually for
an actor like this guy -- I've seen him in other movies like "Elf".
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Interviewer: I didn't see it.

Subject: He plays this hotheaded businessman. And then when Will Farrell, I don't
know, you're from the North Pole and you're down here and that's great and you're an elf.
And he's like, you called me an elf! They get in this big fight. For a guy like that he is
kind of typecast in those kind of roles. And then there's a movie like "The Station Agent"
which could have cast anybody. You know, so the role just kind of molded around him
and then they added his general interaction with society. The role was not for not for a
dwarf, basically.

Interviewer: I really liked it. Okay. What is the most undesirable disability to you?

Subject: I would have to say I remember, like when I was first in the hospital people
came up, like did you hit your head? I'm like "no, no." (Inaudible ) is a brain injury the
worst possible disability you can have? There's varying degrees. Somebody like Terry
Schiavo for all intents and purposes, pretty much, her brain injury was so severe, she has
no cognitive function. And I think, when you lose the ability to be self-aware, conscious
and make decisions for yourself to any degree, you lose what it means to be a person and
lose humanity, something about you is gone. And I think that's about the scariest thing
for me.

Interviewer: Yeah. I want you to think about the most important person in your life,
friend, parent, or spouse and tell me how this relationship with this person would change
if they had a mental disability.

Subject: Hmmm, I think about my sister. She and I, she is the closest person in my life.
Since, we had a rocky relationship in High School. (Inaudible) After I got hurt we really
got close and bonded. Thinking about if that were to happen to her, it's, I don't know, it's
a tough question. How would I react? I would be really upset. Boy, I don't know. I
have a hard time answering that question.

Interviewer: Do you think it would change your relationship? I mean as far as her life,
if she was like in a vegetative state, she couldn't talk with you, do you think it would
change how you felt about her?

Subject: It would definitely change the interaction. I remember when my sister and I
were both going to the same college before I was injured and our grandmother, she was
old and she was basically dying, she was in long-term care. The end of her life was really
near, she was like on her deathbed. When we went to visit her, she was kind of out of it.
She would talk randomly, didn't recognize us. And I'm kind of picturing, not the death
aspect, like the cognitive function level. I remember when we went to visit her, I would
be very uncomfortable around her. I didn't know what to say, how to interact with her.
(Inaudible) And my sister was great. She wanted to talk to her. I had a harder time
dealing with it. I remember in that situation, I could stay for a little while but after a
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couple of minutes, I got to go. And I think about my sister, I hope it wouldn't be like that.
I hope even if she was in that kind of mental state, she would still be my sister, I would
still love her and want to be with her.

Interviewer: Do you feel there's any common ground between disability and other
groups? If so, what other groups and what is their common ground?

Subject: Like other groups that are considered disabled?

Interviewer: Like other minority groups.

Subject: I was -- there's a book, you know the magazine, "New Mobility." I was
reading an article and they mentioned the book. I looked up the book and it was about
Christopher Reeve, I can't remember the name of it. It was about disability and we need
to get rid of these kind of people. In the book she equates disability, the disability rights
movement, to the civil rights movement of the sixties with the blacks. There was a
hoopla, (inaudible) some of the reactions to the book. This one black guy, this guy
responded talking about how offended he was that somebody equated the disability rights
movement to the civil rights in the sixties. And I know whenever I try to explain to
people, how people with disabilities are treated I equate it to that, like how other ethnic
groups have been marginalized in the past. And I think for some people it makes sense,
for me it makes sense, for others their experiences are unique to their group. And they
don't want people so, experiences are similar. But talking about individual experiences
it's a lot different.

Interviewer: Speaking of differences, what about differences in disability within groups?

Subject: Um, I guess as far as.... I know some people with cerebral palsy, they use
wheelchairs. (Inaudible) And these groups interact. As far as common ground, there's a
lot not there. Personal experience, most people with spinal injury have some sort of
traumatic injury, paralysis moves through spinal cord, it's more brain function. When
people look at someone with spinal cord injury in a wheelchair and someone with CP in a
wheelchair they, generally they don't see much of a difference. (inaudible). I think, when
I think about my injury, there's people with different disabilities. What we all in a way
categorize, (inaudible) which is a little different, I think.

