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Abstract

Background Social stigma and its impact on the life
opportunities and emotional well-being of people
with intellectual disabilities (IDs) are a subject of
both practical and theoretical importance. The dis-
ability movement and evolving theories of self, now
point to individuals’ ability to develop positive iden-
tities and to challenge stigmatizing views and social
norms.

Method This paper presents findings from a phe-
nomenological study of 10 individuals making the
transition from their family home to live more inde-
pendently and 18 individuals moving from a long-stay
hospital to live in community housing. It builds on
an earlier data set obtained from people living at
home with their families and examines: (1) people’s
awareness of stigma, and (2) their modes of adapta-
tion to stigma.

Results  The participants all believed that they faced
stigmatized treatment and were aware of the stigma
associated with ID. They presented a range of views
about self in relation to disability and stigma. These
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views included regarding themselves as part of a
minority group who reject prejudice, and attempts to
distance themselves from stigmatizing services and
from other individuals with IDs.

Conclusions The findings are discussed in relation to
theories of self and the importance of considering
psychosocial factors is stressed in clinical work with
people who have IDs.

Keywords identity, intellectual disability, self-
worth, social comparison, stigma

Introduction

Mental health problems have a higher prevalence in
the intellectually disabled than in the non-disabled
population (Prosser 1999). Dykens (1999) has
pointed to a number of possible vulnerability factors,
including social deprivation, and experience of fail-
ure. While social and other adaptive problems might
be the reason for people being marginalized and
experiencing frequent failure, a distinction has to be
made between people’s actual disabilities and the
social barriers and discrimination arising from
stigma. Stigma arises when a person differs from
dominant social norms on a particular dimension,
and is negatively evaluated by others. Consequently,
the person’s whole identity is defined by that dimen-
sion and the person is dehumanized, to a degree, by
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those who hold such views (Goffman 1963; Crocker
& Quinn 2000). Stigma may have a significant impact
on the lives of such individuals. Mead (1934) pro-
posed that a key mechanism in the development of
self-concept is that of becoming an object to oneself,
reflecting upon how one is treated by significant
others. This is also referred to as the ‘looking glass’
theory (Cooley 1956) because one comes to see one-
self in the evaluative behaviour of others. Becoming
aware that one is stigmatized is liable to threaten a
person’s sense of adequacy and well-being. In turn,
according to Cognitive Behavioural Therapy, such
negative self-evaluations could give rise to emotional
problems such as depression and anxiety (Blackburn
& Twaddle 1996).

Since Goffman’s (1963) account of stigma there
have been subtle shifts in the understanding of this
issue that reflect wider social changes. In the past it
was thought that acceptance was mainly achieved
through conformity. In his classic study of people
with intellectual disabilities (IDs) leaving long-stay
hospital, Edgerton (1967) demonstrated how an
awareness of their stigmatized status resulted in
attempts to overcome this spoiled identity and to
‘pass’ as normal. However, the growth of minority
pressure groups has demonstrated that stigmatized
individuals or groups, or those concerned with their
welfare, can achieve acceptance through social and
political action to change social norms (Jahoda 1995).
Once again, action can be taken both individually and
collectively to counter stigma. Thus, people might
complain to the police about being bullied by local
children or campaign for better employment oppor-
tunities. Studies concerning stigma and the self-
concept have also shown how people with IDs can
maintain positive identities by placing value on non-
stigmatizing personal characteristics (Crocker &
Major 1989). Downward social comparison through
comparing themselves positively with other disabled
individuals (Dagnan & Sandhu 1999), or denigrating
other marginalized or low status groups (Finlay &
Lyons 2000) is another way of maintaining a positive
sense of self.

Crocker & Quinn (2000) present a more sophisti-
cated model of stigma and its impact on individuals’
views of self than Goffman (1963). In essence they
argue that a number of social factors and mediating
psychological processes are likely to influence the
meaning of stigmatizing experience for the individ-

ual. For instance, being treated in a prejudiced fash-
ion by a person one expects to be understanding and
helpful might have a greater emotional impact than
being so treated by an individual one expects to be
prejudiced (Crocker er al. 1991). Situational factors
may lead to a heightened awareness of stigma. For
example, past experience of social rejection in certain
circumstances might amplify awareness of stigma in
these settings (Pert ez al. 1999). However, Crocker
and Quinn (2000) argued that the negative impact of
stigma is not merely the result of direct social expe-
rience. They pointed out that the social representa-
tions of particular groups can be stigmatized, and
that these social representations are often well under-
stood by members of stigmatized groups themselves.
Therefore, the number of positive social roles that
individuals have, such as employee, church member
or self-advocate, has also been suggested to act as a
buffer against the emotional damage of stigma (Dag-
nan & Sandhu 1999). Individuals may also be able to
challenge negative stereotypes imposed by others and
gain acknowledgement for areas of personal strength.
Crocker and Quinn’s model highlights the contextual
and dynamic nature of stigma, and the fact that peo-
ple may hold a range of beliefs about self in relation
to disability and stigma.

