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ABSTRACT

Recently professionals and service planners have become increasingly
aware of the consequences of stigma and of limited social experience for
the self-concepts of people with a mental handicap. These issues have been
central to the debate concerning the mainstreaming of children with
special needs in ordinary schools and have become of major importance for
those promoting the social integration of people with a mental handicap.
However, there is little understanding of the relationship between the
person’s experience of stigma and his or her self-concept. Researchers
have studied the self-concepts of people with a mental handicap using
normative or standardised tests which produce quantitative scores. I argue
that such studies provide little insight into ’handicapped’ treatment and
the participants’ views of themselves. In contrast to these studies, the
present research has followed the work of Edgerton (1967), who used
intensive methods to study the relationship between the self-concepts of

adult people with a mental handicap and their social circumstances.

Three groups of adult people with a mild mental handicap took part
in this research. The first group lived in their family home, the second
group moved from their family home to live more independently, and the
third group came from a long-stay hospital. The instruments used in the
research were open-ended interviews. In total 48 participants with a mild
mental handicap were intervi_ewed, and where possible, their mothers and
staff were also involved. The interviews concerned the participants’
experience of stig"ma and their views of themselves in relation to handicap
and stigma. A longitudinal investigation with a sub-sample of the
participants was also carried out to explore their pattern of social

lives and networks.



It was found that participants led socially rather segregated lives,
had considerable experience of stigma and were often regarded by
significant others in their lives as ‘'handicapped’ as persons. Despite
this, most of the participants in each of the three groups rejected a
'handicapped’ identity. These findings are discussed with reference to
several social theories of the self and previous research. The practical
implications of the results for future policy and services for people

with a mental handicap are also considered.
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CHAPTER 1

A background to mental handicap, stigma and the social lives of people
with a mental handicap

Mental handicap is to a considerable extent a social phenomenon
which can only be understood in relation to its socio-historical context.
Moreover, to be regarded as mentally handicapped carries with it a stigma.
In this chapter the historical position of people with a mild mental
handicap will be briefly sketched. It will be argued that the fortunes of
people with a mental handicap, especially those with a mild mental
handicap, are inextricably linked to their position as stigmatised
individuals or their association with specialised services. The effects of
stigma on the individual and the techniques which people use ’'to manage
their spoiled identity’ (Goffman, 1963), will also be examined. The work
of Wolf Wolfensberger who developed the theory of normalisation will be
critically analysed. Wolfensberger’'s aim is to reduce, if not reverse, the
'devalued’ status of people with a mental handicap in society and perhaps
this has been the most influential school of thought over the last decade
for professionals dealing with people with a mental handicap. Finally, the
literature concerning the social 1lives of people with a mental handicap
will be considered as this provides an important insight into their

position in the wider society.

Mental handicap: a social definition

The term ’'mental handicap’ suggests that a person displays

definitive or obvious characteristics which allow others to distinguish



him or her from themselves as someone who is handicapped. This belief is
bolstered by psychologists and other professionals who propose that an
assessment of a person’s I.Q. or mental age per se, gives insight into the
nature of a person’s handicap. However, their proposal relies on the
mistaken assumption that a mental handicap lies simply within the
individual. Rather, the individual is handicapped in so far as he or she
lacks the intellectual capacities to meet the demands which society places
on him or her. As Serpell (1982) comments, "an intellectual handicap can

only be understood in relation to a set of cultural norms" (Serpell, 1982,

p:1).

Assessment procedures have been devised, using normative data and
common sense, which measure the individual’s level of ability on a range
of skills thought necessary to be socially competent (e.g. American
Adaptive Behaviour Scale, Progress Assessment Charts and Copewell)., The
required skills are set out in hierarchical order so that the
individual’s strengths and weaknesses can be identified and a programme of
training drawn up. Learning a skill does have positive consequences for
the individual. For instance, a person with a mental handicap learning to
cook might.become less dependent and gain confidence and satisfaction. A
person, by learning to use public transport, may gain a greater degree of
autonomy. The focus of the skills model is on the individual with a mental
handicap. He or she is expected to acquire tools whereby he or she may no
longer be dependent on support in a manner demonstrative of his or her
handicap. However, a person requires not merely the ability, but the
opportunity and knowledge of when and how to use the skills. If the aim of
such skills is to allow the individual to play a fuller and more dignified
part in society then it is a mistake to believe that strict behavioural

programmes carried out in artificial settings are a real preparation for,



and in some instances an alternative to, life in the real world (Schalock

and Harper, 1978, Willer and Intaglia, 1981, Locker at al., 1983).

In Adult Training Centres (ATCs) considerable emphasis is put on
social education. One example of this education often found in ATCs is
’survival cooking’ which comprises of a rigorous training in the use of a
limited number of materials in a rigid fashion. Despite the belief that
these assessments and training procedures are objective, any attempt to
teach what boils down to a lifestyle is bound to be value laden. The fact
that this kind of training often involves the imposition of values has
rarely been considered or taken into account by researchers or
practitioners. In the deinstitutionalisation research (Vitello et al.,
1983, Challis and Shepherd, 1983), the social competence of people with a
mental handicap is the most common measure of community adjustment, If
they do not have the appropriate skills, or their behaviour does not come
up to scratch, then they are said to have failed. But how many ’'normal’
people are self-sufficient or fit into the mould of ideal housekeeper and
display good behaviour? Thus, despite Gunzburg’s (1974) warning of the
danger of ’turning people into efficient social automons’ there is little
attempt to encourage individuality and the development of a unique as

opposed to a routine lifestyle.

The emphasis on social competence ignores the fact that people exist
in a wider social framework and especially the problem of stigma. For
instance, if the aim of training or deinstitutionalisation is to promote
the independence of people living in hospital and restore them to the
community then a wider social perspective has to be adopted. What is the
point of teaching a range of social skills if people are always going to

lead a 1life apart and be denied opportunity because of the stigma



agsociated with their handicap?

Historical Outline

In order to understand the social nature of handicap and the
attitudes held towards people with a mild mental handicap and their
relative position in the social world, it is first necessary to briefly

consider the historical perspective.

The term ’'idiot’, used to describe a person with a mental handicap
in the nineteenth and at the beginning of this century, derives from the
Greek, ’'Iditas’; ’Idios’. This not merely meant that he or she had a lack
of understanding, but also that he or she was, ’'a private
person...therefore, set apart - alone’ (Barr 1904, p.18). Thus, the term
'idiot’ reflected the social consequences of the person’s handicap. The
connotation that the person with a mental handicap was socially isolated
throws doubt on the popular conception of the ’village idiot’ who was an
integral part of the community. However, information concerning the
position of people with a mental handicap before the nineteenth century is

a patchy and confused affair (Ryan and Thomas, 1980).

The specialist services for people with a mental handicap which
arose in the last two centuries took the form of institutions. The common
threads which led to the growth of institutions for people with a mental
handicap cannot be understood with sole reference to this group. The
institutional movement reflected the enormous upheaval of society caused
by the industrial revolution. It is not incidental that institutions were
also built for the old, the sick, the poor, law breakers and people who

were mentally ill, and sometimes a combination of the aforementioned



(Foucault, 1977, Ryan and Thomas, 1980 and Skull, 1977). However, the
humanitarian and educational endeavours of these early institutions for
people with a mental handicap were unique. The first institutions were
educational establishments. The pioneering work of Itard and his fellow
Frenchman Seguin, in the educational sphere, gave credence to the
possibility of reducing the handicap of people previously considered
ineducable before returning them to society. To these ends the
educationalists pioneered a range of educational techniques and
philosophies which might be considered progressive by today’s standards.
As the purpose was to train people to live in the community (Lazerson,

1975), the education was also moral; to make people good citizens.

The concern with morality set the stage for a change of emphasis
from the protection of people with a mental handicap to the protection of
society from those with a mental handicap. Despite the fact that the
benevolence of many of the early institutions were prompted by Christian
principles, others believed that the behaviour of people with a mental
handicap represented a regression back to a more ’primitive’ state of man
as a result of divine punishment for their parents’ immoral behaviour
(Ryan and Thomas, 1980). Thus, in an unscientific form, the concept of
mental handicap as a form of moral degeneracy had already been mooted.
Towards the end of the nineteenth century, the application of simplistic
theories of inheritance reinforced fears that people with a mental
handicap represented a throwback to a more primitive state. An
illustration of these beliefs was calling people with Down’s syndrome
'mongols’. This was because their distinctive features were thought to

represent a regression to a mongolian race.

The alarmist projections of the eugenics movement led to a fear



that people with a mental handicap would undermine the fabric of society.
People with a mild mental handicap were thought to be the most morally
degenerate. As a physician in charge of a large mental handicap hospital

early this century wrote:

The recognition of the moral imbecile [people with mild
mental handicaps], and the absolute necessity of a life
long guardianship, protection against temptation and all
the horrors of criminal procedure, were long and
strenuously insisted upon by Dr. Kerlin in the name of
science, of sociology, as a matter of political economy,
of the protection of homes, and all that man holds dear.

(Barr, 1904, p.68.)

The term 'moral imbecile’ was a category in it’s own right, ranging from:

Low grade:... temperament bestial. [to] High grade:...

with a genius for evil., (Barr, 1904, p.1)

Begab (1975) commented that people with a more severe mental
handicap continued to be perceived as pitiful for longer than those with a
mild mental handicap. However, by the turn of the century people with a
more severe mental handicap, were considered as part of the same wider

social evil. As Barr commented:

The protection which society demands and needs to be
advised of is, first from the burden of the untrainable
idiot both in the homes and training schools and also in

the schools for the other kind of defectives, i.e. those



for the blind and deaf and mute; second from the
disadvantage resulting from those intermingling in the
schools of normal with backward children; third from
mischief which whether trained or untrained the
iresponsible imbecile is 1likely to perpetrate if
unguarded; still more from the tragedies certain to be
enacted by the moral imbecile, and above all else,
protection from an increase of an evil growth which if

unchecked is inevitable. (Barr, 1904, p.89.)

During this period the emphasis of large institutions shifted from
that of an educational to a medical model and a concern with aetiology and
treatment. The metaphor of mental handicap as a sickness in society was
taken literally, and as a medical problem it was thought it could best be
tackled by ’'the medical sciences’ (Barr, 1904). However, despite the use
of some rather dubious brain surgery the main biological concern was with
the perceived threat of growing numbers of people with a mental handicap.
People with mental handicap were considered to have abnormal sexual
drives. Consequently, sterilisation was openly advocated and practised,
even if not legalised. 'Asexualisation’ was even suggested to improve the
behaviour of individuals with mild mental handicaps and rid them of their

'moral degeneracy’ (Barr, 1904),

The early twentieth century also marked the development of I.Q.
tests, designed to separate those requiring special schooling from those
who were to enter mainstream education. Unlike the innovative nineteenth
century educational developments for people with a severe mental handicap
there was apparently little that was ’special’ about education for people

With mild mental handicaps. The aim was to provide a vocational training



for people with mild mental handicaps and prevent ordinary children from
being held back (Lazerson, 1975, Ryan and Thomas, 1980). This original aim
was characterised by Binet's (1905) attempt to identify the employment
status of a group of ex-special school pupils. Studies carried out using
I.Q. tests in the first three decades of this century bolstered the views
expounded by the eugenics movement. People from ethnic minorities, the
deprived and the poor, all performed badly on I.Q. tests (Begab, 1975,
Lazerson, 1975, Ryan and Thomas, 1980). A belief grew that I.Q. tests
measured a genetically endowed trait of intelligence which could not be

improved.

On the whole, such simple hereditary theories have since been
discounted, along with the view that people with a mental handicap are
immoral or a threat to society. I.Q. tests are now regarded as culture
bound measures and intelligence is not viewed as a fixed trait (Mittler,
1979). However, there are still a range of attitudes and myths which are
held by the public and professionals which derive from widely held fears
at the turn of the century. For instance, fears of the promiscuity and
sexual deviance of people with a mental handicap which still exist in some
quarters today derive from the alarmist days of the eugenics movement

(Elwood 1981).

Another misleading view of people with a mental handicap arises from
the idea that they have a fixed mental age or level of intelligence. The
widely held belief that people with mental handicaps are child-like is
g€iven credence by psychological tests that assign a particular mental age
to people with a mental handicap. The image of a 25 year old man or woman
as having the mental age of an 8 or 9 year old is extremely powerful and

carries with it a range of connotations about the person far wider than



the intellectual capacities measured by the test. For example, men or
women with a mental handicap might be prevented from having a relationship
with someone of the opposite sex because they are presumed innocent of
such matters. Greengross (1976) pointed out that many parents take it for
granted that their son or daughter will never marry or lead an ordinary
adult life, due to their 'handicap’. Therefore the thought of sexual
relations never crosses these parents’ minds. The idea of a mental, as
distinct from a chronological, age is not merely a scientific one, but is
interwoven with much older beliefs about the child like innocence of
people with a mental handicap. Just as the origins of many currently held
attitudes can only be understood with reference to the past, equally the
genesis of new ideas concerning mental handicap can only be understood in

an historical context.

Stigma

Goffman (1963), defined stigma as a particular attribute such as a
physical or mental disability, skin colour or the following of a career of
crime or prostitution, or the holding of particular religious or
political beliefs, which deviate significantly from the norm and are
negatively stereotyped by society. When this comes to be regarded as a

central characteristic of the person the individual is ’'stigmatised’.

Goffman wrote his account of stigma from a normative perspective. He
referred to 'normals’ and ’cripples’, and appeared to accept the
contemporary reality of stigma. For example, he did not feel that people
with physical ﬁandicaps could enjoy the same social activities as

able-bodied people:



Tortured learning may be associated, of course, with the
tortured performance of what is learned, as when an
individual, confined to a wheelchair, manages to take to
the dancefloor with a girl in some mimicry of dancing.

(Goffman, 1963, p.21.)

Thus Goffman did not question the social norms and believed that
such norms are fairly static. He did not think society’s norms would
change to accommodate stigmatised individuals or minority groups. Instead,
Goffman proposed that to escape from their stigmatised identity people
would have to hide their stigmata. Alternatively, minority groups would
have to change their image in order to be accepted within the normative
framework used by society. Following this 1line, if people with a mild
mental handicap were able to appear as competent members of society, then
they would not deviate from the social norms and would no longer be
subject to stigma. However, stigma is a social phenomenon, and once people
with a mental handicap have been differentiated through attending a
special school or institutionalisation they will ©be negatively
stereotyped. As such, they do not simply have to demonstrate competence,

but have to live down the negative image.

One must understand Goffman himself as anhistorical phenomenon. When
he wrote about stigma, he reflected attitudes and beliefs of his time. Now
most people are ’'aware’ of the power of minority groups, such as the
feminist movement and animal rights campaigners, in changing the attitudes

and values of society.

The stigmatised treatment which people with a mental handicap face

is not simply manifested in terms of rejection and disgust. Attitudes held
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towards people with a mental handicap are complex and often ambivalent.
Many people who have little or no contact with people with a mental
handicap may talk with concern about ’them’ and treat ’'them’ kindly. At
the same time when it is proposed to have a hostel or group home for
people with a mental handicap in their street, these very same people will
raise objections. This happened in 1987 in a ’conservation area’ of
Stirling. When the local mental handicap hospital proposed to open a
staffed group home the local residents were up in arms. They mounted a
campaign against the group home in the local and national press, on the
radio and held protest meetings at the offices of the Health Board.
Included in their number were lawyers, doctors, a minister and a
researcher in the field of medical sociology. Such attitudes are therefore
more deep rooted than one might imagine and are not simply counteracted by

being better informed or being part of a caring profession.

