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VITAL SIGNS. Feminist Reconfigurations of the Bio/logical Body 

11 Uncertain Thoughts on the Dis/abled Body
Janet Price and Margrit Shildrick
I
AS THE FOCUS OF a new and growing area of academic concern, disability studies is well placed to take advantage of the insights and operational strategies of deconstruction and postmodernism. Apart from its manifestation within biomedical discourse, it is an area of study largely without the baggage of a traditional history that prescribes a convention of right and wrong methodologies, or that delineates fixed disciplinary boundaries. As such, it has the potential to be open to radical new approaches that suggest both a revaluation of existing concepts and a reordering of binary hierarchies, such as ability/disability, health/disease, normal/abnormal. More challenging yet is the opportunity to set out innovative points of departure that go beyond the rearrangement of scholarship around a given materiality - the disabled body - to contest the very notion of any such fixed object of concern. And to open up the issue of uncertainty and vulnerability, as that must, suggests to us the possibility of a reconceived ethics.

What follows is an attempt to interrogate the narratives of/on disability, to explore the process of naming and being named as disabled. As Gareth Williams argues, the '(l)anguage of disability has become the object of political analysis, and it is increasingly difficult to use terms to describe chronic illness and disability innocently' (1996: 194). We want to ask questions about power, discourse and (con)text in the construction and use of the term disabled.
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Historically, biomedicine has served a powerful role in establishing and maintaining normative notions of corporeal sameness and difference. Emergent discourses from within the disability rights movement (DRM) have problematised these medical norms whilst simultaneously setting new ones in place. Our aim, however, is not to set up an opposition between the old and the new, between the naturalised disabled body of medicine and the socially constructed oppression theorised by the DRM. Rather, we want to reflect upon the ways in which such power-saturated discourses not only materialise bodies as disabled (or not) through the reiteration of norms, but also produce 'the user of the term as the emblem and vehicle of normalisation' (Butler 1993: 223). Our analysis will be provisional - as are the categories with which we are concerned. The intention is not simply to apply postmodernist theories with the aim of uncovering new directions of abstract inquiry, but to give body to what should be a substantive area of feminist concern. Moreover, it is to address how, in the face of the uncertainty - an uncertainty that we will argue is necessary to any understanding of health, disease and disability- 'deconstruction can offer crucial resources of thought for survival under duress . . .' (Sedgwick 1994: 12).

Despite its potential, the area of disability studies has been suffused hitherto by precisely the same modernist standards that it purports to contest, and it remains rooted in the very binaries such as sameness/difference and self/other that have underwritten the devaluation of those people defined as disabled. To work towards an end to discrimination and for the establishment of clear rights is an important ethical aim. However, it is one that relies on modernist notions of equality, and of difference as identity, that cuts short any understanding of irreducible and multiple differences as the ground for a reconceived ethics. In short, both the disability rights movement and feminism have largely declined to come to terms with the admittedly risky strategies offered by postmodernism, preferring instead to address the issues from within familiar paradigms. In consequence, though there have been clear and positive changes both in attitudes towards those with disabilities, and in the expectations that disabled people may themselves hold, the terms of the debate remain constrained, and substantive development limited. Perhaps it needs to be said that it is not the purpose of this chapter to negate the efforts of others who are already deeply concerned with issues of disability. A deconstructive approach to existing theory and practice is not a matter of uncovering error, 
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but one that, as Spivak puts it, teaches us to look at limits and questions. And what we would stress, as Spivak goes on to remark, is that 'deconstruction suggests there is no absolute justification of any position' (1990: 104).

It is perhaps surprising that feminism - despite its longstanding political analysis of and involvement with health concerns in general - has been remarkably silent around the issue of disability. It is not, of course, that the women's health movement has ever attempted to move much beyond reformism in any of its major areas of concern, a point we discuss in the introduction and which has been one of the motivations of the present collection. What matters, rather, is that when it comes to disability issues, there has been a failure to ensure that such concerns should figure prominently at all, even within the agenda of health care. 1 At the same time, the concern of feminism at a more theoretical level with identifying and theorising the effects of difference in women's lives has stopped short of any adequate engagement with the binary of disability and its oppositions. It is an issue that is permanently pending under the rubric of 'and so on' that forecloses the good intentions of inclusivity. And moreover, despite a powerful recuperation of the body as a matter of theoretical as much as practical attention, the epistemic concern to recover the corporeal as a 'source' of meaning has proceeded almost as if there were only healthy/unbroken bodies. As Susan Wendell remarks:
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Until feminists criticize our own body ideals and confront the weak, suffering, and uncontrollable body in our theorizing and practice, women with disabilities are likely to feel we are embarassments to feminism (1997: 93).
For the most part, then, it has been left to disability activists to set the terms of a debate, which while it is properly concerned with the social response to corporeal difference, is frequently insensitive to other differences such as gender, sexuality and ethnicity. The concern of many activists rather is to present a unified front against what is seen as a damaging mix of indifference, negative attitudes and inappropriate practice fostered by western biomedical discourse.

Disability has long been construed as a medical issue, and western societal norms of health, illness and disability are largely constituted by the ways in which doctors talk about and treat (or fail to treat) those with 'broken' bodies. The choices routinely madeabout whom to save and whom to abandon, whom to 'restructure' to more closely approximate corporeal 'normality', about how and
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when to offer rehabilitation, and what its aims should be - are all acts and omissions serving to continually reinforce and re-create medical notions of disabled and ablebodied. As a scientific discourse, biomedicine valorises regularity, uniformity and predictability as the supposedly objective grounds of its epistemological claims. In consequence, all variations on the idealised standard body are taken as pathological, and in the diagnostic search for abnormality, disorder and deformity (Hutchison 1989), biomedicine has constituted disability as physical or bodily lack - as inability, incapacity, deprivation, deviation from the normal. The pathological both confirms what is normal, and demands attention to allay the normative anxiety it provokes. It is, then, the part of the practices of health care to control such grossly fleshy disorders, to promote instead the conformity that characterises the bio/logical body, the body whose physical reality may be forgotten, save as the medium of the autonomous subject.

