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ABSTRACT

This thesis, as the title indicates, is concerned with notions of power; how it operates, who
and/or what it serves, and how we might resist, subvert or challenge it. It is equally
concerned with issues surrounding disability. I start by looking at Goffman's stigmatization
theory and role theory in general and then move on to theories of oppression. I take issue
with these traditional accounts as I argue that they cannot adequately explain disabled
people's economic and social position within our society. However, by utilizing Foucault's
re-conceptualization of power I highlight the constructed nature of The Disabled and
argue that we are produced through the discourse of disability and power relations. By
examining Foucault's notion of counter discourse, in relation to the experience of
disability, I suggest that resistance is always open to the dangers of neutralization and
reinterpretation. I then go on to critically assess Foucault's later body of work and suggest
that whilst this does have some major drawbacks it could have great benefits for disabled
people in terms of strategies of resistance that are enacted on an individual and immediate
level. Foucault's work, whilst offering many insights into the workings of power is,
however, not without its limitations. These a.re principally concerned with the concepts
of agency and autonomy. It is for this reason that I return to the work of Goffman in an
attempt to ground Foucault's work in a more micro sociological approach. Indeed I argue
that there are many similarities between Goffman's notion of the subject and that of
Foucault's which have generally been overlooked by sociologists. I conclude that for

disabled people to resist normalization it is important to supplement Foucault's work with

that of Goffman.
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Throughout the text I have drawn upon the experiences of people who have become
disabled and who I interviewed at the start of this project. Equally, I have not hesitated

to draw upon my own experiences as a resource in this thesis.
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INTRODUCTION




CHAPTER ONE

INTRODUCTION

There is no better starting point for a consideration of disability than the speech of

Richard, Duke of Gloucester, at the very beginning of Shakespeare's Richard 111

But I, that am not shaped for sportive tricks,

Nor made to court an amorous looking-glass;

I, that am rudely stamp'd, and want love's majesty
To strut before a wanton ambling nymph;

I, that am curtail'd of this fair proportion,
Cheated of feature by dissembling nature,
Deform'd, unfinish'd, sent before my time

Into this breathing world, scarce half made up,
And that so lamely and unfashionable

That dogs bark at me as I halt by them,;

Why, 1, in this weak piping time of peace,

Have no delight to pass away the time,

Unless to see my shadow in the sun

And descant on mine own deformity:

And therefore, since I cannot prove a lover,

To entertain these fair well-spoken days,

I am determined to prove a villain,

And hate the idle pleasures of these days.
(Richard III. Act I. Scene I. Ist soliloquy. in Losey 1927)

Here we have clearly stated a Renaissance view of disability that has persisted up to
the present day: that the body is a mirror of the soul. The hunchback Richard is driven
by self-disgust and envy of those more perfectly formed to become "false and
treacherous". In Renaissance psychology, deformity is both the cause and expression

of villainy. Disability is a metaphor for 'otherness'.

Clearly this notion of disability as otherness exists today. An individual with a disability
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is commonly seen as being someone who either cannot, or is limited in their ability to,
engage in 'normal' everyday activities. The underlying assumption behind this view

rests on the unquestioned belief that disabled people are impaired individuals, separate

and different from the rest of society.

The prevailing view of disability is that it is a personal tragedy which requires medical
attention. This is common knowledge. That becoming disabled is an individual tragic
event, which destroys the life of the 'afflicted’, is unquestioned. People 'suffer' from a

disability. It is these taken-for-granted assumptions regarding disability which inform

our disablist ideology.

We do not have to look far to see negative representations of disabled people. Popular
culture, be it films, television, novels, magazines, theatre or charity advertising, is rife
with examples of ‘brave', 'courageous' disabled people who have 'overcome tragedy,
despite all odds'. Alternatively popular culture portrays disability as the bodily
expression of a flawed character. In other words impairment becomes, as we saw in
the Shakespearean excerpt quoted above, a metaphor and a symbol for a socially
unacceptable person. The basic assumption is that disability is seen as a tragic event
that befalls a few unlucky individuals. The disabled body becomes the focus of
attention, and it is seen as a flawed able body. Thus the accepted idea is to ‘treat' the
impairment (or the flawed body), to place the disabled person under the medical gaze.

This has, of course, its own consequences.

The medical approach to disability produces its own definitions of disability which, by



their very nature, are partial and limited.

Underpinning most of these definitions is the assumption that disability is a problem,
and that these problems have to be measured in such a way as to define, not just the

needs of disabled people, but also to define The Disabled.

Definitions of disability are of great importance. Oliver (1990) argues that if disability
is understood to be an individual tragic occurrence, then, not only might disabled
people come to perceive themselves as victims of this tragedy, but also we will be

treated in all our day-to-day encounters, as pitiable objects in need of compassion.

Furthermore, this has serious ramifications for social policy implementation. Oliver
(1990) goes on to say:
it logically follows that if disability is defined as social oppression then
disabled people will be seen as the collective victims of an uncaring or
unknowing society rather than as individual victims of circumstance.
Such a view will be translated into social policies geared towards
alleviating oppression rather than compensating individuals. (Oliver
1990:2/3)

The personal tragedy view of disability is the hegemonic currency of disability par

excellence.

Historically the definition of disability has been important as a justification and
explanation of unemployment and poverty (Stone 1985). Disabled people were the

'deserving poor', as opposed to the 'undeserving poor' who were seen as idlers and lay-



abouts. In other words, the classification and identification of disabled people provided
a legitimate social status for us. (Oliver 1990) However, as will be made clear in the
following work, this original division between those unable to work and those
unwilling to work, has been greatly elaborated upon. Throughout the last century
classification, segregation and categorization has intensified, with the result that an
ever-increasing range of definitions and measurements of disability is now firmly
embedded within society. These new definitions rely upon expert medical knowledge
of the disabled subject, and we can trace the medicalization of disability through this

disciplinary knowledge.

The growing awareness amongst disabled people that definitions play an important
part in our oppression is reflected in our rejection of disablist language and thus
disablist definitions. "The Spastic Society" recently changed its name to "Scope",
reflecting the unhappiness of people with cerebral palsy with the negative term
'spastic’. Equally, words such as 'cripple', 'moron’, and 'mongol' are rejected as
definitions of disability. This is a slow process and the recent ridiculing of 'politically

correct' language does little to foster any positive changes in definitions of disability.

With the medicalization of disability a correlative field of disability professionals
emerged. They, in accompaniment with the Welfare State, needed further definitions of
disability and this resulted in a number of surveys, the most recent being "The
Prevalence of Disability Amongst Adults" (Martin, Meltzer and Elliot 1988). This
survey has its roots in work which was started in the 1960's. The Office of Population

Censuses and Surveys (OPCS) carried out the first national survey of disability in



Britain (Harris 1971) and the views and definitions it employed remain substantially

unchallenged, and still in official use today.

However, this is not to say that definitions articulated in these works have been
without criticism from disability groups and theorists. Oliver (1990) systematically

outlines the problems with official definitions of disability. These are outlined below.

These definitions rely heavily upon the medical model of disability, and they classify
disability in the same manner as illness is defined. In so doing:

...it conserves the notion of impairment as abnormality in function,

disability as not being able to perform an activity considered normal for

a human being and handicap as the inability to perform a normal social

role. (Oliver 1990:4)
Underlying these definitions is the uncritical belief that normalcy is an unproblematic,
ahistorical and acultural given. Thus the medical model of disability is reinforced as the
'problem’ of disability lies with the impaired individual and not with the environment, or

the definition.

A further criticism of official definitions of disability is that they completely fail to take

into account the lived experiences of disabled people. Disabled people become docile

bodies on which professional disability experts can exercise power. We become:
...passive objects of intervention, treatment and rehabilitation. This has

not just trapped professionals within the medical approach but has had
oppressive consequences for disabled people. (Oliver 1990:5)



Davis (1986) argues that denying disabled people a voice in this way means that the
solutions to our problems also become oppressive. In other words, we are defined by
the able-bodied and treated by the able-bodied. The treatment here refers to all aspects

of disability, from social policy to corrective medicine.

In brief then, disability is understood to be a medical and individual problem. The
solution is also couched in terms of the medical and individual model. Both definitions

of, and services for, disabled people are constructed for us by the able-bodied.

Whilst this medical model of disability has received much criticism (Oliver 1981;
Brisenden 1986; British Psychological Society 1989; Abberley 1991) it still remains the
dominant way in which disability is defined and understood. However whilst
acknowledging this I have decided not to engage with the vast body of literature on
this topic. The reasons for this are twofold. Firstly the majority of texts produced
under the rubric of disability theory more than adequately cover this area (see, for
example, Lonsdale 1990; Morris 1991; Oliver 1990, Swain, Finkelstein, French and
Oliver 1993; UPIAS 1976, Wood 1981; Hunt 1960), and I do not want to simply
reproduce their arguments here. Secondly, my concern in this work is principally that
of investigating how power produces the subject. The disabled subject is produced
through discourse and the medical model is obviously of crucial importance in the
construction of the disabled subject. However, by rejecting a simple historical analysis
of the medical model of disability in favour of a genealogical approach I hope to
highlight the constructed nature, the disparate influences and random fashion out of

which the medical model was born.



By failing to acknowledge that disability is culturally and historically bound, the
prevailing ideology, the common understanding of disability, that is the medical model,
is profoundly disablist. Certain characteristics are seen to be inevitable and natural
consequences of being disabled. These include poverty, depression, loneliness and a
non-sexed identity. Furthermore, this ideology understands disabled people's behaviour
in terms of individual psychological problems. As Jenny Morris points out:

Susan Hannaford's research (1985) on institutional establishments for

physically disabled people found, for example, that a wish to leave the

institution was categorized as troublesome and inappropriate, and

explained either in terms of a feature of the disability, such as 'multiple

sclerocis euphoria' or in terms of a failure to accept the disability.

(Morris 1993 in Swain, Finkelstein, French and Oliver 1993:86)
Other research such as that carried out by Miller and Gywnne (1972) reinforces the
notion that psychological problems are part and parcel of being disabled. Indeed Miller
and Gywnne's research is an apposite example of the ideology of disablism, which
uncritically adopts and reinforces the medicalization and individualization of disabled
people. This study which Morris (1993) suggests must be "one of the most oppressive
peices of work ever published" (Morris 1993:86) not only describes us as "the
incurables" and "the cripples” but, moreover, the whole premise upon which it is based
1s extremely tyranical and insulting:

...the problems of providing residential care for the physically

handicapped and chronic sick are in many ways intractable and will

remain so until and unless there is a pronounced change in the values of

society, which may make the parasitism of some of its members more
acceptable to all. (Miller and Gwynne 1972:15 italics added)

Furthermore this research has not been relegated to the wastebin, where it deservedly



belongs. Far from it. Miller and Gwynne's (1972) study is oft cited and recommended
by many social workers and social policy researchers. Indeed Morris (1991) recounts
the time in 1990 when she listened to many researchers into disability issues

regurgetating Miller and Gywnne's views. (Morris 1991:130)

In addition if, as it has been argued (Finkelstein 1993), criticisms of the medical model
have resulted in changes, it by no means follows, as Finkelstein (1993) goes on to

point out, that these have been changes for the good of disabled people.

Indeed the shift from the confines of the medical health care to those of community
care and social welfare has merely increased those areas of our lives that 'experts' can
pronounce upon. In other words the medical model of disability has merely cast its net
a little further. As Finkelstein remarks:

The shift towards community based services is transferring the duty to

other professionals without, however, changing the basic approach to

intervening in the lives of disabled people. (Finkelstein 1993:15)
In response to these official definitions of disability, disability theorists such as Oliver
(1990; 1986), Finkelstein (1980, 1993), Barnes (1993) and Zola (1981), amongst

others, have been arguing for a 'social theory' account of disability.

This account claims that disabled people are not disabled by their impairment, but
rather the problem lies with our physical and social environment. Unlike the medical
model of disability, the social theory model places disability firmly within the political

arena. In accordance with this the following re-definition of disability and impairment
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has been produced by the Union of Physically Impaired Against Segregation (UPIAS):

impairment lacking part of or all of a limb, or having a defective limb,

organ or mechanism of the body.

disability the disadvantage or restriction of activity caused by a

contemporary social organization which takes no or little account of

people who have physical impairments and thus excludes them from the

mainstream of social activities. (UPIAS 1976:3/4)
Whilst the social model of disability is a vast improvement upon the prevailing medical
model, it is not without its own limitations and shortcomings. Chief amongst these is
the denial, once again, of disabled people's lived experiences. The medical model
focuses its attention on the impairment and denies the socially constructed aspects of
disability; the social model focuses on the socially constructed nature of disability and
denies the impairment. These arguments will be developed further in this work. It is
enough to say here that the social model is the one that has been adopted by the
disabilities movement and that the medical model remains the prevailing framework in
which disability is understood in our society today.
In this thesis: "Not Quite Human: An exploration of Power, Resistance and Disability",
I have set out to examine the ways in which disabled people become disabled subjects.
By examining power relations and resistance I hope to suggest a viable account in

which to not only theorise the disabled condition, but to suggest an emancipatory

politics of disability.

Throughout this text I have used the term "disabled people". Although "people with

disabilities" is generally preferred as it places the person before the disability, signifying
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that the disability is not necessarily the key, defining aspect of a person's identity, I
have chosen to use "disabled people" precisely because this reflects the object created
by a disablist society. In addition, I have used the term "disabled" because it is used
widely by my informants. I am, however, aware of the problems surrounding
terminology. By using a category, in this case "disabled", I am at risk of consolidating
the very category I am attempting to deconstruct.”The disabled" are not a
homogenous group. There are not set limits as to who belongs or who does not belong
to this group: "disability is not a static category but one that expands and contracts to

include 'normal’ people as well." (Davis 1995:XV)

Disability makes non-disabled people curious. Questions concerning the nature of the
disability, how long one has had it, how one copes with it, abound. And disabled
people have to answer these questions. Issues of 'race', gender and class normally do
not induce such questions. Women do not have to say how long they have been
female, black people do not have to explain how they cope with their blackness, poor
people do not have to account for their lack of money. But for disabled people these

types of questions are common-place, and they demand a response. As Davis (1995)

comments:

the disabled body must be explained, or at least tolerate the inquisitive
gaze (or the averted glance) of the questioner. (Davis 1995:XVI)

Studies on 'race' and feminism tend to be controlled by people from ethnic minorities
and by women respectively. There is a call within disability studies that those doing the

research should be disabled. Only disabled people can understand the experience of
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disability. Whilst on one level this existential argument is valid, it is problematic for an
emancipatory politics. We must accept that various subject positions can be shared by

others in different but related circumstances.

When reading a text, unless the author makes it explicit, a disability remains hidden.
People reading this do not know if I am disabled or not. So in one sense it is irrelevant,
but again, on a political level it is important to know that I speak, in this work, as a
disabled person. It is for this reason that I use the pronoun "us" for the most part, as
"them" removes me from the disabled experience. Yet I am also very aware of
perpetuating the distinction between "us" and "them". Furthermore, by using the
pronoun "us" I am in danger of suggesting that disabled people form an
undifferentiated group, who share similar experiences and impairments. However, I do
not think there is a viable alternative and, as in this work I draw upon my own
experiences of being a recently sight-impaired person I think the pronoun "us" is the

most appropriate.

