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ABSTRACT

THE DISABLED BODY:
STYLE, IDENTITY AND LIFE-WRITING
By Thomas Coogan BA, MA

The Disabled Bodinvestigates disability life-writing and what itweals about the
experience of disability, disability studies arglattendant identity politics, and the
role of embodiment in writing. It combines a conmgiase analysis of theoretical
models with close readings of a range of interteelgrimary texts in order to
theorise new, literary ways of appreciating disgapdnd embodiment.

The thesis begins by focusing on the limitationghefdominant social model of
disability and their impact upon approaches toldigg life-writing within

disability studies. Expanding upon Tom Shakespsassertion that the social
model is a political intervention rather than ausbtheoretical model, | argue that
the rejection of autobiography by initial literaagproaches to disability in the
1990s was based on the criteria of the identititipslinformed by the social model,
which disregards individual, personal and expeia@accounts of disability as
embodiment.

A growing number of thinkers, such as Rose Galwith 3m Swan, have since
criticised the social model for such neglect. Bynbining such positions, |

construct a theoretical framework through whichet@xamine autobiographical
writing with regard to four authors with disabiis presented as a sequence of case
studies: Christy Brown, Christopher Nolan, RuthnBiewicz-Mercer and
Christopher Reeve.

Following G. Thomas Couser’s distinction betweeiting from ‘disability
experience’ and writing from ‘disability culturd’complement analyses of this
sequence of autobiographies with an examinatisseweéral anthologies of writing
by disabled authors, which are implicated in aadiity culture’ based on social
model identity politics.

In the course of this thesis | demonstrate howretyais of the experiential aspect
of disability life-writing can bring a new understiing of the way in which the
body makes itself known in language, which is ghgicance not only to literary
disability studies and disability studies in gemhénat also to the wider field of
literary studies.



CONTENTS

Introduction

Chapter One: Christy Brown

Chapter Two: Christopher Nolan
Chapter Three: Ruth Sienkiewicz-Mercer
Chapter Four: Christopher Reeve
Chapter Five: Anthologies

Conclusion

Bibliography

72

100

141

171

203

245

253



INTRODUCTION

This thesis explores the inter-relationship o&bity and life-writing. The
issue of what disabilitis rages on, with prominent disability studies schdlam
Shakespeare insisting as recently as 2006 thaettyefoundations on which the
field is built are flawed. Such claims in turn cdiogte the matter of just what the
‘disability experience’ and the ‘disability idenfitpolitics that have arisen out of
explorations of it are. Life-writing in particulfwas shaped, and been shaped by,
such debates. Lennard J. Davis has warned agaarsativizing an impairment’
because it ‘tends to sentimentalize it and lirtk ithe bourgeois sensibility of
individualism and the drama of an individual stofpavis 1995, 4). Similarly,
David T. Mitchell and Sharon L. Snyder initiallyjeeted autobiography because of
what they saw as its association of disability vattone figure’ (Mitchell and
Snyder 1997, 9-13). Life-writing has been re-apg@dimore recently as a putative

disability aesthetics has made its mark in restufiierary convention. Key to the



development of this disability aesthetics has mesnewed interest ihe
perennially vexed aspect of disability: the bodgwNappreciations of what
disability is allow for the rehabilitation and remideration of older texts which
were shunned by the first wave of arts-based disabiudies approaches, such as
Davis’ Enforcing Normalcy1995) and Mitchell and Snyderfhe Body and
Physical Differenc€1997), for their apparently more traditional rratlbut can

now be seen to offer representations of experiérateare not mediated by an
identity politics which now risks being discredite&simultaneously, an aesthetics of
disability which takes the body into considerataifers exciting new possibilities

both for literary expression, and for understanditegature.

Midway through its fourth decade, the disabilitpwvament is arguably
becoming a victim of its own success with regarttéoature. Its political
achievements, such as the Americans With Disaslitict (1990) and the UK
Disability Discrimination Acts (1995, 2005), havedoubtedly been influential in
facilitating the self-awareness and self-expresgibich has led to a boom in the
writing of, and interest in, work by people witrsdbilities. However, now that
political claims for recognition have (however stijpgally) been met, the lack of
political direction and stagnation in the movemasiperceived by Tom
Shakespeare has led analytical voices, growingiimber and sophistication, to turn
from politics to other aspects of the disabilitypexence, in the process revealing
the shortcomings of current, politically inflecteteories (Shakespeare 2006, 1).
Paul K. Longmore, key historian of the disabilitpwement, perceives such
guestioning simply as part of the next stage oftlewement: the creation and

consolidation of a ‘disability culture’ based oristgnt disability identity politics



(Longmore 2003, 215). Much of the literature andlgsis produced as part of this
‘culture’ sticks firmly to the political orthodoxgf disability rights by insisting that
the body (‘impairment’) is irrelevant to disabilitgnd that accounts of individual
experience focusing on it, especially those initi@hl narrative forms from
dominant discourse such as autobiography, aresainieguided, at worst
oppressive. However, other writers, and some disabiudies academics, have
found such dogma theoretically wanting and havelbways to explore these
forbidden topics. Through their work | aim to reswter the body’s role in the
disability experience, and the writing of it, amdréhabilitate maligned forms such
as autobiography, dismissed by earlier disabitiigles approaches to literature,
and to demonstrate new possibilities for agencpression and an appreciation of

the aesthetic literary qualities of disability.

| will show that the conventional social modeldigability, upon which
much disability studies and disability rights waskbased, is inadequate in its
theorising of the disability experience. Key tosthiill be the idea that the social
model’s splitting of disability into social (‘disdity’) and somatic (‘impairment’)
experiences is useful only as a ‘political intetv@m and is in no way theoretically
complex enough to serve as a model for the embakpdrience of disability
(Shakespeare 2006, 33). Next, | will show thatyeapiplications of disability
studies to disability life-writing, based on thecst model, were shaped too much
by the model’s political aspect to employ a trulgrary approach to disability.
Such an approach would include an appreciatioresthetics, incorporating a
linguistic analysis, which would trace the influenaf the author’s disability

experience on the shaping of the text’s style amdent and of their disability on



the production of the text. Thus, such an appreamhid need a far more robust
theory of embodiment, embodied identity (as thaaddacus of identity politics is
tainted by its social model origins), and the ielahip between language and the
body than the social model can offer. To compil@ppropriate methodology it is
necessary to combine a variety of approaches sofrium disability studies and
literary disability studies, but other fields suchmedical anthropology and
psychotherapeutics. | will show that this new,rary approach to writing by people
with disabilities will in fact serve to highlighbé agency that the individual can
have over literary convention, and that the disébledy can be a resource in this
agency. Ironically, therefore, this literary appsbadentifies more potential for
freedom and self-expression than the supposedydilonal orthodox disability
studies approach, which has in the past tendeeketditerature as rigidly structured
and controlled by a dominant discourse hostileigaldlity. Having established a
theoretical context within which to approach thgeabof study, | will use close
readings of several carefully selected texts taidate and test this new approach.
The final aim of this thesis is to apply the cosoduns drawn from this methodology
and these readings in order to posit what thiseslgjf study reveals about, and

offers to, the broader field of literary studies.

This thesis will make a number of contributionktmwledge which are
intimately inter-related. Firstly, it will test arahalyse the strengths and weaknesses
of current models of disability both in their amgaliion to the disability experience
and to literature. Secondly, its synthesis of aemobust model for a literary
approach to disability will enrich both broaderahigity studies and the sub-

category of literary disability studies. Thirdly its exploration of what is missing



in previous disability studies approaches to ttezdry analysis of disability life-
writing, this thesis will turn its focus to the bpds a source of ‘voice’: that
combination of language and identity, style andtenin This focus on the body in
writing that disability brings in turn raises thaestion of a broader appreciation of
the writing body in the wider field of literatur@.beneficial side-effect of this focus
on bodily identity will be to highlight the redueg nature of the identity politics
that have dominated and calcified the study ofldigginto the orthodoxy of
‘disability studies’, and to show ways in which ahdity may be studied and
theorised in a more universal, less separatisidashot as an end in itself, but as a
topic which challenges and offers new modes of eptualisation throughout the

humanities with regard to the body and embodiment.

The research approach for this thesis involvedintey-related strands. My
initial research on the inter-relation of disalyiitnd literature led me to the first
prominent applications of disability studies thesrto literature from the 1990s
such as those of Lennard J. Davis, David T. Miticiwedl Sharon L. Snyder. |
focused on their analysis of narrative genresantiqular autobiography, noting
their conclusions that narrativising disabilitydbgh writing, and in particular
through an autobiography with its emphasis onidévidual, would be undesirable
because it would, through the formal conventionthefgenre, allow the rendering
of the disability experience only in the traditibrappressive terms of dominant
discourse. Yet, in my examination of a traditioaatl popular autobiography by a
person with a disability, Christy BrownMy Left Foot(see Chapter 1), a close-
reading revealed an alternative frame of referevit@n the text in the shape of

persistent reference to, and attempts to expredisahility experience outside of



the plain, simple, discourse in which the text wedated, which was continually
addressed by a vocabulary which invoked the trdgbeophysical. These
impressions were strengthened by an examinatidimecdutobiographical work of
1987 Whitbread Award winner Christopher Nolan, vehigre same themes were
evident, albeit in an acclaimed literary text toiethan odd, poetic style, full of
archaic, portmanteau and neologistic language,estibg dominant discourse, was
essential. Having cemented my view of the disabletly as an integral part of the
origin of this alternative discourse, and the @fiéanguage in its expression, my
research turned to the examination of these issugisability studies. This swiftly
led to a disenchantment with the inadequacieseo$titial model with regard to its
conceptualisation of the body and embodiment, hod with the early theories of
Davis, Mitchell and Snyder that my reading\dy Left Foothad challenged. My
interest in the struggle to express a disabledtiyded me to contemporary
disability identity politics and the debates ovelitical versus personal,
experiential approaches to a disability identitsitiQues of the latter, such as
Shakespeare’s dismissal of a social, communal tityadentity, lent a further
urgency to my exploration of the writing of a pevah embodied identity. Identity
politics did lead me to the profitable area of stpdovided by anthologies of
writing by people with disabilities, which is addsed in Chapter 5, and to the
issues of representation, authenticity, and autharontentious is a political sense,
but also in a literary one, that prompted my stafithe works of Ruth Sienkiewicz-

Mercer and Christopher Reeve, in Chapter 3 andgectively.

In the rest of this Introduction, | will lay outé complex theoretical basis of

this thesis, giving an overview of the developmahe disability rights movement,



its influence on the development of disability sésgd and the first prominent
applications of disability studies to literaturevill show how one model which has
in particular dominated disability studies, thecadled ‘social model’, is inadequate
in two particular areas: individual experience, andsideration of the body.
Although these shortcomings are problematic foaluilgy studies, they cause even
more acute difficulty in considerations of disatyilautobiography, where individual
experience, particularly of the body, is often ¢tleatral concern of the text. This
chapter will then move on to evaluate various gptsmvithin the disability
movement to address, remedy, improve upon or segerthese flaws, in order to
fashion a theoretical model which will offer a maagisfactory approach to the
literary aspects of disability. This is necessaggduse a disability identity politics
based on the social model has sometimes been éakeigiven in approaches to
disability writing. Paul K. Longmore, for examplegs argued that disability writing
of the early 21 century is part of a move ‘to explooe to createa disability
culture’ (my emphasis) as the next stage of thatilisy rights and disability
studies movements (Longmore 2003, 215). G. Thonoas€& has been more
circumspect, carefully distinguishing between wagtifrom inside a distinct
disability culture’ and writing ‘from inside the pgrience of disability’ (Couser
2002, 110). Taking Couser’s distinction as my dwe]l then embark on detailed
readings of several key texts in order to explboeeliterary processes involved in
writing the experience of disability, as distingirh writing from inside disability
culture.

In Chapter 1, | examine Christy Brown'’s autobigiraMy Left Foot(1954)
and compare it, thematically and stylistically, mdoth his first autobiographical

effort ‘Reminiscences of a Mental Defective’ and laiter autobiographical novel



Down All The Day$1970). In sharp comparison to these wdvksLeft Footis a
written in a plain, simple style. | attribute thdasthe influence of Dr. Robert Collis,
an established author, playwright and autobiognapileo schooled Brown in
modern writing, and oversaw his redrafting, andeimeergence of the text into the
public sphere. Although the text thus appears rmorwentional than Brown’s other
works, | argue thatly Left Footnevertheless manifests a disability aesthetic. It
does so by laying bare the limits of conventioaalguage through repeated
reference to the frustrated physicality of Browateempts to express an apparently
inexpressible experience within it. In Chapter addlress two works by Christopher
Nolan (like Brown, an Irishman with Cerebral Paisy) Mammy Encomium’

(1981) andJnder The Eye Of The Clo¢k987), winner of that year’'s Whitbread
Award. In particular, | focus on Nolan’s distinatistyle, replete with neologisms
and archaic words, frequently as poetic as it isdeand attribute it to the influence
of his body. | note the role that a shift in bot#lifics and aesthetics (as well as a
development in medical and prosthetic technologg) flayed in enabling Nolan
both to develop and to employ a language and #tglestretches the limits of
dominant discourse to reach at meaning, and yet hswvork received as art rather
than deviance, in a way that Brown, writing decdokefore, could not. | will also
consider the influence of the emergent disabilgirts movement on the sense of
identity explored in Nolan’s text, and the oppoiti@s his treatment of that theme

offers for a reconfiguration of notions of disatyilidentity.

The influence of the disability rights movementtbe shaping of personal
narrative is a theme which continues in Chaptevit, a consideration of Ruth

Sienkiewicz-Mercer’s autobiographyRaise My Eyes To Say Y@&sis text



emerges specifically from the context of the disiglriights movement, as the text
was only made possible by access to interactiograms as a result of her
involvement with the Independent Living Movemergylplayers in the evolution
of disability rights in 1970s America. Although ¢emporaneous with Nolan’s text,
Sienkiewicz-Mercer perhaps has more in common B&tdwn, as her struggle for
self-expression is translated into plain langudgeugh a long and complicated
(both practically and ethically) partnership witkr fable-bodied co-author, Steven B.
Kaplan. Yet, due to her long-term incarceration state hospital and lack of
exposure to education or therapy, Sienkiewicz-Meicbarely literate and
extremely limited in her ability to communicate dathus the implications for
authenticity and authority in regard to her staey @ven greater than that of the
Brown'’s. In its demonstration of how the persoma #he political interact,
particularly in regard to the notion of ‘voice’ gtltase of Sienkiewicz-Mercer
foreshadows the consideration of anthologies dtingiby people with disabilities

to be addressed in Chapter 5.

Before this, however, the personal and the palittoice are considered in a
rather different way in Chapter 4, which considéestwo volumes of
autobiographical writing by a particularly divisifigure in the recent history of
disability: Christopher Reeve. Perhaps the mosbtasof all the disabled
autobiographers featured here, Reeve is also, meacadly, perhaps the least
representative, and perhaps the least ‘disabled number of senses: his wealth
and status arguably protected him from the powenty stigma most people with
disabilities experience, his access to the very damedical care and equipment

gave a ‘normality’ to his daily life experienced teyv of his putative peers, and



facilitated a writing process that was arguably sther — and more oblique — than
any other considered in this thesis. Most signifibaof all, however, according to
the rationale of the disability rights movementosas Mary Johnson Make

Them Go Away Reeve was not ‘disabled’ because he refusedetatify with the
movement, showing little interest in their agendaibstead devoting himself to
‘cure’, seen by them at best as a fool's errandjaast as a negation of the value of
the life of every person with a disability. Accandito this perspective, therefore,
the tremendous popularity of Reeve’s two autobipli@al volumessStill Me (1998)
andNothing Is Impossibl€002)was a disaster for disability rights as a social
movement. In the light of his reputation, | willreider these two works, not just
thematically but stylistically. | will argue, usirf§parkes and Smith’s theory of
narrative, thastill Me manifests a failure to adjust to his new disalidieshtity, but
thatNothing more a collection of short essays than an augpaphy, has a formal
similarity to the personal essay style champione@buser as discussed in Chapter
5. This surprising revelation can, | argue, balaitted to the impact of the body on
the writing process and the writing voice: regasdlef the political identification

(or lack thereof) on the part of the author.

Finally, in Chapter 5, | will analyse several aridgies of disability writing,
much of which relates personal experience of diggbl hese volumes cover a
period which extends from the emergence of an idgmolitics based on the social
model in the late 1970s to the crisis in disabilitgntity politics at the end of the
20" century. Keeping in mind Longmore’s comments reiyay the manufacture of
disability culture, | will seek to determine whethbese collections offer a forum

for new considerations of experience, and new styfewriting, and thus act as a
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means to expand the limits of discourse as Nolanhdrawhether they in fact serve
to disseminate an identity politics that homogendisability experience as
something political and social rather than persandl embodied, thus laying
themselves open to the charge of Birkenbach, ed by Shakespeare, that: “There
is no unifying culture, language or set of experes) people with disabilities are
not homogenous, nor is there much prospect fosdiaability solidarity’

(Shakespeare 2006, 76).

Theoretical background and context

In the 1990s, volumes by American disability sasdscholars such as
Lennard J. DavisEnforcing Normalcy{1995) andThe Disability Studies Reader
(1997) and David T. Mitchell and Sharon L. Snydditee Body And Physical
Difference(1997) marked the first prominent applicationstef principles of
disability studies to literature. These principdgs, as Tom Shakespeare has shown,
heavily influenced by the UK ‘social model’ conciept of disability which
emerged in the 1970s and became the dominant igyeaidhe British disability
rights and disability studies movements from thdyeE980s (Shakespeare 2006,
70). Indeed, Mitchell and Snyder observe in thedstirecent bookCultural
Locations of Disabilitf2006), that the social model ‘both preceded and
substantively influenced U.S models’ to the extéat even in 2006 disability
studies in the U.S. had not articulated ‘its owalgiical methods distinct from
those of the British social model practitionersprablem which they seek to
address via what they term a ‘cultural model’, dslve shown (Mitchell and

Snyder 2006, 6). Shakespeare argues that the soat#| was revolutionary for

11



disability studies in its splitting of ‘disabilityhto ‘disability/impairment’. This
reconfigured disability as something which is mdtarent in the individual (the
traditional view), but which is rather constructet imposed by a disabling society
onto individuals with physical impairments (Shakese 2006, 29). This model
allowed contemporary disability studies to devedspa form of cultural studies by
shifting focus away from the individual (and, itimsportant to note, the individual's
bodily impairment) to broader social and cultunadgesses, in emulation of other

theoretical schools linked to social movementshsasfeminism (30).

Shakespeare notes that social model advocatesatiabeited the belief that
disability is inherent in the individual to what myastill refer to variously as the
‘individual model’ or the ‘medical model’ of disdlty, which they claim the social
model challenges. Yet he observes that Michaele@lwho first posited the idea of
a medical model in (binary) opposition to the sbeiadel in 1983, had renamed
this model first as ‘personal tragedy theory’ ainelnt ‘social oppression theory’ by
1990, and by 1996 had ‘admitted that “there isunchghing as the medical model
of disability, there is instead an individual modéHdisability, of which
medicalisation is one significant component.” Sesfikeare observes that nobody in
disability studies has ever advocated or affiligtegmselves to either a ‘medical
model’ or ‘individual model’ (15). He concludes thhe ‘individual/medical
model is in fact nothing more than a ‘straw persarthreat invented by social
model advocates to bolster the claims of their perspective (18). The
consequence, he notes, has been a disability statlrarrow scope, where all
approaches that do not conform rigidly to the dauniadel are deemed

individual/medical and therefore irrelevant at begipressive at worst (24). This
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attitude is typified by the comments made in thd-4®90s by Vic Finkelstein
(founder of UPIAS, the activist group who concefisigal the social model) that
personal accounts of individual disability expedetad ‘diluted’ the disability
rights movement (Marks, 612). In the light of thefeservations, the limits that the
influence of the social model has placed on the/@asrk of Davis, Mitchell and
Snyder can be considered. Not only did they apprdéiterature as one of the social
and cultural processes implicated in the constuaatif ‘disability’, but in doing so,
they also displayed a profound distrust of any eption of disability that links it to
the individual. This is evident in the way that D®exhaustive study of the modern
cultural construction of disability iEnforcing Normalcycondemns narrative
literary genres such as the novel and the autoldgron account of their link to
the individual. He argues against ‘narrativizingimpairment’ because it ‘tends to
sentimentalize it and link it to the bourgeois saifisy of individualism and the
drama of an individual story (Davis 1995, 4). Samly, Mitchell and Snyder
rejected autobiography in their first bodlhe Body And Physical Difference
because of what they saw as its association obitityavith a ‘lone figure’

(Mitchell and Snyder 1997, 9-13).

It is important to note, however, that the infloerof the social model over
these literary approaches was not complete, arlefumore that the authors of
these early works have since revisited and devdltiper approaches to literary
disability. Shakespeare, who calls for such redagrms of complexity, has noted
that Davis has himself attracted the hostility@ial model advocates because his
work does not make a firm distinction between (@gital) impairment and (social)

disability (Shakespeare 2006, 24). Mitchell anddgmyadmitted in their first book
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that autobiography had a potential for capturirgy‘tmique subjectivity’ of
‘disability as a physical, cognitive, and sociabpbmenon’: an observation that
attests to a model of disability far more compleart the social model, not least in
its consideration of disability as an embodied emee (Mitchell and Snyder 1997,
9-13). In their next book\arrative Prosthesi$2000), they return briefly to the
subject of life-writing as part of much deeper sl of methodological
approaches to disability studies in the humanitiese, they note the ground-
breaking work of what they term the ‘negative-imagghool of disability studies
critics. They credit this school with insights swashthe observations that
‘individualising’ disability removes it from its s@al and political context, and that
the debasement of disabled characters correlatesiemeaning cultural attitudes
towards people with disabilities (Mitchell and Sey@000, 18-9). In
acknowledging that the work of this negative-imagkool focused on the
‘metaphoric opportunism of literature’ (a phraseytlused in their 1997 book),
Mitchell and Snyder apparently concede their eaddherence to it (18). Yet they
now highlight the limits of this methodology th&bund literary depictions to be, at
best, wanting, and, at worst, humiliating’, and dade that the weaknesses of
negative-image criticism lay in its tendency tollgpse all representations into a
sterile model of false consciousness’ and to ralp overly simplistic notion of

‘negative’ and ‘positive’ images of disability (130).

Mitchell and Snyder see this methodology as sugersby what they term
‘social realism’. They characterise critics in te&hool as primarily concerned with
the function of literary depictions as correctivesocial misapprehensions about

the specifics of experiences of disability (21)clsan approach positively invites
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the study of disability as an individual experientt®is it is unsurprising that this
school embraces autobiography, ‘as a represengatieality that counters artistic
metaphors and opportunistic spectacle’ (as Mitciedl Snyder classify it with a
persistent distrust of metaphor). As an examphhisfcriticism that aimed for ‘a
more adequate representation...a more substangahyflsubstitute’ they cite G.
Thomas Couser’Recovering Bodied 997), observing that he ‘analyses the
restorative properties of recent disability memaios only to the writers but to the

literary tradition itself’ (22).

Certainly,Recovering Bodieis far more positive in its view of life-writing
than Mitchell and Snyder’s first book, which came m the same year: Couser
championed, and continues to champion, autobiograplthe subgenre of literature
‘most likely to realize the counterdiscursive paiinof disability narrative’

(Couser 1997, 183; Couser 2002, 117). Couser’amtistfrom social model
orthodoxy is evident in his approach to the bodih@dugh he concedes that
‘pathography’ (medical narrative with a ‘speciatizecientific vocabulary’) has
alienated people from their bodies by objectifyihgm, he argues that disability
autobiography is a means for ‘reclaiming one’s bfvdgn more than just medical
discourse’ (Couser 1997, 18-9; 34-5). This reprssarstep away from the social
model, which simply characterises any concern wiéhbody, via ‘impairment’, as
being ‘medical model'. Indeed, Couser combinestteethings the social model
abhors by stating that ‘personal narrative’, asdiés it, offers ‘an increasingly
popular way' of addressing ‘bodies and bodily eigrae’ (29). By taking this view,
Couser repositions ‘pathography’ as simply one ahyways of writing about the

body, rather thathedominant and oppressive one. As Shakespeare wouktet
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(and as Laurence J. Kirmayer did before, as we sba), he observes that
‘pathography’ in fact serves the essential purpds#jectively validating the
subjective experiences of disabled people. Coupesgion allows for agency over,
and through, the body by the disabled individualpersonal narrative. His
endorsement of Kathyrn Montgomery Hunter’s vievDioctor's Storieg1991),

that medical and personal narratives often comiped€esilent tug-of-war over the
possession of the story of illness...over who isdaté author and in what
language’ is particularly useful in considering tector/patient writing relationship
of Dr. Collis and Christy Brown iMy Left Foot to be addressed in Chapter 1, and
the collaborative relationship of Ruth SienkiewMercer and Steven B. Kaplan in

writing | Raise My Eyes To Say Yesddressed in Chapter 3.

Couser’s perspective on individual agency thropgfsonal narrative
extends beyond the body. Such agency, he arguesy i® autobiography’'s power
to challenge ‘hegemonic discourse’. This is in clintrast to the position
originally taken by Davis and Mitchell and Snydehereby they view
autobiography as a rigid category that will suboati all efforts at expression to
the ideologically imposed limits of its convention€ouser instead sees the
category as flexible and open to change througivicheal agency, and notes
especially the fact that autobiography is the ditgrgenre that is ‘historically
accessible to minorities’ (181). In this approadu€er’s work can be related to that
of Rose Galvin, whose critique of a structuralistwof language reveals a potential

for agency and subversion in dominant discourseigtdiscussed below. This idea

1 Mitchell and Snyder later disavow such rigiditydanmiticise Davis’ location of literature ‘withinost-
Marxist framework as a tool of dominant ideologyl @m organ of oppressive politics’ when, they insis
‘disability counternarrativefrequently contest this manner of storytelling’i{dhell and Snyder 2000, 164).
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of flexibility and subversion is crucial to thisathis. It allows Couser to argue for
autobiography using the very point with which Daaigues against it: that ittise
‘literary expression of the self-determined liféVhereas Davis sees the
autobiography as binding disability to the indivédluCouser simply sees this focus
on the individual as offering the ‘ideal mode fontesting the association of
disability with dependence’ by an individual (182t he notes that subsections of
the disabled population, such as the Deaf, haveedlamphasis on
‘interdependence and cooperation [rather] thamdividualism and autonomy’ and
would thus be unlikely to address expression thincaugtobiography (Couser 1997,
228). This idea has arguably expanded into widgatdiity thinking in recent years:
Martha Nussbaum’Brontiers of Justic§2007) has identified the concepts of
dependence, independence and interdependence astkeyfuture development of
disability studies. This development is reflectecCouser’s later work, where he
observes that a refutation of dependence on thepan individual may remove
them from the stigmatising category, but does mofd de-stigmatise the category
itself (Couser 2002, 111). In this way the probl@hndependence can be linked, as
a demonstration of its problems in microcosm, takélspeare’s critique of identity

politics, as we shall see .

Couser’s position refutes the belief, intimatedhie early work of Davis and
Mitchell and Snyder as discussed above, that thaalisability experience which
cannot be expressed in conventional forms of dismsuch as autobiography.
Indeed he argues that autobiography’s strengthrligs dissolving of categories, as
it ‘may enable individuals with disabilities to e@®back over the border into the

mainstream or, better yet, to cross out-or at lelastthat border’ (182). In the light
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of this consideration, it is interesting to notatt@ouser sees the impossibility of
embodiment in the text as a positive, arguing thattext acts as ‘a kind of neutral
space’ that conceals the author’s disabled bodghvimnight otherwise trigger
stereotypical responses’ from the reader (182heright of a more recent concern
with how the disabled body makes itself known ia téxt, and the way this concern
has become intertwined with the issue of identdjtjes, to be discussed below,
this idea that the inability to express the bodyne a positive is crucial. While
Couser sees this neutral space as offering theceltariescape, extend, or redraw’
boundaries, Davis and those who share his perspauight instead see it as a
‘neutralising’ or ‘normalising’ space where the satsive, disruptive difference of
the author’s identity and experience is inevitadipordinated to the conventions of
the genre. Couser himself concedes this possiliiitty his observation that
‘[nJorms of realism generally govern autobiographye.laws of nature and culture
dominate’ (182). This happens, he asserts, bechsahility is a ‘master status’
which can invoke particular ‘master plots’ to whievien the most conscientious

writer can fall prey (Couser 1997, 216).

Couser’s early work also addresses other factbishnare relevant to the
debate over disability identity politics which wdutome to dominate literary
approaches to disability. For example, he obsehagsdisability autobiography is
unrepresentative of the broader disabled populatigroint which parallels
Shakespeare’s charge, examined below, that digasitilidies and the disability
movement are similarly unrepresentative. Noting thisability autobiography has,
like autobiography in general, thus far been dotemdy white middle-class men,

Couser argues that the theoretically accessibita feiin practice a culturally
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specific endeavour, existing only where literacyividuality, and the idea of life

as a plot are valorised: all of which links backavis’ categorisation of the genre
as bourgeois (216). Yet where Davis perceives stracCouser discerns change.

He citesl Raise My Eyes To Say Yas addressed in Chapter 3, as evidence of this

changing of the parameters and conventions of tiigedutobiography.

Couser extends his analysis of disability lifetig to the practical issues of
the matter. First, he notes that the strugglevridi with a disability may make
finding the time, energy or even means to writeudlitdimpossible’. Second, as
noted earlier, he observes that the life experi@ic®me chronic disabilities may
be ‘incompatible with plot of any type — and thes unnarratable’ (Couser 1997,
183). Third, even if an autobiography is writtea,dbserves, it normally only
achieves publication on account of its subjectsidction through ‘success or
celebrity’: with disability, he argues, this cagithe risk that disability will become
the distinction, objectifying the author, turnirgttext into a ‘case study’, and
ultimately serving only to reinforce marginalisatil81-3). All of these factors,
Couser concludes, mean that disabled individuat®‘vepresent themselves in
autobiography may not in fact be very represergat¥ people with disabilities as
a whole (Couser 1997, 183). Couser returns tonhin of the autobiography as
published product in his 2002 essay ‘Signifying EsdLife Writing and Disability
Studies’ where he notes that the ‘rhetorical pat@f autobiographical display’
preferred ‘by publishers, if not by the reading lmitare ‘suspect’ (Couser 2002,
111). He gives the example of the ‘rhetoric ofrisph’ which he notes is not only
unavailable to most disabled people but in beinglso further hardens disability as

a category of stigma. Another example is the ‘rtietof nostalgia’ for pre-
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disability life, something that will be addressestdin, with regard to the
comparison of Christopher Reeve’s two volumes sélliity life-writing, in

Chapter 4 (Couser 2002, 111).

A concern with the political consequences of theepresentative
autobiography marks Couser’s later work. He citesé\Finger’s fear, as quoted in
Kenny Fries’ introduction to the antholo&§yaring Back(see Chapter 5), that the
risk of disability life-writing is that ...if you tik about the pain, people will say,
see, it isn't worth it. You would be better off déaThus, he concludes, ‘candid
representation’ of experience may reinforce themggion that disability ‘is
necessarily, wholly, and universally a negativeazignce’ (Couser 2002, 111).
Furthermore, he notes that the over-representafisome types of disability in
life-writing (as admittedly can be seen in thissise where three chapters are
devoted to individual authors with Cerebral Pals3f actually give the impression
that disability is ‘less common than it really §12). Conversely, he expresses
concerns over ‘the accessibility of autobiograpswaaenre to disabled people’

(114).

Couser illustrates a crucial point about the aapion of disability studies to
literature by insisting that the critic has a ‘respibility’ to rigorously assess the
literary merits of disability writing. Observingahto set aside critical values would
be ‘patronising’, he admits that, of the wide rangdisability autobiography he has
read, ‘little of it may prove to have lasting vala® literature in the traditional sense
— books that require and reward rereading and eloagysis’. This is a particularly

important issue with regard to disability-themedthatogies and their context in
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identity politics, and is discussed more fully ina@pter 5. Couser himself does not
appear to appreciate the significance of this datitan, nor that of the qualifying
statement he makes, that every disability autobiolgy has contributed to ‘the
development of the discourse of illness and diggbflCouser 1997, 292). In fact,
what he has illustrated is the way in which a galtstudies perspective on
disability has caused approaches to literaturenméal by it to focus on political
rather than literary and other qualities. Sketctongthe spaces left unexamined by
this inadequacy might be achieved by adapting Sipsare’s model, wherein he
highlights the inadequacy of the social model iptaang the quotidian experience

of disability, as discussed below.

A way forward that combines elements of both pmlitand aesthetic
approaches can be found in Couser’s attempt tceaddhe issue of authority and
authenticity in disability autobiography. For itl@mguage — which we might take as
a marker of literariness - that is the focus ofdamparison of Oliver Sacks’
account of temporary disabilitpy Leg To Stand O{1984), and Leonard Kriegel's
account of a life living with the after-effects pdlio in Falling Into Life(1991). In
noting Sacks’ use of words such abysshorror, andlurk...the lexicon and the
rhetoric of the Gothic and the grotesque’, Couseffs at his claim: ‘Now knew
for | had experienced myself...". Instead, he arghas Sacks’ persistent prejudice
is ‘only too obvious in the language and metaphershooses to express his
experience’ (185, 189). In Kriegel's work (addrekgeanthologised form in
Chapter 5), however, Couser observes an attemmpothfy language in order to
modify the way the experience of disability is ceyd. In the book as a whole,

Kriegel attempts to ‘wrest the metaphor of fallifighm its negative connotations,
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and to use his experience of learning to fall ikgoehab ‘to turn it to his own
purpose’ as something positive (189). Couser ribswhile Kriegel rejects the
sort of traditional ‘allegorical constructions agdbility’ targeted by Mitchell and
Snyder and apparent in Sacks’ work, he employstore use of metaphor’ in order
to ‘deconstruct and neutralize a powerfully invatidg trope’ (191). This can be
related to Galvin’s work on subversion of languagd to Laurence J. Kirmayer's
understanding of how the disabled body makes iks&lfvn through language, both
of which are discussed below. This also relatedbdmes to which Couser returns in
his later work. Couser traces this link betweernauity and language in Kriegel’s
work back to disability’s role as his point of arigas a writer: ‘being crippled made
him a writer and gave him his subject; indeed itlenhim an autobiographer’ (191).
The same could be said of Brown and Nolan. Cougearels upon this to argue
that Kriegel's use of the essay form is a resuhiisfexperience of disability:

His characteristic form, significantly, is not retive (...with

its confident linear progress) but the essayntatie form

that approaches its subject obliquely (191).
Such a form, Couser argues, allows Kriegel to ratieeand revisit key moments in
his disability ‘in essay after essay, book afteokioThus, disability is not
narrativized but rather something which permeatessense of identity and his

trajectory in the world, his point of view’ (190-1)

It is at this point in Couser’s analysis that wigm pause to draw a line
between the work that Mitchell and Snyder produaetiis contemporaries in 1997
and their development of their ideadNarrative Prosthesig2000) andCultural

Locations of Disability(2006). In making the above point, Couser’s analysi
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intersects with their dismissal of autobiographyagable form of expressing the
disability experience, which led them to call i@X%or alternative ‘interpretive
paradigms’ where disability is ‘explored as a ctindior an experience in its own
right’ (Mitchell and Snyder 1997, 17-8). Such cdl#s/e given rise to two very
different and even contradictory explorations cathility identity in writing, which
Couser carefully distinguishes between in his 2882y ‘Signifying Bodies: Life
Writing and Disability Studies’ as texts writtemom inside the experience of
disability’ and those written ‘from inside a disttrdisability culture’ (Couser 2002,
110). This is an important distinction for this $i®e because of the implications it
has for studying the origins of the writing of ttlisability experience. As Couser’'s
distinction suggests, writing from inside this st disability culture’ does not

comfortably fit with writings of the experience disability.

The ‘disability experience’ and ‘disability culture

The reasons for this view begin to become appaheotigh the perspective
of Paul K. Longmore, disabled historian of bothadisity studies and the disability
rights movement. Longmore argues that an earfyc2htury move ‘to explorer to
createa disability culture’ (my emphasis) has been thd paase of a disability
rights movement that began with the pursuit of éqgats, access and inclusion
(Longmore 2003, 215). Shakespeare offers an ingightwvhy this creation of a
‘culture’ by a group where activists and scholateimingle is problematic. He
argues that this intermingling is a result of ttsiared point of ideological origin in
the social model, which is reflected in the faettmany disability studies scholars
are or were also activists (Shakespeare 2006, .1BR# has resulted in an

uncritical attitude towards disability politics bysability studies that has been
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compounded, he argues, by the fact that the ‘sowalel’ is not really a theoretical
model at all, but a simplistic ‘political intervea’. As such, it is too inflexible and
unsophisticated to serve as the basis for complak/ac thought on the disability
experience (Shakespeare 2006, 33). The conseghasd®een a politically

inflected disability studies which has disavoweglerations of personal experience
on the basis of the assumption that an individudiBability will ‘automatically
define personal identity’ in political sense, and that, in this political form,

‘disability identity is a given’ (Shakespeare 20@6).

As a result of this perspective, disability stsdieademics have often
demonstrated an assumption of the field’s rigldetermine a disability identity
which applies to all disabled people. For exampkyid Pfeiffer, founder oThe
Disability Studies Journahas insisted in ‘Disability Studies and the Dilgab
Perspective’ (2003) that it is up to ‘scholarsha field to set forth the disability
perspective’ that he believes is common to allldesd people, while Simi Linton
has justified such arguments@iaiming Disability(1998) on the grounds that the
disability movement represents ‘a clearly identiféisabled community' (Pfeiffer,
134; Linton 1998, 5). Although Linton has concedeat the disability identity on
which this cultural project is based ‘has certamy been comfortably embraced by
all disabled people’, Shakespeare’s account ohtemned extensive statistics reveal
this as an understatement (5). Although theseédggare from British studies, these
can arguably be taken as representative giverdtbability studies is a field whose
context is primarily Anglo-American, and whose misdeve been shown to be
cross-compatible. They reveal, he observes, tleamtjority of disabled people

would rather be ‘free of limitation or classificati' than label themselves ‘disabled’.
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He notes that more than half of those classifiedisabled under the Disability
Discrimination Act ‘did not define themselves asatiled’ in a 2003 survey by the
Department for Work and Pensions, and that the jpremh and vocal Direct Action
Network activist group comprises less than 100riteB’'s 6 million disabled
(Shakespeare 2006, 72). Furthermore, a 2002 sbiyéye British Council of
Disabled People revealed that only 3% of respoisdesnd even heard of the social
model, let alone identified with it (73). Even tb& Disability Rights Commission,
he observes, now uses the term ‘people who halsrigmder the Disability
Discrimination Act’ rather than ‘disabled peoplé&4). While Shakespeare concedes
that the majority of people with a disability thienee hold a view of it which fails to
address problems of prejudice and discriminati@diuses to see this position as
negative, choosing instead to admire its impligjection of both categorisation and

the notion of an exclusive ‘normality’, a thementbich I will shortly return.

Shakespeare argues that the problems with thengs®un of control by
disability scholars over disability identity, arftls the ‘disability culture’ that
emerges from it, extend beyond their numericallsepresentative status. The
limitations of the dominant social model have, hguas, stunted the disability
studies conception of disability identity, primgréds a result of the model’s
exclusion of impairment (76). This is apparent intan’s insistence that people
with disabilities ‘are all bound together, not bystlist of...collective symptoms but
by the social and political circumstances that Havged us as a group’ (Linton
1998, 4). This position is typical of those Shalessp criticises for formulating a
disability identity that ‘becomes voluntaristic addficult to define or police’, as

those who are not impaired cannot be definitivedyleded, nor can the majority
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who have impairments but refuse to identify asldedbe definitively included
(Shakespeare 2006, 77). This problem is evidehinton’s position, as her
exclusion of impairment forces her to cede ‘a ¢erteedibility’ to the idea that
somebody is disabled simply if they say they aiat@n 1998, 12). In her awkward
attempt to qualify this by insisting that someoséisabled only if their ‘difference’
significantly affects their daily life, the presencf impairment, and the inadequacy

of the social model highlighted by Shakespearebathk clearly apparent (13).

Without impairment, Shakespeare argues, the amiyeusal experience
available to disability studies as a basis for iepolitics is a sense of ‘shared
oppression’ (Shakespeare 2006, 76). He argueshiBatague claim leads to an
emulation of other identity politics which is inappriate to disability, and cites a
1995 study by P. Rose and G. Kiger in order titlate the formulaic way in which
such identity politics develop. He notes their olsgggon that a ‘hitherto excluded
community’ will acquire a ‘voice’ through socialtan in order to improve its
constituents’ status. Such an approach is notambarent in Linton’s claim that the
disabled community has recently found ‘a voicehf(bn 1998, 4). For Rose and
Kiger continue:

To bolster their self-image, a group exaggerateisvalues
its members’ distinctiveness. A sense of injusiind
resistance leads to increased identification giehgroup,
which also promotes the self-esteem of its own beng
(Shakespeare 2006, 75).
This exaggeration and valuing of distinction carsben in Pfeiffer’s claim that
people with disabilities are ‘unique’ in possessandisability perspective’ that

makes them ‘more humane’, and possessed of an @th@mpathy ‘with other
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disadvantaged people’ (Pfeiffer, 134-5). Likewigesense of injustice can be seen
in his insistence that people with disabilities édaunique ‘sense of justice [and] a
yearning for justice’ because each of them is avisar’ (135). This is also
apparent in Linton’s insistence that the ‘voicepeple with disabilities emerges

from a shared ‘outrage at [their] social positi@i(Pfeiffer, 134; Linton 1998, 4).

Such identity politics, Shakespeare argues, a@remy unsatisfactory on
account of their insecure foundations and failoradcommodate the specific
somatic complexity of disability. He cites the hashiddangers of identity politics that
have been revealed by Foucauldian approachesabilitig such as those of Helen
Liggett and Dennis Riley. Liggett, he notes, hasevied that:

[I]n order to participate in their own managemeisbled

people have had to participate as disabled. Evemng the

politically active, the price of being heard isdenstanding

that it is the disabled who are speaking (Shalesp2006, 78).
Shakespeare compares this to Riley’'s view of ‘ttuegegrous intimacy between
subjectification and subjection’ in the Foucauldsamject. He also cites Rose
Galvin's observation that the adoption of an idgntreated through the processes
of hierarchical differentiation and exclusion me#mast ‘subjugated peoples
reinforce their own oppression and restrict thejpés to the belief that they can
demonstrate how positive it is to be identifiedsash’: an observation that arguably
applies to Pfeiffer’'s work on the ‘disability peesgive’ (78). Shakespeare
concludes from these last approaches that digaliintity politics is in fact simply
‘victim politics’, built on the social model's n@in of oppression, which denies
agency and alienates subjects from their bodiesuioh the same way as the

‘medical model’ has been accused of doing (79).rEselt, he argues, is a
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reassuring but self-defeating ‘us and them’ atéfutiat has become an end in itself

rather than a means to an end.

Shakespeare offers Nancy Fraser’s analysis atabsiocial movements,
‘From Redistribution To Recognition’ (1995), as adsl for change. He cites her
observation that such movements combine two cainificchallenges (one to
cultural injustice and one to socio-economic ingestthat have conflicting
solutions (the politics of recognition and the pod of redistribution). Fraser’s
solution is to abandon the politics of recognitimtause, as per the Foucauldian
models above, recognition will at best leave hehas intact, and at worst risk
stigmatising the disadvantaged class or force iddals to conform to a group
culture that discourages debate. Instead, socinesait justice should be pursued
(80). Such an approach, Shakespeare argues, adlittean end to ‘the prison of
identity politics’ which, he argues, ‘leads to haitics of victimhood and the
celebration of failure’. He insists that the goatability politics should be to
make impairment and disability irrelevant wherepessible. He argues that an
‘ethnic conception’ of disability identity promotasseparatist notion of disability

pride’ (82).

Although this account of Shakespeare’s analygissiguments may seem
somewhat of a tangent, because of its emergenge &od focus on, a sociological
context of disability, his work on the influenceidéntity politics on the analysis of,
and shaping of, disability culture is crucial toarderstanding of the part played by
disability writing in the early 2’1 century concern with a ‘disability culture’

identified by Longmore. This is reflected, as whaswn above, by Couser’s careful
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distinction, in 2002, between writing from the digey experience and writing

from a distinct disability culture. Couser noteattthe early 2% century has seen an
increase in not just the quantity, but also then&ijgation of disability life-writing.

In a move reminiscent of his analysis of Kriegelssay-based work, he cites Nancy
Mairs, Irving Zola and Anne Finger as exponenta gfersonal essay’ style that
enables them not only to ‘narrate the conditionguastion’ but also to ‘reflect
critically and politically on disability and culter (Couser 2002, 115). If this seems
dangerously close to the cultural studies appre&thised by Shakespeare, Couser
is quick to point out that he does not believe thpblitical perspective makes these
works ‘automatically superior’ to more traditiordrratives. He does state,
however, that these pieces tend to include ‘higitder thinking’ and ‘arguable
propositions’ rather than presenting ‘existentiattis’. This statement might be
interpreted as privileging an academic, disabditydies perspective of disability
(and thus one that has been shown above to beplitinflected) over a more
experiential, personal exploration of disabilithelconsequences of such a position
have been addressed by Jim Swan in his own analiyie recent trend towards
the ‘personal essay’ style. Swan cites Lennard ayiproach to editing the
anthology of theory and writind;he Disability Studies Readexs one based on a
cultural studies approach to disability. He argtnas this approach causes Davis to
reject ‘the kind of disability writing that appedmsbe addressed to people without
disabilities in order to inform or “sensitize” theabout what it is like to be

disabled’: a result, we might infer, of identitylpios and its influence on disability
culture (Swan, 285). Swan argues that such an appnmeans that ‘accumulated
stories of embodied subjects and voiced bodie< lieen discounted, curtailing

explorations of the cognitive, experiential asp@étdisability. Only through a
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cognitive rather than cultural approach, Swan agies$, can the revelations
disability brings to ‘the writing of the embodiedbgect’ be addressed (285). His
approach to the shortcomings of disability studéggroaches to literature is

precisely the sort invited by the inadequacies liggked by Shakespeare.

Although less critical than Swan, Couser carefd#jineates the writing
from within ‘disability culture’ that he has setapfrom writing from within the
‘disability experience’. He notes that it is prodddy writers who ‘identify as
disabled’, and that the development of this subg@mthe early 2% century has
been ‘stimulated’ by the disability rights movemeHe also predicts that this style
will become more widespread ‘in the future’. Likerigmore, he hails this
development, arguing that such writing explores‘plesitive ways’ in which
disability ‘may create culture’ and shape iden{@puser 2002, 116). He refers to
this practice as ‘autoethnography’ because of thg iw which such works
‘foreground the roots of identity in disability tute’. Couser reveals an attachment
to the social model convention here (which perleypains his sympathy for
‘disability culture’ writing) in arguing that theooistruction of a disability culture
through writing serves to ‘resist or undermine cbjeation by some presumptive
medical or medicalizing authority’. NeverthelessuSer leaves some room to
manoeuvre by insisting that such writing shouldseen as ‘defining rather than

confining’ (117).

An explanation for Couser’s enthusiasm for eafly @entury ‘disability

culture’ life-writing might be found through compson of his assessment of the

disability life-writing field 5 years earlier iRecovering BodiedHere, he observed
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that the majority of disability autobiographies wevritten by white, middle-class,
and formerly able-bodied men: much like the membét3dPIAS to whom
Shakespeare attributes the rise of the theoratitalited social model of disability.
These works, Couser notes, overwhelmingly display&mncern with individual
autonomy and freedom’. None of them ‘affirm solithawith a marginalized group’
or even ‘question the cultural ideals of individsal and independence’. Like Davis,
he attributes this to the ‘intrinsic individualisof autobiography (Couser 1997,
198). Yet he highlights two notable exceptionsahrd Hockenberry and Irving Zola.
He observes that Hockenberreclarations Of Independen¢&995), an account
of his post-ability career as a journalist, appearshe surface to conform to a
fundamental disability stereotype: ‘an Inspiratibbeéabled Person who overcomes
impairment through pluck and willpower’ (203). Yet,a subplot which sees the
author uncovering the hidden disabled history effamily, Couser observes
Hockenberry's determination to ‘assert his soliyanith the community of people
with disabilities’. In doing soDeclarationsdemonstrates ‘the need to attack the
basis of stigma as well as to escape it throughotsiration of one’s “ability” — to
assert freedom collectively as well as individuglB05). A similar discovery and
attainment of a group disability identity is ceht@Couser’s appraisal of Irving
Zola’s Missing PiecesOriginally intended as a sociological study, blwek details
how Zola, an American polio survivor who passedrformal by using leg braces,
began using a wheelchair in order to experiencellogp, an experimental Dutch
community designed specifically for wheelchair gsérom the residents’
perspective. Couser observes that the sudden clvasgeial attitudes Zola
experiences on account of using a wheelchair laedsapidly ‘to identify with

other disabled people in a way he had previousty mbe resultant text, Couser
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observes, is ‘almost wholly political rather thameentionally sociological’, with
Zola calling ‘explicitly’ for ‘collectivity, self-asertion and self-representation’ by
people with disabilities (212-4). Given Couser'setvations about Zola and
Hockenberry's sense of community, it is no surptiskearn that one of the first
anthologies of literary disabilityQrdinary Lives(1982) was compiled and edited by
Zola, and published in the same yeaMaissing Piecesor that Hockenberry's work
features in Kenny Fries’ anthology of writing bygpée with disabilitiesStaring
Back(1997). Many of the authors discussed by criticselation to issues of writing
the disability experience are featured in suchalotiies. Such collections
(addressed in Chapter 5) are perhaps the mostubiliostration of the way in
which a sense of community, and an identity pdijtican manifest itself in literature,
particularly in regard to Longmore’s observatiomatithe exploration and creation
of a culture. Yet they also show how an arrangeraédtsability writing according
to literary principles can offer surprising disrigois to the sort of disability politics

that have arguably spawned them.