Interviewer: What progress do you feel has been made in society regarding disability
and individuals with disability?

Subject: Well, you can talk about the ADA, how accessible I think a lot of things are
nowadays. I'm kind of, I consider myself to be more liberal, anti-big government. Anti-,
when I think about that, I don't really have a choice as far as, if I want to go shopping.
I'm kind of forced to go to Safeway, to the Wal-Mart. Those are the most accessible
places for a wheelchair user, it's convenient. (inaudible) So in that respect progress has
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been made in accessibility but socially things are kind of negative, too. Attitudes are,
people have these medieval attitudes about disability. It's going to take a long time to
change the way people feel about disability. But I think too that contemporary society,
it's a lot different than World War II genre, so....

Interviewer: Um-hmm.

Subject: I think the perspective, people's social perspective has changed a lot but there's
a long way to go.

Interviewer: My next question is: What do you feel are the remaining barriers or
attitudes?

Subject: Attitudes has been the biggest thing, I think. What else -- like as far as where I
live right now, I live in a subdivision, kind of south of campus a couple miles. None of
the sidewalks have curb cuts. It's restraining. I can drive in my own driveway but as far
as crossing the street, I cannot do that. One day I went down the street because I dropped
some mail off there and I couldn't get back up on the sidewalk until somebody drove by
and gave me a hand. So the next day I called up city works and told them I need curb
cuts put in my neighborhood because there are none. It might be nice to be able to leave.
If my van broke down, there's a bus stop down the street but I can't get to it. They were
great, we'll get right on it. There was no fighting about it. Even though it hasn't been
done yet, I'm sure it's on their list. They were talking about their policy and talking about
they know there's a lot of stuff that needs to be made accessible. They can't just get on it
all, but as the need arises they will make changes quicker.

Interviewer: But you felt like you liked the way they handled it?

Subject: Yes.

Interviewer: What's most exciting about studying and working in your chosen field?

Subject: It's a very, very diverse group and especially at the university. You have not
only people with disability, you have international students with disability, different
ethnicities. So you have a lot of different cultures and different perspectives and how
people interact with the world, I guess.

Interviewer: Anything else you want to say? This ended my questions.

Subject: I just came from SERP 200 and we had a guest speaker talking about, talking
about people with disabilities. (inaudible). One the things he mentioned was the whole
language about disability. The new term now is "handicapping condition." People spend
way too much time on like the language of disability.
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Interviewer: (inaudible)

Subject: People just try to generalize it so much. The way I see it is whatever label you
put on it, it doesn't matter. Disabled, handicapped, person with disabilities. Whatever it
is, gimp, crip, it has nothing to do with the word and label. It is the attitude behind it that
needs to be changed, needs to be looked at.

Interviewer: Um-hmm. Okay. The speaker, where was he from? Was it a faculty
member?

Subject: He was, I think, a doctoral student.

Interviewer: In rehab?

Subject: I think in special education.

Interviewer: Okay. Anything else you want to add?

Subject: That's all I guess. I can't think of any more.
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Sample Assignment 1- Participant 9

Disability Down Sized

The station agent was one of the best comedies involving disability that I have

seen in a while. Many true life themes were brought out in the movie that a little person

and anyone with a disability may experience. Another great thing I thought was unique

in a way was that the leading actor was a disabled person. Today’s movies usually

involve a leading character that is flawless with no imperfections. This is great because it

also furthers the acceptance of disability through exposure. Exposure is great for people

with disabilities because many people that haven’t been around disabilities often feel

uncomfortable. It’s also important for the entertainment industry to produce accurate

images of disability because their role in society today is of great magnitude and

influence. The Station agent was a movie that not only showcased disability, but

diversity and how great it can be if just given a chance to show their human too.

The movie truly changed my perceptions of little people and how they function.