The first chapter, following this introduction, is concerned with the methodology
employed in this work. Although it is traditional to begin a thesis with a relevant
literature review, I decided against this approach, preferring instead to incorporate my
interpretations of other works into this text as appropriate. Whilst there has been a
recent expansion in sociological writings on disability, there seems to be a general
consensus among them as to the approach taken. As I take issue with many of these
authors I felt it was more appropriate to this work to locate such texts within my

overall argument. I open with this chapter as it introduces the people I interviewed and
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from whom I quote throughout the rest of the text. At the end of this chapter there is a

short precis of each interview; the transcripts, in their entirety, are in Appendix 1.

Chapter Three, "The Disabled Role", starts with an evaluation of Goffman's work
Stigma (1963b). In this Goffman produces an account of disability which is persuasive
and, from my own subjective point of view as a disabled person, easily identifiable

with.

However, this is not to say that Goffman's work is unproblematic. Stigmatization
theory suffers from two major deficiencies: ontological and historical. At no time in his
work does Goffman address the question of why certain beliefs and values have a
meaning for people in a certain place or time, nor is he concerned with why a certain
morality is adopted in a specific era. The substance of a moral order remains
unquestioned,; it is the maintenance in terms of how members of a group achieve order
in their daily lives that is examined. In other words Goffman is more interested in the
necessary preconditions that must exist for meaning to be produced rather than social

objects or meanings which are produced.

Nevertheless, Goffman's stigmatization theory remains a viable account of a society
which is dependent upon notions of deviance, otherness and normalization. It is

precisely because of this that I return to Goffman's work later in this thesis.

The next section of Chapter Three is an exposition of 'the disabled role'. Drawing

extensively upon both my own experiences of being disabled and upon my interviews
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with disabled people I outline the expectations and limitations that others (the able-

bodied) place on us.

Role accounts, however, are not exhausted by symbolic interactionism and
stigmatization theory. Other role theories derive from the functionalist school of
thought, and it is with these that the next two sections of Chapter Three are
concerned. By using the work of Parsons (1958), King (1962), Seligman (1975) and
Thomas (1970), I am able to illustrate how disabled people learn the role that is
expected of them. This generally first happens in a hospital situation where people
learn helplessness, dependency and insecurity. Obviously the hospital setting is not the
only institution through which disabled people learn their role. Many aspects of culture
reinforce negative stereotyping of disability and it is with this in mind that section 3

looks at how the disabled role is reinforced through literature.

There are, however, serious limitations to using the concept of role as a theoretical
tool in an analysis of power, resistance and disability. The insurmountable problem
faced when we attempt to use notions of role theory to inform a theory of disability
and a politics of resistance is that whilst they can prove to be useful for an analysis of
stereotypes, they remain theoretically undeveloped in terms of emancipatory politics.
Thus Chapter Four turns to other theories which concentrate more on an analysis of

oppression.

Chapter Four is concerned with theories of oppression, with particular reference to

how they have been applied to gender, 'race' and class. I divide this chapter into four
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sections under the following headings: biological accounts, cultural accounts,
psychoanalytical accounts and class accounts with the aim of evaluating what they

might have to offer disability researchers.

I take issue with each of these accounts in so far as they can be applied to an
emancipatory politics of disability. Whilst on one level we cannot deny that disabled
people's oppression is compounded by other factors such as gender, race and class, our
oppression cannot be understood simply in terms of such concepts. There is a
fundamental difference between disabled people's subordination and other oppressed
groups. For example, as a woman I am a member of a subjugated group. However, 1
do not wish to become a man and nor is it a viable option for the majority of women.
Similarly black people, with, perhaps, the exception of Michel Jackson, have never
advocated cosmetic surgery in the hope of overcoming their subordination. Yet as a
visually impaired person I feel, and most of my respondents feel the same way, that if
an operation existed to make us non-disabled then we would happily undergo such
treatment. In other words, for women, for black people, for homosexual people, their
oppression is not physically embodied within them. Gender, sexuality, the colour of
ones skin and our attitudes towards them are clearly seen to be social constructs.
Disability is inherently negative, particularly when it is accompanied by pain, fatigue
and frustration. As Liz Crow writes:

There is nothing inherently unpleasant or difficult about the other

groups' embodiment: sexuality, sex and skin colour are neutral facts.

This does not mean our campaigns against Disability are any less vital

than those against heterosexism, sexism or racism. However, we do

need to recognise that for other groups, when 'The Struggle' is over
they will simply be allowed to 'be'; for many Disabled people, the
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personal struggle of impairment will remain. (Crow 1992:6)

The conceptualization of 'race, class and gender has clear ramifications for all people.
Our understanding of these constructs shapes, not only the lives of women, poor
people and black people, but all our lives. Equally our conceptualization of disability
has implications for all people, not just those categorised as The Disabled. Disability is
part of an historically constructed discourse that is peculiar to itself. It is for this reason
that theories of oppression which do not explicitly recognise disability are
unsatisfactory. Chapters Five, Six and Seven examine the concept of disability as a
function of the concept of normalcy. For, as Davis (1995) comments: "Normalcy and
disability are part of the same system". (Davis 1995:2) The purpose of Chapter Five is
to understand and theorise the discourse of disability and to highlight the set of social,
historical, economic and cultural processes that regulate and control the very way in

which we think about and think through our bodies.

Following this chapter I have explored an alternative Foucauldian position. Drawing
upon Foucault's later works and interviews with him I argue that an aesthetics of the
self can be utilized as a tactic that enables us to resist at the individual level. I am not
suggesting that this has implications for political action on a group level. Indeed, a
politics of the disabled self is not at issue here. Rather this work has implications
purely on an individual level of resistance. And it is on this level that many disabled

people, both historically and at the present time, "do" their disability.

Chapter Seven returns to Goffman's stigmatization theory, comparing and contrasting
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it to the work of Foucault and ultimately working towards some kind of engagement

between the two thinkers.

Foucault does not systematically outline an account of disability. However, as he
documents the rise of our disciplinary society, and with the identification of two modes
of objectification through which power and knowledge create the subject, we see how
his work informs a study on disability. For the first mode he identifies is the discourse
of enquiry which becomes the social sciences which create the subject of which they
speak. In the second mode of objectification subjects are created by 'dividing practices'
which are informed by the human sciences. These practices result in subjects being
defined, and at times confined, according to their perceived differences from others.
Thus it is we have the sane and the mad, the criminal and the law-abiding, the sick and
the healthy, the able and the non-able. By classifying subjects, according to knowledge,

in this way individuals become divided, not only from others, but within themselves.

Whilst Foucault grounds his work in an historical, socio-economical and cultural
context, Goffman sites his analysis in analogy. His dramaturgical approach is perhaps,
the most problematic aspect of his work. The notion that all the world is a stage has its
limitations, for, as Goffman himself points out, nothing real or of consequence happens
to contrived, rehearsed and staged characters. This is obviously not true of everyday

life where each action has its real and lasting consequence.

Furthermore, players at 'make believe' take off their make-up, hang up their costumes

and return home to their 'real' lives. Again this is patently untrue of the everyday. The
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selves that we invest in, the selves that we produce in the everyday are not cast aside
but become part of a long-term identity - that of whom we 'truly' are. To paraphrase

Mead (1934): the objective self of social interaction is the foundation of the subjective,

'inner' self.

For Foucault the self is seen as a discursive practice, which constructs an identity. For

him the self is always located in discourse, that is it is always located in history, in

society.

If we look briefly at the way in which Foucault treats sexuality, for example, then we

can see the practical implications of his theory.

The traditional Anglo-Saxon way of thinking about will and desire, about the body, is
in terms of evolution and survival of the species. Will and desire are seen as 'pre-
programmed’, natural and biological. Foucault does not go along with this doxa. In
The History of Sexuality (1978) he analyses sexuality and overturns the notion of
sexual instincts and the myth of their repression:

We believe in the full constancy of instinctual life and imagine it

continues to exert its force indiscriminately in the present as it did in the

past. But a knowledge of history easily disintegrates this unity, depicts

its wavering course. We believe, in any event, that the body obeys the

exclusive laws of physiology and that it escapes the influence of history.

But this too is false. The body is moulded by a great many distinct

regimes. (Foucault, 1978:56)

According to this model even our most basic instincts - our sexual instincts - are not so

'natural' after all. If we agree with Foucault we have to give the cultural superstructure
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priority over the supposed biological base, and thus we can no longer perceive
sexuality as the product of some innate self. Indeed, as has been said, Foucault clearly
sees sexuality as a product of a discourse. A discourse that has been produced through
the relation of power to sex. In Discipline and Punish Foucault wrote:

We must cease once and for all to describe the effects of power in

negative terms: it 'excludes', it 'represses, it 'censors', it 'abstracts’, it

'masks', it 'conceals'. In fact power produces; it produces reality; it

produces domains of objects and rituals of truth. The individual and the

knowledge that may be gained of him belong to this production.

(Foucault, 1977:49)
If we wish to consider a history, be it madness, prisons, sexuality, disability or indeed
the notion of self we need to do more than merely listing, in isolation, certain events or
happenings. We need rather to locate it alongside other institutional, epistemological,
socio-economic and cultural developments. The notion of bodies cannot be easily

separated from the notion of self. And equally, as Foucault clearly demonstrates,

cannot be isolated from, or transcendental to, cultural impositions.

There are problems, however, for those who use the Foucauldian approach. Rather
than connecting truth to objects outside of language as the positivists do, or
connecting truth to the consciousness of individual knowers as phenomenologists do,
this approach sees subjects and objects as 'object-effects' of institutionalised social
process. Instead of being prior to language the existence of subjects and objects are
inseparable from language use. Because truth is embedded in the intercourse of

everyday life, truth is not seen to be static but rather, in accordance to the situation, in

a state of flux.
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For Foucault questions relating to how we know and what kinds of knowledge become
institutionalised in established practices are of great interest, because knowledge and
the constitution of available identities are connected to the operation of power in
society. Definitions are part of constitutive practices, and thus they do more than just

'label' people. They constitute identities and in so doing participate in the maintenance

of relations of dominance.

By discussing the problems connected with learning to manage one's own identity as
disabled, symbolic interactionists treat disability as if it were a real condition. Foucault,
and those who share his view, would not agree. However, to inform a disabled person
that their impairment is not a real condition but one that has resulted from discursive
practices is hardly the answer. To suggest that empowering disabled people is
contributing to the constitution of disability seems unproblematic. Yet from the 'lived
experience' of disabled people, minority pressure groups can change things so that the
everyday life of disabled people is made easier; for example, access to buildings,
auditory signals at cross roads, installation of hearing loops. It cannot though, be
forgotten that to gain a voice, as far as disability goes, is to gain a disabled voice and

thus that voice participates in, maintains and reinforces the discursive practices that

constitute disability.

In the chapters that follow I will attempt to trace some of the ways in which a disabled
identity is constituted in our society at the present time. The investigations try to
describe the conditions which site disability within a network of power and under a

normalising gaze. Yet at the same time I do not want to lose sight of the experience of
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becoming disabled. In other words I want to use both Foucault and Goffman in an

attempt to make sense of becoming disabled in modern society.

My approach differs from those that look at disability solely from the viewpoint of
disabled people. Whilst I conducted interviews with people who have disabilities, I do
not intend these interviews to be anything other than some people with disabilities
talking about their experiences. I do not wish to continue in the practice of
dehumanizing disabled people by allowing a small sample to speak for all. Yet at the
same time I believe that hearing disabled speakers, other than myself, is valid as I

equally do not wish to, nor am I qualified to, speak for all disabled people.

The implications of this work for an emancipatory politics of disability are
consequential. We must be aware of the Foucauldian notion of subjects being
constructed through discourse, and of how normalization sets up the criteria in which
everyone is placed. In other words the self is constituted as a subject of discipline and
normalization. Goffman's view of the self as a performance put on for the benefit of
others also lets us see how subjects become stigmatised and thus how stigma becomes
part of the body. Both Goffman and Foucault let us see how the oppression associated
with power cannot be located within a single socio-political apparatus; they make it
clear that power is dispersed in complex networks of social control. Therefore freedom

is no longer linked to something whole and universal.

There can be no complete or total synthesis between Goffman and Foucault's work.

However, I believe that both thinkers are extremely useful in terms of explaining the
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way in which disabled people not only perceive themselves, but, more significantly,

how we might find the resources to resist.
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CHAPTER TWO

METHODOLOGY

Abstract: This chapter opens with an account of the concerns I had
regarding interviewing disabled people, and explains my choice of the
narritive method of data collection. This leads to a discussion of the
experience of the interviews, which in turn leads to a section which
explores the theoretical base of this thesis. The final section of this

chapler provides the reader with a brief profile of each of the people I
interviewed.

INTRODUCTION

There are numerous ways in which interviews can be structured and carried out.
However, as Ann Oakley has made clear, the conventional social scientific paradigm
on interviewing relies heavily upon objectivity, value freedom, distance and interviewer
control (Oakley 1981). This is an essentially 'masculinist' perspective on interviewing,
derived from a masculinist model of social science and, maintains Oakley, particularly
inappropriate where women or feminists are interviewing other women. For Oakley it
was both 'politically’ and morally necessary to enter into a responsive and intimate

relationship with the women she interviewed (Oakley 1981:41).

In studying disabled people's experience's I have become aware of a tension between
subject and method. For, as Oakley says in regard to women, the very act of
conducting surveys on women's oppression is in itself experienced as 'a contradiction in

terms'. I felt the tensions most acutely at the moment of data collection itself when I, as
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a feminist, and as a disabled person, confront other disabled people. The possibility of
manipulation and misrepresentation, latent in all social research, appears as soon as the

interviewer role is adopted.

It is for this reason that I thought it necessary to employ the narrative method of data
collection. By asking people to tell their own stories the integrity of the social actor's
own experience is recorded and preserved. Obviously I did not want the subject's

entire life story, but only that which related to one aspect of their life: their disability.

During the summer term of 1991 I interviewed sixteen people about their relatively
recent disabilities. Unlike the more precisely formulated interview schedule I used an
'interview guide'. This guide introduced themes and issues on which individuals were
encouraged to reflect at length. The order and the emphasis changed according to the
subject's personal priorities and to what I knew of their background. For example, the
physical form the disability took and how recently it had occurred. The areas covered
included biographical information, experience of disability (for example chronology,
extent of impairment, limitations imposed by disability), reflections on bodily changes
since the onset of the disability, interpersonal relationships - both with significant and

less significant others - and other aspects which affected the subjects' views of
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themselves. (see Appendix 2:3)

Ten of the interviews took place in the subject's own home, and four were carried out
in a day centre. The choice of setting was the subjects. The remaining two interviews

were conducted at a residential centre where I and the two interviewees were staying
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in order to train with our new guide dogs. In both these instances I was also
interviewed by my interviewees at a different time, for different reasons. David
interviewed me for an article he was compiling for a talking newspaper, and Colin

interviewed me for his local consumer group magazine.

Subjects were selected on the grounds that they had all recently experienced a physical
injury which had left them in some way physically disabled. I made contact with these
people by first sending letters to various organizations and institutions such as Social
Services and The Young Disabled Unit at the District Hospital. The letters stated the
aims of my research and explained the nature of the interviews. I asked anyone willing
to be interviewed to contact me, thus leaving it completely up to the individuals to
decide if they wanted to take part in my research. (Appendix 2:1) A covering letter
was also sent asking for the letters to be handed to anyone with a recent disability.
(Appendix 2:2) Thus the selection was random and not carefully balanced on lines of
gender, age, class or any other criteria. The interviews are not intended to be some
kind of representative cross-section of disability, but rather they should be considered
as the voices of some disabled individuals talking about their concerns and experiences.