In order to understand the psychological impact of
stigma on people with IDs, and how they actively
interpret and manage their identities, it is necessary
to examine their beliefs about self in relation to others
and their social circumstances. Consequently, this
exploratory study attempts to provide some insight
into the dynamic relationship between people’s self-
perceptions and stigma, by examining the views of
individuals at a time of change in their lives. It pre-
sents findings from one group of participants with
mild IDs who were about to leave, or had just left,
their family home and another group leaving long-
stay hospital to live more independently. Two main
questions are addressed. As this study is concerned
with individuals’ reactions to stigma, the first ques-
tion is whether or not the participants believe they
face prejudice or discrimination. The next question
is how they adapt to their social circumstances,
and the views of self they hold or wish to present
in relation to stigma. The two groups will be exam-
ined separately, not to make comparisons, but simply
to take account of the family and institutional
contexts.

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729
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Method
Participants

The 28 people with mild ID who participated in
this study, came from different environments: (1)
The Housing group included 10 people who left
their family homes to live in one of four housing
projects provided by a voluntary organization for
people with IDs in Scotland. The housing associa-
tion provision consisted of a core house offering
hostel-like accommodation for six individuals. In
addition, there were small single person flats for a
further six people. The staff also provided support
to a number of satellite flats. The stated role of staff
was to facilitate an ordinary home life for the ten-
ants, while at the same time encouraging them to
be as independent as possible. However, it was rec-
ognized that the hostel-type accommodation was
somewhat incompatible with an ordinary life. (2)
The Hospital group consisted of 18 people who
were living in a hospital at the beginning of the
study. As the participants were being considered for
discharge they had been moved to a rehabilitation
unit. The hospital would fit Goffman’s (1961)
description of a ‘total institution’ in which individu-
als’ lives are closely controlled. It was one of the
first institutions for people with IDs to be estab-
lished in Britain, and was situated on the outskirts
of a Scottish town. There were still over nine hun-
dred residents in the hospital when the study was
carried out.

Two criteria were applied to the selection of the
participants: firstly, that they should have no severe
communication difficulties; secondly, they had to be
considered by their respective staff groups to have
the potential to live in settings requiring only lim-
ited staff support, and to be able to shop, cook and
wash clothes for themselves. The potential of the
hospital participants for this form of living was
assessed by a hospital multidisciplinary team on
the basis of the Wessex scale (Kushlick ez al. 1973).
The hospital participants were selected from among
the residents in a rehabilitation unit over a 2-month
period. The Housing group met the above criteria
by having been accepted to live in a setting which
offered only limited staff support and demanded
that their tenants should acquire the self-help skills
outlined above. They were selected from people
who moved from their parental homes during a 4-

Table | Sociodemographic characteristics of the participants

Hospital Housing

Characteristic group group
Number 18 10
Sex

Male 15 3

Female 3 7
Age range 20-55 20-40
Mean age 37 32
Physical disabilities or speech 4 2

problems
Spent majority of life in hospital I 0

month period, to live as tenants in accommodation
run by a voluntary organization. Sociodemographic
characteristics of the Housing and Hospital groups
are shown in Table 1.

Procedure and interviews

Semi-structured interviews were carried out with
the participants. Prior to the interviews, about
12 hours were spent by researchers gaining the con-
fidence of each participant and an undertaking was
given to maintain strict confidentiality. The inter-
viewer attempted to spend time with the partici-
pants at home, at the hospital or day placement,
and to accompany them to a club or other leisure
activity. In addition to building a relationship of
trust, the researcher obtained insight into the wider
context of the participants’ lives, providing a greater
understanding of what the participants were talking
about in interviews and facilitating the flow of
dialogue.

At least two interviews were carried out with
each participant, lasting in total between 2 and
3 hours. Approximately 45 hours of interviews
were tape-recorded and transcribed verbatim. The
intensive nature of the work limited the size and
scope of the study. The interviewer had a list of
topics to cover, while attempting to promote a
dialogue and allowing the participants to raise
issues which zkey saw as important. The inter-
views covered two areas (1) the participants’
awareness and experience of stigma associated
with their disability; and (2) how they responded
to stigma.