In contrast to that dominant model, the social constructivist model attempts to place an analysis of disability beyond the influence of medical discourse, beyond, that is, a focus on the material disorders of the biological body. Nonetheless, the circumvention it effects simply mirrors biomedicine's own belief in the givenness of the corporeal as something before either social or discursive construction, as something ultimately to be transcended. We would argue, then, that such oppositional struggles are always already implicated within that which they seek to undermine or displace, in this case, biomedicine. The disability rights movement (DRM) in particular has urged that the individualistic medical model should be replaced by the social model of disability. 2 The argument is that the former, in being firmly focused upon a disrupted but nonetheless naturally given corpus - the biological body- is constrained to view disability as a personal tragedy arising from a breakdown in the normative morphology of the individual. In contrast, the social model theorises disability as a form of oppression: as Michael Oliver puts it, 'disability is wholly and exclusively social' (1996: 35). It argues that disabled people are oppressed by society's failure to provide adequately for their needs, not simply on an individual basis, but as a consequence of social organisation which systematically discriminates against them as a group. The DRM's approach to redress this discrimination is through self-help, the development of individual and collective identities as disabled, and the acknowledgement of individual and collective responsibility. The disabled identity is seen both as the driving force for, and the
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consequence of, social action. And the ultimate goals of such action are rights and choices for disabled people (Oliver 1996: 34), goals that affirm disabled people as active agents in their own right, rather than as innocent and passive victims of misfortune.

What is strange, however, is that the disabled body itself plays a secondary role, inciting prejudice and anxiety in others, but nonetheless disregarded as a site of material experience, constitutive meaning, or differential and evolving self hood. It is deemed irrelevant to the constitution of the social. Michael Oliver, again, is particularly insistent that '(d)isablement is nothing to do with the body' (1996: 35). His claim relies upon the distinction, widely accepted within the social model of disability, between impairment and disability. First formulated in the 1970s by the Union of the Physically Impaired against Segregation (UPIAS), and highly influential since for the British DRM, a separation is made between:
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impairment - 'lacking part or all of a limb, or having a defective limb, organism or mechanism of the body'; and
disability - 'the disadvantage or restriction of activity caused by a contemporary social organisation which takes little or no account of people who have physical impairments, and thus excludes them from the mainstream of social activities' (UPIAS 1976: 34).
In effect a clear boundary is drawn between the material body and its characteristics, and the social response to such a body. We are not suggesting that the DRM is wholly uniform in its approach, but as with biomedical accounts, the body is at most something to be managed into compliance. Nonetheless, the social model has played an immensely powerful role in the lives of some disabled people. Liz Crow exemplifies this when she writes of her discovery of it:
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This was the explanation I had sought for years. Suddenly what I had always known, deep down, was confirmed. It wasn't my body that was responsible for all my difficulties, it was external factors, the barriers constructed by the society in which I live . . . Even more important, if all the problems had been created by society, then surely society could uncreate them. Revolutionary! (1996: 206).
Crow goes on, however, to mark what she has come to see as the limitations of the social model:
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Instead of tackling the contradictions and complexities of our experiences head on, we have chosen in our campaigns to present impairment as irrelevant, neutral and, sometimes, positive, but never, ever as the quandary it really is (1996: 208).
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The social model itself is evolving, and what Crow focuses on is one of the recent moves, i.e. the demand, particularly from disabled feminists, for a reconsideration of the position of the body within disability politics. However, the body they are attempting to reclaim remains a given, morphologically compromised but largely separate from the self. In other words, little account is taken of the bodilyness of being-in-the-world, and questions of ontology or epistemology are scarcely raised, while the issue of the ethical appears to devolve on an unproblematised emphasis on disabled people as moral agents, with all the inherent disembodiment that that implies in modernist terms. From the perspective of a postmodernism that fundamentally seeks to problematise notions such as the subject, the body, rights, or sameness and difference, it is not sufficient simply to reconceive disabled people as morally autonomous persons. The move to a constructivist model has brought the issue of responsibility for insults suffered to the fore, but we resist the view that all difficulties could be resolved by simply re-evaluating the status of disability by either dissolving or, as recent moves have attempted, reformulating the link with what is taken to be a fixed biological body.

In a recent article, Tom Shakespeare and Nicholas Watson make an appeal for increased recognition of the constructivist model, suggesting that:
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There is a broad and vigorous consensus around the social model of disability which should be translated into a renewed attempt to achieve understanding and win acceptance and application of the model within wider society (1997: 293).
Like other disability rights campaigners, they would like to resignify the binary opposite of disabled by replacing the term 'ablebodied' which links to the individualistic medical model with the term 'non-disabled' which throws the emphasis on to a social condition. Several problems arise. It is not just that it is unclear where the necessary resignification of the term 'disabled', that such a move signals, is to take place; nor how the shift will occur by which the silent unmarked term that sits alongside 'disabled' becomes, in everyday usage, 'non-disabled' rather than 'able-bodied'. Unanswered questions of this nature are an inevitable feature of any form of radical rethinking, and speculation as a prelude to practical changes is reasonable. What concerns us more is the thought that even if such a move marked a shift in the norms of disability, of health, of disease, of normality itself, whether the
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replacement model would yield the effects that campaigners would wish for. It is by no means certain that the hierarchical structure of difference that relies on an acceptance of fixed boundaries between 'them' and 'us' would be greatly challenged by resignifying the binary opposite of disabled; at most there might be some realignment of the flow of power. Moreover, what is implied for a present understanding of disability that such a shift should be desired?