They are not speaking for all people with disabilities but rather for themselves.

During these interviews I asked if the respondents were willing to have a 'follow-up'
interview. These were conducted six months later and the aim was to cover any areas

that had arisen in some of the first interviews but were not covered by all respondents.

Interviewing disabled people about their experiences differs from other research
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settings in several ways. Firstly, although I have attempted to protect the respondents'
identity (by changing their names and certain information) it can never fully be
safeguarded due to the personal and unique nature of the data. Thus respondents can
easily be identified, in this thesis, both by themselves and by others. Secondly, as
Brannen (1988) makes clear, "identification carries with it the associated risk of
sanctions and stigma." (Brannen 1988:552) Thirdly, the personal and often traumatic
nature of the topic means that for many of the respondents 'telling their stories' is both
stressful and potentially emotional. This is true for both the respondents and for myself
as interviewer. I was fully aware that I did not want to, nor have the right to, make
interviewees confront aspects of their 'changed circumstances' which they themselves
were either reluctant to speak of, or had not yet considered. Thus I felt that I had
certain responsibilities towards the respondents. These centred around the notion of
protection, protection both towards the confidences that were shared with me, and
towards emotions that were expressed. Furthermore, the emotional demands placed on
the interviewee were, at times, shared by the interviewer. By this I mean that in general
the topics under discussion, or the life story of the respondent were so similar to my
own worries and concerns regarding my own disability that I found it very stressful as

they talked at length about themselves.

Power is ever present in the interview situation. And it is exercised by both the
respondent and the researcher. Expressing extremely personal feelings immediately
places the interviewee in a vulnerable position. Finch (1983) maintains that women are
"easy interview targets", and notes that women interviewed by other women are

particularly susceptible to this. I felt that it was important not to exploit my
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respondents in this way, and thus I conducted the interviews with this in mind.

The respondents were aware of the nature of my research before they contacted me.
Thus, the first very open question that I asked each respondent was "Tell me your
story". This was deliberately vague so that they were free to interpret it as they wished
and in a manner with which they were comfortable. This is reflected in the interviews,

with some respondents talking at length, recounting their life stories and others, such

as Brad, simply saying:

I had an accident in '74 in Australia. I was at university so I finished off
the degree I was doing and started working, I've been working for the

same organization...I had three months or so in the hospital, which was
a bit short, most people have about six months or more, but I wanted to

get out as soon as I could. I wanted to return to university or else I
would have missed a year. (Brad:167)

1. EXPERIENCE OF INTERVIEWS,

In discussing the methodology of her project "Becoming a Mother", Qakley (1981)
lists three principal reasons as to why she rejects the text book code of ethics laid
down for interviewing subjects. First, it is not reasonable to adopt a purely exploitative
attitude to interviewees as sources of data. Second, Oakley regarded sociological
research as an essential way of giving the subjective situation of women greater
visibility, not only in sociology, but also in society. And thirdly, the notion that
'rapport' be established between interviewer and interviewee has always been

maintained, but to follow the masculinist lines and to establish rapport is contradictory.
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As Oakley puts it:

'Rapport’, a commonly used but ill-defined term, does not mean in this

context what the dictionary says it does (‘a sympathetic relationship’,

O.E.D.) but the acceptance by the interviewee of the interviewer's

research goals and the interviewee's active search to help the

interviewer in providing the relevant information. The person who is

interviewed has a passive role in adapting to the definition of the

situation offered by the person doing the interviewing. The person

doing the interviewing must actively and continually construct the

'respondent’ (a telling name) as passive. (Oakley 1981:35)
Feminists such as Oakley (1981), Graham (1983) and Finch (1984) argue that the
traditional survey interview not only precludes disclosure but this form of interviewing
objectifies female experience and mutes women's self-expression. Moreover, Oakley
and Finch argue that women interviewers and interviewees share the same
subordinated structural position in a patriarchal society. As a consequence the

researcher and the researched have a shared identification as women and thus a

genuine rapport is established in the interview situation.

These three reasons appositely fit my own beliefs regarding the interviewing of
disabled people. There has been much research carried out by the social sciences
whereby disabled people are dehumanized and their personhood negated. I wanted to
avoid this exploitative aspect of so much masculinist research, and to affirm disabled

people's position and situation in society.

This having been said, however, I am also aware of the criticisms that writers such as
Oakley and Finch have received. Wise (1987) claims that Oakley uses the notion of

woman's shared structural position as a "magical devise for the instant dissolution of
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inequalities" (Wise 1987:66). That is to say that

...success in interviewing depends more on a complex interrelation
between the relative structural positions of interviewer and interviewee
and the interviewer's skill and personal style, than it does on a simple
identity of gender.(Lee 1993:109)
These criticisms by Wise (1987 see also Smart 1984; Warren 1987) clearly had to be

borne in mind when conducting the interviews.

Many of the people interviewed asked me questions. As the standardized interview,
with its asymmetrical distribution of disclosure rights, would have it I should refrain
from answering and fob the interviewees off with remarks such as: "My job at the
moment is to get opinions, not to have them."” (Selltize et al 1965:576 in Oakley
1981:35) As a women with a visual impairment what sort of rapport would be
established if I said this when asked, by another newly registered blind women: "Do

you think it will take me long to have the confidence to go out on my own?"?

Most of the questions asked are lost. They were either asked before the tape recorder
was switched on, or after it had been turned off. However they generally fell in to three
categories: First, questions for practical information such as How do you get hold of a
speaking blood monitor machine?' or 'Do you know where I can get a list of bed and
breakfast places in Scotland that have wheelchair access?' Second, questions relating to
the research such as, 'What practical purpose do you think it will serve?' or 'Will it
become a book?' And third, personal questions such as 'How long have you been

blind?' or 'Are you married?"
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I answered all the questions asked of me as honestly as I could. Personal questions I
answered instinctively. I did not find self-disclosure in these circumstances difficult as I
felt that I was intruding on these people and asking them all sorts of personal, and
sometimes painful questions. It seemed only right to me that I should be prepared to be
equally honest. It was in this area that I think I mostly communicated my feelings of
commonality with other disabled people. I tried to ensure that the people I interviewed
knew something about me. Karlie, my guide dog, was present during all the interviews
and I felt that it was important to say how long I had had her, how long I had been
registered blind, how long I had lived in the area and what I was doing here. Taking
the dog with me was, in all instances, a good way of 'breaking the ice'. In a nation of

dog lovers a guide dog provides a convenient focus of attention whilst initial contact is

established.

In answering requests for information I shared what knowledge I had and if I did not
know the answer myself, as was often the case, I pointed the person in the right
direction to obtain the information. On more than one occasion I got in touch with the
interviewee after I had interviewed them, and after I had found out some piece of

information for them that they had requested.

I was however both an 'insider' and an 'outsider'. As a sight impaired person I was
disabled and an insider. This came across in numerous instances throughout the
interviews. In many cases I was told for example: "you must know what I mean";
"you'll understand this"; and "I'm sure this must have happened to you", all of which

reinforce the notion that we have a lot in common, that I was an insider and would
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therefore understand what it was they were talking about. In addition to this, some of

the interviewees drew upon what they knew about me to clarify or articulate their own

feelings. For example:

Well I suppose you know what I mean - what with you having a guide
dog...that's like.. like having a wheelchair, a signal of being different.
Do people notice the dog and not you? (Brad:169)

Here the man is not only acknowledging that we both have disabilities but he is also

recognising that we share similar problems. In other words the interviewee is

constructing a common identity for us both as disabled.

For others though, I was an outsider, as I knew little of their disabilities and of the
limitations that were imposed by them. This resulted in some of the interviewees being
able to play the role of 'expert' vis-a-vis me as interviewer. In some instances I was
able to ask genuinely naive questions which redresses the balance or inequality in the
interviewer/interviewee relationship. This meant that in recounting their experiences
and thoughts on being disabled the interviewee did not have to say "Well you've been
through it, you know how it is" but could feel that as a disabled person I could

empathise with their experiences and yet at the same time not know of them. I was an

‘outsider/insider'.

In-depth interviews allow for power to shift from interviewer to interviewee in a
manner that more structured interviews do not. In-depth interviews give considerable
opportunity for the respondents to control the information they decide to give. Thus,

to a large extent they can control the form and content of the data. This was
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particularly evident when I asked about the interviewees' sense of their masculinity or
femininity. Again I was deliberately vague in asking these questions. This was a
conscious decision on my part, enabling the respondent to disclose what they felt
comfortable with. Thus when asked "Do you feel less of a man?" Paul responds by

saying:

Well, I think women can still look attractive, made-up nicely, hair done
nicely, dressed nicely in a wheelchair. I don't think there's any reason
whatsoever why a woman shouldn't look as feminine as a woman
should look. (Paul:187)

Paul does not address the question of his own masculinity and the effect, if any, his
impairment has upon it. Whereas the same question posed to Steven gets a very

different response:

Well with sex I try to get round it really. I mean there is other things
apart from sex, apart from the old bonk, there are a lot of other things
you can do in bed as well. So I just try to get around it that way. The
worst thing is that the women when you do it she gets more peeved
because she can't really please you - that's the worse thing about it on
the women's side. But if you explain the fact that you know it's in the
mind really as well as I get pleasure out of pleasing her and er you are
working that way really. That's the best way to do it. But it doesn't
really worry me that you are not more of a man or anything like that
because in a relationship sleeping is a minimal part of it really it is like
ten per cent and ninety per cent of the time you spend together.
(Steven:247/8)

Whereas a similar question to Debbie gets this answer:

It's bound to change isn't it. I mean I think it's because women are
brought up to certain standards where they are told: you are the carer,
you do the washing, you look after the children, and when you end up
in a wheelchair all that goes out of the window, and you've no self-
esteem or anything. (Debbie:43)
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This exemplifies the way the 'in-depth' interview redresses the power relationship

inherent in the interviewing situation.

I felt that the long interview was more beneficial, not just to my own research, but also
to the respondents. Whilst participation in this form of qualitative research would seem
to have its drawbacks, for example, it can be time consuming, privacy endangering and
intellectually demanding, it also has its merits. I was aware before I started any of the
interviews that asking personal questions of a potentially traumatic nature could prove
very tiring and stressful to the respondent. However, I need not have worried. On
nearly every occasion the interviewee proved to be more energetic and tenacious than I
was. In attempting to understand this aspect of the 'in-depth interview' Cannell and
Axelrod (1956) and Caplow (1956) comment that the qualitative interview gives the
respondent the opportunity to engage in an unusual form of sociality. As conversation
analysts (see Atkinson & Heritage 1984; Sacks, Schegloff & Jefferson 1974; Nofsinger
1991) have demonstrated, the usual form a conversation takes involves participants
'taking turns' to speak. In the 'in-depth interview' situation interviewers forsake their
'turn’ and eagerly listen and encourage the respondents to speak (Stebbins 1972). This
has numerous advantages for the interviewee, for instance, they become the centre of
another person's attention (Ablon 1977); it gives them the opportunity to state a case
which might otherwise remain unheard (Leznoff and Wesley 1956); it gives them the
chance to scrutinise themselves without fear of self-indulgence (Merton and Kendall

1946), and, a feature that many interviewees commented upon, it allowed them to

experience a kind of catharsis (Lee 1993).
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Not every person interviewed wanted to know the same amount of details about me.
Indeed some did not want to know anything. At first this surprised me, but I think the
reason for this lack of interest in the person who was asking them these questions was
perhaps due to their understanding of what the interviewer/interviewee relationship
should be. I think that the scientific paradigm governed some interviews and self-
disclosure on my part was deemed as inappropriate. Thus it was that in every interview

the rules were negotiated, and identities imputed.

The point of this is that the interviewees were not passive subjects but were active in
the interviewing process. They decided on how much information to give me, and they
had the right to 'draw back' when or if they wanted. The interviews were an
interactional process with the interviewees deciding how much personal involvement

there should be.

2. THE THEORETICAL BASE.

Once the interviews had been conducted and the transcripts completed I was able to
identify certain recurring concerns within the texts. It was immediately apparent that a
dominant theme running throughout the interviews was the way in which the
interviewees reported on her/his invisibility in social situations. We hear from David,
for example, that social invisability is an every day occurance for him:

Once I went down into club, I went to bar for a pint, and my father-in-

law comes round and he says: "Oh I'm just going down to other end of

bar." So I says: "O.K." One of me mates come across and I were
talking to him, next minute father-in-law comes across and he says:
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"Who are you talking to?" And I were talking to my mate and he had
just left and not even said he were leaving and I were talking away to
him. Talk about embarrassing! You just don't know where to put your
face because people must have been watching me, thinking you know,
well who's he talking to? You know if the people come up to you and
say like - Oh just a minute I'm going to see so and so - but they don't.
They just walk away as if you are not there. (David:3)

This comment from Debbie is also typical:

And the thing I found was if me and my husband go out people talk to
him, over the top of me, as if I am not there. (Debbie:40)
Equally apparent and related to this was the interviewees obsession with the gaze of
the other. Sarah sums up many of the interviewees feelings when she says:
Well, I've been watching people when I go into town to see what their
faces are like when I look at them. I mean a lot of them smile at me, a
lot of others just look down at you and just don't bother, I don't know
what people think, maybe embarrassment. I mean that a lot of people
think that because you are in a wheelchair then your head's gone as
well. But it's not. I mean I have got that from a lot of
people...(Sarah:97)
Throughout the transcripts there are continuous attempts to define one's identity in

terms of some image of the normal. Another typical comment, from people who use

wheelchairs but who can walk short distances, is this one from Rachel:

And I like to be stood up, I like...I just feel I look better when I'm stood
up, even though my leg looks a bit bent. I feel better in myself walking.
So...I suppose it's all part of my image. (Rachel:195)

This is to say that stigmatization, normalization and role distance are implicit in the

ways in which the disabled people I interviewed tell their stories.
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I felt that the interviewees, without exception, felt that they were defined by others as
'abnormal'. My initial response to this was to look at Goffiman's stigmatization thesis.
For stigma theory explains, or justifies the exclusion of stigmatized persons from
normal social interaction. Thus the next chapter of this thesis opens with a critique of

Goffman's 1963 book, Stigma: Notes on the Management of Spoiled Identlty.

However, as becomes clear in the following chapter, stigmatization theory and role
theory in general, do not adequately explain all aspects of the experience of becoming
disabled. Furthermore notions of resisting the prescribed disabled role are undeveloped

and do not provide a theoretical base from which change may grow.

In the previous chapter I have outlined the development of this thesis, but I want to
emphasis here that both Goffman and Foucault were suggested to me by the data. As
stated above, normalization and the gaze of the other were central concerns of all the
interviewees, and, I should add, of myself as a disabled woman with a very visible
signifier of difference - my guide dog. Thus I thought it would be useful to consider
the work of Michel Foucault in relation to notions of normalization, power and

resistance.

I have placed the methodology section of this thesis after the introductory chapter as
the interviews with disabled people structured the form that this work has taken.
Throughout the text I quote from the disabled people interviewed and thus I thought it
necessary to write brief summaries of each interview before commencing with the main

body of the thesis, in order to introduce these people to the reader. A full transcript of
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each interview can be found in appendix 1. The page numbers after each quote from a

respondent refer to this appendix.

In the final part of this chapter I am going to paint a brief picture of each of the
respondents. In each case the name of the person and of their friends and family has

been changed, as too have certain pieces of information.