Arguably, the chief strength of such literary attigies is that they
legitimise the expression of personal experienéelsability, even as they exist
under the auspices of identity politics and thelligy rights movement.
Collections of different voices and varied expeci&s) they perhaps avoid the
mono-vocal end that identity politics threatens.ilrstration of this threat can be
found in Linton’s call for the appreciation of tteetive voice of the artist, writer,
and theorist with a personal disability perspectifes alluring as this sounds,
Linton assumes (or demands) that this voice wikbleordinated to the interests of

the disability rights movement, that it will be ds® show how ‘oppression is not
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experienced as a bodily force but a political fofeanton 1998, 113). Thus, the
personal and political voice are conflated, andftiner effaced. Thus, ironically,
while Linton calls for ‘radicalizing voices’ to badmitted into the canon’, the
radicalizing, challenging voices of a disabilitypexience that does not suit these
political ends is itself disavowed (115). This iyos strengthened by Linton’s
account of her attempts to give voice to her owsqeal experiences of disability.
She writes of ‘struggling to find the words to dése these phenomena adequately’,
and even concedes the role of the body by admiitinged to develop ways ‘to
articulate the ways impairment shapes disabled Ip&oyersion of the world’ (140).
Although Linton attributes this lack to a ‘defiaitodel’ of impairment, it could be
said that the words to describe her experiencesraeailable precisely as a result
of the social model identity politics upon whicheshsists, which efface the
personal voice with the political, and disavow lloely and thus any theory that
language could emerge from it. In adhering to &ipal conception of disability as
oppression Linton occupies a similar position it triginally held by Mitchell and
Snyder, with their politically-inflected insistenteat literary metaphors of
disability can only ever be oppressive (125). Aes glews things from this
perspective, it is unsurprising that Linton is uleatio conceive of the possibility of
access to the body through metaphor that Galvirkamdayer propose below. This
illustrates the manner in which the implicit idéptpolitics of social model-based
approaches limits approaches to disability in gigoes beyond that model’s

political origins.
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Beyond the social model: the body and carnal egpeé

Rose Galvin aligns herself with a ‘growing numbeétheorists and activists’
interested in personal disability experience foowithe social model is inadequate
(Galvin 2003, 161). In its focus on language, helgsis of ‘disabled identity’ is
particularly useful for the purposes of this th€462). As with other critics of the
orthodox conception of this identity, Galvin takhe Foucauldian equation of
subjectification with subjection/subjectivity asrlsarting point, but emphasises the
role language plays in the relations of power/kremlge exercised over bodies to
produce subjects, particularly in respect to diggls nature as the only ‘othering’
that can happen to anybody at any time (163). @dwssideration of language
prompts Galvin to link Foucauldian subjection/sebjecation to Saussurian
linguistics, which she notes is also a model ‘widetiines identity through
difference’ (164). In this way, she seeks to illat not just how language functions
to stigmatise, but how it might be challenged. @abasts Saussurdangueand
parole as analogous to Foucault’s subjection and subjactShe argues that
subjection, likdangue relies on the existence of a socially governestesy while
subjectivity, the tie to one’s own identity by anscience or self-knowledge, is
reminiscent oparole (212). This model explains how, for example, Raily
Correct language does not change behaviour: thdisigof a sign may change, but
the concept, the signified, does not (166). Bystéwme token, there is no inherent
meaning in the term ‘disabled’: rather, it is arsigat signifies the ascription of ‘a
set of oppressive associations which stem fronhypestatisation of an abstract
concept’ (167). Crucially for an understandingle# £nduring appeal of the

political disability identity, Galvin notes thatehhreat of having no identity may
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trigger an ‘existential crisis’ so threatening thaen a negative one, proffered by

what she terms the ‘oppressor’, may be preferabtene at all (168).

Thus far, Galvin’s work offers little that is nodvered by standard social
constructionist views of ‘disability’. Yet the trualue of her work is not in her
focus on the way in which labels stigmatise, buth@way in which ‘discourses
silence’. She argues that dominant discourse ledigabled people ‘with no
language with which to express themselves’, thaerders them invisible’ as a
result of the way in which it ‘invalidates theirrnatives and, therefore, their
subjective realities’ (169). Here, too, she folloavoucauldian approach, citing a
1988 interview with Foucault where he denied thesiality of rehabilitating the
Other through attention to subjugated languageréipéed “How can the truth of
the sick subject ever be told?” Further to thi® sites Pierre Bourdieu’s claim that
a subject will internalise forms of perception angbression to the extent that they
will impose themselves on all of the subject’s egsions, leading to a form of
silencing beyond even conscious self-censorshigxasples of this, Galvin cites
the Newspeak of Orwell'$984and the Sapir-Whorf hypothesis that language not
only delimits what can be said, but what can begho. This situation, Galvin
argues, means that even those who can look begamainant rationality’ to
recognize and question their oppression will hditée’ opportunity’ to articulate
their observations because, within the frameworlciwvigoverns acceptable patterns
of thought and speech, these articulations woufttapas nonsense and thus risk
further social stigma (170). To take this furthérs process can be seen in
microcosm within disability studies, in the disnaikef personal testimony as

irrelevant.
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In conceptualising these limits of discourse, @edvwork covers similar
ground to Davis and Mitchell and Snyder. She olesetliat dominant discourse
produces standard ‘personal narratives’ by whiehlitteral philosophical
conception of our selves as ‘unified beings whoseslform a cohesive whole’ is
constituted. She identifies one such narrative fasnfinding its basis in:

the belief that our society is a ‘level playingléi’ and

that everyone has the same chances to succeeersitgv

is met with a strong will to triumph and those whoffer’

from ‘personal tragedy’ will often serve as exaagplo the

rest of society in their ability to succeed irl{fL71).
We might identify this model as the basis for thewentional autobiography
originally critiqued by Davis and Mitchell and Sreyd Like those critics, Galvin
notes that this model does not allow for valuegothan ‘neoliberal qualities such
as independence, autonomy, a priority for ritualig®rk behaviour, fithess,
attractiveness and wealth’. She concludes thattbigel allows neither for a
conception of ‘social oppression’, or the posdipilor forming ‘a legitimate
alternative narrative’ (171). Like Mitchell and Sfer with their call for other
‘interpretive paradigms’, she concludes that disdlgeople need a ‘new language,

and, therefore, new discourse to provide the meathswhich to speak’ (172).

In attempting to locate this new discourse, Gahbandons Saussure, seeing
the notion ofparoletethered to a stablangueas a limit to agency. She turns
instead to the work of the phenomenologist Maukiegleau-Ponty, citing his
conception of speech as a form which desires tapesits limits, and his call for

‘truly expressive speech’ which is ‘open to theiatives of the subject’ (176). She
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notes Merleau-Ponty’s belief that ‘new speech’ ixgthin the current structure of
language, ‘silently waiting to be brought to lif@his, she reasons, is proof that the
‘silenced voices’ she traceanindeed find the words and phrases ‘to express the
concepts which already frame their lives’. The theit ‘the words are yet to be
found’ does not make the ‘experiences, the feeliagd the subjugated
knowledges’ of disabled people ‘less real’. Ratkég insists, it simply proves that
‘the dominant discourse, the sedimented languetasning its hegemony'. Galvin
notes, however, that while this hegemony will pstrantil new language emerges,
‘the limitations of existing language’ can, accoglio Merleau-Ponty, be overcome
through ‘the use of imagery, [and] metaphor inipafar’ (177). Given this
definition, we can see the vital role that literatuthrough literary language, can
play in the uncovering of new discourses, whichvizehdvocates through the use
of subversion and slippage to exploit languagéisdfand polysemic’ nature in a
way that will ‘bring forth alternative narrativesbaltern voices, subjugated
knowledges’ (178). In this way, metaphor and susieercan be used to express the
disability experience in a non-oppressive way ‘witéxisting logics while new

language can undergo its halting burgeoning evaniu{i180).

Galvin's work on language can be usefully linkedHe body via the work
of medical anthropologist Laurence J. Kirmayer, wlotes that the ‘significance of
bodily felt meaning’ has been neglected in recessiarn thought as a whole, as a
result of a ‘postmodern loss (or abuse) of textwaalition’. Writing in the early
1990s, he perceives a growing weariness with thigiteent ‘radical abstractionism
and relativism’ and a growing recognition of anescapable circularity between the

order of the body and the order of the text’ (Kiymg 323-4). Thus, just as it is
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through language that bodily experience is mossgmuously elaborated and
communicated, so language itself is, he arguesyngied in bodily experiences
which provide common referents for a lexicon. Kigmanotes that common
theoretical ‘bodies’ - the individual body-selflofed experience, the social body of
symbolic representation, and the body-politic ofypg domination and control —
can be cross-translated precisely because of théhat they are just different
textual versions of the same real body in whicly theeve their lexical origins.
These texts and the body ‘stand in dialecticaki@tahip to each other’: a position
which fits with Galvin’s work as discussed abov24B A further compatibility
with Galvin’s position is apparent in Kirmayer'ssdnction between the text of the
body which ‘stands for a hard-won rational orderposed on thought through the
careful composition of writing’ and the real bodiieh provides ‘a structure to
thought that is, in part, extra-rational and disolg (324-5). We may see the
former as an analogue for Galvin’s conception ai¢auldian subjection through
the language of dominant discourse, and the lag¢he site for the subversive
potential of an agent subjectivity theorised byindme with the theories of
Merleau-Ponty: indeed, Kirmayer perceives thisraxational dimension to
thought’ as a space which can offer ‘important infation about emotional,

aesthetic and moral value’ (325).

As he is not from a disability studies background interesting that
Kirmayer should note the characterisation of theedea-rational ‘passions’ of the
body as ‘deviance’ by medicine, psychiatry and @dgnscience: disciplines that
prize ‘an ideal, disembodied mentality’. Even ie face of such suppression, he

observes, ‘the body drives us to seek meaning’)(3l&s assessment can be seen
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as a link between the potential for agency espye@dlvin, and the resisting body
of Shildrick and Price as discussed below. Kirmayanalysis focuses on illness
but his observations are certainly applicable sabliity. He argues that ‘[bJodily
suffering distorts the landscape of thought, reindeour previous constructions
incoherent and incomplete’ (329). Like Couser, Kiagmr observes the clash of
discourse that occurs when patients try to expressexperience of pain to a
medic in a non-medical discourse, with the reddt the doctor sees their
testimony as irrational. He observes the same tafigesychoanalysis, noting that
its discourse reduces the complex irrationalityhef body to a ‘basic
biopsychodynamic structure’ comprised of ‘a fewecoonflicts’ onto which culture,
‘a layer of shared beliefs’, is ‘plastered’ (33®)edicine and psychoanalysis,
Kirmayer argues, both replace the body itself aittepresentation of the body
which ‘exaggerate[s] the coherence of [their reBpeLmeaning systems’ (331-2).
Thus, the patient trying to express her bodily elgpee in her own discourse will
come into conflict with such discourses whose fiiacers hold the position of ‘the
interpreter of truth and meaning’, and thus of poweer the meaning of the
patient’s body, to the extent that the their dominaterpretation may obstruct the

individual's self-expression (340).

Evidence of this can be found in research conduayeDeborah Marks.
While sympathetic to the ideology behind it (asstrated by her acceptance of the
idea that disability must be associated with oppoes she finds the social model to
be inadequate in theorising her own field, psycéiapeutics, which requires an
understanding of disability as ‘the complex relasibip between the environment,

body and psyche’ (Marks, 611). Rejecting ‘the usodividual/social binary’ she
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instead focuses on disability as ‘an embodiedimeiahip’. In a step towards the
conclusion Shakespeare eventually draws, Marksreésé¢hat the social model and
what she terms the ‘individual’ model are each &ssary for the survival of the
other’, and that they leave ‘a theoretical vacutited by a ‘decontextualised
perspective’ (611). Marks’ research on the medsstdblishment’s reception of
personal testimonies by patients with mental diges and sickle cell anaemia
lead her to concur with Drew Leder’s claimTihe Absent Bod{1990) that a
patient’s ‘own experience and subjective voice beedanessential to the medical
encounter’ and with Susan Wendell's assertiontie Rejected Bodi996), that
modern medicine has a ‘tendency to ignore, minirttisemportance of, or deny
outright any... bodily experiences that it canngilain’ (such as ME): both are
positions which can be related to Kirmayer’s thedfarks notes that personal
testimony is rejected not just by medicine and pegmalysis, but also by
prominent advocates of the social model of disgbslich as Michael Oliver, Colin
Barnes and Vic Finkelstein. She characterises th@ction of personal testimony
as being based upon the belief that it is at lbedevant to the disability rights
movement and at worst, as Finkelstein has arguedething which has actively

‘diluted’ it (612).

Insisting that such a proscription of personalineshy is just as oppressive
as the forces against which the social model clanposition itself, Marks cites
Mason’s 1992 definition of ‘internal oppression’:

We harbour inside ourselves the pain and the miesydhe
fears and the confusions, the negative self imagdghe

low expectations, turning them into weapons withoh to
re-injure ourselves, every day of our lives (614).
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Significantly, Marks emphasises the focus as murcthe conscious (and
unconscious) relationship with the self as relaiops with others (615). She
concludes that, in the two very different impairigroups she studied, common
experiences that were neither entirely social mysjzal could be observed, as
results of the dismissal of the groups’ persorstin@nies. As well as an
internalised ‘social oppression’, causing ‘comptienanxiety and despair’, she
observed ‘physical corollaries’ such as ‘the exgaze of intensified physical pain
and an attack on the capacity to think’ (623). Litekespeare, she cites this effect
as evidence of a crossover of the social and tigoceal that requires greater
complexity than the social model can offer. Shésdal research into the
‘physiological effects of social and emotional espece’ and in the ‘growing
recognition among some psychoanalysts that maieeaibodied oppression

shapes both conscious and unconscious experieseAy. (

Kirmayer’'s broader argument about the self-expoessf a different bodily
experience, and its relations to dominant discqurseomes specifically relevant to
literature when he, like Galvin, links expressidrifos ‘irrational’ expression to
metaphor. This is all the more crucial because Kyen ties metaphor to the body.
He argues that all meaning in speech is createddigphor, even the ‘static and
conventional...dead metaphors we call conventione¢sp’ and that metaphors
emerge from ‘salient perceptual similarities — edats of which are universal
(Kirmayer, 332-3). Meaning, he states, ‘emergemftbe capacity to use bodily
experience (including socially embodied experiertoghink with metaphorically’:

more simply, metaphors ‘are tools for working watkperience’ (334; 335). The
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agency Galvin identifies can be seen in Kirmayeldsm that it is possible for an
individual to ‘unpack new meanings [and] open upshuation’ by re-arranging
conventional language with new metaphors, and'itijaty or alteration’ of the
body will therefore change ‘not only the contenttadught, but also its form’ (335-
6). This is arguably precisely the process we searoing in the writing of
Christopher Nolan as addressed in Chapter 2 (ajtnd@uwoes not explain his
neologisms, Galvin’s theories about new languagees® bridge this gap).
Kirmayer does note, however, that an individuadsdrch for his own metaphor’
will bring him into contact with dominant discour&0). This might perhaps be
what literature has to offer: a locale where défae in metaphor is not discounted
as irrationality, but celebrated as artistic inrtava In this view, the work of Anita
Silvers and Ato Quayson, to be discussed shostlyarticularly significant. It is
important to note that Kirmayer insists that the aénew metaphor can be, and
often is, unconscious: so, we can see that domdiacburse can be defied even
unconsciously340). This ties in with the theories of Shildrakd Price as
discussed below, and also offers food for thougbarding the space between
disability politics and the disability experiené@rmayer’s theory also sheds light
on the term ‘metaphorical opportunism’, coined biydiell and Snyder (Mitchell
and Snyder 1997, 17-8). They use this term to desthne way in which the arts
have traditionally incorporated disability, not liséically as a condition or
experience in itself, but as metaphorical matevi¢h which to convey various
meanings, often negative. Kirmayer notes that thegp of dominant discourses
over the meaning of metaphors might mean that ew their ‘interpretations as
oppression’: his distinction between tinepe as oppressive and itsterpretationas

oppressive thus allow for the possibility thatrisiey metaphor may be used in a
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different, more positive, capacity, if differentanpretations are allowed for (340).
We can see that ‘metaphorical opportunism’ is moinavitable outcome of the use
of metaphor, but a result of its use in unequalgrowlations, which, as the theories
of Kirmayer along with Galvin show, can in fact figoverted by metaphor.
Certainly, this understanding offers clues, as l&yer notes, as to ‘how to place the

socially constructed and bodily given on the sana@'n341).

The work of Galvin and Kirmayer offers a usefuhtext to further consider
the approach of Swan briefly addressed earlier nSavgues that much
contemporary life-writing by writers with disabibts, shows that writing ‘is not
only aboutthe body bubf andfrom the body too’ (Swan, 284). He cites Nancy
Mairs, whose work is featured in some of the amiyiels addressed in Chapter 5
and is arguably typical of the contemporary ‘pesd@ssay’ style identified by
Couser. Swan focuses on Mairs’ statement: ‘No badwoice; no voice, no body'.
Swan sees in this declaration disability’s revelatihat the writer is ‘first and
foremost, an embodied voice’ and, in turn, a ‘vdibedy’ (284). By contrast, he
cites Mairs’ observation that a body which is ‘ukr@awledged, disowned and
hidden’, which is not voiced by ‘the self that vest, is lost in what she terms
‘shameful silences’. These shameful silences caseba as being equivalent to the
stigmatised, inexpressible experiences currentypbe language that are identified
by Galvin above, or the response of the patientnge€irrational’ in Kirmayer’'s
model. In Swan'’s call for literary disability stedi to address ‘cognitive difference’
alongside its current concern with ‘cultural diface’ by addressing the writing of
personal embodied disability experience, the cbation that the theories of Galvin

and Kirmayer might make is clear: they offer prelyighe ‘new ways of thinking
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about culture, language, and the body' that he #8i&86). Like them, Swan
observes that the disabled body ‘simply overruescditegories of an ableist,
stigmatizing discourse to find its own expressipasid the same consideration of
agency is apparent in his insistence that the bmdgle present in language’
positions the speaker as ‘an agent of negotiabknings’ (287; 294). As suits the
purposes of this thesis, Swan, in a move whictecedlhis rejection of the simplistic
political nature of the social model, sees the epption of the ‘action of the voiced
body that disability promotes as something thaigeful to society as a whole
(287). He argues that the conception of ‘disab&d! ‘nondisabled’ as binary
opposites is redundant, and that they should iddteaconceived of as ‘variable
positions on a multidimensional gradient’ (293)isIbosition invites a pertinent
comparison with another gradient model: Sherry slet@f impairment and
disability as positions along a ‘fluid continuuras championed by Shakespeare,
whose views on theorization of the body we shalV iscuss (Shakespeare 2006,

37).

Impairment and embodiment

Shakespeare’s view of the role of the body withard to theories of
disability is a complex one. He cites the lack @fsideration and analysis of the
impairment part of the social model's core dis&ilnpairment binary as one of its
major flaws. In turn, he argues that the identib\itics based on this binary inherits
the flaw, ignoring the disabled body and thus bengrgeneric ‘victim’ politics.
Conversely, he argues that work by post-strucstslsuch as Diane Fuss’

Essentially Speakin@989), has shown that ‘an essentialist theorngexftity,
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however attractive, is ultimately not a secure fiation for politics’ (79). Of course,
this statement does not discount the possibilitynpfairment shapingersonal
identity. Similarly, Shakespeare’s attack on tmeicity of the social model
focuses on the fact that ‘impairment’ and the (olisd) body are not necessarily
interchangeable. Shakespeare’s criticism begirts thé social model’s separation
of disability and impairment which, he insists, ages the fact that there ‘can be no
impairment without society, nor disability withaatpairment’. He observes that
impairments may result from social practices swwar, poverty and malnutrition
(34). Conversely, ‘impairment’ is ‘only ever experced in a social context’ and is,
he insists, not pre-social or pre-cultural:

The words we use and the discourses we deplapresent

impairment are socially and culturally determin€bere is

no pure or natural body, existing outside of disse (35).
This view is shared by Shelley Tremain, who insiafeer Foucault, that
‘impairment and its materiality are naturalizeffiectsof disciplinary
knowledge/power’ (Tremain, 34). She cites Foucaudtialysis of the modern
‘docile’ body as result of the application of djslane to the body in the form of
‘biopower’, by which a body can be ‘subjected, yseahsformed and improved’
(36). She notes that Foucault ‘regarded “normabrétas the central component of
the regime of biopower’, and that technologies aimalization are ‘instrumental to
the systematic creation, classification and cor@fddnomalies” in the social body
(36-7). She argues that the contemporary concepbahality’ serves as a means
‘through which to identify subjects and make theritify themselves in ways that
make them governable’ (37). As a result of thigecs with ‘impairments’ are

produced ‘because this identity meets certain requents of contemporary
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political arrangements’. This prompts Tremain teecethe social model’'s use of
‘impairment’ as a category because, she insiststitally worksin accordance
with requirements of the political configuration whitfat model was designed to
contest’ and thus ‘will inadvertentBxtendthose relations of power’. This
perspective concurs with that of Liggett, as disedsby Shakespeare above.
Tremain concludes that ‘impairment has been digglaill along’ (in the sense of
an oppressive social construction), its appareediscursive’ quality an illusion
(42). Although Tremain is right to query ‘impairnteas a given, her analysis of
Foucauldian power is coloured by her clinging t® $bcial model's notion of
oppression. Her own implication in power/knowledgj@pparent in her call for
personal insights into ‘lived experiences...of cogadity’ — provided that they
come from ‘those of us involved in disability stasliand the disabled people’s
movement’ (45). This is precisely the position N&irCorker argues against when
she suggests that theory should instead grow foisabled people’s experience’

rather than prescribing it (Corker, 639-40).

The positions of Tremain and Shakespeare appetarply contradict that
of Galvin, Kirmayer and Swan: that the body is oolly outside of discourse, but
can alter and subvert it. Yet it might be argueat ¥remain conflates ‘impairment’
(which, with its implicit value judgement, argualbits her description as something
socially constructed and imposed onto physicalattaristics), with the ‘body’ or
‘embodiment’, which is something rather more compées Shakespeare appears to
appreciate. While Tremain concludes that impairnagt disability are the same
thing (an oppressive, entirely social, construgti®hakespeare is not so swift to

disregard ‘the problematic reality of biologicahitation’ (Shakespeare 2006, 38).
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While he appears to agree with her by arguing‘thist hard to separate impairment
from disability’, the important distinction betwe#re two comes in the fact that
Shakespeare focuses on the ‘everyday lives’ oktloth disabilities. He attempts
to address the experiential aspect of impairmaitiher than the theoretical aspect of
it which Tremain addresses. That Tremain reachegpparently logical conclusion
in the arena of theory in deciding that impairmiess no reality perhaps says more
about the flaws of such an approach, and the liofitee theories involved, than it
does about the nature of impairment. This is nptisat Shakespeare’s examination
of the relationship of disability and impairmentuis-theoretical. Nor does he
disregard a social element to impairment. Indeederhphasises the complexities
involved in trying to discern an experiential mobglnoting the difficulties in, for
example, distinguishing between psycho-emotionablems that result from
impairment and those that arise due to social resgoto the impairment and its
effects (36). Shakespeare’s endorsement of MarkBenodel of disability and
impairment as ‘a fluid continuum, not a polar ditdgmay’ is thus arguably more
satisfying both experientially and theoreticallgpthTremain’s insistence that if

impairment does not fit the model, it must therefoot exist (37).

Shakespeare is also distinct from Tremain in idging how the assumption of
oppression, which is implicit in many social mothelsed approaches, prevents
them from exploring the nature of impairment. Héeisathat impairment is
problematic even without social barriers or oppoessa point supported by the
accounts in this thesis of the impact impairmestdra the act of writing (41). By
looking beyond the issue of oppression, Shakespgaitde to approach the topic of

impairment in a different context from the traditéd ‘us and them’ attitude. Thus,
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he is free to observe that even the so-called latdited experience physical
limitations (42). This observation provides a chseto how a literary disability
studies can be useful to the wider literary stud@smunity in the way indicated
by Swan. By considering the ‘disabled’ body's imfihce on the act of writing, we
can progress to considering the influence of dbloelies on the act of writing, and
the way in which even the supposedly able writindyomay be limited in its

expression through ‘real’, non-social barriers.

The able body

With their collaborative essay ‘Bodies Togethesuth, Ethics, and
Disability’ (2002), Janet Price and Margrit Shiltkiare arguably ahead of the curve
in abandoning disability identity politics and calesing the wider significance of
disability studies in a world where the boundargneen disabled and nondisabled
is erased: they achieve this by deliberately wgiima manner that conceals which
of the two is speaking, with the aim of demonstigtihat through an
acknowledgement of ‘the permeability between bodres between embodied
subjects...disability studies might move forward’ {8tick and Price 2002, 62).
Explicitly discarding what they see as a liberainaumist concern with identity (a
perspective that Shakespeare and Davis in hisvaigt arguably share) they
instead seek to address notions of ‘encounter, tigekhip and becoming-in-the-
world-with-others’ (62). Like Tremain, the authgrgrsue a postmodernist feminist
approach to conclude that the body is ‘materialtbedughdiscourse’. Unlike
Tremain, however, with her insistence on the ogo@sof the normal, the authors

insist that this process means that the body existsas a stable entity but as
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something that is always in process’, and thattitewill always therefore slip.
Thus, they insist, it becomes impossible to concase disability ‘as the property
of an/y individual' and the disabled body must bersas ‘much more than the
result of unequal power relations’ (63). Instead tdmain’s oppressor/oppressed,
these authors insist that disability is equallyssue for the nondisabled, and reject
the idea that there is ‘some privileged standpiwarh which disabled people alone
can speak’ or that theirs is ‘the only “authenticiderstanding of the specific
embodiments in question’ (64). In attempting tag®a new writing on the basis of
this perspective, the duo emphasise the ‘necessityiriting together’ (64). They
seek to replace ‘unified stories’ characterisedlewrly delineated subjects,
different categorisations of embodied being, arddipoints of view, with an
emphasis instead on ‘multiple points of interchantpe blurring of categorical
boundaries, and the ‘discontinuities that makexgegence before narrative is
imposed on it'. Their focus on narrative especialiyngs to mind the assessments
of Davis, Mitchell and Snyder and Couser of thebfgmatic nature of narrative for

the disability experience.

Yet Shildrick and Price also attack conventionsantemporary disability
life-writing. Citing work featured in anthologieach asMustn’t Grumble(1994)
andWith Wingq1988) (addressed in Chapter 5) they note that wuitimg focuses
on ‘experience of bodily restrictions, discomfantdimitations, and of the physical
and social barriers that disabled people face’.(6b¢y attack this focus as
conveying ‘the assumption...that what counts is ttpeeence of the disabled
person alone’ (66). They also note that such rnae& inherently contradictory,

encouraging the reader to see the author/protagasigistinctly other...whilst at
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the same time striving to attain standards of ntiknatg. The result is a portrayal of
the body as a ‘troublesome possession’, as songetfilch may be normalized, for
example through rehabilitation, but will never lwemal (67). This effect is
apparent in Christy Brown's experience of rehadtiliin inMy Left Foot as
discussed in Chapter 1. After Foucault, Price amétiSick conclude (as Tremain
fails to) that power always contain the means tewmine it. This leads them to the
same conclusion as Kirmayer and Swan: that themérissistance [to discourse]
exercised through the body's refusal as much asigtr the conscious will'. To
illustrate this, they cite Mary Duffy’s poem abgrbsthetic arms, ‘Making

Choices’ (inMustn’t Grumblg@, and note the way in which, through the prism of
disability studies, degenerative conditions ofltbely such as MS have revealed the
instability and unpredictability of identity (a pwiwhich recalls Shakespeare’s

critique of the social model’s inability to accomdate MS) (68).

Some of the key points of Shildrick and Price’sifion can be addressed
through the theories of Merleau-Ponty, as Miho lwak shows in ‘The Body As
Embodiment’. She focuses on his conception ofeahenswel(the life world),
which includes not just one’s body, but also relehips, self-image, worldview,
and a sense of temporality (lwakuma, 80). Only wakthese elements are in
‘equilibrium’, and one takes one’s body image iatzount unconsciously, is the
subject successfully embodied. Iwakuma focusehemxample of the new
wheelchair user, still accustomed to kleenswelof the walker, adjusting to the
lebenswelbf wheels. Yet this model might also be appliethvdisabled subject as
they write. On the one hand, her work suggestsah@iting process in which the

body makes itself knowanconsciouslyvill be liberating for the writing individual.
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An example of this from Chapter 1 is the momentw@éristy Brown abandons
the lengthy, and (we can now see), disembodyingga®of narrating to an
amanuensis, in order to write with his left footemmore: an action he specifically
describes as a return to ‘being [him]self'. On dtieer, it suggests that analysing the
body in writing is in some way self-defeating, tiawill inhibit embodiment: this
perhaps explains Shildrick and Price’s observatian descriptions of bodily
difference tend to objectify the body as a ‘trosblme possession’. lwakuma also
observes that Merleau-Ponty’s concept of embodiregtands to reading, allowing
the reader to ‘shed tears when reading a novetpJarnderstand a metaphor...to
sympathize with another’s feelings’ (82). Her lingiof metaphor to embodiment
reminds us of the work of Galvin and Kirmayer, gdtls a startling new dimension.
If people with disabilities have, as per the argnts®f Swan, a greater sense of
voiced embodiment, might they therefore have atgresense of metaphor, and of

sympathetic and empathetic processes, and thusbately better writers?

Kevin Paterson and Bill Hughes combine the sododiborative process
employed by Shildrick and Price with another, gligldifferent approach to
Merleau-Ponty’'s phenomenological theories. Thek seeeplace the redundant
social model with a model of disability suitable 8o'somatic society’ where the
body is ‘shaped by social relationships, but...alsovaly contributes to the shape
that they take’: a position that aligns perfectiyhnwShakespeare’s (Paterson and
Hughes, 598-600). In a move that recalls Kirmayette disruption of illness,
Paterson and Hughes argue that the ‘unwanted cuswss’ of impairment brings
the body to the fore, yet in a social way. A phgslzarrier, they reason, will cause

both a physicadnd social confrontation, as the body is ‘stunned itg@wn
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recognition by its presence-as-alien-being-in-tiaai (603). This is a result of a
world shaped by ‘a specific hegemonic form of chiypavhich excludes as it
constructs’ and where oppression is not just sogiglextends to ‘bodily
discomfort’ (604). Hughes and Paterson argue thelt enstance of ‘carnal self-
recognition’ through exclusion is different, as thedy is temporally and spatially
specific: there is ‘rarely a constant in the waysvhich one reacts upon one’s body
and how, in turn, one’s body is received’ (605)isTdbservation brings to mind
Couser’s claim that the essay, with its potenbaldonstant re-evaluation of a
specific moment, is the genre best suited to doatingthe experience of
disability. Hughes and Paterson argue thatebhenswelis ‘structured and coded’
by a ‘carnal order’ set by dominant ‘normal’ bodiesich determines ‘carnal
performance’, and which is therefore ‘predisposethe exclusion of people with
impairments’. The lebenswelt model, they argue,dmsctribe the exclusion of
people with disabilities from ‘the everyday, mundasensate minutiae of the

lifeworld’ in a way that the social model canno®%.

Hughes and Paterson relate how one of them expesesuch exclusion
through Cerebral Palsy, noting that a common egpes in encountering carnal
barriers is the sense that they have been ‘antgbilas subject’ whilst paradoxically
experiencing an extreme sense of embodiment ‘ateéhelevel of being that is
denied by the process’ (606). In particularly, tneye how ‘carnally informed
orders of time’ work to preclude ‘opportunitiesdommunicate’. For example, they
recall choosing not to answer a question in all#ause the only outcomes
available to them, mediated by time and carnahste to break off the

conversation or to prolong the journey to the cimagf other passengers (606). In
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choosing to simply give ‘a smile or a nod of thadethe author writes, ‘I am
“reminded” of my body'. This, the authors insist,dppression, enacted in a ‘subtle
interplay of micro- and macro-relations of power It.fe the flesh and the bones’
(606). Hughes and Paterson see further evidenttesodarnal oppression in the
prescription of physical therapy, or through theavieg of prostheses such as false
limbs, which are often uncomfortable, impractical achieve little (607). Yet they
conclude that no approximation of physical confayrbly the disabled person will
be sufficient, and that change must instead be rwadke scripts’ by which non-
disabled people ‘judge and bestow social compete¥et they note that such
scripts are exclusionary, solely delineated bydhaormal’ bodies that ‘are
inscribed by and resist them (608). In this wagythssert, all ‘[ijntercorporeal
encounters become “demands” for disabled peoptetmalise themselves’.
Arguably, this might be applied to the writing pess, especially in regard to
Christy Brown’s writing process as addressed ingf#ral. Similarly, this argument
might explain why disability writing offers insighinto both writing and the body:
because, unlike the able body, the impaired bageérmanently stunned into its
own recognition as a consequence of the disablislmhypermeates everyday life’
(608). Lastly, Hughes and Paterson’s account ajpgmessive carnal world offers
an explanation of the attractions of the bodilesgdvof the text, as touched on by
Mitchell and Snyder and by Couser. It should bedphowever, that their
persistence with the idea of oppression leads tioestate their model in the limited
terms of disabled/nondisabled. In line with theusangnts of Shakespeare, it can be
seen that, even if that dubious binary is mainthiniee ‘nondisabled’ are just as

limited and affected by this carnal order as thsadled’.
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Revising the social model

Tobin Siebers is notable as a disability studiggEavho has consistently
attacked inadequate theorisation of the body, @datily the sort of abstract,
postmodern approach attacked by Kirmayer. In ‘Tef@gans, Narcissism, and
Identity Politics’, he addresses the topic of pead@ccounts of disability. Although
his approach can be seen to emerge from a soc@glmontext, his conclusions are
the very opposite of the orthodoxy against perstestimony. In examining a
cultural backlash against the growing confidencdisébility rights in the 1990s, he
notes that such attacks have a common theme: gp@sed narcissism of people
with disabilities, which he traces back to Freuok$ef in the egoism and
narcissism of the suffering or the ill (Siebers 2083). In a typical social model
move, Siebers reconsiders this as oppression,raydiat this supposed narcissism
is actually ‘a form of violent hyperindividualizati imposed on victims by political
bodies and other groups’ (48). In his concern tih@tindividualising of disability
has been central to ‘making a common purpose dlffto recognize and advance
as a political agenda’, Siebers at first appeafsitow the traditional social model
discounting of individual experience. Yet he allofes a reconsideration of
individual expression by observing that the problemot individuality itself, but
the ‘perception’ of it (48). This might be furthgualified: it is thedominant
perception of disability as an individual experiertbat is the problem.

Individual self-expression, he notes, is ‘a fourmi@l concept in American politics’:
it is the characterisation of the self-expressibpemple with disabilities as
narcissistic that turns ‘a principle enabling poét action into an impediment’ (49).

This arguably explains Couser’s seemingly paraagxpinion that individual
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expression is good for the individual with a didi&pin proving their independence,
but bad for the disabled community. Siebers ndtedelief that disabled people’s
self-expression is ‘somehow more narcissistic tihase of able-bodied people’ is
widely held, even amongst people with disabilitids.observes (as do some of the
editors of the anthologies covered in Chapter &) tihe opposite is actually true; as
Anne Finger notes, ‘we cannot tell our stories beeahey reflect badly on our
personalities or make other people queasy’ (505 plompts Siebers to invert
conventional social model thinking. Although hidl ¢a find ‘other ways of telling

our stories’ in order to ‘communicate the truthoaf existence as a group’ and be
‘recognized politically’ smacks of identity polis¢he goes out of his way to eschew
the separatism Shakespeare fears (50; 51). Ratheeasons that ‘human beings
make lives together by sharing their stories wahreother’ and stresses the need to
‘tell stories in a way that allows people withoigabilities to recognise our reality
and theirs as a common one’ (50). He concludewbkieg the idea of
interdependency that disability points towardh@sotes that, contrary to
narcissism, disability in fact encourages an awessiof, and appreciation of, one’s

interdependency with other people (53).

Mitchell and Snyder have also, as mentioned earkeognised and sought
to improve upon the shortcomings of the social hd8iglding on their
endorsement of life writing as an expression ofekjgerience of disability in
Narrative Prosthesisas mentioned above, they attemp€irtural Locations of
Disability to delineate a ‘cultural model’ of disability (Mhell and Snyder 2006, 5).
They do so as an attempt to address what theyssibe aveaknesses of the social

model on which, they rightly argue, disability sieeslis even now too reliant, and
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which fails to recognise disability ‘as a site digmomenological value that is not
purely synonymous with the processes of sociabdgsaent’ (6). They note that
‘key theorists in disability studies have overlodk#portunities to theorize this
interactional space between embodiment and sa&alogy’ (7). They cite
Tremain’s observation of how the social model ledisilmpairment to the rule of
medical discourse, and like her, argue that thetdies identity and the disabled
body are constructed (11, 7). Yet they appearverde from her position by
claiming that impairment exists as ‘both humanatwn encountering
environmental obstaclesd socially mediated difference’, implying that
impairment has a ‘real’ quality outside of discayras Shakespeare does (10).
In employing this double notion of impairment, thean be seen to be attempting to
bridge the gap suggested by Couser’s distinctitwdxn a disability experience
and a disability culture. This is particularly apgat in their claim that their
‘cultural model’ allows not just a ‘phenomonolodigerspective’ but also a ‘group
identity’ (10).

This notion of group identity connects Mitchell aBdyder’s ‘cultural
model’ to the problematic issue of identity poktiexamined earlier.
They assert that their model ‘allows us to theoaigmlitical act of renaming that
designates disability as a site of resistance aswliece of cultural agency
previously suppressed — at least to the extenigtizaips can successfully rewrite
their own definition in view of a damaging materaid linguistic heritage’ (10).
These references to ‘resistance’ and ‘suppressioviously bring to mind the
analysis by Rose and Kiger of how minority groupfirie and assert their identity
(see p26). Furthermore, Mitchell and Snyder’s ddb@term ‘us’ illustrates once

again the risk Shakespeare identifies with regautie identify of a large group

56



such as the ‘disabled’ being defined by a tiny migaf scholars. This position can
be seen to be one that Mitchell and Snyder haweedaover from the earlier
Narrative ProsthesisThere, they acknowledge that ‘cultural groupiafygays

occur in reaction to prior exclusionary definitioasd that this reaction leads to ‘a
process of identification itself among those whaviard the critique’: in other
words, academics (Mitchell and Snyder 2000, 43}isability studies, they note
that this has led to the construction of ‘a fornigadisability “identity.” It is
formidable, they argue, because the identity irstjae ‘does not consist of a
“positive” content’. By this, they mean that it ‘@®not simply replace a less
acceptable representation with another equallivéidiut alluring one’. Instead, it is
‘reactionary’ (44). In this way, it might be sedrat Mitchell and Snyder carefully
avoid the problems of effacement and misrepresentatherent in the
championing of a political identity, as discussedier in regard to Linton and

Pfeiffer.

Mitchell and Snyder’s persistent concern with tis& of identity politics is
apparent when they return to the topi€imtural Locations of DisabilityThey
observe that people labelled with their disabitijymedical discourse, as if it were
the truth of their social identity, ‘often find tmselves resisting the effort to identify
their diagnoses, in order to complicate medicainiteins with the more nuanced
stories of their own experience’ (Mitchell and Say@006, 11). Such a dilemma
can, of course, be seen to be closely relatedetogk of the imposition of a
disability identity that has been defined by schglavhich Mitchell and Snyder’'s
refusal of a positive identity avoids. A similaripbof comparison with

Shakespeare’s distrust of identity politics cam &le seen in Mitchell and Snyder’s
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doubts over the institutionalisation of disabiléiyidies within the academy. They
observe that an institutionalisation process tblatifns out more knowledge about
disability while resisting reflexive inquiries altounhether or not more is inherently
better’ is one that ‘threatens to reproduce sompeblems’ (185). What is
problematic for Mitchell and Snyder is the way ihigh this process brings to mind
arguments by Foucault ‘that excessive diagnosidiamévaluation of bodies within
categories of pathology proved to be the charatieform of oppression in the
modern period’ (193). In this respect, their condewites parallels with the earlier
discussion of Shakespeare’s application of Foutauldeas in his critique of the
drive to establish a disability identity politiosijth the apparently inevitable

categorisation that entails.

Mindful of these risks, Mitchell and Snyder makeatthey call the
‘heretical claim’ that ‘people-based research peast are exhausted, and that
‘textually-based analysis is the ordipsoluteremedy’ to this exhaustion. Texts, they
argue, provide ‘access to perspectives that inglyitater disability through the
reigning ideologies of their day’. A practise oktieal analysis, they suggest, is
‘tantamount to turning social beliefs into an objetinvestigation’. Such an
approach would appear to offer a way of avoidireggghfalls of identity politics and
a prescriptive disability culture, by utilising theactive, flexible, non-‘positive’
identity they describe. It would, they argue, ofter opportunity to reformulate our
attitudinal milieu immediately — and in the mosagmatic and visceral manner’

(203).
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Although, as we have seen, Mitchell and Snyder loaee the course of
their work come to embrace personal narrative endaipacity for capturing
disability as a phenomenological experience, thayntain a view of the
relationship between the body and the text whicghetomes makes it hard to see
how the two might interact positively. Their deption of this view is the focus of
Narrative ProsthesisThe title is their term for what they see as‘flexpetual
discursive dependence upon disability’ in litersexts. This is due, they argue, to
the fact that the disabled body promises ‘to lefiduagible” body to textual
abstractions’: a function they term ‘theateriality of metaphor(Mitchell and
Snyder 2000, 47-8). By literary, they mean ‘thasds that not only deploy but
explicitly foreground the “play” of multiple meargn as a facet of their discursive
production’. Within such texts, they argue, dis#piserves as an interruptive force
that confronts cultural truisms’ (48). Its forcenwes, Mitchell and Snyder argue,
from the body’s role as an ‘other’ both to text dactulture, ‘an object with its own
undisciplined language that exceeds the text'stalvd control it’ (49). While this
would seem to place them in philosophical agreeméhtKirmayer, they insist
elsewhere that ‘the body itself has no languageesianguage is something foreign
to its non-linguistic materiality’ and that it musius ‘be spoken for if its meanings
are to prove narratable’ (64). It is perhaps thisflict in their thought which leads

them to avoid an exploration of the body as a sofdanguage.

Whether the body has an alien language or is &ti¢anguage, Mitchell and
Snyder assert that because of this alien qudtigydisabled bodyoperates as the
textual obstacle that causes the literary operattbopen-endedness to close down

or stumblé(50). In this way, it functions as ‘the literaopject par excellence’,
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provoking ‘a process of explanatory compensatioereim perceived “aberrancies”
can be rescued from ignorance, neglect, or misstaleing for their readerships’:
a literary narrative (53). Mitchell and Snyder asWihedge that narrative might try
to remove or even obliterate difference: the ‘negaimage’ school of criticism, as
described earlier, has documented many instancgsqb3-4). Yet they reject that
school’s ‘dismissive critical stance that narratwerely replays retrograde politics
of disability’: a charge which, as illustrated &l they have also levelled at Davis
(164). They insist that ‘many fictions, particularhodernist and postmodernist
anti-narratives, seek out means for disruptingpthygular disability expectations
that accrue around normalcy narratives’ (164). Tinate that the idea that any
narration is impinged upon by the subjective andigdanature of the individual
perspective that controls the story is foundatidmahodernism. In this respect, they
perceive many key characters in modernist noveiscagiduated by reference to
“wounds” or wounded identities and their correspogdrailties. In postmodernist
narrative they detect an urge, not to repair aslvesa character’s impairment, but
to delve ‘into the social, personal, political, gr&l/chological implications of
impairment as bequeathing a social awareness’rdheét, they argue, is a literature
‘teeming with disability as a matter of identitygrspective, and subjectivity’ (165).
This analysis of a postmodernist approach is pdsity applicable to the writing of
Christopher Nolan, as addressed in Chapter 2.

Such developments in the recent history of liteataad Mitchell and
Snyder to conclude, ‘in contrast to the claims @hmscholars of disability’, that
there is an ‘insurrectional drive in art towardimterrogation of repressive norms’.
Indeed, they assert that literature, of all dismerspaces, provides ‘a unique space

for contemplating the complexity of physical andjcibive differences’ (166). They
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resist the urge to criticise what they term thep@rsonation’ of disability in
literature by able-bodied authors, arguing thahsworks demonstrate an ‘attempt
to cross the threshold of disabled subjectivity’4)L This ‘willingness to imagine
disability’, they insist, ‘proves tantamount toitadary revolution within the cultural
imaginary’ as writers risk entry into ‘this seemijngnimaginable or uninhabitable

universe’ (175).

These possibilities for literary revolution are@akxpanded upon by Anita
Silvers in ‘The Crooked Timber of Humanity: Disatyil Ideology and the
Aesthetic’ (2002). She agrees that ‘the idea ohitvenal holds so much less sway
in art than in ordinary life’ and that this alloes ‘an aesthetic that makes
disability powerful’ (Silvers, 230). Like Mitchedind Snyder, Silvers rejects the
assumption that art ‘valued by a society that thsiciates against disabled people’
must therefore reinforce this discrimination (238)e observes that art in fact
‘broadens what we previously have imagined to brenah even — indeed,
especially - what we consider normal in regardrtatself’ (239). This sort of
aesthetic shift is documented in this thesis iomgarison, in the first two chapters,
of the work of two male Irish autobiographers w@arebral Palsy: Christy Brown
and Christopher Nolan. Brown, published in the F9%hanged his verbose, wordy
draft to a short simple account in plain languagerder to make his account of
disability accessible to the reading public. Nolanting thirty years later, would
be celebrated for precisely the elliptical, neadtigiand dense style that Brown

sought to avoid. Silvers could almost be describimg situation when she writers:

That anomaly presents as originality rather thewiahce
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depends on the way we conceptualize the connesssdri
successors with their heritage and, specificaltythe
prescriptiveness with which individuals are obtige
conform to their predecessors (240).
Although Nolan’s work (perhaps carefully) makesraterence to Brown'’s, the
warm reception it received was surely facilitatgdiie precedent of this earlier
success, in the manner Silvers implies. Silvergknayguably sketches the kind of
direction which a model of literary disability, apposed to a political model of

disability studies, might pursue. Instead of degywtherness’, she argues that

‘aestheticizing disability elevates otherness igioality’ (241).

Silvers’ observation, that ‘to be fully appreciatéte human variations we
call disabilities must be interpreted as being nregfaol’, is one shared by Ato
Quayson. IMesthetic Nervousne&8007), the theories of Mitchell and Snyder
serve as a foundation for Quayson'’s ideas regattimgelationship between
literature and the disabled body. ‘Aesthetic nesrmass’ is his term for the effect
whereby ‘the dominant protocols of representatidthiwthe literary text are short-
circuited in relation to disability’ (Quayson, 1This is very similar to Mitchell and
Snyder’s view (see p59). Quayson argues that ffastecan be perceived in
‘tensions refracted across...the text such as thgodison of symbols and motifs,
the overall narrative or dramatic perspective,cbestitution and reversals of plot
structure, and so on’ (15). He argues that thessides are also apparent between
characters, and between the reader and the tagt:t&hsion’ or ‘short-circuit’
occurs, Quayson argues, because disability distbpt®ommon impulse towards
categorization’ forcing a re-evaluation both ofttimapulse and ‘of what it means to

be human in a world governed by a radical contingemisability reveals this
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contingency by virtue of its nature as somethingctvltan never be fully
anticipated or indeed prepared for’ and which rés/daat ‘[e]very/body is subject
to chance and contingent events’. The recogniticthis, Quayson contends,
produces an ‘extreme anxiety whose roots lie irlyacknowledged vertiginous
fears of loss of control over the body itself’ (1He asserts that this ‘aesthetic
nervousness’, because it undermines assumptions aboleness and normativity,
‘returns the aesthetic domain to an active ettdoa¢’, disrupting the surface of
representation. Because, Quayson argues, reprégardannot assimilate disability,
this ‘ethical dimension’ will always be apparentittempted representations of
disability (19). He cites this as the reason wteyltterary texts he analyses in
Aesthetic Nervousnesse undergirded, ‘not by the binary opposition of
normal/abnormal, but by ttdalectical interplay between unacknowledged social
assumptions and the disabled body as a remind=mingency (21). Quayson
insists that this ‘dialectical interplay’ can beoam to affect ‘all levels of the
literary text, from the perspectival modulationgtwé narrator...and the characters
to the temporal sequencing and ordering of leitta@nd symbolic discourses that
come together to structure the plotlines’ (21).sTimtion of play, and of the
subversion of dominant discourse can be seen be&ely influenced by Mitchell
and Snyder’s appreciation of the possibilitiestfee approaches to disability made
in postmodern texts (see p60).