While families know and love their sons and daughters as individuals
it does not mean that they are immunised from negative attitudes towards
'handicap’. For example, parents very often hold protective attitudes
towards their son or daughter with a mental handicap, however mild it may
be. Card and Horton (1982) surveyed the parents of people with a mental
handicap over the age of 16 living in the Eastbourne area. They found
that over 90% of the parents wished their son or daughter to remain at
home until they were too aged or infirm to look after their offspring
anymore., Moreover, if and when their son or daughter moved on from the
family home, the majority wanted him or her to live in a residential
facility as protective as the family home. What is common in all
stigmatised treatment, whether it be getting a yellow bus to a special
school, being rejected and called names by their peers in the

neighbourhood, or being protected by parents, is that people with a mental
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handicap are set apart and given an inferior social status. Moreover,
people with a mental handicap do not simply deviate from social norms but
have a particular social history and have been assigned to a particular

position in society. As Goffman stated at the end of his book:

Sociologically, the central issue concerning these groups
is their place in the social structure;... and is
something that cannot in itself be fully understood
without reference to the  history, the political
development and current policies of the group. (Goffman,

1963, p.151)

Effect Of Stigma On The Individual’s Handicap

The range of negative attitudes towards people with a mental
handicap, and the inferior social status attributed to them, has practical
repercussions on these people’s lives. The very process of being
identified as different and the accompanying lack of opportunity,
overprotection, negative stereotyping and other facets of being a member
of a stigmatised group, result in a debilitating secondary handicap. This
derives in part from the self-fulfilling prophesy, decribed by
Wolfensberger (1972). For instance, if people are expected to be
unreliable because they are mentally handicapped, they will rarely be
given the responsibility or opportunity to make important decisions. Hence
when people with a mental handicap act irresponsibly, this will be seen as

& consequence of their handicap.

Labelling theory, renamed as 'interactionist theory of deviance’ by

Becker (1973), provides an important analysis of the relation between

-12-



societal norms and stigma. Labelling theory does not try to explain how
the person came to break the social norms in the first place, but what
happens when an individual is labelled. Deviance is a social phenomenon:
it is only if someone has demonstrably broken social norms or has been
accused of doing so that he or she will be labelled as deviant. It is the
social processes associated with being labelled and how it affects the
life and identity of the labelled individual which are the concerns of
this theory. Mercer (1965) contrasted labelling with the clinical
approach to deviance (often adopted by psychologists among other
professionals), which places the emphasis on the individual as both cause
and effect of deviance. Hence, the study, cure or prevention of deviants
must be based on individualistic interventions. Society’s norms and
values are not questioned: the problems lie within the individual. The
opposite approach taken by the labelling theorists examines how the

social world impinges on the individual. As Mercer (1965) stated:

The social system perspective, on the other hand,
attempts to see the definition of an individual's
behaviour as a function of the values of a social system

within which he is being evaluated. (Mercer, 1965, p.77)

Work concerning the labelling of people with a mental handicap has
largely focussed on the effects of special school attendance. The reasons
why children with a mental handicap do not perform well in mainstream
education, are set apart by their non-handicapped peers in mainstream
education, or are originally sent to special school, cannot be explained
by labelling theory, nor would Becker (1973) wish to do this. Mental
handicap and learning difficulties do exist. However, for people who are

identified by ordinary schools as mildly mentally handicapped and sent to
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'special schools’ the process of heing labelled can be a traumatic event.
Deep rooted prejudice against people with learning difficulties or a mild
mental handicap who achieve little in the formal education system
(’stupid people’), is likely to be reflected in their treatment by other
children. Dexter (1964) considered that such attitudes arise as a result
of the emphasis placed on schools and schooling in society. Furthermore,
going to a ’special’ school would seem to reduce their prospects of

obtaining full-time employment, (May and Hughes, 1984).

On the other hand MacMillan et al. (1974) have strongly argued that
the effect of the special school 1label has been overstated and is based
more on hearsay than on sound empirical evidence. When reviewing studies
on this subject, MacMillan et al. pointed out among other criticisms,
that the consequences of attending a special school could not be
abstracted from the negative experiences that may have led up to their
special school placement. Moreover, the authors were not convinced by the
evidence concerning the social isolation of special school children from
their mainstream peers. They felt this was more likely to have been caused
by 1lack of social skills on the part of the special school children than
as a result of the special school label. Indeed, the aufhors pointed to
experimental evidence indicating that greater tolerance was shown by
non-handicapped children towards children labelled as 'handicapped’ than

towards non-labelled children.

MacMillan et al.’s first point about negative pre-special school
experiences being confused with the effects of special schooling is
relevant to the debate about the effects of special schools. However, this
does not detract from the importance of labelling. If a person is set

apart and treated badly by his peers before being sent to a special school

-14-



because he or she is perceived to be ’stupid’, then this is an ’informal’
labelling process. This second point about the social isolation of people
with a mental handicap is debatable. Rather than being the reason for
being rejected by their non-handicapped peers, the children’s lack of
social skills might equally arise from being rejected by their
non-handicapped peers. Moreover, experimental evidence about people’s
tolerance of 1labelled individuals tells us nothing about how willing they
might be to accept them in real 1life situations. In spite of these
reservations MacMillan et al.’s comments underline the fact that it is
not a straight forward matter to isolate a particular label and measure
its effects on a person’s life. Schur (1971), a proponent of labelling
theory, was also aware that there are no hard and fast rules from which
one could predict the extent to which being labelled would give a person a
secondary handicap. There are other aspects of an individual’s personal
history, abilities, personality and feelings that would also play a part

in the labelling process.

In the end though, MacMillan et al. were hoisted by their own petard
in their criticism of research concerning labelling theory. They discussed
research on the effects of teachers’ expectancy on their pupils’ actual
academic performance. When arguing that such work must take account of

teacher experience, the authors gave the following explanation:

For instance, a teacher who is naive regarding mental
retardation might be fooled by a high expectancy given
for a child who obviously has Down’s syndrome. However, a
teacher familiar with mental retardation is not likely to
accept the high expectancy. At the same time, a high

expectancy for a child without a physical stigma may be

| -



more 'believable’ than for a child with a physical stigma
(e.g., Down’s characteristics) for both naive and/or

knowledgeable teachers. (MacMillan et al., 1974, p.257)

In a review article Rynders et al. (1978) countered the still widely
held belief that people with Down’s syndrome had 1little educational
capability. They started their article by quoting a major medical
authority who had recently claimed that he had never seen an educable
'mongoloid’. On the basis of the research evidence Rynders et al.
dismissed this claim and finished by urging him to tell the parents of

Down'’s syndrome children:

presently the limits of Down’'s syndrome children’s
educability are virtually unknown because past
psychometric studies of educability have often been
flawed, results from early education programs for Down'’'s
syndrome children are just emerging, and traditional
psychometric measures by themselves are too limiting.
Such a portrayal is not only appropriately optimistic, it

is also appropriately fair. (Rynders et al., 1978, p.447)

MacMillan et al., (1974) had made the same mistake of presuming people with
Downls syndrome to be ineducable. Thus MacMillan et al.’s criticism of work
on the effects of labelling itself provided an excellent example of how
prejudiced treatment and 5eing given a 'handicapped’ place in society
cannot be simply abstracted from the consequences of the person’s

intellectual deficit.
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Once stigmatised always handicapped?

After discussing whether a labelling process can be identified for
people with a mental handicap in the special school system the next
logical step is to consider how easily such labels can be shed. Mercer
(1965) proposed that the stigma attached to handicap can only be
understood within the framework of a particular group's social norms. She
found that parents from a lower socio-economic or minority ethnic group
background were less likely to consider their institutionalised mildly
mentally handicapped son or daughter as deviant than parents from a higher
socio-economic background. The former group’s children were most often
labelled after being in trouble with the authorities and their parents
frequently sought their discharge. In contrast, the children from the
higher socio-economic group had been considered handicapped by their
parents and were referred to the services by their parents. These parents
rarely sought the discharge of their children. Mercer’s findings suggest
that in the higher socio-economic group the children deviated more
significantly from their local norms than the children in the lower

socio-economic and minority ethnic groups did from theirs.

The flaw in Mercer’s paper was that she assumed the two groups to
be equivalent on the basis of I1.Q. tests, themselves value laden and
culture bound (Mittler, 1979). Thus the I.Q. tests were weighted against
the children from lower socio-economic and ethnic minority backgrounds who
may, in fact, have been more able than the middle class children. The
important lesson in Mercer’s paper, however, is that there is no such
thing as a ’'normal’ social role. A person’s handicap cannot be understood
merely in terms of sSociety’s institutionalised norms, but only, in

addition, by taking account of the role of the individual’s social history
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and circumstances. This point was effectively made by Mittler (1979). He
used two ficticious case studies, of individuals with very similar mild
mental handicaps, to demonstrate the almost arbitrary circumstances which
could result in each leading a very different 1life, One was
institutionalised, while the other got a job, was married and led a very

ordinary life.

Gruenberg (1964) showed that people with a mild mental handicap who
had left special schools often had no further contact with the specialist
services, at least into their mid-twenties., Granat and Granat (1973)
suggested that a stable percentage of the population in Sweden have a
mild or borderline mental handicap. However, only a proportion of these
people are formally labelled as mentally handicapped at any one point in
time. It is not clear, though, if this means that people are able to get
rid of their handicapped identity, or that they simply avoid using

stigmatising services.

The findings of Gruenberg (1964) and Granat & Granat (1973) lead us
to ask whether people with a mental handicap are aware of their position
in society and to what extent they seek to and succeed in ameliorating or
hiding their handicap in public. Goffman (1963) described the stigmatised
individuals’ attempts to manage their ’'marked identity’ in face-to-face
interaction, and the repercussions this has for their identities. He
proposed that each individual in society is socialised to adopt a
particular set of norms. These norms are a social ideal which every member
of society would aspire to. Hence people who do not attain these norms or
deviate significantly from them would be aware of others' negative regard.
This leads them to hide or at least minimise the visibility of their

handicap from others with whom they come into contact. Attempts to do this

-18-



are further complicated by the fact that some stigmas are not immediately
obvious to others, making those concerned ’discreditable’ (Goffman, 1963).
Thus people who attend an Adult Training Centre, and do not wish to
publicise this aspect of their life, may not be obviously handicapped to
others they meet at the shops. On the other hand, those with an obvious
handicap or stigma, or whose association with stigmatised services is
publicly known, are ’'discredited’. For example, if people have Down’s
syndrome or are slightly spastic, there is no possibility of this fact
going unnoticed when they go out shopping. Equally, if they are known
throughout their locality for attending or having attended a special
school, they cannot deny this. Hence, it is extremely difficult for the

'dicredited’ to escape from being stigmatised.

Goffman (1963) thought that if stigmatised individuals sought to he
treated as ordinary they may be resented, as their claims to normality
would bhe threatening to the very norms from which their stigma arose,
There is some support for this assertion. Katz (1981) carried out a
series of experiments to study interactions between non-handicapped
individuals and people with a physical handicap., He found that
non-handicapped participants reacted badly when the people with a physical

handicap did not behave according to their prejudiced expectations.

Whether people with a mental handicap are discredited or not, they
are not socialised into a sub-culture (unless they are residents in a
long-stay institution), nor are they a homogeneous group. They are
individuals with a variety of interests, needs and aspirations, coming
from a range of backgrounds. Thus people with a mental handicap are
likely, deliberately or simply through the course of interaction, to

assert their individuality. However, they face an enormous struggle.
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Turner (1986) coordinated an extensive ethnographic investigation into a
workshop for people with a mental handicap in California. Above all he
found that the workshop was a ’haven’ from the pressures of attempting to
maintain their self-respect while being regarded hy others as
’handicapped’ individuals. Therefore, the emphasis in the workshop was on
’social harmony’. This was maintained through an ’etiquette’, developed by
the individuals who worked there, which encouraged a mutual respect that

was lacking from the rest of their lives,

Another element of Turner’s research was a discussion group set up
for a number of those attending the workshop. Graffam (1985) analysed the
group’s meetings. In his conclusions he described how the group had
managed to maintain its momentum over a period of years. Graffam felt it
had become an important forum where those attending the workshop could
share their common grievances and talk about the problems caused by their
social situation. For example, he described how those that worked there
were placed in a ’double bind situation’. This means on the one hand they
were constantly reminded by staff in the workshop to behave like adults
but infact were given little or no control over their situation and were
maintained in a position of ’dependence’. Thus the group used the
discussions, in part, as another way of maintaining their self-respect and

asserting their individuality.

The added problem which individuals, and indeed groups of people
with a mental handicap, face in their attempt to combat stigma, is that
they are not taken seriously (Dexter, 1964). This does not simply mean
that the person with a mental handicap is considered ’'stupid’. As Dexter
(1964) pointed out, their handicap is also believed or assumed, by many,

to make them insensitive to others’ negative regard. Goffman (1963)
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pointed out that people display an ambivalence towards the stigmatised
because, beyond the negative stereotype, stigma is not an ’'all or nothing’
phenomenon. Everyone has had some experience of what it means to fall
short of social ideals in their lives and are thus hound to feel some
empathy., However, if people with a mental handicap are not considered by
non-handicapped others to have such feelings, or insight into their own
ﬁosition, then even this sympathy which might heighten respect for the
person with a mental handicap will rarely be present. Such respect, and a
willingness to take the individual seriously, are both vital if the person

is to break down prejudice.

Even where the person with a mental handicap is taken seriously and
is liked as an individual it may be thought necessary to maintain him or
her in a position of powerlessness. Koegel (1986) detailed an episode
where a young man with a mild mental handicap was made very ill through
drink by his father in order to discourage his interest in alcohol. His
brother, in contrast, was introduced to alchohol in a responsible and
sensitive manner by his father when he showed the same interest at a

similar age.

Thus in theory if a person has a very mild mental handicap and no
particularly discrediting features such as Down’s syndrome, he or she
might well be able to shed a special school label. In practice this is not
easy, Edgerton (1986) made a case study of an individual who was
'delabelled’ when he was found to have an I.Q. well above the level which
denotes an intellectual deficit. In his conclusion Edgerton made clear
that the individual could not simply discard the label of being mentally
handicapped. This reason was that the label did not have the most direct

effect on the person but on people in his or her social world such as
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parents, teachers and the providers of services among others. Therefore,
if one is not taken seriously as a person one may not he empowered to
alter one’s circumstances, and one may be shaped into a 'handicapped’
individual whether one deserves the label or not. Moreover, one may be
driven, like the members of the Workshop society (Turner 1986), to

provide mutual confirmation of each others’ worth,

Normalisation

Normalisation was originally a Scandinavian concept, concerned with
the right of people with a mental handicap to 1live as normal a life as

possible. It is defined as:

making normal mentally retarded people’s housing,
education, working and leisure conditions. It means
bringing them the 1legal and human rights of all other

citizens. (Bank-Mikkelsen, 1976, p.56)

Wolf Wolfensberger (1972, 1980a, 1980b,) was the first American
exponent of this philosophy. He shifted the emphasis of normalisation to a
consideration of the ways in which people with a mental handicap could

overcome their ’devalued’ status:

One development is the recent insight that the most
explicit and highest goal of normalisation must be the
creation, support and defence of valued social roles for
people who are at risk of social devaluation. All the
other elements and objectives of the theory are really

subservient to this end, because if a person’s social
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role were a socially valued one, then other desirable
things would almost automatically follow, at least within
the resources of his/her society. Indeed, attributes of
the person which might otherwise be viewed negatively by
society would come to be viewed positively.