3. THE RESPONDENTS

3.1. DAVID

I interviewed David at 'The Guide Dogs For The Blind' teaching centre where he was
training with Blue, his fourth guide dog. David lost his sight in 1978 following an

explosion at the chemical works where he was employed. He is in his early forties, and

as he says:

Before my accident, really, I were just a working chap, married, two

children, third on the way, and it were just like a routine...you know,

running about, going to work every morning, getting up and paying

bills...(David: 6)
Dawvid was forced into taking early retirement, which, he says means, that now he is
sight impaired, he has had the opportunity to develop interests, such as working for the
talking newspapers, making tape recordings and promoting Guide Dogs, which he

would not have had otherwise. David says he is "totally different from before", that he

now has far more confidence and freedom. This, he says, is because if things do go
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wrong he, and more importantly others, blame his lack of sight, rather than see it as a
personal failure. But he also feels that he has lost a lot of freedom; freedom to browse

in shops, freedom to go where he wants, when he wants.

David's accident and resulting sight impairment has, he says, put a lot of strain on his

marriage and family in general. They have had to work hard but he says "we've cracked

it now".

David and I spent a month training at the residential guide dog centre. This meant that
by the time I interviewed him we had spent a lot of time together, and had passed a lot
of this time discussing our worries and concerns about our sight impairments, as well
as sharing many jokes regarding "The Sighted". We became friends and are still in

contact with each other. Obviously this familiarity influenced the interview situation.

3.2. COLIN

I also interviewed Colin when we were both residents at 'The Guide Dog For The

Blind' centre, and both of us were training with our first guide dogs.

Colin, 39, was registered blind four years ago as a result of diabetic retinopathy. His

initial reaction was anger and bitterness and, as he says:

I smashed up the house a couple of times. You know you take it out on
people who don't deserve to have it taken out on them. (Colin:27)
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This turned, he says, to fear, and a complete disillusionment with the 'helping
professions'. He felt very isolated and unable to discuss his impairment with friends or
family. Eventually he attempted suicide, but "didn't make a very good job of it", and
from there on decided to "get on with life". He finds that it is the small repetitive
problems he encounters daily, such as making a cup of tea, which frustrate him more
than the major problems associated with his lack of sight. This is compounded by the
general public's total lack of understanding which often gives him the impression that

he is not only blind but invisible as well.

Colin now belongs to a consumer group for the visually impaired and this forms the
focus of much of his social life. Although he and his wife, Rita, still keep in contact
with their old friends he finds it easier and less embarrassing being with other sight
impaired people. But, he says:

...it's a catch 22 situation. Because on the one hand it is good to talk

with people with the same disability and share ideas and tips and

problems, but on the other you put twenty people with a disability

together in the same room it becomes us against the rest of the world.

Whether you are blind, deaf, dumb or crippled you have to live in the
world. (Colin:31)

Colin believes that we need to educate "the so-called normals" into understanding that
disabled people have rights too. Colin says that his relationship with Rita has changed.
Before his sight impairment their's was an equal relationship, with both of them
employed, sharing the housework and bringing up the children. Now this has all
altered. He feels that he has accepted that for some things to be done properly you

need sight, but he still gets very angry and frustrated. He feels that he is the same
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person as when he could see but that other people obviously do not think this is so.

As with David, Colin and I were in each other's company for one month and thus our

relationship was far more familiar than with all the other interviewees.

3.3. DEBBIE

I interviewed Debbie at a day centre for physically disabled people. Debbie is thirty-
five and has severe arthritis and uses a wheelchair. She was house bound for three
years, before she got a wheelchair and this left her with agrophobia which she is now

learning to manage.

Debbie thinks that by being in a wheelchair - as she has been for the past two years,
people tend to treat her "as if I were ga-ga".
...the thing I found is if me and my husband go out people talk to him,
over the top of me, as if I'm not there...And I say to them: ' am down
here, you can talk to me, you don't have to talk over me, about me, as if
I'm not here'. (Debbie:40)

Debbie admits that she is quite bitter about her disability. She feels that it has greatly

affected her relationship with her family and her husband and that it has changed both

her and him;

Before he used to be a very placid day to day sort of person, and now
he is a worrier. You can see that things get on top of him quicker than
they did before. (Debbie:42/3)

Debbie says that she is extremely frustrated by the fact that she cannot do things that

41



everyone else takes for granted. At the time of the interview Debbie told me she was
undergoing counselling for self-mutilation which she felt was caused by frustration.
Debbie dreads the future as already all her independence has gone. She says that she is
frightened of being left by her family, but at the same time she feels that she is pushing

them further from her.

Debbie started going to the day centre as part of her therapy for managing
agoraphobia. She says being with other people "who are worse off than me" makes her
think she shouldn't be moaning, so "it gives you a better outlook coming here". She

sees her disability as "like fighting yourself all the time".

As Debbie puts it the last two years have been particularly hard: "we've had a lot of
contributory things that have happened as well as my disability. These include her
fifteen-year-old daughter being raped by Debbie's brother; her son taking drugs and
hitting her and her husband throwing him out of their home. Her daughter's rape
brought back the fact that I was raped at her age and although I was
trying to console her it was upsetting me as well. (Debbie:51)
Because she can do very little Debbie says that her children tend to go to their father
rather than her now. She fears constantly that she is driving her family away and that
she is a burden, a nuisance. She says that she is so wrapped up in her own fears that
she has no time for her family's problems and she feels very guilty about this. The day

centre makes Debbie concentrate on the things she can do, not on those she can not.
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Debbie's husband gave up work two years ago, on their doctor's advice, to become her
full-time carer. However, they are still fighting for attendance allowance. The
Department of Social Security have told them that if they do not get attendance
allowance then he will have to return to work. This is "worrying me to death". Being

disabled, Debbie says is very expensive, and the money spent on her "makes you feel

selfish".

Whilst I felt emotionally drained at the end of this interview Debbie said, once the tape
recorder was switched off and the interview 'officially' over, how she had enjoyed
talking to me, and how much easier it was to talk to strangers than family. Six months

after this interview Debbie was in a psychiatric hospital following another suicide

attempt.

I interviewed Eddy at the day centre for physically disabled people. In 1988 Eddy was
told he had multiple sclerosis. At the time he was training to be a methodist preacher
and felt "it was all wrong because I had gone there to be the help, there was no way
that someone else could come and help". However he completed his two year training
without the M.S. symptoms returning and worked as a minister for seven months
"before the M.S. cropped up again. And it cropped up quite badly." He could neither
walk nor see, and then he went into remission for a further two years.

I think the second attack was worse looking back. Both physically and
to handle emotionally.(Eddy:60)
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At this point Eddy wondered "if this was the end". Although Eddy says the church was
supportive he was retired at the age of thirty-five: "thirty years too early for me." He
says he was not angry, just very disappointed. He never asked "Why me?" because the
question "Why not me?" seemed just as pertinent. Eddy says that since coming to the
day centre it all makes much more sense:

As a station minister I wouldn't have had time to even visit places like

this, or the younger disabled unit at the hospital, but now I can. And so
it makes sense. I come here as a minister or what I think a minister is.

(Eddy:61)
Eddy's wife has always been, and continues to be, supportive, never asking "awkward
questions of the doctors or me." His children too have accepted his illness. Eddy says
that if you are disabled it is important that you can talk about it and his disability has
brought him and his wife closer. His anger and frustration, he says, is directed at
himself when he cannot do simple things. He does not feel "ordinary". He says he does

not feel any different but that others obviously see him as being different.
Although Eddy was again in remission at the time of his first interview, he had spent a
lot of time previously using a wheelchair. He states:

Once you have legs which are no use for walking and you've got to use
a wheelchair it is something that you have got to come to terms with.
But out and about it is other people who have the problem. (Eddy:64)

He feels that it is other people's embarrassment that makes them ignore him and talk to

the person he is with. They are embarrassed because he is different, and he finds this
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"strange".

Eddy traces his M.S. back to a childhood bout of measles, which, although he thinks
the doctors might not agree with him, helps him make sense of it all. However the
major factor for Eddy is that as a minister in a wheelchair he can empathise far more
readily with other wheelchair users, and would "be used by God in a special way". By
not being healed by God Eddy feels normal because:

a lot of people He didn't heal, He healed some, the ones we get to hear

about. But there must have been thousands and thousands of others
who He didn't heal. So not to be healed made me one of the crowd as it

were, not special. (Eddy:66)
Eddy would not change anything in his life and would never go back to being "a

normal minister”. He says he has to "learn to use what he has got". Eddy now feels that

"M.S. is part of me and that my life continues."

During this interview I felt very much an outsider. Not only did I know very little

about M. S. but I do not share Eddy's religious beliefs, which are obviously central to

him and his experience of being disabled.

3.5. LINDA

Linda contacted me after receiving my letter via her social worker. I interviewed her in

her home. Linda has multiple sclerosis and has used a wheelchair for the past twenty

years.
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Linda still finds it upsetting that people "look at me sideways", and when she first used
a wheelchair she feels even her friends were worried, and needed reassurance from her

husband "that it was not my brain that was gone". Four years ago Linda's husband

died, which was a big shock to her, but she:

picked up the pieces again...it's like going round the Grand National

course I tell everybody...another hurdle, I'll jump it. I might fall next

time round at Beecher's but I'll have a go. I'll go on as long as I can. I

see my life as a challenge. (Linda:86)
Linda's philosophy is that you have to fight M.S. or it will take over. Linda believes
that the best way to do this is by knowing your limitations and knowing when to rest.

She finds it very hard to ask people for help, and curtails many of her activities because

of this. Much of Linda's time is spent actively working for a charity, which she finds

very rewarding.

Since the death of her husband Linda has lost much of her freedom as she is reliant on
help getting to bed and getting up in the morning. Although Linda says she is not bitter
she feels "as if someone had taken part of my life away", but as there is no one she can
blame she feels she just has to accept her disability:

You can't blame your body because you are your body and you can't

blame yourself. (Linda:94)
Nowadays Linda's life is run to a schedule, otherwise she says it would "be all of a

jumble". She doesn't look to the future and has always found it best "to take one day at

a time". Linda hates having to rely on others, and finds it particularly hard that she has

to employ a cleaner in her house.
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If she had known that she was going to develop M.S. Linda says she would never have

married:

I wouldn't have burdened anybody with it. Definitely. It is a burden. It
is a heavy sack on your back, and it is there every day. (Linda:94)

But she did marry and she says: "I couldn't have had it any better".

A short time after this interview she had a severe relapse and after a short spell in

hospital Linda died.

3.6. SARAH

I interviewed Sarah at the day centre for people with physical disabilities. Sarah has
muscular dystrophy which first showed symptoms when she was twelve but then
disappeared. At nineteen it returned and for the past two years Sarah has used a
wheelchair. Recently, however she is beginning to walk a few steps with a walking
frame and callipers. The doctors, she thinks, have been good "from a medical point of
view" but she feels they have given her no encouragement in her attempt to walk: "it's
all come from me". She finds that when she is in her wheelchair people tend to think "

your heads gone as well". She puts this down to embarrassment. Her parents never

mention her disability.

Sarah enjoys going to the day centre because she finds it much easier being with other

disabled people:
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I mean they know what I'm going through in here. Not only that but in

here people know what other people can and cannot do. (Sarah:98)
Sarah feels that non disabled people assume she cannot do anything. She is learning to
drive and thinks this is "brilliant". Sarah's main ambition is "to get back on my feet, to

get walking again. To get back to normal". She hates the way people look at her in her

wheelchair as if she were a "wierdo".

Being disabled makes Sarah feel very isolated, and she spends a lot of her time alone.
"If I could walk again, well, I'd have my freedom". Even so Sarah says she does go

dancing in her wheelchair and says: "it's like the wheelchair becomes part of you."

Sarah gets angry with the lack of access for wheelchair users in towns. She says that
non disabled people "just don't think about us", and she feels that there are many
practical things that would make her life much easier. She is thoroughly disillusioned

with the social services who are always promising help but it never materialises.

Sarah says she spends a lot of time being depressed, especially when she is on her own,
but feels she is not bitter. Once the doctors had explained to Sarah that she had

muscular dystrophy she found it much easier to talk about her disability as she had a

name for it. Sarah wants:

People just to treat us as normal, as normal people...if people just
accepted us the way we are. I mean we are not from another planet or
anything. I mean sometimes you would think we were. (Sarah:104)
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I tried to contact Sarah for a second interview but she no longer attended the day

centre and no one knew what had become of her.

3.7. HILARY

Hilary was interviewed at the day centre for physically disabled people. I interviewed

Hilary twice, with a nine month gap in between.

Hilary is forty-seven and has M.S. Twenty years ago she spent time in hospital because
she was loosing her sight and had problems walking. However she recovered from this
and had no idea that she had M.S. Twelve years later she had a second attack and was
told she had M.S. Again she went into remission but nine years ago she had "a hell of a
relapse". Now she feels that she has accepted it:

I've come to terms with it. There are some days better than others,

some minutes better than others...until you come to terms with what
you have wrong with you, you are fighting a loosing battle.

(Hilary:108)
Hilary says that the worst thing about M.S. is that you have no control over it: "it can

just go hay wire when it feels like it". She says she doesn't love M.S. or hate it: "it is

just part of me. I am just a M.S. person.”

Although Hilary is in pain she tries to see this as positive, because if she had no
feelings that would be worse. Her parents never discuss her disability with her, and she

has a pact with her husband that she will only ask him to do something if she really
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cannot do it herself. Hilary says that the wheelchair frightens her:

I hate going in it. I'd rather crawl than get in it. Because I know,
because I have a progressive disease that I am going to finish up getting

in it. Eventually. (Hilary:111)
Hilary is a great believer, as she says, in "use it or loose it", and she spends much time
exercising. In addition to her wheelchair Hilary has an electric scooter which she much
prefers using because she feels in control on the scooter. She thinks this is because she
doesn't want to be classified by other people as disabled. Hilary says she is not
frightened of the future but if her M.S. "ever got that bad I wouldn't want to go on".
She says that her only real fear is if it affects her brain. Hilary feels that her disability
has not changed her relationship with her husband in any way, he "occasionally washes
up for me now". She firmly believes that any anger and frustration she may have due to

her disability should be expressed: "it is only harmful to bottle things up".

Hilary likes to be with other disabled people because they can understand what she is
going through, but at the same time she likes being with non-disabled people: "I like a

cross-section because it is a cross-section world." Hilary feels she has been lucky in

life, that:

life's been good to me, apart from my health. That is the only thing that
has let me down. We can't really say that that is too bad can we? If we

only have one thing go wrong, health. Mind you that is a very important
thing isn't it? (Hilary:122)

Hilary's two interviews are the longest two I have. I asked her very few questions and

she was happy to talk at length about herself and her disability. When I arranged the
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second interview with her, she told me that she was looking forward to it as it gave her

the opportunity to talk about herself a lot.

Alex is a thirty-one year old post-graduate student. He contacted me after hearing "on

the grapevine" the nature of my research. I interviewed him in his office.

After trying his hand at many jobs Alex came to university. It was at the end of his first
year that, Alex, then twenty-six, had a stroke. This caused paralysis of the left-hand
side of his body, and sight impairment. He decided, against medical advice, that:

nothing was going to induce me to get better faster than having to force
myself, to look after myself...I just wanted to get straight back.