Disability, Quayson argues, ‘elicits language aadativity even while
resisting or frustrating complete comprehension r@pdesentation and placing
itself on the boundary between the real and thepigsical’. In this respect, he
might be seen as making a similar claim to Davsl(&litchell and Snyder) in

arguing that disability ‘inaugurates’ narrative. &gon insists, however, that he
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implies something different: inauguration as ‘tettisg of the contours of the
interlocking vectors of representation’ (22). Ferthore, he stresses that, while
disability produces ‘a contradictory semiotics mdriticulacy and articulation’ in the
literary-aesthetic, it also ‘engenders attemptsoatal hierarchization and closure
within the real world’ (23). Because of this, Qaay argues, disability serves ‘to
close the gap between representation and ethidsngnaisible the aesthetic field’s
relationship to the social situation of personswidisability in the real world’.
Literature ‘helps us to understand the compleocessesf [the real world framing
of disability] and the ethical implications thatri¥e from such processes’, he
argues, citing Mitchell and Snyder once more (£4)ayson offers to add to their
work by focusing ‘on the devices of aesthetic qudlathat occuwithin the literary

frameworks themselves’ (an analysis we shall seeermbon Chapter 2) (25).

Like Davis and Mitchell and Snyder, Quayson recsgsithat one possible
aim of a literary narrative spurred into existebgedisability is the resolution or
elimination of the perceived ‘deviance’. He argtiest such an aim is rendered
futile both by the way in which the aesthetic domiaishort-circuited upon
encountering disability, and by the continuing eease of disability ‘in the real
world’ (26). Quayson also takes after Mitchell &wmyder’s early work in his
insistence that the text and the body are alieratih other. He insists that disability
in literature is ‘created out of language’ andsithis which enables a ‘trade’ of
‘significations’ between the disabled and the neablled, and vice versa (27).
While he concedes that literary representationsztlity ‘'somewhat subtends’
real-life treatment of people with disabilities, insists that the aesthetic

nervousness of the literary domain ‘cannot by aeans be said to be equivalent to
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the responses to disabled persons in reality’.cAith the literary model provides
‘an analogue to reality’, he does not consider ‘this same as that reality’. Despite
Quayson’s qualifications, certain connections mayliscerned between his theory
of aesthetic nervousness and the theory of phenologinal oppression proposed

by Hughes and Paterson (see p52) (30).

Quayson’s work on the futility of the literary-native-as-correction-of-
deviance and the gap between theoretical model¢henetal-world serves as an
excellent context within which to consider Daviatdr work, and the apparent
disparity it shows with his earlier ideas, as thesetwo areas that this work
addresses. As has been shown, Mitchell and Snyder substantially revised the
position on the power of dominant discourse whigdytused to share with him, and
have criticised him for maintaining it. Davis maiimts an interest in power, yet
where the social model's political cast once infedis sense of an oppressive
dominant discourse, it is now the target of hislysis. InBending Over Backwards
(2002),he questions ‘the clear line drawn betwéersbcially constructed

“disability” and the pre-existent and somatic “intpaent” on which the social
model relies (Davis 2002a, 23). He is similarlyical of the identity politics to
which the cultural studies approach, facilitatedlig disability/impairment split,
has led. Like Shakespeare (as Shakespeare ha3, iegextes it as a dead end,
‘dependent for its motivation and existence on maimering and re-invoking the
pain caused by oppression’ and concerned only‘wigtking all identities equal
under a model of the rights of the dominant, oftdite, male, “normal subject™

which focuses on the pursuit of ‘autonomy and ireefence’ (100; 28-30). This

pursuit of identity will always involve ‘marginalizg...somegroup’, otherwise
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‘when all identities are finally included, therelMde no identity’ (88-9). In this
respect, Davis can be seen to have reached thaldian position on

categorisation and power taken by Shakespeare @oteM and Snyder.

Just as this position prompts Mitchell and Snydetdvise their own version
of the ‘cultural model' (not to be confused witlettdisability studies as cultural
studies’ reliant on the social model and criticibggdShakespeare and Davis), so
Davis seeks an alternative to the social modek Tdke the form of what he terms
the ‘dismodern’ which is based on ‘dependency ateldependence’, in opposition
to the independence and autonomy sought by idguiitics. In the ‘dismodern’
era, Davis asserts, everyone is disabled in theestat they are incomplete without,
amongst other things, ‘information technology, pobive legislation, and
globalized forms of securing order and peace’ (@8-B his characterisation of
‘modern subjectivity’ as a ‘wounded identity’, uhalto ‘cure itself’ without
endless ‘cure narratives’, direct parallels to Mt and Snyder's assessment of the
links between disability and modernist literatuag,discussed earlier, are clearly
apparent (Davis 2002a, 99). Indeed, like them Dbglgves that this is what
disability has to offer the wider world: he citess&n Wendell's argument that ‘[i]f
disabled people were truly heard, an exploratioknofwvledge of the human body

and psyche would take place’ (39).

The similarity between the views of Mitchell andy8er and Davis on the
nature of modern subjectivity, and to an even greaxtent, Quayson’s concept of
‘aesthetic nervousness’ can be elucidated throwdfeR D. Wilton’s analysis of

Lacan in relation to disability. Davis has previlyugferred to Lacan’s conception
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of the constitution of the subject elsewhere, imkwshich has much in common
with Quayson’s theory of aesthetic nervousness iE¥O7b, 55). Although, as we
have seen, the phenomenological theories of MeiReay are particularly well-
suited to the needs of a post-social model digglsitudies, and Kirmayer’s theory
of bodily meaning casts doubt on the viability sfyphoanalysis for accessing the
body as a source of language, Robert D. Wiltoriatioin of Lacan’s reformulation
of Freudian castration as offering ‘a consideratbthe body as culturally
constructed’ is especially worth considering in ligat of Davis’ arguments
(Wilton, 377). Wilton notes that Lacan replacesgblpgical castration with a
symbolic castration that occurs when subjects anterlanguage (the Symbolic
order) at the Mirror Stage. Here, the subject isstituted through a
(mis)recognition of the corporeal self. The cosbe€oming a subject is still loss,
but it is now a loss of the sense of one-nessetkiated in the pre-Symbolic. The
individual represses the knowledge of this loss, thie Symbolic order (language)
facilitates this by displacing the desire for whades onto objects in the world for
an ‘always already unsuccessful search for thativivould complete us’. Thus,
the Lacanian phallus is a privileged signifier,atesl at the point of the subject’s
entry into language at the Mirror stage, and @®isied is that which the subject has
lost in the moment of constitution, which cannoisewithin symbolic reality (378).
This can be seen as the wounded subjectivity thatdddentifies, and narrative
may be seen as the signifier, continually shifimgearch of reunification with its
signified. To this we might add the theories ofwaahnd Kirmayer, leading to the
conclusion that that which the subject has lost réferent of the signified which
cannot enter into the symbolic order (that is, leage), is arguably the body that is

insistent on meaning.
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In the light of Davis’ talk of ‘cure narrativesi ithe abstract sense, Brett
Smith and Andrew C Sparkes’ sociological survew e effect of narrative on the
lives of people with disabilities is particularlgeful for highlighting the real-world
practice of a rather abstract idea. Smith and $saeknploy Kirmayer’s theory of
metaphor, in particular his emphasis on the bodkimgatself known in
unconscious metaphor to an analysis of the language in their interviews with
fourteen English rugby players who had sustaingdabolumn Injuries. Smith
and Sparkes classified these narratives accorditfgetdefinitions used by Arthur
Frank inThe Wounded Storytell¢t995), collecting eleven ‘restitution’ narratiyes
one ‘chaos’ narrative, and two ‘quest’ narrativBise ‘restitution’ narrative, based
on the belief that health can be restored is, tiwdg, redolent of metaphors of sport
and warfare, in phrases such adight to make a comebad®mith and Sparkes,
616). Such narratives focus on ‘medical advancdsaacure that will return them to
an able-bodied state of being’. For these indivisiuavinning is being cured of
disability’ with the latter defined as aerlemy that must be beaté617). This
model strongly echoes the position espoused bysiphier Reeve (a keen
sportsman, disabled in competition)3till Me, addressed in Chapter 4. The authors
observe that such narratives have a narrow defimaf success that it is unlikely to
be fulfilled, and prevent their subjects from expig other, potentially more
rewarding, identities as disabled men (618). Thads’ narrative, according to
Frank’s definition, lacks narrative order and @dtas the storyteller experiences
life: without sequence or discernible causalityheTauthors quote their subject:

My life is a mess [ten second silence]. | had broiky neck,
and, and, and it was awful [ten second silencélicDIt to
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describe [five second silence]. No, it was, evew,rback
then; | don't know [ten second silence]. | was, am no
more, I'm no more, and then, and then, then Iggiitin pain,
awful, something, but not a nice time (619).
They cite this subject as evidence that, whileatare and metaphor can help in

reconstructing the self, ‘they may also imprisoa prerson within certain storylines’

(621).

Finally, the two ‘quest’ narratives came from sd$ who were able to
‘accept impairment and disability and seekiseit’. Through journey metaphors,
these narratives employed ‘a metanarrative of @sgjriin which ‘risks, difficulties,
uncertainties and descents’ all play their pagn8icantly, the subjects of these
narratives focused, not on individual overcominghesothers did, but in ‘stories
and dialogue — in communication and community -hwihers’. The link to
Couser’s distinction between individual overcomiagratives and those that
embraced a universal outlook is striking, as issin@larity to the way in which
Reeve’s narrative changes and eventually resotisel in Still Me. Furthermore,
these subjects were observed to have ‘a more coroative relation with the
body’, which was perceived as a site of ‘possiiliither than a ‘problem’: a
distinction which recalls Shildrick and Price’stjue of narratives that objectify
the body as a troublesome possession (622). Idbnigaven their focus on
personal testimony, Smith and Sparkes attribugedttitude to the subjects’
introduction to the social model, and the countamratives, empowering
perspectives, and sense of community they seepiteagding. They argue that the
social model facilitates ‘restorying the self otiene and developing

communicative bodies’. They conclude that disalpledple thus benefit from:
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...the individual and collective stories told by ethisabled

people that deviate from standard plots, proviel® n

narratives, and legitimize the re-plotting of aneivn life

(623-5).
It should be noted, of course, that this surveyi$es on people who acquired
disability, rather than being born disabled. Irstight, the key word in Davis’
phrase ‘cure narratives’ is ‘cure’. Arguably, thdxen disabled have a very
different body experience, having, as per lwakuragsount of Merleau-Ponty’s
lebenwelt an unconscious equilibrium as a result of theintexperience that
arguably results in a very different disability gedtivity. Likewise, as Shakespeare

showed in his critique of the social model, muclt®fnadequacies stem from the

assumptions of its formerly able-bodied, stablydled, founders.

Nevertheless, Smith and Sparkes’ survey is usefshowing the positive
effects that narrative can have for the disabledtitl; if combined with Galvin’s
sense of the need for identapd her sense of the possibility of agency, it provides
another facet of the theoretical vocabulary | hastablished here as a context for
the series of close-readings that follow. Thesdirggs will thus consider the role of
writing as a physical act of embodiment and asrscious or unconscious
expression of physical difference expressed thrétgtary form, most accessibly
(but not exclusively) through a subversion of fqmmost specifically, in language
through metaphor and neologism). In turn, this idlconsidered through the prism
of personal and political identity, and the intenpbf power relations between

different discourses. On these bases works widlridysed in terms of their literary
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gualities, relation to convention, contributiongiebates about disability, and wider

thought on the role of bodily identity in writing.
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CHAPTER ONE: CHRISTY BROWN

Christy Brown was raised in mid-twentieth-centduyblin, Ireland: he thus
had no exposure to any readymade conception afigability as a cohesive
political or social identity (although he did demela sense of this, as we shall see).
Though misdiagnosed as an ‘imbecile’ while an ibfae was integrated into his
family and home-schooled to the best of his mothabilities. Thus, he had a venue
and opportunity for self-expression and recognitishich ultimately led to his
meeting with Dr. Collis and his access to physibatapy, and the doctor’s advice
on writing. Given these factors, it is unsurpristhgt Brown’s autobiographiyly
Left Foot(1954, hereafteFoot), is very much in the traditional mode of
autobiography criticized by disability studies skeins. Nevertheless, or perhaps
because of thig;ootis a crucial text for the elucidation of this tleef\lthough it
was written before disability identity politics wirmalised by the political

intervention of the social model, and was tremestiopopular with (and arguably
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intended for) mainstream, able-bodied readergetkteremains relevant in a post-
disability rights landscape: not only did the b@plawn an equally popular and
acclaimed film adaptation in the 1980s, but asnmégas 2003, disability rights
historian Paul K. Longmore has called Brown a ‘hefour struggle’ (Longmore,
130). | will argue that such different, contradigteeadings of Brown anBootare
made possible by a text that is far more complex thfirst appears, due to a large
extent to its use of conventional discourse todeitory that continually points to
the limitations of that convention. | will link thiconflict to the role played by Dr.
Collis, Brown’s physician, an author, playwrightideautobiographer, in the
composition and revision of the text, and consttlerimplications for authority,
authenticity and agency that arise from this. Tlignter-reading ofootwill be
further informed by a consideration of, and congrariwith,Down All The Days
(1970, hereafteDaysg, Brown’s later autobiographical novel which cavéne same
period and themes in a very different stffeotwas published when its author was
only 22 years of age. This may seem a ludicrousiyng age at which to publish an
autobiography, but in the context of Brown'’s lifedacareer, it makes perfect sense.
At this age, the text functions less as a retrasgeaccount of a life of achievement,
but rather as an establishment of identity. It aisplicitly emphasises the
presentation of Brown'’s difference as exceptiopalttheme which is dealt with
more explicitly in the similarly youthful publicatns of Christopher Nolan, to be
dealt with in the next chapter. His age, as wethasinteraction of his art and his
disability, functions as the ‘pre-existing distiloct’ on the part of the author that G.
Thomas Couser identifies as essential to any aagodgphy seeking publication
(Couser 1997, 18200t has precisely the sort of narrative criticisedviitchell

and Snyder: the book begins with the author’s pptbgresses in a linear fashion
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recounting his experiences, and concludes withriisiph. Coupled with a plain

prose style, this at first makes the book appeeepmte/ely simple.

From the outset, however, the text rewards cleading. The discovery that
there is ‘'something wrong’ with Christy Brown aethge of four months, as
signalled by the involuntary bodily contortions sad by Cerebral Palsy, is related
in a detailed yet detached tone of narration inojhening pages of the text. While
this detachment might simply be attributed to &nele on others’ accounts of his
infancy, it may also be interpreted as an authstraltegy to achieve a classic
Cartesian separation of mind and body: by distaphia authorial voice from this
unconscious infant body with its ‘*habit of fallibgickwards’, Brown locates the
authorial voice in Couser’s ‘neutral space’, noiisiay himself and distancing
himself from the stigma of disability=0ot, 9-10); (Couser 1997, 182). The same
technique is arguably employed in the work of Noswill be shown in Chapter 2,
where the latter employs third-person narratioadieve a similar level of
authorial control. This early establishment of badig mind as binary opposites
may be seen as an attempt to pre-empt the influeinte medical discourse that
dominated Brown'’s early life, and which thus donwsathe early part of the linear
narrative based on it: early on in the book, dactoisdiagnose Brown’s spasms as
evidence that he is ‘mentally defective’ (a diagadisat inspired the title of his first
attempt at autobiography, ‘Reminiscences of a Mddective’) (Foot, 10).

Writing before disability studies’ analyses of neadidiscourse, and before the
controversial validity of the ‘medical model’, Brovthus demonstrates an
awareness of power relations with regard to medirsalourse, both implicitly, in

his pre-emptive authorial rebuttal of the diagnoaisl explicitly, in his observation
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that his mother’s refusal to accept it seemed ‘alnao impertinence’. The implicit
and the explicit critique of medical discourse, #&mdnterplay with his own agency,
is subsequently played out symbolically, as Brogaris to write with his foot and
proves that he can do so to an ‘astonished’ ddmtavriting with the doctor’s ‘big
red pencil’ in his ‘big report ledger’. It is hafdr him to inscribe his identity here,
with the doctor’s tools of expression, as opposeithé chalk and slate he uses at
home: ‘the pencilled letters wouldn’'t come off asiy as chalked ones! (22). This
difficulty, and this agency, remind one both of tan’s difficulties expressing
herself comparatively, and of Galvin’'s insistencetloe possibilities for subversion

of dominant discourse through agency, as addrasdéd previous chapter.

Before Brown has learned to write, or even to usédit foot, he describes
his life as one spent ‘imprisoned’ behind ‘a glasdl’, at once within and ‘beyond
the sphere’ of his family’'s experience (14). Thagary of imprisonment is
redolent of a certain sense of corporeality, yetdimultaneous absence evoked by
‘beyond’ points to a more complex, socially infledtcarnality that brings to mind
to socio/carnal oppression addressed by Hughe®ataison. Certainly, as Brown
relates the key moment of the text — the firstafdais left foot — the account he
gives points to an interaction of, and blurringotindaries between, mind and
body that is far more complex than the Cartesialisin referenced at the start of
the text. This is no breakt from the body-as-prison, but an epiphany, marking
Brown'’s entry into language, that is far more coemplOne day, ‘fascinated’ by the
spectacle of his sister’s play with chalk and slBt®wn feels a desire to copy her
actions. Suddenly, ‘apparently on its own volitiohis left foot snatches the chalk,

and an ‘impulse’ drives it to make a ‘wild sortsafribble’ (15). This is not an
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account of mind overcoming body — Brown stressaslik acts ‘without thinking'.
Yet, triggered as it is by his desire, neither itdre called a spasm. The ambiguous
‘impulse’, suggestive simultaneously of the conasidhe unconscious, and the
(involuntary) body is a particularly apt word cheidt can be seen that Brown’s
experience of his left foot fits with the varioueoretical approaches based on the
work of Merleau-Ponty addressed in the previouptdaas it allows him a ‘living-

through-the body' experience:

[For the individual] who has attained the dialedfcsubject

and object, the body is no longer a cause o$tilueture of

consciousness, it has become an object oCmmrsess

(Davis 20024, 9).
This offers an explanation for Brown’s claim that¢omes to rely on the foot ‘for
everything'’: it is not just how he writes, but atiension of his subjectivity, as other
passages will demonstrateo(t, 21). An alternative, but not necessarily
contradictory, interpretation of Brown’s accountlois epiphany relates to Couser’s
identification of ‘distinction’ once more. Arguablrown cultivates the ambiguity
of this episode in order to emphasise his exceglitgnand in turn, that of the text.

This perspective gains credibility from the faattsuch epiphanies punctuate the

text: a stylistic tic perhaps inherited from Browrirst avowed influence, Dickens.

This first epiphany marks Brown'’s entry into laiage, a point which brings
to mind Wilton’s consideration of Lacan as addrdssethe previous chapter.
Wilton notes that entry into language, the Symb@irder, is marked by a
‘castration’, a loss of that which cannot existha Order (Wilton, 378). | suggested

that that loss might be the ‘irrational’ body tatmayer identifies and that, rather
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than being lost, this body in fact survives and loaraccessed from (or rather makes
itself known) within the Symbolic Order by the medfirmayer outlines: for
example, metaphor. In this respect, the Symbolae®can thus be conceptualised
as the same system as Galvin's dominant discolinée becomes evident in the
immediate aftermath of Brown’s epiphany regardirgléit foot. Recognising that
Christy is trying to communicate, his mother imnagelly begins trying to instruct
him in conventional language, urging him to copy lgtter ‘A’ (16). The physical
effort required of his unconventional body to prodwonventional writing is
stressed: Brown writes that he ‘strained every tetgtorder to reproduce the
letter as required. Even though the ‘A’ is ‘[s]hakgwkward, wobbly...and...
uneven’, it is recognisable: and Brown himself égsurecognisable to his family as

a conscious, cohesive subject.

Certainly, from this point on Brown the subject@rown the writing
subject are inextricably linked in the manner whytvesFootits odd dynamic.
Brown views writing as ‘the thing’ that will giveidimind a ‘chance of expressing
itself’. He celebrates it as ‘more lasting’ thareph, which is not yet available to
him (17). Yet it is important to note that towattle end of the text he inverts this
hierarchy, insisting that, whilst ‘immortal’, theritten word lacks the ability to
‘bridge the gap between two human beings as theevoay’. When he qualifies his
new appreciation of speech by highlighting the img@ace of temporality — stating
that he would prefer ‘an hour’s fierce argument'afew moments of soft chatter’
to writing ‘the greatest book on earth’ — the notaf carnality (with particular

regard to temporality) espoused by Hughes and fatexppears applicable once
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again, and this time prompts us to consider thédiions of the written word in
that respect (161). Brown’s language, especiaHy tbégarding writing and self-
expression, displays exactly the physicality ofapébr addressed by Kirmayer. He
writes of his consciousness as a ‘tense, taut thingich panted for expression
behind a twisted mouth’ (17). Writing is a pleastaeBrown specifically as an
expression of his personal identity. He writesihigals ‘with a great flourish’, and
feels ‘proud’ and ‘quite important’ upon writingshiull name. This empowering
attraction might of course be viewed from a sociallel perspective as dangerous
bourgeois individualism, giving a false sense ofifpoand status to a disabled
author who is in reality in thrall to an oppressideology. Such a manifestation, in
the act of writing, of the sort of socially embadiieppression defined by Hughes
and Paterson might be detected in a number of @pssmFoot such as when
misspelling (in other words, defying the conventadrspelling) hampers written
supplementation of his distorted speech, causiogvBito fly into a rage; or when
his feet are normalised by footwear, and he wofdgeling ‘as any normal person

might feel if his hands were tied behind his bgdl8-21).

The next key scene Footcentres on Brown's mastery of the language he
has acquired. As a slightly older Christy gazesisimother, her attention devoted
to a new infant, he is moved to inscribe a word,itlentity (and thus meaning) of
which is deferred until the passage’s end. Due‘tague’ feeling that he must
master this word without her, he does not seelhbkr. When he finishes the word
that has ‘puzzled’ him for so long, he seeks hpptaval’ of it. She stares
‘silently...still and thoughtful’ at the word - ‘M-0-H-E-R’ (25). On the surface

the scene appears sentimental: a touching displeyromunicated affection
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between Brown and his mother that seems to highdigt affirm their bond.
Sentimentality is a key issue in Davis, Mitchelbg®nyder’s dismissal of
autobiography as a viable means of expression:dtiagk it for eliciting a stock
emotional response (such as pity or admiratiompftbe reader, rather than a
political one (Davis 1995, 3-4); (Mitchell and Smeyd 997, 9-13). Yet there is
arguably much more to this scene than simple sentiahity: an impression that is
strengthened by Brown'’s attacks on the inadequasgmtimentality later in the

text (see below). Simultaneously, an alternatiyet®lic reading of the scene is
readily available: that Christy has mastered lagguand has displaced his mother
as the arbiter of language, the dominator of dissmuHe has masteréer, placing
her in the patriarchal hierarchy of language andefining her identity solely based
on a role ascribed to her through gender. The mboofepparent communion is in
fact a moment of separation. In its symbolic aspibet scene is clearly connected
with the earlier ‘A’ scene regarding the acquisitimf language. This might be seen
as evidence of a meta-narrative strand about gréimd the establishment of the
authorial identity, with Brown emphasising his diepanent as a writer both within
the narrative and outside of it. This scene alflects on the role of the reader:
Brown is writing about writing for an audience (nm®ther), and for his audience
(the reader). This strand becomes particularly pment later in the text, when

Brown details the writing process for the taithin the text itself.

As he grows older, Christy is driven by an ‘uncooss determination’ to
copy his siblings: ‘to feel what they felt and knewkat they knew’ (45). If this
recalls the ‘A’ incident, it also points to the &if social carnal experiences

Hughes and Paterson have addressed. Christy isoafideialise with his siblings by

79



using a prosthesis (a cart) to travel outside tmadn When people ‘stop and stare’,
he feels a sensation that ‘there was somethinggvgomewhere’, but represses it
(39). When the cart breaks, however, Christy isaively disembodied:
immobilised, he becomes housebound. It is nowtti@tepressed ‘queer idea’ of
his difference returns to haunt him (47). Brownalé®s himself as ‘a cripple who
had only just discovered his own affliction’ (5@&uch language reveals not just that
Christy has taken on the negative social constriidisability, but that he

recognises it: years before the social model'sandhty. Yet, as with his mother’s
rejection of the doctors’ diagnosis, Christy resisih not being able to understand
‘what’ makes him different, or ‘why it should’, H®th questions and challenges the
assumption that such treatment is a given (49).difeetion of Christy’s

questioning is particularly important. Languagentegral to his concerns, and

much of his distress comes from the fact that Imma@t’reason’ or ‘think clearly
about [his difference]’, but can only ‘feel it degpwn’ (49). His anxiety here

recalls Galvin’s observations about identity ankieind the need to cling to an
identity no matter how marginalised or oppressBmwn recalls: ‘| had never

thought about myself’ (50).

The visual field is integral to Brown’s new disablidentity. He grows to
hate first his reflection, and then mirrors in gehebecause they allow him to see
‘what other people saw’. This recalls the obseoratnade by sociologist Erving
Goffman, in his pioneering worgtigma(1963) that, for the individual socially
stigmatised because of their undesired differestrieslf-hate...can also occur
when only [the stigmatised] and a mirror are ab@bffman, 133). This visual

sense of self is the basis of Brown’'s new expegasfchis body, an experience that
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is Uncanny, in the Freudian sense of the familiadenunfamiliar: ‘I had never
thought I looked like that’. This identity also ha$oucauldian element, as per
Marks in the last chapter, in that it is constitlby a certain discourse: without
‘knowing what to look for’, he had seen ‘nothingcpéar’, but now Christy is
‘leered’ at by a ‘grotesque face’ when he look#hia mirror. Such descriptions
reveal that he has absorbed the idiom of the disabs-grotesque that Couser
identifies in the writing of Oliver Sacks. Yet Céty's agency, apparent in his
questioning of the identity, is stressed again wienses his left foot to smash the
mirror: using his own carnal self-expression t@céfhe system of representation

imposed on himKoot, 50-1).

Although Brown displays a sense of disability assthing socially
constructed, in a manner that prefigures the ea¢stlidification of such ideas into
the political tenets of the social model, he algpl@es an internal, individual
aspect of the disability experience in a way whietalls the perspectives of
Shakespeare and Hughes and Paterson on the dyffoddideparating the physical
and the social. He writes that ‘[sJomething hadegont of [him]’, and that he had
developed ‘nerves as sharp as broken glass’. Su@&asure has altered his mental
state: ‘| had become as different in mind as | koew | was in body'. Furthermore,
this mental discomfort is experienced and expressptiysical terms as a
‘tautness’ and ‘mental tension’. It is the physigadf this experience that drives
Brown to self-expression through art. He finds tmatcurrent means of expression,
the simple copying out of words, is not enoughtlfias newly complex experience
of identity. Feeling that he needs ‘some other wayexpress’ himself, he is drawn

to his brother’s paints much as he was to hisrsstéalk. As he paints for the first

81



time, he connects these two incidents, notinglib#t involved the discovery of a

‘new way to communicate with the outside world’ {&)L

Painting broadens Brown'’s ‘range of expressiom his ‘choice of subject’,
allowing him to develop a more complex subjectivifyeativity and agency are
inter-related: Christy feels happier because hédmsething to make each day, a
thing to look forward to’. He is an agent subjexgating meaning, rather than the
passive object of another’s (negative) discourserlédu-Ponty’s theories of the
application of consciousness (whereby objects oatye into existence when
consciousness is directed at them) are particutgmpficable here. As his painter’s
eye turns outwards from introspection Brown noleg he ‘learned to forget
[him]self, taking the pressure off of his own idigy and thus lessening the need
(as identified by Galvin) to subscribe to any idgrthat drives him to accept even a
negative one. Painting gives him ‘a feeling of pjoig¢ within which he is
‘unconscious of everything’ including himself (5Furthermore, in giving him
something to achieve every day, painting also giMessty’s life a narrative, with
all the therapeutic qualities as identified by &earand Smith which that entails
(and something which becomes more apparent beRauting becomes

‘everything’ to Brown, allowing him to ‘articulatall that [he] saw and felt’ (68).

Yet there is a danger to painting in the wayscdnnects Brown from an
outside world that, he admits, ‘hadn’t yet becommeadity’ to him. He finds himself
falling into daydreams, sensing nothing, ‘thinkimgstead. His individuality
becomes extreme: he now livegth’ but ‘apart from his family, a development

that mirrors his existence before the ‘A’ incidé®8-9). It is in this state that he
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meets Katriona Delahunt. Although she is descri®dimentally as a ‘dream-girl’,
her effect on his burgeoning artistic self-expr@sss tremendously significant. In
another superficially sentimental episode, wherelg¥ps the young Christy make a
‘get-well-soon’ card for his hospitalised mothegl&hunt teaches the boy to narrow
down his self-expression to the demands of an aodiand a specific message.
Noting that for the first time his painting was nvated by a desire ‘to please
someone else’, Brown records the pleasurable figedi being useful’ (62). The
exploration of such motivation is significant witkgard to the later account of the
autobiography’s construction in the text: might thgobiography itself be tailored

to its audience’s preferences (especially in comparto the much more complex,
explicit, non-linear, surreal and andday9? In helping to make the card ‘better’,
Delahunt acts as Brown'’s first collaborator andadiShe also instils in him a
sense of practicality regarding his art, insistimgthe ‘necessity’ of rising ‘above

the ordinary standard of thought and activity’ nder to bring a ‘securer balance’ to

his life: comments that hint at writing as a careerhim (59).

This meta-narrative about catering to conventiofact has a thematic
correlative in the portrayal of Delahunt. Brown @dwerises her as a ‘dream girl,
establishing a deliberately unrealistic view of wamthat persists throughobot
It is as if women, and indeed the other characters)ot have bodies at all, or at
least are less embodied than Brown: a common effeeteby disability seems
somehow more physically real than ability, as ndied/itchell in the previous
chapter, and by Tobin Siebers in his comment thaipntemporary art ‘broken
bodies and things are more real than anything é&ebers 2001, 749). Certainly,

the physical aspect of sexuality is sublimateBaot, arguably in order to conform
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to the asexual role required of people with digidedl and make Brown’s narrative
more socially acceptable, as part of a subordinatiaconvention to be discussed
below. Thus, libidinal energies are masked andsfeaired to the titular foot:

| centred my interest more in my left foot tharamy other

part of me — my heart included (61).
Anger and hatred are also sublimated in this fastpoesumably for the same
reason. When Brown’s next ‘dream girl’, a flirtai®neighbour, eventually
abandons him, he finds himself:

painting crazy little pictures that had neithettgan or

theme...haphazard slices of...boiling mind dasheddhe

paper wildly and recklessly (73).
Such self-expression unregulated by the formalireqents of social interaction
presages both tretyleand thecontentof the laterDays with its non-linear
narrative, insubstantial plot and stream-of-conseness passages, and its frank
handling of sexuality and rage as themeds:dot, however, Brown restrains himself
in both respects, responding to his erstwhile drgalis ‘look of pity (his
emphasis), with the carefully measured observatiahhe ‘almost hated’ her for
her behaviour. In the context of the book, thia &rong statement. Indeed, Brown
rejects not just pity, but ‘sympathy’ also, arguingtead that that people like him
need ‘genuine human affection’ (74-6). Given thavi3, Mitchell, and Snyder have
argued against disability autobiography as a foretigely because, they claim, it
inevitably provokes pity/sympathy with reactiondisability, Brown’'s aims for his

autobiography appear limited on account of his conity to convention.
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This rejection alerts Christy to the fact thataes been living in an
‘impossible paradise’, content in his belief that ‘difference’ is only a state of
mind. The reminder of the physical aspect of hitetBnce is ‘all the more violent
and bitter’ as his consciousness is directeda@ide more. As he enters adolescence,
he observes that for his peers, mind and bodyaotexs an ‘integrated whole’, with
the latter a ‘natural outlet’ for the energieslu former. Yet for Christy this link
brings only a ‘terriblenarrownessakin to being ‘suffocated’. Like copying before
it, painting ceases to satisfy him as an outletfdgéés a ‘new need’ for a ‘broader
medium to speak though’, and the lack of one eadlytdrives him to contemplate
suicide. With a symbolism particularly appropritdeautobiography as a form, it is
only in plotting to annihilate his identity, to gvt a finite conclusion, that Brown
masters it by discovering creative writing. As e his suicide note, Christy
discovers that his earlier pleasure at writingrf@ime extends to writing creatively:
he takes pleasure in writing ‘grandly’ and ‘mageeintly’, concocting ‘a splendid
opening phrase’. This is his first act of autobaggry. Its formal requirements make
him review his life as an ordered narrative, givaignificance and meaning to
various events: he makes sense of his past, reghliippy moments, and shapes an
aspirational sense of the future, as he thinkgeing his ‘dream girl’, Katriona

Delahunt, again (78-82).

In a development that lends credence to the theofi®avis and Mitchell,
discussed in the previous chapter, that the neaddgbe meaning to difference is
the basis of all narrative, Brown’s thoughts a#teandoning suicide and taking up
writing turn to the question of why he was maddfédent’. Yet the cultivation of

the image of genius apparent with the earlier ‘gipbany is also apparent here:
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regardless of the implicit explanation of his adopf creative writing, Brown
attributes his sudden interest in creative writm@nother epiphany. He remarks,
simply: ‘suddenly one day | had an idea’. As theative urge expands to fill his
mind, he begins to write compulsively. His firstesmpt at fiction recalls his
frustrated painting:

I hardly knew what | was doing. | just sat thereitiwg

down whatever came into my head. It was a crampje

of words...It was just like mixing my paints andkileg

them all run into one mass of colour. | playethwvords

like a child fascinated by a new toy, writingthelown on

to the paper and then looking at them in a sowtander

(Foot, 83).
This untutored approach can be attributed to Brewworking-class upbringing as
much as his disability: he remembers growing up ouse where books were ‘a
rare phenomena’. This can be seen as an explariatibis settling on
autobiography, for, as noted with regard to Couséne previous chapter, this has

traditionally been the one literary genre availablevriters from a non-literary

background (Couser 1997, 181).

Brown claims that he initially saw writing, likeamting, as a way to ‘live
alone, independent of othersin] a grand new world of thoughts and idedsogt,
84). Yet his accounts of his first writings carfaet be seen as an attempt to express
the inexpressible physicality that was evidenti;suicidal desperation.
Throughout his amateur experimentation with gefroan westerns to romances
and detective thrillers, body issues are a cleacem. When depressed he writes
‘morbid descriptions of decomposing corpses...". 8oaled violence is projected
onto his early characters - Brown recalls ‘I sli¢ceem up into little pieces and

scattered their remains about. It was very gor§)(&his is his apprenticeship in
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the shaping of the body through representatior thi¢ gore in particular
suggesting a preoccupation with deconstructindgtitdy as an object. This can also
be linked to subjectivity: Davis has noted that‘titemal’ body of the subject is the
result of a (mis) recognition of fragmentary bodytp as a unified whole subject
during Lacan’s Mirror Stage, and that the disaliledy acts as ‘a direct imago of
the repressed fragmented body’, threatening nospedtators by causing them to
re-experience their former ‘fragmentation’ (DavB89Zb, 52). Managing the body
through writing is therapeutic for Brown, like 1etg all the pent-up bubbles
escape’. Yet these dismemberment fantasies cardorgg much: he continues to
feel ‘an almost physical sense of pain’ at beingpiisoned’ in his body, and longs
to ‘break loose and escap&apt, 86). The problem is temporal: each day is
‘merely a repetition of the last, without any charg hope of change’. Simply put,
his life lacks narrative structure — it is ‘pattess, without purpose’, in a way that is
reminiscent, as his purpose in painting was, ofttbek of Smith and Sparkes on
the therapeutic qualities of narrative (85-9). Tdtiservation offers a point of
connection between Smith and Sparkes and HugheBatedson: if narrative is
therapeutic, and time is one area of embodied lsopfession, it might be argued
that a narrative redefined for a disabled embodirneuld be both therapeutic,
pleasurable, and free the subject from oppresdlght this offer another, new
explanation for the growing popularity of the perabessay in modern disability
writing? This might fill in the theoretical backgnod behind Couser’s observation
that the essay style offers freedom from narrginggress by allowing the re-

visiting of the same experience at different times.
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At around this time, a pilgrimage to Lourdes, driby a hope for a cure,
despite his ‘lack of interest in religion’, introckes Brown to other disabled people
for the first time. Initially he is disconcertedd@scover ‘so much suffering in the
world’. He objectifies his fellow pilgrims withirhe language of the grotesque,
referring to ‘them’ as ‘looking like living corpses they lay under the newly risen
sun’, and comparing the sight to ‘the Court of Mies’ in The Hunchback Of Notre
Dame Here again, the idiom of monstrosity that Coudentified in the work of
Sacks is apparent. Yet his individualistic disapiildentity is profoundly challenged.
He suddenly feels ‘very small and insignificant’resemerges from the bath waters
feeling, symbolically, ‘reborn’ (92-7). This ‘broghhood of suffering’ of which
Brown now finds himself a part shares many of thalitjes of today's more
sophisticated political identity of disability. Fekample, Brown claims that the
community has a shared ‘story. Furthermore, hatifies the transgressive
possibilities inherent in disability’'s nature apermeable category, noting that all
‘barriers’ are swept away by ‘the common need fadterstanding and
communication which we all felt...Perhaps most significantly of all, Brown
argues that there is something unique about thistiy, something which
‘suffering alone could have inspired’, and whiahd its roots in ‘a common
heritage of pain’. It is interesting that Brown shibfocus on pain, which is
arguably, as Shakespeare has pointed out, thevhera the boundaries between
the physical and the social are most blurred.cdmmunal identity is to be
established, this would, in the light of the dissaisof essentialism and social
construction seen in the last chapter, seem the powhich it could be most likely

to flourish.
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On his arrival home, Brown has arguably becoméipisked. He displays a
nascent form of the separatism that Shakespeareifethe logical result of identity
politics, stating that he feels separated frormiogher and family, as if by a ‘new
kind of glass wall’, and that, in the place of ttend they once shared, his mother
can now ‘only vaguely’ comprehend his feelings.lds also become an activist of
sorts, convinced by his experiences that his kEeds ‘to have a purpose, a value’. It
is at this juncture that Brown encounters Dr. Gollihe doctor fixes Brown with
eyes that ‘while they looked at me, seemed atdaheestime to looknto me’ (101-

4). This, then, is not simply the medical gazeiquied by Couser as objectifying the
patient (Couser 1997, 19). Collis, it is later r@eel, is a doctoand an artist (and
autobiographer). As such, he functions simultanlangwo discourses, seeing
Brown as both object and subject. Collis diagndesvn’'s Cerebral Palsy and
offers him physical therapy. It is here that theaHaboration is born, as Collis
insists that Brown work ‘with’ the medics. Collig/ords give: ‘the past some
significance and the future some promise, someitiefpurpose...’ ffoot, 107).
Thus, along with his newly acquired sense of thmmonality of disability, Collis’
intervention gives Brown'’s life the narrative sture he has been craving. For all
its dynamism, this episode thus represents thesgeaéthe key conflict in both
Brown'’s life and the text’s production. For Coliisists that Brown subordinate his
narrative to medical discourse and its ‘mystic-sbog words’ in order to become a
tabula rasafrom which the medics can ‘make’ a normal persoa.niist relinquish
the self-expression he has developed. In partictiiarleft foot must be silenced
because its use strains his body and prevents albbmhaviour. Brown realises the

high price he must pay: ‘1 would be lost, silerdwerless’. The choice presented to
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him by the doctors is unambiguous in its opposiadabnormal artistry and normal
health:

‘If you continue to use your left foot you may cohay

become a great artist or writer with it — but ybnéver

be cured’ (123).
Brown acquiesces, believing that the ‘new life’ @hiwill come from this
‘complete new mode of thinking and acting’ will fveorth any sacrifice’. This
process of normalisation is apparent in his firsit¥o the clinic, where he observes
other disabled people in much the same way aschim diourdes. ‘[I]t was a
treatment in itself, just looking on’, he observesting his ‘near-horror’ at the
‘twisting, twining babies with crooked little limbsisshapen heads, distorted
features’ that he sees. It is an out-of-body exgmee. Seeing ‘no reasoning, only
helplessness’ in the infants with Cerebral Palsysedmarks: ‘I realised for the first
time what | myself had looked like as a child’ (1222). Yet Brown’s political
awakening in Lourdes overcomes his normalised respof horror. His ‘brotherly
insight’ enables him to ‘see andfeel the ‘imprisoned minds’ of the children. As
when first confronted with his own disabled identBrown finds in this sense of
commonality something that ‘no words of [his] codlescribe’. As he questions the
significance of this feeling (‘What does all thigam to me...what have | to do with

all this?’) he realises for the first time that taffliction’ brings ‘a strange beauty’

into his life.

In this transitional time at the clinic, Brown leg a friendship with an
employee, Sheila. Unable to use his foot to compaiaj and embarrassed by his
slurred speech, he recruits his brother as an aanaimiin order to write to her. In

making this choice, Brown reveals a concern wigmspntation. As he insists that he
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can ‘express on paper’ what he ‘couldn’t say’, beerves thaftlhe greatest
barrier’ [his emphasis], is not speaking, but tbeia context of the speaking act
(134-5). In this claim, two critical positions frotine previous chapter are brought
into play. Firstly, Brown’s claim is directly reld to Hughes and Paterson’s
account of carnal oppression, particularly in relgartheir example of a person
with Cerebral Palsy having difficulty interactingelto socialised norms of the body
regarding time and politeness. Secondly, this le€duser’'s championing of the
disembodied nature of the text as a neutral nomavispace in which the disabled
writer may present himself (Couser 1997, 182). Thisespondence also mimics
Brown'’s relationship with Delahunt, as Sheila reg®to Brown’s ‘dreamy,
fanciful letters’, with pragmatic missives ‘full @fisdom’. This pragmatism is
reflected in Brown'’s realisation that however miach body was rectified, his
‘emotional life.. could never really be “normal™ (136-7). This last poimeighs

heavily on any interpretation of Brown’s writings we shall see.

His experiences at the clinic give Brown a ‘mindl 6f ideas’. He feels that
he has discovered ‘the key to something’ that feeseaight since becoming self-
aware. The exact nature of this ‘key’ is strangedgcure, as if inexpressible, and
repeatedly deferred. Brown’s new sense of a comhdisabled identity is an
integral part of this revelation: he states hisree® share the key with those who
are ‘similar’ to him by virtue of living ‘a narrowuppressed life’. This phrase hints
once more at a political conception of disabildgmtity, and also at the all too
permeable nature of a political approach to idgrts criticised by Shakespeare.
This political element persists in Brown'’s insisterthat the revelation offers a way

of ‘breaking loose’ from such a life and of ‘plagipa] part in the world along with
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the able-bodied’. This obscure key would appedetdfinally, self-expression: that
is, the establishment of a context which enablessttice of the disabled subject to
speak on an equal footing with the able-bodied Bnewn writes of feeling an
‘urge’ to tell ‘the world as a whole’ about his edation, and this is the genesis of
his autobiography (139). The choice of genre casdas to result from a
combination of his desire to reach a large audietigepersonal nature of the
experience that he wishes to present, and the sibidieg of the genre, as noted
earlier. The latter is particularly important a®f#n is limited not just by his own
lack of education and experience, but by his reamn a younger and even less

educated amanuensis.

The issue of the amanuensis is clearly a sengitieefor Brown, perhaps
because he is now writing on behalf of the ‘supggrdscommunity he has allied
himself with. He is careful to point out that tims$ brother the amanuensis is simply
a ‘fool’ who will ‘just hold the pen’ (139-141). &oncern for authenticity is
perhaps the reason that much of the rest of thastéxken up by an account of its
own production. This attention to the writing preseés very useful for this thesis,
not least in Brown’s detailed recollection of hist attempt at autobiography,
written at age eighteen and entitled ‘The Remimises of a Mental Defective’.
Brown is harshly critical of this effort, particulg its style. He mocks his earlier
tendency to turn ‘a simple statement’ into ‘a coexpdne’, to use a whole
paragraph ‘to express a single thought’, and tolgelin repeated ‘digressing’
(142-4). Brown includes a sample of the text tasitate this point:

It is when we are released from the turbulenckfawerish

activity of the day that we fall, without consa®effort or
mental volition, into a reverie mingled with rets and
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mellow joys...All the happy and tearful sceneshaf t
forgotten past crowd before our inner eye (144-5)

According toFoot, Brown abandoned this version because he feltihatas
writing ‘mechanically’ and that the product lacked intelligible form’ (145). He
immediately identifies a collaborator as the solutio this problem:

If only I had someone to advise me, to show me twow

write clearly and constructively with no gaps bedw or

holes in the middle! Someone who would know wiet h

was talking about, who would put me onto the riggath.

| needed a guiding hand; | needed someone notvatily

brains but with a heart as well (146).
With the intervention of such a collaborator, filiig the exacting specifications
that Brown sets out, this original style is elintethfromFoot. Yet it, or something
like it, re-appears iDays an occurrence which gains significance from e that
the novel is essentially based on the same matEonalexample:

He heard only his own loud chaos and nowheresess,

only the tangled ways of his exile, the moutmight

engulfing him, the key forever turning in the kothe lonely

footfall forever turning upon the hill, the lef@lling in the

forest Days 222-3).
The re-emergence of this style for the tellinghef story reveals two things. Firstly,
that it is not inadequateer se but simply unsuitable for the purposedobt
Secondly, in being the distinguishing feature obwis in effect a supplement to
Foot, it suggests that style is integral to a lack thatnovel's very existence
implies. Arguably, the nature of this lack mightdxlained by a comparison
between the writing style in ‘Reminiscences’ angl ‘dxemplary’ style Gayatri
Chakravorty Spivak employs in her theoretical wagton problems of
representation and authority. In such writing Skigenploys a verbose, digressive

style as an attempt both to illustrate and to &nday around the fact that, as she

sees it, ‘plain prose cheats’ (Danius and Jons3®n,0One of her central concerns in
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such writing is the impossibility of representimgdominant discourse,
communities that are silenced and denied by iareern that is, | would argue,
implicit throughoutFoot, not least in Brown’s declaration that ‘there soene
emotions that cannot be conveyed, that cannotdsé through the written word

alone’ Foot, 161).

Yet Brown, perhaps inspired by the pragmatic agletDelahunt and Sheila
to use his creativity practically, and bound byine®d to reach a wide audience, as
well as his unconscious yearning for a narrativecstire for his life, seeks a
collaborator, and settles on Dr. Collis. Argualtig,may have been unaware of the
consequences for authority and power that thissaectiwould have for his work.
Couser has observed that the ‘monological’ nat@igetext will always obscure the
‘dialogic’ process of any collaboration that prodsdt, and that this concealment
makes it hard to gauge power relations in the bolative relationship (Couser
2004, 35-7).He conceptualizes all collaborativeingi relationships as existing in a
continuum, ordered according to their power balar{éd). At one extreme he
places the ghostwritten celebrity autobiographsraexample of a text dominated
by the identity of the subject (50). At the othas,an example of a text dominated
by the identity of the writer, he positions ethregghic life writing, such as slave
narratives, or so-called American Indian autobipgsa(where the interests and
agendas of the European American writers shaplgehgtories of their Native
American subjects) (42). The Brown/Collis relatibipsdoes not appear to fit into
Couser’s continuum because the text, in its forra tiaditional autobiography, is
credited to Brown alone, and it is thus impossiblgidge the extent of Collis’

contribution. Yet Couser’s continuum does highlitite role of status and power
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relations, not just work done by collaborators. Mitiis in mind, it should be
observed that, according Emot, Collis was Brown’s first and only choice when he
realised his need for a collaborator: ‘...a name safdflashed across my mind, so
suddenly that | almost fell off the chair: “Collid'heard myself saying out loud,
“Collis!” ( Foot, 146-7). This apparent epiphany invites questiéofiowing the
internal logic of the text, it might be argued tBabwn simply makes the
connection between the need for order and prodtictiv his writing, and the
doctor who had recently instilled these qualiti@® ihis life by enrolling him at the
Cerebral Palsy clinic. Yet Brown appears to protestmuch against another
possible motivation: ‘It was only later that | faiout that he was...Robert Collis,
the author too, the man who had written the fanpayg, Marrowbone LangThe
Silver Fleecehis own autobiography, along with other plays bodks’ (147). It
should be noted that Brown’s emphasis is as mudDasiis’ fame as his writing
experience. Although Collis’ role as authorial neens detailed in the text, and
considered below, the issue of his fame, and ttaigss merits further investigation,
especially as Brown downplays its importance ascof in his selection. It may in
fact be seen as crucial to the book’s genesisbbb&’s conclusion, a charity
concert arranged by Collis to raise awareness oflal Palsy, is in reality the
book’s beginning, at least in terms of its popalppeal. For it is here th&ollis
reads the first chapter of the book aloud to tHalipuHe contextualises it in the
public arena by emphasising its authenticity anti@uty, offering it as ‘something
that will give you an inside view of a person cigbwith cerebral palsy’ (182). In
vouching for the text and augmenting it with hisigg Collis thus contributes to
public demand and interest, all of which would atgly have shaped a book that

was still being written. Indeed, it should be notieak the crowd’s enthusiastic
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response is the focus of the book’s conventioralder-pleasing ‘happy ending’. In

reaction to their response Brown remarks: ‘| wagestce, happy (177-84).