(Wolfensberger, 1983, p.234).

According to Wolfensberger the socially defined negative 'role’ afforded
to people with a mental handicap is maintained through conscious and
unconscious imagery. This imagery is reflected in how people with a
mental handicap are talked about by others, and how others behave towards
them collectively in the form of services, and individually within and
outside services. Hence if a person receives punishment in a bhehaviour
modification programme through the use of a cattle prod, then in
Wolfensberger’s terms the person is being treated like an animal.
Wolfensherger (1972, 1980a) pointed to powerful social representations of
people with a mental handicap as children or animals, the roots of which
can be traced historically. It is certainly the case that professionals
working within services may not be aware of the degrading way in which
they treat people, and perhaps deny them the most basic human rights by
failing to recognise their personhood. They may also be quite unaware of
the historical origings of the attitudes which they hold. From these
attitudes comes the self-fulfilling prophesy, already mentioned in the
section on labelling. It simply means that if people are expected to
behave in a particular manner, then the likelihood is that they will

behave in this fashion.

Wolfensberger (1972) does not just regard normalisation in terms of

living as normal a life as possible, and obtaining rights as full members
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of society. He proposes that to overcome the stigmatised image of people
with a mental handicap they would have to be given a distinctly positive
social position. This would be achieved by the people with a mental
handicap leading ’culturally valued’ lives. Concurrently an attempt should
be made to break the self-fulfilling prophesy or, as Wolfensherger terms
it, ’'negative role circularity’. As part of this process bhehavioural
techniques and positive interventions would be used to attempt to make
people with a mental handicap more socially competent and their handicap
less apparent. In order that the person with a mental handicap should be
seen in the best light, Wolfensberger (1980a, 1983) put forward the
‘conservatism corollary’. Thus to compensate for their handicap, people

should ensure that they appear as ordinary as possible, or be seen to be
conservative as opposed to unconventional. Goffman (1963), adopting the
same normative and conformist framework, noted that the leaders of a
stigmatised group seeking acceptance from the mainstream community would
be 1likely to display many of the most favourable of the mainstream’s
characteristics. Thus what Wolfensberger is saying is that people with a
mental handicap must 1live down their stigmata by being extra good

citizens.

The problem with a simplistic approach to 'role circularity’ is that
it is not possible to make people ’normal’. However positive one’s
expectations may be of a person with a mental handicap, however ordinarily
one may treat him or her, his or her intellectual deficit will not just
disappear. The person may still be differentiated through a lack of
literacy or numeracy or an ability to meet a variety of complex social
demands required in everyday living. Moreover, if one has to set people
apart in order to teach them to be ’normal’, one will be differentiating

them from non-handicapped others.
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Tyne (1981) claims that Wolfensherger has frequently heen
misinterpreted, and that he does not simply want to make people normal but
that he is equally concerned with the education of the public at large
through promoting a positive image of people with a mental handicap.
Wolfensberger maintains that people with a mental handicap should not only
display culturally valued characteristics, but that they should come to be
associated by non-handicapped others with the positive aspects of society

and consequently be treated by them as valued people.

To present people in the best possible way, Wolfensberger (1980b)
developed a set of ideal images based on middle class American values., It
is impossible to evaluate their validity as they are not based on wider
research with a ’normal’ population. On the basis of these images
Wolfensberger and Glenn (1978) developed a scheme to evaluate services for
stigmatised people and to measure the extent to which they counteracted
the stigma. A number of the items in this scheme are manifestly
culture-bound. For instance, they claim that to use an abbreviation of
someone’s first name, such as calling James Jim, would be considered
demeaning. Image, which is a central feature of American culture, was the
focal concern of their evaluation. Hence, there was an instance where
someone carrying out this evaluation came across people in an Adult
Training Centre making brooms and brushes to be used by road sweepers. The
evaluators interpreted this to mean that the Centre manager and staff
regarded people working there as ’rubbish’., However, people in the real
world make similar objects for a living, they dig graves, go down mines
and do many other jobs which, if they reflected on the individual, could
make the person far from valued. It could be argued that because people

are paid to go down mines, dig graves and sweep streets, they are involved
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in ’'valued’ occupations, although from a middle class perspective these
are 'dirty’ jobs. Thus, there is no simple relationship between an image

and a person’s relative social standing.

The idea that there is an ideal position or social role within any
given culture which is valued, is as wrong as the notion that there is a
sharply defined social role which people with a mental handicap occupy. To
justify such statements one would first have to define what is meant by a
'valued social role’ and which element of society defines what are the
valued social roles. When someone is obviously badly treated or lives in a
dilapidated hospital ward, it does not take expertise to know that the
person is being treated as qualitatively different from people in the
mainstream of society. However, Wolfensberger (1972, 1980a, 1980b) and
Wolfensberger and Thomas (1981) propose that all actions towards, or
associations made with people with a mental handicap have to be carefully
analysed in case they are consciously or unconsciously demeaning.
Obviously the most subtle of such images are the most difficult to
identify and eradicate. To interpret the underlying intention for even
the most basic of actions towards another in the social world can be
problematic, let alone attempting to do this with grey areas. For example,
a picture from a fairy story hanging on the wall in a hostel for adult
people with a mental handicap might signify that the residents are seen as
child-like or, in contast, in a different adult context the picture might
be admired as a work of art. Does the fact that a member of staff has a
Mickey Mouse clock in his or her bedroom mean that he or she has a Mickey
Mouse attitude towards his or her work with people with a mental handicap?
If the residents of this hostel go out wearing clothes whose colours are
badly matched, does this devalue people or do most other people really

wear matching or complementary colours? The danger of using such criteria
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against which to judge and interpret the actions of people with a mental
handicap, and the behaviour of others towards them, is that it is likely
to reinforce the status of people with a mental handicap as an
extraordinary group. It could also make professionals self-conscious in
their dealings with people with a mental handicap and create barriers
between both parties. Moreover, is individual dignity, spontaneity and
choice made secondary to good appearances? The two are not always

compatible.

Like Goffman (1963), Wolfensberger (1980b) presents a conformist
perspective, where people are expected to conform to society’s norms. Even
if it is impossible for people with a mental handicap to become normal,
Wolfensberger believes that they can only become valued in terms of the
norms of the society in which they live. Underpinning this perspective is
a conception of a static society, a society where people conform to
unchanging norms, where social change is not taken into account.
Wolfensberger (1983) used the example of the bound feet of Chinese women
to present the case that stigmata could become valued. However, the bound
feet of Chinese women were not stigmata bhut status symbols. These women
were not positively regarded because their feet were crippled. Rather,
their feet were positively regarded because they were symbols of the
women’s socio-economic status. Stigmata have a particular social history
within any culture. People are stigmatised and given an inferior social
position in society because they fail to meet, contradict or break what at

any given time are the societal norms.

.



Social life

It is important to look briefly at studies concerning the social
lives of people with a mental handicap. Evidence of their acceptance and
rejection by non-handicapped others gives a better view than any other

research perspective of the position such people occupy in society.

In his classic study 'The Cloak of Competence’ Edgerton (1967)
pointed to the isolation of a group of people with a mental handicap who
had been discharged from a long-stay hospital to live independently in the

community. One of the main features of his study was the participants’
preoccupation with the idea of making friends with non-handicapped people
and with being accepted in the community. Sixteen years later, in her
Presidential Address to the American Association on Mental Deficiency,
O’Connor (1983), too, was concerned with the social isolation of people
with a mental handicap and emphasised the importance of providing them

with adequate social support.

Some of the research into the social lives of people with a mental
handicap has shown positive changes following deinstitutionalisation. For
example, O’'Niel et al. (1981) followed a group of ex-hospital residents
for up to three and a half years, finding increased involvement after the
move in various activities, the most notable of which were domestic tasks
such as shopping, cleaning and cooking. Their new homes had become the
foci of their newly developed social activities. In the authors’ words,
the residents’ homes had turned out to be ’'livelier’ than the hospital
wards. Erickson ét al. (1985) compared the social lives of people living
in community-based homes and in a long-stay hospital and found that the

social lives of hospital residents were entirely restricted to activities
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carried out within the hospital. The authors were disappointed to find
that people living in the community-based residences also had a low level
of involvement and social contact with people outside their residences.
Flynn (1986), who interviewed ex-hospital residents now living in their
own homes, noted that the main contacts of many of the respondents were

people in support services.

The above pattern of findings is not confined to deinstitutionalised
populations. A survey of people with a mental handicap living in their
family homes and hostels (Lundstrom-Roche, 1981) found that they often
led restricted lives which revolved around their family, as well as around
the day and recreational services organised for them. Furthermore, only a
few of these people had non-handicapped friends and acquaintances.
Cheseldine and Jeffree (1981) carried out a survey of adolescents living
in their family homes. It was found that their social 1life was very
limited and that they had no non-handicapped friends. The researchers
claimed that this situation was due to several reasons. First, these young
people were lacking in knowledge of available amenities and activities in
which they could get involved; secondly, they were lacking in the
necessary competence to take part in such activities; and finally they

were overprotected by their parents.

A vital question which emerges in this work but that has rarely been
addressed directly is the relationship between the participation of people
with a mental handicap in ordinary community activities and their
achieving acceptance by, or forming reciprocal friendships with,
non-handicapped people. Atkinson (1985) followed up a group of people with
a mental handicap moving out of an institution to live more independently

in the community. She found that even the most sociable of ex-residents
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were unable to make friends or acquaintances with non-handicapped people.
A review of the literature concerning friendship between handicapped and
non-handicapped children by Gottleib and Leyser (1981) suggested that
integration into mainstream schooling does not necessarily foster the
development of friendship between non-handicapped children and children
with a mental handicap. The authors concluded that positive intervention

is necessary to promote such friendships.

Surveys and more detailed case studies (Lundstrom-Roche, 1981;
Flynn, 1986; Langness and Turner, 1986) have indicated that people with a
mental handicap are acutely aware of the deficiencies in their social
lives. It has become evident that having a worthwhile social life and, in
particular, making friends with non-handicapped people is a matter of
great importance for individuals with a handicap. Kauffman (1984), in a
participant observational study of people with a mental handicap living
independently, offered a qualitative analysis of her data that went far
beyond a description of the participants’ social lives and their feelings.
She identified different types of social 1life that were characterised by
high or low levels of satisfaction and of social activity. She found that
some people obtained satisfaction by involving themselves in specialist
interest groups such as railway enthusiasts, while in other cases a
person’s lively existence was dependent on having a sociable spouse. In
contrast, overdependence on their families resulted in people being
dissatisfied with their social 1life. Others were unable to come to terms

with their handicapped identities and felt rejected by society.
The picture which emerges from research indicates that people with a
mental handicap are not readily accepted by non-handicapped others. While

some people may have relationships or interests which are socially
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fulfilling, others remain dissatisfied with their lack of social contact
with non-handicapped others and the narrow range of activities that they

engage in.

Conclusion

This chapter has proposed that people with a mental handicap do not
simply suffer from an intellectual deficit. They also have a secondary
handicap arising from their stigmatised status. Such a stigma can only be
understood in an historical context. Labelling theory has attempted to
investigate the consequences of stigmatising labels on the lives of people
with a mental handicap. The effects of labels are not straightforward and
are mediated by a host of personal and social factors relating to the
individuals concerned. However, once regarded as such, people with a
mental handicap find it difficult to be accepted on equal terms by even
the most significant non-handicapped others in their 1lives.
Wolfensberger’s work on normalisation suggests that people with a mental
handicap can escape from their devalued social roles by being given a
valued position in society. Unfortunately, it is is not clear how people
are to achieve such a position within the framework of present society.
Finally, a short review of studies of the social lives of people with a

mental handicap indicates their marginal social status.

What is missing from this chapter is a consideration of the way in
which stigma affects the feelings of people with a mental handicap about
themselves. As a preliminary it is necessary to review some theories of

the self-concept.
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CHAPTER 2

Social Theories Of The Self

The previous section was concerned with the social stigma to which
people with a mental handicap are exposed. The work of Goffman (1963) and
the work of the labelling theorists was primarily focussed on the careers
and coping strategies of stigmatised individuals or people regarded as
deviant. However, these researchers were only peripherally interested in

the consequences of stigma for a person’s view of him- or herself.

This section will discuss theories of self-concept which may offer
some understanding of the consequences of stigma and being labelled as
handicapped for a person’s self-concept. The crux of the matter is the
relationship between the individual’'s concept of self, and his or her
relative social position and manner of treatment by others. The theories

to be considered deal with this relationship.

William James (1892) first introduced the hypothetical construct of
the ’'self’ into the realm of psychology. He was also the first to make a
distinction between the two aspects of the self, the Me and the I,

describing this as follows:

Whatever I may be thinking of, I can at the same time
always be aware of myself, my personal existence. At the
same time it is I who am aware, so that the total self of
me being as it were duplex, partly known, and partly

knower, partly object and partly subject...[but] I call



these discriminated aspects and not separate

things...(James, 1892, p.176)

James defined the self as known, the object or the Me, as the total
sum of all that a person can call his own. The Me is comprised of the
person’s hody, family, position, the awareness of his or her own mental
processes, feelings and thoughts, and the existence of a multiple social

self. Thus, one can think of the Me as the total content of the self.

The I, on the other hand, 1is the subject, the knower, which James
called the organised ’'stream of consciousness’. The I considers the
objects of conciousness while not being an aggregate of them. The I is
not an enduring entity but rather a dynamic process, the awareness of

one’s self and one’s individuality.

James’ work has led to more sophisticated approaches, all based on
the distinction between the I and the Me, a number of which will be
discussed in this section. One of the first and perhaps the most
influential social construction theorist of the self was George Herbert
Mead. Due to the importance of his work and the foundations which it lay
for other thinkers in this area to build on, the greater part of this
section will be spent introducing his writings., Mead (1934) thought that
the duality of the self was made possible by the existence of society and
a shared set of social symbols. The work of the psychologist Kenneth
Gergen has been greatly influenced by Mead’s theory of the relationship
between self and society. Gergen has written extensively on the social
construction of the self in the light of new evidence from social
psychological experimentation. In his early work Gergen (1971, 1977)

adopted an extreme social constructionist perspective, with the
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individual coming to see himself as he was regarded by others in any given
social context. As his writing on the subject developed, he came to
acknowledge the importance of other factors with respect to the person’s
self-concept, such as agency. The development of Gergen's writing on the

self will be outlined.

Hamlyn (1977) criticised Mead and other social constructionist
theorists for the emphasis which they placed on knowledge ahout the self
gained from others in the social world. He asserted that real
self-knowledge was obtained through the individual’s agency. Markova
(1987) provided a solution to the tension between the social construction
of self and the development of self-knowledge through individual agency.
She put forward a dialectical synthesis of social construction and agency
and demonstrated how they were hoth necessary for the existence and

development of the self.

