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ABSTRACT
A THEORY OF AN AESTHETIC OF DISABILITY
By
Susan L. Gabel

The fields of disability studies and educational studies currently
operate within four theories of disability: disability as personal deficit,
disability as socially constructed, disability as membership in a minority
group, and disability as a personal and political identity. While each
theory has its strengths, each theory also poses problems for
understanding and responding to disability, particularly when we attempt
to understand disability from the perspective of disabled people. This
dissertation offers a new theory of disability that interprets disability from
inside experiences of disability while maintaining that both insiders and
outsiders to disability can construct appreciations of experiences of
disability. This is an inclusivity that other theories of disability do not
accomplish.

In this inquiry, the appreciation of disability is conceptualized
as an aesthetic of disability, wherein meaningful experience is artful and
the appreciation of meaningful experiences is the aesthetic. This
understanding of experience and aesthetics is borrowed from the
philosopher John Dewey.

As an interpretive inquiry, this dissertation attempts to
understand differently the phenomena of disability and to present
alternative ways of viewing the human world in relation to disability. As a
theoretical enterprise, the methods used are conceptual and analytical.

Several conceptual tools, or concepts that have been submitted to



critique and analysis, are explored and reconceptualized: disability, the
body, identity, and community. These conceptual tools were selected for
their relevance to disability and their frequency of use in current scholarly
works within disability studies.

In the end, two basic premises emerge from this interpretive
exploration: 1) "Disability” is a set of body-based experiences that can
be appreciated for their meanings and contributions to the construction of
the self and community; and 2) "Disabled” is an interpretation of the self
constructed from one's own lived experiences. These premises are
argued from multiple perspectives and using varied examples drawn
from composites of personal experience with disability, observations of
disability phenomena, and the work of other scholars.

In the last chapter of this dissertation an aesthetic of disability is
examined for its applications to educational thought and practice. Four
categories of applications are discussed: educational policy, teacher

education, curriculum and pedagogy, and educational research.
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Chapter 1

Between Problem and Discovery

This dissertation is situated within an emerging field often
identified as "disability scholarship” or "disability studies.” Disability
studies is a sociological, political, and intellectual trend in academic and
public spheres that focuses inter-disciplinary attention on the problems
and solutions related to disability in society. Following in the footsteps of
women's studies, urban studies, and studies of race, ethnicity, gender,
minority and other oppressed social groups (including gays and lesbians),
disability studies are done by scholars from a wide range of academic and
professional backgrounds: sociology, history, anthropology, public policy,
psychology, medicine, education, mental health, public health. Disability
studies values the contributions of people with disability just as women's
studies values women's perspectives, and urban studies values the
perspective of people who live or work in urban settings. In educational
scholarship, disability studies should not be misunderstood as "special
education studies” because that distinction is actually antithetical to the
idea of disability studies. While the systematic study of disability might be
housed in a particular college or department, it is applicable across
disciplines because disability can be found in all arenas of human
experience. Disability scholars, then, are interested in special education
but they are also interested in education in general, as well as public
policy, medicine, social problems, cultural studies, and the history and
sociology of disability.



As a work that straddies two compatible fields of inquiry,
disability and educational studies, my emphasis is on disability theory that
can be applicable across institutional and social settings; however | pay
closest attention to educational applications, primarily because that is the
institution with which | am most familiar. My theoretical work, however,
should be applicable to disability in other institutions and in society in
general.

The goal of my dissertation is to develop a new theory of
disability. | intend this theory to be compatible, or to at least co-exist, with
other theories of disability. | review and critique four current theories of
disability in chapter two. My theory of an aesthetic of disability is presented
in chapter four.

Four concepts are central to my development of a theory of an
aesthetic of disability: disability, the body, identity, and community. These
concepts are the focus of much current inter-disciplinary scholarship
analyzing race, gender, and sexual orientation. They are becoming the
focus of research in the disability studies field as well. For example, most
of the sessions at the 1997 meetings of The Society for Disability Studies,
a small international community of disability scholars, addressed issues
related to identity, community, or the disabled body.! Many of the
presenters struggled with dilemmas of who can be called disabled or non-
disabled, how such decisions are made, and the value of knowledge of
disability from these two perspectives. In my study, | explore these
concepts in inter-disciplinary ways that are connected to inquiries in other

fields of study while attempting to expand upon our options for

1The Society for Disability Studies, Tenth Annual Meeting, Minneapolis, MN, May 1997.



understanding them as general concepts and as connected specifically to
disability. Later in this chapter | will elaborate on some fundamental ideas
in my theory of disability and its importance as an interpretive work.
Problems and Questions Guiding Inquiry

| conceptualize "problems of inquiry” as questions that drive or
focus inquiry, or as dilemmas for which someone searches for solutions.
The problems guiding this inquiry are conceptual, yet they are also
connected to real human experiences because they relate to the
experience of living in one's body in relation to other people in this world.
The questions | ask have emerged as | have attempted to clarify my place
in disability studies and through my struggle to make sense of disability
and disabled-ness as | have observed and experienced them. My

questions are philosophical in nature and are as follows.

1. What is disability and how does a person come to
know she is disabled or that she experiences disability?
2. What is a body and how do experiences of the body
shape one's identity and community and one's
construction of the self in relation to others?

3. What is an identity, how does a person know her
identity, what meaning does knowing one's identity have
for a person, and how do experiences of identity
influence the construction of the self?

4. What is a community, what meaning is attached to
community by its members and how do experiences of
community influence the construction of the self?

5. How do aesthetics provide a meaningful interpretation
of disability experiences and the disabled self?

It is clear that my questions and the conceptual tools with which | work are
closely matched: disability, the body, identity, and community.
Furthermore, | have asked a fifth question that demands that | construct an
interpretive theory of disability, although | have made a methodological

decision not to use "aesthetic" as a conceptual tool in the same way that |



use disability, the body, identity, and community. The next section
provides a preliminary discussion of the use of conceptual tools.
Conceptual Tools

To understand my methodological decisions discussed later in
this chapter, it is first helpful to understand the conceptual tools with which |
work. Therefore, | provide an explanation of those tools prior to a
description of my methodology.

| have selected four conceptual tools to use in the development
of my theory of an aesthetic of disability: disability, the body, identity, and
community. | use these particular tools for three reasons. First, | believe
that the concepts of the body, identity, and community are integral to an
understanding of the experiences of disability. As integral concepts, they
need further exploration by disability studies scholars. Second, to
understand experiences of disability, we need to fill in the conceptual gaps
related to disability. While there are several conceptualizations of
disability (personal deficit, social construct, minority group,
personal/political identity), to my knowledge there is no scholarly
development of an aesthetic of disability, nor an explication of disability as
the construction of meaning from one's lived experiences. Third, the
theoretical connections between how we understand disability and how
we conduct our social lives need to be developed in order to enrich our
understandings of ourselves as humans. A brief discussion of the
conceptual tools with which | work follows.

Disability

There are numerous ways of conceptualizing disability. Four of

the most common conceptualizations are: personal deficit, minority group,

social construction, and personal or political identity. In chapter two each



conceptualization is summarized and critiqued. The purpose of my critique
is to illuminate the ways in which each theory of disability poses problems
from the perspective of disabled people and to reveal the likelihood that
these theories are not significantly different from one another. | argue that
their differences are not substantial enough to indicate that they provide
sufficient alternatives for disability thought and scholarship.

The most common way of interpreting disability is to view it as a
personal deficit, or as something wrong with a person. The tendency
within this theory is to attempt to fix what is wrong. Medicine adheres to
this view, as do education and psychology. Adherents to the deficit model
of disability typically believe that disability is something within an
individual, although they may disagree about the cause of disability. This
view typically assumes that disability can be objectively identified. Special
education operates within this model when it diagnoses students as
"disabled” and prescribes a specialized treatment plan and the provision of
special services from a separate educational system.

The "deficit model” has been critiqued by disability scholars and
its problems and subjectivities have been revealed.2 Criticism of the deficit
model will be fully explored in chapter two; however a typical critical

“response to thinking about disability as a personal deficit is to construct it

as membership in a minority group. This way of understanding disability

2) cite three of the many works here: Harlan Hahn, "The Politics of Physical Differences:
Disability and Discrimination,” Jounal of Social Issues 44 (1988): 39-47, which constructs
an argument that focuses on physical disability; Michelle Fine and Adrienne Asch, "Disability
Beyond Stigma: Social Interaction, Discrimination and Activism,” Journal of Social Issues
44(1988): 3-21, uses the symbol of "stigma" to explain the consequences of the deficit
model; and Mark Nagler's "The Disabled: The Acquisition of Power," Perspectives on
Disability, ed. Mark Nagler (Palo Alto, CA: Health Markets Research, 1993): 33-36, in which
Nagler calls for political action to gain power for disabled people. These scholars all respond
to deficit thinking by arguing for a minority group approach to disability.



holds that people with disability are members of an oppressed group of
people, as are members of minority racial, gender, or gay and lesbian
groups. A scholar who has been instrumental in purporting this view of
disability is the late Irving Zola, a sociologist of disability. Harlan Hahn has
also been active in defining this view of disability, as have Robert Bogdan
and Douglas Biklen.3 As with the personal deficit model, there are
problems with the minority group model and those problems will be
explored in chapter two.