(Alex:142)
Now, five years on, Alex has not regained the use of his left arm and his sight is still
poor. He has problems balancing and "drags" his left leg when he walks. Alex had

always been fit, he loved sport, and he boxed when he was in the Navy. The stroke

was an enormous shock to him:

I always expected to smash myself up on a motor bike but I'd never

expected my body to let me down...I'm sure I thought I was invincible
before I had the stroke. (Alex:151)

Alex says that he doesn't get frustrated, he can do most things, but some take him so
long, for example cooking, that he rarely does it even though he always enjoyed

cooking before he became disabled. But he says most things: "you can just overcome
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with ingenuity."

Alex believes the stroke has changed him: "I think I became a lot more selfish. Yeah,
straight away much more selfish. I got to look after myself and all that sort of
business.” He says that he hates failure and so will not attempt to do things if he thinks

he might be unable to do them: "I restrict my activities to those which I am sure of

success 1n."

Alex thinks that since becoming disabled he has lost self confidence: "about how

employable I am for a start." He continues:

It seems to me that a bloke who is now over thirty and recently
disabled, bad eye sight, can't drive, he hasn't got much chance of getting

a job. (Alex:147)
His lack of physical prowess makes Alex feel "nervous" in certain social situations. His
lack of balance and sight impairment, for example, can make him feel "intimidated".
But he feels this 1s his own fault as he tries so hard to look "normal", to not look

disabled. This, he says is because people treat you differently if they see you as

disabled.

Alex says he has become less tolerant, especially towards other disabled people. He
feels that he can get on with his life so why can't they. But "any whimpering gets on
my nerves". If he sees a wheelchair user now Alex says he is far more likely to think
"How's that poor sod going to get down there without a ramp", rather than feeling

sorry for them: "the sympathy I got never did me any good."
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I got the feeling from talking with Alex that he was not used to discussing his disability

and feelings about being disabled with another person.

Frank contacted me after having received my letter via the Young Disabled Unit at the
local hospital. I interviewed him in his apartment. Frank is a student, he is twenty-five
and had a car accident when he was twenty-one. He is now paralysed from the waist
down. After the accident and a spell in hospital Frank returned to his parents' house
but found it suffocating as they were too protective of him. Frank, at first, viewed his
wheelchair as a prison, and felt that he had lost his freedom and independence. His old

friends, he feels, never got over the embarrassment of seeing him in a wheelchair, and

he has lost contact with most of them.

The changing point for Frank was when he started attending a day centre, initially for

therapy, but he met:

other people in wheelchairs that...well even some of the therapists were

in wheelchairs and seemed quite happy. They had cars and could flit

around and go away for weekends and some people were talking about

going to India and people had travelled and it...and well I got quite

interested in reading about disability. (Frank:160)
This made Frank aware that people in wheelchairs don't necessarily have to be helpless.
He also liked being able to talk about disability with other disabled people without

embarrassment or pity being expressed. But at the same time he also felt

uncomfortable at the day centre: "it's like a club where everyone is patting each other
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on the back". He also did not like feeling good about being less disabled than some of
the others. He finds "normals™ embarrassment of him "offensive": "in a wheelchair

people impose a whole set of values on to me which I don't like."

Frank says that he is a completely different person since becoming disabled. He talks of
the death of the person he was before the accident, but also feels " a certain element of
rebirth" as he is more "aware" and "optimistic" than before. He has accepted his

disability and feels that this has made him accept himself.

Frank says that because his choices have been narrowed he now has more direction.
He is now at University and finds that the main problems he encounters are to do with

lack of access. Socially, he says it has been "great", "because people have never known

me before, people have always known me as being in a wheelchair."

Frank participates in sport, although before the accident he thought disabled people
who undertook various sports "were trying to prove something". Because he uses a
wheelchair Frank maintains that he is far more socially adept than before. This is
because "the onus is on me to make people accept me and make people feel
comfortable with me." It took Frank sometime to learn this skill and he says the people

he met at the day centre really helped him in this.

Frank was totally uninterested in my research or my disability. He seemed at ease, even

accustomed to 'telling his story' and we conducted the interview more or less as soon

as I arrived and I left immediately afterwards.
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3.10. BRAD

Brad contacted me via the disabilities officer at the university where he was studying. I
interviewed him in his room. Brad had a car accident when he was eighteen which left
him paralysed from the waist down. This happened at the beginning of the summer
vacation and he resumed his course the following October without missing any of it.
He says: "it was convenient that way". Brad says the main problems associated with
using a wheelchair are that other people do not know what is appropriate help, and
that "they don't understand". But he says he had not appreciated the ramifications of
using a wheelchair at first and it "was all a bit of a muddle". But he adds that as he had
"direction", "a goal" he did not need any form of rehabilitation. He feels that, initially
at least, his family suffered more than him: "it was a bit like a suicide or death in the
family". He says he is used to other people staring at him in his wheelchair, that at first
this upset him but now he doesn't worry about it. He tries to avoid people who
patronise him, and also tries to avoid "over helpful people":

All you can do is to try to understand what they are saying, what their
feelings are, and just be kind to them. (Brad:169/70)

But he admits "it can get too much" and he resents being treated as an invalid.
Brad says he knew from the first that he wasn't going to walk again but that he kept
hoping for a medical breakthrough. He says it takes time to understand all the

implications of having to use a wheelchair. Brad is unsure of whether he has been

changed by his disability. He feels he might be more independent but as he was so
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young when it happened he had "growing up to do anyway". He tries not to let his
disability stop him from doing anything he wants to do and he has tried scuba diving

and parachuting. "But I don't have a burning ambition to prove anything."

Brad maintains that "you have got to drive" if you are disabled. "You can't wait until

you are given public transport for a wheelchair."

As for his social life Brad does not think that it has been affected by his disability. "The

real pain is physical. The logistics of getting around the place." Yet Brad finds forming

relations with women more problematic:

You've got to find someone who will accept the disability plus you have
to find the right person for yourself. I think on adding up the numbers

the odds are against you. (Brad:174)
I found Brad quite a difficult person to interview as he obviously did not find self-
disclosure particularly easy. He asked me no personal questions at all. The tape
recorder basically recorded all of our encounter. Brad is Australian and returned home

a short time after this interview.

3.11. PAUL

Paul contacted me after receiving my letter via his social worker. He has M.S. and uses
a wheelchair. Five years ago Paul gave up work "to lead the life of Riley!" Paul uses a
wheelchair in the house, but once outside he has his "electric buggy". "I get on that and

I'm gone". Paul spends a lot of time with a friend who also has M.S. and uses a buggy.
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He says their paths would never have crossed in normal circumstances as he was a

sales director and his friend a lorry driver. But "that doesn't mean anything once you

are disabled."

Initially Paul says he was very bitter and angry, but his wife told him that he couldn't
carry on like that and told him he had to "pull himself together". From that moment
onwards it has been a lot easier for Paul. He feels he is less selfish than he used to be,
and far more considerate of his wife's needs. The only thing Paul says he is completely

intolerant of is when people come up to him and tell him all their medical problems.

Paul is an active member of the local Access group, and he feels they are "chipping
away, like water on a stone", but because making buildings wheelchair accessible
generally costs money "it is not a process where everybody welcomes you with open
arms." Paul and his friend attend a day centre once a week where they try to give
advice to less experienced disabled people: "From political problems, financial

problems, health problems and things like that."

Paul feels that there are certain aspects of being disabled that you must accept and then
you can get on with your life.

Paul says he feels:

useless a lot of the time, because you aren't able to do anything, not
able to earn your own keep...which has always been very important to
me. It is very important for a man to be able to maintain his own
standard of living and his wife's. You see Rosemary goes out to work
five days a week, she leaves here at ten past eight, and she gets back
about five. She runs an office, but I feel beholden to her to a certain
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degree which I don't like doing because she never had to do that sort of

thing. (Paul:187)
But generally Paul feels he has come to terms with his disability. He does not try to
make any sort of sense out of his life, it is more a case of "que sera sera, what ever will

be will be". On the other hand he does, he says, get envious of able-bodied people

"particularly on the golf course." And:

occasionally...when I can't get to sleep I play a superb round of golf in
my mind, but that's all you know. I don't try and go back. I think all you
would achieve is a sense of misery for yourself. (Paul:191)

Paul was very interested in my life as a disabled person, my experiences and my

research. After the tape recorder was switched off and the 'official' interview over, Paul

asked me as many questions as I had asked him.

3.12. RACHEL

The disabilities officer at the university passed my letter on to Rachel. I interviewed her
in her college room. Rachel broke her back in a car accident less than a year ago.
Rachel uses a wheelchair but is optimistic that she will improve with time and be able
to walk again. At the time of interviewing her she could walk a few steps with a
walking frame and callipers. She says after her accident and ten months in hospital: "I
just carried on really." She feels that she should have been offered counselling:

I don't know if I felt I needed it, but I know I did. Looking back and

what I've gone through since I came back here. All the problems of

being aware of yourself and that sort of thing. You need to go through
it as soon as you can, as soon as you are able to because otherwise it
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just weighs you down. I think there should be some sort of.. like your

physio, you start off slowly and then you build up to all the issues which

are very personal and perhaps you wouldn't have talked about before.

But you need to get it all over with and discussed. (Rachel:194)
Rachel prefers to walk if she can because then people treat her "normally". She says
she feels better in herself walking. Most of her friends, she says, have been great,
neither over-helpful nor pitying. She finds that with people who did not know her
before she had the accident it is a little more difficult, because:

they don't know that I laugh half the time about the things I can and
cannot do [...] and that it is not as bad and depressing as they might

think. (Rachel:196)
For Rachel the main difficulty is that her disability stops spontaneity, and also means
that she has to be organized. ".. having to be organized is killing me." She always
wanted to be a teacher but now is unsure if she can do this. Rachel doesn't think that

she is bitter and says she is glad it happened to her rather than to someone else because

at least she knows that she can cope with it.

Rachel feels her disability has made her shyer and her self-esteem is low. She feels she
never looks attractive. But she says she is not unhappy, her life is different: "but is no

less enjoyable." Rachel feels she must be nice to people even if they are irritating her

because:

if I need them to help me it's really awkward if you have just shouted at
them, or snapped at them or something. (Rachel:202)

Rachel believes that if she had not "had the accident in the car I would have had it
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somewhere else." Rachel is not a member of any groups of disabled people, which, she
says, is wrong, but she doesn't like the way the able-bodied stare when there is a group

of wheelchair users out together.

Rachel seemed quite comfortable talking about herself and we spent a lot of time, once
the tape recorder was switched off, discussing interaction between the able-bodied and

disabled people.

After completing her degree Rachel studied for a P.G.C.E. and is now teaching.

3.13. BETH

At the time of the first interview Beth was a third year undergraduate, about to sit her
finals. Nine months later, when I met her again Beth was trying to decide if she wanted
to pursue an academic career, or find work, hopefully with disabled people, a field in

which she had already worked on a voluntary basis.

Beth was involved in a car accident five years ago which left her unable to walk. She
uses a wheelchair. After the accident Beth was led to believe: "it would be a long
process but something would happen. You know, that I would get out of bed and start
walking again." Beth spent over a year in hospital, as there were "complications" and
she now has "a little movement". She found that the doctors:

Weren't very approachable at all. You know very medically orientated.
they were here to see to your medical needs and your physical needs,
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but not necessarily your psychological needs. (Beth:210)

Once Beth realised that her "situation was going to be reasonably permanent” she says

she came to terms with it "by shutting it out really and getting on with life." Beth says

that she mainly uses her wheelchair but:

psychologically it feels better standing up. It's easier to talk to people,
say if I go to a pub, I like to walk in, because you look a bit more
'normal' - in inverted commas - if you are in a standing position.

(Beth:211)
Beth feels that there is a lot of stigma attached to being in a wheelchair, but is
optimistic that this is breaking down. She tries to "present a more positive image". She
says she tries to convince herself that it is only curiosity that makes people stare at her
and not embarrassment. She says most encounters with able-bodied people are not
"natural”, that she has to "make the effort more. It's more my side to make people

comfortable", and this is a conscious effort on her part.

Although most of the friends Beth had before the accident "were initially supportive"
now they "are not on the scene" so much. Her mother and step-father have been very
supportive, even though Beth says that as her step-father was driving "there were some
guilt hang-ups". Beth admits that at times she does feel resentment towards him, even

though she realises that it was not his fault. But Beth says that her mother and her have

become much closer:

It's been over all very positive, what's come out of it. So we haven't
regretted it really...too much. (Beth:214)
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However nine months later Beth feels that it would be nice not to have to be "on the
wagon and the voice box" but just to try and live a "normal life". But she says she feels
pressured by her mother who has become very involved with disability rights.

We are always talking about disability. I live disability and I would
sometimes like just to forget it and she doesn't always appreciate that.

(Beth:227)
Beth thinks it is "inevitable" that sexual relationships have been affected by her
disability. She says: "I've had a few boyfriends but not as many as I would have had if
it had not been for my accident." Two of the three boyfriends that Beth has had have

also been disabled. Beth says that her goals and ambitions have changed, but not

necessarily in a negative way:

My goals are probably set higher now I've been exposed to a lot of
opportunities which I wouldn't have been exposed to before. For
example I've got involved in a lot of voluntary work and because of my
experiences as a disabled person I've been invited to join various
committees. (Beth:216)
She feels her disability has made her a much stronger person, more committed and
confident, and she also feels that she is old for her age, with little in common with
other twenty-one year olds. She says she spends a lot of time with other disabled

people and although she doesn't feel disabled it is easy being with other disabled people

as they can appreciate the difficulties.

At university Beth feels she's "been a bit of a burden" as her department is upstairs and

there is no lift so that all seminars have had to be rescheduled to the ground floor. Beth

says:
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In myself I don't feel like a disabled person but it is always brought
home to me by situations and other people. (Beth:220)

Beth misses spontaneity and feels being in a wheelchair is "pretty naff really". But she

also says it does have some advantages:

I won't meet the guys who mess people around because you know they
are not attracted to someone with a physical disability. (Beth:221)
Beth thinks that maybe "I am making a career out of disability" but does not see this as

wrong as it is of great interest to her.

Whilst Beth thinks that people's attitudes can be oppressive she does not feel
oppressed by her disability. Access, she says, is a real problem, but she thinks "it's a

real drag having to fly the flag for disability all the time."

Beth is very involved in sporting events for disabled people and says that when she is

participating, and being with other disabled people she forgets her disability. But with

the able-bodied it is more difficult.

Beth told me that she had been interviewed on several occasions by other researchers
which she resented. However as I was also disabled she thought that my research
might be of value. She felt angry at the way disabled people were the focus of much
research but the recipients of no funding, grants or practical help. Although I didn't

necessarily agree with all that Beth said, I was seen by her very much as an insider and

we talked freely and extensively on both occasions.
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3.14. STEVEN

Eighteen months ago Steven "was driving down the M1 and er...I fell asleep at the
wheel [...] just a split second and that was it." The accident left Steven paralysed from
the waist down. Steven's parents both died when he was young and he has "this sort of

attitude anyway in life that if something happens you've got to crack on with it."

Steven was offered no counselling but says that being in a spinal injuries unit you see:

a lot more people who were worse than me, with neck injuries and that
and you think 'bloody hell, at least I have the use of my arms' [...] and
you think 'well, I haven't got so much to worry about. (Steven:241)

Steven says he tries not to let his disability "hold me back". He says he just tries to get

on with his life.

Steven says he has "a good bunch of mates" who have helped him a lot. At first he says
it was awkward, but once one of his friends asked for his ski boots and "broke the ice"

he says it "was back to normal really".