These theories have consequences for the development of the
self-concepts of all stigmatised people, However, this chapter will focus
on their implications for people with a mental handicap. After introducing
the work of each theorist there will be a section discussing the
predictions which might he made on the hasis of the theory about the
self-concepts of people with a mental handicap. Social theories are
essentially abstract conceptions and their explanatory power can only be
demonstrated by discussing them with reference to a particular set of

people.
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George Herbert Mead

Mead (1934) adopted an evolutionary approach to the development of
self-awareness. The key to the development of self-awareness is society.
Society provides shared social structures and shared meanings of gestures
which are internalised through interaction, and eventually lead to the
development of language. Lower animals act and react to each other, they
are caught in a pattern of interaction from which they cannot escape. The
human mind, on the other hand, develops through the ability to reflect
upon the situation in which the individual finds him- or herself, i.e.
upon his or her own gestures and those of others. In other words a human
being can escape from the fixed ’'conversation of gestures’ through
understanding the meaning of gestures performed in the process of
interaction. One becomes aware of oneself in so far as one realises that

others adopt a particular attitude towards oneself:

The individual experiences himself as such, not
directly, but only indirectly , from the particular
standpoints of other individual members of the same
social group or from the generalised standpoint of
the social group as a whole to which he belongs. For
he enters his own experience as a self or individual,
not directly or immediately, not by becoming a
subject to himself, but only in so far as he first
becomes an object to himself just as other
individuals are objects to him or are in his
experience; and he becomes an object to himself only
by taking the attitudes of other individuals toward

himself within a social environment or context of
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experience and behaviour in which both he and they

are involved. (Mead, 1934, p.202)

It is through the process of socialisation that the child develops
the ability to take the role of the other and ultimately integrates the
view of others into his or her concept of self in the form of the
'generalised other’. In particular, Mead emphasises the importance of

play and games in the individual’s development of self.

At the play stage, the child simply plays at being someone, like a
mother, a teacher or a policeman. The child has to understand what the
particular role involves: the policeman has to drive a car, use a walkie
talkie and catch thieves. But the child does not have to understand the
position of the policeman from a wider social perspective. In contrast, in
a game of policemen and demonstrators, and he or she is a policeman, there
would have to be rules defining the relationship between the policemen and
demonstrators. The rules impose a particular structure on the activity
which all the participants have to obey. In contrast to playing at being
someone, in a game the child has to be aware not only of the rules which
govern his or her behaviour, but of those which govern all the other
children’s behaviour. The rules do not simply imply a code of behaviour;
underpinning the rules is the common purpose of the group, and the rules
provide the framework for a group conciousness which makes the activity
possible. For instance, a group of children wishing to play a game of
football all require certain knowledge not just about the rules of the
game, but about the common goal of the activity. Furthermore, enshrined in
such rules is the morality or spirit in which the game should be played.
For example, baseball has flourished in Japan since the second world war.

However, this does not mean that the Japanese are being Americanised.
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Although the rules of baseball remain the same as in America, the spirit
in which the game is played is distinctly Japanese. The incorporation of
the views of the wider society and particular sub-groups into people’s
self-concepts is vital if they are going to understand the significance
of their own actions and those of others, in particular circumstances.
Even if one is merely observing, one needs to have active knowledge to

make sense of events.

The end product of the process of socialisation is the incorporation
of the view of the ’generalised other’ into the person’s self concept.

Mead defined ’'the generalised other’in the following terms:

The organised community or social group which gives
to the individual his unity of self can be called
"the generalised other". The attitude of the
generalised other is the attitude of the whole
community. Thus, for example, in the case of such a
social group as a bhall team, the team is the
generalised other in so far as it enters - as an
organised process or social activity - into the
experience of any one of the individual members.

(Mead, 1934, p.218)

The incorporation of the attitude of the ’generalised other’ into the
individual’s concept of self is necessary for the ’organic’ relationship
between self and society. In other words the individual plays an active
part in society or particular social processes by being thoroughly
immersed in them. A person who Jjoins a campaigning body first has to

understand the common set of attitudes which has brought people together



and the aims of the group hefore he or she can function most effectively
as a member of it. In any social context the self functions in relation
to a complex set of social relationships, where particular rules and
principles apply. However, hy adopting the role of the ’generalised other’
the individual can transcend the immediate set of social relationships in
which he or she is embroiled and make sense of the wider social activity
of which he or she is a part. Thus, a person acts in different ways in
different situations, depending on what is deemed appropriate. In this
sense Mead takes on board James’ view that there is not one but a host of

selves.

Thus the Me, the known self or object, consists of the internalised
view of the self taken from the attitudes of others towards the self, in
relation to the society of which the individual is a part. Each individual
occupies a unique niche in society and develops a unique set of social
relationships. Therefore Mead proposes that the development of a social
self does not lead to homogeneity, but to individuality within a social

system:

I have argued that the self appears in experience
essentially as a "me" with the organisation of the
community to which it belongs. This organisation is,
of course, expressed in the particular endowment and
particular social situation of the individual. He is
a member of the community, but he is a particular
part of the community, with a particular heredity and
position which distinguishes him from everybody else.
He is what he is in so far as he is a member of the

community, and the raw materials out of which this
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particular individual is born would not be a self but
for his particular relationship to others in the

community. (Mead, 1934, p.232-234)

In addition to the Me, the other component of the self is the I. The
self does not simply reflect on its relation to others, or the attitudes
which others are taking towards it. The self acts on its social world.
Mead (1934) said little about the I, providing few details ahout its
development and function. He proposed that the child is first painfully
jolted into an awareness of the self when needs such as hunger or thirst
are not satisfied, This child continues to experience his or her
individuality most sharply when he or she breaks social convention or has
wishes or desires that are deemed socially unacceptable (Miller 1982). The
I is also the creative element of the self: it is the I which makes
decisions, or thinks, or does something original (Markova, 1987). The
prerequisite for originality is a knowledge of the current social
organisation, or common set of attitudes held on a particular subject,
which make up the Me component of the self. For instance, the development
of the game of rugby to rugby league and then to the highly technical
American football demonstrates how organised social activities are
constantly changing as people stamp their individuality on to the
structure. This sets the self and society into dynamic relationship with

each other.

The I and the Me act together as the two components of the self.
While the Me is reflexive, the I does not directly enter the
consciousness of the individual. One may be aware of the possible
reactions of others, or the outcome of various actions, but the I is not

conscious. The I acts, and then the Me considers the consequences of
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the actions for oneself in the wider social world. Thus actions may be

novel and surprising even to oneself!

Mead: the implications for the self-concepts of people with a mental

handicap

Does the emphasis which Mead places on the social construction of
the self mean that a person is locked into a particular view of him- or
herself, or a particular role, consistent with the way he or she is
treated in his social world? In other words, if a person is treated as
'handicapped’ by significant others, is she or he likely to develop a
'handicapped’ self-concept? This is a question that can only be answered
by examining the relative weight which Mead gives to social construction

and agency in the development of the individual'’s concept of self.

Mead (1934) claimed that children internalise the social structures
and processes of society into their self-concepts. This means that they
define the individual’s position in society in relation to these attitudes
and structures. Mead described the internalisation of the ’generalised
other’ as leading to the ’institutionalisation’ of the individual. Thus,
although one has a particular set of attitudes which afford a unique view
of social processes, one first has to be part of an institution before one
can express one’s individuality. Since the individual is so tied to
societal institutions the question arises as to how it is possible that he
or she could develop a view of self different from the one which he or she

has been socialised to adopt.

In contrast to such a deterministic approach, Ashworth (1979) felt

that through reflexive thought and ’agency’ Mead left the door open to
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allow the individual to play a part in determining his or her own
self-concept. The power of a symbol is that it allows the individual to
break out of the set of social relationships in which he or she is
enmeshed, to be ’'conscious of a past (remember) and anticipate a future’.
(Miller, 1982, p.11) However, the use of symbols may not emancipate an
individual from a particular set of social relationships. Language is
rooted in the social institutions of society. As the previous chapter
attempted to show, a stigmatised ’label’ might in itself lead to a person
being set apart and negatively stereotyped. If a person with a mental
handicap leads a life apart in a ’handicapped’ alcove of society, then he
or she may be unable to avoid the stigma associated with handicap and
perhaps come to internalise a ’handicapped’ view of self into his or her

self-concept.

A final point is that Mead’s theory is based on an explicit value
system. He is talking about an ’'open society’, where each individual has
the freedom to act and develop society’s social structures for the greater
good of all. Unfortunately, even in an ’open society’, the individual’s
ability to influence social structures varies considerably according to
circumstances. People with a mental handicap may often be restricted
even in the personal decisions which they are allowed to make, and have
little opportunity or power to change the views of parents or staff ahout

their 'handicapped’ status.

In conclusion, there is uncertainty in Mead’s work about the social
construction of the self and the ability of people to determine their own
views of the self through agency. However, if people can only experience
themselves in so far as they are an object to others, then they first have

to have the ability to influence social structures and others’ views of
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them before they can play a part in determining their own self-concepts.
Moreover, through internalising the ’attitude of the generalised other’
they have already developed a powerful sense of their relative social
position and responsibilties in society. Thus, on the basis of Mead’s
work, those with a mental handicap are likely to be aware of their
stigmatised status through being able to take the point of view of the
generalised other. Whether or not they internalise a stigmatised
self-concept would appear to depend on whether significant others treat

them in a stigmatised manner.

Kenneth Gergen

Gergen’s writings represent a significant contribution to social
constructionist theories of the self-concept. In order to grasp Gergen's
position it is necessary to follow the development of his ideas over the

past 17 years of his work,

In his earliest writings Gergen (1971) regarded the manner in which
the individual conceptualises him- or herself and his or her behaviour
simply as an extension of the way in which he or she conceptualises and
understands the rest of the world. Thus there is no stable entity or
structure called the ’self’. He saw the individual’s self-concept as a

central part of his or her conceptual framework:

...we have first hypothesised a process by which the
individual defines or categorises his own activities,
both internal and external. The resultant concepts of the
self are multiple and often inconsistent. Concepts,
primarily self concepts, play a crucial role in orienting

the individual to the world around him and enable him to
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increase his rewards and minimise punishment. (Gergen,

1971, p.38)

The fact that self-perceptions orient people in the social world
presupposes that people have an understanding of that world. One cannot
evaluate one’s actions, or evaluate the reactions of others, in a
particular context without an understanding of that social world. Yet
Gergen (1982) fails to make explicit the Meadian assumption of a shared
set of social norms which provide a framework for perception of the self.
Hence it is something of an understatement, if not misleading, for Gergen

to say:

...the only significant limit over the individual’s
interpretations of his actions appears to he that

furnished by social convention. (Gergen, 1982, p.143),.

It is only in the conclusion that he admits the primacy of the

individual’s understanding of the social world:

The manner in which people understand their actions, the
manner in which actions are applied to themselves, their
private ways of making sense of their actions are all
primarily dependent on and limited by the particular
support system in which they are enmeshed. (Gergen, 1982,

p.145).
The central feature of Gergen’s (1971, 1977, 1982) earlier writings
was a proposal about the mechanisms involved when people translate

information about themselves, gleaned from the social world, into their
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self-concepts. Gergen thought that people were unconscious of these
processes because by reflecting on these processes they would lose their
influence. He suggested the following processes operate in the formation

of the self:

i. observation of one’s own actions and feelings,
ii. evaluating the consequences of one's actions in the social world,
iii. reactions of others to one’s actions,

iv. social comparison.

These processes were not mutually exclusive or distinct. For
instance, let us take the example of a young boy, Peter, who helps an
elderly neighbour with her garden. Peter may consider himself to be kind
and helpful by the very fact that he is helping. At the same time he can
see that he is making his neighbour happy and the garden tidier by dint of
his efforts. Others may observe his ’'good deeds’ and praise him for being
a helpful and generous person. Peter may reinforce this perception by

comparing himself with his brother who refuses even to touch a garden

spade,

According to Gergen, these processes generating people's
self-concepts are reactive., They pick up clues in the social world to
determine their relative social position. In this way Gergen presents
people as passive recipients of external stimuli and fails to take
account of individual agency or how people can alter or influence their
social worlds. It is therefore not surprising that Gergen drew on
evidence from social psychological experimentation. In such experiments
the participants are often assumed to be passive subjects who react to

external stimuli. Although Gergen (1982) stated that the individual has
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the capacity to reflect on how he or she would he seen in different
contexts and at different times, he did not pursue or consider the
consequences of such capacities. To a certain degree this would emancipate

the self from its immediate social framework.

As Gergen’s writings developed, he took more account of the agency
of self, (Gergen 1984, 1987). However, the part played by agency remains
secondary to the social wunderpinnings of the self. From viewing the
self-concept as being ’'restricted by social convention’ and being shaped
by the ’social circumstances’ in which it found itself, he began to assert
the primacy of society and in particular of social relationships to the
nature of one’s self-concept. For example, he no longer saw social
comparison as providing absolute insight into a person’s self-concept. A
person might compare him- or herself to flatmates and decide that they
were untidy compared to him or herself. However, he or she relies on the
societal norm when making Jjudgements about tidiness and untidiness.
Ultimately then, the self, including its agency, and the shape it takes,
reflect the very nature of the society in which the individual exists.

Therefore, the theories of self:

«+.inform the society as to what the indivdual can or
cannot do, what limits may be placed over human
functioning and what hopes may be nurtured for future
change. Further, they inform society as to the rights and
duties, designate those activities to be viewed with
suspicion and approbation, and indicate who or what is
responsible for our present condition. To define the self
is, thus, to sit in implicit judgement on society.

(Gergen, 1987, p.2).
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Thus Gergen (1987) has moved from a ©position where the
self-concept is governed by the society in which it exists, to one where
it reflects the structure of society. Thus the fact of agency does not
force Gergen to reconsider his social constructionist position. He does
not see social construction and agency as in opposition, but agency as
emerging from social construction. In other words, it is in a social
context that one is an agent, one acts on the social world; and it is
society which acknowledges one’s agency. Agency in Gergen’'s view is a
social phenomenon, an integral part of wider social processes. By thus
regarding individuality as an artifact of ’community' or relationships
with others, Gergen (1987) avoids grasping the the thorny issue of agency
and its implications for the social construction of self. Because
psychological mechanisms serve the community, or social relationships,
Gergen thinks that it is most fruitful to investigate these social
processes. Gergen uses a chess metaphor when arguing why social processes
should be investigated rather than adopting an individualistic approach to
the study of self., He talks of having ’'a rich language to describe rooks

and pawns while we still do not understand the game of chess’.

Gergen: the implications for the self-concepts of people with a mental

handicap

In his earlier work Gergen (1971) adopted a ’looking glass’ approach
to the concept of self. By means of a number of psychological processes a
person’s relative social position in a particular social setting is
determined and that is the person’s self-concept. Using the theoretical
framework outlined by Gergen (1971), people with a mental handicap would

simply come to see themselves in a fashion that is consistent with how
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they are treated. Whether they would be aware of the negative stigma
attached to their position is doubtful. In Gergen’s early work, unlike
Mead’s, individuals do not have to understand their relation to the

society in which they live or take the role of the other.

