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Abstract

A body of literature has examined the understanding adults with intellectual disabilities
have of their disabily, their awareness of stigma and experiences of stigmatesgcent.

The findings across these studies have however been difficult to reconcile. While a number
of researchers reported that participants did not appear to be aware of their disability,
others found that participants were aware of their disability and were sensitive to the
stigmatised treatment they received from others as a result. The methods used by previous
researchers have been largely verbal and it is suggested that such methodgerpéackd
constraints on the abilities of people with intellectual disabilities to express themselves.
Thus, the mixed findings may in part be accounted for by the reliance on verbally based
methods of enquiry.

As a result of the previous research hawegn carried out with adults, little is known

about the perceptions children with intellectual disabilities have of their disability or their
awareness of social stigma. It is important to know about chitdpemceptions because

early selfperceptions rmy have an enduring impact on a young péssarental welbeing.
Further, gaining insight into how the sekrceptions of children with intellectual

disabilities develop during childhood may help to inform interventions designed to target
the developmenaf positive seHperceptions in children with intellectual disabilities.

This thesis will focus on children with Down syndrome. Down syndrome is a
chromosomal disorder and one of the most common causes of intellectual disability (Carr,
1995). People witibown syndrome have distinctive facial features, which make them
immediately identifiable to others and may mean that people with Down syndrome identify
themselves as different from others.

The key questions addressed by the present research are:lédrenchvith Down

syndrome aware of Down syndrome and do they hold particular feelings about it? The
present study was conceptualised as an exploration of chslduelimentary awareness of
their disability and the social stigma attached ttibrder toexplore childrers

perceptions, a mixed method approach was chosen.

The quantitative component of the study developed pictorial methods to investigate the
awareness and views children with Down syndrome hold of Down syndrome. Children

completed three expenental'tasksthat involved colour illustrations and photographs of



unfamiliar children, some of which depicted children with Down syndrome and some in

which children had no visible disability.

Twenty-eight children with Down syndrome took part. Thes&re two age groups; a

younger group aged 8 to 12 years old (n= 10) and an older group aged 13 to 17 years old
(n=18). The purpose of the two age groups was to explore potential differences in
awareness shown by participants with different amounts cdilsexgperienceA

comparison group of children with no disability allowed the researcher to investigate
whether having Down syndrome led to differences in task performance. However, since
children with Down syndrome have at least some degree of intell@ojp@iment, it was
necessary to control for cognitive development and age separately. A cognitive ability
control group enabled the researcher to ensure, as far as possible, that any differences in
task performance that did occur could not be attribwietifterences in participarits

cognitive ability. The chronological age control group was used to help ensure that
potential influence of social experience and learning, acquired with age, were also
controlled for.Therefore, two groups of negisabled pdicipants were recruited; one

group were the same chronological ages as participants with Down syndrome and the othe
were younger in chronological age, in the hope that their verbal ability would match that of
participants with Down syndrome. However, jpiés their younger age, the ndisabled

children scored consistently higher than participants with Down syndrome on the measure
of verbal ability. Consequently, a verbal ability control group was unfortunately not
achieved. Instead, the nalisabled partipants were split into three age groups. The first
group were younger in age and their verbal ability was closer to that of participants with
Down syndrome (n=14). Although not matched on verbal ability, they were still at an
earlier developmental stagedaserved a useful comparison group in this respect. The
second group were aged 8 to 12 years old (n= 27) and the third group aged 13 to 17 years
(n= 26). These groups served as chronologicahaatehed controls. The proportion of

males and females inglDown syndrome and natisabled groups were roughly equal.

For the qualitative phase of the study, the researcher interviewed a subsample of the
childreds mothersto examine what they thought about their childhderstanding of
Down syndrome and th@sial stigma attached to iten mothers of children witbown
syndromeook part inl:1 semistructured interviews. The transcripts waralysed using

Interpretative Phenomenological Analysis.