Whatever the suppositions about Brown'’s seleatio@ollis as collaborator,
the account of his role in the production of the gven inFootoffers considerable
detail. Collis reads ‘Reminiscences’ and pronouriciesvful’, but not without
moments of promise. He recruits a tutor to teastphotégé ‘good modern English’,
so that he might write a story that a reader ‘oamih...himself' (thus, we might
infer, broadening and normalizing the subjectiafythe text in considerable
contrast to Brown'’s earlier observation that hisoéonal life could never be normal)
(148-50). Brown writes that he re-drafted the teith Collis ‘behind’ him (151).

The doctor’s instruction is didactic, as he lectura the
‘forms...standards...principles and conventions’ arkiture. Brown states: ‘[H]e
did all the talking, and | did all the listenin@imultaneously, Brown employs a
new amanuensis, his brother Francis, who ‘thougbtiawhat he was writing’ and
thus offered more input. Thus, Brown'’s input inte text is arguably diminished in
two areas, due to his dependency on Collis’ appreva his dependency on his
brother’s input. The next draft has a more ‘cleat’-theme, ‘more orderly’
construction and a ‘more mature’ level of thougéhibnd it, but Collis deems it

“still too literary” and requests another. Browoncurs, finding it ‘pompous and
unnecessarily dramatic’ (166-8). This implies thatbelieves that a disability
autobiography should be simple, humble and prosadiech Foot certainly is. That
a wok of disability autobiography should be constdie'too literary’ is of particular

significance given the examination of the work d@fiStopher Nolan, and in
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particular his self-consciously flamboyant literatyle, that takes place in Chapter

2.

Initially, Brown is exhilarated by the literatu@ollis schools him in, and his
delight with language has an expressly physicakdsion: Shakespeare gives ‘an
almost physical sense of joy while Bernard Shavassbrisk and stimulating an
exercise...as a morning run..Yet, as he grows more absorbed in texts he tketec
‘danger’ in the ‘black magic of constant readirad longs for the true physical
experience of ‘climbing’ or ‘strolling’ (173). Inceordance with this, he begins to
find composition via amanuensis stifling. One njglituggling to express himself
through dictation, but finding that his words aaél wrong and twisted’, he has a
revelation: ‘suddenly | remembered my left foot78t4). In a flurry of violent
physical activity (having ‘flung’ himself onto hized, ‘ripped’ off his sock, and
‘seized’ a pencil) he dismisses his amanuensisaaites with his left foot once
more. He writes ‘without consciousness’ for hotegling ‘free’ and like a
‘different person’. He remarks: ‘I could think, dwld live, | could create’. He feels
‘released, at peace’, at the fact that he canhibme]§elf sometimes’. He writes of
‘the ecstasy of creating’ as being a substitutétifier joy of dancing’ (175).

Brown'’s joy prompts recollection of Hughes and Psia’s notion of carnal
oppression once more: in this moment, Brown isamby free of the conventions of
dominant discourse in his writing, but is also freéis embodiment. Significantly,
when Collis finds out, he urges his protége: ‘darse it except when you must’
(175). The evocation of Brown'’s pact with the dinioctors is appropriate: he
admits that ‘the old pen had a lot to do’ with laiginess in rehab (164). Taking into

account the internal tensions revealed by the aboaéysis of the account of the
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writing process, it is unsurprising that concerasrcauthority and authenticity
should come to the fore at the text’s climax, e&llgt as we have seen, because
the climax is also the beginning of the text's pubfe. When Collis asks to read
Brown'’s first chapter aloud, he insists that Broappear onstage with him so that
‘they’ll know it’s your work not mine’. As Colliseads the piece aloud, Brown
wonders:
Had | really written all that stuff? Did all thegally come
out of my mind? It seemed as if | was dreamin@j18

Footis, then, a far more complex text than might beeeted from its young
author and concise, simple and plain style. Cdstainjustifies the attention given
to it here, and casts doubt on the social modéddiéd literary approaches that
would characterise it, in its apparently traditibfzam, as victim to and perpetrator
of an oppressive view of disability. Although onmydevels the text is
conventional, and treats disability conventionallan be seen that this very
conventionality is foregrounded by Brown’s accoahthe writing process, thus
establishing a certain critical distance betweenskilf and the text’s version of his
life story. The wide-eyed, asexual, placid andyj@hristy belies Brown the author,
carefully establishing his genius through the seoemysterious epiphanies that
give the narrative its backbone, from ‘A’ to wriino Collis. Through these
epiphanies concealing structure, through theseafdgirls’ urging him to be
practical in using his creativity and to learn tegse his audience, and through his
achieving fame and establishing himself at the&d?, disabled and working-

class in the 1950s, we glimpse Brown the author.
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And yet an alternative frame of reference is ¢feprovided: in every
sentimental scene there is a symbolism pointiregricher meaning, a disability
experience that is scarcely expressible, yet miels known in the desire for
expression. Brown’s work proves that the social elpoand indeed the ‘medical’
model are as redundant as Shakespeare has cldietadise, writing years before
them, he shows resources for dealing with medisabdirse, and for recognising
and challenging the socially imposed aspects otflibability experience, that are
more than adequate. Furthermore, Brown shows gigdise kind of awareness of
the inadequacy of separating mind and body in digabxperience that
preoccupies much more recent (and more celebratetit)g. The
phenomenological theories that are becoming pouamore than evident in his
use of physical metaphors, and by his careful éhofaderms such as ‘impulse’ that
suggest experience without falling either to bodynind. Thus, even in
conventional discourse, he brings a sense of tsigaadh and the unspoken to the
text. His account of pain relieved by self-expresss particularly useful in gaining
a sense of what the possibilities for the writiroglyp might be. It is particularly
interesting that, in the nascent identity polifiesexplores, Brown circumvents
immediate redundancy by focusing on that ‘commartdge of pain’: in pain’s
blurring of the physical and the social there tles possibility for a viable disability
identity that is stymied neither by the generaditeé political identity nor the rigid

specificity of essentialism.
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CHAPTER TWO: CHRISTOPHER NOLAN

Like Christy Brown, Christopher Nolan is an Irighthor with Cerebral
Palsy who came to prominence at a young age oruatod his writing. Yet a
number of qualities separate these two authorgheudwritings, not least the
simple matter of time. In the 27 years betweemiliglication of Brown'sMy Left
Foot and Nolan’'®am-burst Of Dreamgl981, hereafteDreamg, the disability
rights movement had been born, medical technolpasticularly in assisted
communication, had improved, and social attitudesisability had changed
considerably, as indicated by the fact the@amswas published in the United
Nations’ International Year Of Disabled Personslad® work reflects changing
attitudes not just on the part of the reading pudlid society at large, but also on
the part of the author himself. Even by the stamsiaet by Brown’s publishing of

My Left Footat 22, Nolan was precocious: after finding famemiyning the British
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Spastics Society literary award in 1979 at theade? with the autobiographical
fiction of ‘A Mammy Encomium’, he published this@&wther works irbreams

only two years later. This early acclaim was onlgrshadowed six years later,
when Nolan’s expansion of ‘Encomium’ intkinder The Eye Of The Clo¢k987,
hereafteiClock won that year’'s Whitbread Award, marking his waskexceptional
not just within the narrow context of disabilityelfature, but literature as a whole.
An examination of Nolan’s work is therefore crudialthis thesis, not only for its
intersection with Brown, or its emergence at a twhen disability rights was
dispersing into broader society, but for its exphgsterary quality, which arguably
emerges from, rather than in spite of, Nolan’s ldiigg. For Brown, as we have
seen, the key to success was a simple story,ri@diain style. Nolan’s style is the
very opposite of this (if not of the more self-coisisly literaryDown All The
Day9: dense, poetic and verbose. Yet context is aisoia for the literariness of
Nolan’s work: botiDreamsandClockare prefaced by introductions which
contextualise not just the text but also the aythmsenting his difference as genius.
Apparent in this process is the reluctance to admytauthors as influences, or to
place Nolan in any literary traditidn.As such, no hint of an encounter with
Brown’s work is to be found there, despite Nolar®geated references to his

voiceless disabled forebears en masse.

The introduction t®reamsis provided by the journalist Marjorie Wallace,
who interviewed and profiled Nolan for the BritiSkanday Timeafter his Spastics
Society award, and thus brought him to world-wittergion. As might be expected

from her profession, her focus is on Nolan’s bipgmaand interviews with those

2 Wallace does note, however, that Nolan ‘has beguoetfamiliar’ with the work of Gerard Manley Hoplsi (xii).
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close to him, but her introduction does also exptbe themes and style deployed
in his writing. InClock Joseph Meehan, the protagonist, encounters tbearager
winning his award and embraces journalists as ‘imatye people’ who ‘tuned
quickly to his message and who treated him wittatgousness, delicacy, fairness
and faithfulness’Clock 90; 92). Wallace’s introduction, which focuses ascmon
the author’s biography and writing process as upstiiterary value, reflects such
sympathy by foregrounding and emphasising Nolatésdry talent. She notes that
although Nolan communicated with his family throwghlystem of noises and
gestures as a child, his literary talent was oelenled at the age of 12, when he
was given Lioresal, a new muscle-relaxant. Thisvedd him to type using a head-
mounted pointer. Wallace recounts the story thdahalmost immediately began
typing poems which he had already composed and misgdo Kathleen Ryan,
Nolan’s teacher, is quoted by Wallace as beingpissed by the strange language’
of the poems: not only did she have ‘no idea whelieecould write or spell’ but

she never suspected that he knew ‘such long w@bdsams viii).

Wallace portrays the teenage Nolan as a geniesn®es that Nolan ‘does
not like having poetry read to him’ wishing insteadkeep his mind unconditioned
and develop his own ideas’ (xi-xii). Similarly, shetes that his very first poem,
typed days after trying Lioresal, ‘contains thetethtion which characterizes much
of his work’. Indeed, she notes that Nolan wasificolvriting his second poem
within two days of the first; this idea of Liorede¢eing a pre-developed flow of
work is the collection’s titular ‘dam-burst’, plue® from Nolan’s own description
in ‘Encomium’ (16). Thus it can be seen that Walamplifies Nolan’s

fictionalised version of his genesis as a writeveesion where the extraordinary
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nature of his talent is emphasised. His mothern&ette, contradicts this image
considerably. She is unsurprised by Nolan’s talemd, to an extent undermines the
mystery of it with her recollection of teaching hiadl the time’. She recalls
facilitating his first system of communication bgabrating the family kitchen with
the letters of the alphabet, illustrated by hemdings:

He learned how to spell by accumulating groupleibérs.

He used his eyes to indicate which letter came inethe

word which he was attempting to spell. He memafitte

look of each word and was always fascinated byitfe

soundof unusual words (viii).
Wallace attributes the ‘extraordinary style andalmdary’ of Nolan’s writing to the
unusual experience of language that results frandisability. She quotes
Bernadette’s description of her son as ‘playindwibrds...as other, able-bodied,
children play with toys'. It is this context, shegits, that leads Nolan to ‘cherish
them, to savour their sound, to explore their magir(ix). Of particular interest is
Wallace’s observation that Nolan’s sense of grammane in which words are
placed ‘in relation to one another like friendsmdwa dinner table’. The idea of the
structure of language being rearranged in this ngaglls Galvin's work on the
possibilities for personal agency as discusseldantroduction. Furthermore, in its
sense of interdependency, this view of languagéiniig seen as a linguistic
analogue for Davis’ ‘dismodernism’, with its empisasn interdependency, also
discussed in the Introduction (ix). As Davis pevesi‘dismodernism’ as a social
paradigm shift of the early 2entury, the analogy is particularly appropriate,
given that Nolan’s play, and the reconfigurationasfguage that results from it, is
an indirect result of the shift in attitudes toatigity that gained momentum in the

1970s. For, unlike the doctors who misdiagnosedvar¢and, in Chapter 3, Ruth

Sienkiewicz-Mercer), the doctors at the Central Reia Clinic in Dublin
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‘accepted without question’ Bernadette Nolan'sddfalat her son was intellectually

normal, and encouraged her to expose him to stimkalthe kitchen alphabet (ix).

Even with Bernadette’'s account of Nolan's educati&allace is drawn
back to the idea of genius. She notes that althowghvell-read, nor even ‘able to
reach for a dictionary’, Nolan’s writing is peppéneith classical allusions. She
theorises that his language, along with the ‘anghetimages’ that characterise his
early works (such as the short story ‘Perangamiagjraates in ‘his subconscious’.
She extends this apparent allusion to Freud byritb@sg Nolan’s early work as
‘uncanny’. This is a reasonable assertion. Robetow in his insightful analysis
of the relevance of Freud and Lacan to disabitias observed that ‘[flor Freud,
physical disability is a source of uncanniness’l{gvi, 371). The archetypes which
Wallace identifies in Nolan’s early work are ‘exgtin turn threatening, doom-
laden and hopeful'lireams x). Wallace’s approach might itself be analyseteh
as the archetypes which she identifies (perhapsnseously herself) can be
readily identified as stereotypes of disabilityarfepity, and inspiration.
Furthermore, what is in fact interesting about Mtdarchetypal figures, such as the
protagonist of ‘Perangamo’, is that they are angtes ofability rendered uncanny
through their rendering in the idiom of disabilifyhus, Perangamo is a fit, strong
and normal, if thuggish, young man, but Nolan verité him walking with ‘faltering
footsteps, loose limbs lagging lazily, non-coopeedy behind’, or making ‘his
lonely way home fighting madly maddening undercuatsef electric thrombosis in

his brain’ (44; 46).
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For a literary perspective, Wallace refers to §tbpher Ricks, Professor of
English at Cambridge University. Ricks takes thetggque style of Nolan's early
work and analyses it, asserting that the authanfates dead metaphors and
expressions in a startling way'. Continuing witfsttheme, Ricks notes that while
this early work is marked by ‘grim and dead’ lamafses and characters ‘frozen into
postures as in a Beckett play’, the language Not®&s is nevertheless ‘young and
energetic’. The disparity between form and conigattheme upon which Ricks
expands:

He uses words as though he were passing elebtraks

through a dead body. Old clichés and disused weaels

brought horrifyingly to life by the sinister aniet

supernatural (x).
That Ricks should connect Nolan’'s language uskddbdy in such a way is
remarkable, and can certainly be taken as evidératehe physical aspect of
Nolan’s disability makes itself known in his wriginLanguage is rendered uncanny,
or, in the Russian Formalist sense, defamiliaribgd\olan’s disability. That the
body makes itself known in this uncanny way demmass the ways in which
Nolan’s writing upsets or avoids dominant discolsrseays of dealing with the

bodily, in a manner that recalls Galvin’s work agersion of dominant discourse

as discussed in the Introduction.

That Nolan eventually abandoned the grotesque sfyhis early work
suggests that he, perhaps in an awakening of diggimlitics, became aware of the
negative quality of such language, as emphasistéteimtroduction by Couser’s
attack on Sacks for employing the idiom of the gsgue with regard to disability

(Couser 1997, 185; 189). This problem is appareRticks’ use of the same style in
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his analysis: his description of Nolan as ‘pasgtegtric shocks through a dead
body’ risks being read as an allusion (quite pdgsibconscious) to the spastic
convulsions resulting from the author’'s Cerebrdsahat in turn reveals a rather
negative view of Nolan’s relationship with his bodyhe consequences of this are
apparent when Wallace seizes on what she desasbRgcks’ ‘Frankenstein’
imagery to assert that it ‘explains a lot abouti€€bpher’. She puts it simply: ‘His
written words are his only means of “zombieing”agsed limbs and encumbering
body into life’. The simple contradiction of thitifase, given that Nolan’s words
are in fact only ‘brought to life’ by his body, naite versa, reveals the inadequacy
of the perspectives on mind and body available sl&¥e. This is made all the
more apparent by her contradictory statement dmagne hand, words are Nolan’'s
‘totality’, while on the other she observes tha Wiords allow only a ‘glimpse’ into
his ‘encapsulated mindDfeams x). Wallace rightly argues, however, that Nolan’s
writing is unconventional, because he ‘*has nevdrtha opportunity to learn
conventions’. This point could be refined in ordeiconsider the disabled body
more fully as the source of this lack of abilityabsorb convention, or rather, in the
view of Shildrick and Price, the source of resis&to an overlaid discourse.
Similarly Wallace’s attempt to link Nolan’s ‘suriesic’ style to his disability,
although not expanded upon, is admirable, forighggecisely what Kirmayer does
in his argument for metaphor as the means by wihielbody makes itself known in

language (x).

Wallace also raises the issue of ‘voice’ in Nog&awork. As he has ‘no voice

of his own’ she wonders ‘whose voice he hears pmgndut those melodic lines’

(Steven B. Kaplan asks almost exactly the sametiqnest his disabled
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collaborator in Chapter 3) (x). She notes that heyy’ drives Nolan’s writings as
much as meaning, and concludes that in the caseedlogism such as
‘sapespered’ and ‘dankerous’ the word is oftermyariily selected’ for its sound
(xii). Wallace identifies a constant movement inl&dos work between the
‘universal’ and the ‘intimate’ and between narratstyles of ‘cacophony laced with
the dissonances of contrast and conflict’ and tduet:..and simple’. The ‘universal
and the ‘intimate’ might be interpreted as the aljpolitical and the personal. The
‘simple’ and the ‘cacophony’ might in turn be integted as dominant discourse and
what lies outside it. Thus might Nolan's work bers@s an attempt to reconcile, or
mediate between, these elements. The attemptdadmbominant discourse and
that which is outside of it recalls Brown’s allusg) in the plain prose &y Left
Foot, to an inexpressible experience. Such mediatiddoilan’s work is further
evident from John Carey’s observation, in his idtrction toClock that the
development of Nolan’s writing style has been mdrg the interspersing of his
typical style with: ‘[p]lain statement and straifgirivard reportage’Glock x). If
Nolan’s style does represent, on one level, a medidetween the personal and
political, his preference for moving between caaphrather than allying himself
to a single definable ‘voice’ can be seen as aa¥ayccessfully avoiding the
problematic conflation of the personal voice wltbk political voice that
Shakespeare has identified in disability writingtthllies itself to a disability
identity politics. Indeed, in his openness to cémoyy, Nolan arguably rejects not
just dominant discourse, but the dominatiomydiscourse. This is perhaps a
reflection of the factors that Wallace perceivepassible influences on the young
Nolan’s unusual language: ‘conversations overhesaratches of Gaelic, doctors’

whispered consultations...items from radio and tsiew’ by a young man
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unusually sensitive to language. Thus medical diss® in line with Couser and
Shakespeare, is cast simply as another discoatber than the great oppressor

(Dreams xii).

Insightfully, Wallace examines the effect of trely, not just as a cache for
the unconscious, but on the writing process it$elthis way, she brings to the fore
the social aspect of embodiment that Hughes aretdeat, for all their
preoccupation with oppression, have rightly highiégl. She notes that while
disability has shaped Nolan into an unusual tateatidicap’s advantage becomes a
cruel barrier’ in the act of writing. Initially, e word typed with the unicorn wand
took 10 to 15 minutes. Thus, Wallace observesgstabour’ has an ‘effect’ on his
work by:

creating a discipline in which every word mustypla

many parts, through its meaning, the evocatiotscfound,

its shape and rhythm and, most important, itdiceiahip to

its neighbours (xiii).
The resultant work is thus ‘extraordinarily denseexture’. The effect of this
process perhaps reveals the reason for the differeatween Nolan’s work and that
of Brown (and thus, the problem of finding commadtyah the variance in
experience even between those with the same diggilolan is far more reliant
on assistance in the physical act of writing thaov® is. This is the point at which
his image as genius is at risk for, as Wallace iofese the ‘success’ of Nolan’s
writing process is ‘largely due’ to Bernadette, fpigtient amanuensis’ who
‘steadies his head to make typing possible, cheoksual spellings in the

dictionary for him and struggles to understand wigtwants’. This role arguably

sheds light on the fact that ‘A Mammy Encomium’by, both title and content, a
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work devoted to her. Yet even at this early sthgestration is evident: Wallace
recalls an occasion when Nolan wanted to use thid tmeasochistic’ only for his
mother to be unable to interpret his version, ‘rkasplearned by sound alone. He
was temporarily forced to use ‘cowardly’ as a siinst, before discovering the

correct spelling and restoring the original word days later (xiii).

‘Encomium’, written at age 12, declares itselfNadan’s ‘autobiography’
(3). Despite its author’s youth, the work estal@simuch of the distinctive style
that is refined irClock it is a work of autobiographical fiction centratbund the
character of Joseph Meehan whose disabilitiesilndxperiences are similar, but
not the same as, those of Christopher Nolan. #syfand stilted, staccato style, that
would be improved upon i@lock can arguably be attributed as much to a lack of
sophisticated transcription equipment (such ast¢meputer used then) as to a lack
of sophistication on the part of the young autfideematic naivety however, can
only be attributed to the latter; ‘Encomium’ oftemccumbs to a sentimental and
clichéd view of disability, for example describitieprrendously handicapped’
children trying ‘to conquer their horrid handicaps$’'Joseph’s special needs school
(14). InClock this is replaced by a far more nuanced treatrokgisability and
disability identity. ‘Encomium’ is also explicitlseligious, an element that is not
apparent irClockand which complements the sentimentality: Nolamesrthat
Joseph ‘happily accepted crucifying handicap’ (THis religiosity is important
because it imposes a meaning on a key scene. Bctoeint of Joseph’s writing
breakthrough irClock it is Lioresal that allows him to type. In ‘Encam’,

however, the focus is on Joseph ‘praying and bepgGiod to have pity on him’ and
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a recounted dream which implies that his abilityyjze is a religious miracle (16;

18).

The role of Joseph’s mother, Nora, in ‘Encomiusfar broader than mere
amanuensis. It is she who teaches Joseph howdofigare language to the
requirements of his disability, explaining ‘howléave out the unimportant letters
and get the sound of the word from the remainitigig’ (a shorthand similar to the
‘word seeds’ employed by Ruth Sienkiewicz-Mercerhé discussed in Chapter 3)
(11). Similarly, when Joseph's first attempts tpeyvith a wand after taking
Lioresal flounder due to ‘milling defeating spasisis Nora ‘instructing
astounded Joseph to carry-on’ while supportingchia and rigging the paper in the
type-writer for him, who allows him to type hisdirpoem (16; 20). Significantly,
even as Joseph feels ‘power’ for the first timéawventures into ‘literary fields’, he
relies on Nora to bring ‘added focus’ to theset fivsitings where he is ‘[g]roping
Medusa-like’ without direction or purpose (‘Oftenes the trip was for nothing’)
(21). Yet, as with Brown, the power of authoritke¢a hold and cultivates Joseph’s
ambition, he turns to his schoolteacher for adweicéhow to outline his stories’.
One day he sees an advertisement for a ‘Literamnyt&3b For The Handicapped’,
which arouses his ‘[ijnterest in schooling his ¢ee, careless concatenate mind'.
His ambition is thoroughly focused: ‘[l]ively closdgtention to the closing date

exacerbated Joseph’s battling brain’ (22).

One passage in ‘Encomium’ is crucial for a consitlen of the impact of

the disabled body on writing. As we have seen, &¢allhas stated that Nolan pre-

110



composes his work in his head, with the act ofrtgm process of transcription
rather than composition. Yet, in ‘Encomium’ Josepmposess he types

as he typed thoughts, brilliant, bright, boilingnas

poured into his mind, sometimes with such ferotiat he

felt spoiling confusion creep across his turbulergative

mind (23).
If the fictional Joseph bears any relationship taM, this passage has several
implications. Although improved technology mearat tNolan may well, by the
time ofClock have been able to compose ‘on the fly’, this acteomes in
‘Encomium’, written in a period when typing was,detailed by Wallace above, a
laborious process. If, like Joseph, Nolan compa@seke went along, the physical
barrier posed by his disability can be seen to lewes more of an impact, given
that temporality, as he tried to pin down theseugfds, would become much more
significant. Hughes and Paterson’s work on so@ahs of temporality as evidence
of carnal oppression is particularly relevant hgieen his disability, Nolan would
arguably not be able to harness spontaneous itispiraa the conventional
transcription he attempts to approximate throughLioresal-assisted typing as an
able-bodied writer would. Thus his disability beasriar more important to the act
of writing. In fact, there is a hint of a feedbdckp: for it is the act of typing, an act
shaped and necessitated by his disability, thahpts or at least plays a part in his
creative thoughts. This also makes Nolan’s cregtless a thing of the Cartesian
mind, composing in its prison and choosing the murfer its escape, and more a

thing of aliving-through-the-bodexperience, reflecting the phenomenological

approaches influenced by Merleau-Ponty (as discuissthe Introduction).
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In the six-year interval between the publicatiériboeamsandClocka
discernable paradigm shift had occurred: identititios was in the ascendant in
1987, and international definitions of disabilityvn largely recognised a
disability/impairment model that legitimated thewi of disability as a thing of
social construction (and thus political identitgihrer than an inherent fault. It is
surely this subtle shift that facilitated the ret@p of Clock as remarkable not
simply due to its author’s disability, but becao$éhe way this aspect of his
identity informed his art. In winning the Whitbreadolan earned the status of
equal among his literary peers. Further evidendgisfcan be gleaned from the
tone of the book’s introduction, provided by thiedary critic John Carey. The first
thing the latter insists upon is that the text ‘sloet need a preface by me or
anyone’ (a rather neat example of the paradoxitire of the supplement as per
Derrida). He insists that he provides one solelg &s/our to an author he admires.
Thus Nolan is accorded literary peer status andoay, and the text is validated
(Clock ix). In creditingDreamsas the foundation of this status, Carey referfi¢o t
latter’s ‘jubilant, lawless’ quality as its strehgi point which raises the issue of the
subversion of convention mentioned by Wallace egréind of the subversion of
dominant discourse as per Galvin and ShildrickRride, as well as Silvers’ notion
of art’s receptive attitude to difference. Despitaising this lawlessness, it is
significant that Carey positively notes Nolan’s sedpuent concessions to plain
speech: perhaps lawlessness is something to lasidetin exchange for status. If
the latter point betrays a sense of qualificatioCarey’s praise, this may be linked
to the persistence of certain stereotypical, clichtiitudes to disability in the
latter’s introduction. His conclusion that Nolairgense relationship with language

stems from its function as ‘his one escape route fdeath’ recalls the resort to
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cliché by Ricks and Wallace in their receptiorDoéams his reference to ‘the

coffin of [Nolan’s] body’ cements this image (ix).

Carey's close focus on Nolan’s relationship withgaage is productive,
however. Like Wallace, he notes the use not onkaod ‘found’ words, but of
tailor-made (or ‘bespoked’ as Nolan writes) neddogs. In a move that appears to
allude to Nolan’s working at the limits of dominadiscourse, he locates such
language ‘far beyond charted usage’. In indicativgglimits of such discourse, and
thus the limits of its knowledge and power (asfpaucault), such language is
innately subversive: thus, as Carey argues, aaynatt to read the book in the
traditional mode of disability-as-tragedy is undered ‘by the resourcefulness of
the very language which expressels] it'. This sutgp8hildrick and Price’s citation
of Foucault’s insistence that all power contaires pbtential for its own subversion,
and undermines the notions of the rigidity of théohiographical form originally
offered by Davis, Mitchell and Snyder. Although €is referring tdreamsin
his elucidation of Nolan’s style, the argument agplies toClock In this style,
idiom (and thus the accepted order) is ‘constasulyverted and remade’, pushed
‘askew’ to the extent that ‘[c]ertain words...have.esjal meanings for Nolan'.
Carey notes that the meanings of Nolan’s neologam®ften hard to fathom
because of their multiplicity of allusions, as is bxample of Joseph’s thoughts of
his future:

‘[H]e had long ago snapped shut his challengiags{
fashioned future and humanhinded his woodway as a
celibate pilgrim through life’...It is deceptiveliké, and
bitterly unlike, ‘humankinded’: but what does ieem? Is
the ‘hind’ element ‘hind’ as in ‘behindhand’, os m

‘hindrance’, or as in ‘hind’ (simple country fellg? Or all
three? This sense of language expanding beyoavits
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boundaries, and beyond our reach, is a typicahiNeffect,

and one thing that prompts the frequently madeparison

with Joyce (X).
Although Carey identifies this effect, a disabilétydies perspective might allow an
analysis of the cause. This refusal to privilege oreaning over another recalls
Wallace’s earlier analysis of Nolan’s relation static’, and points to Kirmayer’'s
view of how dominant discourses control the intetation of metaphor, and thus
the meaning of the body from which such metaphprsg. In this way, Nolan’s
style might be seen as a conscious or (as per g@n@nce more, and Shildrick and
Price) even unconscious reaction to, and resistemdbe demands of dominant
discourse. Carey's assessment is a particularly dlustration of Silvers’ point
regarding art’'s more receptive attitude to disaptlrough its appreciation of
aesthetics. Carey, as a literary critic, can ba se@pproach Nolan’s language in a
much different way to Dr. Collis or, in ChapterSgeven B. Kaplan. Unlike the
latter, Carey’'s never presents the possibility thalan’s strange language is an
error, an abortive communication. This is madetelmore apparent by the fact
that what could be interpreted as small typogragifsiod semantic errors, rather
than artistic reconfigurations of language, althoug-remarked upon, are actually
apparent in botllockandDreams For example, in the account of Joseph'’s birth,
Nolan writes of a ‘knife used to prize him out’.ds#d this perhaps read ‘prise’?
This could be interpreted as a deliberate pun,spmmt, or evidence of a reverence
towards Nolan’s artistic powers on the part ofddgors that grants him the benefit

of the doubt over spelling (50).
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Despite this reverence for Nolan’s unusual udammjuage, it is interesting
to note that Carey applau@socKs incorporation of ‘[p]lain statement and
straightforward reportage’ as a sign of the auth@évelopment’ as a writer.

This might bring to mind our comparison of BrownSpivak in the last chapter.
Carey argues that this variation allows the authew kinds of tonal contrast, a
new capacity for extended narrative, and a newsraal These last two points are
important, for in making them Carey implies thatl&os customary style — his
disability-forged aesthetic — is unsuitable foheit ‘extended narrative’ or ‘realism’.
This suggests that a certain breeziness, lightngisembodied-nessis desirable as
an effect of extended narrative, It in a short one. This issue of form might be
seen to extend into genre, for example to the paisEssay style as identified by
Couser in the Introduction, and examined in Chapidrhe second point
interrogates this first one: in increasing the bafween the conditions of writing
(difficulty, physicality, effort) and the conditisrof reading (ease, disembodiedness)
how can anncreasein realism be achieved? Rather, it is Nolan’s sisbion to a
dominant, able-bodied version of reality represemea certain way in literature
that is increased. | would argue that Nolan’s easdtyle is far more deliberately
‘realistic’ to his experience. Nolan has not, hoamabandoned his earlier style in
favour of convention. Rather, as Carey no@eckis a text of tonal contrasts. This
again hints at Nolan’s deliberate avoidance of pamicular discourse, thus
avoiding the perpetuation of hierarchy that Shakaspwarns against in the pursuit

of identity politics (x).

It is worth noting that Carey himself stresses talan’s writing style is ‘a

fruit of his disability’ (xii). The critic’s exeges of this cause and effect is based on
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what he sees as the author’'s combination of ‘a@shiteird fanciful sympathy with
‘the mind and vocabulary of an adult’. Looking pts obvious slide into cliché in
this conflation of disability with infantilism, wean tease a more useful outcome
from Carey’s point. A reversal of Carey's assertioat Nolan realized ‘the terrible
truth about his body' at an early age [based oassg@ge where the latter writes of
Joseph crying ‘the tears of a sad man’ at the &gjgee] reveals a fault-line to be
exploited (xii). What if Nolan (Carey reads JosegiNolan) did not ‘realize’ the
terrible truth of his body at all? From a Lacanpsrspective, we might rather argue
that instead, the ‘terrible truth’ of the body weever covered by the action of the
Mirror Stage, as this socialisation process couwldfunnction on Nolan’s body. Thus
physical disability might allow a person to retteir pre-social relationship to
their body, as their body is never recognised sugbgect, whilst simultaneously
socialising into so-called ‘adult’ language (xihere are other elements to this

terrible truth in the theories of embodiment addedsearlier.

If Carey is unable to see this, it is only becauseés of his time: the late
1980s marked only the beginning of a problematsabif body theory, and in
judging Nolan’s disability as ‘a positive factor wwh adds immensely to the book’s
value and significance’, Carey is keeping reasgnabteast with the progress of
the shifting paradigm of disability in 1987 (xijle shows enough awareness of
disability as a political identity (if not of thadtory of disability writing) to
recognise Nolan’s authorial voice as ‘a voice capfnom silence, and a silence
that has, as Nolan is aware, lasted for centufi@}’ He emphasises his impression
that Nolan writes as a representative of the disalcommunity further by citing

the author’s ‘keen sense of the generations of ninadpless cripples who have been
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"dashed, branded and treated as dross™ (xii). Gbctation of Nolan explicitly
refers to people with disabilities as an oppressexbrity, yet Carey’s finer
interpretation of it is troubling. If he shows sitngty to the importance of voice, he
seems reluctant to link the silence he perceivesmjosocial system, or even
oppressor. Rather, the blame is softly redireatgqoebple with disabilities
themselves, via a reversion to the model of diggl@k personal failing: they are
oppressed because of their lack of ‘a voice tauelivhat it feels like’ (xii). This is

naive in the extreme. Such voices have always thega, but they have usually

been ignored.

In Carey's estimation, with Nolan’s work, ‘we knbwhat it is like to be
disabled, because the author ‘tells us’ (xii). Tikian interesting claim, not least in
the way that it recalls Couser’s sharp criticismOtiver Sacks’ claim to such
authority for his own account of temporary disdkiin A Leg To Stand QrCarey’s
assumption that Nolan’s work @@mpletelyrepresentative of one of the most
nebulous, diverse and permeable identity categoemsgnised amply illustrates the
reason for Couser’s concern over how representatieeaccount of a life with a
disability can be. Not only does such a judgememhédiately deny such
complexity, but it effaces the testimonies of d#fiet disability experiences. This
may be seen as an effect of reading, rather thamgyrbut it does remind us
uncomfortably of the original stand of Davis anddiell and Snyder against
autobiography as individualising disability: foraths arguably what Carey's
reading of Nolan suggests has happened. There isndp of effacement to his
conclusion that, after reading the book, it ‘shoutd be possible...ever again to

think as we have before about those who suffer Wwaauffers’ (xii). Yet this is
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arguably a misreading, over-writing other voicegust the manner that Nolan

implicitly refuses to.

Like ‘Encomium’,Clock (subtitledThe Life Story of Christopher Nolgis
a work of autobiographical fiction related in timérdl person detailing the
experiences of Joseph Meehan, a fictional charagterthe same disability and a
similar background to Nolan, who like him, goestotbecome a writer (the books
he publishes share titles with Nolan’s work). istls, as its subtitle might suggest,
the life story of Christopher Nolan, why is it weih as autobiographical fiction?
One obvious reason for this approach is the freeilpnovides from the generic
and stylistic constraints of first-person autobaygry, a decision perhaps informed
by the sensitivity Nolan has previously demonsttdtethe constraints of discourse,
and to discourage the sort of effacing misreadarged out by Carey. Another
motive for this choice might be the elephant inlteg-room: Christy Brown.
Nolan’s mode might be seen as a conscious moveesterppt comparisons witidy
Left Foot Yet Brown’s own work of autobiographical fictiodpwn All The Days
may be seen as a reference point (albeit unackogeth for the power of this form

in overcoming the limits of conventional autobiqgjnat.

Clockbegins with success, as Joseph returns home afieimg a prize (the
same that brought Nolan to prominence). In this,whag text utilises the flexibility
of autobiographical fiction to sidestep the resiizs of the autobiographical form
such as the familiar tendency towards a narratiygagress and ‘overcoming’ (as
seen inMly Left Foo}: Joseph is already a success. This triumphantiogées

reinforced by a robust sense of the characterabtbsl identity: Nolan writes of
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how ‘a cripple came to vie with able-bodied man.thie area of...literature’ (2). The
empowerment which comes as a result of this isewith Joseph’s attitude. On the
plane home, Nolan writes, Joseph ‘enriched himsgkxhibiting his drunken,
drooling body for all to see’, defiantly celebragihis difference. This powerful
opening swiftly expands from the personal into @aldier political context:

Century upon century saw crass crippled man dashed

branded and treated as dross in a world offengetdir

appearance, and cracked asunder in their belgthieimy

having to resemble venial human specimens offering

nothing and pondering less in their life of mirgHe

normality (3).
Such contextualisation demonstrates not only aesefhithe oppressive nature of
‘normality’ characteristic of a political sensedi$ability identity, but also ascribes
to a process of subjection (*having to resemblefhiniscent of the Foucauldian
approach to disability raised by Tremain in thedduction. For not only does
Joseph see himself as part of a disabled commsinitggling against a ‘hostile,
sane secretly savage’ able-bodied world, but adssbeneone whose identity is
socially constructed, just as ‘normality’ is constied. Yet this identity is, contrary

to Tremain, open to the sort of agency Galvin peese ‘accept me for what | am

and I'll accept you for what you're accepted assgeph thinks (4).

The political precision of the terms Nolan usesiategral to his ability to
relate Joseph’s disability experience fluentlyutitising the vocabulary of identity
politics to create a character that recognisesélims ‘disabled’ and others as
‘able-bodied’, and wonders ‘Can | climb sociallynstructed barriers?’, Nolan
situates himself on the other side of a paradigifh tthBrown, and even his

approximate contemporary Sienkiewicz-Mercer (seap@¥r 3). This political
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precision can be seen as an extension of the rieal@gpect of Nolan’s writing:
his attempts to capture the nameless, the unspoictthe voiceless in language. Or
perhaps it is his political sense that informsr@slogistic urge. Certainly Nolan
traces Joseph'’s linguistic pioneering back to hiklbood on the margins of
language and experience. The young Joseph obsbatesven as his disability
‘obliterates [his] voice’, it results in him knowgrisomething more’ than his family
(4). Joseph feels the urge to ‘communicate with.t.¢naeat able-bodied world’, but
it is not the urge to prove himself ‘normal’ thabtivates him. Rather, Joseph
mythologises himself and his linguistic quest, vahie hopes will take him to
‘destinations man never knew existed...no-man'd’lg@). Here, we can see
Silvers’ aesthetic appreciation of disability iraplonce more. We might also
perceive the dangers of Brown'’s solipsism and épagatism identified by

Shakespeare.

Joseph’s confident political identity can be stestem from the more
disability conscious society in which he grew uffteAthe ‘caring collective
society’ of the Central Remedial Clinic School bgdfter some initial difficulty,
successfully integrated into a mainstream Dublgoedary school (8). Here, his
struggles to express himself are (unlike thosewdhfSienkiewicz-Mercer, as we
shall see in Chapter 3) recognised as communicadimhteachers and students
delight in ‘deciphering his coded communicationyalving him in all activities
(10). Joseph establishes with the teachers thetoetationship Sienkiewicz-
Mercer is only able to establish with one otheigrdt They succeed with an
‘almost telepathic degree of certainty’reading ‘his facial expressions, eye

movements and body language’. The whole class iumets a microcosm of a new
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model society, with the able-bodied members workigacilitate communication,

even if this means working outside their ‘normaaburse of expression (11).

Just as such early experiences of communicat®stawn to have shaped
Joseph’s use of language, so might a similar eepeei have shaped Nolan’s own
work. His struggles with non-verbal communicati@vé familiarised him with
giving voices to experiences apparently beyond wasdmething which no doubt
informs his penchant for rare or synthesised lagguHis experience of efforts to
decipher his language have given him confidend®th the possibility and the
validity of his self-expression, and the co-openaif a multiplicity of voices to
establish meaning. If this recalls literary ModemjClockis certainly marked by
passages reminiscent of the stream-of-conscioustyesutilised by Joyce and
Woolf. These passages in particular recall the aieicof Joseph composing ‘on the
fly’, and the sense of bodily urgency of the egetry that method produced:

Who'll have you, who'd be fool enough - maybe y@u’

biting off more than you can chew - chew damnbdastw,

if I could chew I could call myself normal, imagincan't

chew, can't swallow, so why chew? can't call - cah a

famished moan maybe vyet it suffices; can't chewtc

chew, can't smell - can smell - can't chew, azoritrol

bowels - can, can, can control, can't control tdad- can

control, can control; can't chew though so whgtL2).
This particular passage concerns Joseph’s diffesitin finding a mainstream
secondary school willing to accept him. In an eberglexample of the switching of
style that Carey observes, Nolan juxtaposes Joséaritic physical ranting with a

cool, plain political analysis of the situation.sHejection is not portrayed as rare,

uncharacteristic ignorance or meanness on theopart individual, but as prejudice
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and oppression (however concealed), rooted firmipe hierarchical binary
opposition of ‘normal’ vs. ‘abnormal’ and as somegito be consigned to history:

Someone always vetoes his application...someormeaip

someone beautiful; someone blessed by normatityesne

administering the rusty mind's rules of yesteryeare of

the head-strokers (12-3).
Joseph’s delight at finally being accepted has#rae robust, almost militant air as
his victory at the start of the novel, as he celed® ‘bursting asunder all man's
renegade constraints in dealing with disabled niB8). Similarly, this episode also
leads him to consider his place in the disabledmamity, and indeed, disabled
history. He urges himself: ‘“Think of the others gdrefore you...stored away in a
back room, dirty, neglected, frowned upon’. Yetiaghis triumph is theirs, a small
step towards redressing years of oppression. Tagsph explicitly places himself
in the history of the disability community. He sé@siself as an inheritor of a
suppressed history, poised at the correct timex¢@auh it: ‘years heard the silent
cry of those bashful babes and cuteness cogitatas’yfindings’. His sense of
belonging gives him ‘nerve’ and ‘resolve’ (19-20).return, he feels a debt to his
disabled ‘brothers’, which he repays by ‘resurmegthem’. He lambasts the ‘crones
[that] caused their banishment’ (26). For Nolae, Word ‘crones’ appears to be a

shorthand for social prejudice regarding disahility when describing Joseph’s

birth, he writes of ‘crones’ insisting that he wddde ‘[b]etter dead’ (50).

Nolan provides a detailed account of the physicalof Joseph’s writing
with the unicorn wand. He writes of how Joseph Hiaky brought forth droned,
bespoked letters bested onto a page by a bengdharsl crudely given nod of his

stubborn head’ (26-7). The word ‘droned’ recalks thpetitive, stumbling quality of
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Nolan’s language; ‘bespoked’, his need for neolmgisecombination and
reconfiguration — for what one might call ‘prosthebr ‘orthopaedic’ language (in
a very different sense, of the body as an agediscburse, to the phrase ‘narrative
prosthesis’ as used by Mitchell and Snyder in thituction to this thesis to refer
to the body as an object of discourse). The useun$ed’, meanwhile, evokes both
the familiar medical paradigm of disability, andhsitaneously a maternal
tenderness that addresses both the literal (hisenstpporting and augmenting his
head movements as he writes) and the figuratiweg$sistance in the birth of his
text). There is also an explicit sense of strudpgles: words are to be ‘bested’, as is
his ‘stubborn’ unresponsive head (26). A senseadluntariness or reflex is
conveyed by Nolan’s description of the writing pees as ‘falling words plopping
onto his path’ and this is expanded upon in anicrogference to Joseph’s ‘powers’
of writing. Yet Nolan writes of ‘typewritten wordselected especially to describe a
glorious bountiful nightmare’ (28). Is the formar i@onic undermining of the
author as agent, and a playful recognition of thigaaently rigid conventions of
narrative form which Davis, Mitchell and Snyder wénitially so pessimistic about
with regard to their non-oppressive possibiliti&ilarly, is Nolan’s description

of Joseph’s writing in a ‘numb-lost language’ aereince to the alternative
discourse he is unearthing, or the ideologicaltitions of dominant discourse?

(27).

When Joseph becomes a writelpcKs status as a work of autobiographical
fiction grows more complicated, becoming self-refie and displaying a
postmodern quality. Nolan describes Joseph'’s choiegite ‘using the third

person’ as a way to emphasise that he is a ‘stteyteBy doing this, Nolan writes,
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Joseph ‘thereby cast[s] renown upon himself by tiagglisability before the
reader’. Nolan writes of Joseph the writer ‘beggihg reader to ‘look’, ‘feel’,

‘sense life’s limitations’, ‘cry the tears of fruation’, and ‘above all...laugh’ (28).
This self-reflexivity, along with the contradicti@pparent in Joseph’s artfully
‘dangling disability’ before the reader that hébisgging’ only moments later,
invites consideration. Certainly, Nolan impliesadctilating self-consciousness on
the part of Joseph the author. In doing so, hddediely invites an examination of
his own intent, ‘dangling’ it before the reader.l&fois demonstrating not only his
artfulness and self-awareness, but his awarenatshe reader will be aware of this.
In this way, he sets up the sort of ‘play’ that dliell and Snyder cite as essential to
literary texts, as we saw in the Introduction, afsb echoes their work in his
drawing of attention to the way in which disabildgn disrupt the conventions of

narrative (28).

This disruption is, of course, what Quayson seelanalyse further with his
concept of ‘aesthetic nervousness’, and his woidrsfurther insights into Nolan’s
use of autobiographical fiction. Of particular us€uayson’s analysis of two
works by Samuel Beckett, his nowdblloy (1955) and the plagndgamg1957).
Quayson observes thisliblloy's entire narrative ‘is governed by a scrupulous
stream-of-consciousness narrative method’ whichas@kimpossible to
differentiate between what occurs in Molloy’s owimdhand what is actually in
reality outside of it’ (Quayson, 63). This mode,&9son argues, means that
although Molloy is a character with many impairnserthe narrative ‘serves to
almost dematerialize his body...[disability/impairrids abolished’ (63-4). This

means that the reader is ‘confronted with a proldéthe structure for
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interpretation...[e]verything seems liable and elaseven Molloy’s impairments
themselves’ (64). The parallels wilockare clear. IfClock however, Joseph’s
narrative does have an external dimension, indha Df the third person narrative
and Nolan’s commentary. Furthermore, this itsetfnslerscored by the meta-
narrative qualities resulting from the descriptafdoseph’s practise as a writer.
While this arguably provides a firmer structure ifterpretation thamMolloy, it
nevertheless leave in place enough levels of coatpl® allow multiple

interpretations, thus avoiding the fixity of a siietty of disability experience.

Quayson also recognises this need to avoid spiégifin Endgame he notes,
the ‘physical manifestation of disability is perpafly on stage’ and its ‘specificity’
is ‘only assuaged by the elusive play of languge we are made alert to as if
pursuing the threads of an inexhaustible enigmd).(Quayson cites Hamm as an
example, noting that while the audience is ‘neviemaed to forget his disability’,
his final soliloquy ‘produces a mode of transcemgefor the disabled character’
through its ‘rapid oscillation...among various vestof performative identity’. By
this means, Hamm eludes any one limiting idensipggesting a
‘transcendent...intensified consciousness’ (78). pdallels with the analyses of
Nolan’s style already offered earlier in this cleaydre clear: as we have seen,
Nolan too ‘oscillates’ between the ‘universal’ ahé ‘intimate’ and ‘cacophony’
and the ‘simple’ in order to avoid identity specilfy (see p107). But there is an
important difference. Quasyon concludes that thgainments of Beckett's
characters are ‘ciphers of the frailty of the hurnandition and not to be read as
markers of any real disability as such’: it is tlaisk of ‘phenomenological

specificity’ that makes them ‘easily assimilableptalosophical categories’ and
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enables his works to function by maintaining tlesisential absurdity (83-4). In the
case of Nolan, however, as has already been detusngs are more nuanced.
We have seen that Nolan (unlike Beckett) is abjesvbitching between styles, to
convey a narrative that is both disembodied andoeield (see p115). In material
already discussed, a particularly obvious examptais is the account of Joseph’s
struggle to find a secondary schoollock (see p121). This passage combines an
experiential stream-of-consciousness narrativéherpart of Joseph with a cool,

clear socio-political analysis of the situationNglan.