In his more recent work, however, Gergen moved to a position where,
like Mead, he regards the self as emerging from society. He takes account
of agency and the importance of interaction betwe¢athe self and society.
However, whereas in Mead's work people play a unique part in society and
their awareness of their uniqueness is the cornerstone of their selfhood,
in Gergen’'s writings the individual becomes secondary to the social
processes, a 'pawn’ in the game. Thus, the question arises as to how far
Gergen has moved from a purely social constructionist view of self? If the
person with a mental handicap takes a 'normal’ view of him- or herself in
society, then he or she is likely to be aware of his or her handicapped
and stigmatised status in relation to others. However, when the person
with a mental handicap reflects on his or her position in the proverbial
game of life, will the person accept or reject a handicapped role? Using
Gergen’'s framework, if someone is treated by others as a handicapped
person and his or her views are given little credence, then it is likely
that his or her self-concept will come to reflect the 'handicapped’ role

afforded by society.

Hamlyn

Hamlyn (1977) took issue with the social constructionist position
that to develop a concept of the self one first has to take the point of
view of the other or become an object to oneself. Hamlyn regarded this as

knowledge about the self and not self-knowledge proper. Hamlyn pointed
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out that if people acted purely on the basis of knowledge about the self
they would constantly be looking over their shoulders to see what others
thought - they would bhecome destructively self-conscious. What
distinguishes one'’s perceptions of self from the perceptions of others in
the social world is that one has control over one’s own life. One can make
decisions and influence the direction which one’s life takes, and this is
something that no one else can do for you. Hamlyn acknowledges that a
person has to understand his or her relative position in the social world
in order to act. But, he does not think that beliefs which one holds
about oneself can provide one with a working knowledge of the self as
agent. Consequently, knowledge of self is concerned with the individual’s
insight into his self as an agent, and not with the ’'heliefs’ which he or
she holds about him- or herself. This is achieved by involvement in
one’s own actions rather than reflection on them, which might lead to the
destructive self-conciousness referred to above. Through taking decisions
one is constantly changing, emphasising particular goals and values and
re-orienting one’s social position. To know oneself is to know that one is
an individual, in a social sphere, with one’s own momentum. To have
knowledge about one’s self is to know about one’s position in the social

world in a particular context and point in time.

Hamlyn: implications for the self-concepts of people with a mental

handicap

What consequences does Hamlyn’s work have for people whose agency
is restricted? People with a mental handicap 1living in an institution do
not even have the opportunity to choose the time at which they get up in
the morning, what time they go to bed at night, when and what they eat,

let alone make any major decisions about the directions they wish their
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lives to take. As a result of parental overprotection the autonomy of
people living at home may also be curbed to varying degrees. Surely if
people have less control over their lives, they are more likely to come to
view themselves according to how they are seen by others and less likely
to develop their own view of the self as an agent? Alternatively they
might come to see themselves in a fashion that is consistent with the
decisions they are forced to make. In both instances the end result would
be the same: the more autonomy afforded to people, the more likely they
are to decide the direction they wish their own lives to take and to

reject a stigmatised view of the self.

Markova

Markova (1987) showed how the idea of a knowledge of self gained
through experience was rooted in the work of Hegel. Hegel considered the
individual to have a reciprocal relationship with his or her environment,
at once altering it and being changed by it in this interactive process.
She illustrated this point using the example of Mead’'s ’'conversation of
gestures’, in which the person develops his or her knowledge of self and
others through their mutual interaction. The gaining of self-knowledge is
a continuous process because through acting on an object or interacting
with another, the individual may gain a greater understanding of the
characteristics of that object or insight into the views of the other
person. Equally, others will become increasingly aware of what they do not
know and so will be driven to further research of the object of their
knowledge or in getting to know the person even better. And just as
individuals’ knowledge of others develops, so does their knowledge of

self:
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...it is clear from Mead’s overall conception of mind that
while interacting with each other participants progress to
more complex levels their awareness as creative and

reflexive individuals. (Markova, 1987, p.70)

While Markova agreed with Hamlyn that the emphasis of the self
theorists has bheen on the social construction of the self, she did not
accept that reflection necessarily leads to destructive self-conciousness.
If a person is passive, then indeed he or she would find him- or herself
looking over his or her shoulder all the time, to see what others thought
of him or her. However, as an agent, the individual is acting and
reflecting, hence the Meadian I and Me. The individual reflects on
the actions of the I, and consequently the Me develops through the
actions of the I. The I and the Me are not fragmented sections but
parts of the whole process of self-conciousness accounting for the

development of the self. As Markova explained:

Action and reflection are two phases of one and the same
process, and I and Me constantly alternate their positions
and one changes into the other or one is relative to the
other. ...But this kind of reflection and evaluation rather
than leading to alienation, is simply a stage in the
developmental process of self-knowledge. (Markova, 1987,

p.71).

Markova also acknowledges the emotional content of a person’s
self-concept. As she notes, the individual does not simply internalise
'neutral’ information about the self. Such information has meaning to the

individual, and this meaning cannot be detached from the person’s emotions
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or feelings. In contrast Mead considered the development of self to be
solely a ’'cognitive' exercise, while Gergen pointed to experimental
evidence that the individual does not have an emotional life as such, but

experiences generalised states of arousal which are socially defined.

Markova: implications for the self-concepts of people with a mental

handicap

The predictions that might be made about the self-concepts of people
with a mental handicap on the basis of an Hegelian approach are, in the
first instance, positive. The individual influences his or her environment
as well being influenced by it. One 1is not simply a product of one’'s
social circumstances, one is an agent in one’s own right and may
consequently develop one’s own view of self on the basis of experience

with the world.

In becoming human, one is working to become human, indeed
one has to struggle for it, as Hegel made clear. Everything
a human being achieves comes from active practical
involvement rather than from sheer acceptance of

information and attitudes. (Markova, 1987 p.G8).

The fact that Markova highlights feelings allows the prediction, on
the basis of her writings, that a person might reject the negative
connotations of handicap. However, to develop self-conciousness, the

person has first to be recognised by others as being a fellow human being:

Therefore, the seal of a person’s being cannot be impressed

upon others by means of a physical manipulation as in the
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case of physical objects. Instead, human beings can be
brought voluntarily to recognise each other as equals in
their social, emotional and intellectual powers. By
mutually recognising themselves as mutually recognising one
another, human beings acquire self-consciousness, and the
ability to take the attitudes of each other. By doing so,
one recognises how the other participant feels, thinks and
what he or she intends, and the one knows that the other
participant knows these things about the knower himself or

herself. (Markova, 1987, p.67-68)

Even though Markova rejected a strictly social constructionist view
of self, the skeleton remains in the cupboard. What happens if the person
is not recognised by others in his or her world as being an equal? What if
the reciprocity is severely curtailed because one person’s actions are
severely limited, or if he or she is not taken seriously by others?
Presumably this does not prevent the individual from developing
self-awareness. If this were the c#se, how could people with extreme forms
of cerebral palsy, who are unable to communicate or readily act on others,
let alone on objects in their environment, develop a concept of the self?
Does the mentally handicapped person’s lack of power make him or her more
likely to internalise the views of others, or will he or she continue to
struggle to assert his or her common humanity? Certainly it would appear

that the greater the individual's autonomy, the more likely he or she

would be to reject his or her handicapped status.
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Conclusion

It is difficult to make firm predictions on the basis of any
theoretical writing, given that any theory is open to interpretation or
that emphasis may be given to one particular aspect or another. However,
setting a problem in its theoretical framework helps one to tease out the
most salient points. The three elements which emerge as crucial to the

development of the self-concept of people with a mental handicap are:

i. how they are treated by significant others,
ii. the range and nature of their life experience,

iii., the amount of autonomy or control which they have over their lives.

In the seminal work of George Herbert Mead (1934) the ability of
the person to reject a stigmatised status depends in large part on the
extent to which his or her interactions determine his or her self-concept.
In the social constructionist theories of the self as typified by the
early work of Gergen (1971), the self is simply a reflection of how an
individual is regarded by others in his or her social world. Finally, the
key issue for those who assert the role of agency in the development of
self (Hamlyn, 1977, Markova, 1987) must be the extent to which the
individual has control over his or her life, and the nature of his or her
life experiences. For example, if a person’'s experience points to his or
her position in society as being ’handicapped’, and if the person’s
autonomy is restricted, will he or she be able to avoid internalising a

"handicapped’ view of self?
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CHAPTER 3

A Review and Critique of Research on The Self-Concepts Of People

With A Mild Mental Handicap

When reviewing the studies concerning the self-concepts of people with a

mental handicap, Wylie (1979) considered that:

Theoretically the most interesting questions center round
whether mentally retarded persons perceive themselves as
belonging in a stereotyped group, whether they would have
an accurate idea of the stereotype (if one exists),
whether they accept the stereotype as being accurately
self-descriptive and whether their overall self-regard or
some aspects of their self-evaluation are poor, as might
be predicted if the retardates recognise their
severe limitations and the relatively low regard others

have for them. (Wylie, 1979, p.359)

The above questions are interdependent. If people are aware of the
stigma surrounding their handicap what consequences could this have for
their self-concept? Unfortunately, most studies employing tests of
self-concept fail to examine people with a mental handicap’s awareness of
a negative stereotype. Thus, they investigate what they assume to be the
effects of stigma or their handicap for people’s self-concepts. The first
section of this chapter will consider how far such studies, testing
whether people with a mental handicap have a positive or negative view of

self, can actually provide insight into their self-concepts., Moreover,
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it is necessary to critically evaluate the considerable methodological
problems associated with 'tests’ of self-concept. The second section
will concern those studies which have investigated the awareness of people
with a mental handicap of the negative societal stereotype of mental
handicap and whether they indeed share it. Finally, participant
observational and interview based research in this field will be critical%

examined.

Children’s studies

Measures of Self-Concept or Self Esteem

The first review of the literature on the self-concepts of people
with a mental handicap was carried out by Schurr et al. (1970). The bulk
of the work concerned the consequences of special class placement for the
self-concepts of American teenagers with a mild mental handicap. Although
Schurr tentatively concluded that special class placements resulted in
children developing a more positive - ’academic’ self-concept than those
remaining in ordinary classes, the results from the various studies were
contradictory. While some found that special class placement led to more
positive self-concepts (McAfee and Cleland, 1965, Fine and Caldwell,
1967) others obtained evidence showing that school children developed a
more negative view of themselves (Meyerowitz, 1962, Piers and Harris,
1964), Schurr et al. explained this contradiction by pointing out that in
the studies they reviewed different instruments were used, the ages of
the participants varied and some of the children were from institutions.
More fundamentally, Schurr et al. (1970) expressed dissatisfaction with
operationalism as a basis for investigating the self-concepts of people

with a mental handicap. They suggested the major problem with these kind
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of measures was that they ’reflect the thinking and biases of the
researcher rather then the natural cognitions and concerns of the
subject’, Schurr et al. also believed that a direct line of questioning
would be fruitless because people with a mental handicap were ’especially

suspect as subjects for research demanding obtrusive measures’.

Yet recent research has pointed to the validity of responses of
participants with a mental handicap when they are talking about their work
and their residences (Carter, 1981, Howie et al., 1984). In spite of this,
research looking at the consequences of special school placement has
continued to produce contradictory results (Silverman and Zigmond, 1983,
Montague and Cage, 1974, Ziggler et al., 1972). One would not expect
people’s self-concepts to be stable unchanging entities. However, if
stigma did have an effect on the self-concepts of people with a mental
handicap it is likely that there would he a more distinct pattern to the
results of studies investigating this phenomenon. Indeed, if the measures
are insensitive to the feelings of teenagers with a mild mental handicap,
then this would justify Schurr et al.’s criticisms that such tests fail

to tap the perspective of people with a mental handicap.

A closer examination of self-concept scales reveals a number of
problems, In common with many operational methods, such self-concept
scales are too global and have no theoretical backbone. For example, Piers
and Harris’ test (1964) used Jersild’s (1952) collection of children’s
statements covering a range of feelings and thoughts which the researchers
believed to reflect a person’s self-concept. The statements which made up
Piers and Harris’ self-concept test were grouped under the following
categories:

a) physical characteristics and appearance,
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b) clothing and grooming,

health and physical soundness,

0

d) home and family,

e) enjoyment of recreation,

f) ability in sports play,

g) abilities in school, attitudes towards school ete.,

h) intellectual abilities,

i) special talents (music / arts),

j) just me, myself and I,

k) personality, character, inner resources, emotional

tendencies.

Piers and Harris started by attempting to obtain normative data in order
to standardise the test. From the subjects’ scores it was hoped to

establish the 'normal’ self-concept. Moreover:

the instrument was designed to identify cases of children
who are deviant as well as to establish norms, (Piers and

Harris, 1964, p.92)

Thus when Piers and Harris standardised their test and found that
institutionalised girls with a mental handicap had poorer scores than

their non-handicapped peers, they felt this added credence to their test.

The operational basis of the Piers and Harris test is typical of
self-concept measures. An operational definition is acceptable if it is
sensitive to what it claims to measure. But what evidence is there that
negative scores on this test mean that a person has a globally negative
self-concept? The notion of a ’global self-concept’ assumes that there are

certain items which are central to how a whole population view themselves.
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Thus an overall negative score would indicate that a person had a glohal
view of him- or herself that was negative in relation to the rest of the
population. Before such a claim could bhe made it would have to be
ascertained whether the items in the test had the same meaning and equal
salience for different groups of people within the population. Piers and
Harris do not present evidence that people in institutions, special
schools and ordinary schools hold the same issues as central to their
self-concepts. Nor is it likely that questions on issues such as home and
family are likely to mean the same thing to people who live in an

institution as to people who are living in their family home.

A study by Lund et al. (1981) raised further doubt as to the
validity of global measures of self-concept. The authors expressed concern
at the lack of data obtained from people with a mild mental handicap when
standardising measures of self-concept. Consequently Lund et al. set out
to investigate the validity of the Tennessee Self Concept Scale (T.S.C.S.)
for adolescents with a mild mental handicap. Like the Piers and Harris
test, the T.S.C.S. is made up of first person statements like 'I am a
happy person’. Half of the statements are positive and the other half are
negative. The participant responds by marking a Likert-type scale from
'Completely False’ to 'Completely True'. Lund et al., tested a group of
'educationaly mentally retarded’ (E.M.R.) adolescents and retested them
after a 10 week interval. They found only moderate reliability

coefficients and concluded that:

This finding strongly suggests that the self-concept of
individual E.M.R. adolescents is a more variable
psychological characteristic than has been previously

indicated in the research literature. (Lund et al., 1981,
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p-210)

I would rather suggest that this result reflects the test’s lack of
sensitivity to the specific situation in which the child might find him-
or herself, and the consequences of that particular social environment for
that person. Statements such as 'I am a happy person’ are likely to tap
relatively superficial thoughts and feelings. There is therefore no

reason why the tests should demonstrate consistency over time,

An example of the insensitivity of such tests is to be found in the
work of Montague and Cage (1974). Using the I-Feel Me-Feel self-perception
scale they compared the self-concepts of institutionalised and non-
institutionalised children with a mild mental handicap. In this test the
participants were presented with 40 pictures of children engaged in a
variety of social and school activities, both active and passive, on their
own and with adults and peers. The participants indicated their feelings
about the picture by marking one of five faces from ’'very sad’ to ’very
happy’. Using this instrument Montague and Cage found that both groups had
'good’ self-concepts relative to normative data collected with
non-handicapped children, and that there were no significant differences
between institutionalised and non- institutionalised children. In other
words, the study told one nothing about how the different environments and
experiences had affected the children’s views of themselves - they all

simply had ’'good’ self-concepts.