The responses of children with Down syndraonethe pictureéasks indicated that they
discriminated between the photographs of children with and without Down syndrome, they
preferred to share social activities with the photographed children with no disability, they
identified themselves as similar to the photogsapf nondisabled children and they had

less positive views about the photographed children with Down syndrome than those with
no disability. Participants with no disability also demonstrated a similar bias in favour of
non-disabled children during thedles. Both participants with Down syndrome and-non
disabled participants had positive views of themselves, although those with Down
syndrome were slightly less positive about themselves than thedisainled peers. The

key finding from the experimentalusties was the bias shown by all children in favour of

photographs of children with no disability.

A contrasting picture emerged from the interviews with mothiérsy expressed deep
concerns regarding their chiddgrowing distance from nediisabled peeras they grew

older. Nevertheless, the mothers believed their children were oblivious to their disability or,
at most, were aware of it but viewed it as inconsequential. Mothers reported waiting for
their child to take the lead with regards discussing Dsymdrome but most reported that

their children rarely asked questions related to their disability and, as a result, it was rarely
a topic of conversation. A sense of responsibility to talk to their children about their
disability was accompanied by deapxeety over what was best for their children

regarding when and how to tell them about Down syndrome.

This research has highlighted that children with Down syndrome may be more aware of
their disability and how Down syndrome is viewed socially than bas lappreciated. It
underscores the importance of giving children with communication difficulties a way of
expressing their views. Future research should investigate the development of 'shildren
self-perceptions in relation to disability and inform waysnwestigating childrels

growing awareness disability and related social attitudes. Such research could have an
important role to play in fostering more positive ways of thinking about Down syndrome

and equip them to deal with social stigma.
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Chapter 1: Introduction

The aim of this chapter is to give a broad outline of who people with intellectual
disabilities are and what it rapes in todayg society to have an intellectual disability. The
currentclinical definition of intellectual disability will be discussdd.doing so, iwill be
highlighted thatin addition to identifying a group of people who share particular
difficulties, the label alscefers to ahangingsocial representatioPrevailing ideas about
intellectual disabilityalso have repercussions for the services individuals receive. This will
be discussed in relation to the provision of education for children wéhectual
disabilities. It will be noted that, despitee efforts of policy maken® promote social
inclusion, societal viewsf intellectual disabilityare largely negative and peop¥éh
intellectual disabilities remain one of the megtluded group in our society (Emerson,
Graham and Hatton, 2006).

This thesis concerns people with Down syndrobmuyn syndrome is the result of a
chromosomal disrder and is onef the most common causes of intellectual disability

(Carr, 1995) People with Down symdme have distinct physical features that make them
easily identifiable to others (Carr, 199Bown syndrome has been the subjdciro

increasing amount of psychological research in recent yieahlsding an attempt to

describe the éhavioural phenotypassociated witlt, thereby identifying these

individuals areas of strength and weakness. The findings of this recent research will be
outlined and how this work can be used to help inform new research with people who have
Down syndrome. Finally, thereilwbe reflection on the social implications of having

Down syndrome and the fact that little is known about what such social experience might

mean for a child with Down syndrome growing up.

1.1 What is intellectual disability?

1.1.1 Terminology of intellectual disability

The term used to refer to persons with intellectual disability has varied both historically
and geographically. In the United Kingdom todatellectual disabilityis the preferred

term, and this term is increasingly being usedriv@gonally (Schalock, 2011). However,
there are a variety of terms still in use and, for clarity, these will be briefly reviewed. In the

UK, theterm'learning disabilityis still used and it is regarded to $gnonymouswith
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intellectual disabilityHowever, in the USA the meaning tdarning disabilityis different

and is used to refer to specific learning difficulties, such as, dyspraxia or dyslexia, rather
than general developmental delay. In the UK, the tlranning difficultiesmay also be

head. This term, however, can be ambiguous since it has different meanings depending on
the context in which it is used. For example, in educational settings the term learning
difficulties is often used to describe children who are underachieving at schaolddety

of reasons, not necessarily due to intellectual impairment. Thus, iehaileing difficulties

may include children who have intellectual disability, not all individuals with this label

will have an intellectual disability (McKenzie and McABs, 2010). The term intellectual
disability will be used throughout this thesis because it is the term most commonly used

and understood internationally.