Before watching the movie, the only little people I had ever seen were movies like the

Wizard of Oz and other movies the really mock their disability. Another way the movie

changed my perception was that a little person was in the lead role. Which was great for

me because it made me see how great of an actor he could be, and took away the focus on

his disability. The movie also mad me more aware of what a little person may experience

on a daily basis from people uneducated about him. Its truly wrong for people to judge

him just because he is a little shorter than average. Just like in the movie he said that it

funny how people treat him because in reality “he is just simple boring ordinary guy”
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(Station Agent). In some ways I could relate to what happened to him in the movie,

especially the part how he seems to always be treated as a kid. Being in a wheelchair

people like to do that sometimes also and a lot of the time it makes you feel frustrated

because your not. I think that’s a lot of the reason why in the movie fin was so

introverted towards people in general. In his life it seems that all of the ridicule and

social torture made him shut off emotionally. Because for me I thought that he was really

mean toward people and didn’t want to give anyone chance to get to know him. And

your truly cant blame him but I think in order to educate people to better interact with

someone you have to have a little more patients. In all honesty before watching the

movie I have never really come across a little person and only seen silly movies about

them but even if I did I would treat them with the respect I would want for myself.

The movie also did a great job of replicating stereotypes of little people. It first

and foremost showcased how people act upon seeing a little person. People’s reactions

were just enormously immense and shocked because it was probably their first encounter

with a little person. Many of these thoughts toward him were uneducated responses

which come from a lack of encounter and interaction. Another stereotype in the movies

was that all little people are midgets or silly characters from the movie. This stereotype

is really reinforced by the media and past productions that mock little people. The media

is of great influence on today’s society which helps us come to conclusions on things we

literally know nothing about. Everything we had really thought about disability in the

area of little people was shown during the movie. One of the typical things shown was

name calling and mocking of fin by the rednecks. Also I thought that the setting of the
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small town was a great place to address disability. Small towns are exceptionally bad for

people with differences because their world is one without change. It was very

interesting but intelligent to set the scene of the movie their in a quiet little town where

nothing really happened and routine is certain. When Fin moved into the area it truly

changed the city into an uncomfortable feeling of change. An example would be how

Olivia upon seeing Fin literally freaked out and nearly killed him not once but twice.

This is of course probably because she hadn’t ever seen a little person in her

neighborhood. People literally have no idea how to react to difference. Our society is

one based on perfection and anything that goes outside of that is considered to be odd.

Odd things tend to stand out more and be noticed. There are exceptions and in the movie

Joe was just that. Joe had an open mind upon meeting Fin and made every effort to be

his friend in any way possible. Fin’s interaction with so much negativity and stereotypes

made it very hard for him to trust Joe and believe that Joe’s intentions were noble and

good. Stereotypes make it hard for people to make connections with each other because

they lead to most times negative assumptions.

The film also did a great deal challenging stereotypes in many different ways.

One way was that the lead role character had a disability. And in a majority of the

movies the lead role is an able-bodied person, and Caucasian. The men are also usually

models and the perfect image of an actor. This was the first film I have ever seen with a

disabled person in the leading role. Another stereotype in the film was how independent

Fin truly was. Most people think that little people are incapable of taking care of

themselves like buying groceries and just living a fairly basic life. People don’t see
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people with disabilities as independent beings but as objects of pity and helplessness.

The Station Agent also showed that a person with a disability could be romantically

involved or attractive to other people. Fin in the movie had a couple of romances with

some pretty ladies. This also goes against the stereotype that people with disabilities

can’t date beautiful people. It’s humorous because people are really curious about this

kind of stuff and seem to think that people with disabilities can’t be lovers or

romantically involved with people that are not disabled.

Overall the Station Agent was a great movie and a good portrayal on disability

and also challenged stereotypes toward differences. The movie exposed many challenges

people with disabilities face while just trying to live a normal life. It also gave a more

comical approach to disability and help people understand what it feels like to have a

disability. The Station Agent showed that people with disabilities can be every bit

similar to an able-bodied person and that if given a chance can co-exist in a way that

respects both sides.
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Sample assignment 2- Participant 11

The Disability Journey

Pressure is all around me. What is going on? Something is happening and I am

moving. I see the light and then I am out of my home. It is cold and everyone around me

is staring at me. They are all smiling and I don’t know where I am or who they are. My

new family is showing nothing but love for me, but I am getting really weird looks from

the nurses.

Come to find out later from my parents I was born with out the use of my legs.

Although I had could not use my legs, it did not run in the family. The nurses looked at

me funny because of the awkward way in which I was moving. I think they could tell

right away that something was wrong, but all my family saw was a gift from God.