Shakespeare and Watson insist upon the necessity and possibility of such change, as though by force of will and repetition it is possible to conceal/obscure/rewrite the constitutive history of the term 'disabled' and, by extension, the histories of other terms that have been used to describe disabled people handicapped, physically challenged, and so on and even of 'disease' itself. What their article seems implicitly to suggest is that we can control the traces of these terms, can determine the slide of signification and the specific effects of the unmarked in discourse. Shakespeare and Watson choose not to engage with postmodernism in this context, but even within the unproblematised terms of their own debate there are dangers: the positions, the roles, the very acts of our bodies, the nature of our embodiments are placed under erasure. 3
How then can we proceed? How can we begin to understand, physically and theoretically, this thing called disability, which has undeniable material effects, and yet slips away from the grasp? Does it help or hinder to try to play out some determinations that are crucial to the DRM analysis? How can we (be compelled to) reiterate the normative sites of disabled/non-disabled/able-bodied and yet disrupt the power of their necessity? Should we/must we distinguish between the two of us?

II
I am disabled
What am I claiming when I say this, what truth am I attempting to convey about myself, as embodied, subject, agent and about the world around me?

Why do I choose to say it here in this book, in a chapter of which I am a co-author a text in which you will never be able to definitively untangle which are my words and which my co-author's for we both ask the questions and we both offer the answers?

I wonder if my claim, our text, makes you read this differently.
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What constructions do you put on/into the unnamed, (dis)embodied voice?

I am non-disabled
Displaced from my position of positivity, but nonetheless clearly distinct, different, 1 am a member of an identity category which need never be spoken, which knows that its place remains that of the socio-cultural norm. Perhaps in a better, more thoughtfully organised environment from which physical and social obstacles had been removed, you might imagine me not as ablebodied, but as non-disabled and yet physically impaired. But I do not experience myself as disembodied; only as more or less conscious of my (dis)ability according to the physical context.

I am disabled
Do you need to see or hear me to be convinced of the embodied reality of my claim? Do you need to see a 'broken' body? Or do you imagine my body and wonder what is the nature of it that would authorise what I say about myself? And how much does my body matter my own, individual, unshared, ultimately incommunicable experience of my body? How much is my body to the point?

Recent feminism in particular has been widely concerned with embodiment, and especially with differential embodiment this book, and many others like it with 'body' in the title, being a case in point. Nonetheless, for all that we want to own our bodies after years of theoretical neglect there is still an uneasiness that as women we can be let down by our bodies, shown to be weak and out of control after all. Though the body is perhaps no longer an inconvenience to be transcended 4 in the interests of attaining fully rational subjectivity, the mind/body split of modernism lingers still. It is the young, healthy, well-formed, preferably white male body that is the most acceptable; the 'normal', tractable body, that is, that in drawing no attention to itself can be forgotten. And whilst feminist phenomenologists have been critical of that universalist model, for the most part the critique of the normal has done little to valorise multiple and irreducible differences. As Julia Epstein puts it: 'The normal, even when understood to represent a curve or continuum, remains an inchoate conception of a lack of difference, of conformity, of the capacity to blend in invisibly' (1995: 11).
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Ironically, for those who don't blend in, for those who are disabled, the experience is often one of being literally and metaphorically overlooked. Following a conference some years ago I wrote:
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There was a pervading sense of dis-ease. I was aware I made others uncomfortable by my presence and I was, in many cases, ignored or avoided. I felt, effectively, invisible and/or 'Othered', fixed by a single/ unitary identity that labelled me as 'disabled', as 'wheelchairbound' (1996: 95). 5
Now, such an experience is clearly commonplace for people in similar situations, and one that is highly frustrating, but the intention here is not to bemoan any lack of sensitivity, but to explore further how a conventional understanding of the body seems to erase morphological irregularity. Insofar as it is taken as the grounding of the autonomous subject of modernity, the body must appear invulnerable, predictable and consistent in form and function, above all free from the possibility of disruption. Peculiarity in whatever configuration threatens to disturb the paradigms of sameness and difference on which western epistemology, ontology and ethics are founded, and must therefore be managed into neutrality.

The regulatory practices of the body of which Foucault speaks are complicit in the construction of just such an embodied self. And as Thomson suggests, that privileging of sameness of form is a feature not just of the logos, but of the common values of modernity which is characterised by '(m)echanized practices such as standardization, mass production, and interchangeable parts' (1996: 11). Among the several discourses supporting such demands, modern biomedicine, as Foucault himself insists, is preeminent in its claim to know the truth of the body, while at the same time subjecting it to disciplinary power. The conventions of health care constitute the body, whether marked by impairment or not, as stable and predictable. The assumption is that the processes of illness or injury act on an essential body, which can be examined, measured and analysed, and managed in the pursuit of the normative standards of health and physical ability. Like femininity itself, the disabled body is positioned as a universalised other, clearly separated from the unmarked ideal of 'wholeness' but nonetheless a uniform categorisation that finesses the interplay of incalculable differences.