1.1.2 Clinical definition and classification of intellectual disability

Although the language udeo refer to intellectual disability has changed, the definition of
it has remained fairly consistent over the last 50 years. The definition includes three core
elements: limitations in intellectual functioning, behavioural limitations in adapting to
environmental demands and an early age of onset (Schalock, Luckasson and Shogren,
2007).

The most commonly used operational definition of intellectual disability today is provided
by the American Association of Intellectual and Developmental DisabilitieSIIRAI
According to this definition:

Intellectual disability is characterized by significant limitations both in intellectual
functioning and in adaptive behavior as expressed in conceptual, social, and
practical adaptive skills. This disability originatesfore age 18. (Schalock et al.,
2010, p. 1)

The first element, significant limitations in intellectual functioning, is defined as a score on
a standardised IQ test of approximately two standard deviations below the population mear
(this boundary has beersed since 1973; Schalock et al., 2007; Schalock et al., 2010;
Schalock, 2011).

The second element concerns limitations in adaptive behaviour. The concept of adaptive
function refers broadly to a perssmbility to cope with the datyp-day demands ofling
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and the AAIDD define it as comprising conceptual (e.g. literacy, number concepts and
time), social (e.g. interpersonal skill and social problem solving) and practical (e.qg.
personal care and travel) skills (Schalock et al., 2010,-g4%3_imitation in adaptive
behaviour is defined as performance that is approximately two standard deviations below
the mean on one of the three types of adaptive behaviour (conceptual, social or practical)
or on an overall score on a standardised measure of conceptual,and practical skills
(Schalock, 2011, p. 230). One of the leading instruments to measure an individual
adaptive functioning is the Vineland Adaptive Behavior Scales (Vin8lant Sparrow,
Cichetti and Balla, 2005).

The classification systemmsed in the diagnosis of intellectual disability in the UK is the
International Classification of Diseases"Hlition (ICD-10; World Health Organisation,
1992). In the ICB10 it is emphasised that diagnosis should not be made on the basis of test
resultsalone but that, as far as possible, it should be informed by observation of the
individual in community settings, clinical information and the views of family and staff
members who are closest to the individual and able to report reliably and in deiteiron
behaviour in everyday life. This is especially important in the assessment of an indvidual
ability to adapt to the daily demands of the social environifMittier, 1992; WHO, 1992).
The idea that there are different levels of severity oflettlal disability iscommorty
acceptedqHatton, 1998)The ICD-10 uses the following classifications of different levels

of disability: mild (indicated by an 1Q score of-69), moderate (indicated by an IQ score

of 35-49), severe (indicated by an 1Q seaf 2634) and profound (indicated by an IQ

score <20). However, in the ICID it is emphasised that the 1Q levels only provide a

guide of functioning and should not be applied rigidly. One of the reasons for this is that it
is recognised that the IQ testnnot provide a precise indication of a peisontellectual
functioning because it is inherently biased towards the dominant culture that people with
intellectual disabilities may have limited engagement with (Emerson, 10@@hermore,

an individualk performance on an IQ test depends on their motivation to engage with it. In
the case of individuals with an intellectual disability, motivation may be hampered by
previous experiences of failure in test situations (Glick, 1999). Thus, eladsificatons

are based on IQ scores, the importance of taking social and adaptive functioning into
considerations also stressed when making judgments about an inditgdiesa| of

impairment (WHO, 199).
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1.1.3 The social construction of intellectual disability