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729



722

Journal of Intellectual Disability Research

VOLUME 48 PART 8 NOVEMBER 2004

A. Jahoda & I. Markova ¢ Coping with stigma

Strategies for opening up sensitive topics for dis-
cussion were piloted for the interviews. The topics of
stigma and of disability were always approached indi-
rectly. The interviewer did not use the words ‘hand-
icap’ or ‘disability’, nor assume that the participants
felt stigmatized in any way.

Analysis

The first step was a content analysis of the interviews
to identify the participants’ reported experience of
prejudice and discrimination and their awareness of
stigma. The participants’ interview transcripts were
then analysed qualitatively, drawing on the methods
employed by Edgerton (1967, 1984). This involved
producing a summary of the views each participant
expressed about disability and stigma. The summa-
ries were then examined in order to establish the
main themes which emerged in respect to how people
managed their identities in the face of stigma.

Results and discussion

At the outset, participants’ experiences of discrimi-
nation and prejudice will be outlined. The second
section of the results goes on to examine how the
Hospital and Housing groups responded to stigma.

Section A: experience of stigma

Table 2 shows that most Hospital and Housing par-
ticipants were acutely aware of the discriminatory
treatment they faced in their lives and the stigma
associated with being known to use specialized ser-
vices. All participants mentioned at least one area of
concern with reference to services or their social
acceptance in the wider community. Indeed there
were a number of common themes raised by the
Hospital and Housing groups, in terms of their
experience of social rejection, discrimination and
prejudice.

Section B: presentation of self

There were several dominant themes which
emerged from the participants’ interviews in rela-
tion to how the participants responded to stigma,
or the views of self they wished to present at this
time of change.

Hospital group
Counter-culture and a sense of personhood

A key theme which emerged from the Hospital par-
ticipants’ interviews was their sense of themselves in
relation to the institutional context in which they
found themselves. Over and above complaints about
particular practices and lack of freedom, privacy and
respect, there was an awareness of their position as
residents within the hospital. They felt themselves cut
off from the wider social world, where people were
referred to as ‘outsiders’. These common resentments
fostered a counter-culture, which clearly opposed the
status afforded by the hospital. Thus the Hospital
participants who emphasized the common humanity
of all those with IDs did so with reference to a
particular institutional framework. As one man
commented:

They’ll no listen to you, what the residents in this
hospital says. No look at our point of view. Staff

help staff, residents haven’t got a say in anything.
Residents will never have a say, no in a hospital like
this.

However, the very institution which set people apart
as ‘patients’ provided a common language for them
to reject such treatment. Such a view was put by one
man in the following terms:

In this hospital you’re classed as patients, residents,
high-grade and low-grade and all this. I never
kenned I was a patient. I thought how was you to
get treated just the same as anybody else outside.
It should all be stopped — classed as patients

... we’re no dogs or animals or that. We’re just the
same as anybody else. They should stop all

this.

Distancing self from stigma

When the hospital participants described their social
environment, they did not merely resent the discrim-
inatory treatment which they experienced within the
hospital, but they were also acutely aware of the
stigma associated with the hospital in the wider com-
munity. Hence the Hospital participants who viewed
themselves as superior to their peers with IDs wished
to dissociate themselves from the institution. Leaving
hospital was not seen as a means to an end. To
achieve acceptance in the wider community, the par-

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729



VOLUME 48 PART 8 NOVEMBER 2004

Journal of Intellectual Disability Research

723

ing with stigma

A. Jahoda & I. Markova ¢ Cop

**+21q & aw s39sdn Jeym saey | "o|doad jew.ou Suleq I op
01 I pjnom | 3ey3 sSuiya Suiop ajdoad Suieas 9asdn 11q 9am € 393 | AYm saeys ‘wayy op
3,ued | 9snedaq s3] ‘Bulop aJe sjdoad Jsayio eym op 01 I pjnom | — (31om Inoge Subje] )