Even as Joseph struggles to find his own autheoigk in his teens, he
refuses to accept that his own language of bodyemewts and expressions ‘as
being anything other than perfectly normal for hmdescription which recalls
Iwakuma'’s observation in the Introduction that sathled individual's habituation
to theirlebenweltis necessary in order for them to obtain a subvjécthat is in
equilibrium. Yet in his initial period at secondaghool Joseph experiences the
power of language to hurt and oppress him, asthissahostile schoolmates
discuss his inferiority ‘openly’: the dominant, aisist, discourse they employ
effacing him ‘as if he were not really present’.|&oreports that they ‘chose tags’
by which they would address him. The power of thesas ‘weirdo, eejit, cripple,
dummy and mental defective’ (the latter, of coutBe,term Brown willingly
accepted for himself in his first autobiographygisdent Clock 29). This
experience spurs Joseph on in writing the firssieer of an autobiography. His

intent is to ‘rescue crippled man from pits of @ldin and set about shattering the
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sacred-held image of handicap as being godsent's,Tie shares a concern with the
disability studies academic community, not justdae-appraisal of disability

history but for a contemporary re-conceptualisatiba notion of disability that is
‘cruelly wanting’. Joseph positions himself at agghgm shift: Nolan writes that, as
he penned his draft, he ‘bygoned the past and etig¢be future’ (31). When he
completes it, Joseph decides to enter the autadpbgrfor the Spastics Society
Literary Contest, the award he has won in the newglening and which Nolan of

course also won.

Even as he shapes and perfects his literary véasgph maintains links
with other discourses. His school-friends learretad his eyes, following in the
footsteps of his sister to interpret ‘his noddireatied, eye-darting language’ (36).
Around this time, he makes the first of a numbevisits to a Gaelic-speaking part
of Ireland for the first-time, and the text becortigsred with Gaelic-words (37).
As these trips continue, the children are encowragéspeak their native Irish
language’ (136). This is the place, Nolan writekeve ‘their culture was for the
first time recorded in written words of their owrsh language’: a point that gives
the impression that a post-colonial sensibility imisrmed Nolan’s sensitivity to
the limits of dominant discourse (138). This inkarting heritage of language and
history combine to direct the non-linear narratraek to Joseph’s rural early
childhood, where Nolan writes of Joseph’s first@maer with literature upon
hearing his father recite a poem about a donkeg.pldem strikes Joseph precisely
because it resonates with his sense of his owbitiiga

Joseph listened to the whole poem, he formedntlage of

the little wobbly donkey in his mind. He lookedhad own
limbs, his head lolled back, the stirring of thesa took
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hold that day (31).
In keeping with Wallace’s point about his having/fer no literary influences,
Nolan’s artfulness is on display once more as tesses that, in Joseph’s
upbringing, ‘Literature was never mentioned’ anditers and poets were seldom
mentioned’. However, when poets are mentioned,iit the context of history and
tradition, such as when he notes how his fath@litsve of history...threshed out
names of Irish poets like Francis Ledwidge, PadZaitum, Joseph Mary Plunket,
William Alingham, Yeats or Patrick Kavanagh’ (31)sénse of Irish literary
tradition is perhaps what shaped Nolan’s own sefanch tradition of disability, yet
his reluctance to acknowledge it is arguably duthéofact that to do so would
threaten to remove the sheen of erudite genius fisrwriting, removing the
prestige which his disability has if it is percedvas the source of his talent by those
such as Wallace and Carey. Another motivation neakib sensitivity to
accusations of fraud: an issue which arises latdne story (39). Such sensitivity
explains the treatment of Joseph’s father, Matthéiw own literary interests are
downplayed: he is said to have ‘meddled’ in literat and Nolan insists that he
‘would be the very last to sense that his broadoteng murmurings might be
beneficial to his children’. Nolan concludes thaatfiew ‘never detected...that his
own erudite mind nutshelled evergreen bunting't(thahis own literary talent).
This provides a contrast to Joseph, who is forgedi® disability to maintain his
‘silence’, his developing muse ‘unknown’ to his @ais (41). He suffers the double
agony of being unable to express himself eithermditically or creatively. He waits,
his ‘gossamer gift snuggled still in his cubby-haiche’ (43). However much
Nolan deprecates Matthew as a literary influertcs, worth noting that the author

uses similar language in describing the father’wations as those ascribed to the
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son. For example, he writes of the former ‘rescuniggory’ in ‘poetic’ accounts to

his son (43).

The non-linear narrative @lockplaces Joseph’s biological birth after his
literary one. As if in rejection of the pretenceréalism offered by medical
objectivity, Nolan describes a determinedly un4gtil birth. Crucially, he places
the infant Joseph in the position of agency amntlbenent of birth, having ‘decided’
to take up an unusual position in his mother’s wamth a vow that he ‘wasn't
going anywhere’. Upon realizing that ‘life demandedee him’ Joseph ‘had
decided to choose death, but fate decided othér@8g This might be seen as
another ironic touch on the part of Nolan, a cornapieversion of the traditional
‘survival-of-the-fittest’ arguments concerning di&d neonates, especially as he
quips: ‘Better dead said the crones, better deiddhsstory’. When the infant
Joseph does come under the jurisdiction of medigtiority, a paradigm shift in
attitudes to disability is apparent, as documemtafallace’s introduction to
Dreams Nolan commends the doctor who ‘wisely’ chooseadsess the infant
Joseph through ‘cutely constructed games’ rathaam standard examination. Using
such methods, he ‘never found Joseph wanting’ astgad confirms his ‘normal
intelligence’. The ‘brave doctor’ recommends ‘plogeerapy, speech therapy,
occupational therapy and in time, schooling’ (%l¥onsiderably more progressive
diagnosis than that presented to Ruth Sienkiewiezekk in the United States less
than twenty years before, as discussed in Chaptéethe fact that Nolan should
praise the doctor emphasises the transitional @atuthe shifting paradigm: in his
progressive attitude the doctor is evidently npidal. It is, however, shared by

another medical professional, in the form of thgcpslogist who is similarly
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crucial to defining the identity that Joseph waky through life. Unlike those
whose inability (or refusal) to see outside of doamt discourse threatened Brown’s
opportunities and had, as we shall see, dire caresegs for Sienkiewicz-Mercer,
she is willing and able to interpret Joseph’s ‘bogvheaded, eye-pointing, foot-
peddling language’ (52). It is surely such stamipsuthority approval that forge
Joseph’s confidence in his own identity and metredd®mmunication that sees
him begin writing as a schoolboy determined to dréree from society’s

charitable mould’ and show people ‘what they ndtieught existed’ (53). This

vow can be seen as another textual reference toemtiral concern: that un(der)-
theorised space outside dominant discourse, andetgs a resource for a challenge
to, and reconfiguration of, disabled identity. Asl&h writes later, Joseph is

determined to do away with ‘the sob-storied vieWthe past’ (89).

Yet as Joseph’s interest in his disability fuasurge to write, so to does it
frustrate it. As he operates a typewriter with*bisicorn wand’, Nolan writes that
‘great spasms gripped him rigid and sent his simpl&into a farcical effort which
ran to each and every one of his limbs’ (54). Miegigs on hand to offer him help
— a therapist works with Joseph in ‘tryingdisciplinehis bedamned body' (my
emphasis). This development is interesting in tveysw firstly for the allusion, once
again, to a Foucauldian approach to the body, eocdrslly for the way in which it
raises the issue of collaboration. As we have sgdnBrown, and will see with
Sienkiewicz-Mercer, collaboration can be a cruelament in disability writing. In
the case of Joseph, he needs the hand of an assissupport and guide the fitful
gestures of his head and the attached wand. Ndlaitlst captures the fine balance

between assisting and interfering in the creatree@ss that his first assistant, the
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therapist Eva Fitzpatrick, faces: ‘Gumption wasshes she struggled to find a very
voluntary tip coming to the typewriter keys frons lyessing head’. Yet, as with
Joseph’s bobbing head, this authorial finessellisvied by the clumsiest of
disability clichés, the heroic able-bodied persatheut whom the disabled
individual would be nothing. In this case, withdiiizpatrick, Joseph ‘would never

have broken free’ (54).

Lioresal retains its credit for Joseph’s breaktigtg in the form of ‘the
mustard seeds of his and Eva's hours of discoydby. Yet, as noted earlier, the
input of the author’'s mother is remarkably and legbly effaced, as was that of
Brown’s mother and his fraternal amanuenses. This lf@r Nora Meehan’s lack of
authority, and Joseph'’s surfeit of it, rests onuthknowability of the disability
experience. In yet another evocation of Foucaoliygr and knowledge are
conflated:

Feeble Joseph was just eleven years old, butd&fog he

would be taking on Nora, schooling her to see vieat

could see, instructing her to steady his headhiforwhile

he typed beauty from within, beauty of secret kisolge so

secretly hidden and so nearly lost forever (56).
Despite all his confidence and secret knowledgdamdescribes Joseph’s first
writing as ‘bashfully typed green words, frail pceand childish prose’. He writes
of the young author’s immersion into a ‘Word-Wotf’ obsessive writing, a
development that recalls Brown'’s early slip inttstic solipsism. Yet Nolan
perceives this as Joseph simply biding his timejrwa'for years clustered his
words’ in preparation for the day that a ‘Cyclopsianed earthling would stumble

on a scheme by which he could express hollybemmedjinings’. The latter phrase

could be an allusion both to the inability of th#eabodied to diverge from the path
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of dominant discourse, and to the need for a disglnformed perspective (an
impaired, or one-eyed, perspective). More deeplg,perhaps a reference to the
Cyclops of classic literature, famous for theirllski manufacturing powerful

weapons for use by mythical heroes, such as Zausterbolt (57).

The apparent passivity and dependence impliethénlbove phrase appears
to contradict the previous independence and comfideshown by Joseph, whom the
author describes as ‘confident enough to feed Hfrosgfame’ and ready to
‘compete with other writers’. Apparently, such cidiehce is not misplaced: at the
age of 12, ‘Encomium’ wins the Spastics Socieréity competition, amid
comparisons to Yeats, Joyce and Dylan Thomas fitacsng him, however
unwillingly, in a Romantic/Modernist literary tragin once more). Suddenly
famous, Joseph is feted by the British press (88)an describes the unprecedented
public platform presented to the young writer: ‘@-§poke now not only to folk in
Britain, but...countries all around the world’ (82)though this sudden fame
brings him to the attention of ‘[e]xperts in theldl of neuro-study and linguistics’,
Joseph wonders whether ‘any sane, able-bodied pfraa] sense how it feels to
have evil-intentioned limbs constantly making a keyy of you’. He doubts the
capability of even the ‘greatest expert’ to ‘restugh from [his] meagre writings’,
and wonders how ‘they’ (the able-bodied) can ‘Heg] cry for life’ (82). This last
passage might be seen as a development, perhapsad by a more sophisticated
politics, of Brown's doubts over the possibility sélf-expression, reminiscent of
the concerns of Galvin and Kirmayer over non-domirtiscourses being dismissed

as irrational. Yet Joseph eventually decides thatds ‘underestimated the power
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of the adult intellect’ of those ‘heaping underslizaig on his ribald rantings’ (82).
Of these experts, one computer engineer is cry@gthpathetic to Joseph’s:

dedication to re-writing the saga of helplesgmed man,

rejected by society and suspended in time, aradl totents

and purposes seen to be waiting listlessly forcHiketo even

greater oblivion (83).
This engineer devises a computer system which esalolseph to use a chin switch
to select letters and build words. Nolan's ironraleation of the apparently simple
scheme (‘There and then disability would be coned®ris apt. As with Ruth
Sienkiewicz-Mercer in the next chapter, Josephdisuich communication devices
problematic. When he tries to get in sync withriechine his body freezes and he
has to be paced by the engineer. Eventually hielésta type his own name, but, in
a development which is significant for the socihies of disability, only with ‘the
reassurance of the human hand’ (83). With his fantehis communication device
in place, Joseph ponders his new position as adigad for the disabled
community:

Can |, he pondered, crippled as | am, spearheadvadrive

to highlight the communicative needs of tongue-bet

normal-notioned man? silently [sic] he mulled ol

aspirations - if computer science can give meieeydhen

everyone else who is similarly afflicted standshance of

being freed (84).
With this aim in mind, he re-directs the generotscpeds of &unday Times
appeal to a research-fund for scientists ‘to btanfyuition an as yet trestle-dead
dream to find a voice for the voiceless’. In doga) he seeks to ‘head-first’ the
scientific community (an odd, but allusive phragsonating as it does with both
his new position, and his new-found way of expregsiimself via the chin button).

Another allusion is also at work here: ‘trestle-didarings to mind both the

inanimate state of Frankenstein’s creature, witthal implications of monstrosity
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and control that suggests, and also recalls thsiahis to that creature, and Ricks’
sense of them, in Wallace’s introductiorDoeams Furthermore, the notion of the
scientific (de facto medical) community ‘finding’v@ice for people with

disabilities is as troubling as Steven B. Kaplattempts to ‘find’ a voice for Ruth

Sienkiewicz-Mercer that will be addressed in Chefte

However politically motivated or altruistic, Joseis also keen to exploit the
media attention to secure his own future as arefpgthdent writer’ (86). He
embraces journalists as ‘imaginative people’ wooméd quickly’ to the message
behind his ‘sparse and brief’ and ‘staccatoed’estluthenticity is a prime concern
here: Joseph invites the journalists to watch hiftewand furthermore, to cup his
chin as he types with it ‘in order that they cotddl the undercurrents of electricity
running and molesting his attempts to strike @fétTheir understanding of the
physical act of his writing is crucial to its meagj Nolan asserts: ‘Only thus could
he convey his briefness in language, only thusccbalexplain why his rhythm of
sound was jumpy and jarring on the ear’ (90). Tleglia, including Wallace,
respond with ‘graciousness, delicacy, fairnessfaitkifulness’. Nevertheless, he is
‘wary of being exploited’ and ‘silently [keeps] higeather-eye upon all and sundry'.
Simultaneously, he is canny: ‘foraging for himse#s always to the fore of his
mind’ in the shape of his plan ‘to have his foéitelings published...a book of
poetry by Joseph Meehan standing by itself on H shbis study’. His cultivation
of prestige through the media is enough to secumedif a publisher that counts
themselves as ‘privileged’ and ‘honoured’ to haira [92). Once again, the shifting
levels of identity Nolan the author has set up gisive character of Joseph the

author are in evidence.
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At this moment, as a published author, JosepBtsudcing of himself from
his mother is complete. Nolan writes that Nora ‘tednto free her son from her’,
arguably absolving himself, at a remove, of his @etions in removing the role
played by the mother-figure in the writer's devetmgnt. He even effaces the
biological link, referring to Joseph’s publishing ‘his moment of birth’. He refers
to Joseph as someone who had now ‘defeated dy¢la aed bestowed birth to
himself. He birthed an author’ (92). The new idgnéicts as a prosthesis to his
status, as Nolan writes that Joseph the author Siaxed the same world as
everyone else’. The inter-relation of power/knovgednd his authority, manifested
through control, is now his explicit concern: he c@w choose ‘how much to tell
and craftily decide how much to hold back’, an eagon which invites further
scrutiny of this apparently candid text. IntriguyigNolan states that Joseph’s
‘voice would be his written word’ — a view whichagarly congruent with Brown’s
views - and sees his former language of movemeheapression effaced by the
written word, in an explicit acceptance of thedats the lingua franca of the
nondisabled world in which he seeks agency (93yeNbeless, Joseph’s language
bears the marks of his experience, as Nolan’s ataufithis London-based editor’s
response shows. Accustomed to dealing with ‘freieeds authors, she is
nonetheless ‘startled’ by ‘words which had beeediffrom the depths of
numbness’ marked by the ‘surrealism of a creatmibych had, chaos-like, nearly

clung forever to the lip of the abyss of hell’ (96)

The book Joseph publishes is, like Nolan’s, tilledn-Burst Of Dreams

The sight of the book as a physical object, emlyladowith his name as the author,
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is ‘truly intoxicating’, making him feel ‘dignified(96). This recalls, of course,
Brown'’s similar pleasure in the status of the autfitne physical image of his
words fascinates him; ‘how his words looked in priow his poems sat upon the
page’ (100). This pleasing physicality is almosisteised:

His fingers secretly licked the hard shiny cover,mentally

calculated the yield, but his gripping fingersitesd a

moment and then splayed open, dropping his logelgen

harvest on the kitchen floor (101).
His status confirmed, Joseph is finally happy toceale his place in literary
tradition, proudly taking his place ‘amongst theas of literature’. The author’s
status modifies his identity: ‘this book made sewiskis life’, Nolan writes,
describing it as ‘a reason for his being given@sd chance at birth’. This idea of
the book as an extended imposition of meaning Isstte¢ work of Kirmayer, and
also invites remembrance of, and comparison Wity L eft Foot The latter is
especially recalled by Nolan’s declaration on tiextricable link between life and
life-story in Joseph’s ‘foolproof account of hissperate disabled life' (101-2). He
nevertheless acknowledges the limits of his terheas he reveals his authorial
intention regarding ‘the doubting Thomases'’:

book or no book, they never deviated from theiyipg

assessment of him. He never hoped to alter thieikihg.

His book was not for them... (102).
Even as Joseph crows over the book as the sumntdtios identity, he finds that
his lack of voice leaves him unable to promoteténs with his authorial identity
during the promotional campaign around it. Nolaitegrthat the media ‘stepped

into his void and provided a voice for his mercLisaundfilled words’. The
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contradiction of the ‘void’ and the ‘soundfilled wts’ suggests a definition of voice
as a passive vessel, rather than the ‘disabilityevave might see evidenced in
Nolan’s distinctive style (97). The dangers inheérarallowing such ventriloquism
are made apparent when Joseph finally encountasstée journalist. This
character’s ‘[s]lowness to grasp positive stateisieand the fact that he ‘seemed to
be missing the point’ during the interview evokesv@'s point as to the
impossibility of non-dominant discourse being remisgd (98). The journalist
doubts Joseph’s authenticity, ‘looking for genius’past generations’, and
questioning ‘anyone and everyone’ but him. Josegzludes the journalist’s ‘naked
dislike for the fools of fate’, when he refusestiserve the writing process, or to
accept the resulting poem (99). The resulting lartraplies that ‘Joseph Meehan
the fraud’ who ‘never allows folk to see him typinig assisted by a ghost-writer
(107). Learning a lesson from this, Joseph is gally forced to call on his mother
for help for the rest of the media campaign. Hesttes her as his
‘amanuensis...his risen voice’. Her voice on theagadpeaking on his behalf
‘nulled his handicap’ and ‘highlighted his boy'snges’, as ‘his disability for once

played second fiddle to his art’ (103).

The genius identity is an obvious way of protegtioseph’s authority and
authenticity, as well as turning the momentaryresein his writing into a career.
Scholars and reviewers admire his ‘boy's boldnéssnpkin - fashioned, but vested
with cloyish cleverness’. As the book becomes asiedler, Brendan Kennelly,
Professor of English at Trinity College, Dublin,amrmoment that recalls the
function of Carey's introduction, confirms the clgann Joseph’s status when

introducing him to a public audience. ‘Nobody caakera poet’, he explains, ‘but
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when we look at that fella in the wheelchair theve,are looking at a poet, a pure
poet, he's a poet now’ (104). Furthermore, he isd/one of the People Of The
Year for his ‘outstanding contribution to Irish setg’ at the age of 16 (119). As he
accepts the award, he muses inwardly on his pasditithis society in the midst of a
paradigm shift in attitudes to disability where,tha one hand, the ‘future for
babies like him never looked more promising’, whutethe other ‘society frowned
upon giving spastic babies a right to life’. He ders how an unidentified ‘they’
plan ‘to burrow through the womb and label themdeath, to baffle their mothers
with fear for their coming’. He notes the irony tlaisability actually precludes anti-
social behaviour: ‘[T]he spastic baby would evertle soul which would never Kill,
maim, creed falsehood, or hate brotherhood’. Helcales by asking: ‘Why then
does society fear the crippled child and crow avieat may in time become a
potential executioner?' (119). This sharpeningaltipal thought becomes
increasingly apparent after Joseph’s success.Xaon@e, on the subject of
institutionalisation, to be addressed in Chaptdre3concludes ‘[bletter dead’ (127).
Similarly, he refutes the assumption that hisikfeniserable, noting that when
‘least expected...something else would happen to geay on his boyhood’ (128).
Yet even in these moments of happiness he thinkseotrippled brothers and
sisters who had gone before him’ and feels *hurtlieir never having had a chance

to experience’ what he has (129).

After finishing school, Joseph goes to Trinity [Ege to study literature.
Here he (supposedly) encounters the literary cémothe first time. Nolan
describes this encounter in adversarial terms:plose’challenged’ by the Anglo-

Irish literary tradition. He also undermines theéhauity of the canon by stressing
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the subjective nature of its merits, composed &saf ‘the fashionable greats in
literature’. Nevertheless, he comes to embraceifapecified) Bronté, Dickens,
Conrad, Sterne, O'Casey, Beckett and Synge, wiadigd munificent mullings in
his ribald mind’. He is no longer ‘a boy-writer, disciplined and gauche’ (156).
Nevertheless, Joseph is not in thrall to the greatsieving excellent marks for an
essay on Beckett by ‘reading what he wanted to inemBeckett's rolecall to
awareness’. Likewise, Nolan writes that Josephwifred at the greatness of Joyce’,
a turn of phrase which almost seems designed tdfréte comparisons made with
Joseph’s teenage work. This impression is reintblmeNolan’s observation of
Joseph’s desire ‘to emulate him [Joyce] for boyhsdaime’ (161). The answer is
perhaps revealed in Joseph’s ambitions for higéutu

[H]e nadir-aspired to mould his only gift into byin

bastardized braille so that fellows following nefiad to

nod yes to mankind's gastric view that man spesstdnd

crippled must forever be strolling as underlingshie
yapping establishment (161).

In conclusion, it can be seen that Nolan’s worlerdfclear examples of the sort of
language use that a combination of the work of Bawd Kirmayer traces back to
the body. Similarly, it can be seen that Nolan dgpla sophisticated awareness of,
and handling of, dominant discourse and the regsusgailable to him to
circumvent it. His use of the mode of autobiographfiction to emphasise his
artifice by laying it bare, a choice which in tueveals and undermines the
assumptions, conventions and shortcomings of iyeapproaches to disability, is
crucial in this respect. By deploying it he dis@dsaits, such as his sense of

oppression, that would appear to link him ideolatiicto the contemporaneous
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disability rights movement. This is not made explitcowever, but is instead
addressed within the more general terms of a beelisg to express itself
regardless odnyimposed interpretation. Nevertheless, developniargscial
sensibilities, as well as aesthetic ones, can &e ttehave had a marked impact on
the way in which Nolan writes, and indeed was #blee read. This is especially
true when he and his work are considered in corspario Brown. In Chapter 3, we
will examine a piece of writing that was publishedhe same period &lock but
whose long gestation period means that it was edin a considerably different

social and aesthetic milieu, all of which is appéia its form as much as its themes.
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CHAPTER THREE: RUTH SIENKIEWICZ-MERCER

| Raise My Eyes To Say @989, hereafteEyeg is an account, given in
the first-person, of the life of Ruth SienkiewiczeMer. Born in Massachusetts, in
1950, Sienkiewicz-Mercer was struck by encephadisn infant, which resulted in
a form of Cerebral Palsy much more severe tharetkaerienced by Brown or
Nolan, leaving her not just unable to speak, bt wery little control over her
limbs. The book is an account of her life from hi&th up until its publication,
covering her early childhood at home and in pragvesinstitutions, her long
incarceration in the hellish Belchertown State $tiimm the early 1960s, and her
gradual transition to independent living in thela®70s. The text thus deals both
with apersonaldisability experience and, through her involvemeith the

campaign for independent living, an expliclglitical sense of disability identity.

141



This is complicated by the fact that the text emeriyjom the context of her
political involvement: the ‘FREE’ education prograimmough which she was able to
write the book operated under the auspices ofrthependent living movement.
The book itself, as its afterword suggests, cas tieiseen as an extension of her
political interests:

the publication of this book will provide [Sienkiez-

Mercer] with the opportunity to engage teachepeesh

therapists, doctors and nurses, social servicesdars,

even politicians, and to raise their consciousaessit the

lives, needs and aspirations of [people with diges] (224).
Matters are further complicated by the impact @inBiewicz-Mercer’s disability on
the writing process. Although she developed a sysiecommunication through
facial expression as a child, she was diagnosed asbecile’ upon
institutionalisation, and thus denied not only #psrand education, but any
capacity for communication, for much of her childdq38). Thus, even when her
ability to communicate was finally (re)discoveredianurtured, it was irrevocably
stunted. Nevertheless, before entering the ‘FRE&y@mm in 1979 she had in fact
already attempted to compose an autobiographyoAgh, as with Brown, her
account of this first autobiography is availablesgoonly through the filter of its
successor text, it is nonetheless insightful. BagukB76, while she was still
institutionalised, Sienkiewicz-Mercer reveals déitHhbout the motivation behind this
first attempt other than that it developed outhef $peech therapy classes she was at
last receiving as part of sweeping reforms at Bakdtwn. She ‘spent a lot of time
talking...about different ideas for [the] book’ anéldan ‘to outline the basic
elements’ using a TIC communication device (17hisproject apparently

stagnated due to the laborious process of typimguRis device, although the text

acknowledges that her illiteracy was an ‘even gneptoblem’. By the time she
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enrolled in the ‘FREE’ program in 1979, after ligimdependently for some time,

she was frustrated by ‘the total lack of prograsshis project’ (172).

Through the ‘FREE’ program, Sienkiewicz-Mercer rS8&tven B. Kaplan (a
volunteer) and they began work, over 2000 contaatifor nearly a decade, on
what would eventually becontgyes(xxv). The text is credited to both of them, yet
the introduction and the afterword are both writtgrKaplan alone, a fact which is
especially significant given that these two sedigive an account both of the
composition of the text and its context. Ironicaltyis the very transparency with
which Kaplan details his involvement in the textdahe large amount of material
regarding him that it provides for analysis, whieaves him open to the sort of
enquiry that the more oblique collaborations ofygncand Nolan are spared.
Couser, for example, has classifiegesas being ‘akin to a slave narrative’ (Couser
2004, 38). He bases this on Sienkiewicz-Merceck & physical ability and
education which, he argues, places her ‘among &g do not write”’,
according to Philip Lejeune’s term for the subjestethnographic life writing (37-
8). Eyesmight thus, along with other ethnographic writsurh slave narratives and
so-called American Indian autobiography, be locatedne extreme of Couser’'s
continuum of collaborative relationships, which lréefly addressed in Chapter 1
(42). At this extreme, Couser argues, the divisiblabour where one collaborator

‘supplies the “life” while the other provides theriting” becomes particularly
apparent (36). The defining characteristic of #itsnographic category is the lack
of power on the part of the subject as a resutheif inability ‘to review the

manuscript and mandate changes’ (37-8). Thus, hemadtruistic and committed

Kaplan is, he possesses most of the power in theooative relationship.
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Furthermore, as Couser notes, such volunteerstoelmel amateur writers, who are
‘not necessarily conscious of ethical constrai(g). Given the voluntary nature of
the ‘FREE’ program, it might also be argued tha&nRiewicz-Mercer had only a
very limited choice of collaborator, and was ndeab be as selective as, for
example, Brown. These concerns can be balancedsaghe credit Kaplan gains
from displaying the sort of transparency with reger the composition process that
Couser takes as a likely indicator of ‘ethicallyed collaboration’, in the shape of

his lengthy introduction (35).

Yet the vacuum in Sienkiewicz-Mercer’s half of tiedationship, implied by
Couser’s continuum, is often impinged upon by Kaslattempt to contextualise
the text and its process of production. For exantpelescribes Sienkiewicz-
Mercer’s abilities thus: ‘She has never spoken edywoever written or typed a
sentence. She has had little formal educationyeads, at best, at a first-grade level,
recognizing only simple words placed before hea familiar context’ Eyes vii).

This description appears simple and straightforwgirak is the problem. Although
all of the above is ‘true’, Kaplan, perhaps demmatstg his training as a lawyer,
turns shades of grey into black and white. In fastthe text proper insists,
Sienkiewicz-Mercer did ‘write’, used recognisabteisds to communicate, and was
of average intelligence. However noble his intemgiare, Kaplan apparently
misrepresents the abilities (and thus the coniobybf his collaborator. He is
arguably, although perhaps unconsciously, follovartgaditional individual-
overcoming-adversity model of autobiography: overplasising her disability in
order to underline her achievement. This unconscamherence to tradition is also

apparent in his use of negative language to desbigsubject as a ‘victim’ of
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Cerebral Palsy, ‘confined’ to her wheelchair byumttionally useless’ body (vii).
However unwittingly, such language undermines Kaglaarnest efforts to
emphasise that the book is ‘recounted by Sienlaeslercer, and that it is ‘her
autobiography, written with [his] assistance’ (viiT his extends to his apparent
dismissal of her earlier attempt at writing, asrgasts that she has ‘never written or
typed a sentence’ (vii). However narrowly true thigtement may be, ‘writing’, as
Couser has noted, is a term that can cover anythomg invention to copy-editing,

and is thus applicable as a description of her Ea#npt (Couser 2004, 36).

Regarding the composition Bfyes Kaplan is far more precise. He describes
how Sienkiewicz-Mercer would initiate an anecdotthva word, either spelled (in a
‘very rudimentary’ fashion) by indicating lettera a spelling board, or selected
from words on two other boards. Kaplan would resploy asking questions to
establish the time and location of the event, apture precise details (x, xi). Next,
he would ask a ‘few dozen’ follow-up questions,ltring’ the story according to
her responses via facial expressions and soundsedinvalent of five minutes’
conversation would take ‘about an hour’. Importgrilaplan notes that he would
supplement Sienkiewicz-Mercer’'s account with intemws with friends, relatives
and staff, and by using official records, a trairencommon in biography than
autobiography, as Couser notes, and one that dsgiuather undermines the
authenticity of the text as ‘her’ story (Couser 2085). Next, he would write a draft
‘from Ruth’s point of view’ which he would read ald to her. Having ‘carefully
explored her reaction’, to make sure that she wasfortable with the descriptive
language and commentary’ he would write a finaftdiigyes xi). In the text proper,

written in conventional prose, the ‘seed wordsj(€ SHARI.GRETL.SOAP’.) are
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used as the titles of various sections, presunmebby reference to the text’s point of

origin and as a mark of authenticity (25).

Although the resultant text is largely written bgdan, he insists that the
‘thoughts and emotions, the impressions and obseng contained within are
Sienkiewicz-Mercer’s ‘alone’. Yet he appears toogruse that this state of affairs is
somehow unsatisfactory. He wonders, much as Watlaes of Nolan, what
‘idioms, vocabulary [and] tone’ she would use iéstould ‘express herself on
paper’ (xii). Although he notes that she has clairfeepossess an inner voice that
‘talks in words and phrases, sentences, even [golagit Kaplan is strangely
dismissive, stating that this voice would be mdtely to feature ‘internal sounds
and evocative non-verbal images’ (xii-xiii). He paps makes this judgement on
the basis of her limited external voice, able dolproduce ‘ten distinct sounds’
(vii). Furthermore, he appears to suggest thatksncz-Mercer’s subjectivity is
so radically internalised by her disability thaeshay perceive this inner voice only
as ‘some disembodied intelligence that drops byreyuent chats’ (xii). Kaplan's
dismissal of Sienkiewicz-Mercer’s inner voice pgrdtems from an inability on
his part to understand the unconventional subjegtarising from her disability,
thus supporting the theories of Galvin and Kirmaat unconventional
expressions of experience will be deemed irratibyahose more accustomed to
operating within dominant discourse. Although thiglermining of her authority
and viability is again unintentional, it once moagses the issue of Kaplan’'s
suitability as a collaborator. It might be argukedittthis is the inevitable outcome of
the unusual composition process, and that Kaplézaat attempts to make the

difficulties of the process transparent. He writes,example, of his attempt to
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avoid ‘unwittingly embod[ying] too many of [his] awprojections’. In a move that
might seen as an attempt to avoid the doubts @emcy that prompt Couser to
categorise the text as ethnographic, Kaplan atess#s Sienkiewicz-Mercer’'s
agency over the process, stating that the duo dfteemdered over an obscure
detail’ due to her insistence on getting it ‘jugiht’. He even tested her by
providing ‘plausible, [but] partially inaccurateisimaries which she refused to

accept (xv-xvi).

Kaplan insists that the textual voice he creatédase enough’ to
Sienkiewicz-Mercer’s own, functioning as an ‘acdarareconstruction of her
viewpoint’. Nevertheless, he acknowledges thawésn't really her own’ (xvii).

This is reminiscent of Galvin’s point regarding theed for identity, which will
prompt a subject to accept even an unfavourablgitgever the absence of one. A
paradox is apparent in Kaplan’s observation thater experience of hearing drafts
read aloud, Sienkiewicz-Mercer is ‘tasting...reakitad-about-things-going-on
language, for the first time’ (xviii). In this ‘rédanguage, and especially in the way
in which it effaces Sienkiewicz-Mercer’s ‘inner ¢ei, we might observe a parallel
with the ‘plain prose’ oMy Left Foot and the way it limits and effaces Brown'’s
attempts to express his experience. Couser hasveldsthat Kaplan's narrative
voice raises ‘questions of authority and authetytieind argues that however
‘scrupulous’ Kaplan may have been, the narrativieevof the text cannot be
regarded as Sienkiewicz-Mercer’s because it doeacmurately reflect her limited
verbal skills. Nevertheless, he defends it for @gpnting ‘a hidden population’ of
those unable to write because of disability (Cou9&7, 218). He later expands

upon this argument, defending the text more ropwsttl insisting that if it had
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accurately reflected Sienkiewicz-Mercer’s levelitdracy it might have ‘given a
misleading indication of her sensibility and inigéince’. Furthermore, he argues
that such a text ‘might have been unpublishabld garually unreadable)’ (Couser
2004, 38). This argument might be refuted usingcthsing passage &yes’
afterword, where Kaplan for the first and only timehe text presents an extended
sample of the ‘seed words’ from which he has extia@ed his narrative. He
reproduces Sienkiewicz-Mercer’s notes for a spéeghhe gave on her behalf at a
rally for deinstitutionalization, for the purposekillustrating both her capacity to
express herself and the validity of his translation

I.FEEL.(CLUE).TRASH.BELCHERTOWN.
.OLD.HOUSE.STINKS.
.(CLUE).HOT.BELCHERTOWN.
1.GETTING.LEARN.
1.GETTING.FOOD.MYSELF.
.PCA.ASK.ME.WHAT.WHEN.
.PATIENTS.MOVE.OUT.
.MONEY.PEOPLE.OUT.
.BROKEN.THEY.BUILDING. (224).

Kaplan’s account of this is:

‘| was treated like garbage at Belchertown. THerirary
stunk and the whole place was like hell. Now Igetting
an education. | go grocery shopping for myself ary
personal care attendants ask me what | want amdovhen
| want to do it".

‘All of the people still living at the State ScHahould be
moved out, and all of the money now being spettieat
institution should be directed to the handicappeaiple
living in the community. The State School shouddtdrn
down, brick by brick’ (225).
Although they are not necessarily evidence of aleidong-form text, these ‘seed

words’ are not only readable, but possess a ceptaetic quality, and thus literary

value, as Kaplan himself notes in his introducipin). Yet, in stating that it is
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‘better to have a somewhat misrepresentative teittiew from her point of view

than none at all', Couser ignores and effaces tiywords of Sienkiewicz-Mercer
that are made available to the reader in the feaddlext without (significant)
mediation, much as Kaplan effaces her ‘inner voigigh his ersatz one (Couser
2004, 38). His use of the term ‘unpublishable’'rsical to an understanding of this
apparent oversight. In employing this term, Couseeals the values that he applies,
however unconsciously, in assessing the text’siltiaf38). These become more
apparent in his suggestion that Kaplan's ‘misregmestion’ of his subject is

justified by his creation of a text that is ‘acdbssto a reading public that requires

a fluent, detailed narrative’ (39). Here, we cam garallels with Brown, and his

ambition to write a narrative that would reach ‘thikole world’.

In his haste to justify Kaplan’s ‘translation’ ofeBkiewicz-Mercer as an act
that simply serves to ‘amplify’ her voice, Cousaises the issues of ethics, but only
to question why anyone would see Kaplan's praegenethical (38). Although
Couser clearly appreciates that there might b@blem, he does not fully explore
its consequences. Yet these are hinted at by Besradition that Kaplan's translation
serves to ‘hypernormalize’ his subject as it ‘maskgrases the disability that has
so profoundly shaped its subject’s life’ (39). Thilsservation illustrates a
refinement of Couser’s earlier view, as discussettieé Introduction to this thesis,
that the ‘neutral space’ of a normalised text laagguwas, in its masking of an
author’s disability, a positive thing. Yet more imidoe made of the problem of
‘hypernormalization’ with regard to Kaplan. For exale, the link between a
reading public’s (supposed) demand for the fluéetailed narrative that such a

‘translation’ represents, and the broader contéat society's demand for
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conventional expression and behaviour, which artyyalayed a part in
Sienkiewicz-Mercer’s incarceration and mistreatmearght be examined. Couser
also clearly appreciates that there might be agtigcal problems with Kaplan’s

work, but similarly fails to fully explore their csequences.

He observes that the political and mimetic sen$espresentation ‘seem
somehow at odds’ in the Kaplan/Sienkiewicz-Mereationship, and that the
former ‘inevitably mis-speaks [the latter], givihgr his voice’. Yet he simply
concludes that this effect is ‘more of an ironyrtlza ethical lapse’ (39). Although
he concedes that ‘harm’ can be done to the subjeethnographic writing, his
conception of harm extends only to damage to tpeiracy, to their
reputations...to their integrity as individuals’ (4Rithough the latter phrase again
recalls Galvin’s point about the need for identitys deployed without the sense of
a potential for oppression that she recognisegdddCouser reasons that
ethnographic subjects ‘are less liable to damagédéproduct’ because they may
well ‘never confront their published alter egosstatement which arguably ignores
the real-world effect of such texts (42). Althoughdoes note the danger in ‘the
appropriation of a life story for purposes not slror understood, or consented to
by the subject’, this is not a charge that he eetlKaplan (48). Arguably, Couser
believes that as Kaplan and Sienkiewicz-Mercer hbhgesame end (independent
living) in mind, the former cannot be misapproprigtthe latter’s story. Yet, as
Shakespeare’s work on the stagnation of disabilifiyts has shown, an attention to

the means, as well as the end, is crucial.
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The seriousness of this problem can be illustrbtesome of the imagery
employed by Kaplan in the introduction. Presumatsiyan attempt to emphasise the
text’s significance (and thus its popular appead)strives to expand the personal
into the general, just as Collis urged Brown tonmtaphorically transfiguring
Sienkiewicz-Mercer’s disability-based distinctidxternal to the text proper, this
cannot be excused by the aesthetic appreciatioBgweirs. In this practice, Kaplan
reveals a profound misapprehension of key disghgdgues. He claims that
Sienkiewicz-Mercer’s ‘very existence embodies thedpminant symbol of our
century: the concentration camgyes xxv). With all the inadequacies Spivak
ascribes to ‘simple’ language, this phrase conatdislthe traditional assumptions
about disability of the sort apparent throughoetittiroduction, and reveals the risk
of the imposition of meaning that Kirmayer idergdi That Kaplan should
appropriate his co-author’s ‘very existence’ asaful symbol for ‘our’ dominant
/ableist discourse is deeply troubling. In a ways fortuitous that he should couple
this with concentration camp imagery: the symbappropriation of disability has
gone on long enough to be widely accepted withaeston, but the removal of the
concentration camp, in a similar fashion, fromegablished social-historic
specificity and meaning is more likely to raise lenyavs. This juxtaposition reveals
the same concealment of real social oppressiorigisanilarly concealed when
Sienkiewicz-Mercer’s disability is appropriated.eTparadox of Kaplan's image in
implying that she is oppressed (the notion of oggiom is clearly suggested by
Kaplan’s own imagery) by her own body-her selfotiher words, rather than the
society that incarcerated and abused her—is tmag/thinto sharp relief.

The mingling of disability and concentration camgagery brings to mind

the early-twentieth century popularity of eugeritwat reached its peak in the Nazi
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Holocaust: a vivid illustration of the fact thatffaring and oppression is a social
condition, rather than an individual one (the eugdink is further strengthened by
Kaplan’s unfortunate decision to further descrilleniewicz-Mercer’s body as a
‘natural’ concentration camp). The associative leaper incarceration at
Belchertown requires little imagination. Yet Kapldoes not make it. Despite the
book’s origins in a political project, and his stated commitment to expressing
Sienkiewicz-Mercer’s experience, a precise focudisability as a political identity
is missing from the introduction, even as it featuthematically in the main
narrative. The link between Sienkiewicz-Mercer'stitutionalisation and the
concentration camps is apt and, in its shockingneaimight have revealed
something to the nondisabled reader about their, aneh wider, attitudes to
disability in the last century. Instead, her suffgris blamed on her body rather than
the social system, dividing her against herself. digability is individualised and
symbolised for a story which suits ‘our’ (nondisadb) purposes.

There is a possibility that the fault-lines in Kapls statement are the
remains of an initial intent to draw such expljgérallels between Sienkiewicz-
Mercer’s incarceration and the Nazi concentratimmigs. Perhaps this position,
revealing the nightmare of failed independenceieémi8ewicz-Mercer’s blameless
incarceration, was suppressed in favour of a st@tywould boost and reassure
society through the story of an individual’s triumpver the tragedy of her
disability. Might the desire to give the memoir aga market (and therefore
nondisabled) appeal motivate such a move? Cointatgnin the text proper,
Sienkiewicz-Mercer herself, musing on the contdra oharity appeal film, notes
that ‘the general public's attitudes...had a great tiedo with determining the tone

of the film’ (21). Even so, the proffering of Sieaewicz-Mercer as a symbol, an
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embodiment of somebody else’s values and ideologgates both her humanity
and agency. It also undermines and contradictpuhgose and point of ensuring
that Sienkiewicz-Mercer tells her story in her a@mms: if her identity truly is

inscribed in her body, why would it need the exéegesa memoir?

Kaplan’s symbolic appropriation of Sienkiewicz-Mer might simply be
seen as an extension of the issues of symbolisnmaaahing that arise from the
composition process. As noted earlier, he acknogded difference in language
use resulting from Sienkiewicz-Mercer’s disabilibat is arguably literary. He
notes that she must ‘choose her words more caye¢hadh anyone’ and is thus
forced to ‘utilize an economy of language’. Thuw avoids the ‘trivial verbiage
found in casual conversation’. Furthermore, sheds/oneaningless or misleading
statements’ which might ‘waste the attention of fugtlience’. She is
‘innovative ..yet always blunt’ and uses conversation ‘to reveat,to mask, her
thoughts’. From one perspective, this might seesnvtry opposite of literary
language: the terms ‘misleading statements’ amdatrverbiage’ could have been
coined for a work such &gistram Shandyfor example. Yet if Sienkiewicz-
Mercer’s ‘economy’ of language is linked to Wallacdescription of Nolan’s work
as ‘dense’, it might arguably be seen to sharetainditerary quality. Kaplan
describes Sienkiewicz-Mercer’'s communication aghmmost fundamental sense,
pure poetry’. He bases this judgement on his b#t@f her limited communication
system means that she ‘speaks symbolically’ byssige He elaborates: ‘Her
every verbal utterance engages language at its coogtressed, essential, yet
suggestive level’ (xiii). Kirmayer would of coursegue thaall language use is

symbolic, and this reminds us to consider his tey &bservations: that meanings
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are often imposed onto such symbolic speaking lyiant discourse, and that
such speaking is rooted in the body. As noted ali§aplan himself seems aware
of this risk in his description of the compositjprocess. Not only did he at first feel
that Sienkiewicz-Mercer ‘settled too quickly’ orshmeaning, but also that she
‘appropriated [his] suggestions as her originabtias’ (xiv). This can be seen as
the sort of subjectification through language tBatvin mentions, and the
imposition of meaning by dominant discourse thatri@yer mentions. The disabled
body, too, plays a role in delimiting meaning. Kapktates the possibility that
sometimes ‘Sienkiewicz-Mercer was simply tired #mas willing to accept my

earnestly offered semi-truths' (xiv).

Instances in the main text indicate the problerditbérentiating between
Sienkiewicz-Mercer’s deliberate use of symbolisrd &aplan’s imposition of
symbolic meaning for effect. For example, the ssedls
‘GRAY.HAIR.BROOM.BACK’. prompt a passage describinge of Sienkiewicz-
Mercer’s fellow patients at Belchertown with a defed spine and long grey hair
as being reminiscent of ‘the mean old witch of whiodmad heard of so often in fairy
tales’ (51). It is clear from the seed words that $ymbolic association was
Sienkiewicz-Mercer’s not Kaplan’s. From this negatassociation springs another:
‘The hunchbacked witch quickly became a symbol airth4’. One might argue
that Sienkiewicz-Mercer’s use of this idiom of thenstrous regarding the
disability of others reflects the sort used by Sadls criticised by Zola. On the
other, it might simply be argued that, as with Kapd analysis, her disability means
that she has to use language economically, andttesstereotype is one method

available to her. The similarity to Sacks in ddsiag other patients is not an
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isolated incident. Tom Shakespeare has referr&adis as ‘the man who mistook
his patients for a literary career’ (Shakespea@51937). With this in mind, we
might also recall the theories of Davis and Mitthegjarding the idea that deviance
serves as the initiating point of all narrativeour consideration of another passage
detailing Sienkiewicz-Mercer’s account of fellowtieats. Here, the narrative
reduces these people to their most crudely ‘interg'sfeatures. Kaplan arguably
plays a role here too, turning ‘.IMAGINE.VOMIT'.,CLOCK.MILK’., and
*.CAR.POLICEMAN.SOUND'. into the more allusive ‘Theetch’, ‘Daisy’ and

‘The Siren’ Eyes 52). Yet, after describing these ‘extraordinangracters’, the
memoir adds that the State School was ‘the oneméere they should have
received empathy and understanding’, in the pro@s=aling the way in which the
passage, subject to the conventions of narrata® uimdermined the political
purpose of the book (54). In mitigation, it migl& &rgued that Sienkiewicz-
Mercer’s experience on Ward 4, her second warcegthgrtown, occurred when
she was a child, and with its population of theesely mentally and physically
disabled patients, must have served as a shockpegience after the relatively
high-functioning Ward 1. It is interesting to ndkbat the description of Ward 4
recalls Brown'’s first account of seeing other disdlpeople for the first times, at
Lourdes and the clinic: ‘Ward 4 seemed a humanelasd. It presented a
staggering array of crippled bodies and damaged snia living picture of pain and
madness’ (49). Like Brown, it might be argued tinat text documents Sienkiewicz-
Mercer’s perspective changing over time. For examalthough she later observes
the apparently constant pain of a severely retangddocephalic girl with a sense
both of ‘grotesqueness’ and ‘pity’, the text adds:

I'm sure that a lot of people would look on me pss|
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viewed that girl, believing that life couldn't @itsly offer

me anything worthwhile on account of my ‘pathetic’

physical condition. | know far too many people vdre

enjoying their lives fully, yet appear to othessptiful (90).
As if to illustrate this point, she describes tationship between Terry, a blind
and dumb girl, and Diane, her therapist. She nibi@sthe pair ‘interacted on a level
that very few people would have thought possitdeg concludes that her
experience of living for so long ‘with people whave been totally rejected by
society’, and of being ‘written off by nearly evene’ has made it ‘very difficult to

draw the line at which life is no longer worthwhil8he concludes: ‘I choose not to

draw that line at all’ (92).

Thus, just as the conventions of narrative thresdaindermine
Sienkiewicz-Mercer’s political aim for the book, isocommunication one of her
central thematic concerns. She insists that habiiity to speak’ is ‘the single most
devastating aspect’ of her condition and has theesaish as Brown, to ‘be able to
talk, if only for one day, or even one hour’ (12-8% a child, she frowned to say
‘no’, raised her eyes to say ‘yes’ and combineditefor ‘maybe’, adding
emphasis with ‘a number of different vocal sounad tacial expressions’ (6-7).
Thus, she did not have ‘much of a chance to devekkills of self-expression’, as
most conversations were like ‘playing a perpetaahg of twenty questions’ (7).
Furthermore, she has always been dependent ors athleer efforts for self-
expression and communication. The consequencée dailure (or refusal) to
understand her are considerable and felt througheuext, in particular on her
arrival at Belchertown at the age of eleven in 19&2viously accustomed to

progressive care, she is eager to meet the pdugilshe is going to ‘work with’.
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Instead, she is misdiagnosed, yet again, as aretiteb by the school's head
physician: something she ‘cannot view...as an undedstble mistake’ (38, 39).
The attendants make ‘little effort’ to communicatigh her, and talk ‘disparagingly’
about her to her face as if she were an objeecttitige he like one as they do, leaving
her bed-bound and force-feeding her (41). She n@tedong as these people
considered my brain useless and my facial expressiad sounds meaningless, |
was doomed to remain “voiceless™ (42). This comtream be seen to illustrate
precisely the points made by Kirmayer and Galviawbirrational’ discourses not
being recognised. It also powerfully illustrates #xistential and political reality of
Sienkiewicz-Mercer’s understanding of voice: for liés not an abstract concept,

but absolutely crucial to gaining power over héuaion.