The above operational definition of intellectual disability, focusing on cognitive and
adaptive functioning, dominates today in developed Western countries, such as the UK anc
USA. However, although people with an intellectual disability have at$east support

needs reflecting an intellectual impairment, it is also to some degree socially constructed.
This means that definitions of a persoimtellectual disability are inextricably tied to their
particular cultural context and views of what consés an intellectual disability will

evolve over time as society changes. Indeed, anthropologists believe that what we call
intellectual disability today has been recognised and referred to in all cultures and societies
in some form or another (Manion aBérsani, 1987). However, the way it has been

defined and explained has differed and changed over time, relative to the nature of society
and the political and economic context (Manion and Bersani, 1987). The ways in which
intellectual disability has beemderstood has also had important repercussions for the

ways peopls needs have been catered for and how they have been treated by members of
society (Edgerton, 1984).

The notion that the conditidimtellectual disabilityexists is often taken as objefet reality

in society today. As Dexter (1958) eloquently writdse way situations are defined by
society as a whole is for the people in that society the realest of reghid€y. However,
intellectual disability is in many ways a subjective andtihee concept in any given
society.The relative nature of intellectual disability is especially evident when it comes to
limitations in adaptive behaviouone of the core elements that define the construct today.
The social environment an individuahabits depends on the presiding culture; therefore,
what is regarded adaptive in one culture may not be in another. Another, more stark,
example of just how malleable even a clinical definition such as intellectual disability can
be is provided by Edgemo(1993) who pointed odhat from 1959 to 1963 tH€ cut off
pointfor the diagnosis of intellectual disabilityas set aB5. In 1963 the American
Association for Mental Deficiendpwered the cut off level to dQ of 70, in order to
reducethe numbepof peoplecategorised as having an intellectual disability, thereby
reducing the financial burden of having to meet their significant n€eddher, Edgerton
(1993) reminds us that the whole idea of intelligence as a unified and measureable entity is

a farly recent phenomenon and IQ is a cultural product.
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Further, while the sharing of a label implies a degree of commonality, the individuals
subsumed under the category lab€lnitllectual disabilityactually have very different
levels of ability andheed (Edgerton, 1993). In addition, there is no one aetiology
associated with intellectudisability. There are in fact many, some of whichlzeter
understoodhan others. For example, Down syndrome and Fragile X syndrome are
common chromosomal causasntellectual disability that are now easily identified, if not
wholly understood. By contrast, there are many individuals diagnosed as having an
intellectual disability fomwhichthere is no identifiable cause. These individuals tend to
have milder impirments (Hatton, 1998). Thus, individuals who actually differ
significantly from one another are categorised together and labeled within an umbrella
term of intellectual disability. The heterogeneity of the population illustrates that the
category labeltsdf is the result of countless individuals over millennia trying to make
sense of some people in society who, to some degree, appeared to struggle with daily life.
Intellectual disability is then not an objective or fixed entityt historically situate and

culturally derivedKliewer, 1995).

According to Goodey (2001) the conceptual basis for the definition of intellectual

disability that we have today began to emetgeng he 17" century. However, the three
pronged conceptualisation of intelleatwlisability outlined in the previous section has
existed forapproximatelyl00 year§Goodey, 2001)Despite remaining in essence the

same since its conception, changes in name and refinements of the underlying constructs
have taken place (Berksand Tglor, 2006; Wehmeyer, Buntinx, Lachapelle, Luckasson,
Schalock, Verdugo et aR008). For example, in recent years changes in name have
reflected a shift in thinking about disability from a condition residing in the individual to a
construct reflecting #nfit between a perstancapacities and the context within which they
areexpectedo function (Schalock, 2011). Thehift to a moresociatecological

framework also focuses more attention on how individualised supports can be provided to

help the individial function in their community (Schalock et al., 2007).