A third view of disability is the view that it is socially constructed.
This view is related to the minority group model if one believes that societal
structures create minority groups. Social constructivists have argued that
there is no person who is essentially disabled, but that society creates
physical, programmatic, or attitudinal barriers that subsequently shape
perceptions of who is disabled and who is not. Scholars representing this
view include Caroline Wang who examines the construction of physical
difference through injury prevention campaigns; Hugh Mehan, et. al., who
study special education referral processes in a West Coast educational
system; Robert Bogdan and Stephen Taylor and their empirical study of
families who care for loved ones with significant mental retardation; Harlan
Lane in his exposition of the construction of disability in deaf people;

Elaine Makas in her inquiry into the impact of "contact” with people who

30ne of Irving Zola's important pieces on this topic is "Self, Identity and the Naming
Question: Reflections on the Language of Disability,” Social Science and Medicine
36(1993): 15-24, in which he claims that naming, or labelling, has negative impact on
individuals who are labelled. Zola argues for a vocabulary of disability that is active, that is
person-centered, and that focuses on characteristics people "have" (as in "l have a
disability”) rather than features of being (as in "I am disabled™). in chapter four | disagree with
Zola's application of person-centered language, although | agree with the philosophy from
which he applies the language. Also see Hahn, "Politics of Physical Difference”; and
Robert Bogdan and Douglas Bilkden, "Handicapism,” Social Policy MarchVApril(1977). 14-
19.



have disability; and James Trent who has developed a fascinating
argument about the construction of mental retardation.4

More recent work in disability studies has begun to interpret
disability as a personal and political identity.> This view of disability is
related to the minority group model because both views agree that
disability has social origins with political consequences. It differs from the
minority group model in its ability to accept that disability might not be
experienced as membership in a minority group for all individuals with
disability, and that the general experiences of oppression by minority
group members does not necessarily require all group members to share
exactly the same identities. The personal and political identity model also
agrees with constructivism because both models adhere to the idea that
disability is a phenomenon, or a variety of phenomena, constructed by
social processes. While the constructivist model provides an explanation
for the existence of phenomena of disability, the personal and political
identity model places stronger emphasis on taking action as a response to

the social problems that create disability and its negative consequences.

4Carolyn Wang, "Culture, Meaning and Disability: Injury Prevention Campaigns and the
Production of Stigma," Social Science and Medicine 35(1992): 1093-1102; Hugh Mehan,
Alma Hertweck,and J. Lee Meihls, Handicapping the Handicapped: Decision making in
Students' Educational Careers (Stanford, CA: Stanford University Press, 1996); Robert
Bogdan and Stephen Taylor, "Relationships with Severely Disabled People: The Social
Construction of Humanness," Social Problems 36(1989): 135-148; Harlan Lane, The Mask
of Benevolence: Disabling the Deaf Community (New York: Vintage Books, 1992); Elaine
Makas, "Getting in Touch: The Relationship Between Contact with and Attitudes Toward
People with Disabilities,” Perspectives on Disability, ed. Mark Nagler (Palo Alto, CA: Health
Markets Research, 1993): 121-136; James Trent, Inventing the Feeble Mind: A History of
Mental Retardation in the United States (Berkeley, CA: University of California Press,
1994).

SSusan Peters, "The Politics of Disability Identity,” Disability and Society: Emerging Issues
and Insights, ed. Len Barton (New York: Longman, 1996): 215-234; and Simi Linton,
“Disability Studies: Who Are We and Where do We Want To Go?" a Plenary Panel at The
Society for Disability Studies Annual Meeting, held in Minneapolis, MN, May 1997.



The personal and political identity model is closest to the way in
which | understand disability but it, too, has problems. One major problem
is that it politicizes disability to its very core and although it includes
notions about how individuals understand their selves, it has not been fully
fleshed out in this regard. More will be argued in chapter two related to
this theory of disability. While the entire second chapter is devoted to
analyses of the concept "disability,” my next three conceptual tools share
space in the third chapter.

The Body

In my framework, experience and identity formation are whole
body cultural processes. This notion of the body's involvement in cultural
processes comes from the influence of a wide range of scholars who study
the body. Bryan Turner is a sociologist of the body who has worked to
understand society and social beliefs in light of body experiences and
institutional responses to the body. His work is reminiscent of Michel
Foucault's theory of body power that holds that individuals' bodies are
controlled by the power wielded by social institutions. Mary Douglas views
the body as a symbol of society upon which we "write" our cultural beliefs.6
By this she means that the body is a symbol system that mirrors cultural
beliefs in the ways in which we talk about and interact with the body. She
and others view the body as a form of discourse or communication. In one
way they understand the body as a metaphor for culture or society while in
another way they view culture or society as emanating from the

experiences of the body. | use their work along with Turner's and

6Bryan Turner, Regulating Bodies: Essays in Medical Sociology (New York: Routledge,
1992); Michel Foucault, The Order of Things: An Archaeology of the Human Sciences,
trans. Editions Galliard (New York: Vintage Books, 1970; Mary Douglas, Implicit Meanings:
Essays in Anthropology (New York: Routledge, 1975/1991).



Foucault's more loosely. | cannot claim that there are objective truths
inherent in the scholarship of the body but | find it helpful to understand the
disabled self by utilizing the body, experiences of the body, or beliefs
about the body as a metaphor for understanding ourselves.
Understanding the body as a symbol of the self or culture has its
limitations, one of which is to prioritize groups of people, or societies, over
individuals. While | do not make an argument for individualism, | argue for
an understanding of the body from the perspective of the one living in that
body, even though "living in a body" is itself a construct. To put this
another way, | argue that in addition to understanding the body as a site of
cultural discourse, the body must aiso be interpreted by the body of the
individual herself. It must be understood as a thing that experiences living.
The body and experiences of the body, then, become more tools
with which | work to construct understandings about disability. Three
scholars are particularly helpful to me in conceptualizing the body. First,
Elizabeth Grosz, a feminist theorist, notes that the body is a kind of "sexed
corporeality,” by which she means that the body's knowledge and
experience are essentially gendered.” While she agrees that the body can
be conceptualized socio-culturally, as purported by Douglas and Turner,
she maintains that the body's gender is the basic interpretive force for the
experiences of the body and the knowledge generated by those
experiences. | find at least one problem with this view of the body. It
ignores disability and the fact that while most humans will never

experience both maleness and femaleness (most of us experience one of

7Elizabeth Grosz, "Bodies and Knowledges: Feminism and the Crisis of Reason,"” Feminist
Epistemologies, eds. Linda Acoff and Elizabeth Potter (New York: Routledge, 1993):
187-215.
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those gendered corporealities in our lifetime), we all have the potential for
experiencing disability. Grosz and other scholars of gender do not appear
to recognize that it is disability that we all have the potential for
experiencing; therefore | view disability as a more potent experience for
shaping individuals' interpretations. Put another way, disability is a
category of experiences that is more likely to be shared by all humans,
whereas male or female gendered experiences are only shared by some
humans. This recognition is important to studies of the disabled body.
Another feminist scholar, Paula Cooey, deals openly with the
question "what is the body?"8 Her own conceptualization of the body is
that it is the embodiment of the imagining and agency of a "human
subject.” She writes that "the body lived in relation to the body imagined
(is) a testing ground ... for mapping human values, as they are informed by
relations of and struggles for power” (p. 9). Her notion of the influence of
power over the identification of the body is reminiscent of Foucault's work.
Jonathon Rutherford has made a fascinating suggestion that "in
this post-modern, 'wide-open' world, our bodies are bereft of those spatial
and temporal co-ordinates essential for historicity, for a consciousness of
our own collective and personal past” (p. 24).9 Furthermore, he indicates
that existence is "personal® and "nomadic.” Rutherford's concept of the
body as not being bound by time, space, history, or collectivity is a unique

perspective explored in chapter three.

8paula Cooey, Religious Imagination and the Body: A Feminist Analysis (New York: Oxford
University Press, 1994).

9 Jonathon Rutherford, "A Place Called Home: Identity and the Cultural Politics of
Difference,” Identity, Community, Culture, and Difference, ed. Jonathon Rutherford
(London: Lawrence and Wishart, 1990): 24-25.
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A final way of conceptualizing the body is explored through the
work of Michel Foucault, who conceives of the body as acted upon by
institutional power. While Foucault does not explicitly conceptualize about
the body itself, he theorizes about the ways in which social institutions
interact with the body. Two of his metaphors are analyzed in chapter three:
the gaze, or the institutional examination of the body and institutional
construction of notions about bodies; and discipline, or the monitoring and
managing of bodies to conform to social norms of practice. Extending
Foucault to conceptualizing about the body allows a view from the inside of
the power relations between bodies and institutions.