As a grew up I needed a lot of help. Instead of being able to be independent and

do everything myself, I needed help with the things that were high up and heavy. I

needed help with going to the bathroom and I developed my ability to control my reflexes

later then others. I felt sad sometimes when I would see my brothers outside with their

friends. They would run and play and climb trees. All the things I wished I could do. I

loved to be outside, even if all I could do was watch them play with each other. Just to

feel the breeze in my hair.

When I finally started to go to school it was different. I was the only disabled

person at my school. At first all the kids would talk to me because they were curious.

The teacher would treat me like I was a fragile doll. I felt strong and my brain was fine,

but the teachers did not treat me as such. I could speak better then anyone in the class,
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yet I was treated like I had mental retardation. Just because my legs did not work people

treated me like my brain did not work. This really had an effect on me through out

elementary school.

I felt like the odd man out once I started to get into the higher grades. Social

status became very prevalent within the school and I was not among the elite. No one

really bothered me and everyone was nice for the most part. I just felt it was more out of

pity then anything else. I just wanted to fit in and that seemed like it would never

happen.

Once I got to middle school my body started going through some stages. This

was difficult because I had to learn to change my pads and when. I was sitting in class

one day and forgot that I was going to be starting my period soon. When I went to the

bathroom to go pee, I noticed that my seat was covered and blood and the back of my

pants looked like someone had just stabbed me. At this point in time I was so glad that I

was in a wheelchair because I could sit back in it and hide. If I was able to walk I would

have been so embarrassed.

I liked most of my teachers because they were accommodating. They would treat

me as the other students, unlike elementary school, and I felt like I fit in a little more.

Other teachers were nice to me, but it seemed like it was more out of pity, as it was in

elementary school. In one of my classes there was a boy who I had a crush on. He would

say hi to me because he was really nice, but I knew he would never be with me. He

played every sport and was good at it and I would go to all of his games. I wish that I
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could have had the legs of Meghan because she got the chance to be his girlfriend and I

secretly hated her for that.

Once I got to high school, I had a good amount of friends that I had made. The

first day I was excited because I thought I would go in and see all my friends, but I only

had two in two of my classes. The rest of the time I felt lost in a huge city. People stared

at me and tried to help me when I did not need it. I was pushed and even made fun of a

couple of times by some boys that I never liked. Time passed and I adapted. I made

more friends and found all the short cuts to classes. People became my friends because

they were impressed with my maneuvering skills and they would start a conversation by

asking me how I did something. I did not mind though I was open to their banter. I once

again got a crush on one of the greatest football players I had ever seen. He was just my

type and I wanted him to notice me. He never talked to me though because he was too

busy with the pretty girls who could walk and do things for him. Now I know that I

could have done things for him, but back then I did not think straight when it came to

boys.

I soon got through school and graduated. I was always accommodated. Their

were always ramps and my teachers took good care of any needs that I might have had.

Now it is time to tackle college and I think that I am ready.

This is how I feel that my life would have been like if I had a disability. I think

that I would have had power, because I could still make my own decisions and my family

would be open to that. I know that they would have supported me no matter how I came

out of the womb. I talked to my father recently and told him that if I was to ever be
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paralyzed and my mind still functions, that I don’t want to die. I want to live and

experience life no matter how I have to do it. I know it would be hard, but it is better

then being dead.

I believe that I would have had privilege because I think that my disability might

have cancelled out my color and made it easier for me to get through school. I dealt with

a lot of racism when I was growing up, with classmates and teachers. I think that I would

have not, had I been born with a disability. I think they would have been more focused

on the disability. It may have just gave them a little ease that a person of color would not

succeed because she is disabled, so they might as well be nice to me. With me, disabled

or not, that would not have been the case. I am too brain strong and I would not let them

get the best of me. I would prove every single one of them wrong just as I am doing now.

When I finally get my degree from the U of A I will take it back to all of those teachers

that treated me unfairly and tried to keep me down when I excelled, and I will show

them.

I think that I would have had the opportunity to experience things I have never

experienced. I would have had the opportunity to meet people who were probably a lot

more down to earth then the friends that I did have. After high school I learned that

everyone I thought was my friend really was not. I felt like I lived a life that was not my

own. It was a fake world that was shattered like a snow dome, when I realized who these

people really were.