The necessity for a method which provides greater insight into the
dimensions of a person’s self-concept than a numerical score and a
positive or negative assignation has been recognised by some workers in

this field. Collins et al. (1970) concluded their discussion by stating:
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The results suggest that research in this area should
investigate specific dimensions of the self-concept
rather than employ a single global method. (Collins et

al., 1970, p.289)

For instance with special class placement, the dimension of self-concept

most affected might be related to school performance.

Carroll et al. (1982) found that the ’academic’ self-concepts of
special class children were lower than those of their non-handicapped and
learning disabled peers in mainstream classes. This finding makes better
sense, but there remains the difficulty of ensuring that these tests are
measuring the effects of special school placement. As MacMillan (1982)
explained, studies 1like Carroll’s which compare the self-concepts of
special school and mainstream children may not be measuring the effect of
special school placement, but the reason why they have been put there in
the first place. Special school placement may have heen preceded by an
acute sense of failure in an ordinary class, which could have affected the
participants’ self-concepts. It may also have been the case that the
participants in Carroll et al.’s study did not attach importance to their
academic self-concept. Jones et al. (1984) made the point that people with
a particular disability may rate themselves low on a measure of
self-concept, especially in those areas where they fail to achieve the
norm. But this does not mean that they necessarily have a globally
negative self-concept; they may lay greater store by other characteristics
not tapped by the normative test. Thus in order to find the consequences
of special school placement on the individuals’ self-concepts, it is first

necessary to gauge the importance to them of academic work.
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Stager et al. (1983) looked at the stereotyped attitudes held by
non-handicapped children towards their special class peers. They then
investigated the relation between this stereotype and how a group of
special school children characterised themselves, and their level of
self-esteem. Stager et al. found that if a special school child shared a
similar view of him- or herself to the stereotype of special school
children held by their peers, then this resulted in a lowering of his or
her self-esteem. However, if the informant’s self—desoription‘ was quite
different to the stereotype, then his or her self-esteem was not

affected.

These results showed that there is no simple relationship between
stigma and a lowered self-esteem. The authors concluded that ’the labelled
individual should be considered an active participant in this process’
(Stager et al., 1983, p.10). However, in this study the children were only
allowed to be as active as the experimenters let them. The children could
only rate themselves on the adjectives which made up the stereotype held
by their non-handicapped peers. Hence, although it is an interesting
relationship, further investigation is required to discover what part

these adjectives played in the children’s self-concepts.

Another strand of work has been concerned with the relationship
between the self-concepts of adolescents with a mental handicap and a host
of different factors which included sexual knowledge (Hall, Moriss and
Barker 1973, Hall and Moriss 1976), staying at a summer camp with
therapeutic aims (Rosewal et al., 1986 and Zemke et al., 1984), and taking
part in a Specié,l Olympics swim training programme (Wright and Cowden,

1986). Simpson and Meaney (1979) looked at the consequences of learning to
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ski on the self-concepts of children with a mental handicap. It was
perhaps not surprising that the children who had been involved in the 5
week skiing course had responded more positively on the self-concept tests
than the control group who remained in the school. The lack of surprise is
especially the case when the tests were carried out by researchers who had
been involved in the training programme, which everyone had apparently
enjoyed tremendously. This reflects a problem with all these studies: what
is the focus of the test? Is it an indication of how much the ’'subjects’
enjoyed the course or camp? Or does it measure how the camp or course

changed their view of self?

Experimenter Effects

Another way in which the informants in the above studies are
'active’ is that they may attempt to work out what the tests are for, and
what if anything will be the outcome or consequences of their performance.
A lot has been written about the methodological problems of carrying out
social psychological experimentation with suspicious psychological
undergraduates, but how are children or adolescents with a mild mental
handicap likely to interpret a self-concept or self-esteem test? These
tests invariably take place in a school setting and are most often
administered to groups of children. As the reading level required to
complete the test items is sometimes too high for these children, the
items are read out by the teachers or experimenters (Carroll et al. 1982).
These children probably have a history of test failure and of being placed
in test situations by specialists such as educational psychologists. This
is likely to maké them extremely sensitive to teacher expectations, even
if they are told at the outset that there are no right or wrong answers.

When Knight (1970) cast doubt on the validity of the answers given by
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children on these instruments she was probably right. However, the blame
does not necessarily lie with the children and their lack of

'truthfulness’, but rather with the instruments and procedures used.

In order to examine the potential effects of social desirability in
studies of this kind it would be helpful for us to consider one example
of school research which avoids many of the common methodological
problems. MacMillan (1982) thought that Schurr et al.’'s (1972)
developmental study avoided the pitfalls of being a comparative study
between a special school and mainstream group. Schurr et al. (1972)
followed up a group of children from immediately before they were formally
labelled as mildly mentally retarded and transferred to a special school.
Schurr et al. found that these children’s academic self-concepts increased
linearly after their transfer to a special school. Interviewer and
teacher variables were controlled for. The authors concluded that this
increase was a consequence of the participants comparing themselves with
their special school peers as opposed to the mainstream pupils. However,
it does not necessarily mean that the pupils thought that they were
generally brighter or academically more competent. Schum's results could
also be explained by pupils responding to teachers’ or experimenters’
expectations. The children were moved from a situation of low academic
regard to one where they were relatively competent in the eyes of the
teacher. Corrobative evidence for this proposal comes from Claudio
Casparis’ (1978) reinterpretation of Rheinberg and Enstrup’s (1977) study
into the difference between mainstream and special school students’
self-concepts of academic competence. They found that as the pupils
approached the end of their school career, their academic self-concept
went down. Casparis (1978) considered that this was due to the children

becoming more aware of their poorer competence relative to non-handicapped
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young people with whom they would soon be in direct competition as school
leavers. But it is unlikely that the children suddenly became aware that
others were brighter than themselves. Rather the answers they gave in the
academic self-concept tests could have been  influenced by others’
expectations of their responses. Thus when the youngsters were about to
leave school they believed that they were being asked to rate themselves,
not in terms of their school academic ability, but relative to the wider
population. In other words these tests did not tap, in an absolute sense,
how the children regarded their academic self-concepts, but how they saw
themselves relative to the particular reference group against which they

believed they were being tested.

Further evidence in support of the argument that the above tests
measured what the participants believed was being measured as opposed to
what the experimenters thought they were measuring comes from a study by
Strang et al. (1978). They investigated the effect of mainstreaming
special class children for half of each school day. In the first of two
experiments the authors found that the experimental group who were
mainstreamed for half of each school day showed a greater increase in
their self-concepts than the control group who remained in the special
class. The authors thought this might be a consequence of the mainstreamed
children's belief that they had succeeded academically by being
mainstreamed, or that they felt more accepted by the school system.
However, as the researchers were concerned with the effects of social
comparison, they carried out a second experiment with the mainstreamed
children. The researchers asked half of these children to compare
themselves with their non-handicapped mainstream peers. They allowed the
other half of the children to complete the self-concept test without

instructing them to compare themselves with anyone (free choice). Strang
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et al. found that those children forced to compare themselves with their
non-handicapped peers had lowered self-concepts than prior to being
mainstreamed, while the free choice group still had increased
self-concepts. The researchers thought that these findings demonstrated
the validity of social comparison theory. Alternatively, it may be argued
that the findings demonstrate the potency of experimental procedure in
biasing the outcomes of such studies. In other words the results for the
forced choice group may have been produced because the children felt that
they were being asked to demonstrate their insight into their competence
relative to that of their more able peers. This need not have been a
reflection of the participants’ wider feelings about their academic
abilities at this point in time which may well have been more positive due
to being mainstreamed. Even if this reinterpretation is ill founded, there
is enough doubt to make researchers more wary in concluding that they are
obtaining insight into the consequences of handicap or special school

placement on the self-concepts of children with a mild mental handicap.

Clinical Approach

The use of tests or measures of self-concept often denotes a
clinical or individualistic approach on the part of the researcher. Rather
than attempting to understand the individual’s views and feelings about
himself or herself in relation to handicap and stigma as a social
phenomenon, the ’handicapped’ identity is considered to be a quality of
the individual., Implicitly, it is assumed that the person has no real
insight into his or her situation but is unwittingly shaped by external
stimuli in a way which could be measured by applying a test. One
consequence of this is that researchers in this field will often attribute

their findings to an intellectual deficit. For instance, Silverman and
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Zigmond (1983) came to the conclusion that students with a learning
disability had self-concepts which were as good as those of
non-handicapped pupils, according to the Piers Harris test, because they
lacked the ’social competence’ to realise that parents, teachers and their
peers regarded them as ’'incompetent or academic failures’. However, this
conclusion is not substantiated by the study findings, as the researchers
did not investigate their informants' awareness of stigma or the negative

views of significant others.

Another example of such a sweeping assumption is when children with
a mental handicap are found to have positive self-concepts on these
measures and are described as having an ’'unreal’ or ’'inflated’ view of
self (Willy and McCandless, 1973). Willy and McCandless could not accept
that people with a mental handicap can have a positive view of themselves,

believing it to be a form of self-deception.

Findings from self-concept tests are often considered in the light
of personality theory. Once again such interpretations focus on the
individual to prove that he or she has a ‘'healthy’ self-concept. As
MacMillan (1982) so eloquently stated when describing the consequences of
Rogers’ theory of personality for the self-concepts of people with a

mental handicap:

According to current personality theory, optimal
personality developments and adjustment require that the
individual feel a sense of self-worth and that the ’real
self’ and ’'ideal’ seléﬁfﬁgt be too discrepant. This dual
requirement raises obvious problems for retarded

individuals - they are damned if they do have a high
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self-concept and they are damned if they don’t. For them
an accurate self-perception would probably be negative -
and according to current theory, a negative self-concept

is a bad thing to have. (MacMillan, 1982, p.437)

Ziggler et al., (1972) adopted a contrary theoretical approach to
Rogers and proposed that the greater the disparity between a person’s real
and ideal self, the greater his or her cognitive development aﬁd maturity.
They found that a group of institutionalised and non-institutionalised
children with a mental handicap had a lower real and ideal self-concept
than a group of children who were not handicapped. Ziggler et al.
considered that this was due to a lack of cognitive development and
negative life experiences. But the question arises, why should lack of
real self - ideal self disparity indicate a fault in the personalities of
the children with a mental handicap that would decrease their ’optimal
adaption’? This lowered real - ideal disparity could also be derived

from an accurate assessment of their social situation.

The idea that personality is related to I.Q. has spawned a number of
studies. Once again methodological problems make reasonable deductions
difficult., Malenby (1973) made claims about the perceived self-acceptance
of institutionalised children with a mental handicap on the basis of the
distance they stood from 'normal’ individuals during interaction. Mallenby
found that boys with a moderate mental handicap were less self-accepting
than either boys with a mild. or severe mental handicap. He found that
the girls with a mild or severe mental handicap were more aware and less
self-accepting than the girls with a moderate mental handicap. For
Mallenby (1973) to conclude that strong ’sex factors’ influenced the

perceived self-acceptance is hardly justifiable on the basis of this
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evidence. It could equally have been the ’normal’ individuals’ lack of
acceptance of the children with a mental handicap that were responsible
for the findings. Furthermore, there was no control group for the effects
of institutional experience. What opportunities did these children
ordinarily have to mix with ’'normal’ others, and was this largely confined

to members of staff?

Other research with children adopted a more psychoanalytic approach
to the study of their personality and its relationship to their
self-concept. Calhoun et al. (1978) focussed on the relationship between
the Goodenough-Harris Drawing Test and the Coopersmith Self-Esteem
Inventory. Although they cautioned extreme care in the interpretation of
the results of their small scale study, the authors concluded that the
Goodenough-Harris Drawing Test could be used as a projective measure of
self-concept as well as a developmental measure of intelligence. In
another study in this vein, Panek and Wagner (1979) investigated the
relationship between Hand Test personality variables and I1.Q. Although
Panek and Wagner failed to offer convincing evidence that the hand
drawings measured the participants’ personality rather than their

intellectual capacities, they concluded by stating that:

The results of the present investigation might also
suggest that the conception of an ’overall global’
conception of a retarded individual’s personality is
viable, provided it 1is acknowledged that the more
retarded the subject is, the more ’global’ the deficit.

(Panek and Wagner, 1979, p.603)

A more fruitful adaption of a projective technique to investigate the
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self-concepts of children with a mental handicap was the use of ’'Make A
Picture Story Protocols’ by James Ward (1973). He compared the stories
made up by a group of special school and mainstream children. They were
given a range of cut-out figures and background cards. They were then
asked to place the figures on one of the backgrounds and tell a story
about the scene they had created. The themes of the stories which the
children produced were generally the same. The one salient difference was
that the majority of non-handicapped children included theméelves as a
character in the story, whilst none of the special school children did.
Because this method allowed the children to define their own world and
their place in it, there was more possibility of gaining insight into the

perspective of the children with a mental handicap.

Adopting a clinical approach appears to draw the researcher away
from the wider social realities of disability for the individual. Instead
of looking at the individual’s situation and considering the consequences
for his or her self-concept, the researcher sees the problem as residing
in the individual. For instance, Slack (1986) investigated the effect of
stigma on the self-concepts of people with a mental handicap and their
views of others. She finished by suggesting that people with a mental
handicap had to learn to become more self-accepting before they would be
able to make friends with their non-handicapped peers. Unfortunately she
failed to mention the unwillingness of many non-handicapped people to make
friends with people with a mental handicap. Like Slack, other researchers
who take this slant are in danger of falling into what Cross (1981)

identified as the 'harmful’ trap of much psychology of disability:

In sumary then I am suggesting that the psychology of

disability so far has rested on a stance that, by
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ignoring the social realities of disability has
perpetuated these realities (and the harm they do) for
all people who are disabled by suggesting that the
answers to this problem 1lies within themselves. (Cross,

1981, p.458)

Another branch of research pertinent to the self-concepts of
children with a mental handicap was concerned with their expeétations of
success and failure. Rosen et al. (1971) compared the expectation of
success or failure of groups of children with a mild mental handicap and
groups of non-handicapped children on a manual task with their measured
level of self-esteem. They found similarities between institutionalised
and non-institutionalised children with and without a mental handicap of
the same mental age (MA) with respect to their expectations of and actual
performance. However, there were pronounced differences in the expectation
and performance between handicapped and non-handicapped children of the
same chronological age. Rosen et al. thought this was likely to reflect a
'developmental lag’ on the part of the participants with a mental
handicap., MuMillan et al. (1971) studied the attributions children made
as to why they were interrupted while carrying out a manual task. He found
that the children with a mental handicap were more willing to attribute
personal failure as the reason for ©being interrupted than their
non-handicapped peers of the same mental age. Although these participants
may not display this lack of self-confidence in 1less formal settings,

these findings may be indicative of past experience of personal failure.
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Adult Studies

The discussion of children’'s studies and particularly of the
application of measures of self-concept or self-esteem is equally
pertinent to adult studies employing these methods. Gowans and Hulbert
(1983), reviewing studies concerned with the ’Self-Concept assessment of
mentally handicapped adults’, felt that little progress had been made in
this area and noted that the vast majority of work had been cafried out in
the U.S.A with school aged children. The authors went onto say that the
problems with self-concept tests had been adiowledged by researchers
concerned with the adult self-concept, but few had attempted to do
anything different. Indeed one finds in the literature that children’s

tests are often developed for use with adults.