A brief digression is required here. In this inquiry | compare
disability to other identities (race, gender, sexual orientation). | do not
compare it to social class for a specific reason. | view race, gender, sexual
orientation, and disability as identities or experiences that are typically
believed to be located in the human body. Whether or not these
experiences are social constructions and whether or not we agree on
definitions of race, gender, or disability, our descriptions of them and our
beliefs about them are directly related to the bodies of those who share the
identities. Once we have defined a race, 0 that definition is based in
perceptions derived from the bodies of individuals. Gender, too, is
dependent upon some type of body experience or beliefs about a body
experience.

| argue that even identities that are believed to be located in the

mind are body-based identities. Schizophrenia, for example, is believed to

10Here | understand ethnicity to be subsumed under race. Although | recognize that an
argument could be made against such an assumption, for simplicity | have made this choice.
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be a mental iliness but there is disagreement about the extent to which
schizophrenia is emotional or physiological in origin. Regardiess of its
origins, schizophrenia is a whole body experience. The person with
schizophrenia may perceive sights or sounds that others do not see or
hear. She may move her body in certain ways when anxious or angry.
She may scratch herself or pull at her hair in her fear. She may scream or
cry in utter terror. She may sit passively, over-medicated to prevent her
from injuring herself. These are all whole body experiences. It does not
matter from where they come in order to understand them as body based.
It only matters that they are experienced, that someone feels them, that
someone knows them, that others believe they observe them in the body.
When attempting to differentiate between identities, male or female for
example, we might disagree on what that experience is and how it
presents itself to us, but the experience is nevertheless located first within
the body: in the sexual organs or in the mind of the person experiencing
the gender, or in the mind of the person perceiving the gender in another.
The body interacts with the social or physical environment and with other
bodies but the identity itself starts with the body: what the body does, how
the body looks, what the body says, how the body feels, and how others
experience that body.

Class, on the other hand, has economic and political origins that
shape subsequent body experiences but that do not arise from the body.
Although class does not appear to us to originate from the body, | would
agree that class-related experiences have the potential for altering the
body in a variety of ways, for example: by the clothes that are worn, the
hygiene that is used, the places one sleeps, or the health care one can

afford. | would also agree that class or perceptions of class alter the ways
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in which others interpret the body. | would further agree that these body
alterations cause social interactions that might feel similar to those
experienced by members of racial, gendered, or disabled groups of
people. | am not claiming that class has no impact on the body or on the
experiences of the body that contribute to identity formation. Nor am |
claiming that class is a less important concept for understanding disability,
the body, identity, and community. | am claiming, however, that class is not
in the same conceptual category as identities that begin with the body or
that are believed to begin with the body.

| am making this claim for reasons of simplicity as well as for
intellectual reasons. Some post-structuralist scholars would disagree with
me here, if only because | am making a distinction between class and
other "structures”.!! | recognize this potential discomfort but | find it
intellectually necessary to set some boundaries. | also recognize that
there are problems of logic with my claim. For example, one might ask why
| use non-essentialist scholars' works to make claims about disability while
| behave structurally by refusing to include class as a category dependent
on body experiences. If | am implicitly assuming that boundaries are
subjective in nature and that | can pragmatically select the outcomes | wish
as | study subjectivities, then | could also accept class within my identity
categories. | have explicitly chosen not to do this. Due to my very
subjectively determined distinction between identities that begin with the

body and experiences that affect the body but do not originate within the

11By post-structuralist, | refer to scholars who adhere to the view that there are no objective
categories of truth. This is in opposition to structuralist views, that there are objective
categories of truth.
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body, | have chosen to avoid the use of class in my examples of identity
and community.

The body, then, seems to have some type of corporeality, some
physicality we think we can see and touch. We seem to experience
ourselves as body-based beings. There are philosophical arguments to
suggest that the body is not essentially a corporeal experience, but that it is
a social construct necessarily without spatial and temporal boundaries. It
seems possible that we appear to ourselves as thinking, feeling bodies but
that we are actually beings that cannot know our real selves, that we are
limited in recognizing our selves when presented with our selves. What,
then, does this have to do with disability? | argue that it has everything to
do with disability and that our ideas about our bodies are at the root of our
construction of our identities and communities. In chapter three | further
explore the body literature and | construct an interpretation of the body. In
chapter four, | utilize my interpretation of the body, along with
interpretations of identity and community, to construct a theory of disability.

Identity

Identity studies are trendy at the moment and | suppose |
contribute to this trend in doing this work. However, there is precedent for
the importance of the study of identity earlier in this century. Martin
Heidegger noted in his seminal philosophical work, /dentity and
Difference,2 that the "principal of identity is considered the highest
principal of thought.” For this inquiry | conceive of identity as implying both

how a person views herself and how others view her. | view identity to be

12Martin Heidegger, /dentity and Ditference, trans. Joan Stambaugh (NewYork: Harper and
Row Publishers, 1957/69).
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expressed through understandings of how an individual or individuals are
simultaneously the same and different from others. Identity is clearly a
relational way of knowing the self. This view of one's self or another is a
whole body understanding that is influenced by one's cultural context and
that involves the following: the physical senses (seeing, hearing, etc.),
thoughts and emotions about the self or other (or the absence of thoughts
and emotions), kinesthetic knowledge of oneself or another (moving or not
moving in a certain way, holding one's body in a certain position, having
one's body probed or moved in certain ways), and in the case of some
disabilities unique perceptions that are not perceived by others (as in
schizophrenia, with which many individuals hallucinate).

In chapter three | explore some of the work in identity that stems
from feminist and race theory scholars. Feminist theorists are helpful in
their work on the body and identity. Critical race theory is a field of inquiry
and from this field | utilize one emerging scholar. Anna Stubblefield has
examined race from a non-essentialist perspective and claims that there is
no "race” except where groups of individuals are bound together through
common experience.!3 She argues that most often the common
experience is oppression and that through oppression, racial identity and
community are formed. Her arguments about race can be applied to
disability and at least one disability scholar has made such claims.14 |

pursue this line of thought in my explorations of identity.

13Anna Stubblefield, *Racial Identity and Non-Essentialism about Race," Journal of Social
Theory and Practice 21(1995): 341-368.

14pavid Pfeiffer made the same claim in "Similar and Different: Core Concepts and the
Coming of Disability Studies,” The Society for Disability Studies Annual Meeting in
Minneapolis, MN, May 1997.
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Perhaps the richest body of scholarship | have discovered
comes from gay and lesbian studies, where | have found empirical
descriptions of identity and community formation and from which disability
studies can gain much insight. | carefully explore this literature in chapter
three. Here | provide two examples. Judith Schuyf conducted a study of
lesbians in the Netherlands.!S She observes that there appears to be
infinite possibilities for lesbian identities and that there is no one way in
which all or most lesbians come to know themselves as lesbian. She
identifies a variety of identity formation processes that emerge from her
work and she categorizes them into a continuum that is somewhat
misleading because it suggests a move toward objective reality that she
seems to denounce elsewhere. Nevertheless, Schuyf describes multiple
lesbian identities that reminds one of the "multiple identities" concept in
general. She notes that there are many ways of "being” a lesbian. This
seems to be a similar claim to the notion that there are many identities one
experiences throughout one's life and that claiming an identity does not
necessarily indicate that a person shares a set of experiences with others
who claim that identity.

Peter Davies has studied coming out among gay men. He notes
that "coming out is a central feature of the experience of lesbians and gay
men in the western world" (p. 75).16 He claims that coming out is the
cumulation of many processes that result in becoming a different person

within the gay community. He argues that "we need a post-modern

15)udith Schuyf, “The Company of Friends and Lovers: Lesbian Communities in the
Netherlands,” Modern Homosexualities: Fragments of Lesbian and Gay Experience, ed.
Ken Plummer (New York: Routledge, 1992): 53-64.

16peter Davies, "The Role of Disclosure in Coming Out Among Gay Men," also in Modern
Homosexualities: 75-83.
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account of identity which recognizes multiple identities and life as a
process of achieving a more or less satisfactory modus vivendi with them"
(ibid.). He echoes many scholars' beliefs of the centrality of the social
world in identity formation when he writes, "...identity is a process of
accommodation to a social world, rather than a dominating and pre-
disposing psychic force" (ibid.). Davies' work, and the work of other gay
scholars, suggests that a social process of "coming out” is beneficial even
though it might be the result of a climate of oppression. In chapter three |
analyze the potential meaning the process of coming out could hold for
people with disabilities.

In conclusion, chapter three of this dissertation utilizes the work
of a variety of identity scholars who hold a range of views on identity. |
examine feminist scholars for their notions of a gendered identity. |
examine race scholars for their claims about racial categories. | also
examine gay and lesbian scholars for their work on the development of a
gay identity. In each case, | critique the applicability of these literatures to
studies of the disabled identity.

Community

If identity is a body experience that is forged through thought and
action, and if the body is either an objective corporeality or merely the
subjective experience of being-ness we cannot fully understand, what,
then, is community and how is it important to understanding disability?
First, like the tides and tensions of experiences of identity and like the body
and the ways in which our bodies appear to us, the communities to which
we belong also have fluidity, movement, and motion. We belong to many
communities at once. Some of our communities are more prominently

featured at certain times in life while at other times or in other contexts, they
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fade and different community affiliations feel strong. Is community a body
experience, though, and whether or not it belongs to the body, how can it
be understood?