This withholding of communication even appliesSienkiewicz-Mercer’s
relationship with her family. During her first feweeks at Belchertown, her one
comfort is the constant stream of letters fromrhether. When she finally visits the
school, Sienkiewicz-Mercer attempts to communit¢ateer mother the appalling
nature of her treatment. Yet, she is unable taiaitdialogue, and is instead ‘forced
to rely on her mother’s questions in order to comivate specific information’.
Thus Sienkiewicz-Mercer is unable to express thesalshe experiences at the
hands of the staff:

| was unable to tell her...that | was being fed gnlrack
through a watering can, or that the attendantepesl it if
| cried during feeding because this made it edsiethem
to shove food down my throat (60).

Sienkiewicz-Mercer reports that her mother undedtinat she was unhappy, but

‘did not understand how bad things were’ (60)t Beems charitably doubtful to
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believe that her mother did not pick up on her déeigs distress, a subsequent
event confirms this. One month later she is tak@msiing by her parents. The
physical evidence of her decline is undeniabldeasody speaks: ‘The previous
summer that bathing suit had fit snugly; now it pm me like a sack...Any further
questions about how | was faring were unnecesgéty’. Sienkiewicz-Mercer
insists that she would have given ‘an unmistakabkwver’ if anyone had asked her
if she wanted to leave the school. But as noboaygdand she ‘could find no way to
make such a statement spontaneously’, she is agepg. As with the abuse by the
staff, it can be seen that this impossibility ofrcaunication is not accidental, but
rather a result of imposed values: as Sienkiewiezddr is ruled an imbecile her
utterances are interpreted as nonsense, whilevérgual revelation that her father
insisted upon her staying at the school explaimsiieher’s refusal to ask questions

that could prompt unwelcome answers.

Unable to communicate, or rather to be recognesecommunicating,
Sienkiewicz-Mercer retreats from her hellish sikmatembracing a more extreme
form of the solipsism experienced by Brown. Sheena ‘private world of memory
and imagination’ where time becomes ‘a blur’. Shees that this experience is un-
narratable, as ‘that period is a fog of people lagldaviour that [she has] tried very
hard to forget’ (56). When trying to remember tledails of this period in order to
write the book, her words recall the warnings ovidaShakespeare and Mairs
regarding the re-inscription of pain. She statghi order to write this book, | have
strained to recall details of those intentionadigtimemories; very few events of
those days seem worth remembering’ (85). When dlaceWard 3, with the most

radically damaged and disturbed patients, her seheeternality attracts her to the
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notion of abandoning any attempt at rational comigation whatsoever: ‘In an
occasional moment of weakness, or just to let@ffies steam, | allowed myself to
join the chaos with a yell or a shriek’. Only ‘peidkeeps her from making this a
habit (77). Yet gradually, she learns to fashiondwen internal narrative, in the
form of daydreams where ‘[nJobody was the leashhitdicapped’ (77). Over time,
these narratives became more complex, with a const¢echnique. Sienkiewicz-
Mercer would cast herself as both author and pootiagin tales reconstructed from
her memory of th&lancy Drewbooks she had read as a child. As she puts it:

When it came to the crunch between the horriladtres of

the ward and the wonderful adventures of my imatgm,

the world of Ruth Drew won out enough to keep rieaa

(78).
Although amongst girls of her own age, Sienkiewhéercer refutes the idea that it
was ‘any kind of peer group’, noting that all oétbther patients were ‘totally
incapable of interacting in any way with the woaldund them’ (79). She views

them simply as ‘a nameless group of immobilizedpteavhose mental condition

‘cut them off from the world’ (80).

Yet Eyesalso presents another, more hopeful portrayaie@pbsitive
possibilities for interaction between disabled gedpemselves and between
disabled people and progressive able-bodied pesypid as that between Diane and
Terry addressed earlier. This is evident even gienkiewicz-Mercer’s arrival at
Belchertown, in Ward 1, where she recalls the i@tahip of the mildly retarded
April with Theresa, a wheelchair user. While thenfier dresses and feeds her
partner, the latter reciprocates by ‘constantlyisidg and instructing her with

gentle, understanding firmness’. Sienkiewicz-Mei@eserves that ‘the spirit of
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their relationship was not unusual’ on the ward-§35lronically, she theorizes that
her own friendship with Goldy, a ‘retarded’ womaras only possible because the
latter was unable to comprehend the abstract conce&gienkiewicz-Mercer’'s
supposed ‘imbecility’ (46-7). Perhaps the most ifigant example of alternative
communication is the relationship that developsveen Sienkiewicz-Mercer and
another patient with Cerebral Palsy, Theresa Lada@ue is described as her
‘physical duplicate’ who ‘showed [Sienkiewicz-Mergaow [she] must look to
other people’. After some time in the same wardnlbewicz-Mercer becomes
aware of Theresa using sounds ‘precisely’ as ske,dind also that she is seeking a
‘response’. They begin to “talk" to each other..aigh sounds and facial
expressions’. This communication grows sophistat&eough for them to share
‘opinions and feelings about living on the ward3)6Crucial for this thesis is
Sienkiewicz-Mercer’s insistence that this exchafgly developed into a
simultaneous experience for the pair of an ‘extla@ry insight’ that they ‘shared’,
and that, furthermore, ‘no one who wa# just like usould possess’ (my emphasis)
(64). This insight is strongly reminiscent not onfyBrown’s account of his
revelation after his time at the clinic, but al§d<armayer’s argument that a
common experience of embodiment leads to a shareity/ldexicon, upon which all
meaning in language, via metaphors of the bodyased. Just as Kirmayer
acknowledges that bodily difference will affect htive body is used metaphorically,
so it might be argued that such metaphors can tyeted by a group who share
physical difference, forming a new lexicon. Thiarguably what Sienkiewicz-

Mercer and Ladue achieve.
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Sienkiewicz-Mercer and Ladue develop their owretsal language’ over
the following months, constructing a ‘basic, ydeefive, system of
communication’. They use events as opportunitiegveal to each other what their
individual vocabularies of sounds and expressioearmThey become attuned ‘to
every change of tone and pitch’, familiarizing themtves ‘with what each sound
meant in terms of emotion, opinion, or thought'd audying each other’s faces for
expressions (65). Thus, when Sienkiewicz-Merceraaaknoise and purses her lips
upon being read a letter from her sister Shariydseelater repeats the sound and
expression in order to refer to Shari. Similarytheame residents and staff by
tagging them with sounds or expressions, and HEaiiimost without realizing it’)
to supplement the system with simple hand gesturesmanner that again suggests
Kirmayer’s theories about the embodied basis ajuage (66). For example:

a sideways movement of the hand and forearm itetica
that the subject of discussion involved emoti@rmsup-and
-down movement indicated that the subject wasrsope
an upward movement alone meant ‘man,’” a downward
movement alone meant ‘woman’; raising the handarols
the face meant ‘I'; an abbreviated movement oftiied
towards the face meant ‘who?’; a more rapid moveroé
the hand toward the body meant ‘I'm mad at myself’
Sienkiewicz-Mercer goes on to describe a ‘typi@aiversation’ that the pair might
share:
| would raise my arm to show that | wanted to &llout a
man, then purse my lips to show that | loved prasson.
After Theresa answered with an affirmative soundould
go on, perhaps following up with a babyish crygargle.
This might confuse Theresa, because | had justifteel the
subject as a man | liked. To clarify the pointyduld look
over at Theresa's teddy bear. Once she caughbjeet of

my gaze, she would understand, | hoped, that Ital&sg
about a baby boy (67).
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As revelatory as this account of a new languageds\uSienkiewicz-Mercer is
quick to admit that the system had severe limit&ticGhe reveals that the pair’'s
attempts at communication often failed. More sigaifitly, she notes that, ‘by the
very nature’ of the system, neither party couldrdesure ‘whether a message had
been interpreted correctly’. Understanding relipdrueye contact and ‘intuition’,
but even so there were times when: ‘one of us ctallidhat the other one didn’t
know what the hell we were talking about’. Hereg limits of discourse provide a
useful safeguard. As Sienkiewicz-Mercer succingtlys it, ‘[h]alf the battle was to
keep the topic of conversation within the limitsidfat we reasonably could expect

to tell each other’ (68).

Conversely, she observes that the more the tweecsed in this way, the
more sophisticated and yet simple they becameein @ise of it. Indeed, ‘there were
occasions when we stared into each other's eyesanchunicated messages
without making any sounds, expressions, or sigoiadsy kind. In these instances
our eyes did all the talking...and all the listentno’. Is this perhaps the return to
the lost state of wholeness, pre-Symbolic ordelingawith Wilton’s analysis of
Lacan? Certainly, it is an escape from the soc@lystructed carnal oppression
that Hughes and Paterson describe in social enexsuiiity ‘sharing the experience’
with Ladue, Sienkiewicz-Mercer finds that she hessed her pain and frustration’.
In this context, their misunderstandings and incamiceble thoughts ceased to
matter: ‘What mattered was that we each had somwbnewas trying to
understand, someone deeply interested in our felind willing to share those
feelings totally’ (69). The viability of this systeof communication is demonstrated

later in the text, when Sienkiewicz-Mercer is afolesuccessfully tutor another
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patient with Cerebral Palsy, Donna, in its use. &lfeeves this through simple
repetition: ‘I just kept repeating basic expressitmher, communicating simple
messages about how | felt about a particular permoa meal, or anything else
around us’. When Donna eventually learns the laggu8ienkiewicz-Mercer is
surprised at ‘the depth of Donna's personalityiatelligence’. Given that
Sienkiewicz-Mercer feels ‘more sensitive to hemtih@ost people’ because of their
‘similar physical attributes’, and yet only begiasknow her after months of
communication, this leads her to wonder: ‘[HJow keba "normal” person be

expected to understand her?’ (118 -21).

The above question prompts another: given thereatiuithe composition
process and Sienkiewicz-Mercer's insistence thhbdy else could understand the
communication she shares with Ladue and Donna,duad Kaplan give such a
detailed account of it? Arguably, however, the systems of communication are
not incompatible, as Sienkiewicz-Mercer’s eventualakthrough at Belchertown
illustrates. After a successful lawsuit over haecrdonditions at the home, brought
by friends and families of the residents, the hasr@aced under direct control of
the federal district court in 1973, resulting imadtic reforms’ (viii). A new
generation of more considerate staff are emploged,one nurse, Wessie, finally
notices that Sienkiewicz-Mercer gestures with lyeise

She put the spoon down and thought for a few s¥szdhen
asked, ‘Ruthie, are you trying to tell me somegRinWith a
broad grin on my face, | looked at her squarehefT|
raised my eyes up to the ceiling again with such

exaggeration that | thought my eyes would pophupugh
the top of my head. Wessie knew she was onto $unget
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but she wasn't sure just what. She pondered fiew anore

seconds...then it clicked! A silent conversatiaslied

between us as loud and clear as any spoken wévds.

before she asked me a dozen times over, and Hefore

exuberantly answered a dozen times with my eyissda

skyward, Wessie knew. And | knew that she knewa$

raising my eyes to say yes (110).
Although this is apparently a massive breakthro&sbnkiewicz-Mercer notes that
it was still impossible for her to make spontanestasements without engaging in
‘a frustrating guessing game’. As with Ladue, sheases to embrace this limitation,
in order to ‘avoid going crazy with frustration’y becoming ‘very selective’ in
choosing what she would attempt to communicatenBee her attempts relied on
the listener’s intuition, and free time (112). THependency is made all too obvious
when another member of staff accidentally breakddweby lifting her roughly.
Sienkiewicz-Mercer notes that staff member didrepbrt the injury ‘because
nobody confronted her about it’ (132). Even whengaan is noticed, she is unable
to direct attention to her hip. She thus enduresth®oof hip pain because the
doctors ‘couldn’'t be bothered to let [her] know wvas going on, or even ask [her]
how [she] was feeling’ (133). She notes that tmability to communicate...made
the physical pain worse’ (145). The ultimate reslen of her dependency and
powerlessness as a result of this institutionéla to communication comes when
the pain causes her to contemplate suicide, onlgdoto realise that not only can

she not do it herself, but that she ‘couldn't exsk someone to do it for [her]"

(135).

Now sharply aware of the intersection of language dependency, it is

unsurprising that Sienkiewicz-Mercer takes an egewhen she overhears another

patient, Diane, talking about an independent liypnggram. It appeals to her
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greatly: ‘[H]earing her talk about the independéstshe would lead quickly
convinced me that this should become my goal ab (#dPR). With a new focus on
independence, she begins to take advantage of dranees in communication
therapy that are made available at Belchertowhemtid-1970s. As a result, her
expressive capabilities ‘took huge leaps forwalka@y to this is her relationship
with the speech therapists, not least their s@asupartners’, open to negotiating the
structure and function of communication techniqw#hk her. This relationship can
be seen as the model for her relationship with &apénd also recalls the sort of
reconfiguration of language that Bernadette Nol#ered her son in Chapter 2. On
beginning the program, Sienkiewicz-Mercer is ablegell one-syllable words,
selecting from an alphabet chart via eye or naggeasds. An initial introduction to a
more complicated system of ‘ITA graphemes’, utigssymbols to represent sounds
rather than letters, proved too taxing for her tstar. In describing the process of
learning, she reveals how closely intertwined spepkeading and writing are:

It's difficult to learn how to spell when you datalk or

write, when you can't feel the sound of words caraut

of your mouth, can't watch the letters take shappaper

at the point of pen or pencil. | could only sound the

letters in my head and write them out longhanchyrmind.

As aresult, | had a tough time spelling word$ trsed

different letters but sounded alike.
Like Nolan, she is forced to memorize words in legwvriting them down (153-4).
As her limitations are explored, Sienkiewicz-Mereintroduced to a range of
communication devices. The first is a simple waoodrdd of ten items. Next, she is
given an experimental device known as ‘the exprésBasic messages were
inscribed around a ring of flashing lights. A mexcawitch triggered by

Sienkiewicz-Mercer’s raised forearm stops the sage@t a particular bulb (155).

The device is unwieldy and unreliable, yet she nlese ‘[I]t was exciting for me to
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produce messages, even such simple ones, withgamh&s assistance’. With the
coming of the age of the personal computer in 880%, her options increase
greatly. She now uses a head-switch to select wvanxdphrases on a screen, which
could be stored and actually spoken aloud by aeveynthesiser later. By 1987, a
refinement of this system uses allows symbols poegent the phrases more
economically (156).

Just as Sienkiewicz-Mercer begins to find her geaisvoice through speech
therapy, so too does she begin to locate her gallitoice. One of her speech
therapists, Chris Dendor, is ‘a strong advocatii@fvomen’'s movement’ and in the
course of their discussions, Sienkiewicz-Merceregibers becoming ‘increasingly
enthusiastic about it too’. It is important to nttat these discussions are a
revelation for her not just for their content, lalgo for their structure: unusually for
staff members, Sienkiewicz-Mercer remembers thaidDe‘viewed
communication with me as a two-way process, andyalke me plenty of
opportunities to express myself’ (158). It is imamoit to note that her newly gained
ability of self-expression is in many ways an emdself for Sienkiewicz-Mercer:
she recalls the relief simply in being able to degl in words, something as
simple as ‘.|.FEEL.BAD’ (160). She soon begins taster language, customising
her word boards to her identity (181). Not longeathis she makes her first attempt
at autobiography. The timing of this brings to mthd words of Davis and Couser
regarding the association of autobiography witlepehdence, and also the role
autobiography can be seen to play in the shapinigechuthors’ identities in the
work of Brown and Nolan. There can be little codtenice in the fact that this
development comes at a time when, after makingacomtith independent living

advocates Carol and Paul Shelton, Sienkiewicz-Menmves to Alpha House, a
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halfway house in the school grounds designed thnaatise patients to living in the
community (184). Indeed, she remarks of the moaettie resultant privacy made
her ‘feel more like a real person’ (186). Furthereat this time she encounters
Sue, a wheelchair-using student, who gives theleess ‘peer counselling’ lessons
on living out in the community (193). Sienkiewiczekter is ‘inspired’ by her, not
least because she recognises Sienkiewicz-Merckigity as made up of inter-
connecting elements, rather than as monolithicdiigbled: ...she treated me like
a woman’ (194). Although it is not made explicitist subtle reference to feminism
serves as Sienkiewicz-Mercer’s introduction toulheer field of identity politics.
Soon after this meeting, Sienkiewicz-Mercer malas'first public appearance as
an advocate for the rights of the physically haagjed’, on March 10 1978,
addressing an audience at International Women’skdethe University of
Massachusetts. Of her speech she recalls: ‘Orfeedheémes | stressed was my
lifelong dependency on other people and the fatltivas rarely respected as a
woman and as an individual’. She also stressedxpansion of her communication
techniques, and of the efforts made by many ‘pewle a disability...to become a
useful and productive member of society' (199). M/blee finally leaves
Belchertown in 1978 to move to independent livingpringfield, the narrative
notes that the ‘worst chapter’ of her life ‘hadtjeaded’. Whether this turn of
phrase is Sienkiewicz-Mercer’s or Kaplan’s is htardell, but it certainly has a
resonance: Sienkiewicz-Mercer has mastered boththar and her own narrative
(201). Tellingly, shortly after leaving Belchertowshe grows frustrated by the lack
of progress on her autobiography, and enrols inRREE’ program, where she
meets Kaplan (210). The resultant text statessiopening pages: ‘Despite my

unavoidable dependency on others for physicaltassis, | am a very independent
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person in thought and spirit. | have always striteehe as self-reliant as possible’

(12).

Sienkiewicz-Mercer’s last act of independence, éwav, is contained in a
meta-narrative involving her parents that emergestds the text’s end (a feature
also apparent in the autobiographies of Brown aolhiN as we have seen). The
earlier portion of the text records that her paséneren't very happy’ about
sending her to Belchertown when they were unabsdftod better care for her (35).
A degree of sarcasm is apparent in the text’s gju®s# observation that her parents
‘failed to mention’ the high death rate amongstdests at the school, and also
‘neglected to tell’ her that she could be admitteele only upon the proviso that
they accepted a misdiagnosis of their daughtemasitally retarded’ (36). Despite
her account, detailed above, of being unable tonconicate with her mother, she
later observes that it ‘probably wouldn't have dethanything’. More explicitly,
she finally observes: ‘I have always believed thgtparents could have worked out
a way to care for me at home’ (73). At the conduasaf the text however,
Sienkiewicz-Mercer reveals that the subject ofgeents offered the ‘only real
difficulty’ she encountered in telling her storyKaplan. She notes that her excuses
for them ‘sounded true enough’ and that she ‘alrsokt’ Kaplan on this version of
events. Yet the text reveals that Kaplan probeduidher details until she admitted
to asking her parents ‘several times’ to take loendr permanently, and that they
had ‘undoubtedly’ understood this request. Whenl&apushes as to why her
parents didn't agree to take her home, she giveseply’ (210). He responds by
‘gently but persistently pursing ‘the whole stor8ienkiewicz-Mercer faces a

dilemma common to those with disabilities: she caraiford to alienate those upon
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whom she relies. She notes that her parents ‘fetlg@me of the early parts of the
book’ and were ‘enthusiastic’ and supportive, adthis that she ‘didn't want to
hurt [her] father's feelings’ with her commentst bdds that after ‘thinking the
whole thing through’, she decided ‘not to pull angre punches’. She now states,
unequivocally:

.D.A.D.$?*|(Assholg

It was my father's decision to send me to Beldvent as

well as to keep me there. He made that decisiamag
Mother's wishes (211).

The conclusion of the text is not exclusively canee with individual
independence, however. Indeed, Sienkiewicz-Mer@at®unt of her first
experience of independent living focuses on thetfat it took place in the context
of a small community of people with disabilitieid is reflected in her use of
language, with much of the account being relatatienfirst person plural:

We always had turnover problems....

In our first few months at Linden Towers...

...[W]e had nobody to blame but ourselves if somgbod

turned out to be unsuitable (207).
Similarly, she involves herself, as an assistanthe ‘augmentative
communication’ workshops of one of her therapiBtsHoward Shane, and
becomes an advocate for highlighting ‘the distmectetween receptive language
ability and expressive language handicaps’. Thisiin leads her to adopt the
position that mainstreaming of disabled childreediucation is ‘essential in order
to prevent a handicapped child's life from beingted’ (216-7). As mentioned
earlier,Eyesis, according to its afterword, intended as a phsuch advocacy.

From *.1.HOPE.TEACH.DOCTORS'., Kaplan extrapolatignkiewicz-Mercer’'s

desire to ‘address, and educate, professional$ disaiplines that deal with the
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physically handicapped’ in the areas of deinstiuaiization, mainstreaming and

communication (224).

In conclusion, it can be seen th&aise My Eyes To Say Ye®oth an
insightful and a problematic text, and that bog#sthqualities arise from Kaplan’s
role in its composition. In telling his subject®sy, he does, as Couser argues,
inevitably mis-speak it. Yet at the same time, matthe thematic content shares
the same connection that the works of Brown anchidb, which suggests a
certain degree of authenticity. It is hard notgelthowever, especially in
comparison with the life-writing of disability agtsts to be addressed in Chapter 5,
that Kaplan's perspective on Sienkiewicz-Merceugst to gain her voice is
distorted by his focus on the individual elemenfip@us which is a result of the
traditional progressive autobiographical narrafowen he deploys to tell her story.
In this way, the hints of an alternative disabildgntity experience, such as is
suggested by her analysis of inter-disabled inggretidencies and the Kirmayer-

style bodily lexicon that she shares with Laduencea be adequately addressed.
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CHAPTER FOUR: CHRISTOPHER REEVE

Christopher Reeve has been called ‘the most revedyperson in a
wheelchair ever’ (Johnson, 129). When the famawsed famously able-bodied,
actor was rendered quadriplegic as a result ofsehading accident in May 1995,
he received a tremendous amount of media intengispablic goodwill in the
aftermath of the accident and throughout his rditation. His subsequent re-
invention of himself as an advocate for those wjimal cord injuries might have
been taken, by a disability movement emboldenetth®y 990 Americans with
Disabilities Act, as a sign that it had found tleminent spokesperson it had long
sought, someone who ‘would begin to talk publidiyat the disability experience
as a political one...to champion disability right®56). Indeed, Reeve himself
stated, iMNothing Is Impossibl€002, hereafteNothing, that[ilt would take the

leadership of a public figure to raise awarenesisraake the difference in the lives
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of victims without a voice’lothing 87). He did become involved in disability and
politics, but in a way which had little to do withe 1977 San Francisco sitJnFor
his focus was not on disability rights, but ratbara cure for his disability. Indeed,
Mary Johnson has argued that Reeve’s very publisyiiuof cure can in fact be
implicated in the campaigagainstdisability rights that she documents in American
politics and media in the decade following the ADAMake Them Go Away
(2003). She attributes this both to a complex atgon between the public
perception of Reeve and disability, and to his rpalaition of this perception for his
own ends. Johnson notes that, while ‘[n]early arguaf a million people in the
U.S. had spinal cord injuries’ at the time of Rés\aecident, media reaction to the
event was typified by Sharron ChurchePeinthousenagazine, who wrote: ‘|
don’t know how the rest of us would cope’. Thisae#ment effect can be
recognised as a classic example of the dangedafigiualising disability which the
social model addresses. Amongst ‘thousands’ aflesticovering Reeve’s disabling
she notes that only one, by Art Blaser, an assepaifessor of political science
(and, like Reeve, quadriplegic), made a connedietwveen him and disability
rights (Johnson, 7).

A post-ADA America, Johnson argues, continuesneustand disability as
‘a medical tragedy whose solution is cure’, ancesloot understand [or] believe’
that the ‘prism of rights’ is the ‘correct way taderstand’ it (52). Reeve, with his
campaign for cure, thus fit perfectly the comfagtstereotype of the disabled

person who is *““an inspiration” - “brave” and “cageous™ (60). By way of

3 This 25 day occupation of a branch of the Departroéhlealth, Education, and Welfare was part oampaign by the
American Coalition of Citizens with Disabilities FCD) demanding the implementation of section 50thef1973
Rehabilitation Act, widely regarded as the firstilerights statute for people with disabilities,opecting them from
discrimination in federally funded programs (Scot8h It was a foundational moment for ‘grassroat@mpaigning that
would eventually lead to the 1990 Americans witlsdbiilities Act. For more on this see Joseph ShaphMo Pity: People
with Disabilities Forging a New Civil Rights MoventePersonal experience of this sit-in is also adai@sn Chapter 5.
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contrast, disability rights activists (at leastlasse who campaigned against the
ADA in the media and the public arena sought toattarise them) were people
‘who would blame society for their problems [andoikeemed like isolated
whiners’ (125-6). Boosted by the media-friendly syetry of his previous
incarnation as Superman, it is therefore unsurggithat in the late 1990s ‘[w]hen
someone thought of a spokesperson for disabledgebey thought of Christopher
Reeve’ (125). Reeve’s view was that disability weatemporary setback rather than
a way of life’, which was ‘how most people felt alt@ life with a disability’ (128-
9). Shakespeare notes that upon Reeve’s deathtreaimsmedia obituaries
consistently represented him as a hero and arratgpi, while the disability

movement largely criticized him (Shakespeare 2008).

The fact that ‘disability rights seemed to holdim@rest’ for a man who had
campaigned for freedom of speech in South Amemchan many environmental
issues is, Johnson argues, remarkable. She quatpts from an interview Reeve
gave toNew Mobilitymagazine’s Sam Maddox:

People say to me, ‘why don’t you give up on tlcatré

business] and work for better conditions for peogpith

disabilities? Work harder for the ADA, bring upopée on

charges who fail to meet the [access] codes'k ¢ both

effectively, in my opinion (Johnson, 128).
Johnson notes that while Reeve has stated thagves said he ‘would take on the
mantle of representing all people with disabiliti¢® did indeed often talk of his
desire to ‘help speak up for the whole disabilitgvement’: at least when arguing
that they shared his desire for cure (146). Howewenterested in disability rights

he claimed to be, Johnson alleges that Reeve’'sfonicure and the individual:

...bolstered the case against disability right®tbgring a
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story of the disability experience that concuneth those

who insisted that what people with severe digadslfaced

were personal, medical problems, that what treded was

compassion - and a cure (129).
This motif of Reeve’s version of disability as #o's/ persists, apparently
unconsciously, in Johnson’s criticism of him. Res\gtory of disability is, she
implies, a fiction. She notes, for example, thghg facts [on the possibility of
spinal cord regeneration] in the speech he gaveaony King Live onThe Today
Show to Barbara Walters were mostly invented...” (L&he also cites the case of
the $5 million 2000 Super Bowl commercial for amdatment company, viewed by
‘over a hundred million viewers’ in which Reeve apped to walk. While many
were moved to tears, she observes, ‘others hat delteptive, misleading’: they
recognised Reeve’s story of disability as fictidinguably, it was a harmful fiction:
some spinal cord injury groups subsequently rececat!s ‘from people convinced
the ad was real and wanting the cure themselvdd)(While Reeve defended the
advert as ‘a motivating vision of something that eatually happenTime
magazine commentator and medical practitioner €sdfrauthammer, a
wheelchair user, described it as ‘nonsense’ andutgtied that other paralysed
people:

...might end up emulating Reeve, spending hoursdn e

preparing their bodies to be ready to walk the tth@ymiracle

cure comes, much like the millenarians who abarttiein

homes and sell their worldly goods to await theteee on a
mountaintop (147).

Like Sienkiewicz-Mercer, Reeve'’s life-writing is axtension of his

political campaign: in his case, for a cure. Ystil@e above examples from Johnson

indicate, Reeve’s ‘story’ potentially has more anmamon with the fictional story of
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disability that suits tradition than the actual esipnce of disability. In this respect,
it is useful to look ahead to the next chapter, lavidg Zola’s introduction to his
anthologyOrdinary Lives(1982), wherein he positions the writing contaimeathin

it as a riposte to the dominant, determinedly unvieav of disability that Johnson
would recognise as persisting decades later, amchwy her implication, Reeve

perpetuates.

Reeve published two pieces of life-writirgtill Me (1998, hereaftestill),
andNothing The former spent eleven weeks onliteav York Timebestseller list,
and his audio version earned him a Grammy for igsken-word performance.
Reeve might also therefore be seen as the moginizeal autobiographer in a
wheelchair ever. In this respect, he is not anougl@ouser has, after all, observed
that the majority of disability autobiographieswmtil the mid-1990s were written
by white, middle-class, and formerly able-bodiechm@iven Johnson’s analysis of
Reeve’s view of disability, it would be little surpe if his work shared the qualities
that Couser identifies in such books, such as acem with individual autonomy
and freedom’, a disregard for ‘solidarity with angiaalized group’ and a failure to
‘question the cultural ideals of individualism aindependence’ (Couser 97, 198).
Even more pertinent to a consideration of Reest®y/ is the Smith and Sparkes’
study as addressed in the Introduction, becaute wiore precise focus on spinal
cord injury, and its application of Kirmayer’s thees regarding the body making
itself known through metaphor. Given Reeve’s dddiceto cure, we might expect
to classify his narrative, along with those of maisthe study’s subjects (and thus
proportionally, most of society) as a ‘restitutior@rrative. The ‘restitution’

narrative is, of course, based on the belief thdityacan be restored and is, they

175



note, characterized by metaphors of sport and veanwith phrases such asfight
to make a comebaciSmith and Sparkes, 616). It focuses on ‘medichlances
and a cure that will return [the subject] to arealbbdied state of being’. For these
individuals, ‘winning is being cured of disabilityith the latter defined as an
‘enemy that must be beat¢dl7). Smith and Sparkes observe that such atneer
has a narrow definition of success that it is weiiko be fulfilled, and will prevent
their subjects from exploring other, potentiallymaoewarding, identities as
disabled men (618). Such narratives ‘may also isgprihe person within certain

storylines’ (621).

As the following analysis of Reeve’s life-writinglixshow, however, his
books also contain elements of the other narrativeistioned in the study, such as
the ‘chaos’ narrative (which lacks structure, ordeed causality), and the ‘quest’
narrative, where subjects come to ‘accept impaitraad disability and seek tese
it’, using journey metaphors to create ‘a metariasganf progress’ in which ‘risks,
difficulties, uncertainties and descents’ all pthgir part. This is especially
significant to Johnson’s analysis of Reeve, andelaing of him to Couser’s
analysis of conventional individualistic autobioging, because Smith and Sparkes
link the quest narrative to the re-constructioidehtity via ‘stories and dialogue —
in communication and community — with others’ (6622). The irony is that Smith
and Sparkes attribute the genesis of quest nagsativthe introduction of their
subjects to the social model: the basis for théipal perspective from which
Johnson attacks Reeve. Nevertheless, their tailestbrying the self over time and
developing communicative bodies’ and of the besdfitstories ‘that deviate from

standard plots, provide new narratives and legentihe re-plotting of one’s own
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life’ arguably explains the way in which the lai¢othingre-visits the events @till
with both a different perspectiand a different style (623-5). The same could, of
course be said of BrownMy Left FootandDown All The Daysand Nolan's ‘A
Mammy Encomium’ andnder The Eye Of The Cladk this respect, we might
recall Couser’s idea of the essay style’s streagtlying in its re-visiting of the
same situation from different perspective, and a¢ésnember Davis’ words on the
‘cure narrative’ and its inevitable failure. Iroalty, this links to a further criticism
Johnson makes of Reeve: that any pursuit of curitimately doomed, as people
will always be incapacitated and thus disablecbme way ‘whether Christopher
Reeve gains his cure or not’ (Johnson, 229). Thisin connects to Shakespeare’s
words on the physical limits of even the so-calédte-bodied (and similarly his
words on how a disability will always be a disaly)lias addressed in the
Introduction. Nevertheless, in this process ofis#ting his experience iNothing |
will argue that Reeve'’s later writing shows that ling-term experience of
disability altered not just his world-view but tiiery way in which he wrote, to a
degree that is recognisably comparable with thesviryvhich the disabled body
has made itself known in the works discussed imipus chapters. Given that
Reeve was able-bodied for much of his life thigasticularly interesting for what it
suggests about the disabled body’s influence asumed against his socialisation

as able-bodied.

Reeve’s work is also crucial for a consideratibthe writing process.
Unlike the other authors thus far covered, Reevenly had hi-tech equipment,
but a multitude of assistants to transcribe hisatien and compile his book, as well

as the backing of a large and well-organised imtgonal publishing house
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(Random House). Johnson also reports that ReevéhatfTime magazine

journalist Roger Rosenblatt as a un-credited collator (128). These resources can
be seen as an extension of a disabled life thatvemsunlike the majority of his
disabled peers: his fame ensured a persistendatagsand also of relative wealth.
Shakespeare, writing after Reeve’s death, notédhehaeportedly spent £270,000
on treatment and therapy every year, had elevendsnts, and benefited from
donated equipment’ (Shakespeare 2006, 112). IAtieowledgments’ tdstill, he
thanks June Fox ‘who became much more than a tibasof my thoughts. |
literally could not have written this book withogr’. Likewise, he thanks his three
personal assistants who ‘helped...proofread, and edbtikelessly managing daily
crises’, enabling him to ‘shut the door and conaaton this book'Still,
Acknowledgments). IiNothing he thanks his assistants for ‘the time they spent
sitting next to me at the computer, patiently wagtfor the next sentence’, and also
for their ‘invaluable comments and suggestions apmwceeded’Nothing
Acknowledgments). He goes on to refer to his ‘tedmurses, aides, equipment
vendors, and accessibility advisors’, without whisencould not live his dalily life,

‘let alone write about it'$till, Acknowledgments).

Johnson has suggested that Reeve’s need for stezdnd was over-stated,
and that this was a manifestation of his medicadiseof disability which arose
from his view of his life as a pursuit of cure. Fexample, she notes that he
bemoaned the expense of hiring registered nursaiteind to him, when in fact
many of them were *hired for jobs that do not requ registered nurse’s training -
changing catheters, suctioning tracheas’ (Johrzgs). This medicalisation might

also be seen in his nod to ‘equipment vendors’clvforeshadows the product
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placement which is evident in both books, with Reguing as far as to eventually
become a spokesperson for various pieces of exfgerafiab equipment. He readily
endorsed such equipment even though its sole useasanoted by Krauthammer
above, to prepare a disabled body for a day thHapvabably never come. In
Nothing Reeve’s debt to corporate sponsorship is ever mwident, as he offers
his thanks to:

... Therapeutic Alliances, Inc., for the ERGYS 2 loiey to

Pulmonetic Systems, Inc., for the LTV Pressurep®up

Ventilator; to Nellcor for the Pulse Oximeter and

computerized carbon dioxide meter; and to Bioflek,, for
the FES Stim MachinéNpthing Acknowledgments).

Still begins with a narrative inside a narrative - acoaat of Reeve’s idea
for a film ‘about a quadriplegic who lives in a dne’ (Still, 3). Newly paralysed, he
finds solace in a dream where he is 'whole againedute to do anything and go
anywhere’. Each night the dream becomes progrdgsivere realistic, as the man
finds himself leaving the hospital to go sailinggtsport metaphor from the
‘restitution’ narrative), and sneaking back eachrmmgy to wake. Although his daily
demeanour improves, the man worries that he iadoisis mind (4). Nevertheless
he considers ‘sailing down the path of the mooriaaas he possibly could go, and
leave everything and everyone behind him’ (thewiadialism Couser identifies) (5).
But his renewed relationship with his family enabihém to abandon this fantasy
life - *he has an entirely new basis for the futwieh his family and toward
recovery'. Although Reeve insists that that the @dmes from his experience but is
‘not [his] story’, he later recalls that in intemsicare after the accident he would

indeed dream that he was ‘whole again’ and thatd@d ‘go off and do wonderful
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things’ only to be shocked anew to awake paralySed7). This story can be seen
as an early attempt to establish a re-storyingentay analysed by Smith and
Sparkes (and by Davis in his critique of the a cwaeative). Yet, as Reeve’s
reluctance to accept the story’s proximity to hisnsshows, this attempt is
unsuccessful. Although this story's conclusion i@pkreconciliation with his new
state, his subsequent statement that ‘it's alwaglsoak in the morning when you
wake up’ undermines this (5-6). It is importanttate that the sailing dream returns
in the conclusion of the book, but this time ibenly Reeve’s own. This suggests
that it is an attempt to re-story his life in afelient way, as what would appear to be
a ‘quest’ narrative. The journey metaphors andsdrese of community and
dialogue that Smith and Sparkes identify as charatics of this are clearly
apparent:

Reluctantly | turn away from my fascination witte wake

behind us and concentrate on what lies aheadn®utthe

boat is damaged, I've been injured, and we’vedos charts.

Everyone is fully alert, gathered together orkdegaietly

waiting to see if we can navigate to shore. ®thie distance

is a faint flashing light; it could be a buoyo#mer ship, or

the entrance to a safe harbour. We have no Wwiyaing

how far we have to go or even if we can stayadfimtil we

get there. We agree to try, and to help eaclr cteer (278).
Yet it can be seen that this attempt is held badké persistence of elements from
the restitution narrative, both in the sportindiegimetaphors, and the persistence
of cure as the goal:

In the morning, if we stay the course, our betbS8ea Angel

will be tied up safely at the dock and togetherlvgtart

walking home (278).
This metaphorical structuring is followed by areaipt to apply similar narrative to

his disabled life, beginning with his accidentdiscribing the horse-riding accident

which snapped his neck, Reeve appears determir@ove that he did not deserve
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disability. He gives a detailed account of his esfu@n career and the precautions
he took, even to the extent of withdrawing fromrevious competition upon
discerning a 'risk' (9). Once more he invokes thstitution’ narrative as he gives
an account of his pre-disability athletic expereas a sailor, pilot, skier, diver,
tennis player. In all of these, he insists, he gvatayed within...self-imposed
limits’ and in 'all aspects of [his] life...enjoydxing in control’ (9). The implication
is obvious: it was his individual responsibility éasure that he did not become
disabled, and he fulfilled it. This can be seethaslogical counterpart of his post-
disability experience, where it is his respondipilo ensure that he becomes able-
bodied again. This is recognisable as congruetht thé traditional attitude to
disability described by Johnson earlier. Yet Regwd®scription, as it progresses,

highlights the unrealistic view of disability thisesents, as per Johnson and Zola.

This unreality is neatly illustrated by Reeve'tlareflection on his need,
while portraying Superman, to take care to avoétteadline ‘Superman Hit By
Bus’. He remarks: ‘How could | have let it happe(®). Such unreality is the
reason why the narrative that Reeve seeks to apphe accident does not work: by
the logic of that position if he was being a respble individual, according to the
rules of personal responsibility, how could he gagde disabled? Perhaps as an
unconscious response to this, a contradictory tieeramerges, offering a different
meaning for the accident in the form of simple hazk. Thus, Reeve stresses that
his decision to compete that day was ‘a fluke’, atethe same time wonders
whether he failed to observe ‘warning signs’ befiheeaccident. These two
contradictory narratives of disability fail to beconciled in his absurd summary:

‘I've since learned that this sort of impulsive d&en is typical of many accidents’
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(15). Accidents are of course atypical by defimti®ather than dwell on this
contradiction, Reeve is concerned simply with mgwamead. Yet the narrative is
disrupted by this unresolved issue, which insigisrureturning. Thus, a few
paragraphs later he comments: ‘[sjJomeone saidathalbbit ran out and spooked
Buck. Someone said it could have been shadows: GtB)later, after a brief
medical and factual description of his ‘hangmanjgiy’, he interjects: ‘Rabbit or
no rabbit, shadows or no shadows, | think | mayehdene something to cause the

accident, and | have to take responsibility fo2l).

Arguably, it was in the weeks after Reeve’s aaaidleat this pattern of
contradictory narratives became established. Wieemrdlises the extent of his
injuries his first thought is: ‘Why not die and sa@veryone a lot of trouble?’ (31-2).
He expands upon this utilitarian view of life, stgt *...[I]t had dawned on me that
| was going to be a huge burden to everybody,lthat ruined my life and
everybody else’s. Not fair to anybody. The besidhb do would be to slip away’
(34). Itis important to note that, removed as tasyfrom the context of extreme
shock after a catastrophic event, these wordsrasepted as a statement of fact
rather than feeling. Reeve is eventually swayedibyvife’s words which, he
writes, ‘saved my life: “You're still you. And | lee you™ (32). Eventually, he
begins to feel more positive: ‘Maybe it can be oKayean, life is going to be very
different, and it's going to be an enormous chaéerbut | can still laugh, and
there’s still some joy' (36). Yet it is at this mbithat Reeve’s fateful pursuit of cure
is initiated. An overly optimistic doctor, Dr. Jaressures him that he can eventually
expect his arm function to return (43). It tranepithat this claim is based on little

more than wishful thinking, an ironic developmeien Reeve’s own subsequent
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spurious claims for spinal cord research. Dr. Japedgnosis arguably interferes
with Reeve’s adjustment to disability. As he noti#gpok a while to get used to the
idea of being fed...It takes time, even though gwvedy is so willing to help’ (40).
The conflict between cure and adjustment argualalyspa part in causing him to
spend his first month in recovery ‘floating amoragigus moods and feelings -
gratitude, horror, self-pity, confusion, angerSsituation that can be seen as
corresponding to the description of the ‘chaosiaiare described by Smith and
Sparkes (44). Yet he eventually moves onto the wareative, a fact he appears to
recognise himself, as he looks back at his thougjmmg that time and perceives a
narrative structure to them: ‘It always began wikthis can’'t be me. Then it went to:
Why me? Then to: There’s got to be a mistake. Timadly: Oh God, I'm trapped,
I’'m in prison’. Cure is the only possibly conclusito such a narrative, where a
Cartesian separation of mind and body has redineethtter to nothing more than a
prison. Thus, the narrative he describes endsthtery: ‘Somebody, please, let

me out. Just let me out’ (49).

It is at this time that Reeve has his first expeace of being a disabled
person in society, when he is shocked to be adebldsga doctor ‘as if [he] were
three’. He finally snaps and yells “Fuck you, l'aforty-two-year-old man. You
treat me like one or don’t come in this room adaiviet, despite the fact that she
‘increased [his] feelings of despair and loss, Hiaton and embarrassment’, Reeve
insists that she ‘intended no harm or discomfarig fails to view this exchange as
indicative of the existence of a social componerttis disability, in its disabling
quality (45). This inability to perceive the socément of disability is also

apparent in Reeve’s account of the letters he vederom well-wishers. He praises
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the letters from other people with spinal cord iiiga that fit his restitution narrative
by urging him to ‘fight on’ (a war metaphor, as jgenith and Sparkes’ analysis).
Yet he mocks the ‘long, compassionate letter fromoanan who said she could
identify with [him] completely because for many y@ahe had suffered from
chronic indigestion’ (52). Even at this stage hogrevie wonders of his future life:
‘Is there a way to be useful, maybe to other peopiay predicament?’ (53). Yet
his first face to face encounter with other disdljjeople reveals his ambivalence

over the idea of disability identity.

When he meets these others in rehab, Reeve pesddiem as ‘damaged
people’, part of the ‘institution’ which he brand@splace for the ill' (another
example of his insistence on medicalising disahili©n the notion of having to
mix with ‘the disabled’ he bluntly states: ‘| couftlaccept myself as one of them’
(97). He acknowledges the ‘difficult adjustment’faees to ‘become one among
many’ (98). Reeve notes that his celebrity wascéofa as he was kept in ‘glorified
isolation’ with ‘many special privileges’, and tthis was ‘not a good thing'. It is
interesting to note his observation that he wagjuet to the staff because he ‘came
from the world of the quoted and the photograph€&Hé implications of this point
can be connected to Johnson’s argument regardiniptas of media and public
attention on Reeve: that he was exceptional amgreggile with disabilities
becausef his powerpecauseeople paid attention to and listened to him (98).
This is of course also the very opposite of theatfZola experiences in blending in,
and identifying politically as disabled, Missing Piece$1982) where he is

shocked at the loss of status he experiences.
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Nevertheless, Reeve begins to integrate at remdffirads that it is ‘fulfilling
to share experiences and feelings’ with other ptieHe finds himself ‘connecting
with many of them in ways that [he] would never éalought possible’ and finds
himself ‘becoming less resistant to being one efith(102). Yet he still fits this
occurrence into a restitution narrative, seeirgintply as ‘acceptance...an essential
first step in rehab’. This is apparent in his dgpient of the sport metaphors cited
by Smith and Sparkes, as he views rehab as ‘a pew/,svowing to be ‘disciplined
about [his] body’ in order to ‘master [his] situati (114). It is at this time that he
re-enters public life, making his first appearaata fund-raising dinner in aid of
the American Paralysis Association. The occasi@mpts him to consider
advocacy and public speaking as a new career. Agairefers to this in terms of a
life narrative, musing that through such work he faan opportunity now to make
sense of this accident’ and to ‘give it meanin@&)L This might prompt a
recollection of Kirmayer’s analysis of the way ifigh meanings are imposed onto
the body by dominant discourse. In Reeve’s case;anesee that this meaning is
the dominant conception of disability as medicalgdem in need of a cure. It is this
which shapes what Reeve refers to as his rolenasdaocate for research and the

quality of life for people with disabilitiesNothing 86).

More practically, a career as a public speakevides Reeve with an
income. Even with his comparative wealth he, likeeos with disabilities, finds
money a constant worry. His celebrity is no defeagainst the greed of medical
insurance companies, and he becomes embroilechgoing battles about
insurance’ till, 127). He recounts disputes over his stay in redstoa nurses, and

a back-up ventilator, noting that the insurer'sisafl to pay $3,500 for the back-up
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(that he eventually bought himself) meant thattvelat have been prevented from
travelling to speaking engagements, and thus framieg income. In this way,
Reeve has a taste of the experience of other pegthlelisabilities. As he would
observe when re-visiting the ventilator disput®&othing ‘[W]hat about others in a
similar situation who simply don’t have that kintilmoney?’ (Nothing 90). Yet
Reeve’s celebrity status affords him opportunitieavailable to other disabled
people, such as free medical equipment from medaalpanies, which he
promotes, not just in the ‘Acknowledgments’ sectiout throughout the text itself:

Electrologic of America provided me with a bicyclehich

allows me to maintain the strength and mass ofegy

muscles while giving me a cardiovascular workouhe T

benefit of this bike is tremendougStill, 128).
Reeve concedes that much of this equipment is Ipitofgly expensive: $100,000
for the bicycle, $30,000 for a StimMaster to exsednis leg muscles, $15,000 for a
tilt table to decompress his spine. He arguesstheth facilities ‘should be available
to anyone with a spinal cord injury’, but he does state how this might be
achieved, although writing in the context of histlea with insurers, he appears to
suggest that they should pay for such items (IP8yecall Krauthammer’s
comments however, it can be seen that the ultraresipe equipment which Reeve
lists is all dedicated to preparing the paralysedyifor cure, rather than
accommodating disability. Similarly, Reeve doesaxidress the fact that

equipment vendors and insurers are essentiallyvagan the same industry, or

that, by virtue of his product placement, he i®als

Furthermore, Reeve’s entreaties to the insurerbased once again on the

traditional perception of people with disabilities a burden which he displayed
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upon realising his predicament after the acciddatappeals to them on the basis
that their hunger for profit and his hunger forecare in fact compatible aims.
Paying out for expensive cure-preparation equipntenargues, would mean that
‘in most cases patients would improve dramaticatlgven be cured and no longer
require costly reimbursements’ (129). Reeve lagurns to this topic, describing
the $8.7 billion ‘spent annually merely to maintapinal cord patients’ often in
institutions, as a situation whose ‘economics...mé#e sense’. He balances this
‘social obligation’ against its contribution to thational debt, and seeks to tip that
balance by insisting that such care is ‘failingnprove the quality of [patients’]
lives’ (140). Yet, as Johnson’s analysis shows vReeperception of the quality of
life with a disability is not particularly repregdative. Furthermore, his
characterisation of people with disabilities ag@rmon resources, as reliant not on
their civil rights but on ‘social obligation’ is éply demeaning, as is his use of such
imagery to appeal to those who customarily ude ithe light of this, his claim to
speak ‘[o]n behalf of people around the world whies from serious illnesses or
disabilities’ in stating that disability throughispl cord injury is an ‘an emergency’
in urgent need of cure can be seen at best agcptitdishonest (143). INothing
Reeve cites an excerpt from his testimony to Cagoa the issue of budget reform
for the National Institute of Health’'s researchgraams which is very similar to the
position espoused f&till, but with even more negative language. He desshiev:

...spinal coradvictimswill continue tosit in wheelchairs,

draining the resourcesf insurance companies as well as

Medicaid, Medicare, VA hospitals, and nursing henj¥et]

it is very possible that within the next thredit@ years

people who are nowfflicted with a wide variety of

disabilities will be able tovercomeahem. They willregain

their rightful place in sociefyrejoin the workforce, and at

last be relieved of thsufferingthey and their families have
had to endure. The plea for adequate funding déeo
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ignored Nothing 95) (My emphasis).
Reeve’s language here clearly plays to a stereatypgesabled people as members
of a passive underclass, who are a burden tofdmeities and a drain on society's
resources, and of disability as something whollyatiwe and inherent in the
individual, which it is the individual's respondiby to overcome. This is the
argument Reeve makes while lobbying for the 199&iASpecter bill that would
force health insurance companies to donate 1 peof@very premium paid to
research. Yet Reeve discovers that the accesgleisrity gives him to high-level
politics is not even as effective as the grassrdisebility movement that brought
about the ADA:

When Harkin and Specter called for a sense oStrete

on the bill, the result was 98 to 0 in favour. @Bied by this

response, they called for an official vote. It wiaeated 65
to 33 Gtill, 244).