"31BY | JBYM SIBYI ‘UBDW | JBYM SJBYI 3G
— jwou} a4nok auaym 1yl sl Yo — Aes Aaya pue Sea sayao|d UnoA 1e >00o| B el Aoyl uay |
*J|9s4noA 03 31 dosy| pue K13 01 308 9ANOA ‘ways 3ul||91 91BY NOA pUB — ;WO. SWOD NOA Op BJUBYAA
—'noA 03 Aes pue dn awod 1ydiw ajdoad ‘Ino Suiod jo sadji| Sem | Ji Ing Aem e ul JYSLI[e [99) NOL
‘SOWEU WY |[BD SBUP|NOM IM ‘DPISINO AISM M JI ‘DB 9M
1eym ‘[eaidsoy ur aaam Aay j| -aeay Supjeadq |I| S|99) 3 ‘DW S1INH dPIsul ‘Mo NoA sn s1asdn 1)

*** Mowy| ok
o3e Aw ‘wopaaJ) AW 198 01 JUBM | ‘PJIOM dU3 SSILU O3 JUBM JUOP | “9)i] AW ssiw 03 Suluem 10U W |
‘Addey aq 031 Juem 3sn[ |-+ dn-UMOUIS B43AA "SPIY] UYIIM JUIYIP S3I| "SPD]

ou aJaMm 33s nop APaYd sIeY) MOW| | 3sNEI3q ‘s3Ulyl Op pue 03 01 WaY) |93 01 |I| JUOP IAA
'ssauisng AW saeyl 9sned9q 9Byl pue Jiey Jnok ysem ‘nok |21 (yeas |eaidsoy) Aeya Aem aya a1 3uop |

‘NOA 19| 9BUP|NOM A3Y | "9jI] UMO INOA UNnJ 01 ddUBYD B 198 SBUP|NOM
noj — s3ulyl UMO AW Op 01 JUBM | — WYl 01 ABS SBUUBD NOA ‘NOA JO 95JBYD Ul SJB JBIS B} ‘PJem
SYJ Ul UMOP 34N0A USYM 3SNEeD), "JJeIS Y3 JO SI|NJ Y3 O3 HD1IS O3 pey NOA *ddueyd & 308 3 upey Nox

[pajqesip,
z 9sNe29q >JOM UIEIGO J0U P|NOD 194
(D1v ay2 papuanp oym supdpiipd 4 Jo o) ausd Suluipa ynpy
dnou8 Suisnoy

Jeadsoy aya wouy swed Aoyl 1eyd

9 mouw| 03 apisIno wo.y sjdoad Sunuem 10N
[eadsoy

/1 a1 Jo ANUIDIA Ul 9A| 01 JUBM 10U pI]
$9SUNU paw.Ioyiun

/ Aq Ino uayey 3uraq jo paurejdwon)

/ sayao)d uo s3e1 |eadsoy jo paureidwor
uapisa. [eaidsoy & asnedaq

S uondalau 1o asnge SjPayd Jo ddualIadxy
apisino ajdoad mouy| 01

91 398 03 3Nd1yIp 31 9pew uoneiedas [edisAyd

[pudsoy 3yl yum pIpIOSSD DWSAS Y1 pub UonD3AISIS [PIDOS

SAIDLIISDI

Sl Ajgeynsniun sem juswuodiAus [eadsoy 3194
19Inb pue adead Joj Aumioddo

6 Jo pue AoeAlid jo >oe| 3noge siurejdwor)
Suiypeq

€] 511gnd jo uonelwny a3y jo paure|dwor

Ayoapaaiy jpudsoy pup sajny

Sl Jje1s ay3 JO SpPNINIE UBLIBILIOYINE PIIUSSDY
Wwawinpasl JJp1s
dnoug [ejidsoH

passaadxg smalA [eaidA|

(81 jo0 3n0)

SMIIA passaadxa
oym sauedpnaed

Jo JaquinN

BwSns Jo 2oudLIadxa oyl pue

JUSWUOIIAUD [B100S JId11 Jo suondaorad sauedronied Suisnoy 3 [e1dsol g ojqeL

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729



VOLUME 48 PART 8 NOVEMBER 2004

Journal of Intellectual Disability Research

724

ing with stigma

A. Jahoda & I. Markova ¢ Cop

"pPaysiuy U s3eyl ‘wayd 4o} ySnous poos ou wi| Ji |lom — Aes asn[ 01 pasn | ‘wayl
104 y3nous pooS JeAdU SeM | A3UN|q 31 Ing BW YIM XIW eupjnom Aoy ‘sjed Aw Jsasu asam Aeya
INq ‘a4 A3y |[B SIBYL |OOYDS 1B MIUY| | SMO||} S22y o)l Aw ul [ed & 108 JoASU | ‘sjed yam UsA]