Zetlin et al. (1985) carried out a very important study examining
the problems people with a mental handicap have in responding to
self-concept tests. They used versions of the Piers-Harris’ Self-Concept
Scale and the Coopersmith Self-Esteem Inventory adapted for adults. The
people all attended a Sheltered Workshop. Their first answers were
followed-up either to help those who had not understood the statement or
to get those who had given a clear 'yes’ or 'no’ response to qualify their
answer. In the researchers’ analysis of the tape-recorded tests they coded
'qualifying’ responses according to whether the people did or did not
substantiate the initial answer. Zetlin et al. found that problems with
comprehension, having a ’personal agenda’, or seeing the statements in
terms of a particular personal issues, were three of the factors that made
39% of the qualified resonses ’'problematic’. No simple relationship was
found between I.Q. and the type of qualifiers used by the subjects.

Therefore, the authors warned that great care should be taken in drawing
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conclusions from self-concept tests with people wih a mental handicap, as
the rationale for giving particular answers may not be that assumed by
the researchers. Moreover, through their content analysis the researchers

identified examples of the widely found problem of social desirability.

The work reviewed by Gowans and Hulbert (1983) did not focus on the
effects of stigma on the self-concepts of people with a mental handicap.
Rather it was concerned with 'understanding personality and behaviour’. It
typified the clinical approach and was concerned with how the
self-concepts of people with a mental handicap related to their ’social
adjustment’, ’personaligy adjustment’ and ’rehabilitation’. Nevertheless,
several of the studies were exceptional in so far as they made a more
serious attempt to tap the perspective of the person with a mental
handicap. Nooe (1977) investigated the usefulness of a self-concept test
as a measure of the readiness of people with a mental handicap for living
outside the hospital. With a very small sample of seven participants, Nooe
found that his self-concept test was a good predictor of the level of
independence they had reached. In this study Nooe (1977) made several
important departures from ordinary self-concept measures. Firstly, his
subject matter was concerned with the move to live more independently, and
secondly the items used in his test were drawn from statements recorded by
the participants themselves. This test therefore had greater validity in
that it was more sensitive to the participants’ feelings about the issue
under investigation.

-Bacton

SpindlerLet al. (1976) used the repertory grid technique with a
group of instituﬁionalised people with a mental handicap in order to gain
greater insight into their ’'social disabilities or personality disorders’.

The constructs used were those considered by the researchers to be most
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pertinent to the individuals’ problems or world view. Once again this
approach had the advantage of being tailored to the specifications of the
group under study. Moreover, the repertory grid technique allows
participants to use the constructs to actively display the nature of their
self-concepts. The draw-back was that the contructs chosen by Spindléf?gz\
al. determined, in large part, the kind of self-concepts that the
participants could have. Thus, only part of the picture would have been

uncovered.

One important aspect of the self-concepts of people with a mental
handicap is how they see themselves in relation @9 others, and which
reference groups they use to determine their view §f self. Investigating
how people with a mental handicap view labelled others in relation to
non-labelled others helps one to understand their self-concepts and points

to their awareness of the negative attitudes held by non-handicapped

people.

Gibbons and Gibbons (1980) investigated the ’group concept’ of
institutionalised adult people with a mild mental handicap. The
researchers did this by reading the people with a mental handicap one
favourable and one unfavourable story about a particular character. The
character in one of the stories was an ’institutionalised’ person and the
character in the other was a non-labelled person living in the community.
On hearing the story the participants had to rate the character on a
number of adjectives and answer 'social distance’ questions about them
(how friendly they would like to be with the character in the story and
whether they wouid like to live near to the person). After hearing both of
the stories the participants were asked to make comparisons between the

institutionalised and non-institutionalised characters. When the
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institutionalised and non-institutionalised characters in the story were
presented in a positive light they were rated favourably; when they were
presented negatively, they were rated as such. On the social distance
questions however, the participants were more positive about living near
to and having as a friend the non-labelled individual rather than the
institutionalised person. In the questions where the participants were
asked to make a direct comparison between the institutionalised and
non-labelled characters the latter were again looked upon most favourably

in the social distance questions.

The authors interpreted these results as demonstrating that the
participants did not look down upon or derogate people labelled as being
institutionalised, but wished to dissociate themselves from the stigma

that was attached to their institutionalised peers.

In further research Gibbons (1985a) extended his previous study to
look at the sociometric preferences of participants with a mental
handicap, both institutionalised and community based. In this research the
participants were asked to evaluate opposite sex labelled and non-labelled
pictures, using a number of adjectives. In this instance the label used
was ’'mental retardation’, which avoided the possible ambiguity of
'institution’. The authors also asked the participants to rate the
physical attractiveness of the person in the pictures. It was found that
the labelled pictures were less positively evaluated on a number of
adjectives and in the social distance questions (i.e. how friendly would
you be with the person?, how near to the person would you 1live?). The
results were consistent with the findings of the previous study, with
institutionalised and community based groups tending to rate the

non-labelled individuals more positively than the labelled individuals. In
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addition, the women’s extremely negative evaluations of labelled men on
social desirability and social distance questions were considered

noteworthy.

In a second part of this study Gibbons went on to look at how the
participants evaluated themselves on the same indices they had used to
judge the pictures. To check the wvalidity of the pgrticipants’
self-reports the researchers asked staff to judge the participants on the
same indices. Most participants’ responses were significantly correlated
with those of the staff, but there were significant differences on the
judgements made about ’'smartness’ and ’physical attractiveness’.
This does not mean, of course, that the staff were right and the people
with a mental handicap were wrong. For instance, one possible explanation
was that they were using a different set of criteria or were comparing
themselves to a different reference group. In the comparisons between the
participants’ self-evaluations and their judgements of the pictures it
was found that they tended to see themselves equal to, if not more
positively  than, the labelled person, and roughly equal to the
non-labelled individual. Only on ’'social success’ (relationships and
marriage) did the participants rate themselves more negatively than they
did the labelled or non-labelled characters in the pictures. Once again
the exception to the rule were the community based women, who were

extremely critical of the labelled male individuals.

Gibbons (1985a) thought that these results might be explained by
'downward social comparison’, in other words by the participants judging
themselves more favourably than their 1labelled peers to increase their
self-esteem. The more modest self-assessments of the community-based

groups were due to the inclusion of non-handicapped people in their
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reference groups. Furthermore, Gibbons thought that the greater
sociability of the community based women led to their having more contact
with non-handicapped men, which resulted in their exceptionally harsh
judgements of the labelled men. Once again, downward social comparison
could not be the whole story. Although the participants rated themselves
positively relative to their handicapped peers, they did not show an
inflated view of themselves. Moreover, they did not consider that they
would necessarily enjoy the same ’social success’ as non-handicapped

individuals.

The results of this study provide some insight into how people with
a mental handicap regard themselves relative to their non-handicapped
peers. The problem is that, using these methods, the participants can only
rate themselves and others on the indices laid down by the researchers.
Consequently, there is no way of knowing on what criteria and for what
reasons they rate themselves and others as they do. Thus, the evidence is
far from clear and we are left guessing how much they have a negative view
of labelled others, how much they are aware of and wish to escape from
stigma, and how much they value their non-handicapped peers and seek to be
associated with them. When he reviewed his owﬁ and other research in this
area Gibbons (1985b) discussed the ambivalent feelings which may be evoked
if one has a negative stereotype of people with a mental handicap, and yet
is oneself identified as a handicapped individual and socialises and
works with people from this group. Thus, while experimental work may
provide clues, the relation between stigma and self-concept is too
complex to tease out using such methods. Yet, in raising these questions
Gibbon's (1985a) paper should provide the impetus to investigate in more
detail both how people with a mental handicap view themselves relative to

others, and the stigma associated with handicap.
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Participant-Centred Studies

Although the majority of work still uses approaches based on the
researcher’'s point of view as outlined above, there is growing concern
with the need to obtain the perspective of people with a mental handicap
in the study of their self-concept. The growth of the self-advocacy
movement, particularly in the U.S.A. (Williams and Shoultz, 1982, Rhoades
et al. 1986), has demonstrated the acute awareness of stigma among many
people with a mental handicap and their own efforts to tackle the
resultant prejudice. In psychiatry, the threat to the mental health of
people with a mental handicap caused by stigma (Judge, 1983) is being
taken increasingly seriously. Reis and Benson (1984) pointed to
'labelling, rejection and ridicule, segregation, infantilization, social
disruption, restricted opportunities and victimisation’' as causing serious

problems for people with a mental handicap:

The view that mentally retarded people often develop
emotional problems because of slow development and
deficiencies in social skills‘is plausible. However, many
of the emotional problems seen in mentally retarded
people are very much what mental health researchers would
expect if non-retarded people were exposed to negative
conditions for long periods of time. (Reis and Bensen,

1984, p.10)
Despite this interest there have only been a small number of studies
which have set out to investigate the meaning of handicap and stigma for

people with a mild mental handicap, and the consequences for their
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self-concepts.

Robert Edgerton (1967) carried out one of the first and most
important ‘'participant-centred’ studies. He introduced the ’emic’
anthropological approach to gain insight into the daily lives, thoughts
and feelings of people with a mild mental handicap. In his classic study
'The Cloak of Competence’, he used participant observation to investigate
a group of people with a mild mental handicap who had been discharged from
a large mental handicap hospital in California. Edgerton provided a vivid
account of the lives of the ex-hospital residents, who struggled to get
by, often with a lack of basic self-help skills, with little support or
help and in extreme social isolation. At the same time they had to deal
with the stigma associated with their lack of competence and
hospitalisation. The ’emic’ method meant participating in the lives of the
people being studied in order to ’enter their world of meaning’. However,
this is somewhat contradicted by the need to step back from this world of

meaning in order to make sense of it. As Edgerton’s (1984) explained:

...although the attainment of the ’natives'’ view
requires long-term immersion in the world of the people
being studied, the approach also requires disciplined
detachment from that world, an objective or outsiders’
assessment of what these people actually do and how well
they say they do fits with what they actually do.

(Edgerton, 1984, p.498)
A disciplined detachment is necessary if one is going to obtain a
deeper understanding than a mere descriptive account. However, rather than

generating concepts from insight which was gained into the ’native’ view,
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Edgerton (1967) applied an external framework within which to interpret
the ex-hospital residents’ lives and make sense of their statements. He
took his framework from Goffman’s (1963) discussion of stigma and the way
people cope with having a ’'spoiled identity’. In particular, Edgerton
discussed how they attempted to ’pass’' as competent and to deny their
handicap with the aid of ’'benevolent conspirators’ or ‘'benefactors’. In
interpreting his findings in this way, Edgerton was treating the
ex-hospital residents as ’natives’ in an alien culture. For example, he
regarded their interpersonal relationships as different from those of
non-handicapped people. Edgerton described the ex-hospital residents as
having no real friends, only what he called ’benefactors’', whose motives
ranged from ’exploitation’ to ‘altruism’. Into this category fell
employers, neighbours, relations and even husbands and wives. However, he
was overlooking the fact that most people are dependent on others for
various kinds of support, leading to a network of interdependence. As a
consequence of institutionalisation and the stigma associated with their
handicap, socially the ex-hospital residents were extremely isolated.
Given this state of affairs it was not unusual or surprising that they
relied heavily on the few social contacts that they had. Moreover, this
did not mean thattheir needs for interpersonal relations were different
from aryone else's, nor that they had nothing of human value to offer

others apart from dependency.

Central to Edgerton’s account of the ex-hospital residents®' lives
was the way they coped with their handicap and the stigma associated with
having been institutionalised. Edgerton thought that they were obsessed

with passing as 'normal’ because:

These persons cannot both believe that they are mentally
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handicapped and still maintain their self-esteem. Yet
they must maintain their self-esteem. Clearly then
passing and denial are vital. The point is critical, for
the stigma of mental retardation dominates every feature
of the 1lives of these former patients. Without an
undertanding of this point, there can be no understanding

of their lives. (Edgerton, 1967, p.208)

Edgerton’s terms ’passing’ and ’denial’ are interdependent. The
individuals attempted to ’pass’ because they could not cope with admitting
their incompetence. The ’'denial’ of their handicap was necessary
because their incompetence was so transparent that they could not help
being aware of their own incompetence. Hence the implicit reference to the
Emperor’s clothing in the title of Edgerton’s book 'The Cloak of
Competence’. But from Edgerton’s own account of the ex-hospital residents’
lives it is apparent that the concepts of passing and denial did not
adequately explain their reactions to stigma. Given their situation it was
not surprising that they made an attempt to pass as ordinary members of
society. These people had been ’discharged’ from hospital, they were not
supported or overseen by statutory services. They had to lead their own
lives: to obtain work and accommodation, to create their own social lives
and all the other things necessary for their survival. For them to have
admitted they had problems with literacy or numeracy or had spent a great
deal of their time in an institution for people with a mental handicap
would not have enhanced their opportunities to obtain employment or to
make friends. Thus whether or not their attempts to ’pass’ were
incompetent and they made few friends and relied on a small number of
people for a great deal of support, their efforts were simply aimed at

getting on as best they could, and part of this process was the avoidance
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of stigma.

One example Edgerton gave of ’'passing’ was ’'managing material
possessions’, In this section he described how those who had left the
hospital with few if any personal possessions, bought various items such
as old photograph albums, china and even old letters in order to give the
impression of having a personal history. It would be difficult to imagine
that this was primarily a device to counteract stigma. Rather it could
have been a real attempt to buy a past which they had in fact lost
through institutionalisation. To obtain a sense of belonging or to have
foundations on which one can build a future is also a common concern of

people who have spent their childhood in care.