The point is well illustrated by the criteria for the British welfare payment of Incapacity Benefit. The compulsory assessment of ability
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to work consists of a nineteen-page questionnaire (Benefits Agency 1996) followed, in most cases, by a medical examination of up to an hour. The questionnaire contains detailed questions about the respondent's capacity to sit, stand, bend and kneel, lift weights ranging from a paperback book to a 2.5kg bag of potatoes, and about sight, hearing and toilet needs. The questions bear no relation to the work experience or aspirations of the respondent, but cover a generalised range of bodily comportment deemed necessary to the working role. The assessment relies upon and serves to constitute the notion of a stable universalised working body and the ill or disabled respondent who does not/cannot work is constrained to produce herself as an 'incapable' body through the regulatory norms set in place by the questionnaire. These norms are further reinforced not only by the medical examination which pays attention only to those aspects of the self that are considered relevant to work, but also by the self-regulating gaze of the individual who monitors her own actions and produces herself as a subject incapable of work. 6
I am non-disabled
Where one of us has her body rendered silent by others, am I free to choose the privileged status of disembodiment? Clearly not, for my body, as every woman is aware, is not an unchanging, indifferent corpus, but a dynamic force in complex reciprocity with the constitution of my self. And moreover, the disciplinary power that saturates and shapes being-in-the-world is directed at us both, albeit in sometimes differential forms. 1 am not constrained to construct myself as a disabled woman, but we are equally constrained to construct ourselves as women where gender is an achievement, not a given.

What is at issue is that just as postmodernist thought has problematised the self-present human subject, so too the unitary and stable condition of the body has been brought into question. On the one hand, the body is the object of disciplinary practices that seek to secure its boundaries, while on the other, the very lack of an essential corpus opens up the possibility/inevitability of transgression. In presenting various conference and seminar papers together, for example, our ability to swap places physically one at a lecturn perhaps, the other in a wheelchair has been clearly a shock to listeners.7 It is a move that, as we note elsewhere, appears 'to disrupt notions of disability and to challenge the safe perception
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of categories of disabled and able-bodied as fixed, permanent, internally homogeneous, and moreover as oppositional' (1996: 95). In performing this shift, we hope to make manifest the sense in which all bodies, and the identities they support, are in themselves performative.

The postmodernist claim that there is no essential biologically given corpus upon which meaning is inscribed, and no unmediated access to a body prior to discourse, remains contentious. It is not that the materiality of the body is in doubt, but that materiality is a process negotiated through the discursive exercise of what Foucault (1980) calls power/knowledge. To both the biomedical profession with its fantasy of descriptive objectivity, and to the DRM with its investment in the notion that impairment can be separated off from disability, the claim is anathema. While both may subscribe to the view that health-care practices are both normative and normalising, there is little recognition that those practices are also constitutive of the body. As Judith Butler puts it: 'there is no reference to a pure body which is not at the same time a further formation of that body' (1993: 10). What that means is that the physical impairments of the body, and the socially constructed disability, are equally constructs held in place by the regulatory practices that both produce and govern all bodies. The process, however, is never complete or certain, but as Liz Grosz puts it:
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The stability of the unified body image, even in the so-called normal subject, is always precarious It cannot be simply taken for granted as an accomplished fact, for it must be continually renewed (1994: 434).
I am disabled
Is the identity of the disabled woman also dependent on 'the stability of a unified body image'? Can it override the instability of my condition, by incorporating unpredictability as a defining characteristic? And do I only count as disabled if, as Michael Oliver (1996: 5) claims for political reasons, I identify as disabled? But if 'disabled' is used here as just another identity category, a label that might be used to define one of us in all situations, it is difficult to see how that might disturb the boundaries that seem to separate us one from the other. The issue of identity, with its binaries of sameness and difference, of self and other where difference and otherness are devalued is fundamental to a conventional understanding of disability, and remains prominent in an unproblematised
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disability politics. Indeed, it is through appeal to those apparently stable binaries that a sense of definition, and thus of safety, bodily integrity and (self)identity is maintained. In consequence, it seems that identity must reinforce/reiterate distinction by playing into the very hierarchies that postmodernism reveals as normative discursive constructions, optimistically but finally ineffectively ranged against the threat or promise of categorical breakdown.

But what does such an identity demand, what promises does it hold out, and what boundaries or limits does it place around me? Does it offer me any greater freedom, or does it constrain my actions? Both personal identity the sense of a unified, unchanging and bounded self, a base perhaps from which to demonstrate autonomous agency and group identity, with its emphasis on knowing who is to count as the same, seem to manifest a nostalgia for the modernist values of separation and exclusion. Perhaps all politicised groupings face the question of counter-identity, which promises the power of solidarity in challenging group devaluation, whilst at the same time demanding the policing of its own boundaries and the marginalisation of difference just as surely as does unmarked identity. Despite his own sometime allegiance to identity politics, Tom Shakespeare critiques an article by disability activist Alan Holdsworth (1993) for developing a polemic about allies and oppressors, dividing the non-disabled world into professional oppressors, liberal oppressors and allies: 'Disabled people were good and non-disabled people could only be counted as good in very specific circumstances' (1996: 108). In other words, the exclusionary/othering process which is usually attributed to the dominant the 'non disabled' group alone, is mirrored in radical disability politics.

I am non-disabled
Where does the more characteristic unproblematised approach of the DRM leave me? The intention to claim and demand a counteridentity certainly challenges the standard or norm against which difference is found wanting, but the oppositional move of reassigning value, also reinforces separation, locking us into our differential identities. In endeavouring to contest that approach, we do not want to suggest that there is no distinction to be made between women who experience themselves as disabled, and those who do not. On the contrary, we are committed to the view that some differences just are irreducible, albeit contingent, and that
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ethical acuity lies in the recognition of those multiple and local differences rather than in the supposed fixity of unified categorical difference. In any case, as is becoming clear from a postmodernist perspective, those categories are always provisional and insecure, never entirely distinct. What we are contesting, then, are the conventional dichotomies of health/illness, disabled/non-disabled, whole/broken, them and us, and so on that constitute, by acts of separation, the very ground of our embodied selves.