‘Ul B Aes SBUP|NOD | "passeJiequid sem | Buodm, w,| pue aysii alheyl,
‘shes Jayrow A} "Yaeq & 9ABY 03 1[92 G O) pasu Seuulp | 'SPPO (g ‘©8e AW Ie ‘Ulieq B Sem | JI Sy

"UB.p|Iyd JO peslsul synpe pa||ed
Sume8 1| [994 | " —"P|IY> B I J0U ‘YNPE UEB jI| 39' ISNW NoA ‘jooyds AJewrid e 38 30U 84N0L

— ‘skes ayg "Jooyds Asewiad B ul i OU ‘UBJP|IYD ON| 'SINPE jI| SN SIB3II ISN* * * Sy ‘SINPE I
'2J2U9D) XXX 01 SWed | asnedaq Sulyl Jo pup|

Jey) ||e pue dneun| & pue paddedipuey Ajjea.d s aW 93S P|NOM 3|0} 1BYI BPI DY AJUlEW SBM 11 ||SAA

sJaylo
pajqgesip-uou yum Ajaejnon.ed ‘spusiy

SJ0W 9 ewW pue 840w IN0 0F 03 MJI| P[NOAA
Ajeuidiew Jeros jo
3uieay Jiayy paziseydwis eyl JusWIEA)

AJ403BUILILIDSIP JO sadUBISUI D1y109dg
spuaLy maj SulAey pue ddudlIadXa [B1D0S

Pa21WI| JO 9SNEI9Q 9OUSPLUOD [BIDOS JO BT
s19ad pa|qesip

-uou wouy asnqe/Suisea) padualiadxs peH
sJaad pa|qgesip

-uou Aq pa32sfeJ U0 wouy Jo-Ind 394

S}I0MI3U puD 3JIj [DDOS

s3uip|ing jo udisop jo asnedaq
sie|} pue [93s0Y 03 paydene ewsns o4
yeis
3IM 1D8IUOD [BIDOS S.40W 9ABY O3 PIYSIAA
Suiueawap s9|NJ [93S0Y JO SWOS 3[4
ajij swoH

Aipigesip Suiuaes| & yam ajdoad
asurede S1eujWLIDSIP pinom saskojdws
asnedaq sqol ureaqo 1ou pjnod Asya 3ydnoy |
D1V YIm pajedosse ew3ns JO SSaUdIBMy

Ajsnoras
UD[E1 10U ‘USP[IYD jI| Wayl parea.d 1ja4
4p1s anuad Suuay ynpy

auswAojdws
-uado uj paziwndIA 9q pPINom Ayl PaLLIOAA

passaadxg smalA [eardA]

(81 30 3n0)
SMIIA passaadxa
oym sjuedpiaed
Jo JaquinN

ponuiuoy) g d|qer

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729



725

Journal of Intellectual Disability Research

VOLUME 48 PART 8 NOVEMBER 2004

A. Jahoda & I. Markova ¢ Coping with stigma

ticipants believed they would also have to make a
deliberate effort to break away from their stigmatized
past. As one man, interviewed several weeks after he
had left hospital, stated:

When I left there, I left all that behind me. That’s
the way I felt. I said to myself, when I leave the
hospital, I’ll forget all about the hospital. I don’t
even tell people I’ve been there. If you start telling
people, they’ll start telling everybody else and all
of them will start making a fool of you.

Another man stated:

You dinnae want the boys (from the hospital) com-
ing down to your house. I dinnae anyway . . . What
happens if you’ve got visitors or mum and dad’s
come through. I just wouldnae let hospital boys
come down to my house . . . I want normal boys.
They’re no normal in here.

There was a tension manifest in a number of the
participants’ interviews between a wish to assert a
sense of camaraderie with a group of fellow oppressed
individuals and a wish to maintain their superiority
to their peers. Indeed, a number of participants cited
the support of professional staff in the hospital who
had told them that they should have never have been
admitted:

She (the doctor) knew I should never have been
in . . .You should have seen some of the boys

... cause the boys in there, they’re all stupid, their
minds away, right. They’ll be there the rest of their
days, ’til they kick the bucket.

Yet the hierarchical nature of the institution should
also be taken into account when considering the
superior attitude adopted by a large number of
hospital participants. Perhaps the most distinctive
terminology used by residents and staff described
characteristics which identified their position within
the hospital. For example, ‘high-grade’ and ‘low-
grade’ were used as a classification of ability and as
a term of abuse. Being given particular jobs in the
hospital or being part of the rehabilitation pro-
gramme were also markers of status. Depending
upon their assessment and the success of their train-
ing, the residents then progressed quite literally down
the road to staffed houses, just inside the back gate
of the hospital. Thus right up to the point of depar-
ture, their social status was determined by their place

in the hierarchy. Concern with status was evident
from this man’s account of his new label of ‘resident’

in a hostel:
It’s residents no patients . . . Because I’'m big, ’'m
no a patient . . . That’s wee boys patients .. . 'm a

grown man now . . . I’m no a child anymore.