All the times that I talked about the boys that I liked, seem like times when I

would have felt restrained. I don’t think that I would have ever been able to date them or
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be looked at the same by them. They were the ones with crushes on me and if I was

disabled I think that they were so self-absorbed that they would have never given me a

chance. They would have been too worried about what other people thought. And really

I can not blame them because I would have been the same way.

As far as stereotypes, I know that people would have treated me different. They

would have treated me as if I was weak and could not do anything on my own. As far as

the public around me I grew up in an ignorant area. They showed their ignorance by how

they treated me because of the color of my skin, so I think I would have been invisible in

a chair because they would not know how to act towards me.

I think that someone would be lucky to be disabled because sometimes it can get

you the attention that you need to get you where you want to be. A person with a

disability can take the pity press and turn it into so much more. As a non-disabled

person, I would probably never make the news if I did not do something crazy or

spectacular. I think I would be lucky to be disabled because I would be able to

experience life in a different view. I could help to make changes and I think that I would

have a lot more friends that were true, instead of fake. Being non-disabled I feel like I

have lived most of my life being someone I am not to please the people around me and

having people I thought were real and who I thought were my friends walk all over me.

I liked this project because it made me think about my life and the things that I

have been through. It also makes me think of my friends and the people that I have put

my self around in the past. I feel like I could have done so much better fro myself and

yet here I am. At times I do feel disabled because I can’t wake up and get my self out of
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bed, but I appreciate that I can and I feel that as long as we can open our eyes and see the

world, that is the only thing that truly matters.
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Sample assignment 3- Participant 12

In considering insider perspectives of disability, I went back through my reading notes

to ascertain which perspectives were most interesting and relevant to my experience and

my future in serving disabled persons. In, Home Bound, I found that Cass was greatly

influenced by disability thinkers and writers regarding political vehicles for change. In

considering political vehicles I noted that Cass had particular respect for FDR. And

although, FDR was not regarded as an political advocate for disabled persons as a whole,

he did support legislation and programs to benefit disabled soldiers returning home from

war and for others citizens that may have been impacted by poverty and poor living

conditions. FDR also used his position as a political figure to purchase Warm Springs and

create its legacy as a progressive treatment facility. In the video, “Crip Culture”, political

activism was used to expose society to some of the issues that affected disabled persons.

They sought to change the fact that disabled persons were stigmatized, marginalized and

disenfranchised. They promoted self-expression and environmental change as central

themes. In, Staring Back, Kenny Fries’ central idea was to look at disability from the

inside out. He presents that disability is no big deal, and it’s not abnormal. He takes on

society’s definitions and perceptions as to whom and what is a disabled person. It’s not

about what a person is not, it’s about their potential to be. He attacks society’s perception

that disabled persons are somehow inferior. One looks for symmetry and balance in life

in, Leonard Kriegel’s, Falling Into Life. And, in Nancy Mairs’, Carnal Acts, she at one

point makes a conscious effort to develop her voice as a writer while coping with MS.

She experienced being invisible as have many other disabled persons. Invisibility is just
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as common as being overtly visible for disabled people. The setting or environment

seems to dictate which. It’s all a result of conditioned concepts, judgments or

assumptions more commonly known as stereotypes.

Stereotypes and assumptions block communication, learning, understanding, progress

and resolution to on any given issue. The impact of stereotyping can come in the form of

the lack of encouragement on the part of professionals regarding one’s potential to meet

career goals or to pursue a college education as demonstrated in, Home Bound. Negative

qualities are assigned to disabled people without justification. This means that disability

rather than ability becomes the focal point. Cass Irvin experienced just that type of

stereotyping and prejudice when neither city nor county schools would hire people in

wheel chairs. The assumption that she was somehow less capable due her disability did

not allow for consideration of her ability as a teacher. In, John Hockenberry’s, Moving

Violations, he points out that the perceptions are different for two persons with similar

disabilities when one became disabled in military service, and the other as a result of an

automobile accident. In, Tortuga, some of the people receiving care were called “freaks”

not only by the general public, but by their peers. Hockenberry recounts an incident with

a cab driver who used the stereotypical term, “you people” to refer to persons in wheel

chairs who sought cab transport. Somehow hailing a cab created a conflict between

treating a prospective fare with dignity and respect as opposed to receiving him as a

disabled fare that happened to use a wheel chair. We see in this interaction that

stereotyping is a form of resentment subject to how society views a particular person or

condition. These perceptions become more convoluted when gender is added to the
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equation. There are inherent gender biases in a male dominated society where one gender

is seen as less than. And, we would further confuse perception patterns if race, religion,

ethnicity and language were considered.