Even within the disability movement, identity politics is not the only approach. In the attempt to disrupt the discursive superiority of the non-disabled norm which remains the unmarked term of an implicit binary a second strategy recently advocated, particularly in the States, is to push the majority into a recognition that they are merely temporarily abled bodies (TABs). Susan Wendell, for example, stresses continuously that corporeal conformity to standards of normality is precarious: 'Under the disciplines of normality, everyone must fear becoming a member of the subordinated group; everyone who does not die suddenly will become a member of the subordinated group' (1997: 90). As a mark of the material vulnerability of the healthy body, not least in the process of aging, the notion of TABs is useful. It introduces the consideration that the difference between one body and the other in terms of correspondence to a normative ideal is not sustainable over time. While on the one hand this explains in part the underlying anxiety and dis-ease that many people feel in the face of disability, it also suggests the ethical fatuity of the process of othering. More radically, however, the notion of TABs can be extended to provide just that thoroughgoing critique of the binaries of health/illhealth, non-disabled/disabled that a poststructuralist approach would demand. It is not simply that all and any of us may be repositioned, but that if the boundaries between the apparently secure self and those others can be breached, then any response founded in fixed binary difference is likely to be inadequate. A more radical politics of disability, then, would disrupt the norms of dis/abled identity, not by pluralising the conditions of disability, as the notion of TABs intends, but rather by exposing the failure of those norms to ever fully and finally contain a definitive standard.

I am disabled
But if it is the acceptance of a specific identity that authorises my claim, does that mean I make a conscious avowal that coincides
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with my existence, that represents me 'as I am'? Can I ever be fully certain what it is I am owning, and can you ever be fully certain you know what I mean? And what further claims does my avowal authorise? Moreover, where are our bodies in this process of (self)naming not only my body, but our bodies, your body? How do we understand ways of thinking disability that appear to demand the truth of/from our bodies whilst simultaneously excluding our bodies from the realm of truth(telling)? As though truth itself were waiting to be discovered.

In opposing the social constructivist model of disability to the conventional medical model, the problematic of truth is uncovered only to be reconcealed in the interests of political efficacy. Just as feminism quickly discovered the power of an appeal to the politics of experience, so too the DRM has consciously promoted the notion of a unique standpoint. Perhaps identity cannot function properly without an assertion of epistemic privilege, a rallying round some standard of truth that outsiders cannot fully know. The assumption, as with all standpoint positions, is that there is sufficient shared experience unique to that particular group to justify the claim to know differently. Susan Wendell introduces the notion fairly cautiously in her claim that being feminine and disabled creates 'the possibility of different perspectives which have epistemic advantages with respect to certain issues' (1996: 73), and she recognises the danger of overemphasising experience in common. Nonetheless, her acknowledgement of the difficulties does not encompass the fuller critique long since developed within feminism a critique which marks the extent to which standpoint epistemology masks the differences within any category, and moreover fails to problematise the intention to speak the truth.

It would be inappropriate to criticise Wendell who has little or no sympathy for postmodernist analysis for her confidence in the self-present subject, but what is more worrying is the way in which her own limited caveat with regard to standpoint is forgotten in the passion of opposing what she sees as substantive insults to disabled people. On the question of infant euthanasia, for example, she could not be clearer:
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There is considerable agreement among disability activists that people who do not have the same disabilities as the newborns are in no moral position to judge whether their lives will be worth living (1996: 157).
But even should such an agreement exist, it is not clear either that activists speak for all disabled people, or how the claim to
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overridingly superior moral judgement is justified. 1 have every sympathy for Wendell's exasperation that those who are disabled are infrequently consulted about decisions affecting their own lives, still less empowered to lead decision-making, but it is another thing to buy into the notion that there is some absolute truth of the situation that only disabled people are able to perceive.

I am non-disabled
Should I accept that I have no entitlement to speak about disability? What ontological insecurities are at stake in the closure of standpoint, in the closure of identity?

I am disabled
Rather than respond with the closing of ranks that stances like those of Wendell, Oliver, Watson and, in certain contexts, Shakespeare seem to demand, 1 prefer to problematise identity in ways suggested by Butler (1993: 22930). In her essay 'Critically Queer', Butler questions both the appeal to the self-identical subject which she sees as an imaginary site and the imposition of a totalising identity category. The exclusionary nature of both such moves, which, nonetheless, in some senses make focused political work possible, marks also the limits of its effectiveness. As soon as a collectivity lays claim to the term 'queer', it must engage in a series of exclusions that in turn are contested by those who might expect representation under that term and who find themselves on the outside. The inherent instability of the category is further emphasised by its need to close down internal differences. And it is in those moments of contestation that overlapping differences such as class, ethnicity or gender find expression. A paraphrase of Butler's remarks makes clear that a similar analysis fits my own position: If identity is a necessary error, then the assertion of the category 'disabled' will be necessary as a term of affiliation, but it will not fully describe those it purports to represent. Butler goes on:
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The term will be revised, dispelled, rendered obsolete to the extent that it yields to the demands which resist the term precisely because of the exclusions by which it is mobilized (1993: 229).
What I would add, as Butler herself does, is that the necessity of identity (which I take to mean both that it is inevitable and necessary)
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should not be allowed to obscure its inherent risk. The realisation that identity may be radically unstable and contingent does not diminish its discursive power.

I am non-disabled
To say that the boundaries which organise us into definable categories are discursively unstable, and that final self-identity must constantly elude the embodied self, raises the question of just how identity may continue to operate.

At the level theorised by Foucault (1977, 1979) as we remarked earlier any corporeal identity is an achievement of a series of regulatory and disciplinary practices directed to the body. At its most effective, the medical gaze takes on the form of self-surveillance, such that the individual is incited to become complicit in the process of constituting herself as an embodied subject, be it as disabled, non-disabled or ablebodied. But rather than being experienced as constraints, the deployment of the norms of identity offer a fantasy of self-mastery, an operation not of subjection but of the autonomous subject. It is by just such mechanisms of imaginary control that we attempt to define our bounded selves. And yet, my identification of myself as non-disabled can function only insofar as constant reiteration is needed to secure the contested boundaries between us. The closure of embodied identity is always just beyond grasp, and it is as much a matter of performing that identity as it would be for sex or gender. As we put it elsewhere: 'the ''purity" of the "healthy" body must be actively maintained and protected against its contaminated others disease, disability, lack of control, material and ontological breakdown' (Shildrick and Price 1996: 106). And it is no less the case, that counter-identity is implicated in the maintenance of boundaries.