As indicated above, there was an emphasis on
increasing competence as a criterion for success in
the rehabilitation programme. Yet it was noteworthy
that in only two of the participants’ accounts the
notion of agency, or greater self-determination
through the acquisition of new skills, was the domi-
nant theme. As one man who emphasized his abilities
stated:

There was nothing wrong with me. But the staff
and the doctor thought I was a bit of a nutcase,
that I couldnae look after myself. But I proved
them wrong. I am happy the way I am, doing
everything.

Even those who regarded themselves as superior to
their peers in the hospital, acknowledged particular
problems they had with learning. One man
explained:

There’s a lot of things I’m no very good at. I
guarantee everybody that works here, and all over,
they all got things that they’re not very good at
doing, everyone.

Rather than maintaining a positive view of self
through proving their competence, the immediate
goals upon leaving the institution were concerned
with developing a new identity.

A number of participants felt that moving out
of the hospital did not merely afford them a dif-
ferent lifestyle but, in a sense, also gave them the
opportunity to become a different kind of person.
In so far as they were no longer expected to con-
form to the role of a patient there was some justi-
fication in the belief that they were able to adopt
a new persona. Several weeks before leaving the
hospital, one man expressed his aspiration as
follows:

Well, I don’t mind being called a patient but I’'d
like to be an outsider for a change, you ken. I’'m
still a patient here, but I wouldn’t mind being
outside and being called an ‘outsider’ for a

© 2004 Blackwell Publishing Ltd, Journal of Intellectual Disability Research 48, 719—729



Journal of Intellectual Disability Research

VOLUME 48 PART 8 NOVEMBER 2004

A. Jahoda & I. Markova ¢ Coping with stigma

change, instead of a patient. But if you’re some-
body like outsider, you’d be whatever you’d want
to...

Housing group
Agency: a demonstrable achievement

Participants cited the part that they had played in the
move to their new house, and their aspirations for
their future lives, as evidence of their competence and
the injustice of past stigmatized treatment. They
attached importance not merely to their changing
lifestyles, but to the fact that their parents or relatives
had come to recognize their ability to live more inde-
pendently. One man described how he had always
found it hurtful being overprotected and had never
accepted the underlying implication that he was a
vulnerable individual and less able to reach his own
decisions. He made this point when he described the
discussion he had with his (non-intellectually dis-
abled) brother about moving to live in the housing
association accommodation:

It’s no you that’s making my mind up for me, I’'m
making my own mind up for me. ’m making my
mind up myself, just the same as everyone else, I
only take epileptic fits but I’ve got a mind of my
own.

The past battles described were not always won, and
in some instances the participants were left with
ambivalent views towards their parents or relatives.
One woman had achieved greater independence over
a period of years, culminating in her move from
home. She expressed satisfaction at her mother’s shift
from being very overprotective to becoming some-
what supportive of her independent lifestyle, and of
the fact that she was living with her ‘boyfriend’. How-
ever, she had spent her late adolescence and early
adulthood in a long-stay institution and she remained
angry that her mother had sanctioned her steriliza-
tion, which was carried-out against her will before
leaving. There were still instances where she expre-
ssed resentment about her mother’s attitude towards
her:

I say (to mother) — I’'m no a wean (a child), I’'m an
adult. I’m entitled to dae what I want, I’m entitled
to go out when I want and come in when I want.
I’m no a wee wean, don’t treat me like one — But

she still does —You’re still my wee lassie, she says.
I say — But I’'m no a wee lassie. Don’t treat me like
one.

A lack of recognition by significant others

In several instances, parents’ refusal to recognize
individuals’ potential for change could leave them
feeling vulnerable. Even where they felt that they had
proved a point to their family by their move, they
were aware that they were forced to face the future
without a key source of social support. In terms of
their attempts to promote a positive identity, these
participants were reticent about past achievements
and focused more on future possibilities. Yet they
remained fearful that their attempts to build a posi-
tive identity might be undermined. For example, one
woman talked optimistically about her wish to marry
her fiancé and have children. She went on to specu-
late what these children would think when they grew
up and ‘learned more about their mother and father’:
a sad acknowledgement that while she could dismiss
the consequences of being seen as a disabled person,
this did not diminish her dread that her own children
would come to share such views. Another woman
expressed her frustration at her mother’s failure to
recognize her progress:

My mum says I’m no right, I won’t be able to cope.
But since I moved in here I’ve been coping great.
I’ve been doing well in here.