Steven does not like to consider questions such as what the public image of disability
is. He says he just tries to be as normal as possible. He really does not like the way that

some disabled people who were in the spinal injuries unit are "just hangers on, two

years on, and still going twice a week."

Steven had been living with his girl friend for four years when he had the car accident.
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After this they parted ways: "She just found it really stressful”. He says that it is best to

be on your own "until you get organized."

Steven realises that many people are awkward when they see that he is in a wheelchair,
and he finds that he has to put other people at ease and make them realise that he is the
same person as he was before he had the accident. He thinks it is understandable in
some ways as he says he was exactly the same before his own accident:

I was exactly the same with wheelchairs, I mean before the crash, a lot

of my friends were as well, 'bloody hell the lad's in a wheelchair!' I don't

know why the reason is. I mean I was exactly the same. (Steven:243)
Steven says that lack of access for wheelchair users does not make him feel disabled,
but his body does. He says that he has had to learn to be very organised since his
disability, and that a daily routine is now essential for him. He feels he is fortunate as
he has not had to give up his job, in fact he carried on working, using a mobile phone

even whilst he was in hospital. He thinks it is very important to keep busy and not feel

sorry for himself.

For Steven his disability is "just a fact of life":

It's there and you have just got to cope with what you have got. It's happened
and that's it. Can't see the point of doting on it really. (Steven:249)

Steven says that whilst his accident means that he has lost spontaneity, it has also given

him a more relaxed attitude towards life.
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Steven does not like associating with other disabled people as he thinks that other

people will not treat them as normal. As he says:

I just try to get on and keep away from it because I think that if you
hang around people in wheelchairs people think 'Oh here comes a clan
of them together'. I try to keep away from what the others were like
you know. A lot of them used to go to the pub together, four
wheelchairs in a pub together all the time and I just try to keep my
distance from the whole situation really, just try to get back with the
people I used to mix with before. (Steven:252)

3.15. CHRIS

Chris had an accident on his bicycle. He has no memory of what happened, but it left
him unable to walk without sticks and with little use in his left arm. He was in a coma
for three months and he spent over a year in hospital. He maintains that without the

love, support and "bullying" from his parents he would still be unable to walk at all and

might well have died.

Chris says that he has not kept in touch with all his old friends: "Some friends, yeah,
but a few friends just dropped off. They don't want any more contact with me." He
thinks this is because they thought he was different "and they couldn't handle it". He

also feels that people now use him:

I'm a good touch and always got dope or something like that round so
they'd come round and see me, drink my beer and stuff like that.
(Chris:259)

Chris feels he puts up with this because "I need company, I can't get out.”
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Chris says that people can react badly to him

Tourists are really pigs, you know, they just bump into you, treat you as
if you are not there, you know, that I find really annoying. I swear more
now than I ever did: Hey fucking watch it, I'm here!' You know, that
sort of thing. Usually gets people's attention, they'll give you a dirty
look, but so what, at least I'm able to walk and not get pushed over.

(Chris:260)
Chris feels that he hasn't changed, but now people are always stopping him "just

because I walk with sticks they think they can intrude on me."

Chris says that the doctors told his father that he would not live, or if he did he would
be a vegetable, "so it's quite an amazing recovery I've made." He says he is not bitter

about his accident, "I rarely think about it actually. It's something that happened."

His main regrets are lack of mobility, spontaneity and lack of money. He also misses

going on holiday. After his accident Chris' parents' church paid for him to visit

Lourdes.

Chris says that since he has become disabled he spends a lot of time day-dreaming;

I day-dream a lot about how I would like my life to be, you know,
things like that, you know, things I could be doing, people I could be
with, you know, I think that it is because I am disabled that I have the
day-dream now. I used to dream a lot before but I day-dream more and
more now...sometimes it's with me walking properly. (Chris:268)

After his accident Chris says that he hated his body but that now he is beginning to

love it again. He says he notices:
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...improvements all the time. You've got to really because it keeps you

living. Keeps you enjoying life and you think this is really good. You've

got to give yourself little goals. (Chris:269)
I found this interview with Chris very difficult. When I arrived at his house I declined
his offer of a beer. He was angry saying that he had got them in especially for me.

Throughout the interview he would suddenly shout and get angry and it was difficult

to leave the house after the interview. I felt quite intimidated by him. I did not arrange

a second interview.

3.16 KAY

Kay contacted me after receiving my letter via her social worker. Kay has diabetic
retinopathy and is registered blind. At the time of the first interview Kay had a little

residual sight, but nine months later she had lost this and was also using a kidney

dialysis machine.

When her sight first deteriorated Kay was devastated:

Basically it just shattered me. Completely. You know I had a good job,
I enjoyed my job, I drove the car. I just didn't expect.. kidney failure I
expected to happen [...] My eyes were always good and I never thought
anything at all would happen to them. No pain or anything. It just
happened. 1 woke up and I couldn't see. (Kay:271/2)

Kay gave up work, sold her house and bought a bungalow near to where her parents

live. Her parents have been supportive, but she finds her friends still expect her to be

able to do everything that she could when she was sighted, "except drive the car". Kay
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feels that she is not the same person that she was before her sight impairment:

I'm more rattier and I get mad easily and I'm jealous of people who can
see. Definitely jealous. [...]I cry more now and I get sort of frustrated.

(Kay:275)
Kay was registered as blind and felt that as she had some sight this was wrong. She
was frightened that she was going to become "black blind" but would get no help or

sympathy as she was already registered as blind.

Kay says that she hates herself now. She has no confidence and hates not being able to

do things such as applying make-up and doing her hair.

Kay thinks that her relationship with her boyfriend, Richard, has changed. She feels

that she is more dependent upon him, but she also says that she uses her lack of sight

as an excuse to get her own way:

I do play on it. He said 'Don't forget to tell her when she comes that

you play on it'. I said T do not'. But I do.(Kay:281)
Kay says that she no longer has to "prove herself" as she can say "I can't see". Kay
hates being classed as disabled, she hates using her white stick, and she hates the way
people talk down to her. She avoids contact with other blind people as she finds the
idea of mixing with The Disabled very depressing. She says:

I don't want people that are blind near me, you know what I mean. I'm

sure they all wear purple hats and orange trousers - I suppose that's

actually trendy! But you know what I mean - the crimpoline look!
(Kay:298)
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Kay says that she has not come to terms with her, now, total blindness. She asked her
doctor if they could perform eye transplants:

He said: 'When we can do brain transplants, yes'. So I took that, well,

it's not around the corner...when they can do brain transplants...so I

took it, well, I don't know how to take it, I'd like to think, yes, one day

they will be able to do brain transplants. I've got to have some sort of
hope because I can't...I can't say 'Oh I'm blind and that's it for the rest of

my life'.(Kay:298)
I found both interviews with Kay emotionally draining. Although Kay asked me very
few personal questions, she was very keen to do a follow-up interview, and seemed
very happy to talk at length about herself. I believe that I found the interviews tiring as
her medical history is very similar to my own, and I shared some of her feelings. We

did not however discuss my situation or any notion of commonality.
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HAPTER THREE
THE DISABLED ROLE

Abstract: This chapter is divided into five sections. After the
introduction I critically assess Goffman'’s stigmatization thesis. In the
second section I examine disability as role performance, what this role
comprises off, how we learn this role, and in section three I look at
how this role is reinforced through cultural artifacts, in this instance,
literature. The forth section reviews the limitations of role theory and
the final section is the concluding remarks.

INTRODUCTION

In this chapter I am going to discuss and evaluate role theory as a basis for an analysis

of disability, power and resistance.

Within sociological literature the concept of role is often undefined, used inconsistently
or defined inadequately. Too often status, position and role are not differentiated or

consistently treated as separate analytical concepts:

The basis of roles such as norms or standards of expected behaviour for
occupants of given social positions are often confused with, on the one
hand, general (and often abstract) cultural ideals and, on the other,

actual everyday conduct, and sometimes, somewhat oddly, both at the
same time. (Edwards 1983:390)

In addition to these conceptual difficulties, role theory is generally recognised as
occupying central positions within two different sociological perspectives. The first

systematic use of the concept was in 1934 by G.H. Mead, a forerunner of symbolic
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interactionism. In this usage roles are depicted as the outcome of a process of
interaction that is tentative and creative. The second approach derives from social
anthropology, in particular the work of Linton (1936), and was subsequently
incorporated into functionalism. In this model role taking is no longer seen as the
characteristic form of interaction. Rather, roles are viewed as essentially prescribed and

static expectations of behaviour. In other words, roles are seen as prescriptions

inherent in particular positions.

This chapter is divided into five sections. The first looks at Goffman's stigmatization
thesis. Although a general critique of role theory does not necessarily include an
evaluation of this work, Goffman has made important contributions to role analysis.
Moreover, Stigma which although written as long ago as 1963, is still, perhaps, one of
the most significant works to systematically outline a theory of difference. For
Goffman the social order is always precarious because it is disrupted by
embarrassment, withdrawal and the breakdown of communication. And it is with these
issues that Stigma (1963Db) is principally concerned. Following on from this section I
will examine notions of disability as role performance and document how this role is
learnt. These two sections are informed by the more functionalist approach to role
theory. I will then address the wider social aspects of learning the disabled script. It is
hoped that by examining this role some of the problems and difficulties that arise when
we attempt to resist this role will be highlighted. Fourthly I will consider some of the

objections and shortcomings of role theory, before drawing some concluding remarks.
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L GOFFMAN'S STIGMATIZATION THESIS.

The best known interactionist account of disablement can be traced to the work of
Erving Goffman and his concept of stigma. Goffman produces an account of the
disabled personality which is moulded by a series of stigmatizing encounters. A basic
tenet of interactionism rests on the assumption that once it is recognised that a person

possesses a stigma then a set of expectations, norms and behaviour follow:

By definition, of course, we believe the person with the stigma is not
quite human. On this assumption we exercise varieties of discrimination
through which we effectively, if often unthinkingly, reduce his life
chances. We construct a stigma theory, an ideology to explain his
inferiority, and account for the danger he represents, sometimes
rationalising an animosity based on other differences, such as those of
social class. We use specific stigma terms such as cripple, bastard,
moron, in our daily discourse as a source of metaphor and imagery,
typically without giving thought to the original meaning. We tend to
impute a wide range of imperfections on the basis of the original one,
and at the same time to impute some desirable but undesired attributes,
often of a supernatural cast, such as sixth sense or understanding...
Further we may perceive his defensive response to his situation as a
direct expression of his defect, and then see both defect and response as
just retribution for something he or his parents or his tribe did, and
hence a justification of the way we treat him. (Goffman 1963b:15/6).

In Stigma (1963b), Goffman is specifically concerned with the issue of mixed contacts.
That is to say, the moments when stigmatized and normal are in the same 'social
situation', that is in one another's immediate physical presence, whether in a

conversation-like encounter, or in the mere co-presence of an unfocused gathering.

Mixed encounters, between the visibly stigmatized and normals can foster, Goffman

suggests, unease and awkwardness. The stigmatized may cower or face mixed contacts
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with hostile bravado or alternatively, alternate between the two.

It is not only the stigmatized who make the interaction unsmooth. The normals feel the
stigmatized to be too aggressive, or too shame-faced "and in either case too ready to
read unintended meanings in to our [the normals] actions." (Goffman 1963b:29) Each
encounter between a socially abnormal and a normal is precarious. According to
Goffman, whether ordinary people react by rejection, by over hearty acceptance or

simply by embarrassment, their main concern is with such an individuals deviance, not

with the entire, whole personality.

In this account of disability, Goffinan uses extensive quotations from autobiographies
and interviews with stigmatized individuals to argue that stigma is closely related to
stereotype and that both are associated with the unconscious expectations and norms

which act as unseen arbiters in all social encounters.

Central to Goffman's account are the two concepts of "virtual" social identity and
"actual" social identity. On each encounter with a stranger we anticipate the category
to which the person seemingly belongs and the attributes we assume them to possess.
In other words we anticipate a stranger's social identity based on our expectations from
first appearances. We then "lean on these anticipations...transforming them into

normative expectations, into righteously presented demands." (Goffman 1963b:12)

Generally it is only when the person fails to live up to the assumptions and

expectations that we have of them that we are made aware of these demands in the
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first place. Goffman terms these demands, demands made "in effect" and the character
that we impute to the individual - a characterization "in effect"; in other words a virtual
social identity; those that one could be proved to possess, the actual social identity.

When a discrepancy arises between actual social identity and virtual social identity a

stigma can occur.

While the stranger is present before us, evidence can arise of his
possessing an attribute that makes him different from others in the
categories of persons available for him to be, and of a less desirable
kind... He is thus reduced in our minds from a whole and usual person,
to a tainted, discounted one. Such an attribute is a stigma. (Goffman

1963b:12)
It is then, maintains Goffman, this difference between actual and virtual identity which
is important. "It constitutes...a social relationship between attribute and stereotype."
(Goffman 1963b:4). In his comprehensive study on Goffman, Burns (1992) suggests
that Goffman, at this point, is merely repeating what he has made perfectly clear earlier
- namely that society at large imposes a differential grading system on individuals and
by introducing the notion that stigma arise at the point of discrepancy between virtual
and actual identity, Goffiman is not only repeating the notion of grading inherent in the
categorisation system that he started with, but he is also confusing the point that he
wishes to make later. That is the distinction between "the discredited" (individuals
whose stigmatising characteristics are either visibly evident or known about

beforehand), and "the discreditable" (where the stigma is not self evident and the

person is under threat of discovery).

The "categorisation system" that Goffman draws for us, enables us to grade, place and

76



sort persons we meet according to the characteristic expectations we have for persons
met in society. As Stigma (1963b) unfolds it becomes apparent that it is not merely a

neutral categorisation system at work, but the system is for grading people and this can

hardly be called neutral.

For some members of society to be stigmatised, to be members of a minority group
such as, to cite the examples Goffman gives, "Mennonites, gypsies, shameless
scoundrels and orthodox Jews", (Goffman 1963b:34) is to be so strongly bonded with
other group members that their identity is strengthened and the effects of stigma are

not as negative as for the majority of stigmatised individuals.

Most stigmatised individuals become aware of their stigma whilst at the same time
becoming aware of the 'normal' attitude towards their stigma. Indeed they share with
the normals their beliefs and attitudes about normality. Thus people born with a stigma
can become socialised into their disadvantageous situation "even while they are

learning and incorporating the standards against which they fall short". (Goffman

1963b:46)

For others born with a stigma Goffman suggests an alternative "moral career": the fact
that they have a stigma can be hidden from them. Only at a certain time, which will
depend on differing factors such as nature of stigma, social class and so forth, will the
individual be rudely woken to the fact of her stigma. This often occurs when the child
starts school, and Goffinan suggests that for the individual who is sent to an institution

for "his own", having to admit that this group is not what she thought her own was can
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be shocking. Even if the individual gets through school with some illusions left it is
highly improbable that they will survive dating and job hunting with any delusions as to

the view that the public at large take of them.

The third pattern of moral career Goffman identifies as those people who become
stigmatised later in life. The majority who fall into this group are informed of who they
are going to have to be by the medical profession. These stigmatised individuals
already know about the normal and the stigmatised well before they must see
themselves as deficient. One of the interviewees, Steven, comments:
Some people are just dead shy, I know a lot of lads who'll say hello but
don't want to sit and talk with you. So I have to go and talk to them. I
was exactly the same with wheelchairs, I mean before the crash, a lot of
my friends were as well, 'bloody hell the lad's in a wheelchair!' I don't
know why the reason is. I mean I was exactly the same. I mean I used
to go and see this farmer who had had a horse riding accident and I was

always on a nerve when I used to go and see him because he was sat in
a wheelchair. It always used to put me on a bit of a nerve you know.