I am disabled
In offering a brief Foucauldian analysis of corporeal norms, Susan Wendell (1996) surmises that it is the evident lack of control of the disabled body that provokes anxiety and hostility in socio-cultural environments that idealise bodily perfection. What she does not consider is that disabled embodiment itself is caught up in/complicit with the illusion of mastery. Despite the explicit apparatus of regulatory norms which seek to manage the bodies of those who are disabled and mark them as other, that otherness is negotiated.
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Once the gaze has become internalised, the performative acts of disabled people that is the claims, desires, comportment and discursive self-representations serve equally to constitute effects of identity, coherence and control. In my own case, at an uncontested individual level, the deployment of norms gives shape to the categorisation and management of a condition which constantly escapes attempts at diagnostic closure, and which thwarts prognosis. My performance of disabled embodiment fabricates an aura of mastery that defers the radical instability of both self and body. The point here is not that my condition is physically unstable, for in this I am similar to many other disabled people who have relapsing, remitting conditions such as multiple sclerosis (MS) and arthritis, and for whom diagnosis is often delayed or uncertain. Rather it is that the performative acts of a wheelchair user with an apparently stable spinal cord injury as much as those of a person with relapsing, remitting multiple sclerosis serve to continually reinscribe their disabled embodiment(s) and to (re)form their identities.

What we are suggesting is that the performativity of the body is the gesture rather than the actuality of self-control. And though control is already evident in the reiteration, repetition and categorisation of symptoms demanded within a biomedical or welfare context, 8 it is particularly clear in some disability forums, where what count as acceptable markers of the condition may be closely policed. For my own condition of ME or chronic fatigue syndrome, for example, the assertion of viral or environmental rather than psychological aetiology is de rigeur should I wish to join a self-help group. I would be constrained to 'perform' my disability according to the norms operative within that particular identity category. And the point is not only that the performativity of my condition is never entirely freely chosen, but that disability itself 'is performative in the sense that it constitutes as an effect the very subject that it appears to express' (Butler 1991: 24). Nonetheless, as we suggested earlier, the boundaries of the embodied self are never finally secured.

I am disabled/l am non-disabled
Can we perform what Butler calls 'an enabling disruption', a resignification of the norms which we necessarily occupy, but which fail to determine us completely?

If the operation of the disciplinary regimes which impel normative standards of embodiment is a matter of constant reiteration, it
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is precisely because the categories it maintains are inherently leaky and unstable. Moreover, the inescapable requirement to reiterate the regulatory processes through which corporeality is constituted simultaneously destabilises the body, revealing that which is excessive to the norm, that which remains uncontainable. It is not that performativity can be posited as some kind of choice it is indeed compelled but that in the repeated citation of a set of conventional practices, there is always the inevitability of slippage. And it is in those cracks that the possibility as well as the limits of agency occur. All those things which must be excluded from the normative binary of self and other, which must be silenced and forgotten, may acquire in their dislocation an accumulative force that returns to inhabit the moments of fracture. In any illness or disability, discontinuities continually erupt, queering any imagined correspondence between bodily form, appearance, function and ability: the man with locked-in syndrome, who writes a best-selling book; the woman who uses a wheelchair and padlocks herself to a bus to hold up the traffic; 9 the visually impaired woman who trains as a film director. Such unexpected disruptions not only contest the apparent limits of an impaired body, but mark the instability of the normative identities of those who are blind, deaf, disabled, and so on.

What is important about the imperfect process by which 'acceptable' norms and counter-norms are reiterated is that it opens up a space for ambivalence. Although the notion of intentionality per se remains highly contestable, agency might be exercised by exploiting the flaws in our own performativity, by re-calling a corporeality that is not wholly transcribed by the discursive strategies of power. The issue is not that a determinate challenge should or could be mounted to categorical oppressions, but that we should foster awareness of the final indeterminancy of all embodiments. And as far as political contestation goes, Judith Butler reminds us that '(t)he incalculable effects of action are as much part of their subversive promise as those we plan in advance' (1993: 241). For just such reasons, and for all that it is complicit with existing norms, performativity may also evade or exceed normalisation and move instead into transgressive resistance. Speaking of her experience of breast cancer, Eve Sedgwick captures that moment when she writes of hurling her major energies outward 'to inhabit the very farthest of the loose ends where representation, identity, gender, sexuality and the body can't be made to line up neatly together' (1994: 13).
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I am non/disabled
If the attributes of our own embodied being 'can't be made to line up', how then could it be possible to continue in our separation and distinction one from the other? Or are we both, in the saying and the being, text and subject, so closely tied up with each other that we continually remake each other?

The issue, as we see it, is not so much that the leakiness of the boundaries of the embodied self grounds a movement between categories, as that separation is at best maintained precariously by performative reiterations. On the one hand those reiterations are constitutive of the very bodies that they manifest, but on the other they fail to inscribe an excessive domain of what Butler calls 'unintelligibility'. Yet once again, that domain cannot be seen as merely oppositional. On the contrary it is itself the necessary outside which both makes possible and limits the normative subject. As Butler puts it, the process of exclusion 'produces a constitutive outside to the subject, an abjected outside, which is, after all, "inside" the subject as its own founding repudiation' (1993: 3). And in a similar way, the bodies that don't matter including those which are disabled both define and haunt the bodies that do matter. What is perhaps less clear from Butler's analysis is that the operation of necessary exclusion pertains to any/body governed by a set of norms. Effectively the identity of disabled and non-disabled selves alike is secured provisionally by the reiterated abjection of those things or other selves which do not fit.