Remaining in stigmatized services — a relative
view of self

A number of participants wished to emphasize their
achievement in leaving home to counteract their stig-
matized status. Nevertheless, they were moving to
residential services for people with IDs and most
continued to attend segregated day services. Given
their awareness of the stigma associated with the day
services in particular, this presented some difficulties
in promoting a positive identity, as one woman
stated:

It’s just the thought of going to a Centre, to get
classed as disability, when I’'m no. That’s all in the
past, now I dinnae bother.

The reputation of the Day Centres caused greatest
concern. A participant described her fear of being
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asked where she worked in the following
manner:

I remember one time someone says to me — Where
do you work? — I says — xxx (Centre). They goes —
Is that the luny place? — I says — that’s no the luny
place. Cheek! It’s a bit of a nutter place right
enough, but it’s no a luny place; (makes you feel)
rotten if someone says that to you.

In common with the hospital group, some housing
participants rejected the stigma faced by all people
with IDs, including those less able than themselves.
This meant that they felt on a par with non-disabled
individuals and staff members in services. For exam-
ple, one man who held these views had applied for
a staff member’s job in his day service. In other
instances participants were keen to describe them-
selves as better than less able individuals, or to people
with physical disabilities. One woman thought that
people would regard her as superior to others at the
Day Service she attended:

They all think, why should I go to the Centre ken,
because I’'m no handicapped like their wee yins
(ones). Well, I feel that anyhow.

However, this elitist view was rarely presented con-
sistently. Their experience of prejudice and discrimi-
nation meant that they shared the same problems
obtaining social acceptance as other disabled individ-
uals. For example, even though the woman quoted
above emphasized her wish to distance herself from
less able individuals, she acknowledged that she her-
self could not escape from the prejudice they faced.
Thus she could not prevent herself from empathizing
with their predicament. She described an instance
where her nephew had laughed at a disabled person
and she had rebuked him:

I said — that’s not very nice. You could end up like
that one day — they just laughed at me. You just
can’t get through to kids, explain what it’s all
about.

On occasion, the move to the residential service
meant that participants had to accept a compromise
between the public persona they wished to present
and the gains from their new lifestyle. One woman
had refused to obtain a disabled bus pass because she
did not wish to be seen by others as ‘stupid’. Despite
being critical of certain staff practices she actually

enjoyed the camaraderie and friendship in the group
living situation to which she had moved.

This seemed to produce a conflict between her
wish to maintain a non-disabled identity and a prag-
matic readiness to accept her circumstances. By
accepting that her move to the flat had been a positive
step in her life she was shifting to a position where
her public label was less important than her personal
sense of satisfaction with her life.

A number of participants who wished to emphasize
their relative superiority to other disabled individuals
remained fearful of mainstream settings. Although
they wanted to break away from segregated services,
they remained anxious that any personal failings that
were exposed could lead to ridicule and rejection by
non-disabled others. After expressing his wish to
move on from segregated services one man went on
to describe his fear of rejection:

No, well there were a couple of folk who thought
I was stupid and that, but my dad always stuck up
for me when I was younger. . . . I sometimes wish
that I was accepted more by boys about my own
age and all that. I would like to be able to partici-
pate with folk that aren’t handicapped, but I'm
scared for the reason that they’ll be put off me
because I go to xxx Centre and all that kind of
thing.

Concluding discussion

In common with previously published studies (Flynn
& Knussen 1986; Jahoda ez al. 1988; Rapley ez al.
1998), stigma was something with which the partici-
pants had to cope in their everyday lives. Thus, a lack
of social acceptance was an area of major concern for
these individuals. It was striking that despite the very
different backgrounds of the Hospital and Housing
groups, there was considerable common ground in
terms of the experiences they highlighted in relation
to stigmatized treatment. While some Hospital par-
ticipants may have proposed ‘denying’ their past asso-
ciation with the institution as a means of presenting
a new self to the wider world, they were not denying
their disability or experience of stigma to the inter-
viewer. Rather, they wished to live down their stig-
matized identities in community settings.