In chapter three | argue that community is a body experience
with some experiential features that are both different from and connected
to individual identity. Our perceptions of identity are dependent on the
sensations we feel in our bodies as we experience ourselves and others
as disabled, or gendered, or raced, or sexual. ldentity is formed through
interacting with others but it is, to a great degree, one's own, as is one's
perception of the identity of an other one's own. Even though one might
share identity features or beliefs with others, one's identity is uniquely
one's own in that no other can ever experience an identity in the exact
same way as any other individual who shares that identity experiences the
identity.

In contrast, community is dependent on the joint experiences of
many individuals or many bodies, or at least the perception of shared
experiences. Community, it would seem, is entirely dependent on some
type of real experiences or perception of shared experiences in
combination with either a choice to belong to those shared experiences or
being assigned to belong to those experiences. By its very definition,
community is something that a group of people do or share whether by
choice or not, although experiences of community certainly influence
experiences of identity and affect the body or the perceptions of the body.

A community of people with disability, or of women or lesbians
might be composed of individuals who believe they share an identity and
body experiences or who have been assigned by others to a community

based on social values and processes. Perhaps even more so than
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individual identity, community is dependent on certain social processes
that designate the community and its members and that establish its values
and customs.

In chapter three | explore the social processes that contribute to
the formation of community through ritual. Victor Turner, Bruce Lincoin,
and David Kertzer develop models of ritual that indicate that rituals are one
form of "social glue,” one way of binding groups of people together into
community.'” When the function of ritual is applied to a common ritual
connected to disability, for example intelligence testing, | believe it will be
clear that rituals of disability facilitate the shaping of community in several
ways. First, it identifies members of the disabled community in society.
Then, it segregates those members physically. To continue the example of
schools, students with certain intellectual abilities are segregated in a
legally mandated separate educational system. Finally, ritual's powerful
symbolism perpetuates the meanings inherent to ritual acts. To expand my
school-based example, intelligence test results symbolically mark students
so that every adult connected to that student's education becomes familiar
with his status as disabled, has access to his test results, and is influenced
by the implications of test results and the disabled status for that child's
education. Furthermore, the non-disabled community is identified through
intelligence testing by omission. Students who are not tested are believed
to be non-disabled. Students who are tested and do not qualify for special

education can either be viewed again as non-disabled or their teachers

17see Victor Turner, The Ritual Process: Structure and Anti-Structure (thaca, NY: Comell
University Press, 1969); Bruce Lincoln, Discourse and the Construction of Society:
Comparative Studies of Myth, Ritual, and Classification (New York: Oxford University Press,
1989); and David Kertzer, Ritual, Politics, and Power (New Haven: Yale University Press,
1988).
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could continue to believe them to be disabled while discounting the test
results. Intelligence testing clearly marks the disabled and non-disabled
individual in schools and contributes to the development of certain types of
school communities in which individuals marked by test results are
assigned to certain roles or functions in the whole school community.
Likewise, students who are not marked by intelligence test results are also
assigned to certain roles or functions. Ritual, then, plays an important role
in community and disability in schools and in society as a whole.

The theory of reciprocity is an example of another intra-
community social process that focuses on interactions among members of
a community. Marcel Mauss' theory of reciprocity states that a community
maintains social stability when all members have reciprocal relations.18
Reciprocity is a form of social relations in which all social members or
institutions comprised of social members contribute to the good of society,
each playing his or her role in good faith. In a nation such as the United
States, according to Mauss, this means that the government promises to
protect its citizens, who in turn promise to cooperate with government
officials and rules, including rules of giving and receiving. In a tribal
society, it could mean that the chief provides protection to tribe members
who pledge their support and who present the chief with goods and
services that he wants or needs. In a school community, my argument is
that reciprocity is also at work. Just as nations grant rights and
responsibilities to those who follow the rules of reciprocity (even if the

rights or responsibilities are differently conceived and understood between

18in Marcel Mauss, The Gift: The Form and Reason for Exchange in Archaic Societies
(London: Routledge, 1950/1990).
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different nations), school communities do too. And as in tribes and nations,
individuals in schools who are shut out or who opt out of reciprocal
relations are marginalized and do not participate in the social interactions
that occupy the rest of society. My claim, then, is that students with
disability are often shut out of reciprocal relations in schools by the
legalization of a separate educational system and the identity and
community building consequences of such legalized policies. Their
inability, for whatever reason, to participate in the "social economy"” (the
exchange of social "goods and services" for the return of the same) of
school communities marginalizes them.

Michel Foucault has a large body of work that examines the
interactions between individuals and social institutions and that is relevant
to my analysis of the concept of community.'® Foucauit's theory of body
power, or power relations, shifts the emphasis to ideology and power. His
theory is often synonymously called "body power" or "power relations;"
however | prefer the use of "body power” because of its consistency of
focus with my purpose. Foucault's theory holds that power flows through
society and social institutions, controlling the lives or bodies of individuals.
On one level, Foucault's theory is highly personalized, focusing on
individual bodies and lives and the ways in which social institutions and
the powerful ones who "run” institutions affect the lives of those without
power. Foucault's accounts of the institutions of medicine, psychology,

psychiatry, and prisons give agency to institutions and construct bodies as

19566 the following works by Michel Foucault: Mental lliness and Psychology, trans. Alan
Sheridan (Berkeley, CA: University of California Press, 1954); Madness and Civilization: A
History of Insanity in the Age of Reason, trans.Richard Howard (New York: Vintage Books,
1965); The Birth of the Clinic: An Archaeology of Medical Perception, trans. A. M. Sheridan
Smith (New York: Vintage Books, 1973); and Discipline and Punish: The Birth of the
Prison, trans. Alan Sheridan (New York: Vintage Books, 1979).
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receptors of and actors with institutional agency. He describes them as
though they are real characters in a surrealistic play. Foucault's power
almost takes on human traits. It is active in the human drama. It interacts
with other characters in the human story and colludes with institutions as
characters to control bodies. Power simultaneously reflects humanity and
is instrumentally used by humans. Understanding community in light of
Foucault's theory of body power is another way of interpreting community
and disability.

Positive and intimate human relationships are missing in
Foucault's work but the work of another scholar, a philosopher, is useful for
this purpose. Nel Noddings' theory of caring is an ethical framework within
which to interpret interactions between people.20 Using her definition of
caring as a reciprocal relationship between the carer and the one cared-
for, where the cared-for must recognize that caring has taken place and
must be able to reciprocate with caring, we can further understand school
communities and the relationship of students with disability to the school
community. Noddings' theory of caring enhances Mauss' theory of
reciprocity. Through Noddings, community can be understood as a place
where caring does or does not occur, or where caring interactions occur
with some community members but not others. To remain entirely
consistent with Noddings, school could be understood as a place where
some individuals are members of the community and where others are
shut out of membership because they are not full participants in reciprocal

caring with other members of the community. Carried to its fullest extent,

20Nel Noddings, Caring: A Feminine Approach to Ethics and Moral Education (Berkeley,
CA: University of California Press, 1984).
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then, Noddings' work suggests that evidences of caring relationships are
marks of community membership.
An Aesthetic of Disability

My four conceptual tools have constructive uses in addition to
critical ones. In chapters two and three | interpret these concepts to lead to
a construction of a theory of disability contingent on experiences of living,
or as John Dewey would claim, as multiple aesthetic pursuits.2! Briefly,
aesthetics can be understood as a way of constructing and appreciating
artful meaning from experience. John Dewsey's theory of experience and
the aesthetic informs my development of a theory of an aesthetic of
disability. Dewey writes about the tensions inherent to the process of
giving meaning to and appreciating one's experiences:

Since the artist cares in a peculiar way for the phases of

experience in which union is achieved, he does not

shun moments of resistance and tension. He rather

cultivates them, not for their own sake but because of

their potentialities, bringing to living consciousness an

experience that is unified and total (p. 536-537).
In the chapter, "Experience as Aesthetic," Dewey continues by claiming
that in a perfect world, where problems and tensions are resolved, there
can be no aesthetic, no appreciation of art or experience becauss it is the
tension, the struggle toward resolution, that creates an eventual aesthetic
awareness and appreciation. To Dewey, the struggle toward resolution is
the attempt to achieve some type of aesthetic and the achievement of
resolution is the aesthetic experience (or resolution) itself. In this line of
thought, aesthetic experiences in our "unfinished world" are fleeting. We

daily struggle for small pleasing experiences or we work hard to find

21,0hn Dewey, Experience and Nature (Chicago: Open Court Publishing Company,
1926).
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meaning in sorrow. Sometimes we are rewarded. We are, to Dewey, fully
alive when "the future is not ominous but a promise” (p. 539), something to
which we look forward, regardless of the problems getting there.

In disability studies, the future includes attempts at figuring out how to
think about disability that brings consequences that are not only pleasant
and from the perspective of people with disability, but that also get as close
as possible to an understanding the experience of disability from within the
experience. An aesthetic of disability would affect individuals and our
understanding of the disabled identity. It would also affect communities,
groups of people who can appreciate the struggle to unify their lives and
their thoughts, whether or not these communities are comprised of
disabled people or of people with mixed abilities.