What remains, then, is the irreducible trace, the spectre of the other who is at the same time the self. At the very moment of defining identity through exclusion, of creating oppositional categories which rely on the suppression of the trace, the ontological and corporeal security of the self is shown to be precarious. To acknowledge that all bodies carry within the trace of the other is to admit that neither separation nor final closure is possible. Though the otherness of the excluded may speak for an ideal of a fixed and unified corporeality, the boundaries between self and other, inside and outside, disabled and non-disabled are crossed by the absent presence that poses the risk of indifferentiation. And it is the liminality of the spectre, its refusal to stay in the place of the other that generates its transgressive and transformative nature.

III
So what is the point of our asking such questions, and where might
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our querying of notions of disability take us? We would reiterate that the purpose of this chapter is not to expose the error of either biomedicine or the DRM in relation to disability, and nor is it to offer any ultimate political solutions. We want to problematise our political affiliations and commitments, not by denying those of others or by rejecting strategic action, but by refusing the possibility of totalising answers, by insisting on the necessity of disturbing our ways of thinking. In short we want to complicate Michael Oliver's plea in respect of the social model of disability that 'because it cannot explain everything, we should neither seek to expose its inadequacies, which are more a product of the way we use it, nor abandon it before its usefulness has been fully exploited' (1996: 41). We too would advocate its use, but at the same time demand an unsettling of its certainties, of the fixed identities with which it is bound up. In short, we would argue that our questioning both forefronts difference(s) through the reiteration and disruption of norms and that it makes a difference, that it is not simply empty theorising but has material effects for embodied subjects.

Deconstruction offers a way of thinking that refuses, by exposing the inevitable failure of self-presence, to be totally consumed by an/y identity. The question to which we return is this: if I am aware that identity is not all encompassing, that is, if I am cognisant as opposed to unaware of the inevitable non-presence within identity, how might that change things? I have lived with chronic fatigue syndrome (CFS) for eight years an illness that is characterised by, above all things, material instability. I do not/cannot 'know' my body, this body that has been so marked by illness. I cannot keep pace with its/my twists and turns, my sudden surges are dips of energy, my fevers and rashes and pain. As a feminist of the late 1970s and early 1980s a member of women's health groups I prided myself on my knowledge of my body, on my ability to read its cycles and interpret the signs it gave me. Yet I look back now and question my complicity in creating the idea of a body that was stable, safe and ultimately knowable. I wonder what I had to silence in order to achieve this fantasy of intimate knowledge, of bodily transparency, of potential control. What I have gained since by letting go of such notions is a differing set of abilities, which enable me to negotiate the day-to-day experiences of illness and of disability, of my immanent bodilyness, without being destroyed by my failure to ever fully meet normative expectations.
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In this chapter, we have outlined some of the differing ways in which subject/bodies both non-disabled and disabled have been constituted: the identity politics of the DRM which sets in place boundaries between those who are and those who are not disabled; the normative constructions and performativity of health and illness, disabled and non-disabled; the disciplinary regimes of health and welfare systems; and the gaze of the medical profession. All these instances of power/knowledge serve to inscribe us as embodied subjects who are complicit in our ongoing constitution. Yet I can escape from feelings of despair in the face of an unpredictable illness, in part because I know that none of those norms can contain me, that there is always a necessary excess. Whilst knowing that I cannot (re)determine or resist such norms from outside the forcefields of power/knowledge as Foucault argues, 'resistance is never in a position of exteriority in relation to power' (1979: 95) I can exploit the gaps in my complicity. Even in the reiterative and normative process of questionnaires used to assess welfare entitlement, there is always a necessary slippage which it is possible to utilise. I can, for example, refuse to respond to detailed questions, in a standardised questionnaire assessing my need for assistance, about how I manage my toilet needs and menstruation. Such questions provide no additional information regarding my condition but serve to constitute me as a universalised disabled body. It is not a case of directly opposing power, for that would be to actively reaffirm its authority, but of problematising its claim to speak the truth. I am/not what I seem.

The question of how awareness of non-identity might change things inevitably demands that we engage with considerations of theory and practice, of knowing and doing. New ways of thinking through the subject/body in turn make a difference in that they open up spaces for action. Nonetheless, we do not appeal to a simple theory: practice binary, but argue rather that, at the very simplest level, theory-making just is a form of practice, of necessity a material act. It creates space for the previously unthinkable, and unlocks new possibilities of contesting regimes of power. But that is not to say that theory and practice can be neatly equated, collapsed into each other, but that there is, as Spivak argues, a 'necessary crisis between theory and practice that marks deconstruction' (1992: 152). And the deconstructive move that subverts the opposition between the real and the text of representation, simultaneously undermines the contentious binary of activist/academic, as operative in disability politics as elsewhere.
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This tension between knowing and doing has been taken up again by Spivak in a commentary on the standard translation of Foucault's concept of pouvoir/savoir. She argues that the English translation of pouvoir/savoir 'monumentalizes Foucault unnecessarily', rendering a description of an active process into a given thing power/knowledge. She suggests a further reading of pouvoir/ savoir 'being able to do something, only as you are able to make sense of it' (Spivak 1992: 158; our italics) that holds on to the differentiation between the two acts whilst demonstrating how they are actively bound up in creating each other. This strikes us as a valuable formulation for it speaks to the ongoing and always insecure process of our becoming subject/bodies a process in which we are deeply involved, in which we exercise agency but are never autonomous. The differing ways in which people respond to bodily changes that affect their mobility can serve as an example. In the face of apparently similar physical changes, some people will use a wheelchair, others will adopt the use of crutches or sticks decisions affected not by any simple understanding of the changed physical capacities of their body but by how they make sense of mobility. The norms of medical rehabilitation to maintain the individual as close to 'normality' as possible, in terms of gait and posture, and within which recourse to a wheelchair could be seen as a sign of defeat are at odds with some views within the disability movement which would perceive rather the use of a wheelchair as an acknowledgement of disability and a challenge to the standards of mobility set by non-disabled people. The situation faced by people who have to relearn ways of being mobile is obviously far more complex than this simple opposition suggests; but what is clear is that the range of options open to them is influenced simultaneously by the limited ways in which they 'know' their changing bodies, and by the ways in which the process of making sense further changes those bodies.