Intellectual disability then does not just reside in the individual, but exists within a
particular social and cultural context. This means that who is regarded as having an
intellectual disabilityand how the condition is interpreted has changed over time and
varies crosgulturally. The particular nature of the construction of the condition has
important implications for how people are treated by society and how their needs are met.
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1.2 What does it mean to have an intellectual disability

today? Education for children with intellectual disabilities

Education is regarded as a human right; however, it is only since 1975 that this right has
been extended to all children in the UK, regardlesh@fbilities and disabilities they may
have (Hayward, McBride, Smith and Spencer, 2005). The shift to include children with
intellectual disabilities in education reflects the changing position of people with
intellectual disabilities in society. This skt will review the recent history of education

for children and young people with intellectual disabilities and, in doing so, provide the
context within which provision is made for such students in schools today. However, a
complete consensus regardingieational provision for children with intellectual

disabilities has not yet been achieved and there are ongoing debates as to where and how
children with intellectual disabilitieeducational needs are best niieils important to

consider the position #t children with intellectual disabilities hold within the education
system, since school is where children and young people spend a large proportion of their
life. In other words, the life experiences of children and young people in school will

undoubted} have a significant impact on them.

The 1970s marked a major shift in thinking about the appropriate care of people with
intellectual disabilities. In particular, the 1970s marked the beginning of the end of large
institutions used to house people witltellectual disabilities, as they were increasingly
recognised to be dehumanising environments (Jahoda, 1995). This period also saw
fundamental shifts in attitudes toward provision of education for children with intellectual
disability (Willis, 2007).

The previous system, based on the Education (Scotland) Act (1945), had claimed to
provide educational opportunities for all. However, the system was based on categorisation
and selection. The system recognized nine categories of disability: deafness, partial
deafness, blindness, partial sightedness, mental handicap, epilepsy, speech defects,
maladjustment and physical handicap. Children who were identified as falling into one of
these categories were selected to be educated in special school environments. The
particular school they attended depended on the disability they had. Children who were
considered severely disabled were completely excluded from the education system and

instead attended training or dagre centre establishments (Hayward et al., 2005).
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Children with Down syndrome were automatically allocated to training centres, because it
was wrongly assumed that they were all severely disabled and deeméuh¢albeablée
(Booth, 1985). It was not until 1975, with the Education (Mentally Handicappédrén)

Act 1974, that all children in Scotland were considered eligible to go to school.

The Warnock Committee examined special education in England, Scotland and Wales, anc
the report that followed (Warnock, 1978) had a fundamental impact on howalspeci
education and education generally, developed in subsequent years. The report emphasisec
that education is a right that all children are entitled to and that the aims of education are
the same for all children (Hayward et al., 2005). The concept oftanaam of Special
Educational Needs (SEN) was introduced to replace the categories of the 19ABiAct.

was awide concepiand the intentiomvas tofocus attention on the individual learning

needs of all children rather than on particular disabling camdi¢Willis, 2007). The

report recommended that childiespecial educational needs be met in mainstream

schools, wherever possible. However, there was also recognition that a minority of

children would experience significant learning difficulties arguned their needs to be

met in specialist provision. Thus, the report retained a place for special schools. The
recommendations of the Warnock report were enacted by the Education Act 1981. The
Warnock report and Education Act served to draw attentioly &fwm where a chilg

needs should be met, how they should be met in mainstream schools and what resources
and facilities would be required (Willis, 2007).

The Warnock report had also identified and endorsed three forms of integration of children
with SEN in mainstream schools: locational, social and functional. Locational and social
integration referred to children with SEN being physically on the same campus as pupils
with ordinary needs and providing opportunities for all the children to intenattibnal
integration was the most complex form, with the aim of allowing children with a range of
needs to learn together. This placed significant demand on resources, teachers and school
so much so, that for some children the most appropriate plateefoeducation has

continued to be segregated special school (Willis, 2007).

As a result of the United Nations Convention on the Rights of the Child, which was signed
by the UK in 1990, and the Salamanca Statement and Framework for Action (UNESCO,
1994) the concept of inclusion was developed and came to replace that of integration.