In line with previous findings (Finlay & Lyons
2000), there was evidence that downward social com-
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parison played a part in both the Hospital and Hous-
ing groups’ rejection of a globally disabled identity.
Although social comparison may have played an
important part in determining some participants’ self
perceptions, it has to be understood in the context of
their wider social awareness. Participants often rec-
ognized that the nature of their self-presentations
would change in different social circumstances and
according to their social goals, leading to contradic-
tory beliefs. This was evident in the fact that a num-
ber of participants expressed both an empathy with
their peers and a wish to escape from prejudice and
discrimination by distancing themselves from their
peers. Stigma infused many of the other participants’
struggles to retain a positive view of self with inner
tension. This was difficult to detect, because the
participants’ sensitivity to such treatment tended to
be hidden by an outward acceptance of their social
circumstances. Often a sense of powerlessness was
underlying such an apparent acceptance, that masked
emotions of anger, frustration and hurt, which were
expressed during the interviews. These feelings were
particularly apparent when participants knew that
their achievements per se were not enough to achieve
acceptance of their new identities by significant oth-
ers in their lives. Other individuals were anxious lest
greater involvement in non-segregated settings might
lead to the experience of failure or discrimination. It
is therefore unwise to take people’s acceptance of
their social circumstances at face value.

The participants’ sense of self was not merely a
‘reflection’ of how they were treated or perceived by
significant others (Cooley 1956). An awareness of
their position in wider society, beyond the restraints
of the hospital or their limited community experi-
ence, seemed to allow them to differentiate between
treatment that was justified by their actual disability,
and prejudice and discrimination. This finding is con-
sistent with Crocker & Quinn’s (2000) view that stig-
matized groups are aware of their negative social
representations. The ability to arrive at a broader
social understanding of self may be explained by the
notion of a ‘generalised other’. Mead (1934) pro-
posed that during the process of socialization indi-
viduals internalize a representation of a typical
(‘generalised other’) person. The anticipated reaction
of this ‘typical other’ provides individuals with a tem-
plate against which to judge their own and other
people’s actions. Consequently, individuals are able

to determine whether other people are treating them
reasonably or not. Whether such an explanation has
value is debatable, but how people with IDs develop
quite sophisticated social understanding despite
impoverished social opportunity requires further
investigation.

The notion of the ‘generalised other’ suggests that
being socialized to accept the same social rules and
codes of conduct as their non-disabled peers may
have helped the Hospital and Housing participants
to reject a stigmatized identity. Yet the main difference
between the accounts of the Hospital and Housing
participants was the Hospital group’s sense of being
part of a counter-culture. The Housing participants
were loath to be critical of significant others in their
lives, such as their parents, even when they felt
treated in a discriminatory fashion compared with
their siblings or peers. Parental support and recogni-
tion of their achievements remained vital to their
sense of self. However, the hospital group had no
hesitation about being critical of the institution and
largely believed that they shared a common and
unjustified fate with the other residents. Harris
(1989) pointed out that a sense of personhood could
be affirmed in apparently dehumanizing circum-
stances ‘where low status subsocieties have their own
social order encapsulated in the wider one.’

Markova (1987) argued that to develop or maintain
a social identity is an active process. Opportunities
for personal development, such as a move to inde-
pendent living made by a number of participants in
this study, or richer social experience, could help to
consolidate a positive sense of self. This finding sup-
ports current social policy initiatives, emphasizing the
mental health benefits of greater social inclusion in
areas such as employment (Riddell ez al. 1999). Yet
individual achievement as such may prove insufficient
where people continue to be subject to prejudice and
discrimination, or develop greater sensitivity towards
threat to self (Pert ez al. 1999). Factors that increase
the resilience of people with learning disabilities to
the impact of social stigma remains a vital area for
future research.

The notion that people’s perceptions of events and
emotional reactions are driven by their core beliefs
about self is a key assumption in cognitive approaches
to understanding and treating serious emotional and
interpersonal problems (Blackburn & Twaddle 1996).
In keeping with recent research (Dagnan & Sandhu
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1999), this exploratory study highlights that views
about self in relation to disability and stigma can be
a core element of these individuals’ self-concepts. In
turn, this may influence how they interpret situations
and the self-evaluations that they make, with subse-
quent emotional and behavioural sequelae. Conse-
quently, the nature of people’s beliefs should be taken
seriously when clinical psychologists are assessing,
formulating and treating serious emotional and inter-
personal problems faced by people with IDs. Such a
view echoes other recent calls to address the social
consequences of people’s disabilities (Craig ez al.
2002).This may be central aspect of their experience,
which people with IDs themselves cannot ignore.
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