In, Cass Irvin’s, Home Bound, she refers to “Women’s Equality Day”. Evidently, she

had been selected as one of the speakers for the event. The substance of her speech drew

parallels between the feminist movement and the plight of disabled people. She was more

than qualified to speak to the issues as she was a member of both groups. She offered that

there were discrepancies between how society as a whole had agreed to treat or regard

one another, and how women were actually regarded. Men would be the culprits in that

scenario as they dominated the thinking and operation of social and professional

interactions. When she spoke to the plight or condition of disabled persons, however, she

would have to assign responsibility for the incongruent treatment or perception of

disabled people to both genders. To address both those issues simultaneously must have

been very difficult as society as a whole has constructed perceptions of disabled persons.

Again, these issues become more convoluted when race, ethnicity, etc. are thrown into

the mix so we won’t go there.

Women have experienced insensitive or desensitized regard despite their contributions

as mothers, teachers, wives, siblings and employees. They have been marginalized,

stigmatized and discriminated against solely because of their gender. Disabled persons,

on the other hand, are marginalized, stigmatized and discriminated against because of

their unique physical or mental capabilities that are said to be other than normal. The
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commonality is that both groups are regarded as less than. The difference is that both

genders of disabled persons are lumped together by the larger society.

Disabled people are thought of as one group by society. But, how do the disabled

regard one another? Is there unequal treatment or regard within that community based on

gender? Yes. In, Rudolfo Anaya’s, Tortuga, the treatment or regard of women seemed to

mirror that of the larger society. The movie outing and the swimming party would not

have been received with the same enthusiasm if the females had not been a part. Tortuga

and his friends were not looking toward an evening of stimulating conversation and

reflection. And, I don’t believe Tortuga would have had the same physiological reactions

to his therapist, KC, had she been a male. Perhaps, in being disabled, we attempt to be

seen as in-step with the larger society so the differences are less apparent or important.

After all, the basis for extraordinary treatment is being different.
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APPENDIX F

SELF-INTERVIEW

1. Do you consider yourself disabled? If yes, which:

Physical__ Learning__ Sensory__ Cognitive__

No.

1. How do you define disability?

I define disability as the result of individual, biological characteristics that intersect with
the larger environment in ways whereby the individual is prevented from full autonomous
participation due to the design of specific environments (e.g. architecture, policy,
attitudes), or discrimination.

2. Describe experiences in your family with disability.

Very limited throughout my childhood. I have an aunt with MS. When she was first
diagnosed and I was probably in my late teens, everyone talked about it in terms of her
“overcoming” and working hard to not let the disease get her. Of course now that I know
better, she in fact has a very mild MS with very little progression…and it does affect her
in ways that she does not feel safe letting many people know about. Particularly in her
previous career where she was a vice president of a large company she was fearful of
letting her employer know until many years after her diagnosis.

As an adult, my grandfather came down with Alzheimers and unfortunately, it caused a
great divide in my family. My grandmother refused to acknowledge that he had
Alzheimers (perhaps out of pride) and dedicated 10 years of her life taking care of his
every need in ways that diminished his own independence and in my eyes bordered on
abusive at times. My parents saw this and, having moved in with them were very
conflicted as to how to deal with the situation, realizing that the alternative was a nursing
home…and they were very weary of that option.

Most significantly, my sister-in-law was diagnosed and ultimately passed away from
brain cancer. This experience deserves more than a self-interview, I could write a novel.
Laura was very realistic throughout her battle with cancer and as a result, everyone who
crossed her path left with a heightened awareness of disability and had to confront their
own notions and beliefs about cancer and disability. She even spoke in one of the classes
I taught. She was very nervous and felt that she did not really provide any insight, yet at
the end of the semester I received more feedback about her presentation than any other
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topic or guest speaker. She was able to convey, in a down to earth, non-threatening
manner the ways that her condition impacted her, her family, and even the way she was
impacted by policies (such as social security disability qualification) and the ways that
she was impacted by others treatment of her.