(Steven:243)
The fourth pattern is illustrated by those who learn one way of being in an alien
community and then who must adopt a second way which is felt by the surrounding

community to be a more real and valid way.

The phase during which the individual learns that she possesses a stigma often is a time
when that individual develops new relationships with others with that stigma. Given
the ambivalent nature that exists between the individual and her stigmatised category it
is not surprising that Goffman writes: "... oscillations may occur in his support of,

identification with, and anticipation among his own." (Goffman 1963b:51)
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Nevertheless, the sympathetic others whom Goffman terms "The Own", are important
in establishing social contacts and membership of groups for the stigmatised wherein
they may feel less awkward and sure that they will be accepted. This is, of course in

contrast to how they feel in mixed contacts, where they can never be sure of how they

will be received.

These meetings of people sharing the same stigma can, in Goffman's eyes, certainly
have their disadvantages. He describes the stigmatic amongst his own using:
his disadvantage as a basis for organising life, but he must resign

himself to a half world to do so. Hence he may develop to its fullest his

sad tale accounting for his possession of the stigma. (Goffman
1963b:32)

He continues:

Then there are the huddled-together self help clubs formed by the

divorced, the aged, the obese, the physically handicapped, the

illeostemied, the colostomied... (Goffman 1963b:34)
Hardly positive images of such groups. But as Goffman points out, the very nature of
such groups is bound to be restrictive. The very reason that these people "huddle-
together" is precisely because normal encounters for them are difficult, if not
impossible. As Debbie says in respect of going to a day centre: "...you know there is a

difference between 'them out there' and 'us in here™ (Debbie:46)

Further, these organised groups can put the stigmatised individual under additional

pressure. Just how far should we identify with our own when socialisation tells us that
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to be identified as 'one of them' generally means non-acceptance by normals. "In brief
he can neither embrace his group nor let it go." (Goffman 1963b:32) And it is this
attitude that is reflected in much of the writing, drama, talking and humour that is
produced by people with stigmas, who have come into the public eye. In summarising

Goffman's attitude on this point Burns (1992) aptly quotes the following passage from

Primo Levi:

I cannot understand, I cannot tolerate the fact that a man should be
judged not for what he is but because of the group to which he happens
to belong. (quoted in Burns 1992:223 from Primo Levi 1988:143)

Or as Frank says when he is trying to explain his ambiguous feelings about mixing with

;his own':

[The day centre is a] sort of club where everyone is patting each other
on the back. I suppose you get an element of 'Oh I'm lucky to be less
disabled than that person down there', which I wasn't too keen on [...]
but it was also a lot of help because it opened up possibilities, it made
me realise that I could talk about my disability and find out about
disability without embarrassment and without having other people
impose their stereotypes on me, and without this feeling of pity that you

get from a lot of people. (Frank:161)
There is another group of people besides those sharing the same stigma with whom
stigmatics form understandings. These Goffiman labels "The Wise". That is to say
"persons who are normal but whose special situation has made them intimately privy to
the secret life of the stigmatised individual and sympathetic with it." (Goffman
1963b:41) The Wise may be relatives, or they may work with the stigmatised, either in
the medical profession, social services or in other ways such as, to quote Goffman:

"Gentile employees in delicatessens... straight bartenders in homosexual bars, and the
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maids of Mayfair prostitutes." (Goffman 1963b:42)

The problems faced by the stigmatised spread out in waves of diminishing intensity,
thus the relatives of the stigmatic acquire a degree of stigma of their own. This
"courtesy stigma" provides a model of "normalisation" states Goffman, which allows

normals to see how people with stigmas can be treated as if they did not have one.

The Wise can, however, make both the normals and the stigmatics feel uncomfortable.
She confronts the "stigmaphobic response of the normals" with "too much morality"

(Goffman 1963b:44) and their easy-going, offhand way of handling the stigma can lead

to misunderstandings.

The relationship a person with a stigma has with their group is crucial:

If he turns to his group, he is loyal and authentic if he turns away, he is

craven and a fool. Here, surely, [states Goffman,] is a clear illustration

of a basic sociological theme: the nature of an individual, as he himself

and we impute it to him, is generated by the nature of his group

affiliations. (Goffman 1963b:137/8)
It is these group affiliations which, for the stigmatic are the crux of the problem. To
exemplify this Goffman looks at the case of the militant stigmatic. She wants to be
accepted as normal but the very stand she must take to fight for this draws attention to
the difference. In addition, by highlighting the situation of her own she may actually
help to consolidate a public image of their differences as a real thing and thus of her

fellow group members as constituting a real category. Equally if it is not affiliation the

individual wants but separation, then it is likely that she will have to adopt the
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language and style of those who do not support her views. The militant stigmatic feels
disdain for a society which rejects her, but which can be understood only in the
language of that society:

In short, unless there is some alien culture on which to fall back, the

more he separates himself structurally from the normals, the more like

them he may become culturally. (Goffman 1963b:139)
This, as Burns (1992) says is very convincing but it is assuming that all members of
modern society "share the same uniform, homogeneous, self-consistent cultural values
and beliefs." (Burns 1992:223) Burns explains Goffman's oversight in terms of his
preoccupation with "macrosociology” in that he tends to treat social structures and

cultural systems as "given" and therefore factors whose influence cannot be gauged.

The stigmatized individual then, is asked to look at herself from her own group, but
Goffman considers the view point of a second class, namely the normals and the wider
society that they constitute. The language used from the previously discussed
viewpoint was political, now the rhetoric is psychiatric "the imagery of mental
hygiene." (Goffman 1963b:140) The stigmatic is urged to make "a good adjustment”
which covers several points. They are to see themselves - in all respects bar one or
some - as full human beings, without letting their stigma get in the way. However, on
the other hand, they should never look as if they were denying their stigma. They
should always be cheerful, happy, and not self-pitying or bitter, for after all normals
have their problems too. Normals, who, after all mean no harm, should be helped.
Skills that people with stigmas have developed through their dealings with normals

should be used to help the normals in mixed social situations. The overriding qualities
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that stigmatized people must develop, in dealing with mixed social situations are tact
and diplomacy. Normals "don't know better. They should therefore be tactfully helped
to act nicely." (Goffman 1963b:141) It is up to the stigmatized person to, as Goffman
puts it "break the ice" if there is tension and awkwardness in a mixed social situation.
This can be done in various ways, amongst which Goffman suggests the stigmatic can
show that for them the failing is a matter of no concern, even levity, or by attempting

to discuss the stigma in a serious manner thereby not making it a taboo subject. Frank

explains how he had to learn these skills:

Well, it was something that going to the day centre taught me, you
know, talking with other disabled people. Sort of like an exchange of
information on how to put people at their ease with jokes and things
like that. It's in a sense very artificial. The day centre is a little bit like a
learning social skills school. I mean, if people feel frightened about me
being in a wheelchair they can also sort of walk away or ignore it
whereas I'm in a wheelchair, I can't. Physically I'd find it harder to walk
away! So I have to tackle the problem head on. (Frank:166)

In addition the tactful stigmatic can, on meeting new acquaintances, allow them time to
compose their response. When normals encroach upon the privacy of a person with a
stigma, usually by showing unsolicited interest, offering sympathy and help, then that
person should respond with politeness, tact and as if these infringements were
appreciated. Equally normals like to believe that the stigmatic is at ease with her failing
because this belief makes it easier for them to be at ease with her.

In brief, the stigmatized individual is advised to accept himself as a

normal person because of what others can gain in this way, and hence
likely he himself, during face-to-face interaction. (Goffiman 1963b:145)

But at all times the stigmatized individual should be aware of the boundary between
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normal and stigmatized and not attempt to cross it: "acceptance is conditional."
(Goffman 1963b:146) On no account should the stigmatic test the limits of the
acceptance shown them, or assume that they can make additional demands upon it.

"...tolerance, of course, is usually part of a bargain." (Goffiman 1963b:146)

A good adjustment therefore, means that normals are sheltered from any of the pain
and unfairness of having a stigma; it means that normals never have to face their own
intolerance and their own lack of tact; and it means that normals and stigmatised do
not generally become intimate, thus leaving the normals' identity beliefs unquestioned
and secure. As Robert Scott, in his study 7he Making of Blind Men (1969), points out:
In fact, the blind person who deliberately thrusts himself into the
everyday life of the community is soon treated as a nuisance, and the

blindness worker who persues too seriously the avowed goal of
reintergration soon wears out his welcome in the community. (Scott

1969:92)

A stigmatised person is expected to act so as to give the impression that her failing is
no problem to her and that it has made her no different from normals; at the same time
she must help normals sustain this belief about her. She can only really do this if she
keeps her distance from normals. In Goffan's words:

...he 1s advised to reciprocate naturally with an acceptance of himself

and us, an acceptance of him that we have not quite extended him in the
first place. (Goffman 1963b:147)

In other words what Goffiman labels a "phantom acceptance" provides the foundations
for a "phantom normalcy". The final irony of this, for Goffman, is that for a

stigmatized individual to lead as normal a life as possible it would appear that the best
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course of action is to embrace this phantom acceptance, acting as if she had achieved
full acceptance, but being sure not to push her luck, not to cross the boundary dividing
normal and stigmatized. It is, of course, this tolerance, this 'being nice' to able-bodied

people, that is the essence of the liberal approach to difference.

Who are the stigmatics that Goffman has so sensitively produced in his essay? Well,
they seem to just about include everyone: the blind, the deaf; the crippled, the maimed,
deformed, disfigured, diseased, prostitutes, homosexuals, mentally ill people,
alcoholics and criminals. They also include Blacks, Jews, 'ethnics', people from the
lower classes, the aged, ex-mental patients, ex-convicts and on to people with

colostomies, mastectomies, and the illiterate, and diabetic. The list seems endless.

Goffman's purpose is not just to catalogue those who are stigmatised. For as he says at

the end of his essay:

The role of normal and the role of stigmatised are parts of the same

complex, cuts from the same standard cloth. (Goffman 1963b:155)
Whenever there are identity norms the process of stigma management is taking place.
Goffman argues that whether the differences are of the type that would traditionally
categorise the individual as stigmatic or whether they are of a trifling nature, the same
features are involved. Secondly the stigmatic and the normal share the same standard
psychological make-up which makes them equally equipped to play both roles. And
thirdly it would seem that there are definite similarities in regard to certain beliefs

regarding identity. The notion of shameful differences rests on this assumption, that is
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to say that people whilst maybe having abnormal feelings and beliefs share the same

normal concerns and carry out the same normal behaviour to conceal these

abnormalities from others.

In Stigma (1963b) Goffman shows how an individual can play both the role of a

stigmatic and a normal;

Stigma involves not so much a set of concrete individuals who can be
separated into two piles, the stigmatised and the normal, as a pervasive
two-role social process in which every individual participates in both
roles, at least in some connections and in some phases of life. (Goffman

1963b:163)
Goffman does not deny that some individuals with certain attributes are typecast and
play the stigmatised role in most of their social situations. This he says makes "it
natural to refer to him... as a stigmatised person whose life situation places him in

opposition to normals." (Goffman 1963b:164) But this only refers to the frequency of

her playing a certain role.

This account of disability is not then, just an account of the disabled. It is an account of
a discriminatory system of which, as Goffman makes quite clear, we are all a part, and
which we all operate. This is to say that the account of society which Goffman draws
for us in Stigma (1963b) is dependent upon notions of deviance and otherness. It is, in
the final analysis, only because of our ingrained notions of normalization, of our
expectations and anticipations of what a person should be that we are able to identify
and discriminate against those who "are not as they should be". This concept of

normalization will be returned to again and again in the following chapters. Indeed in
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Chapter Five I shall be considering Michel Foucault's concept of power and
normalization. For Foucault disciplinary power is an insidious, subtle form of power
which operates on all deviants and transgressors internally. The upshot of this concept

of power is that the ranks of the 'normal' are consolidated against all others.

In the next section of this chapter I want to examine the concept of disability as role
performance, to explore what a disabled role is and how it is learnt, and to consider

modes by which resistance may be experienced.

2. DISABILITY AS ROLE PERFORMANCE

In our society there is a clearly defined role for disabled people to perform. We are all
familiar with role playing, yet what separates a disabled role from the majority of roles
is the apparent lack of power in this role. The roles traditionally played by oppressed
groups induce feelings of powerlessness in the players. Without power there is no
hope, no means to change the status quo, things are accepted as being the way they
are. For women and blacks, and indeed other oppressed groups things are changing as
a result of members of these groups coming together, joining forces and denying the
conditioned role, denying powerlessness. However, for disabled people there is little
about our situation which seems positive. Whilst acknowledging that disabled right's
activists have, in the past few years gained a voice, the majority of disabled people
remain unpoliticised and fragmented. There are a number of reasons why this is so.
Principally, as I have outlined in the introductory chapter, the prevailing view of

disability as a medical and individual problem does little to unite disabled people. By
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examining the role expected of disabled people I hope to find new ways of resisting

this role.

2.1 THE ROLE.

Newly disabled people soon learn that one of the demands that able-bodied people
make of us is to behave as 'normally' i.e. as much like an able-bodied person, as
possible. Thus it is that we see people who are perfectly mobile in their wheelchairs,
painfully struggling to walk another step, refusing to "give up" and sit down. This
point was made clearly by a number of people I interviewed who found that, although
they thought of their callipers and crutches as ugly, they preferred to enter a pub, a
night club or whatever, standing, rather than being in their wheelchairs. In their cases
not only did this mean that they had to exert a considerable amount of effort, but they
were also putting themselves at risk from falling as none of them was very stable and
the slightest knock could effect their balance. Yet they felt that this was worthwhile,
firstly because normals would mistake them for normals with broken legs or other such
temporary impairments, and thus treat them as normal. Moreover, striving to walk,

striving to overcome the disability is assumed to be what a disabled person wants and

what is best for us.

For other disabled people who have a less noticeable impairment, energy is put into

hiding the disability altogether. As one man says:

I make a great effort not to show that I am disabled. I try to walk
without a limp...I want to be treated as a normal person...I keep it [the
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disability] hidden very well. (Alex:149)

People with facial disfigurements go through hours of surgical operations to 'improve'
their handicap, so they will look more like non-disfigured, normal people. Indeed, one
of my own consultants suggested that I have "cosmetic treatment” as the cateract

covering one pupil "ruins your looks". Furthermore it is not an uncommon experience
for disabled people to be offered "corrective surgery", when in fact what is being

offered has no value in terms of the impairment, but which would be of value in terms
of being more socially acceptable. A case in point being the cosmetic surgery on offer

to people with downs syndrome, or more specifically their parents.