Reeve attributes this defeat to ‘the duplicity afsnpoliticians’ in the face
of pressure from ‘a powerful special interest greuph as the insurance lobby’
(244). InNothinghe detalils the failure of another bill he lobbied, {for rather
more altruistic and disability-conscious reasongjise lifetime insurance caps
beyond the $1 million cap set by Congress in th#0$9vhich, he observes, would
be eroded within three years by a ‘catastrophieds or disability’ thus consigning
even insured patients to institutions he terms ‘aomparking garagesS{ill, 91).
Although he writes personally to each senatorpitiés defeated 56 votes to 42. A
perhaps rather more jaded Reeve observes thassHeeka ‘assured a number of
times’ that the issue will be revisited, but thed far nothing has come of it’ (92).

His Still incarnation is rather more naive as regards tHiyre&the political
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situation of people with disabilities, a factor wihican again be attributed to his
adherence to a version of disability that is deteeaily unreal and unrealistic. Even
so, he vows to continue his campaign, characterisias his opportunity to ‘do
something’, not just for himself, he insists ‘bat Everyone else in the same
condition’ (Still, 130). InNothinghe characterises his role of self-appointed
spokesman as less of a choice and more as sométhaingas been thrust upon him:
‘[L]ike it or not’, he writes, his role is ‘to sp&an behalf of other patients who will
never be heardNothing 105). Thus he appoints himself a spokesman fthioms,

and effaces their voices.

Yet Reeve chooses to pursue this role througpédrsonal obsession, cure,
and in the most individualistic fashion: ‘[M]y aibyt to adjust to life in a wheelchair
might depend on my spirit and determination, butfutyre would lie with medical
science’ §till, 131). Thus he medicalises disability once adaaving the
quotidian experience of living with a disability tiee individual to overcome
personally with ‘spirit and determination’ rathéah through social and political
change. His individualistic view of his role asabdity spokesman is especially
evident in his decision ‘[t]o create a sense otuagy, and to give the quest a human
face’ by declaring his intention to walk by higtiigth birthday, only seven years
away (135). This unrealistic aim was never achieyetdinNothingReeve insists
that he achieved his goal, which was to ‘provokeaztion from scientists,
politicians, and the media by proposing a diffidult not necessarily impossible
challenge’ Nothing 169). Yet the consequence of appointing himsetra
individual figurehead in his new career as pubfieaker, advocate, lobbyist and

fund-raiser is apparent inNewsweelrticle which delights him. The journalist
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signs off with the quip: ‘We should all be so dikab (Still, 140). Superman has
become a ‘Supercrip’: the person with disabilittdso overcomes them through
personal effort and so proves that there is naidigeation, and that any disabled
people who do not achieve similar feats are simplytrying hard enough (Haller,

2000).

Perhaps because Reeve has declared their noaredsir effaced them by
speaking for them in pursuit and support of hispeal desires, dissenting disabled
voices are notably lacking Btill andNothing.In the former, he briefly
acknowledges in the Afterword that his ‘optimisnoabthe future’ of spinal cord
recovery is ‘often criticized’, but does not goadmtetail about such criticism, or
indeed who has offered &{ill, 285). In the latter he writes of ‘[0o]ccasionally’
receiving letters from ‘people with spinal cordurigs’. It is interesting to note that
Reeve employs similar language to that he usedsitektimony to Congress as he
implies passivity, laziness and inertia by desoglkiow some of these critics have
‘been sitting in a wheelchair for as much as twentg years’. He also subtly
presents them as pessimists by describing theumaegt as a claim that ‘there is no
point in searching for a cure’. His incredulity,datine implication that the reader
will share it, is apparent in his observation thane ‘even say they are happy with
life they way it is and don’t want to be cured’. Biémits to being unable to
‘understand their point of view’ yet concludes leymarking that he respects such a
position, but only as long as ‘those individuals.nddry to interfere with progress’
(Nothing 17). His final unconscious verbal insistencelmn as ‘individuals’
apparently underlines the fact that Reeve is firegtablished in an individualistic

model of disability, and thus perhaps explains Wways unable to understand their
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argument: because he is unable to see disabilggmmething with a socio-political
element. His comment about individuals interfenvith progress can arguably be
linked to a passage Biill where Reeve expresses his outrage at Presidengé&eor
W. Bush’s use of disabled people in media appeasegpressing his ideological
opposition to stem cell research. In particularnbees the President’s appearance
on April 13", 2000 with an acquaintance of his, former New Y®ity police
officer Stephen McDonald. Reeve notes that McDareldng-term wheelchair
user and a devout Catholic who believed that le®8hg (an ‘accident’ as Reeve
unconsciously mis-labels it) was “God’s will”, wapposed to such research on
religious grounds. Reeve writes:

| felt great sympathy for Stephen...That's why itsweinful

for me to see him strategically placed next topgbdium on

television that day. | felt he was being useditié@ns do

this sort of thing all the time (162).
Apparently it does not occur to Reeve that he hifwsas ‘used’ by politicians for
his disabled celebrity status during his own engeage in politics, or by the
companies donating expensive medical equipmenttoThat he is unable to
allow for the possibility of agency, or the detemation of disability's meaning, on

the part of another disabled person emphasisesagair the effacing quality of his

role as self-appointed spokesman.

This effect is apparent in the brief accountsisfdre-accident encounters
with disability that Reeve provides 8till. He recalls that his first acting role after
appearing irBupermar(1978), was playing a bilateral amputee in a tieeatr
production of Lanford Wilson’s plakifth of July(1979). Faced with the task of

‘learning to simulate walking on artificial legsie is coached by a Vietnam veteran
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amputee $till, 210). Reeve remembers being ‘awkward and selé@ons’ around
him, but observes that the injury ‘had given megnmhis life’. This is, of course,
precisely the view that Reeve takes of his ownrinjand can be interpreted in two
ways: either Reeve took the man’s experience asdehior dealing with his own
later disability experience, or he is imposing dgn meaning onto the man’s
disability. The fact that Reeve again, as he dith 8iephen McDonald, mis-labels
the man’s war injury as an ‘accident’ evokes thiselr possibility. As noted earlier,
an ‘accident’ is the very opposite of meaning, @i the Introduction,
Shakespeare observed that disabling through, fonple, war, reveals the social
element and context of disability. In labellingit accident, then, Reeve is once
more applying a perspective which refuses to sgesaoial element to disability. In
an ‘accident’, nobody is to blame. This denialla# social element of disability is
especially ironic, given that Reeve’s detailed dpsion of how he performed
disability serves as an excellent illustrationta# dynamic nature of this social
element. For, while he focuses on the ‘physicabifymimicking his coach’s
movements in order to get him ‘into the part’, &fkempt to be ‘spontaneous,
truthful, and “in the moment™ means that his agtof a scene where his character
loses his balance changes with each performance:

Sometimes | felt anger and denial. Then my atéitwas:

Don’t help me, | don’t need anybody. Sometimesdd; and

would reach out for help. Sometimes | tried toigme it

hadn’t happened (210-1).
Just as with Couser’s critique of Sacks in theolahtrction, it appears that Reeve’s

encounters with disabled people serve only to mahite prejudices. Thus, when he

is assigned another disabled coach for a film asla paraplegic (before the
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accident), his abiding thought as he watches heggke through rehab is: ‘Thank

God that's not me’ (241).

Reeve’s account of his film projects after hisident offer further insights
into his understanding of disability, and his nawigsation of it. They also serve as
useful points of comparison f&till and Nothingwhich are, after all, also creative
endeavours. There is also an obvious interactibwd®sn Reeve’s advocacy work
and his art. He states in the AfterwordStill that they are ‘two equally powerful
sources of satisfaction’ which allow him to expade a sense of ‘fulfilment’.
Indeed, the ‘separation anxiety' he feels at fimghhe ‘intensely personal work’ of
writing Still is what spurs him to appear in the remakBear Window(1998). Yet
Reeve’s first film project after rehab is as a clioe. He selects the project partly
because its location in one set is logistically ag@able for his disability, and
partly because he feels that the ‘emotional coraétite story’ is ‘perfect’ for him
(245). The film,In The Gloaming1997), is the story of ‘Danny, a young man
suffering from AIDS who comes home to die’ (246geRe’s reference to his
connection with the emotional content of the sisrglearly a reference to his
disability. At first such disability solidarity dnis part, making the leap between
paralysis and AIDS, seems unlikely. Yet, given Régwbsession with viewing his
relatively stable disability as a medical emergeiitdg not so surprising. However,
given Reeve’s obsession with research and cueeodd that innovations such as
anti-retrovirals and other medications, which hadainly by the date of the film in
the mid-1990s greatly extended the lives of margpfeewho were HIV positive,

are largely ignored.
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The inexorable quality of the main character’stdeas related by Reeve,
seems essentially an outmoded, melodramatic, sent&hdevice. In this respect,
the ‘emotional content’ of the story that he isadted to can once more be seen as
the determinedly unreal and unrealistic fictiordgfability that exists in the public
imagination. Arguably Reeve’s interpretation of wiiee film means to him says
less about the realities of living with AIDS, pasik or indeed any disability than it
does about the fiction that any state other thderbbdied is equivalent to death.
This imposition of Reeve’s own view of disabilitygmpts him to change the script.
He finds the main character ‘too sarcastic, baigt judgmental’, and rewrites him
with ‘a quiet dignity [that] would make him much meosympathetic’ (246). Here
we might recall Johnson'’s distinction between thklig image of Reeve and that of
disability rights activists discussed earlier. Tdnaiet dignity’ he calls for is
arguably related to his repeated characterisatigreople with disabilities as
passive, and the lack of voice he exploits in feaking for’ the millions like him
who supposedly desire cure. This is also reminisoktie issue of the supposed
narcissism of people with disabilities, as addredseSiebers in the Introduction.
Yet the justification he provides is entirely basgdhis individual experience:
‘Perhaps | felt a strong connection with Danny lusesof my own experience.

After having nearly died twice, | felt no anger s any of my relatives’ (246).

Reeve also returns to acting in a remake of Hackis Rear Window(Jeff
Bleckner, 1998). Yet as producer he brings his edeg to the project in his
determination to have it ‘highlight the courage aesourcefulness of a severely
disabled individual’ (288). Indeed, he states thatjustification for the project’

was the focus in the first half of the film to thetagonist's progress ‘in rehab and
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starting to rebuild his life’. The film was, in efft, to be a form of advertisement for
the medical equipment he endorsed, aimed not jukedaverage viewer’ but at the
‘many disabled individuals [who were] not awarelw equipment available for
exercise’. Rejecting a documentary format on a obbsuch as ‘PBS or the
Discovery Channel’ because it ‘would reach onlglatively small audience’, he
argues that ‘demonstrating’ rehab equipment ‘with context of a compelling
story’ would be ‘much more effective’, reaching mtagto thirty million people.
Viewers, ‘drawn in by the anticipation of a goodiltar, would also be exposed to a
life that is unfamiliar and perhaps even intimidgtto them’. Yet this
consciousness-raising is tailored to Reeve’s owseathe latest devices that
promote ability within a disability and allow thafent to lead a more normal life’
(288). Quite what investment the able-bodied wdade in such information is
debatable: the only logical conclusion is that theyld again be exposed to the
idea that disability is a personal medical probteat can be overcome by the
individual who strives to ‘lead a more normal lif@’s long as they can afford
expensive medical equipment). This perpetuatiofictbn extends even to Reeve
himself, when he subsequently admits that he hindeels not use any of the
equipment he is pushing:

| am somewhat embarrassed to admit that...the agly h

tech device that we adopted was a voice activatetputer.

| rarely even see it, however; it lives downstainsl is used

almost exclusively by my assistants (289).
This hypocrisy is heightened by Reeve’s justifieatfor not using the computer: ‘|
could dictate five letters...in the time it would ¢ake to complete one using the

microphone at the computer’ (289). Thus, Reeve omoee shows that social

accommodation (here taking the form of his persasaistants) is actually a far
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more practical, realistic adaptation to make wégards to disability than the
purchase of costly equipment which offers a cosriedividuality. His defence,
that ‘[n]ot everybody has three assistants’ isipaldrly ridiculous given his
dedication to pushing for expenditure on equipnaemt dubious, intangible
resources such as spinal cord research. Neversheles particular incident Reeve
recounts with regard to the filming Blear Windowhighlights the reality of the
social element of the disability experience. AdwmiteFifth Of July, Reeve is
determined to be ‘in the moment’ when acting. Thius, climactic scene where the
villain is to cut the protagonist’s ventilator ho$e suggests that the actor should
actually do so. The result is all too real, pregisiee sort of experience of disability
as a social embodiment as analysed by Hughes aacs&ain the Introduction:

In one instance, after slicing the hose, he credaown in

front of me and mocked my efforts to breathe. dtekéd

and sounded like a dying fish. In response theesgon of

humiliation and anger on my face could hardly bsatibed
as acting (291-2).

As Still comes to a close, Reeve arguably demonstratekdhas learned
some lessons about being ‘in the moment’, and adurg the social rather than
medical side of his disabled existence. Yet thisflocis with his restitution
narrative. Thus, while he seeks to remind himguwit tbeing is more important than
doing, that the quality of relationships is the keyappiness’, and that he believes
‘those things are true’ he also states that inmilag these things he is ‘putting on a
brave face’ (272). A factor in this disconnectrigumably Reeve’s inability to attain
the sort of ‘living-through-the-body' experiencecessary to attain wholeness that
was discussed with regard to the work of Miho Iwakwuin the Introduction. Thus,

he insists that ‘we are not our bodies...our bodiedike houses we live in while
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we’re here on earth’ yet also states that he takesomfort in this concept, finding
it ‘more of an intellectual construct than a phiphy | can live by on a daily basis’
(274). This perspective, Reeve reveals, cultivatésar that ‘the best moments of
[his] life are behind [him]’, and thus causes hanilook back longingly' on his past
(276). Yet he also recognises that a retrogradatnae is destructive: ‘| have to
stop this cascade of memories...There is no othertavayrvive except to be in the
moment’ (278). In this wagtill, with its mixed accounts of his pre- and post-
disability life, and the inevitable looking-backgrered of the autobiography form,

can thus be seen as part of the problem.

As we saw in the Introduction, Couser has recaghthis problem with
traditional narrative and has embraced the poldntiaan essay style which frees
the author from fixing one moment with one speaifieaning, and allows them
instead to return to it again from a variety ofddons and perspectives. This is
arguably what occurs iNothing Originally envisioned as a collection of Reeve’s
speeches and interviews, Reeve soon discoverednipmovised remarks don’t
always translate well onto the written page’ andidied instead to write a collection
of essaysNothing Acknowledgments). As we have already seen to sextest,
each of these essays revisits areas cover8dlinThus, the first essay, ‘The First
Decision’, re-examines Reeve’s life immediatelytpaccident. Here a progression
from the restitution narrative is apparent. He naiites: ‘Whether you succeed or
whether you encounter adversity...you always haveet@eve in your worth as a
person. That's what counts’ (4). Noting that tlesnenent came from a speech
given in February 2001, Reeve is quick to admit, timintensive care in June 1995,

he had ‘no such belief' (5). Furthermore, in a pgssthat recalls his immediate
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insistence irbtill as to the worthlessness of a disabled life, he camveedes that his
reaction was solely based on prejudice: ‘| knewohaligly nothing about living as a
vent-dependent quadriplegic’ (6). He writes thasben began to accept ‘the new
reality’, but, in an apparent admission of his ieahdherence to a restitution
narrative, he acknowledges that this happeneddite ®f [him]self’ (13-4).

Although, in ‘Humor’, Reeve maintains that a ‘longifor normalcy’ permeates
‘every aspect’ of his disabled life, a greater abaivareness is perhaps apparent in
the place of the rugged individualism on displagtill. He now writes of

struggling to find ‘the right balance between manggny own needs and meeting

my obligations to others’ (29).

Reeve devotes a whole essay to the topic of wdatlts ‘Mind/Body'.
However, although he states that his disabilityledshim to a ‘reconsideration’ of
his previous belief that ‘our overall health iseaffed by our state of mind’, this is
not supported by the essay (37). He insists, famgte, that the mind ‘can both
create a physical condition and enable us to redovm it’ (40). In support of this,
he claims that ‘overwhelming evidence’ from ‘[m]aresearchers’ shows that stress
can cause ‘hypertension, ulcers, and a compronmseaine system’, and that
‘repressed anger’ can cause or exacerbate caniteouivciting any sources for
these claims. Although such thoughts might at &fgtear to provide a welcome
reconsideration of a traditional Cartesian sepamait can be seen that Reeve’s
quasi-mystical argument is nothing more than aagement of traditional myths
about disability that imply that it is somehow ault of a negative attitude on the
part of an individual. We need only recall Reeve'svriting of Danny forin The

Gloaming or Johnson’s assessment of the public imagesabdity activists in
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order to see something dishonest and sinistereiptbhibition of anger. It is no
surprise that this apparently new perspective |&adk to familiar territory for
Reeve: that of ‘overcoming’ his disabled reality.d passage that recalls the
Nolan’s differing accounts of his first attemptsaatting in ‘A Mammy Encomium’
andUnder The Eye Of The ClodReeve attempts to support his theory of mystical
overcoming through an anecdote about the healirag @inkle wound. Although he
does not ‘claim to understand precisely why' themab healed, and concedes that
‘Fortaz, the prescribed antibiotic, is an aggressierapy’, without which he
‘wouldn’t have recovered’, he nevertheless indiséd the wound could not have
healed ‘without an ironclad agreement between fnisid and [his] body’ (42-3).
Ultimately, this is just the same Cartesian thigkivhich Reeve displays till: the
idea of ‘trying to overcome the limitations of adbility [with] exercise and
discipline’ (45). Thus, he writes of ‘learning torgrol manifestations in [his] body

with the power of [his] mind’ (47).

Significantly, however, there is evidence elsewhailNothingof changes in
Reeve’s attitude. Although he sticks rigidly to aegtion of mind and body in
‘Mind/Body, it is apparent in the essay ‘Parentitigat, however unconsciously,
the social element of the experience of disabdity to an extent the body as known
in that social experience, are making themselvesvkn Reeve notes that, just as
with his own father, his relationship with his crn was defined pre-accident by
physical activity (55). Initially concerned that Wl have nothing to contribute as a
disabled father, he is surprised to find that sporéplaced by conversation. He
writes: ‘We spent most of the time talking. | quickealized that we’d never really

done that before’ (58). This new form of interantalows Reeve to embrace the
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idea that that ‘sometimdxeingis more important thadoing in a way in which he
was unable to at the end ®fill. Although his advocacy work in that book means
that his observation that ‘even if you can't moyey can have a powerful effect
with what you say’, is unsurprising, a new tonagparent in this declaration (59).
For this line of thought leads to passages whicttrast sharply with the rest of
Reeve’s work, as when he writes that:

...words can only have a positive effect on othkasnd

when they are ready to listen. And we have to sa@ur

words carefully, particularly when we are the eoaf

authority for people who are vulnerable (60).
Reeve makes this statement while reflecting orofhirions given to him by doctors
after his accident, but they may well be seen tees® illuminate his own
responsibilities as self-appointed advocate fomtiaker disabled population. In this
vein, his insistence that ‘none of us has a righiefute someone else’s experience
or perception’ is of particular relevance (62). ¢teild almost be referring to the
view of mainstream society on disability when regest: “The worst thing we can do
is to say, “That's wrong, you're exaggerating, y@ure-writing history” (63).
Although arguably not consciously intended as stietge words and the social
positions they reflect, can be seen as a renuaniati Reeve’s role in effacing and

denying other experiences of disability in his rageself-appointed disability

spokesperson.

However unconsciously, a suggestion of how he éashed this position is
perhaps contained in the essay ‘Recovery’. Thagmiaccount of how, after years of
intensive exercise, Reeve regains control of ori@ofingers (110). Although he

insists that this proves that his ‘daily regimend h&en worthwhile’, he admits to
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‘the reality that nothing in my everyday life hadanged’ (125). Arguably, the
fiction of cure is finally dispensed with and theality of his disability experience is
finally accepted: at this time, the Christopher WeParalysis Foundation board
vote ‘to allocate more money for quality-of-lifeagits’ than to research (126). A
new, philosophical and analytical attitude to tbeial and physical reality of his
disability is also apparent in the essay ‘Hope’eWenotes that what he had termed
‘irrational anger’ at his disabling has ‘left a ichsal effect that still informs the way
I look at the world today: | want to see fair pl&$59). This arguably suggests that
Reeve, however unconsciously, now recognises lieanger of people with
disabilities is not bitterness, but is rather difiesl response to injustice. This shift
of social and political priorities due to his didap experience is evident elsewhere
too, in his account of abandoning or modifying Istagnding ideological positions:
as a committed Democrat, he would pre-disabiligver have imagined siding with
Jesse Helms oanythind. Now, however, he finds that ‘the most effectivay to
change policy in Washington is to join forces wtitle most influential allies on a
case-by-case basis’ (161). Given that the casgsgastion are disability issues, it is
thus possible that, however unconsciously, Reeseahandoned the traditional,
mainstream ‘overcoming’ ideology apparensiill, and begun to develop a sense

of politics based on a social and physical expegeosf disability.

In conclusion, it can be seen that Reeve's twdkbaaform this thesis in
complex yet illuminating waysStill can be seen as precisely the sort of traditional
autobiography that Davis and Mitchell and Snydércise, and indeed wears its
individualist, traditional view of disability askeadge of honour. Furthermore, the

book can be seen as part of Reeve'’s ‘story’ agsted in public life, sharing many
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of the qualities which lead Johnson to implicateW®ethe man in the perpetuation
of a harmful fiction of disability. Neverthelessitight be argued th&till - as a
narrative of disability as individual overcomintpys bare that narrative’s quality as
a story: that is, asfection. This is particularly apparent in Reeve’s condusi
where he himself implicates the book’s retrospectiature, essential to the
autobiography form, as something oppressive argténing to him: the traditional
narrative of the individual overcoming does nottii reality of, and cannot be
imposed onto, the reality of his disability expade. This fiction is something
which traps him and will not allow him, in the waerdf Smith and Sparkes, to re-
story himself. In this respect even the title ¢f ook is redolent of this dreadful
feeling of being caught. By way of contrast, it ¢ no coincidence that kothing
he finds freedom in the essay form to return to r@dddress his disability
experiences in a way he could not in the tradili@ugobiography form o®till. In
both its style and its nascent concerns therefowell be seen that Reeve’s second

book shares qualities with the anthologies to lseremed in the following chapter.
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CHAPTER FIVE: ANTHOLOGIES

Anthologies of disability writing appear to offeisemple solution to the
main problems which disability studies critics citgh regard to disability
autobiography. In place of the individual voice ahrisks both the perpetuation of
the idea of disability as personal misfortune dredffacement of others’
experiences of disability a variety of voices argtéad presented in one volume.
Meanwhile an overarching narrative, judged by Ledra Davis, David D.

Mitchell and Sharon L. Snyder and G. Thomas Cotesbe incompatible with the
reality of disability, tends to be rejected in asidgies, possibly as a result of their
format, in favour of the ‘personal essay’ styleddad, many of those writers
championed by Couser as exponents of this styterie@ more than one anthology.
These traits are arguably shaped by the fact tithbdogies have a different

purpose to autobiographies. In taking ‘disabildg a unifying theme, and soliciting
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disabled contributors, they implicitly create arfoof identity politics: whereas
autobiographies are defined by the exceptionafiyigability, anthologies tend to
be defined by its commonality. In this way, theyyni@ more accessible for, and
indeed attractive to, people with disabilities baghreaders and writers. Yet this in
turn may mean that they exclude nondisabled wr#acsalso mainstream
readership, threatening to produce the kind oftgtreffect of which Shakespeare
warns. All the attendant dangers of identity poditare thus potentially implicated
in anthologies, in their very nature as supposeeflyesentative collections of
writing on the disability experience. In this redathe intent of the editor of a
collection is particularly important, as is the#lection of material and contributors.
This is especially true if we recall Longmore’stitistion betweemocumentingaind
creatinga disability culture: each anthology potentiallgates that which it may
claim to document. In this way, a rigidly conceivatthology may be just as
unrepresentative and effacing as an individuallziagyaphy.

This chapter examines four anthologies of writygpeople with disabilities:
Irving Zola’s Ordinary Lives(1982), Marsha Saxton and Florence Hoviith
Wings(1988), Lois Keith’sMustn’t Grumbleg(1994), and Kenny FrieStaring
Back(1997). Over their 15 year span, shifts and deprekents in the conception of
disability are clearly apparent from volume to voky as their titles suggest. Thus,
it is possible to trace the development of theti@ighip between disability and
writing from Zola’s apparent disavowal of identjglitics, through the clear
influence of feminist identity politics in SaxtonéHowe’s collection of ‘literature
by women with disabilities’, and its subtle devetmgnt in Keith’'s anthology of
‘writing by disabled women’, to the explicit aligremt with Longmore’s notion of

‘disability culture’ made in Fries’ introduction tas collection.
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In his introduction tdrdinary Lives(1982), Zola observes that the
collection is being published at a time when thenmeew interest in disability in
wider society, as evidenced by the fact that hes wé writing, 1981, is a year
‘officially designated by the United Nations as th&ernational Year of the
Disabled’ (Zola 1982b, 11). Just as this widerriese in disability can be seen as a
result of the advances in civil rights and indepamdiving achieved by the
developing disability movement in the 1970s, soZala’s own perspective on
disability be seen to have a political elementhie same year @rdinary Lives he
publishedMissing Piece¢1982). This text, in line with Couser’s analyascited in
the Introduction, shows how Zola had come ‘to idgntith other disabled people
in a way he had previously not’ during a field-stgpent living in an experimental
community of people with disabilities, Het Dorp,Hiolland.Missing Piecess,
Couser notes, ‘almost wholly political rather tl@mventionally sociological’ in
calling ‘explicitly’ for ‘collectivity, self-asseron and self-representation’ by people
with disabilities (Couser 1997, 212-4). This seofeollectivity is also apparent in
Zola’s introduction tdrdinary Lives where he identifies himself as one of a group
of ‘crips’ who feel uneasy about the contemporagatment of disability in the
‘novels, plays and movies’ of their time (Zola 18821). Like later critics such as
Davis and Mitchell, Zola seizes on the stereotyipiepresentations of people with
disabilities as either figures of ‘superhuman h&roand courage’ or as ‘poor

unfortunates’ in such works (11).

However, unlike Davis, Mitchell and others inflged by the social model,

Zola does not see such representations as acppuogssion. This is perhaps
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because he does not make a firm distinction betweedisabled and the
nondisabled, arguing instead that ‘most’ membersoafety will at some point be
disabled in some way (11). Zola instead attribsteseotypes to a deliberate
disconnection between the reality of disability dnel way it is represented. He
perceives this is arising from a pervasive neéthaWestern world’ to deny
disability by displacing it ‘as happening to someatse’. From this perspective he
sees society as a whole, rather than people vatbdities, as the victim of such
representations because such fantasies mean tyzée péll never learn to develop
the ability to cope with ‘inevitable fallibility,n either the self, or in others’ (12). As
Johnson did in her analysis of Reeve, Zola obseheesole stories play in
maintaining such fantasies. He cites the examptaetlassic narrative of
overcoming, whereby the disabled person regairis themality, and comments:

[L]ife ... for those of us with a chronic diseagedisability,

is not like that. In fact it's just the oppositeis in the nature

of a chronic disability or a chronic disease ihassentially

lasts forever...it is a continuous struggle —anbtttle to be

won once and for all (12).
Zola’s perspective invites comparison with Couseiésv, as addressed in the
Introduction, that traditional narrative is ill-$edl to representing disability. This is
especially interesting because Couser suggesicraglnarrative with the personal
essay, which he argues has a greater flexibilityensoited to expressing the
complexity of living with a disability. Zola, howey, in detailing the selection
process he employed in compiling his anthologyestaxplicitly that he
deliberately rejected authors who have ‘writteragssabout his/her issues, not
stories describing his/her experiences’ (14). Wuasild appear to suggest that,

rather than simply being unaware of, or unfamihgth, disability identity politics,
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Zola in fact knew of it and rejected it. This rdjea is apparently based on
precisely the element of such work that Cousespraithe fact that such essays do
not just ‘narrate the conditions in question’ bisbdreflect critically and politically
on disability culture’, presenting ‘higher-ordeirtking’ and ‘arguable propositions’
rather than presenting ‘existential truths’ (Couz@02, 115). The explanation for
this discrepancy perhaps lies in Couser’s useeptitase ‘disability culture’. To
use Couser’s distinction, it might be seen thab4siconcerned with the disability

experienceather than disability culture.

Swan has described Davis’ intent in editing hidalogy, The Disability
Studies Readens based on rejecting ‘the kind of disabilitytmg that appears to
be addressed to people without disabilities in ptdénform or “sensitize” them
about what it is like to be disabled’. He attritsithis decision to Davis’ pursuit of
disability studies as a form of cultural studiexted in identity politics (Swan,
285). Zola’s intent is completely the opposite. dt#tes that his aim is to allow
people to understand ‘the emotional issues of digityg’ with a disability:

Sometimes you may think we are just the kindespn

you'd like to have for a friend, and sometimes yeuld
rather have nothing to do with us (Zola 19820, 12

In this regard, Zola’s position can be seen asvarieh is congruent with Swan’s
call for an exploration of disability as cognitiegperience, rather than cultural
identity. Indeed, although Zola makes no claim thatessence of the disability
experience is ‘inherently incommunicable to thesatddied world’, heloes

perceive an effect that ‘mutes the vocabulary iegience’ whenever disabled
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people try to express themselves. Yet he attribthisgo ‘society’s denial
and...distancing’, thus demonstrating a similarceion of dominant discourse
imposed onto experience as per Galvin and Kirmdy&rone which finds answers
in the cultural, rather than the cognitive (13)isTirerspective is further apparent in
his statement that disabled people are ‘in a bptsition to write about what
[disability] is like’ at his time of writingsuggesting that as dominant discourse is a
result of society’s denial it could change if th@nial was relinquished. In
accordance with this interest in what disabilityeals ‘about the human condition’,
Zola observes that because most people with disebilend to be ‘socialized’ as
able-bodied, with customary prejudices and expiectsit disability ‘does not
automatically qualify’ a person with a disability be either ‘an expert witness or a
writer’ (13).

Zola writes of the difficulties he faced in findjsuitable material for the
anthology. Although he dismisses essays aboutg@she makes little mention of
positive criteria for selection. His focus is langen excerpting material from
established pre-existing texts, suchvgsLeft Foof and works by recognised
authors such as Flannery O’Connor and Alexandezh®oitsyn. This could be
interpreted as a sign of a requirement for a gefit@rary status on the part of the
work he incorporates. Intriguingly, Zola observeattmany of the works he wanted
to include were ‘unexcerptable’, highlighting asus of form on which he fails to
elaborate further (14). This is arguably a restithe retrospective cast of the text:
the pieces eventually included in the anthologg diaim as early as 1948, and
cover a wide range of disabilities and chroniceiises, from deafness to Cerebral
Palsy. Given that Zola writes of deliberately exithg political essays, it would

appear likely that this retrospective range issalteof selection, rather than a
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paucity of available material. Alongside extractsnf fiction, poetry and memaoirs,
three pieces by Zola himself also feature. ‘And Thgldren Shall Lead Us’ echoes
his comments in his introduction regarding the iy of social attitudes
changing, and of the extent to which people wigadilities are socialised as able-
bodied themselves. It is an account of how his-yeer-old daughter and her
friends encounter and accept his post-polio udeglbraces in a way in which he, a
middle-aged man, has until then been unable tath'\Wieronymous Bosch in
India’ can in many ways be seen as a companiore pedissing Pieceslt tells of
Zola’s experiences when his leg brace breaks oip #otiIndia, forcing him to visit
a local clinic for repair. Here, he is confrontedthe other patients in a moment
that recalls Brown in Lourdes and Reeve in rehalhearegards ‘a Hieronymous
Bosch painting in altoo-living color’ (107). Zola notes once more his sdisation
as able-bodied in his observation that the sighh®fpatients was not actually
‘grotesque’ but rather ‘felt like’ it was (108).r8ilarly, he also demonstrates the
difference between the representation and thetyesldisability which he
discusses in the introduction in the story’'s resoiy where it is revealed that the
apparently pathetic patients were actually theri@idins fixing his brace: an act
which, ironically, allows him to ‘pass’ for normahce more. He observes his relief
at this:

| was sure that | was fleeing [sic] something bditdn’t

know what. Perhaps guilty...that | felt quite restbto

normal society, even whole again (111).
This episode captures the porosity of the bordevéen disabled and nondisabled

which serves to explain the apparent contradidtietwveen Zola’s identification
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with his fellow ‘crips’ and the disability experieg, and his lack of interest in an

identity politics.

Zola’s avoidance of politics contrasts sharplyhviiie complexities which
comprise the context d/ith Wingswhich followed his volume six years later. Not
only do its American editors Marsha Saxton anddtfioe Howe provide an overall
introduction, an introduction to each of the boakiee sections and a preface, but
Merry Cross provides an additional preface forBhiésh edition. An anthology of
literature by women with disabilities, the booksnglered slant reveals its debt to
feminism in both its formulation of disability amd$ purpose. In this way, it can be
seen as a snapshot of the way in which the evollisapility identity politics of the
1980s modelled itself, as Shakespeare arguesregdimg models of identity
politics in ways that were not necessarily productindeed, Cross begins her
preface to the British edition by arguing that bo®k is proof of ‘a viable
international disability movement’, thus implicagiall the material within in a
political movement. Likewise, she embraces a coimwef people with disabilities
as an ‘oppressed group’. She attributes the intiemmel cohesion of this group to
the fact that women with disabilities ‘can speakazh other in a common language
of experience’ even across markedly different ceuSaxton and Howe, i).

The implicit subjection that Shakespeare seesisia@from identity
politics’ concern for categorisation is apparenthie way Cross agonises over
terminology. Although she claims to prefer the tépmmysically challenged’
because of its reference to ‘bodily reality’ whiae gerceives as ‘the barriers thrown
up by society in our paths’ are primarily econoniican approach to disability

identity from a Marxist understanding. Her focusishow people with disabilities
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‘are pushed aside’ into unemployment in the nambefast production ‘of wealth
by the masses for the few'. It is in response ®&lconomic ‘vanishing trick’,
particularly impacting on ‘female crips’, that Csosituates the anthology as part of
an attempt to redress this ‘vanishing’ throughfthding of disabled ‘voices’ (ii).
Her Marxist approach could arguably be seen apttihgary function of Cross’
preface for the British edition, reflecting as @ted the greater political concern in
the British wing of disability studies which led ttee birth of the social model as
political intervention, as compared to the civghis model more evident in the
American wing. In this way, it can be seen that@mness’ claim of a commonality
of experience that connects the British and Amerim@vements is to an extent
undermined by the apparent need for translatiochvtiie presence of her preface
implies.

However awkward the connection is, Cross’ exanonadf the role of
‘voice’ in identity is insightful nonetheless, piattlarly in her calls for an analysis
of how the ‘individual and collective voices’ ofsdibled women are ‘found’ (a
phrasing used by Nancy Mairs elsewhere, as we sé@)I(ii). Like Linton, Cross is
unable (or unwilling) to separate the personalthedoolitical, conceiving of voice
primarily in the context of intra-community inteten: ‘When we meet we
inevitably share our experience, and learn and groloth a political and personal
level' (ii). Crucially, Cross acknowledges thatsmodus operandi is learned from
‘the women’s movement’ wherein many disabled worioemd their ‘political
selves’ (ii). Cross makes an interesting point thaght be related to Silvers’ work
on aesthetics when she notes that, at her timeibhgy the voices of disabled
women were ‘strongest in the arts’ while being nraatised politically (iii). In this

way, her words seem to imply that disability ardisefuge: a position which
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appears to affirm Shakespeare’s critique of idepkttlitics (and thus the notion of a
specific identity culture based on it) as a dead] esther than a means to an end.
This impression is strengthened by Cross’ implaratin her characterisation of the
volume as full of ‘familiar stories...with whichdke of us with similar disabilities
can particularly identify’, that the intended readéthe volume is a disabled
woman (iii). This declaration also carries intinagis$ of the re-inscription of pain
and the failure of endless cure narratives for wibakespeare and Davis both
criticise identity politics. Cross insists that y@me outside the disability arena’
might not appreciate the collection, taking the@gte position to Zola (iii). The
contradictory nature of this as a basis for comrigna apparent in her subsequent
declaration that:

[O]ur oppression has divided us from each other i

numerous ways, so that the very act of bringimgogether

across disabilities, and acrderary standing,s a unifying

and healing one (my emphasis) (iii).
Thus, the sole basis for her conception of comnxpeence, oppression, is that
which she seeks to eliminate. Meanwhile, Cros®regice to literary standing
reminds us of Couser’s words regarding the appdinatof standards of literary
merit to disability writing. She appears to impihat the literary quality of the work
is less important than the fact that it is writlgnsomeone with a disability: a
position that surely smacks of the patronisatioictviCouser seeks to avoid

(Couser 1997, 292).

Cross hails the role that the women’s movemenplaged in ‘nurturing the

much younger disability movement’ (Saxton and HoweYet her application of
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the former’s models to the latter demonstrates &¢adare’s point with regard to
the assumption that identity politics are interajeable. Thus, after insisting on a
common experience of disabled women, Cross goés caill for anthologies by
men with disabilities, and by Afro-Caribbean andalissvomen with disabilities,
illustrating the endless subdivision of identityemggories criticised by both Davis
and Shakespeare. This approach also reveals tet éatwhich Cross’ application
of a feminist model has reduced her disability titgrno a secondary, hyphenated
subcategory of her feminist-informed gender idgniihus, whilst bemoaning the
fact that the term ‘disabled’ is ‘misleadingly sil@p she advocates a hyphenating
of it which in fact serves to draw analysis awapnirthe term itself via endless

subcategorisation (v).

Saxton and Howe’s own preface contradicts thatroks in several ways
(thereby undermining further her claims of commigalWhere she glossed over
the ‘literary’ nature of the anthology they focusit insisting upon their desire to
produce a ‘fine literary volume’ celebrating thesabled female’ as ‘literary artist’.
They seek to provide ‘a literary forum for the eoqaition of the experiences’ of
disabled women in order to ‘challenge the litereoynmunity to follow suit’.

Finally, they intend that this ‘literary volume’@hld encourage ‘readers to confront
their ownfeelings’ (their emphasis) regarding disabilityiviet, for all their use

of the term, the editors do not elaborate on thederstanding of the literary in
relation to disability. It appears that they seekise the term simply as a marker of
status, perhaps motivated by the lack of statuktimaally given to testimonies of
disabled people (as argued by Tobin Siebers ane Amyger). For all their

ostensible concern with style, as intimated byrthefierence to the literary, Saxton
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and Howe appear more concerned with content, gsattienge and order their

anthology into three ‘thematic parts’ (vii).

Like Zola, Saxton and Howe detail the problemy ftaeed in compiling
their anthology. Originally aiming to provide theroadest representation of types
of disabilities’, they were eventually forced taérs on conditions that ‘directly
affect ...fundamental activities’ such as walkisgeing, hearing and breathing, and
‘physical difference in appearance’ (viii). Thushronic pain and illness’ could be
included, but mental illness and learning disab8itare not. In their emphasis on
the body, Saxton and Howe clearly differ from Crosgith her social model focus
on oppression as the basis for commonality. Like hewever, the editors call for
separate anthologies on these subjects, a movidlustriates once again the endless
possible subdivisions of identity that Davis atsckside from their concern with
‘literary quality’ the editors sought work that p@yed the lives of disabled women
‘accurately’, addressed ‘important issues’, chakhstereotypes, and presented
‘fresh perspectives’. They actively sought authdiverse in class, ethnicity, race,
age, and sexuality. Importantly, they also highligiteir selections of works from
‘traditional’, as well as feminist perspectivespamstrating a less rigid political
attitude than that espoused by Cross. Also, lika,Z8axton and Howe found their
search for material ‘arduous’. They note the preleoance of biographies where an
author’s disability is omitted, and of writers wace reluctant to refer to their own
disability. They attribute this to the stigma osalility, and to its internalisation.
Because of this, they find that their best resetoohwas ‘word of mouth’: they
recall asking disabled associates, including diggights activists: ‘Do you know

of any disabled women writers, or writers who wetsut disability?’ (viii). Like
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Cross, they note the power of such asking as ast@onsness-raising’ act in itself
(iX). Here, we can see another illustration of Sspleare’s point regarding the
unrepresentative nature of the disability rightsseroent: if the writers who are
asked to give an account of their disability expece are plucked from the
movement, it is natural that they will define theisability experience, and thus the
anthology, in the (political) terms of that moverhemhen in fact the number of
people with disabilities who identify as such isuadly comparatively small.
Saxton and Howe explicitly link literature to disigty rights in its capacity

to document both ‘the details of daily living’ afile deepest meanings of this
experience’ simultaneously (xiii). In this regatideir perspective can be linked to
Couser’s analysis of the personal essay style engeng the context of ‘disability
culture’. They see the act of writing itself as @owering’ (as do others, as we shall
see), specifically in regard to the ‘need’ of peopith disabilities ‘to name the
physical pain’: a point which recalls Kirmayer, @al and Shildrick and Price and
their accounts of how the body makes itself knoamell as the danger of its re-
inscription (xiv). Connected to this is their obssion that disability may in turn
impact on the act of writing:

A writer’s disability may have interfered withtheork. It

may have stimulated or contributed to it. Or &mot have

affected it at all, at least no more than the ynather aspects

of her life experience (xiv).
Saxton and Howe see the anthology form as cruci@presenting this variety. As
a ‘collection of many voices’, it allows for a ‘hdiversity of ... perspective’. They
conclude: ‘No one contributor can speak for alk &ach voice is important and

needs to be heard’ (xv). In stating this, they operfurther distance between
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themselves and Cross, with her emphasis on thegabhoice that does, as for
Linton, indeed speak for all.

Like Zola, Saxton and Howe observe the ‘cultueatidl of the reality of
chronic illness and disability’. Yet, while Zolaesethis as society’s loss, Saxton and
Howe view it as oppression, arguing that this deseaves to ‘silence the voices of
those who cannot deny [their disability]’ (1). Agdence of this they cite the
‘puzzling myth’, as addressed elsewhere by SiehedsFinger, that people with
disabilities ‘are always talking about their prabi, and like them argue that the
opposite is true:

Just as we learned at an early age not to aclkadowe!

disability in others...so too we learned not tofoomnt others

with our own disabilities — ‘Don't tell’.
In response to this, the first section of theihaitgy is dedicated to ‘works thdo
tell’ (1). This sense of the importance of the abelement of disability is further
evident in the other two sections of the book. $&eond part is devoted to ‘the
impact of other people’s feelings about our disaéd, as well as how our
disabilities affect the way we feel about and behimwards others’, the third to the

battle against so-called internalized oppressidn 185).

This sense of the social element of disabilityl &g relation to the writing
body, is developed further in Lois Keith's introdioa to her anthology of writing
by disabled womerMustn’t Grumblg(1994). Whereas Cross, and to a lesser extent
Saxton and Howe, viewed disability as a sub-categbtheir feminist identity,
Keith, upon finding herself transformed into a whbair-user ‘[o]vernight’,

discovered that her old friends’ commitment to ‘alify and justice’ did not extend
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to disability (Keith, 1-2). She expands upon th&arof silencing espoused by
Saxton and Howe, complicating it beyond oppresdmnshe finds not only that her
old friends found it ‘hard to listen’, but that stokdn’t want to talk’ about her new
disability experiences with them. Rather, Keithided that to ‘make sense’ of her
new life, she would have to ‘become a member aha community’ (2). Like
Saxton and Howe she embraced ‘word-of-mouth’, withilar consequences:
having ‘heard many stories from newly disabled pecgnd through ‘reading what
little there was by disabled writers’ she appaseathbraces the social model: ‘I
began to understand that my inability to be apalit of this society was not, in fact,
my fault’ (1; 2). Comparable to Shakespeare’s aiglgf the development of an
identity politics, Keith subsequently gains a cqtean of herself as oppressed,
noting that her nondisabled colleagues began tgesighat she consider ‘applying

for early retirement’ after her disabling (2).

Like Saxton and Howe, Keith sees writing as imgairfor its capacity to
allow her to ‘name’ her new experiences ‘in ordebé able to handle them’. She
develops this idea by observing a therapeutic tu@liwriting similar to the
‘restorying’ of Smith and Sparkes. She observeshbraown writing enabled her to
make a transition from a focus on ‘personal path lass’ to later attempts ‘to make
sense’ of the society she lived in (3). Althougk sloes not address the topic of
dominant discourse explicitly, Keith does, like &kiell and Snyder, insist on the
need for ‘the disability movement’ to make its witeard through ‘its own
literature’. Yet the problem of the unrepresenwtieffacing nature of this
‘movement’, evident in Saxton and Howe’s relianceagtivists for contributions

and the way in which she herself was politicisedurther evident in Keith’s
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selection process for her anthology. Her ‘grassst@pproach saw her gather work
from women she had worked with in writers’ grougsd supplement this through a
‘small network of disabled women friends’. Yet iontrast to Saxton and Howe,
Keith also invited contributions through the prassd disability press, describing
the compilation of her anthology as ‘an organicgess’ (4). Furthermore, she
portrays this process as a ‘dialogue’, with marecps changing as a result of
discussions between author and editor (such camnelgmce is included in an
appendix). As well as pieces which were ‘creatind ariginal in style and form’,
Keith also included those that were ‘simple aneédir a step away from the
‘literary’ emphasis of Saxton and Howe and Zolaahother move that can be seen
as a development on the earlier attitude of Cidsth writes of her intention to
give equal footing to exploring both ‘personal gaditical change for disabled

people’ (5).

Like the other editors, Keith poses the questifio is this book for?’ Yet
another development on the position of Cross isegp in her answer, much like
Zola, that ‘this anthology is about universal expece’. However, this supposed
universal experience is in fact tied to the assuonghat the experience of being a
womanis universal among women. Thus, she argues thetatalied women will
relate to the themes explored by disabled womeh asdndependence, appearance,
inequality and illness and pain. Nevertheless, Kisitquick to emphasise the fact
that there is no ‘party line’ as to how (or whejhdisability should be politicised.

For example, she concedes that her inclusion aingrabout chronic illness and
disease may perpetuate what she terms ‘the medude!": the ‘stereotypical view

of ourselves as weak and sick’ (6). In responghisopoint, she states her belief that
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disability already has enough ‘hierarchies’ impoBed outside, and rejects
‘simple categories’ (7-8). Nonetheless Keith carseen, like Cross and Saxton and
Howe, to fall victim to the perpetuation of hieraycsimply through her insistence
on maintaining identity categories. Thus, she ifiestthe intended reader as a
woman who will give a ‘sigh of relief’ at the fatftat ‘other women have shared
[their] experiences and felt as [they] do’ (7). §msistence on category ultimately
lends Keith’'s position the confrontational, sepiatair bemoaned by Shakespeare
and, as we shall see, by Shildrick and Price (stel):

It is self-critical, self-aware writing, whichgs “You might

choose to see me as passive and quiet, or aittetwisted,

but here are the ways | am fighting back. Thisaw/| see

things, this is how choose to describe them’ (8-9).
This perspective is evident in one of Keith's ovemtibutions to the volume, her
poem ‘Tomorrow I'm Going To Rewrite the English lgarage’. Here, her bold
intention to discard ‘all those striving ambulisetaphors/of power’ in a bid to
‘construct new ways to describe’ her ‘new, diffdrstiength’ might invite a link
with Kirmayer and Galvin, yet the piece proves &orbore bluster than insight, with
Keith simply concluding: ‘Somehow | will learn tait all' (57). In such bold
claims and failure to deliver, we might see a peralith Shakespeare’s assessment

of the social model's strength in politics anddead in analytical thought.

At first glance, Kenny FriesStaring Backmight seem to be similarly
confrontational, not least in its title, a referermy Fries both to how people with
disabilities have traditionally been defined by ttare’ of the able-bodied and to

how this balance of power is shifting. ‘In thes@esi, he writes, ‘we are staring
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back’ (Fries 1997b, 1). Like Saxton and Howe, Frietes that people (not just
authors) with disabilities ‘have been silencedd attributes this to an oppressive
able-bodied community ‘who did not want to hear twia have to say'. He also
concurs with them in his view that disabled pedylee played along with this
silencing, citing Anne Finger’s ‘fear that if weldoour stories people would say:
“See, it isn't worth it. You would be better offat™ As with all the other editors,
Fries observes the difficulty he faced in ‘searghiior the words with which to
begin speaking about [his] own experience’. Spumethy the inadequacy of a
medical explanation for his experience (‘congerdefiormities of the lower
extremities’), he writes of taking the:

...initial steps of finding the language, unearthihe images,

shaping the forms with which I could express gpmegience

| had never read about before, so that my expegias a

person with a disability could become meaningiubthers

(1-2).
As an account of the problem of language and fénra,can be seen as a far more
sophisticated approach than that taken by Keitlvaljand indeed of any of the
antecedent anthologies), far closer in its undedste and description of both
expression and meaning as problematic to the thearapproaches of Kirmayer
and Galvin. A similarity with Kirmayer’s account ofeaning as imposed by
dominant discourse onto the irrational body is egdly apparent in Fries’
recollection of his inability to see his first attpts at disability poetry as poems at
all: he recalls ‘wanting to throw all those dradisay, not thinking them poems’.
With no disability role model in writing he feelsrisure of [his] identity as both a

writer and a person who lives with a disability).(Ble finds himself ‘unable to

successfully meld on the page the nondisabled wWbdglived in with [his]
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experience of being disabled in that world’ (2)amanother advance on other
anthologies, Fries recognises that this disjundbietween form and content also
means that in transcribing his experiences he neaibing disability as negative
in the way described by Finger. In a sentencertiwlls Keith, he worries that even
his closest friends, having seen the pain he had goough, will be unable to

‘believe [that] there was so much more to livindtwi.. disability than pain’.