If experience and art are inextricable, as Dewey claims, then the
disabled identity has the potential for an aesthetic expression and
experience as do other identities. It could be understood as the pursuit of
pleasant outcomes: a self concept with which one is comfortable and
happy, self esteem, confidence in the face of struggle, courage when
confronted with fear, fulfilling sexual expression, or whatever the individual
defines as "pleasant outcomes,” although in chapter four | argue that to be
consistent with Dewey an aesthetic of disability also includes the
appreciation of meaning in unpleasant experience. Outcomes, then, are
self-defined although | accept the probability that choices made by the self
are, themselves, socially constructed. Understood from a community
perspective, the aesthetic pursuit could include the attempt to understand
our similarities and differences, the struggle to get along with one another,
the tensions between the rights of various individuals and the needs of the

community, solidarity in pursuit of civil liberties, or the ability to belong to
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an inclusive community in which one might be a minority member. Again,
Dewey's claim is that the resolution of tensions are the materials of the
aesthetic experience. Without struggle, he argues, aesthetic appreciation
is not possible. In chapter four, | fully develop an aesthetic of disability,
integrate it with the body, identity, and community, and propose possible
implications of this theory. In order thoroughly to develop a theory of an
aesthetic of disability, other works from the literature on aesthetics are
utilized that examine aesthetics from traditional and feminist perspectives.
Methodology

Since this inquiry deals primarily in the realm of ideas, concepts,
and imagination,22 methods that can analyze and interpret ideas and
concepts must be used. To find such methodological strategies and apply
them to my inquiry requires an inter-disciplinary search and a blending of
various strategies identified in that search. The analytic tools that | use in
this inquiry are submitted to creative strategies that constitute a "thought
experiment” common in philosophical inquiry.23 Alternatively, Patty Lather
suggests that this type of work is best done with "rigorous confusion."24
When combining Noddings' and Lather's ideas, it might be accurate to
describe my inquiry as a thought experiment that allows for rigorous

confusion.

22Here | use imagination to refer to ideas conceived by me and then put into writing for the
purpose of this inquiry.

23A common phrase used in philosophical inquiry, | borrow it from Nel Noddings, The
Challenge to Care in Schools: An Alternative Approach to Education (New York: Teachers
College Press, 1992).

244 ather uses this phrase in her paper, "Writing as a Method of Inquiry: The Fields of
Feminist Qualitative Research,” at the American Educational Research Association
conferences, in Chicago, IL, March, 1997.
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Following is a discussion of my use of the interpretive method,
which is the primary methodological basis for my dissertation. For clarity, |
have intentionally categorized my methodological theory (interpretivisim)
as distinct from my methodological strategies or tools for analysis
(conceptual analysis, pragmatic analysis, and heuristic analysis). All are
discussed in the remaining pages of this chapter.

Interpretation: Providing Alternative Understandings

The interpretive tradition prioritizes ideas and the ways in which
we understand how things are. Interpretivists critically explain events or
ideas in alternative ways, as does Jacques Derrida in his critique of
empiricism25 and Michel Foucault in his analyses of the institutions of
medicine and prisons. One can also interpret events or experiences in
light of other events or experiences. Or, interpretation can take the form of
examining ideas in comparison to other ideas. Interpretation, then, allows
the scholar to provide alternative meanings or different ways of
understanding what is perceived or experienced by humans. For the
interpretivist, these alternative meanings are not claims about the way
things really are. Rather, they are constructed as another way of thinking
about or conceptualizing the way things are so that, in the end, an account
is given of the way things seem to be. Brian Fay explains interpretive

methods well:

The interpretive social scientist uses concepts to
understand beings who define themselves by means of
their use of concepts, so that to construct a theory in
which one employs new concepts to grasp the sense of

25quues Derrida, "Structure, Sign, and Play in the Discourse of the Human Sciences," in
The Structuralist Controversy: The Languages of Criticism and the Sciences of Man, eds.
Richard Macksey and Eugenio Donato (1972).
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one's own or another's social behaviour is to afford
people a new means of self-comprehension and thereby
to interject new possibilities into their lives. New ways of
living become real alternatives when one is able to see
the sense of alternative life styles and different ways of
looking at the world (p. 81).26

Fay's claim, then, is that interpretation offers new ways of thinking and,
subsequently, new ways of living or new alternatives for living.
Interpretation aims to figure out the values underlying thought or action.
This gets at the central purpose of my work, which is to analyze disability
and some related concepts and to provide alternative ways of thinking
about those concepts with the hope that the alternatives will be realized,
enacted, or pursued by some readers and some readers' readers.

One criticism of interpretive work has been that it does little to tell
people what to do. Others have argued that interpretative scholars critique

without proposing practical alternatives. Fay has an answer to this:

...the interpretive model would lead people to seek to
change the way they think about what they or others are
doing, rather than provide them with a theory by means
of which they could change what they or others are
doing, and in this way it supports the status quo (p. 91).

This provides an explanation for why interpretive work feels so critical or
biting but often does not give many concrete solutions. | attempt to
respond to this criticism by responding to the problems of current
conceptualizations of disability through careful construction of a theory of
an aesthetic of disability and then by providing some ideas for applying an
aesthetic of disability to educational thought and practice.

The questions | ask are conceptual and abstract as are their

current applications. | claim, however, that there are future practical

26grian Fay, Social Theory and Political Practice (London: Unwin Hyman, 1975).
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applications and | discuss those connections at a conceptual level in
chapter five. Consistent with the problems | have posed and the
methodological traditions | have selected, | am, indeed, intending to
change the way people think about disability, the body, identity, and
community. | am not at this time intending to influence specific practices
nor to propose an empirical model that could be immediately implemented.
It may be helpful to give examples of interpretive strategies that |
use in this inquiry. A concrete example of interpretation is my use of
vignettes, or composite descriptions, of experiences of disability that | have
known or observed or can imagine. These descriptions of experiences
can be understood in many different ways. | attempt to understand them
from the perspective of a disabled person. Another example of
interpretation is my use of reflection, imagination, and construction
activities which build toward application to practical matters of life. In each
example | attempt to provide different ways of understanding phenomena
that are perceived as disability but for which alternative explanations give
new meaning. '
My inquiry is interpretive in nature because it attempts to assign
alternative meanings to phenomena that appear to us as "disabilities." The
primary materials for my interpretive criticism will be my ideas, the
concepts of my "thought experiment,” where the thought experiment
consists of imagining other explanations for the ways things appear to be
while focusing specifically on some central concepts. | attempt to interpret
experiences of disability by imagining alternative meanings for disability
and | use Dewey's theory of aesthetics as the point from which | take my

imaginative leap.
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The data in this form of interpretive research are primarily the
experiences, imagination, and thoughts of the analyst; and texts or written
ideas from relevant scholars or authors. While ethnographic research can
be interpretive by attempting to explain possible alternative meanings of
the qualitative data typically gathered through interview transcripts,
participant observation notes, and cultural artifacts, the brand of
interpretivism | am describing uses data that emerge from the processes
involved with thoughtful analysis of other's ideas and experiences and
one's own ideas and experiences. My data, then, are as follows:
conceptual tools as | have imagined and described them, my ideas and
others' ideas related to disability, my ideas and others' ideas related to the
body, my ideas and others' ideas related to community, my ideas and
others' ideas related to aesthetics, and my real or imagined experiences
with disability.

A key strategy for analysis that | use is conceptual analysis.
Conceptual analysis is a form of rhetoric that depends upon the analyst's
ability to persuasively undermine the claims or foundations of a text
through logical argument and counter-argument. This form of analysis has
been used by Jacques Derrida in his argument against empiricism, by
Cleo Cherryhoimes in his analysis of several theoretical concepts in
educational thought,2? and by Michel Foucault in his examination of power
relations in social institutions. Conceptual analysis is similar to
deconstruction, a strategy used in philosophy and literary criticism. The

literary theorist Terry Eagleton provides insight into deconstructive

27c)e0 Cherryholmes, Power and Criticism: Poststructural Investigations in Education (New
York: Teachers College Press, 1988).
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strategies.28 His emphasis on text mirrors my emphasis on concepts and
constructs. Eagleton's description of the rationale behind deconstruction is

useful at this point:

The tacit of deconstructive criticism...is to show how texts
come to embarrass their own ruling systems of logic;
and deconstruction shows this by fastening on the
'symptomatic’ points, the...impasses of meaning, where
texts get into trouble, come unstuck, offer to contradict
themselves (p. 133-34).

Constructs (or texts), then, can be examined by the scholar in an attempt to
unstick them, to find their problems of consistency or logic where logic is
understood from the perspective of inside experiences of disability and to
expose those, knowing full well that all texts, constructs, or theories could
be exposed through deconstruction or conceptual analysis. In my
dissertation, conceptual analysis is used for the purpose of illuminating
possible problems with the concepts and constructs | propose or for the
purpose of revealing the problems with the constructs developed by
others. This is necessary to assure that | have considered as many
consequences of my constructs as possible and that those consequences
are preferable to the consequences of others' constructs.