Just saying no to the insults of the body is not an option. Rather, what is demanded is an affirmation in Derrida's terms, a double affirmation. He speaks of the need to say yes to that against which one struggles, and yes to that which one advocates. For the disability rights movement, this must involve an ongoing negotiation with biomedicine, rather than a simple and unsustainable rejection of it. For us, as authors of this chapter, it necessitates not only an engagement with biomedicine and with disability politics, but also with the biological body as a pre-given biological entity. We cannot simply reject its materiality, as many postmodernist
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authors have been accused of doing, nor reclaim it through an appeal to modernist values. Rather, we must recognise that we reaffirm its reality even as we struggle against its 'givenness'. Such complicity does not equate with collusion, but marks rather, the 'refusal of a space beyond or outside, the refusal of the fantasy of a position safe or insulated from what it criticizes and disdains' (Grosz 1997: 77). What the outcomes of such impure struggles may be we cannot predict, nor can we know what exactly we risk when we engage with such uncertainty. Clearly the risk, feared by those who advocate the social model of disability as the one true way, is a reincorporation within biomedicine. That fear foresees a reduction of their struggles to the simple matter of broken bodies, in the context of prior experiences of the ways in which those bodies do not matter.

There is no reassuring answer to such anxieties, and neither can they be discounted. The postconventional approach that we have outlined here is not intended as a successor analysis, but as a pluralisation of the ways in which we might come to fear the instabilities of our bodies less. To see every form of embodiment not as a fixed category, but as a fluid, shifting set of conditions, frees us from the grasp of pre-given and stable identity categories that slot all too easily into oppositional binaries. The failure of feminism in general to respond adequately to issues around disability reflects both a continuing wariness about the uncontrollable body, and the difficulty of thinking beyond the binary of sameness and difference. But if, as Spivak recommends, we can see deconstruction 'as a radical acceptance of vulnerability' (1990: 18), it becomes clear that vulnerability is not the special case of disabled people, but the condition of all of us. The reconfiguration of fixed difference as the flow of boundless and irreducible differences moves away from a politics of liberal tolerance towards an ethical openness to the disruptive otherness both without and within. What a postmodernist account suggests finally is that our 'responsibility to the trace of the other' (Spivak 1992: 162) is inseparable from an acceptance of our own vulnerability. To forego our fantasies of control and face uncertainty is to take up afresh the question of ethics.

Notes

[image: image19]
1. In defiance of non-disabled feminism's apparent disinterest, there is a growing body of work by disabled feminists. Notable examples include Nasa Begum (1992), Lois Keith (1994), Jenny Morris (1993,
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1996), Rosemarie Garland Thomson (1997), Susan Wendell (1996) and, in the UK, the newsletter Boadicea, published by the Greater London Association of Disabled People. The present authors together have previously written on postmodernist aspects of disability (1996), as well as separately and with others (Potts and Price 1995, Price 1996, Shildrick 1997).

[image: image21]
2. The disability rights movements in the UK has referred to the social model as its 'big idea'. There are clear differences between the disability rights movement in the UK and, for example, in the USA, both in terms of the legislative background against which they are working and in relation to the analyses of the origins and causes of disability they advocate. This article refers to the British disability rights movement, unless otherwise indicated.

[image: image22]
3. In contrast to this article, which appears to make a plea for fixed identities and an unwavering adherence to the social model, in a chapter entitled 'Disability, Identity and Difference' Shakespeare problematises notions of identity and suggests that poststructuralist approaches might be of use to disability studies. He expresses a tension when he says, 'the political demands of the disability movement may not allow space for seemingly irrelevant diversions' (1996: 110; our italics). We would suggest that it is over the failure to take on board such seemingly irrelevant diversions that feminism experienced such internal difficulties in the 1980s.

[image: image23]
4. In contrast to most feminist moves which challenge notions of transcendence, Susan Wendell views it as a potentially positive move. She uses the term transcendence to describe the process by which some disabled people separate their sense of self from the pain or discomfort they experience, strategies of disembodiment from the body's suffering which, she argues, 'increase the freedom of consciousness' (1996: 178).

[image: image24]
5. In the examples used in the article we draw upon our experience of disability, which for one of us encompasses being a wheelchair user. This is the image that most clearly signifies 'disabled' for many people, but the point of our examples is not further to cement this as the categorical representation of disability. Rather, it is to offer ways of problematising such fixed significations.
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6. For a more detailed analysis of the way in which the disciplinary practices of biomedicine and welfare policy construct the disabled body, see 'Breaking the Boundaries of the Broken Body' 99107 (Shildrick and Price 1996).

[image: image26]
7. The point here is not that we are sometimes physically able to do this but rather that it is one of a wide variety of possible moves that breaks the fixed norms of disability.
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8. For an analysis of the specific performativity of the disabled body see note 6.
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9. The protests of groups such as DAN (Direct Action Network) have played a major role in highlighting the inaccessibility of public transport systems through, for example, traffic blockades.
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