As with Zola and his interest in the ‘human coriadhit, Fries writes that his
volume is bound together by ‘the theme of humameaotion — connection with the
past, connection with one another, connection aithbodies, connection with our
selves’ (3). Like Saxton and Howe and Keith, Fabserves that ‘old models die
hard’; yet, while he notes that his anthology corgtditerature that clearly
espouses the social model of looking at disabjlitg argues that literature ‘does
not, and should not, conform to the dictates ofenirpolitical or social discourse’.
Yet a certain dismissive social model perspecsvapiparent in his description of
some works he has included as containing the gestof ‘moral and medical
models of disability’ that have been ‘internalizet’ a way that recalls
Shakespeare’s criticisms of the dismissal of anybmldo does not accept the social
model as a victim of ‘internal oppression’ (8). tYeies does allow for agency on
the part of the individual contributors, insistitigit each piece is a ‘product of a
disabled writer's encounter with his or her dis@pixperience’. Like Saxton and
Howe, he highlights the effect of disability on tlating process, noting how poet
Larry Eigner’s disability ‘profoundly affected theork’s actual composition’, how
Marcia Clay's Cerebral Palsy experience is ‘stiyrrendered’ in her fiction, and

how Andre Dubus’ disability is apparent in his wenken when ‘the work’s central
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focus is not disability or a disabled charactey}’ (B respect to the latter description,
we can see a similarity to the early work of Nokaith its application of the

lexicon of disability to the world of the nondisell Fries appears to be arguing for
such a lexicon, or for an aesthetic with its rantthe cognitive experience of

disability, in a manner similar to Swan.

Yet, arguably because of his adherence to thalsoadel, Fries is unable
to maintain the careful distinction between disapéxperience and disability
culture that Couser does, or the similar distintb@tween disability as cultural
studies and disability as cognitive experience 8waan seeks to address. Instead, he
cites Longmore’s conception of a new, post-ADA ghissthe consolidating of
disability politics: a ‘quest for collective idetyi, in which the task is ‘to explore or
to create a disability culture’. Fries explicitliygms his anthology to this disability
culture, insisting that it in ‘many ways...mirrorssiguest’ (9). Crucially however,
rather than hyphenating identity like Saxton andvel@and Keith, Fries argues that
this production of culture should occur within mgitneam culture, and indeeéeds
mainstream culture to inform it. He writes of a dié® bring the lives of those of us
who live with disabilities closer to the center wha truer understanding of the
richness of our lives can be forged’ (9-10). Irstrespect, it is no surprise that
Staring Backshould feature the work of John Hockenberry, wheskk fits
especially well into this context: his ‘Walking WiThe Kurds’, excerpted from
Declarations Of Independender this anthology, sees the author argue, as Couse
has noted, ‘that his experience of disability i$ smdifferent from the common
conditions of life for a large number of people ldwride’ (Couser 1997, 204). In

such a call to appreciate disability as a universthler than exclusive experience
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one can find traces both of Swan’s call for a foenghe cognitive experience of
disability and Silvers’ plea for an appreciationdigability aesthetics. In regard to

the latter, it is interesting to note ti&taring BacKoregoes the complicated

thematic divisions o¥ith Wingsand instead groups works according to genre, thus
demonstrating a new appreciation for the importafderm, with less concern for

thematic categorisation.

The works of a number of contributors, such asyMzuffy, Merry Cross,
Leonard Kriegel and Nancy Mairs, span these fothi@agies and their editorial
agendas. This thematic compatibility is especimligresting in the case of Kriegel
and Mairs, as both have been offered as exemplditerary disability by the likes
of Couser and Swan. Both featureSiraring Backwhile the former features in
Ordinary Livesand the latter inVith Wings Kriegel's contribution tdrdinary
Livesis an excerpt fronThe Long Walk Hom@964), his account of polio rehab as
a young man, which can thus be viewed in a 196@sigability rights context. His
contribution toStaring Backcomes from the latdfalling Into Life (1991), after
this watershed. The Kriegel ®he Long Walk Homgives an account of himself as
a young man in polio rehab which is redolent ofkimel of macho, individualist,
overcoming attitude Couser has identified in maisglility autobiographies.
Although Kriegel displays a sense of group iderntityehab, this extends only to
his group of wheelchairs users (‘lions’) and igant based on a rivalry with, and
exclusion of, another group of polio patients vatin braces (‘birds’). In writing,
Kriegel captures a sense of the replication ofdnhy that Shakespeare and
Foucauldian critiques discern in a supposedly engping identity politics. Of

excluding the ‘birds’, he writes:
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... even though | felt that | was betraying thelbjrl excused

myself...‘It's nothing personal. It's just that tpdan is only

for guys in chairs. None of the birds are comif¥g-4).
In Falling Into Life,the older Kriegel revisits his time in rehab. Irirdpso he
demonstrates his propensity, as identified by Ggusereturning to key moments
in his disability ‘in essay after essay, book alieok’ (Couser 1997, 190-1). Couser
has, as we have seen, linked this to Kriegel'safiske essay form iRalling Into
Life, because it allows such an approach where nagratith its confident linear
progress’ does not (191). This form, Couser argai@sys Kriegel to portray
disability, not as something to be overcome, bigcasething ever-present which
permeates ‘his sense of identity and his trajedtotfie world, his point of view’
(190-91). In this regard, it might be seen thaekal's later work fits with Zola’s
editorial intention to showcase writing that re@rms the reality of the disability
experience rather than the traditional narrativiesvercoming. Yet Zola has, of
course, disavowed essays about ‘issues’. Furthesrherhas argued against the
idea that disability guarantees a writer’s autlyooit the subject, while Couser
insists that Kriegel's disability ‘made him a writend gave him his subject; indeed
it made him an autobiographer’ (191). Thus, it rhigd seen that in excluding
essays for their political qualities, Zola loses tapacity for insight and analysis
that they offer and also makes the mistake of asgythat narrative form is
ideologically neutral (even as the problems witpression of the reality of the
disability experience in dominant discourse arseaiin his introduction).

Indeed, there is much in Kriegel's work as feadlureStaring Backhat fits

with, and offers solutions to, Zola’s analysis loé problem of unreality in the

representation of the disability experience. Fameple, the older Kriegel now
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recognises his younger self as a ‘pragmatic Amerioawhom survival was
method and strategy’ (Fries 1997b, 39). We mightthes, as per Kirmayer, as the
imposition of meaning and order onto the body tgtothe dominant discourse of
overcoming. This connection to Kirmayer’s theoigfurther apparent when
Kriegel reflects on how his relationship with hisdy has changed, after
experiencing a fall from which the techniques teeried in rehab do not help him to
recover:

My body had decided and decided on its own,

autonomously- the moment had come for me to face the

question of endings. It was the body that chtsseéme of

recognition (48).
While the young Kriegel was a ‘novitiate of the pibde’, the older Kriegel is left
‘pondering limitations and endings and summati¢as; 48). Nevertheless, he feels
‘curiously buoyant’ that ‘mortality had quite suddyg made itself a felt presence’
(48). In this example of the body making itself wm in line with Shildrick and
Price’s assessment, another aspect that conngbtZeta’s editorial intent is
apparent: Kriegel has embraced and demonstrateéalisy of both disability and
mortality and it is not dreadful.

This cross-anthology congruency of work is alspaapnt in the work of

Mairs as it appears in boWith WingsandStaring BackLike Kriegel, Finger (and,
ironically, Zola), Mairs has been categorised byi§# as one of the exponents of
the ‘personal essay’ that does not just relatathiror’s disability experience but
also reflects ‘critically and politically on disdiy and culture’ via ‘higher-order
thinking and ‘arguable propositions’ (Couser 200B5). Yet Mairs has also been
championed by Swan, who has a different appreciatidhe personal essay style.

He cites her essay ‘Carnal Acts’, as include8taring Backas evidence of how
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disability can be used to address ‘the writinghaf émbodied subject’ (Swan, 285).
Such writing, he argues, illustrates how ‘accunedagtories of embodied subjects
and voiced bodies’ that have previously been distalimight be expressed,
through a focus on the cognitive rather than tHeical. In this way, it can be seen
that Swan perceives Mairs as more aligned withnitieng of the ‘disability
experience’ than the ‘disability culture’ within weh Couser positions her. In his
insistence that disability writing ‘is not onéboutthe body bubf andfrom the

body too’ he facilitates a focus on the literar;egdisability writing, away from
the political limits of disability culture.

Swan'’s sense of Mairs’ focus on writing arguali§oaapplies to her much
earlier contribution t&Vith Wings‘On Being A Cripple’ (1986). This essay is
positioned by editors Saxton and Howe in the sadited ‘Transcendence’ which
according to them focuses on the tackling of whayterm ‘internalised
oppression’ (Saxton and Howe, 105). In this essaydMs concerned with
language and identity. Whereas fellow contributtycé Davis implicates language
in internalised oppression in ‘Lame’, dismissingppled’ as an ‘ugly and
stumbling word’ that ‘blots out the power and tlegh of the spirit’, Mairs
embraces the term ‘cripple’, in much the same wa¥a@a embraced ‘crip’,
declaring: ‘l am a cripple. | choose this word tome me’ (Saxton and Howe, 43;
118). Although she acknowledges that the meanirigeotvord is ‘complex and not
entirely flattering’, she seeks to harness its poweting that ‘[p]eople — crippled
or not — wince at the worttipple, as they do not dtandicappedr disabled. She
continues: ‘Perhaps | want them to wince. | waathilio see me as a tough
customer ... As a cripple, | swagger’ (118). In tthéclaration we might see an

example of another aspect of identity politicsicised by Shakespeare and
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Foucauldian approaches: the attempt to harnesa@osed, negative category as
positive which, these critiques argue, is inevyaddomed to failure because,
however positive its appearance, this act ultinyatelinscribes categories, and thus

hierarchies.

Mairs champions the term ‘cripple’ for being ‘sgitforward and precise’,
as opposed to the vagueness of ‘disabled’, which,parallel to the complaints of
Zola, she perceives as ‘widening the gap betweead and reality’ (118). In an
apparent contradiction of her claim to redefinewloed ‘cripple’, Mairs criticises
terms such as ‘differently abled’ for their ‘semarttopefulness’, insisting that
‘[sJome realities do not obey the dictates of laagei (118-9). In this way, Mairs
might be seen as taking a rigid structuralist pmsitapparently insisting, contrary
to Kirmayer and Galvin, that language is finite dixdd, and thus that namings that
are negative in origin, such as ‘cripple’, are dimdy ones available and so must be
adopted (the latter position of course recalls (B&wobservation that even a
negative identity is preferable to no identity).aecepting this rigid, limiting
language, Mairs appears to find an analogue ttirthis imposed by her disability:
to term herself ‘differently-abled’, she writes, wd be to ‘to deny that [she has]
lost anything’ as a result of her encroaching MBJ{1 She appears to acknowledge
the reductive nature of such labels in her atteimptew positively the fact that
vague terms ‘at least hint at the truth’. In implyithat the appropriate language to
capture her experience is not yet available, shebeaseen to take a position similar
to that of Zola, in linking, however insubstantyaivhat she sees as the inadequacy
of the term ‘disabled’ with the fact that societynot yet ready ‘to accept

crippledness’ (119). The sense of conflict andatisgaction with her own argument
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apparent in this essay is further evident in al fbeatradiction: while Mairs insists
on delicacy, stating that she ‘would never refeartother person as a cripple’, she
nevertheless does so only a few pages later, iredeo ‘other cripples’ (119, 122).
Be it slip or contradiction, this occurrence serteeglustrate the political
implications of language even when apparently ssdersively, and the dangers
of effacement inherent in the ease with which wgton the disability experience
can slip into the inscribing of a disability iddgtpolitics, due to the vocabulary the

two share.

As with Kriegel, Mairs’ contribution t&taring Backwith her piece ‘Carnal

Acts’, can be seen as a considerable developmemeoposition in the earlier
anthology. The genesis of the essay comes frorattempt to consider how her
identity as a disabled person and her identity wstar are related. She concludes
that the two are ‘interdependent’, with an ‘intingdbat has for some reason
remained, until now, submerged below the surfadéer attention’ (Fries 1997b,
52). She attributes this to the sense of embodi#dist has resulted from her
disability. Her MS, she writes, has:

...rammed my ‘self’ straight back into the bodyadbeen

trained to believe it could, through high-mindeds and

aspirations, rise above.
She attributes her original view of her body t\eStern tradition’ of separating
mind and body that is almost ‘part of our colleetivnconscious’, and furthermore
‘an unquestioned element in the social instructlwasmpose upon infants from
birth’ (53). This is, of course, the same view asgea by Zola in his introduction to

Ordinary Lives Mairs argues that this situation is maintainedhgypower of
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shame in the body (53). She argues that it is plesg ‘subvert’ the power of
shame:

...by acknowledging who | am, shame and all, amdioing

S0, raising what was hidden, dark, secret abguifinto

the plain light of shared human experience (58).
If Mairs’ position in ‘On Being A Cripple’ appearemntrary to that of Galvin, her
position here is clearly much closer, not leasten focus on how one might
‘subvert’ power. Furthermore, Mairs is clearly mefieg to dominant discourse as
the source of shame and the target of her subwversio

What we aren’t permitted to utter holds us, gaolated from

every other, in a kind of solipsistic thrall. Watut any way to

check our reality against anyone else’s, we asdinat our

fears and shortcomings are ours alone (58).
This analysis recalls both Siebers’ work on thepsiged narcissism of people with
disabilities and Kirmayer’s idea of a lexicon ofdily experience as the basis for
language. Mairs observes that she had believetirbiecollection of essays,
Plaintext(incorporating ‘On Being A Cripple’) to be ‘persdhand was thus
overwhelmed by the response from readers exclaifmrgtone of unmistakeable
relief, “Oh, me too! Me too!™. She elaborates:

It's as though the part | thought was solo hased out to

be a chorus. But none of us was singing loud gndor the

others to hear (58).
In this way, she concludes, her first essays wikoeia'not merely speaking out but
calling out’ (59). In making this distinction, shgoids the position of Keith and

Linton, where the personal voice can only existdatribute to one political voice
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which eventually effaces its component parts. Thossible because she locates
her disability identity in her body, rather thareirommonality of oppression:

I've ‘found’ my voice, then, just where it oudiat have been,

in the body-warmed breath escaping my lungs haraht.

Forced by the exigencies of physical diseasertorace my

self in the flesh, | couldn’t write bodiless peod he voice

is the creature of the body that produces pelk as a

crippled woman (60).

It is thus impossible for Mairs to claim, as Lintaould, that her bodily
difference is irrelevant. Instead, she insists: baly, no voice; no voice, no body
(61). As mentioned above, ‘Carnal Acts’ is cited3wan as an example of a new
type of disability writing that is markedly diffemeto Couser’s focus on the
‘personal essay’ (of which Couser also upholds #ag an example). He takes her
interest in the ‘embodied voice’ and the ‘voicediaas part of a pursuit in writing
by people with disabilities for ‘new ways of thinkj about culture, language, and
the body' (Swan, 286). In his claim that Mairs’ werillustrate how the disabled
body ‘simply overruns the categories of an ablaisjmatizing discourse to find its
own expressions’, it can be seen that Swan is @gping the theoretical tenets of
Kirmayer and Galvin, and also Shildrick and Priceleed, he shares the same focus
on bodily presence in language as Kirmayer, andgamcy as Galvin in his
insistence that the body ‘made present in langupgsitions the speaker as ‘an
agent of negotiable meanings’ (287; 294). As Maegsself seems to imply with her
reference to ‘shared human experience’, Swan beespipreciation of the ‘action of
the voiced body’ that disability promotes as sonmeflthat is useful to society as a

whole, rather than the stuff of segregation (28M)s recalls the introductions of

both Zola and Fries, as does Swan'’s insistencelibatonception of ‘disabled’ and
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‘nondisabled’ as binary opposites is redundant,thatthey should instead be
conceived of as ‘variable positions on a multidigienal gradient’ (293). In this
way, it can be seen that ‘Carnal Acts’ fits Swanadel for a disability writing that
moves away from disability studies as a mode dtcal studies, towards a
cognitive approach to disability experience thatasmpatible with more complex

theories of the writing body and embodied subjetgtiv

The development of positions over time is partdylevident in the work of
Kriegel and Mairs because their contributions appedifferent volumes.
Nevertheless, it is also possible to read othetritutions in isolation from the
editorial context of their particular anthologydeed, Saxton and Howe, Keith and
Fries all acknowledge that individual pieces inittisellections are not necessarily
subordinated to their editorial intent. Thus, ip@ssible to find material that
documents the bases of the ‘new’ positions delettay Couser and Swan in older
material: a phenomenon that suggests that the toegfeixperiential approach the
latter addresses does indeed have a presenceeootsiddisability culture’ created
or imposed later. Thus, the excerpt from Francesigfd's Cotton In My Ears
(1948) contained i@rdinary Livesshows a sophisticated understanding of the way
in which language is implicated in power and idritieyond Zola’s own rather
under-developed concern with what we can now rasegas the difficulty of
expressing the disability experience in dominastdirse. In her account of her
hearing-impaired childhood and her attempts to péadield reveals the innate
subversion of the impaired body that Kirmayer ahddsick and Price discuss, for
example in her conjuring of an imaginary deaf fdevho does not understand

speech, not because he cannot, but because retttikmake nonsense’ (Zola
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1982h, 28). Similarly, she recognises the powdaduage to subject in a manner
similar to the Foucauldian approaches we have &@nlives in fear of being
‘outed’ as deaf by means of the ‘Seven Deadly Worti¥hat's the matter — cotton
in your ears?’ - to the degree that she believass'ithwould kill [her]’ (29). At the
same time, as per Zola’s position, Warfield is ab®ed as nondisabled, and does
not identify with other deaf people. Rather, shiéeibly afraid’ of them, fearing
that their common impairment means that they knemsecret (29-30). This fear
combines with her learned prejudice to cultivatedd as she attempts to kill her
deaf neighbour with the words she fears:

[A]s Aunt Harriet had said, he was so stone-dheafmight

as well be dead — so | looked straight into &efand said,

quite loud, “What's — the matter — cotton in yaars?”

It was exciting, and perfectly safe. Old Mr.

Bascomb’s blank, vacant stare didn’'t change. lde avdead

man. | had killed him with the Seven Deadly Wordsn

home feeling good...strong and brave and full afesteglee

(30).
Warfield also negotiates the contradictory sterpesywhich Zola addresses, in her
account of the treatment of her hometown’s one tiaily. Thus, she notes that
Mrs. Furness is described as a ‘wonderful’ persba tore her affliction bravely’,
yet at the same time, her hearing husband is destcds a ‘saint’ for living with her
disability (30). Likewise, the partially deaf Mig&va is criticised by the community
as a whole for refusing to ‘give in and face readind get an ear trumpet’ whilst
simultaneously being accused of ‘using her deafasssconvenience’ (31).

Ved Mehta’s contribution t@rdinary Voicesan excerpt from his book

Face To Facg1957), displays a similar doubt over disabilitytde as a basis for a

common identity. Mehta’s notes that upon his atratahe New York home of his
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blind American sponsor, his sponsor’s wife appe#oeassume that ‘[h]e was blind
and | was blind and ... therefore ... we would of ceugrjoy one another’s
company’ (89). This is starkly disproved by the ispar’'s assumptions, angrily
refuted by Mehta, that the blind in India live primitive’ and ‘backward’
conditions (92). The extract from Andrew Potok’'smmeoecenOrdinary Daylight
(1980), meanwhile, reflects the changing sociateption of disability in the early
1980s. Admitting himself to a rehab centre forlttiad to prepare himself for
imminent sight-loss, the author at first refusegiemtify as blind or interact with
the other residents (52). Like Warfield, and Jopewis inWith Wings he
highlights the power of language, noting that etrenword ‘blind’ is ‘fraught with
archetypal nightmare’, to the extent that he cawltlbring himself to say it, and
feels a desire to scream upon hearing a doctoridedum as such (53). Similarly,
his first encounter with other blind people recé#fis first disability encounters of
Brown, Reeve and Zola himself: Potok perceives theraxisting ‘in isolation’,
appearing ‘broken’ (53). Yet when he finally begtosnteract with them, he finds
his prejudices collapsing in the revelation of slaaexperience:

Soon everyone was drawn in. We couldn’t contdine

had stored for so long. We were finally with peogpho

understood ... Soon we were emptying our cloggadisie

of the terrible burdens we hadn’'t been able treshvith

anyone (58).
For Potok, this shared experience soon translatesistrong sense of group
identity. He states: ‘| belonged here, and | begaovemygroup. | swore that I'd
do anything in the world for any of them. They wergpeople’ (60).
An increasing complexity with regard to this newception of disability as

something with a social context becomes more appar&Vith Wings with Saxton
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and Howe devoting the second section of their dagjyoto the social element on
disability, or as they put it: ‘the impact of oth@zople’s feelings about our
disabilities, as well as how our disabilities affdte way we feel about and behave
towards others’ (Saxton and Howe, 47). This mightourse be seen as an effect
of the social model's ascension in disability sasdin the mid-1980s, bringing with
it a more politicised, rigid sense of identity, amdonception of disability’s social
aspect as being dominated by oppression, as perefeces by both Cross and
Saxton and Howe. Yet there are various perspecbnetisplay. Kay Yasutome’s
poem ‘I Met Florence In Room 43’ gives an accourthe meeting of two MS
patients in simple terms: ‘We shared’ (75). Susimgple, unanalysed connection
recalls the account of Sienkiewicz-Mercer’s encetsvith her ‘double’ Theresa
Ladue inl Raise My Eyes To Say Y&&eanwhile, Deborah Kendrick’s account of a
meeting between herself, a blind poet, and thenggmet Tess Gallagher, in ‘For

Tess Gallagher’ is more complex. Of their momenhekting, she observes:

| see clearly laid out before me two alternatetes
For this sliver of human relating.
Fantasy skims smoothly over one,

While masochistic reality creates another (84).

In the fantasy, the two ‘talk...share [and] lauglelgdonspirators’ over their
common experiences, and over the ‘line and phrasgésneter’ of poetry. However,

in reality, the blind narrator finds that:

| scramble for the spoken syllables,
Deny my claim to our shared muse,

And know that the moment’s direction is permahgnt
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pathetically cast.

Here disability disrupts the common identity of the poets, its imposed social

significance governing the outcome of the intexacti

All we talk about instead
Is the only
Other

Blind person you have known (84).

This poem suggests that the disabled and the radyldeé cannot write as one.
Kendrick's narrator can be seen as someone whaselemtities as writer and
disabled person are not balanced, as those of M&i@arnal Acts’ are. This sense
of segregation is also apparent in Kendrick’s shtuty ‘20/20 with a Twist’. Here
Kendrick employs the genre of science fiction t@agime an accessible world for
the blind, where:

Braille had been re-established in the universiti Visually

impaired children were taught Braille and print

simultaneously...Street signs, billboards and etagavere

all equipped with speech —synthesized devices)(14
By way of contrast, the author’s present is re-eaghe ‘dark-age days of the
nineties’, to highlight the ignored crises of dwing braille teaching and education
facilities (139). The protagonist is one of a graidiplind militants who achieve
equality through a ‘visionary revolution’ of nonelent direct action such as the
shutting down of power grids and the blacking-dutetevision broadcasts (140).
They are cast against a society that Kendrick imegyas marginalising the blind

through the denial of education and freedom of@asion. While the militants are
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portrayed as passive in their oppressed statg(titagonist recalls that her ‘role as
revolutionary had never been a conscious decistbe’failed attempt by the
authorities to cure their blindness is portrayedmasct of oppression designed to
cause them to identify politically as ‘seeing pen§l39, 140). Kendrick’s fantasy
of disabled revolutionaries can be seen as theabgixtension of the foundational
self-dramatisation of identity politics analysed $lyakespeare, and an illustration

of the segregationist, unproductive victim politioswhich it leads.

In stark contrast to Kendrick’s lurid fantasyagpressed disability
revolutionaries, Miriam Ylvisaker undermines thdiao of unproblematic
disability solidarity with her account of a selfip@roup in her short story
‘Significant Others’. Laura, the protagonist, dilgbby arthritis, ‘does not really
like the other women in the group, their hopelessrand despair ... She hates
looking at them, hates looking at herself (86). Pbsitivity of Mairs’ ‘chorus’ of
voices finds its opposite here. The group is umAmarious, with each member
advocating ‘a different stance, a better idea’l@irtcondition and responses to it.
In this forum for speech (analogous, arguably,namihology), speech fails: one
woman’s speech is ‘jerky’, while another ‘seldoneaks’ (87). Tellingly, the
group’s leader, although ‘a good listener’, doeshave arthritis herself but bases
her authority on her experience of ‘a long-termealls’, and ‘does not limit
discussions’. In this way, Ylvisaker draws attentio the problems of disability’s
broadness and porosity as a category, and thusrite to the possibility of a
common experience (87). Arguably, her piece undeemthe very anthology in
which it is included, a fact which can at leastsben as a testament to the editors’

admirable commitment to ensuring that differingoasi are heard.

236



This same accommodation of voices of dissent wtfard to the
universality of disability identity is also appatemMustn’t Grumble Indeed,
certain pieces can be seen to reflect the linentkeKeith in her introduction,
where she rejects the rigid hierarchies and caisgiarn inherited from feminist
identity politics, and insists that the anthologgmo ‘party line’. Thus, Mary Duffy
confidently states in ‘Making Choices’ that ‘diskttyidoes not guarantee allegiance
or protection’ (Keith, 31). Jaihn Makayute goesrefuerther in ‘Freedom Fighter’,
portraying the ‘women whose fight is with convigtiagainst the disablers’ as

oppressors themselves when they declare:

... ‘how dare she say such a thing
how dare she say she wants to walk
again..

how dare she voice that

after all we've done to make

disability a state in which to be proud?

Thus, it can be seen that Makayute illustrateetfaement caused by the
subordination of individual personal experiencé® political voice championed
by the likes of Linton. Makayute’s words also impte perpetuation of hierarchy
identified by Shakespeare in identity politics she identifies those who would
silence her with the silencing effect of dominaistcdurse: 'm not scared now of

being burnt for voicing my truth ... My silenced-bgifdays are dori¢Keith, 187).

Despite these concessions to dissent, it is istiegeto note that Shildrick

and Price have criticiséd/ith WingsandMustn’t Grumbleby name, as we saw in
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the Introduction. They take issue with the implgiiggestion in anthologies by
disabled writers (typified they argue, by Keithlaim for the authority of her voice
in her introduction, as cited earlier) that theyosignificant point of view on
disability is that of people with disabilities. Atiugh they do not explicitly
implicate the social model, or an identity politlessed on adherence to it, as a
factor in this, they attack the majority of contritons to these anthologies for
focusing on ‘experience of bodily restrictions,aimfort and limitations, and of the
physical and social barriers that disabled peagde’f They argue that such
accounts are inherently contradictory, encouragiegeader to see the
author/protagonist as ‘other’ while at same times/stg to attain standards of
normativity. In this manner, they argue, the disdlddody becomes a ‘troublesome
possession’ that may be normalized, but not no(8iaildrick and Price 2002, 66-7).
They include Mairs (presumably for ‘On Being A Guig’ in With Wing$ in this
criticism, and as we have already seen, a ceiitaitation is indeed apparent in this
early writing. Shildrick and Price instead champvariting that attempts to capture
‘experience before narrative is imposed on it’ (8B)this respect, they can be seen
to share a similar perspective to Swan in his ddsir an expression of disability as
a cognitive experience, and to reach the same esindls as Kirmayer in seeing
narrative as a form of dominant discourse imposiegning on the body.

Yet material from the two anthologies which Shitérand Price criticise
arguably fits their argument. For example, Kate €llR’'s ‘Sight’ is a short story
related in the third person, which details the eignees of a partially-sighted
woman. O’Reilly avoids narrativising this disabilivy leaving it nameless, and
indeed medically undiagnosed, until the story’s.értds results in a defamiliarising

effect that reveals how a medical diagnosis is s&sgy to establish the meaning of
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her experiences. In this way, ‘Sight’ can be sesiliustrate Kirmayer’s point with
regard to the meanings applied to the body by dantidiscourse, and the way in
which the individual’s own meaning, issuing froneithbodily experience, will
appear irrational. ‘Sight’ also evokes Shildriclddrice’s claim that the disabled
body will always disrupt and resist such rigid imspion of meaning. These
connections are particularly apparent when theaguantist discovers her disability
as a schoolgirl unable to perceive the three-dimeasroundness of the globe,
which allows O’Reilly to fashion an analogous ailtusto Gallileo Gallelei, with
the teacher ‘sensing heresy'. As her different erpee is deemed irrational, the
girl discovers that ‘remaining silent’ is her option (Keith, 19). When her
reliance on touch to augment her sight leads harsieries of social transgressions
at school, she, like Kendrick, begins to see tghtsd as ‘the enemy’. This hardens
her into a segregationsist:

She learns another lesson. Her sight is maveteks is

restricted. She decides to become Gnostic aadaweay

from their seeing world (20).
The protagonist thus becomes ‘accustomed to hgfuplaicious sight’, a
description which recalls Shildrick and Price’sad# a ‘resistance [to discourse]
exercised through the body's refusal as much asigtr the conscious will’
(Shildrick and Price 2002, 68). Nevertheless, gptisno diagnose her medically
persist. The power of medical discourse on a lisiiilevel is particularly apparent
in the doctors’ use of ‘dictionary terms she carlarger look up’ and the fact that
her plea to have them speak in ‘laywoman’s worelatks them to ‘laugh, calling her
a feminist’ (Keith, 22). When the medical diagnasifinally reached, the

protagonist notes how her family delight in ‘redéfg her with the official label’ to
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make sense of her past ‘idiosyncrasy’ (24). Inoesp, she feels only ‘unretractable
rage’ at the lack of authority attributed to herrogiscourse: ‘Why had no one
listened? She was misunderstood and maligned’ @)er diagnosis as ‘only
partially sighted’, she comments: *“only” has nathito do with it’ (24). This
declaration cements the impression of the bodysite af innately rebellious
excess as per Kirmayer, Shildrick and Price.

A similar example of writing that attempts to aajet experience before
narrative is imposed on it can be found in Joarif§oh’s contribution taStaring
Back ‘Imperfection Is A Beautiful Thing'. Like Zola aMairs, she notes Western
society’'s demand for silence regarding the realitihe (disabled) body. Tollifson
suggests that the reality of ‘vulnerable’ orgaifie heeds to be approached ‘not
intellectually, but experientially’, as it is only this manner that one can realise
‘how porous and momentary every thing is’ (Frie9 a9, 106). A similarity with
Swan’s call for an appreciation of the disabiligperience as cognitive rather than
cultural is again apparent here, as is Cousertsdison between disability
‘experience’ and disability ‘culture’. Tollifson sbrves, as per Zola, that she herself
sought to avoid the reality of her disability, ahdt this led her to avoid both ‘the
image or label of being a cripple’ and other disdljpeople. She recalls: ‘I refused
to see myself as part of that group’ (106). Yetjaining a disabled women’s group
she, like Mairs, is surprised to learn that hepfsasedly private hell was a social
phenomenon’ and that disability was not just herspnal problem, but a social and
political issue as well’ (107). Politicised, shatmapates in the month-long
occupation of the San Francisco Federal Builditgnsof 1977 in support of the
passing of the first US civil rights legislationvesing disability. A side-effect of

the campaign is that the squatters form a ‘sodretgicrocosm...where being
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disabled was no big deal’. For the first time, éluthor feels ‘like a real adult
member of the human community’ (107). She concludes

Finally identifying myself as a disabled persossvan

enormous healing. It was about recognizing, algwand

acknowledging something | had been trying to demg

finding that disability does not equal uglindsspmpetence,

and misery (107).
In this aspect of her account, Tollifson might lkersto subscribe to the view of
‘internalized oppression’ criticised by Shakespeagenely, that any disabled
person who does identify as ‘disabled’ is perpatgadbppression.

Yet Tollifson progresses beyond this identity pcdi. She focuses instead on
using meditation as a means for ‘realizing whdte®re all identities, what is
whole and not limited to or by this body, or angag about this body’ (108). In this
regard, Tollifson’s analysis resonates with Kirmaygkewise, a strong similarity
with the position of Shildrick and Price is apparnenher conception of meditation
as a way of experiencing existence ‘without add@irggoryline, without analysis,
without identification (this is “my” anger, “my” pblem, “my” peaceful or
disturbed mind)’ (108). The ‘storyline’, she insisis what gives the ‘illusion of
continuity and of a solid, enduring entity callede” who is “having” all these
experiences’. Without a storyline, the self is r@ed as ‘nothing but shifting
thoughts, images, sensations, ideas’. Tollifsomesghat the experience of
disability reveals what remains ‘without the labaigl the stories’ (109). She views
the experience of being disabled in modern so@stya constant embodiment of
[the] basic truth’ that life ‘is the way it is, ndie way we wish it was’ (110). This

can be seen to strongly reflect both the claimSwén, and Shakespeare’s call for a
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theorising of quotidian disability experience begdhe political intervention of the

social model.

Shildrick and Price’s insistence that people wligabilities do not have a
monopoly on the disability experience can be sedretproblematised by two
accounts of transitions into disability resultimgrh cancer from different
anthologies. In ‘Colostomy’, Helen Kendall's accoohdrastic bodily change in
standard first-person narrative is intercut witlsgsges that strain at the limits of
language in their attempt to capture new physieasations and experiences. For
example, between an account of the procedure aneét@very, comesFingers-
trapped-under-a-stone numbness, eyes-closed nusjl&syone-go-away
numbnesyKeith, 43). This might be seen as an attempKbwpdall, socialized as
able-bodied, to find a way to give voice to the rmeality of her body that disability
has made her aware of. She concludes, like MailGamal Acts’ and Tollifson,
with a return to the body as a source of knowled@ethis new languagéAll-the-
senses-inform wisdom, no need-to-travel-afar wisdwre’s wisdom(45). Barbara
Rosenblum employs a similar, if more analyticalrggh inStaring Baclks ‘Living
In An Unstable Body'. She finds that, after can¢dse body no longer contains the
old truths about the world’. Rather, it is necegdarlearn a new language, a new
vocabulary...the deeper structure of [the body'shgrear’ (Fries 1997b, 102-3).
This perspective strongly recalls that of Kirmaygarticularly in her observation
that she ‘can no longer rely on the previous systefnnterpreting the body...used
before’ (103). This is the irrational body exceegdmeaning, as per Kirmayer and

Shildrick and Price, once more;
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When you have cancer, you are bombarded by sensat

from within that are not anchored in meaning.yitheat in

a world without words, without meaning. You dokriow

from moment to moment whether to call a particula

sensation a ‘symptom’ or a ‘side effect’ or a&fsi(103).
The consequence of this, however, is that Rosenbhds that she cannot ‘use
language to tell how [she] feels’ and often feé@igstrated by the way the limits of
language circumscribe [her] ability to communicatents in [her] body (103). She
faces a challenge to ‘find words to apply to sensat[she has] never had before’
(104). She does not engineer the neologisms offNmidhe subversions of Galvin,
or the metaphor of Kirmayer, perhaps because, ldidablatively late in life, she is
subsumed in dominant discourse that does not aiqwession. In this way, it
might be seen that the possibilities for new lamgguas proposed by Merleau-Ponty
(as discussed in the Introduction) and cited inv@ahight be a way in which a
cognitive approach to disability experience cowdtdbute to wider human
experience in an empowering fashion, as it has been that an expression in
language in the way Rosenblum cannot obtain (andhakendall aims for), but as
evident in Brown, Nolan and Sienkiewicz-Mercereimpowering in itself. This last
point perhaps reveals something problematic atbmuaithology form, and also a
useful feature of the more traditional autobiogieghform. In their tendency
towards short, analytical pieces, and their ovériagcexplicit concern with
disability it might be seen that anthologies repneésin analogue of lwakuma’s
unadjusted embodied self: constantly consciouodiipdifference, and thus never

successfully unconsciously embodied. In this respglke more traditional

autobiographies arguably possess the strengthvaidia more closely entwined
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content and form without disability as an explicicus, and might thus be seen as

more successful textual embodiments in line withkuma.

In conclusion, this brief overview of four anthgles of disability writing
can be seen to have demonstrated that anthologjealdy have as many
limitations as autobiography. Their strengths areas self-evident as they first
appear. A polyvocal nature is all very well, buinhmany voices must a collection
contain in order to be representative? Similagylection and analysis may at first
appear to be vitally self-conscious and self-qoestg, yet can all too easily fall
into the pattern of ‘creating’ rather than ‘docurieg’ a culture. This latter risk is
weighted by the implication of anthologies of digiéjowriting by nature of their
very existence in a form of identity politics, ils@ product of a political
intervention: the social model. Although dissentwaices are indeed contained in
these collections, these contributions become défprimarily by their dissent.
While it is true that certain pieces, as we hawnseffer analysis and insight, and,
in the case of Mairs and Kriegel, a discerniblenthic progression, the anthology
form is ultimately too fragmentary and cursory floese insights to move beyond
observation, except when they are subordinatedstmag editorial agenda: which
in turn defies the apparent liberational politicaison d’etre of such collections.
Thus, for a more satisfying unity of content andfpand to remove the disability
experience from a limiting political context, itrche seen that the more traditional

autobiographical form is arguably preferable.
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CONCLUSION

In this thesis | have sought to expand upon analgééhe shortcomings of
the social model of disability by considering thiemplications for a literary study of
disability life-writing. | have sought to demongtdhat the first literary approaches
to disability life-writing that relied upon the satmodel were limited by its status,
as evident in Tom Shakespeare’s assessment, dii@pmtervention rather than a
robust theoretical model. This has led, | have edgto a tendency to assess texts
on political rather than literary grounds. Crititis of autobiography offered by
Davis and Mitchell and Snyder in the mid-1990sexeressly political: in their
insistence that individual accounts undermine thee' political nature of disability
as a communal identity, the political prioritiestbé social model and the identity

politics spawned by it are clearly apparent.
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As recent criticisms of the social model have showhile its narrow
political focus has been useful for the politicalposes of the disability rights
campaign, it is ill-suited to the wider concerndled disability studies field, where
it has long been the dominant perspective. As Sipdae has noted Disability
Rights and Wrong&006), it has threatened to limit disability seslas a field by
shackling it to the disability rights movement dentity politics. This identity
politics requires a foundational submission to gatisation (and thus to hierarchy
and segregation) and to a victimhood that focuseh® ‘oppression’ it claims to
oppose as its sole unifying factor for its exisenthis formulaic approach does not
adequately address the complexities of the exp@lexspect of disability, which
denies the rigidity of such categorisation.

As Swan notes, the shortcomings of a culturalissudpproach are
particularly apparent when it is applied to disépiife-writing which, as we have
seen, often attempts to explore and express tpisrntial aspect. Yet that is not to
say that one automatically precludes the othementay Swan implies. It is
important to note that early disability studies i@@ehes to literature by Davis and
Mitchell and Snyder in the 1990s did not argue r&jethe expression of experience
in literature. Rather, they worked on the premist®rmed by the notion of
‘oppression’ integral to the social model, thatlsan expression was impossible in
conventional forms of literature such as the awgtziphy. As Silvers has argued,
they assumed that art produced in a society thagimelises disabled people must
reflect that marginalisation. This assumption wawéd in two respects. First, as
Silvers notes, art does not operate on exactlgdhnge basis as society. Secondly, as
Galvin's theories suggest, the disability expereenan indeed be expressed in

dominant discourse, both through the admittedlywstoolution of conventional
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language, and through the subversion of conveittyoimopes such as metaphor.
Both of these factors are in play in the work ofi€iopher NolanUnder The Eye
Of The Cloclcan be seen to perform the function of renderirajpdly undesirable
physical difference as artistic innovation in aemtional, if literary,

autobiographical form.

Although Galvin’s insights into subversion and imation are vital, they are
still couched in the terms of the social model: dwnt discourse ‘oppresses’
people with disabilities as a distinct group. Yat,Couser has noted, the expression
of experience sought in disability life-writingadout ‘reclaiming one’s body from
more than just medical discourse’ and other tyge®minant discourse (Couser
1997, 34-5) As we have seen in the texts examiméiokei previous chapters, the
very act of expression, be it Brown'’s painting arkiewicz-Mercer’s statement
‘.FEEL.BAD.’, is less resistance to oppressiong amore an act of affirmation. It is
worth remembering that Kirmayer’'s assessment obtisey as the source of new
and subversive language is based on the ideadhdy lolifference will produce a
different discourse. | have applied this to digapibut his original argument
concerns more general bodily difference, suchliasss. This is apparent in the
writing we have seen by people disabled by caneleere the struggle is not with
an oppressor, but with the need to articulate almesvly-originated language that
dominant discourse does not accommodate, throweyarttpowering expression that
disabled authors such as Brown, Nolan and SienkieMercer have arguably
achieved.

In this respect it might be seen that writing thdiculates bodily expression

is, as Swan notes, disability writing’s gift to widiterary studies and society as a
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whole. His use of Nancy Mairs as an example isqdarly pertinent, as her
progressive MS confounds the rigid categories sdiliiity identity politics,

blurring the line between disabled and nondisaléairs links her disability to her
writing by noting that it has made her aware okhké#ras a voiced body and an
embodied voice. This can, of course, be seen appkcable to all authors, but is
simply highlighted by the attention to embodimeimiat disability studies can offer.
Likewise, the insights of Kirmayer and Galvin iritee role of the body in lexical
innovation and thus literary creativity can be seehave implications beyond
disability literature.

It is thus perhaps useful to consider once mota’'€position as espoused
in his introduction tdrdinary Lives(1982): that the perpetuation of myths about
disability are harmful to society as a whole, amat tvriting which conveys the
reality of the disability experience and thus imtueveals the reality of all our
selves as embodied subjects is thus of benefadiety as a whole. Such a view not
only reflects the large, porous and continuallytsig nature of the ‘disabled’
population that Zola and Shakespeare identifyfar anore realistic fashion than
the social model’s rigid demarcation of ‘disabledd ‘nondisabled’, but also offers
a way for disability literature to be of practicede. As the latter has observed, the
identity politics of the social model, with its damds for cultural recognition, will
at best leave hierarchies intact, and at worststigknatising the disadvantaged
class, or force individuals to conform to a groufiure that discourages debate
(Shakespeare 2006, 80). Shakespeare insists éhgo#h should instead be to make
impairment and disability irrelevant wherever pbksiIn raising awareness of the
reality of embodiment, disability life-writing cazontribute to this goal, in line with

the ‘dismodernism’ of Davis, whose concern is &t ‘tareof and cardor’ the
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body linked with ‘oppressive subjection’, but rathearingaboutthe body'. The
conclusion of this ‘dismodernist ethics’ is theaguition ‘that difference is what all
of us have in common’ (Davis 2002a, 26). To be nspecific: embodiment is what

all of us have in common.

As we have seen, Shildrick and Price agree thatlirough recognising ‘the
permeability between bodies and between embodiggds’ that ‘disability
studies might move forward’ (Shildrick and Priced2062). Like Couser, they
perceive the disabled body as ‘much more thandbeltrof unequal power
relations’, placing it beyond identity politics @®mething that is always in
process’, rather than being ‘a stable entity’ toalk an identity might be ascribed.
Therefore, they insist, ‘disability’ should not benceptualised ‘as the property of
an/y individual’, and people with disabilities stdmot be seen to have a
‘privileged standpoint’ or the only ‘authentic’ ueitanding of disability
embodiment (63-4). Their view does not accounttierobservations of writers
such as Mairs and Tollifson regarding the speaiaraness of embodiment that
their experience of disability gave them. The défece between these two
perspectives might best be mediated by Zola’s ebsien that at this moment
those of us who have lived with a disability areenfin a better position to write
about what it is like’ (my emphasis) (Zola 1982B).1in this way it can be seen that
Zola, writing in the early 1980s, allows both foetcontribution made by
experiential accounts of disability and for theufetdevelopment of the
‘dismodernism’ conceptualised by Davis, where tisealirse developed in such

accounts could benefit, and be adopted by, soagtywhole.
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Shildrick and Price reject much of the writingainthologies such a&/ith
WingsandMustn’t Grumbleon the grounds that it conveys the belief that ‘wha
counts is the experience of the disabled persarea(@6). The conveyance of such
a belief might be seen as a consequence of thécitrigentity politics that result
from basing an anthology on identity. HoweverQadinary LivesandStaring Back
show, this is by no means inevitable, as Zola'satgn of ‘essays about...issues’
and Fries’ emphasis on moving the focus on diggtidi the mainstream in order to
gain a ‘truer understanding’ of it demonstrate &d982b, 14); (Fries 1997b, 9-10).
In the light of this, Shildrick and Price’s visidor a new type of writing should be
viewed with pragmatism. They call for the replacetr# ‘unified stories’ -
characterised by clearly delineated subjects, réiffecategorisations of embodied
being, and fixed points of view — with an emphasstead on ‘multiple points of
interchange’, the blurring of categorical boundsyrnd the ‘discontinuities that
make up experience before narrative is imposed ¢®4i-5). Their own technique
of ‘writing together’, thus blurring and concealitigeir comparative ability and
disability, might be taken as an example of théedtyey envision. While such a
style arguably works in the setting of critical g on the subject of disability, it is
hard to imagine such work proving accessible ouapindeed, it might be
suggested that such writing would be counter-prodeito their stated aims,
finding an audience only within disability studié#t only would such an abrupt
break with convention be counter-productively isolg but is, as Galvin’s
argument has shown, unnecessary. It might be artpaedheir goals can be
achieved just as easily by looking backwards asdads: it is not for nothing that

Couser has praised conventional autobiographygaminstruction of a ‘neutral
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space’ that allows authors with disabilities batttitoss and to blur the porous
border between ‘disabled’ and ‘nondisabled’.

Their argument regarding the need to abandoniéthgtories’ based on a
clearly delineated subject in favour of attempteapture the ‘discontinuities that
make up experience before narrative is imposed poses further difficulties.
Such a position surely risks the very objectificatof the body for which they
criticise anthology writing: it furthermore recattse nightmarish ‘chaos narrative’
of Smith and Sparkes, which is also glimpsed indMikakuma’s vision of the
maladjusted embodied subject, constantly cons@btizeir embodiment, unlike the
successfully embodied subject, who is unconscioersigodied. In this regard we
might again consider the idea that there is a gtoaise for autobiographies such as
Under The Eye Of The Clogkecisely because, in its closely entwined use of
disability in both content and form, it might thing seen as a textual analogue of
Iwakuma’s notion of successful embodiment.

For this reason, Couser’s championing of theqreaisessay as the future of
disability writing may be overly optimistic: in madg analysis its focus, it runs the
risk of disembodying even as it addresses the bbdig.aspect is magnified if such
work appears in the context of an anthology byewsitvith disabilities, with its
implicit identity politics, as demonstrated in Cheqb. In this respect, a middle
ground might be found by championing volumes opeal essays, such as Mairs’
Waist-High In The Worldwhich arguably combine the strengths of autobiolgyap
(such as unity of form and content in the empovgeerpression of the voiced
embodied subject) with those of the personal essdg (such as escaping the

rigidity of a single narrative) while avoiding tipéfalls of identity politics.
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In essencehis thesis has made a number of contributiorkmtaviedge.
First, it has tested and analysed the strengthsveatnesses of current models of
disability both in their application to disabiligkperience and to literature. Second,
its synthesis of a more robust model for a liteigwproach to disability will enrich
both disability studiedroadly conceived, and the sub-category of litechsgbility
studies. Third, in its exploration of what is laggiin previous approaches to the
literary analysis of disability life-writing, thighesis has focused on the body as a
source of ‘voice’: that combination of language &tehtity, style and content. This
focus on the body in writing that disability bringsturn raises the question of a
broader appreciation of ‘the writing body’, bothiasiakes itself known in
language, and in its physical influence on thechatscription, in the wider field of
literature. In turn, this highlights the importarafethe developing technology of
inscription, as evident in the progression fromtipe-writer of Brown to the word-
processor of Nolan. Another consequence of thisdan bodily identity has been
its emphasis on the reductive nature of the idgptititics that have dominated and
calcified the study of disability into the orthodoaf ‘disability studies’, and on
ways in which disability may be studied and thestign a more universal, less
separatist fashion, not as an end in itself b @pic which challenges and offers
new modes of conceptualisation throughout the hutiearwith regard to the body
and embodiment, bridging the gap between the twtimdoxies of social

constructionist and essentialist models.
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