3. Describe the contact that you have had with people with disabilities in your life.

Aside from the above, I have been involved in disability services virtually all of my
professional career. Throughout college I worked at the UA assisting in the adaptive
weight training program as well as an assistant (and later head) coach of the wheelchair
basketball team. After receiving my bachelor’s degree I worked as an instructional aide
at the Arizona Schools for the Deaf and Blind. Then I moved to Colorado to begin
graduate school in Therapeutic Recreation. I quickly realized that the orientation of the
program was not a fit for my beliefs. There was to much focus on individual change and
therapeutic benefit and no focus on changing recreation environments. Everything
seemed to be driven by funding, reimbursements and justifying the profession. So I
dropped out to therapeutically recreate myself and took a job in Breckenridge Colorado
in outdoor education with a center that worked with many individuals with disabilities. I
had the opportunity to lead programs involving skiing, hiking, climbing, rafting,
canoeing, orienteering, camping…it was a tremendous experience and one that really
helped me internalize the ways that as society marginalized disabled persons simply on
the basis of difference, and it was up to society to do something different.

4. What is your major? What led you to choose this field of study and what are you
planning to do with your degree?

At this point, finishing my PhD in Rehabilitation Counselor Education. I plan to stay in
disability services at some level, but also hope to work to further evolve the
undergraduate rehabilitation curriculum…and of course continue to strive for an
interdisciplinary degree in disability studies at the University. As for choosing this
field…it just kind of happened. As an undergraduate, I got a liberal arts degree and
special education was one of my areas…simply due to having so may units of ASL…that
combined with my experiences working in adaptive athletics and recreation led me to
grad school in Colorado as I was interested in starting an outdoor recreation program in
AZ for persons with disabilities. After I dropped out there, I still wanted a Masters
degree and rehabilitation counseling seemed to be a good fit at that time. I graduated,
started working at the DRC on campus and the rest as they say is history.

5. When I say the word “disability”, what words thoughts or images come
immediately to your mind?

The Disability Resource Center!...access, marginalization, culture, civil rights, protests.
Physical disability, learning disability, deafness, psychiatric disability…
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6. What are your personal experiences with discrimination, marginalization, or
exclusion?

I used to think about this a lot as I feel it is one of the things that initially grabbed my
interest in working in this field, and is also the reason that I think I would enjoy working
in similar areas such as affirmative action/equal opportunity. Growing up as an observant
Jew was perhaps the most significant example I can name. It is not dramatic to say that
one quickly realizes that being Jewish in America is to be an outsider in many ways. It is
a Christian country in values, practices and beliefs. I attended a private Jewish school
through the 8th grade and then of course during high school and college I constantly had
to make special arrangements for homework, missed classes and exams due to the
numerous Jewish holidays when I would be at the synagogue instead at school. From the
subtle reactions of instructors and administrators, to the fact that I could not compete on
any sport teams- it was a very difficult time. Even the drama instructor had an attitude
when I would not come in on a Saturday with the other students to work on the sets,
lights, etc. I maintained a strictly kosher diet and of course this meant that every time my
friends ate out (every day) there were limited if any choices for me. You can imagine the
impact of all this on a teenager.

To this day even though I am much less observant, I am judged in many ways because of
my religion. As an example, even good friends and co-workers seek me out to get my
opinion every time there is tension in Israel or the middle east…as if I am a spokesman
for all Jews and the State of Israel! As if I have some insider knowledge to share…At
least in my 30s I have begun to point out to some of them how absurd their behavior
really is. Do I really need to be consulted on what gift to buy for a family friend whose
son is having a Bar Mitzvah?

7. What do you believe are the most commonly held positive or negative myths or
stereotypes regarding disability and people with disabilities?
What could be done to challenge these?