But "logic" itself is a sticky concept. In contrast to the traditional
rational, linear brand of logic to which the reader might think Eagleton is
referring, | will use logic to mean anything that makes consistent sense
from a particular point of view (e.g., an individual with a certain kind of
disability, a female, a student). In this work, that point of view is often my

own or my imagined point of view of an individual with a disability. My

28Terry Eagleton, Literary Theory: An Introduction (Minneapolis, MN: University of
Minnesota Press, 1983).
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imagined point of view has clear ideological roots that have been
nourished by the work of others and that rely upon my experiences with
disability and with people with disability.

For my purposes | see a clear distinction between literary
deconstruction and philosophical conceptual analysis. In literary
deconstruction, the focus is on a text of some kind. Literary deconstruction
proceeds through textual evidence and using textual problems of logic or
consistency. My use of philosophical conceptual analysis places the
strategy within the realm of ideas or concepts. Although one could argue
that ideas and concepts are texts (and Eagleton would agree, since he
believes that ideas or experiences are themselves "text"), | have made a
rhetorical decision to avoid the use of the vocabulary of literary criticism in
my dissertation, so that the focus of my work is clearly upon my ideas and
their merits or problems rather than arguments about whether or not those
ideas constitute texts and the problems of texts.

| also use a form of conceptual analysis that | have not found
cited by other scholars but that | must assume is not new to interpretive
scholarship. | call this strategy conceptual blending. In it, | select several
concepts that | believe to be related to my central concept. In this work, my
central concept is disability and my related concepts are the body, identity,
and community. Aesthetics, too, could be considered a related concept.
Then, | examine the concepts as others have constructed them and as |,
too, construct them in order to find their connections, or their relationships.
| do this with a particular purpose in mind. It is the purpose of discovering
connections or relationships that have not, to my knowledge, been
explicated by the scholars whose work | utilize. Finally, | blend these new

ways of conceptualizing or connecting terms to create a new theoretical
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perspective. In my dissertation, this process culminates in chapter four, in
which | outline my theory of an aesthetic of disability.

Pragmatic analysis is another methodological strategy | use.
Pragmatism is both a methodological tool and a philosophical perspective.
In my use of pragmatism as a methodological strategy, | borrow from Cleo
Cherryholmes' scholarship, as well as from Thomas Skrtic, John Dewey,
and Richard Rorty.28 Cherryholmes notes that pragmatism is a "post-
modern colléction of methods of analysis” that trace "conceivable practical
consequences” (p. 155). Description without purpose, or without thinking
about intended outcomes, is useless according to Cherryholmes. It is this
assumption, that there must be a practical purpose for one's scholarship,
that drives my work. This is why | do not stop with my descriptions and
analyses of experiences of disability and its related concepts, nor do | end
with my chapter on an aesthetic of disability. | carry ideas through to
examining or imagining their practical consequences. The examination or
imagination of practical consequences of ideas or concepts is what | call
"pragmatic analysis." Chapter five is devoted to a pragmatic analysis of the
aesthetic of disability.

There is some tension, however, between Cherryholme's
pragmatism and Fay's interpretivism. For Cherryholmes, practical

consequences are necessary in the pragmatic method. For Fay,

29Cnherryhoimes, "Pragmatism, Modernity, and Educational Change," in Discourse and
Power in Educational Organizations, ed. David Corson (Cresskill, NJ: Hampton Press, Inc.,
1995): p.149-165; and Cherryholmes, "Postmodernism Challenges for Educational
Administration,” unpublished manuscript in author's possession, 1996; Thomas Skitic,
Behind Special Education: A Critical Analysis of Professional Culture and School
Organization (Denver, CO: Love Publishing Company, 1991); John Dewey, "The Need for
Recovery in Philosophy,” The Philosophy of John Dewey, ed. John McDermott (Chicago:
University of Chicago Press, 1917/1981); Richard Rorty, Consequences of Pragmatism
(Minneapolis, MN: University of Minnesota Press, 1983).
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intellectual or thought consequences are expected of interpretation. |
believe "thought consequences” are practical consequences, if practical
means something connected to real people or real life that has the
possibilities of being useful to practice. | take practical to mean something
concerned with the useful ends of knowledge; therefore my work can be
classified as practical because it is connected to the experiences of real
people and their relationships to others and their worid.

Dewey's contribution to my use of pragmatism comes from his
proposal that our thoughts must focus first on the outcomes we wish to see.
What, asks Dewey, do you want to be the result of your thought? Although
early in this report it is likely to be unclear to the reader, | follow Dewey's
suggestion in my inquiry by asking about outcomes before | begin my
analyses and while | conduct them. The outcomes, or desired results of my
work, are implicit throughout the entire work. This is in contrast to
traditional qualitative educational inquiry in which the scholar collects data
and attempts to describe the way things are and, perhaps, makes
recommendations for the way things might be. In this process, | am
holding everything to the standard of what | want it to be atthough my
standards are in the realm of ideas. It is an inherently subjective inquiry, an
examination of concepts and a construction of theory entirely from my own
perspective. | do not claim any objectivity in this pursuit whatsoever.

Rorty claims that concepts are methodological tools that can be
used for specific philosophical purposes. He denies the possibility that
concepts can tell us how the world really is, but he accepts that concepts
contribute to the conversations we have with ourselves about our world
and our experiences within the world. The concepts with which | struggle

are my tools. In a sense, they, too, are my materials. |take Rorty seriously
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when he admonishes us to use conceptual tools as vocabularies for
scholarly conversations.

In my inquiry, the pragmatic method is not a distinct step or
procedure, although it is more evident in the final chapter than in other
chapters. Pragmatism is woven throughout my questions for inquiry. With
each question about the experiences of disability | ask about the
consequences of understanding disability in certain ways. Pragmatic
analysis, then, is integrated into the heart of my inquiry process and can be
found in my frequent questions about consequences.

My final strategy for analysis, heuristics, is a method of analysis
based in discovery and invention, and is consistent with the interpretive
tradition. Carl Moustakas, a humanistic psychologist, is a heuristic
researcher. He notes that "the central characteristic of heuristic research is
an emphasis on the internal process of inquiry in the individual person as
the primary instrument for describing and understanding human
experience” (p. 10).30 Heuristic research, Moustakas writes, "involves self-
search, self-dialogue, and self-discovery; the research question and the
methodology flow out of inner awareness, meaning and inspiration"
(p.11).

In heuristic research the meanings given to concepts such as
data, analysis, interview, and conversation are different than in other
qualitative methodologies. In heuristics, data are:

That which extend understanding of or add richness to

the knowing of the phenomena in question. As in
traditional research models, acquiring data involves a

30Carol Moustakas, Heuristic Research: Design, Methodology, and Applications (Newbury
Park, CA: Sage Publications, 1990).
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disciplined systematic series of methods and
procedures designed to yield information. Unlike
traditional models, however, heuristics permits and even
encourages spontaneous creating of methods that will
evoke or disclose experiential meanings. This license
stems from the recognition of the contribution that
subjectivity makes to knowledge and from the dynamic
nature of subjective reality (p. 42).3

Analysis involves reflection upon one's ideas, creating mental images,
examining one's notes, comparing ideas or concepts, and following the
development of those ideas and concepts across time. Interviews are
often done with oneself. The heuristic researcher has continual
conversations with herself, asking questions and playing with ideas.

I conceive of heuristic analysis as a systematic thought process
that asks the question: how can this thing or experience be imagined or
understood differently? | use heuristic analysis in the development of my
theory of an aesthetic of disability. As | develop that theory, | continuously
ask how disability can be imagined differently and how experiences of
disability can be differently understood. That question causes me
constantly to refocus my attention on the underlying reason for my
dissertation inquiry. Triangulated with conceptual analysis and pragmatic
analysis, heuristic analysis allows me to construct a broadly applicable
way of thinking about disability. | think of heuristic analysis as a creative
process that builds something new after conceptual and pragmatic
analyses evaluate and critique what is already in place. It is possible that
heuristic interpretivists would argue that my use of conceptual blending is

actually a heuristic exercise. If that is the case, | would not disagree.

31B. Douglas and C. Moustakas, "Heuristic Inquiry: The Internal Search to Know," Joumnal
of Humanistic Psychology 25(1985): 39-55.
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Conclusion

The educational implications of a work like mine range from
teacher education to pedagogy and educational policy. In chapter five |
devote attention to those implications by utilizing pragmatic analysis to
focus on the possible consequences of conceptualizing disability as an
aesthetic pursuit. | imagine potential features of teacher education,
pedagogy, and educational policy within a framework of an aesthetic.of
disability.

Although my dissertation research can be placed within two
distinct but related fields of study, | have been methodologically
challenged by certain scholarly traditions. In an effort to find ways of
analyzing the problems | identify, | attempt to apply research methods
borrowed or revised from other traditions to these conceptual problems. |
face multiple challenges in this endeavor. First, | face the challenge of
making convincing and explicit connections between concepts and
experience. Second, | face the dilemma of how to argue for the
importance of the questions | raise, the materials | analyze, and how |
analyze them. Third, | struggle to find ways of communicating highly
abstract notions so that others understand my thinking. Fourth, | am
challenged with the difficulty of imagining the practical applications of my
theory of disability.