Edgerton (1967) began his discussion of the ex-hospital residents’
'denial’ of their handicap by placing this reaction in its historical
context. In an earlier paper entitled 'From mortification to
aggrandizement’, based on observation of hospital residents, Edgerton and
Sabagh (1962) outlined the transformation ’patients’ went through from the
time they were admitted to the hospital until they were about to be
discharged. He believed that on entering the hospitals their self-esteem
would have been at an exceptionally low ebb. This would have been further
reduced by the ’stripping’ procedures through which an individual is
forced to knuckle wunder the institutional regime. However, once
established in the hospital, they would have found themselves in the
upper echelons of the institutional culture, other residents being more
handicapped than themselves, and this would have resulted in
self-aggrandisemént through downward social comparison. The belief that
they were superior to the rest of the residents then led them to assert

that they were misplaced in the hospital. These feelings of superiority
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would have been bolstered by a strong peer group of other mildly
oA Saboph
handicapped residents. Moreover, EdgertonA (1962) considered that these
feelings would have been reinforced by the hospital staff who were
concerned to maintain the participants’ feelings of self-worth. When the
residents left the hospital the ’'shock’ of discovering the reality of
their incompetence would have necessitated an attempt to ’pass’, and to
'deny’ their handicap, in an effort to maintain their self-esteem. To come
full circle, the ’excuse’ the ex-hospital residents then made in an effort
to 'deny’ their handicap was to attribute their relative incompetence to
the depriving experience of institutionalisation. An example Edgerton

(1967) gave from one of his case histories was this:

The problem is that when you have been locked away in
there for a long time you get nervous and also you don’'t
learn about how to live outside, so when you get outside
you can’'t act like a normal person - even when you’'re
smarter than outside people. I was in there I thought I
was going to rot. It’s not right. I never belonged there
and they kept me so long that now I'm confused and

nervous and can't get a job. (Edgerton, 1967, p.71)

Edgerton’s commentary on the above woman’s quote was:

And so the excuse continues, with variation for as long

as anyone will listen. (Edgerton, 1967, p.71)
Bogdan and Taylor (1982), who used the same example in a discussion
of Edgerton’s findings, asked the question: ’'whose truth should the

participant accept?’. Edgerton was undisputedly accepting the 'official’
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version of the truth. In following the contemporary wisdom, he considered
the hospital to be in general a positive experience, with staff concerned
about individuals’ feelings of self-worth. The ex-hospital residents were
incompetent, and naive about the wider world in which they lived. In his
paper about the self-concepts of mildly handicapped hospital residents
Edgert;:i::§;2§ made it clear that they had an extremely limited world
view and could not anticipate problems which they might face when living
in the community. Consequently, he dismissed the feelings which the
ex-hospital residents expressed about the effects of institutionalisation
as 'excuses’. Moreover, this allowed him to explain the results in terms
of the coping mechanism of ‘’denial’ outlined by Goffman (1963).
Unfortunately, because he failed to take seriously the perspective of
those with a mental handicap; he overlooked the meaning of stigma for them
or its effect on their self-concept. Rather, his work (Edgerton, 1967) was
concerned with the ex-hospital residents’ avoidance of or battle with with

stigma in order to maintain the integrity of their self-esteem:

Probably the most accurate understanding of the
ex-patients in their struggle for ’'denial’ is to see them
as participants in a self-destructive dialogue that is a
constantly changing dialogue Dbetween a highly
rationalised denial and gnawing self-doubt. (Edgerton,

1967, p.171)

Edgerton’s stated aim was to understand the perspective of people
with a mental handicap. As Bogdan and Taylor (1982) pointed out, such aims
were not compatible with a disregard for the thoughts and feelings of
those with a mental handicap. However, the excellence of Edgerton’s study

lies in the completeness of the pictures he paints of the participants’
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lives which allows one to draw different conclusions from his own. Once
again, if one takes the evidence Edgerton himself presents one may reach
the conclusion that the ex-hospital residents do, in fact, have
considerable insight into their own lives. After ranking the subjects on
their ’'level of dependence’ as a measure of their level of competence, he
found that competence was not related to the individual’s I.Q.. This led

him to concede that:

Other factors such as age, personality characteristics,
education or training, class or ethnicity or the like are
found to be much better predictors of community

adjustment. (Edgerton, 1967, p.197)

It would be unusual if many years of institutionalisation were found to
have had little or no effect on a person’s ’personality’, 'education’ or
'training’. Moreover, one would suppose that the ex-hospital participants’
self-confidence and experience of dealing with money, shopping and a host
of daily tasks and skills would have been far greater if they had spent

the equivalent time in the community.

Although Edgerton takes the explanantory concepts of ’passing’ and
'denial’ from Goffman (1963), he does not appear to use stigma in the same
sense as Goffman. For Goffman being stigmatised went beyond being
identified as having a negative trait: it meant coping with a negativé
stereotype associated with a negative trait. Thus, it was not simply that
the ex-hospital residents could not cope with being identified as 'stupid’
or as people who had been institutionalised; they had to cope with the
associated stereotype that set them apart from ordinary others. This puts

their 'denial’ of their handicap in a different light. Furthermore, it
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may help to solve the ex-hospital residents’ ’paradoxical’ denial of
handicap while happily relying heavily on others for help, a paradox that
was noted by Edgerton. If they accepted that they had particular
difficulties but rejected the negative stereotype, then the two reactions
would be compatible. It would appear, then, that stigma is a more complex
phenomenon than presented by Edgerton (1967), as were the ex-hospital

residents’ self-concepts.

Edgerton did, however, demonstrate the importance of stigma in the
lives of people with a mental handicap, their acute awareness of it and
the hurt it caused._ The problem with Edgerton’s study was that he
interpreted the lives' of his participants according to concepts external
to the participants’ own frame of reference. While there might have been
some validity in the explanatory basis of passing and denial, these
concepts prevented Edgerton from taking seriously the responses of the
participants and from understanding the consequences of stigma for them.
It was aclmowledged earlier that it is necessary to step back from the
the participants’ world in order to reflect, as objectively as possible,
on what they say and do. The danger is that one’s analysis may be based on
a perspective which distorts rather than clarifies one’s understanding of
the participants’ lives. This same point was brought out by Edgerton and
Berkovici (1976) himself in a follow-up study some 10 years later of the
same ex-hospital residents. He decribed the difficulties of attempting to

define their ’social adjustment’:

In our efforts to assess or predict the social adjustment
of mentally retarded persons, researchers have relied on
experts to define adequate or optimal adjustment. We,

after all, have been responsible for them. They must be
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helped to live with our standards. Given the nature and
history of mental retardation in the West it could hardly
be otherwise. However, after many years of community
living, persons once institutionalised as mentally
retarded could, as the persons in this study appear to
have done, develop their own collective and individual
views of what constitutes good social adjustment.

(Edgerton and Berkovici, 1976, p.495)

In a subsequent study, Koegel & Edgerton (1982) interviewed black
people with a mild mental handicap who had recgptly left school. They
found that the majority of participants acknowledged that they had a
'handicap’ or disability of some kind, the remaining respondents either
'denying’ that they had a handicap or avoiding the subject. Koegel and
Edgerton’s work made a valuable contribution to the study of the part
played by the label of 'handicap’ in the lives of people with a mental
handicap. However, its primary aim was not to gain insight into the
participants’ experience of stigma and the consequences for their

self-concepts.

An important investigation utilising participant observation was
carried out by Zetlin and Turner (1985) to examine the retrospective
accounts of the transition from adolescence to adulthood of people with a
mild mental handicap. The authors obtained their information from
individuals with a mental handicap and their parents. They found that this
period was marked by an attempt to obtain a personal identity and
autonomy. The cénflict which this produced with parents was compounded by
their growing awareness of the consequences of being regarded as

'handicapped’. These people experienced over-protectiveness, social
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rejection and a feeling of frustration at being left behind by siblings
and peers who had left home and gained greater autonomy. These experiences
led to a catalogue of behaviourial problems, and the parental strategies
for dealing with their son’s or daughter’s behaviour appeared to determine

the future 'adult adjustment’ of the person concerned.

Zetlin and Turner demonstrated that adolescents with a mental
handicap have ordinary aspirations and want to feel part of society. This
work has indicated, once again, the insight of people with a mental

handicap into stigma.

Zetlin and Turner (1984), carried out another study using the same
cohort of subjects who had moved from their family home to live more
independently. In this paper they considered the participant observational
data pertaining to the subjects’ ’'self-perspectives’ and the nature of
their ’social adjustment’. Further information was also obtained from
interviews with the subjects’ families. Like the earlier work of Edgerton
(1967), the subjects’ self-concepts were categorised according to their
method of coping with their stigmatised identities. On this basis they
produced four categories of self-concept, 'acceptors’, ’qualifiers’,
'vacillators’ and ’'deniers’. The ’acceptors’ were quite prepared to accept
that they were ’'mentally retarded’. They did not feel this was a major
problem in their lives as they had already made considerable strides
towards achieving what, in their minds, was a relatively normal 'adult’
lifestyle. The qualifiers were similar to the acceptors, differing from
them in their unwillingness to label themselves as ’mentally retarded’.
Instead, they talked about being ’slow’ or ’'below average’. They were more
sensitive both towards the problems they faced as a consequence of their

handicap and the associated stigma. However, they still did not consider
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their handicaps as being major obstacles towards achieving a relatively
normal lifestyle. The ’'qualifiers’ were younger than the 'acceptors’.
Zetlin and Turner noted that,in the course of the study)several subjects
had shifted from being ’acceptors’ to being ’'qualifiers’. Thus, the
researchers believed the participants’ self-perspectives were fluid and
they thought that growing into an ’acceptor’ might have been the natural
progression for the 'qualifiers’. However, one difference was that the
'qualifiers’ had used services which had been developed for people with a
mental handicap, while the ’acceptors’ had never had a system of services
to graduate from. Zetlin and Turner thought that the participants’
involvement with a network of other people with mental handicaps
contributed towards making their disabilities of continued importance to

them.

The last two categories of participants had the least realistic way
of coping with their handicaps. The ’vacillators’ were extremely sensitive
about being labelled as 'mentally retarded’ and claimed instead that they
had particular problems such as with reading and writing. This concern
with their handicapped status meant that they were extremely aware of the
consequences of their handicap for their lives and the negative attitudes
associated with mental handicap. There was considerable tension between a
wish to play down their ’'mentally retarded’ label and an acute awareness
of their dependency on others. The method of coping with this was
apparently to emphasise or fabricate achievements they had attained in
their 1lives, or explain how able they were relative to people more
handicapped than themselves. Finally, the ’deniers’ simply denied that
they had a disability. Along with the vacillators they were the most
dependent on other people for support and help in their daily lives. They

were able to maintain this 'self-deception’ of being non-handicapped while
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requiring considerable support by leading highly routinised lives.
Moreover, they avoided taking risks, or situations which might highlight
their incompetence. The ’deniers’, like the ’acceptors’, were an older

group of participants and were quite content with their lives.

The authors suggested that the parental attitudes and socialisation
practices were the key to understanding the development of the subjects’
self-perspectives. The parents of the acceptors and the qualifiers had
taken the most realistic view of the participants’ handicaps. They never
avoided the subject of their disability while encouraging them to be
independent and to make realistic targets for their lives. This allowed
these individuals to put their 'mentally retarded’ status in the context
of the steps they had taken towards a 'normal’ life. In contrast, the
parents of the ’vacillators’ had attempted to play down the problems
associated with their handicaps. While wishing their sons or daughters to
become independent they were not prepared for them to face the
consequences of their actions. The parents of the ’'deniers’ were also
unable to accept their children’s problems for what they were. On the one
hand they would attempt to explain away their offsprings’ handicap or
simply deny it, while on the other the parents would protect them from the

problems they faced as a consequence of their handicap.

Thus, while the researchers felt that the older ‘'acceptors’ and
’deniers’ had, over time, adapted a lifestyle to suit their
self-perspectives, they identified a clear set of background factors

responsible for their self-perspectives.

This study contributed a great deal to understanding the

self-concepts of people with a mental handicap. It demonstrated that the
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study of handicap and identity is not a peripheral issue but is central to
understanding the lives of people with a mental handicap. Nonetheless,
several problems remain. By focussing on the ability of people to cope
with a 'spoiled identity’ there may, once agaiq,have been the danger that
the researchers did not adopt the perspective of people with a mental
handicap but fitted the views they expressed and interpreted the lives
they led according to an external framework. There appears to be a clear
set of assumptions about the mechanisms which lead to people adopting the
most or least 'adaptive’ self perspectives. Furthermore, it remains
unclear as to whether stigma refers to the intellectual deficit itself,
the negative stereotypes associated with the handicap, or both. What
happens, for example, if a person makes great strides towards achieving
such 'normal’ goals as getting married and having work and yet is still
subject to considerable prejudice and discrimination? Moreover, social
dependence on family or non-handicapped others could result as much from
prejudice and discrimination as from lacking sufficient skills to make

non-handicapped friends.

More light has been thrown on this issue by such case studies as
those presented by Flynn and Knussen (1986) or the autobiographies
collected by Bogdan and Taylor (1982). The authors vividly convey the
feelings and experiences of people with a mild mental handicap, and there
is much to be learned from these accounts. For example, the individuals
whose autobiographies were collected by Bogdan and Taylor (1982) showed
considerable insight into their situation by going well beyond a mere
coping mechanism. They empathised with the stigma faced by other people
with a mental handicap and made the distinction between the problems
caused by their particular skill deficits, and those due to

discrimination and the prejudice with which they faced. However, in

-90-



spite of the importance of these studies they have the drawback of

remaining essentially descriptive.
Conclusions

Thus, the bulk of past work on the self-concepts of people with a
mental handicap used tests standardised for the general population. The
result of this psychometric approach is some kind of quantitative
statement about where on a continuum from positive to negative the
self-concepts of people with a mental handicap are located. These scores
are abstracted from the real experience of people and as such are
singularly uninformative. They do not help in understanding the common

experiences of people with a mental handicap.

Furthermore, the psychometric approach and studies carry with them
assumptions about the meaning and consequences of stigma. Few of these
studies attempt to investigate what stigma means to people before going on
to look at how it affects their self-concepts. For instance, some studies
assume that special school placement could result in children having a
lowered ‘’academic’ self-concept. However, academic ability might not be
of concern to children placed in a special school, but they may suffer
greatly as a consequence of social isolation or teasing from their

non-handicapped peers.

There has been very valuable research attempting to obtain the
perspective of people with a mental handicap. This work has demonstrated
that these peoplé are aware of the stigma to which they are exposed, and
that being identified as ‘'handicapped’ does influence people’s

self-concepts. The problem with the research is that it has tended to
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interpret the responses of the participants according to an external
framework, while the case studies have the disadvantage of being purely

descriptive.
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CHAPTER 4

Research outline and methods

The first section of this chapter will start by briefly introducing
the aims, and providing an overview, of the research. This will be
followed, in the second section, by a more detailed account of the
research methods. As well as describing the selection of participants and
the development of the interviews, it will explain the preconditions that
were considered to be necessary for successful interviewing. Finally, the
procedures for two out of the three studies which constituted this

research will be given.,

1) Overview of Research

A) Aims of research

The review of the previous work on the self-concepts of people with
a mental handicap, along with the theoretical writings on the social
construction of the self, provide indicators for research on this subject.
It appears that normative measures or standardised tests do not enhance an
understanding of the self-concepts of people with a mental handicap and
even less about how their disability and wunique set of social
circumstances influence the development of their view of self,
Criticisms were made of Edgerton’s (1967) work. However, the emic approach
which he pioneered with people with a mental handicap attempts to uncover
their perspective and examine how this relates to their particular social

situation. Social constructionist theory (Mead, 1934) also argues that to
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understand the development of people’s self-concepts cne must also know
how they are seen and treated by significant others, and the particular

social status which they are afforded in society.

There were three main aims of this research. First, to achieve some
understanding of the self-concepts of people with a mild mental handicap
and in particular of their views of themselves in relation to handicap and
stigma. Secondly, to investigate how the self-concepts of people with a
mild mental handicap are influenced by their experience of stigma and by
the problems associated with their disability. Thirdly, to examine the
social lives and networks of people with a mild mental handicap as this
provides an important indication of their relative social status and level
of experience. Where this work will differ from Edgerton (1967) or Zetlin
and Turner (1984) is that it will take more seriously the perspective of

people with a mental handicap themselves.

B) Studies and Instruments

There were, therefore, a total of three studies carried out as part
of this research investigating: i) the participants’ experience of stigma
and their perceptions of their social environment; ii) the participants’
view of themselves in relation to handicap and stigma; and iii) the
participants’ social lives and networks., As Edgerton (1984) has argued,
there are no short cuts to obtaining qualitative insight into people’s
lives: labour intensive methods are unavoidable. Thus, the instruments
used to obtain the data in the research were semi-structured interviews.
Three such interviews dealing with i) stigma, ii) self-concept and iii)
social life and networks were develped in a pilot study involving 25

people with a mild mental handicap. Pilot work was also carried out with
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three mothers.

C) Sample and location

Forty eight people with a mild mental handicap were selected to take
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