Able-bodied people are uncomfortable with a body that is physically different from
their own. They do not seem to be able to imagine that disabled people might be able
to accept themselves the way they are. Allan Sutherland (1981) suggests that this

reverence for normality has more to do with the needs of able-bodied people than the

needs of disabled people:

Many able-bodied people have a great need to be reassured that there is
nothing wrong with their bodies. They find it very difficult to conceive
that we might attach more importance to our personal comfort, or to

having adequate mobility, than to trying to look like them. (Sutherland
1981:75)

But for many disabled people the demand from able-bodied people to be as normal as

possible, to strive for this, is part and parcel of being disabled. It becomes integral to

the role prescribed to disabled people.
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It is not, however, just the physical aspect of a disability which disabled people are
expected to mask from normals. The role of disabled person demands that able-bodied
people are reassured and their irrationalities and anxieties which surround disability are

calmed by the disabled people themselves. Rachel tells us:

When we go out...sometimes they go somewhere where it is a bit
awkward and I say: 'Well, I don't feel like it'. I never say I can't go
because of the ...steps or whatever. (Rachel:195)

Equally Beth comments:

Before my accident the interaction would be natural, whereas now I feel
I have to make the effort more. It's more on my side to make people
feel comfortable. (Beth:212)

Disabled people become experts at putting other people at their ease, even if this

means they denigrate themselves in the process:

(I have to] be more assertive and joke a lot more and make fun of my
situation. I use words like "crip" and that sort of thing, which is not
terribly attractive but somehow it breaks the ice a little bit. (Beth:219)

People with disabilities all seem to have experience of the over-helpful able-bodied
person. Blind people are marched across roads they do not want to cross, wheelchair

users are pushed up kerbs that they are quite capable of mounting on their own, and

they are always expected to be grateful.

During the first year that I was registered blind I was endlessly thanking
people. When I am carrying the stick people presume that I am helpless
and thus in need of their help. The fact that I may not require any help
is of no importance. If, as in the instance on the train, when I turned
down my fellow passengers help and went to the buffet unaided, people
are offended. Sometimes it is easier to accept the help, and fall into the
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role of the defenceless, grateful, blind girl.(Branfield 1988)

It is assumed that disabled people are in need of help from normals. Able-bodied
people who 'help' disabled people would be horrified to think that they are, in effect,
denying personhood to that individual. They like to help and 'the poor little cripple’ or
'the helpless blind girl' are perfect recipients of their bounteousness. Perceiving disabled
people as dependent, unfortunate, and in need makes the majority of able-bodied

people feel worthwhile. It is reassuring to be normal, to be better off than they, to be

able to help.

The demand from normals, that disabled people should be grateful at all times for help
and assistance, even if unneeded and unasked for, constructs a double bind for disabled
people. Firstly, it is difficult when someone so obviously thinks they are doing you a
favour, to refuse that help. It can be stressful and awkward to take control of the
situation and make it known that no help is required without offending and upsetting
the able-bodied person. Secondly, what is particularly difficult for a disabled person is
not just refusing the help, but to refuse it in such a way as not to reinforce stereotypes
of disabled people. The problem is that when disabled people challenge the stereotype
of themselves what so often occurs is that able-bodied people become uncomfortable
because they are being asked to change previously unquestioned assumptions. This in
turn can lead to the able-bodied finding a new framework in which to interpret what is
happening. Thus disabled people who reject offers of unwanted help are accused of
being bitter, of having not accepted their disability, of being resentful. Equally

unwanted is the patronising praise that is given as an explanation for the disabled
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person's deviance from the stereotype: 'She's so proud...' 'She clings to her

independence...' 'She has to prove she cando it...'

Of course, I am not suggesting that the able-bodied consciously interpret our actions
and behaviour in such a way as to neutralise resistance and strengthen negative
stereotypes. On the contrary, the able-bodied are responding to a moral imperative, to

obey rules and unquestionably accept norms.

It is understandable then, that in many instances it is easier to say nothing, to accept

the help and not to challenge the stereotype.

This is not to say that all offers of help and assistance are unwanted. It is though, to
acknowledge that when a disabled person is aided by a normal they should then not
expect gratitude, but rather should question why it was their help was required in the
first place. If there was a pelican crossing would the blind person have needed help
crossing the road? If the building had ramps would the wheelchair user have needed
help up the steps? Help is sometimes required, but it should be given as a matter of
respect for the needs of another individual, who would equally respect another's needs,

and not be used to bolster a negative stereotype of disabled people.

It is not only the issue of accepting unneeded help which reinforces the stereotype, the

role of disabled person.

Disabled people are approachable. They can be talked to, asked personal questions and
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told about their own disability endlessly. It is rare for a normal to be intruded upon in

this way.

...JI am eminently approachable. Complete strangers come and talk at
me: I hear how the man at number 32, just down the road from
Martha's sister is blind. ("Really - how interesting”). I hear how the
next-door-neighbour's father-in-law has recently had a cataract
removed. ("Really - how fascinating"). I hear how a woman nearly lost
her sight, due to shingles, when she was seven. ("Really - how awful").
I hear that I am brave, I'm courageous, I'm admired: a whole catalogue
of stories and judgments from people who believe that in return for
offering a little sympathy or help, can intrude on me in a way they
wouldn't dream of doing when my stick is folded in my bag. (Branfield

1988)
Faced with this daily, many disabled people once again are not sure how to react. If
they smile politely and let themselves listen to these strangers some people feel angry,
others adopt the expected passive role, whilst others reject these overtures. But in their
rejection once again they end up reinforcing their dependent role. Once again able-

bodied people adjust reality to their expectations, make excuses for the 'rude' disabled

person and strengthen their image of The Disabled.

Performing the disabled role means that disabled people are expected to accept
discrimination against them, they will not draw attention to it, nor will they cause
embarrassment or create a fuss. Indeed, not questioning their oppression is part of the
expected role for disabled people. It is tacitly understood that disabled people will not

make demands upon the able-bodied, but will quietly and passively accept what help is

offered and be grateful.

It is not just that disabled people traditionally will not protest when they cannot enter
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their own university college, civic centre, town hall, museum or cinema, doctors'
surgery, church - the list is endless. This assumption, this expectation from the able-
bodied world means that even the most basic communication between able-bodied and
non able-bodied can reinforce the learned helplessness of disabled people. For
example, the responsibility for any difficulty in communication always lies with the
disabled person. The blind person who does not understand when someone is nodding
at her, the deaf person who will not go to a badly lit pub because she cannot see her
companion's lips, the person with a speech defect who does not want to go to a noisy
pub because others can not hear her so well, these instances and many more, are seen

to be the responsibility of the disabled person. Moreover disabled people are made to

feel that they are the ones at fault.

Disability is always seen as a personal problem, the individual with the disability is
always responsible and never society, societal attitudes and prejudices. Disabled people
are perceived as Disabled. This negates any other aspect of that person. Thus any
anxieties, troubles or problems, for example, are assumed to be related to the disability,
and cannot be problems in their own right. Rachel says that she has to remind herself
that if she gets depressed it is not necessarily because she uses a wheelchair:

Because I am in a wheelchair I think 'Oh well, it must be the wheelchair

that is making me depressed'. When in actual fact I have all this work to

do, and I have no money, I've got a huge overdraft, and all the things

that used to make me fed up before. (Rachel:201)
If a person is disabled they are first and foremost a disabled person. We seldom hear of

an actor who just happens to be deaf, but we know of the deaf actor. David was well
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aware of the fact that the amount of publicity he received for winning the gardening
competition was because he was a blind gardener, and not because of the astonishing

flowers he produced.

If a person has one disability able-bodied people commonly assume that they also have
other impairments. If you are blind it is assumed that you are also deaf, dumb and
stupid. If you are lucky people speak slowly, in raised voices. If you are less fortunate
people ignore you altogether and address the able-bodied person you might be with.
Most disabled people have experience of this Does he take sugar? syndrome, and yet
when able-bodied people get to know a disabled person, to see beyond the wheelchair,
the white stick, the crutches and so forth, they do not acknowledge that they have been

wrong in their assumptions about The Disabled, but rather they insist that they never

think of their friend as being disabled.

This insistence from some able-bodied people that a disabled person is not disabled is
akin to denying a person her identity. It is the same as saying 'he played like a white
man'; 'She spoke with the authority of a man'. It is to deny what might well be a key
aspect of a person's identity. Furthermore it is generally intended as a compliment.
When a disabled person is told by her friends that they never think of her as disabled it
allows them to continue with the belief that impaired people are not like normal people
and that the one disabled person they know is somehow different. Thus the able-bodied

definitions of disability remain unquestioned and their assumptions remain intact.

These established assumptions held by the able-bodied about non able-bodied people
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can mean that when an adult unexpectedly joins the ranks of The Disabled, it is very
difficult for them to accept that they have become 'abnormal'. David remembers his
first encounter with a blind person, before he too lost his sight:

I mean the first time I ever came across a blind person was on a bus.

And I must admit I've been the same as sighted people treat me now.

Because he come and nearly sat on my knee and I just hunched up,

pushing myself further back, not even saying a word to him. (David:24)
Many newly disabled people retain the stereotype of The Disabled. They cannot accept
that they are now perceived by normals as disabled and they do not see themselves in
this light. They try to be as normal as possible, and avoid the company of other
disabled people, never seeing beyond the stereotype. Conversely, for others the fact

that they are adults when they become disabled means that they already have

developed a strong sense of individuality and thus find it easier to play the part

expected of them.

For it does not seem to matter if the disabled role is internalised or embraced, so long
as it is played. For in practice it appears that very few disabled people fully embrace
this role and stereotype completely. For as Sutherland (1981:83) points out: "It's
difficult to suppress entirely one's awareness of one's own abilities and individuality."
It is, of course, more difficult to internalise a role that is full of contradictions. The
disabled role demands that disabled people are

...stubbornly brave and independent, walking the tightrope over Niagara

Falls on crutches, and being too proud to accept any help whatsoever,
even that to which one is legally entitled. (Sutherland 1981:83)
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But to do this and be a poor, pathetic, helpless cripple at the same time is impossible

and unrealistic.

What is more realistic is that with the constant conflicting demands from the able-
bodied world disabled people become confused. Disabled people often feel confused
about who they are, how they should act, what they should do. And it is this confusion
that expresses itself in the fact that disabled people traditionally have felt incapable of
making their objections to the demands and criticisms of the able-bodied world known.
Thus it is that disabled people appear to accept the stereotype that is placed upon us,

appear to be passive and dependent. Which is, after all what is expected of us.

Living up to expectation, playing the role, accepting the behavioural prescriptions
associated with being impaired can mean that the newly disabled person gains social
approval. If social stereotypes are fulfilled able-bodied people are more willing to
accept the abnormal person because they are less threatening: "conformity to
expectations arouses no disruption of status and power hierarchies". (Breakwell
1986:121) Thus it is that resistance to this role is seldom seen as a positive, viable

option.

2.2 LEARNING THE ROLE

When a person becomes unexpectedly disabled it usually involves a period of
hospitalization. This results in the person being exposed to a characteristic set of

expectations. Parsons (1958) outlines four requirements of the 'sick role'. First that the
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sick person is exempt from the performance of certain of their normal social
obligations. Second, the sick person is also exempt from a certain type of responsibility
for their state. That is to say that they are not expected to get better by will alone, but
that they must be cured by having something done to them. Third, to be sick is to be
denied full legitimacy. Hence being sick is defined as socially undesirable and should be
remedied as soon as possible. Finally, the fourth aspect of the sick role outlined by
Parsons is that to be sick is to be, in all but the mildest cases, 'in need of help'. This in

turn leads to certain obligations, especially that of cooperating with the doctor and/or

therapist in the business of getting well.

In addition to this sick role there is also a set of expectations peculiar to the subculture
of a hospital. King (1962) documents five sets of expectations to which the patient is
exposed. The first is that of dependency, of compliance by the patients to hospital rules
and regulations, to daily routines and decisions that are made for them by doctors and
nurses. The second, in line with dependence, is that the patients are expected not to
fulfil their normal role responsibilities. Thirdly, there is a de-emphasis on external
power and prestige. Fourthly, suffering and pain are par for the course and it is
expected that they be borne with as much grace as possible. And finally it is assumed
that patients should want to get well and do all they can to aid this process. Any sign
that the patient is not doing all they can to help themselves is quickly picked up by

doctors and nurses and is a sign that patients are not fulfilling their obligations.

To these expectations Thomas (1970) adds the point that there must also be tolerance

for prognostic uncertainty. This period, existing between the time when something is
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acknowledged to be wrong medically and the time when there is relative certainty
concerning the prognosis for the individual can last, for disabled people, for weeks,
months, even years. It is a time of great uncertainty and for the disabled person and

those close to her, a time lacking in any authoritative opinion as to what levels of

performance can be realistically set.

The role of patient is often a temporary state, but for a disabled person most of the

elements of the sick role are elaborated upon or made enduring.

It is clear then that autonomy is denied, dependency is fostered, and uncertainty and
confusion can result from hospitalization. For many people our first experience of

being disabled takes place within these institutions and it is here that we first learn

what is expected of us as one of The Disabled.

Hospitals ensure that helplessness is learned. The phenomenon of learned helplessness
was first documented by Seligman (1975). It describes what occurs when people are
denied the right to make decisions, when everything is done for them, until they
become incapable of making decisions, incapable of doing things for themselves. Not

only do they feel redundant to society but also to themselves. As Colin says:

If you have lost enough sight, you can't even go and shop for clothes. I have to
have someone with me and ask them: "Do you think this will suit me?" Where
as before I used to love going out to buy nice clothes. And presents for
somebody else. I know for a fact I don't do as much decision making as I used
to. I mean before if my wife and I went out shopping, for furniture or
whatever, it was a decision made by both of us. If you can't see what a carpet
looks like you may as well not bother. Those decisions are taken off you. And
it's the same with wall paper, colour of paint. Even going for clothes, you
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might know what you want in your mind's eye, but how many shades of blue
are there? Shop assistants are actually useless at describing the stuff they are
selling. All your choices are cut away. (Colin:36)

It is not just in the matter of shopping, but in all spheres of life. When decision making

is taken from you, when that choice has gone, you soon forget the knack of making

decisions, making choices and planning goal-directed action. You become dependent

and helpless.

The helplessness and dependency that is first learnt in the hospital can only too readily
be encouraged when the person returns home. Family and friends can create a

'protective capsule' around the 'patient’. Frank recalls his parents' reaction to his

impairment:

My parents reacted very badly. I mean they, er...sort of like started to
do everything for me, especially my mother, she tends to be quite
neurotic and protective anyway, so that just like made it even worse...I
spent about a year with my parents in my parents' house, getting more
and more depressed and more and more angry and I felt completely

ineffectual...having to spend hours and hours explaining to my mum and
dad that I would be O.K. (Frank:158)

In Frank's case he had, as we have seen others do, fallen in to the role of reassuring
normals. Reassuring them that he could cope, that he could manage, that he could
handle what was happening to him. In order for him to gain any independence he had

to struggle against the well-meaning over-protectiveness of his parents.

For other families the disability can become practically a taboo subject.
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I don't think my mother has accepted it yet...I don't think my brother,
who is younger than me will accept that I can't walk. And I don't know
why. He has never said as much but it's just a sort of feeling between
brothers that I feel that he doesn't accept it you know. Sometimes he'll
go to any lengths not to mention it, and I say to him: "Jeff it's not a
dirty word you know." "I don't want to talk about it". And this kind of

thing. (Paul:185/6)
It is as if by not talking about the disability it is unacknowledged and thus it is not real.
But it is a reality for the person with the impairment and a lot of people with

disabilities find this non-acceptance of their impairment akin to non-acceptance of

them.

However the majority of newly disabled people found most members of their families
to be supportive. After the initial shock most partners/parents seem actively to
encourage disabled people to have as much independence as possible, to do as much

for themselves as they can and not to view themselves as helpless and dependent. This

story is typical:

I were fortunate with wife, I mean she didn't sit there, well she did for
the first week or two, change all my bandages and things like that, but I
mean after a bit she didn't sit there and molly coddle me and say like:
"Oh love just sit there and I'll make you a cup of tea", and things like
that. I mean I used to get up and mak