My work is an attempt to develop a theory of an aesthetic of
disability. The ultimate goal in this attempt is to change the ways in which
scholars and analysts understand disability so that future scholarship is
influenced by my aesthetic of disability. To achieve my goal, | follow the

interpretive tradition by identifying and using concepts and imagined
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experiences as tools for analysis and for imagining alternative
understandings of the ways things appear.

The primary contribution of my work to the fields of inquiry into
which it can be categorized is my theory of an aesthetic of disability that |
believe to be applicable across a wide range of practical matters of
everyday life. Potential practical applications in the field of education are
the conclusion of my dissertation and will facilitate looking ahead to future
research.

The following passage well summarizes my experiences
conducting this inquiry and the hopes that | have for the readers with whom

| share my work:

Having made a discovery, | shall never see the world
again as before. My eyes have become different; | have
made myself into a person seeing and thinking
differently. | have crossed a gap...which lies between
problem and discovery (p. 143).32

32Mm. Polanyi, Personal Knowledge (Chicago: University of Chicago Press, 1962).



Chapter 2
Disability

This chapter analyzes the first and most important of my
conceptual tools, sets the stage for later analyses of more basic
philosophical concepts (the body, identity, community), and prepares the
reader for the development of my own theory of disability. Disability is,
however, more than an intellectual concept. It is a topic of interest and
investment for most people as can be seen in its use in newspaper
articles,33 as a theme in popular culture,34 and as a booming business
enterprise.35 In addition to its presence in the media and business,
disability is the central focus of the institution of special education. In some
ways the existence of disability explains the existence of special

education, although a case has also been made that special education

33 few recent articles include the following: Alan Riding describes a writer who is

and who commands a word processor with his eye movement in, "A Tale Seen in
the Mind's Eye, Told by the Body's," New York Times, March 18, 1997; the late Ennis
Cosby, Bill Cosby's son, wrote about teaching learning disabled students and being
learning disabled himself in "Teaching from the Heart,” New York Times, January 26, 1997;
Raymond Hermandez, "New York Seeks to Overhaul Special Education by Discouraging
Segregation of Pupils,” in which the New York City schools special education system is
described as racially discriminatory and a failure from the perspective of student
achievement, New York Times, November 8, 1996; and Douglas Martin, "Eager to Bite the
Hands that Would Feed Them,” New York Times, June 1, 1997, about disability rights
activists and the author’s perspective on their attitudes toward able-bodied individuals.

34consider the media frenzy when Christopher Reeves was disabled in a riding accident, or
familiar stories from childhood: the Hunchback of Notre Dam, Beauty and the Beast, the
Elephant Man.

35gee Gary L. Abbrecht's, The Disability Business: Rehabilitation in America (Newbury Park,
CA: Sage Publications, 1992), in which he lays out a case for the perpetuation of disability
because of the institutionalization of rehabilitation services. In his argument, the demand
for rehabilitation services is continued in order to keep the participants on the supply side of
the market in business.

38
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explains the existence of disability.36 Regardless of the chicken and egg
dilemma and in spite of its popularity as a topic and the prevalence of
disability among children and adults in the United States,37 disability is
rarely studied by educational researchers outside the field of special
education or educational psychology. With few exceptions, | am unable to
find educational researchers that analyze disability from an interpretive
social science perspective,38 although there is a significant body of work
by researchers outside the field of education that utilizes interpretive
methods and frameworks.

Those of us doing interpretive educational research related to
disability are examining the theories of disability with which we work and
are mapping out new theoretical territories for future disability
scholarship.3® This chapter provides an overview and critique of the four
main theories of disability currently in use in scholarship and practice.

Each theory is derived from a larger scholarly body of work which, in a

36566 Thomas Skriic, Behind Special Education; and Hugh Mehan, Aima Hertweck, and J.
Lee Meihis, Handicapping the Handicapped: Decision Making in Students' Educational
Careers (Stanford, CA: Stanford University Press, 1986). Both argue that special
education itseif is the institution that produces disability. Skrtic does this from an
organizational theory perspective while Mehan, et al., do it from an institutional process
perspective devetoped from empirical data.

37The U. S. Department of Education estimates that approximately ™15 percent of the non-
institutionalized United States population™ have disabllities. See Laura Trupin and Dorothy
Rice, "Health Status, Medical Care Use, and Number of Disabling Conditions in the United
States,” Disabiiity Statistics Abstract 9(1995). in addition, "6.1 percent of the U.S.
poputation under 18 years of age” have disabilities.” See Barbara Wenger, H. Stephen
Kaye, and Mitchel! LaPlante, "Disabilities Among Children,” Disability Statistics Abstract
15(1996).

381 am only aware of three: Susan Peters, Michelle Fine, and myself. Some of Phil
Ferguson's work might be classified as interpretive.

39gusan Peters’ work in a theory of disability will be discussed later in this chapter. My
dissertation is obviously a work in theory of disability. 1 am unaware of other educational
researchers working on theories of disability.
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future inquiry could be utilized to inform the field of disability studies. For
now, | have chosen to focus my analyses on the ways in which general
theories are applied to disability. For example, when discussing disability
as a personal deficit, | focus tightly on the ways in which | am aware that
deficit thinking has been applied to disability. In the section entitled,
"disability as a social construction,” | analyze the constructivist theory of
disability but do not explore constructivism in general and how diverse
constructivist theorizing might inform disability. In other words, at this time |
have not attempted to uncover the ways in which aspects of general
theories have not been applied to disability. | close the chapter with an
examination of what is missing in disability theory.
Disability as a Personal Deficit

Disability has been explained by deficit models for more than a
century in the United States.40 Deficit models are derived from empirical
natural and social sciences and their appeal, according to Richard
Valencia, "comes from the model[s'] wrapping: the scientific method" (p. 1).
The long-standing debate about deficit models of thought was recently
stirred again with the publication of The Bell Curve,4! an explicit attempt to
demonstrate a connection between intelligence and socioeconomic class.

Implicit in that attempt was an argument for relationships between race and

40Rjchard Valencia, "Conceptualizing the Notion of Deficit Thinking," The Evolution of
Deficit Thinking: Educational Thought and Practice, ed, Richard Valencia (Washington,

D. C.: The Falmer Press, 1997): 1-12. Akthough Valencia is referring to school failure when
he dates the deficit model, the use of this date is relevant to disability for two reasons. First,
the emergence of deficit models correlates with the emergence of deficit explanations of
disability. Second, disability is an often cited reason for school failure.

41Richard Hermstein and Charles Murray, The Bell Curve: Intelligence and Class Structure
in American Life (New York: The Free Press, 1994).
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intelligence. That text and the subsequent popular and academic debates
were reminders that deficit models are still with us.

Deficit models explain school failure, disability, illness, and other
phenomena as the result of something wrong within the individual. Some
deficit models implicate socioeconomic conditions as contributing to
individual deficits, but deficit models all share the assumption that there is
an essential problem state within a person. Genetic pathology models, for
example, attribute deficits to transmission through the genetic code.
Cultural deficit models shift the cause of deficits to class and social
stratification. Whether the cause of a disability is innate or environmental,
deficit models have been applied consistently to explain disability as
something wrong with the person who is perceived as having the
disability.42 Mehan, et. al., state this view as the view that *handicaps
reside in students or in their conduct” (p. 45).43 | refer to this way of
conceptualizing disability as the "personal deficit" model, in which it is
assumed that the deficit can be innate or environmentally induced. In

special education, medicine, and psychiatry, the identification of

42Richard Valenica refers to innatist views of disability in, "Genetic Pathology Model of
Deficit Thinking," Evolution of Deficit Thinking (p. 41-112); Douglas Foley explains the
cultural deficit model in "Deficit Thinking Models Based on Culture: The Anthropological
Protest,” Deficit Thinking (p. 113-131); as does Arthur Pearl, in * Cultural and Accumulated
Environmental Deficit Models,” Deficit Thinking (p. 132-160). Here | use innate to refer to
traits physiologically originating within the individual, as in genetic pathology models. | use
environmental to refer to disability that is the result of something outside the individual that
impacts the individual, as in cultural deficit models.