I think the biggest myth is that it is up to individuals with disabilities to change…that
they must be brave or defiant and overcome obstacles. In regard to stereotype, I think
that probably the biggest is that people with disabilities are special (either inspirationally
or tragically). In terms of challenging these, I think (like everyone else) that it is about
education and ultimately policy formation. I agree with Harlan Hahn that public policy is
a reflection of prevailing social attitudes. And I should add that when I say education, I
also think that individuals with disabilities need education as well…just being an insider
and having a disability does not in my mind qualify one to initiate social change. Much
has been done historically to keep individuals with disabilities from achieving higher
levels of education and limiting their power…so there is a great need for allies, and at the
same time, disabled persons need to become stronger leaders, activists and involved in
the political machine. There is great danger in placing the responsibility for change at the
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feet of either the disabled or the non-disabled…it will take the whole society (not to
sound like Hillary Clinton…)

8. How has the media influenced your understanding of disability?

Probably very little at this time in my life. As a youngster, it played a large role in me
fearing disability and equating it in many ways with death. I do use media a lot in my
teaching to provoke students to think more critically about the messages. Primarily I find
that news tends to be very stereotypical, but that there are certain films and books being
created with greater frequency that are quite valuable and enriching in thinking about
disability and what it means. Unfortunately, these are not yet seem en masse.

9. What is the most undesirable disability to you? Identify the most important
person in your life (e.g. spouse, parent, friend) and tell me how your relationship with
this person would change if s/he had INSERT THE UNDESIREABLE DISABILITY

Anything terminal, probably brain cancer. I think that my relationship with my spouse
would change dramatically, and this I why it would be the most undesirable. First it is
very unpredictable (other than the end) and having already lived through that experience
with my sister in law, I would not want to have to go through it again. The sense of loss
in many ways never subsides. This is a very difficult question to answer as I think life
would change in every way imaginable. It would be hard not to feel victimized by fate
and I could imagine becoming very depressed...which would not help with the situation-
I think that we are both fairly independent people and we would be in a situation where
we had to care for each other in very different ways than we ever have.

10. Do you feel that there is any common ground between disability and other
groups? If so, which groups and what is the common ground?

Certainly. This is a question that I could go on and on about as well. I think that in many
ways disability is similar to many other groups in the legacy of discrimination, prejudice
and civil rights. As examples, African Americans have a legacy of slavery; Jews have a
legacy of the Holocaust; Women have a more complex legacy to name, but it involves a
struggle for voting, and other equal rights that continues today…

I do not think that as a group people with disabilities are as far along in gaining civil
rights and equal access as these other groups. The truth is, none of these groups are
finished and I think that class has a lot more to do these days with how society perceives
and treats its members than race, religion, ethnicity, sexual orientation or whatever. “The
poor” are perhaps the group facing the most oppression and unfortunately the numbers of
individuals with disabilities who are at the poverty level is disproportionately high.
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11. What about differences between disability and other groups?

It seems to me that the major difference is in the ways that disability is still used in
society as a means to provoke pity, to raise money, and most importantly to compare and
elevate the non-disabled. We see this in many ways…telethons…local and world hunger
projects…and of course our public policy. How many times do we create parallel
systems (for example voting procedures) for individuals who are disabled, rather than
designing accessible environments to begin with?

12. What progress do you feel has been made in society regarding disability and
individuals with disabilities?

Quite a bit actually. Certainly we now have laws and legal process for guaranteeing
equal access and equal opportunity. And that must not be taken for granted. Cities and
towns all have disability councils, public transportation is increasingly accessible and
signage has improved. There is a much greater awareness among designers that the
notion of Universal Design is not something just for people with disabilities, but that by
trying to design environments that are usable by as many as possible, to the greatest
extent possible truly benefits everyone.

13. What do you feel are the remaining barriers to equal participation in society
facing individuals with disabilities?

I would answer attitudes and behaviors. Look at the employment and income statistics
for individuals with disabilities…there is still a great preference in society for the white,
able bodied, Christian, Heterosexual, male…Look in popular literature or film and
disability (as played by non-disabled actors) is still a fate worse than death. I believe that
this will change with the coming generation, but it is up to the individuals in the
workforce now to make the difference. Our children will become what they learn.

14. What is most exciting about studying and working in your chosen field?

I like the diversity of what I am able to within Disability Services in Higher Education. I
have opportunities to work in the curricular environment, the employment environment, I
get to teach courses, collaborate with regional schools and businesses (including Mexico)
on improving service delivery around disability…and of course, the end result is that we
all benefit. Many times I think of what I do as more equal opportunity work than
Disability Services and that is what makes it rewarding to me.
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