43Hanofcapping the Handicapped. The authors use "handicap,” a term that | use
synonymously with "disability". The use of "handicap™ connotes two possibilities for
Mehan's choice of the term. First, it is the term used in federal special education regulations.
Children in special education are labelled as "educationally handicapped.” In addition, the
word handicapped was commonly used by academics in the mid- to late-1980's. Use of the
term "disability” is a reflection of more recent times and current views about what is
“politicafly correct.” In the past, there was quite a bit of popular and academic debate about
the two terms and their use. | have chosen to avoid this debate because its resolution is not
central to my theory. In chapter four, | hope to resolve any problems the reader may have
with my choice of "disability” by more thoroughly analyzing the term.
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disabilities is always based in deficit models. The very definitions of
specific disabilities, sometimes referred to as "impairments” or "handicaps,”
are based in deficit discourses that describe those ways in which an
individual thinks or performs or interacts that are considered abnormal.44
Within deficit models attempts are usually made to treat disability. In
medicine this may result in surgery, medication, genetic counseling and
testing, or other forms of intervention. In psychiatry, therapy is sometimes
added. In special education, students with disabilities are evaluated for
placement in a separate educational system. Through treatment, it is
hoped that disability can be cured or its symptoms alleviated. When
conceptualized as a personal deficit, there is an urge to perceive disability
as something that is wrong with a person, as a condition that requires
treatment or cure. Individuals who have disabilities are viewed as sick or
incompetent or weak. They are creatures of the disability.45

Within the personal deficit construct of disability, when | say "l am
disabled,” | refer implicitly to the scientific history that backs my statement. |
view myself within a medical or educational institution that has diagnosed
me and given my disability a name. | know | am disabled because others
have told me so and because | believe them. | have had concrete
experiences that validate what | and others think about disability. | have
been evaluated. | have been diagnosed. | may have pain or some other
condition that science is able to treat and my symptoms may be alleviated.

| might find technology useful in supporting my independence. Perhaps |

44The Diagnostic and Statistical Manual of Mental Disorders, published by the American
Psychiatric Association and periodically revised (1952, 1968, 1977, 1980, 1987, 1991), is
the reference text for identifying psychiatric disorders.

45ynestra King, "The Other Body: Reflections on Difference, Disability, and Identity
Politics,” Ms., March/April (1993).
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use a wheelchair or speak with a computer. Regardiess of my interactions
with doctors or special teachers, therapists or technology, | clearly view my
disability as a fundamental part of my very nature and | look to science and
its institutions to address my condition.

Aside from the potential for incorrectly connecting all
experiences of disability with pain and suffering and their cure or
alleviation, there are several problems with viewing disability as a deficit.
First is our inability to be sure that the science upon which the model is
built is correct. Several critics of the science of measurement practiced in
psychometrics,46 and objective science in general, attempts to discredit
science as the foundation from which deficit models are generated.
Richard Valencia claims that deficit models are built upon "pseudo-
science” (p. xii).47 Stephen Jay Gould, in The Mismeasure of Man, his
critique of measurement, reveals science as a social activity implying that it
is a subjective pursuit:

Science, since people must do it, is a socially

embedded activity. It progresses by hunch, vision, and

intuition. Much of its change through time does not

record a closer approach to absolute truth, but the

alteration of cultural contexts that influence it so strongly.

Facts are not pure unsullied bits of information; culture

also influences what we see and how we see it.

Theories, moreover, are not inexorable inductions from
facts (p. 21-22).48

45Psychanetrim is the discipline in which mental measurement, such as personality and
intelligence testing, is practiced.

47Richard Valencia, "Introduction,” Deficit Thinking (p. ix-xvii).

48gtephen Jay Gould, The Mismeasure of Man (New York: W. W. Norton and Company,
1981).
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As a social activity, the deficit model and the science from which it is
derived must be viewed within a cultural context. Cultural values and the
stories told throughout culture contribute to the social context in which
science operates. In this sense, then, the deficit model is a story of
disability told by science. Another problem with deficit models is that they
do not adequately account for the social contexts within which disability
appears as a phenomenon. Even cultural deficit models maintain the
belief that disability is a personal problem, regardless of its cause. A third
dilemma for deficit thinking about disability is the question of essentialism.
| use essentialism to refer to the belief that there are objective truths about
what it means to be human and that these are known to us. If we accept
the personal deficit theory of disability, we accept an essentialist argument.
For non-essentialists, this is a serious problem. Finally, deficit models are
coercive. In effect, powerful people and institutions control decisions about
who is disabled. Deficits do not seem to give an account of people
choosing disability for themselves, nor for people with disability
constructing personal views about their bodies and identities. While the
deficit model has contributed to advancements that have alleviated some
of the limitations caused by conditions that are, indeed, personal and can
be interpreted as innate, it is an incomplete way of understanding the
richness of experiences of disability.
Disability as a Social Construct

If deficits may not in some cases be features that indicate
something wrong with individuals, or if there may not be enough evidence
to prove that deficits objectively exist at all, or if deficit thinking is merely an
incomplete way of interpreting disability, then another way of thinking
about disability is needed. A second theory of disability holds that it is
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socially constructed. Here | use social construction as did Peter Berger
and Thomas Luckmann in their classic work, The Social Construction of
Reality, in which they lay out one of the early cases for constructivism.49
Berger and Luckmann's brand of constructivism holds that humans
produce their world and themselves within their world through interaction
with their environment. Production, for Berger and Luckmann, is distinctly
cognitive in nature. Within their framework, language is a key adaptive
tool. The way the world appears to humans and, in turn, the ways in which
we conceptualize our world and talk about it among ourselves, is the
productive force:

...the developing human being not only interrelates with

a particular natural environment, but with a specific

cultural and social order, which is mediated to him by
the significant others who have charge of him (p. 48).

Numerous scholars have argued the case for the social construction of
disability.50 This interpretation of disability holds that there is no person
who is essentially disabled, but that society creates physical,
programmatic, or attitudinal barriers that subsequently shape perceptions
of who is disabled and who is not disabled. Using Berger and Luckmann's

theory of social construction, we could say that disability appears to us as

49peter Berger and Thomas Luckmann, The Social Construction of Reality (Garden City,
NY: Doubleday and Company, Inc., 1967).

50, few such scholars include Mehan, et al., Handicapping the Handicapped, Robert
Bogdan and Steven Taylor, The Social Meaning of Mental Retardation: Two Life Stories
(New York: Teachers College Press, 1994); James Trent, Inventing the Feeble Mind: A
History of Mental Retardation in the United States (Berkeley, CA: University of California
Press, 1994); Harlan Lane, The Mask of Benevolence: Disabling the Deaf Community (New
York: Vintage Books, 1992); Eds. Benedicte Ingstad and Susan Whyte, Disability and
Culture (Berkeley, CA: University of California Press, 1995); and Carolyn Wang, "Culture,
Meaning, and Disability: Injury Prevention Campaigns and the Production of Stigma,” Socia/
Science and Medicine 35(1992): 1093-1102.
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the result of our interactions with our physical and social worilds and that it
is interpreted to us by the humans who shape our lives and our thought.
An application of the Berger and Luckmann brand of
constructivist theory to disability is demonstrated by the study conducted by
Hugh Mehan, et. al., in which the authors investigated the “day-to-day
practices of educators when they decide to promote students, retain them,
or place them in special education programs” (p. 1-2). Their ethnographic
account describes sorting decisions made in a small West Coast middle
and upper-middle class town in Southern California. The study followed
the decisions to promote, retain, or place in special education in the
classrooms of thirty one teachers. Mehan, et. al., identify three categories

of consequences of the practices of identifying students as disabled.

(1) the conception of students in schools,
especially handicapped students,
(2)theories of decision making, and
(3)theories of social stratification (p. 158).

Several of their findings are salient to the argument that disability is
socially constructed, although their first category is perhaps most relevant
to this inquiry. First, the authors note that the process of referring students
for special education services constrains the educational options available
to those students, particularly when a student is found eligible for and
placed in special education. The result of such constraints is that "student
identities are constructed by the institutional practices of the school”

(p. 159). Educational labels also clearly mark students who are deviant, or
abnormal. Not only are their choices of classes and curriculum
constrained but referred students become stigmatized, after which

teachers differently perceive them. For example, if someone is labelled
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"mentally retarded,” teachers and parents and even the student himself
begin to think differently about that student. Future goals are influenced.
He may even appear physically different to others or himself. "Mentally
retarded” often conjures up the visual image of people with Down's
Syndrome or hydrocephalus (a condition that causes the head to appear
enlarged). In either case, a label alters the ways in which others perceive
a person with a disability. Finally, Mehan, et al., notice that a disability
label changes the ways in which teachers talk about disabled students. In
their study, when students were identified for special education, suddenly
the descriptors of that student became medicalized.5! In conclusion, they

note that:

Disability...exists neither in the head of educators nor in

the behavior of students. It is, instead, a function of the

interaction between educators' categories, institutional

machinery, and students' conduct. That is, designations

like "disability” and "handicap” do not exist apart from

the institutional practices and cultural-meaning systems

that generate and nurture them (p. 164).

Institutional practices, then, combined with categorical thought and student
behavior construct disability in the school setting.

A seminal work in the social construction of disability comes from
two sociologists, Robert Bogdan and Steven Taylor,52 in an empirical study
of families who care for severely disabled loved ones. Bogdan and Taylor
define "severely disabled” as "people with severe and profound mental

retardation or multiple disabilities” (p. 135), which means these individuals

51Here they refer to the medical model, which is closely related to the deficit model. The
medical model, of diagnosis-prescription-treatment is, in fact, a deficit model.

52Robert Bogdan and Steven Taylor, "Relationships with Severely Disabled People: The
Social Construction of Humanness,” Social Problems 36(1989): 135-148.
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require total physical care. Their study focused on the caretakers of over
one hundred people with disabilities living in the community in non-
institutional settings.<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>