Social inclusion as a wide ranging human right has been an underpinning value of UK

7
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government and Scottish Executive social legislation since the 1990s (Willis, 2007). The
term'inclusion was increasingly used in official publications and by the end of the 1990s a
series of guidelines and repohiadbeen published that explicitly addressed the issue. For
example, A Manual of Good Practice (SOEID; 1998) provided detailethgee for all

those concerned with the education of children with special educational needs on
developing an inclusive approach (Hayward et al., 2008 notion of inclusion is

broader than that of integration. ltalksoabout increasing childré&nparicipation in

mainstream schoqléut alsdfocuses on the changes required to school structures, ethos
and practices to remove barriers to chiltsgrarticipation These barriersay be

environmental, structural or attitudinal (Allan, 2010).

The Standard$n Scotlant Schools etc. Act 2008kt out expectations for schools and
education authorities regarding childgeright to education. While the Act was entirely

about inclusive practice, two assertions in particular have inclusion at their core.sThe fir
was that, by law, every child has a right to education that is aimed at developing his/her
personality, talents and mental and physical abilities to their fullest potential. Second, it
asserts that the education of all pupils should be provided inmstmegm school.

However, the Act also outlined exceptions to the provision of mainstream schooling, which
some critics claim weakened the inclusive nature of the Act. It was feared that educators,
less supportive of mainstreaming, would use such excegan excuse to reject

disabled students (Hayward et al., 2005). The exceptions laid out in the 2000 Act were that
a child could be educated elsewhere if their needs would be better met in separate
provision, where their presence in the mainstream sehoald be detrimental to the

education of other pupils, or where the cost of educating the child in a mainstream school
would be unreasonably high.

In 2004, The Education (Additional Support for Learning) Scotland Act (ASL Act) first
came into existenc&@he ASL Act was intended to further the inclusion agenda introduced
by the 2000 Act and emphasised that appropriate additional support must be made
available to ensure that all learners are challenged and supported to reach their fullest
potential, in ordethat they become wetleveloped persons who are full members and
contributors to society. As established in the 2000 Act, it assumes this will take place in
mainstream schools. The title of the ASL Act was also regarded as significant because it
represeted a subtle shift in pedagogy; the emphasis was not on the deficits of individuals
but on learning, and the duty of the system to provide whatever support was needed to

8
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maximise learning. Inthe ASL Act, it was recognised that all learners in mainstream
education may require support to meet a range of reeetithis was a normal part tbieir
education. In short, the ASL Act made provision for additional support in cases where

learners require it with their education (Hayward et al., 2005).

Inclusive schboling continues to be pivotal to current educational policy (Willis, 2007).
However, legislation is just part of the story, as it can only pave the way towards a fully
inclusive education system; how legislation is interpreted and implemented, and how
sucessfully the goals it sets out are achieved depends on the attitudes of educators on the

ground (Haywardet al.,2005).

Studies have shown that teachers are positive about the concept of inclusion (Avramidis,
Bayliss and Burden, 2000; MacBeath, Galttgeward, MacBeath and Page, 2006),

although the policy of inclusion has been experienced as challenging. In particular,
concerns have been raised as to how it can be achieved in practice and whether inclusion i
in every childs best interest. Teacherseasftreport that they feel they lack the training as

well as the resources and time required to implement inclusive practice. As a result, they
often lack confidence in their ability to deliver inclusive education (Avramidis et al., 2000;
Thomas and Vaugh2004; Mittler, 2000). Teachers also express concern about the ability
of mainstream schools to provide suitable education for some children, namely those with
complex special needs (MacBeath et al., 2006). Finally, teachers and their unions have
guestionedf 'total inclusionis always in the best interests of some children with SEN or
their peers, as they fear the learning environment fails to meet apeeds properly

because teachers simply cannot accommodate everyone (Allan, 2010). Parentseof child
with disabilities have also become increasingly concerned about the openness of
mainstream schools to accept their child and have reported large variations in practice
between different local authorities (Audit Commission 2002; Office for Standards in
Education, 2004, cited in Allan, 2010) and have experienced considerable struggle to have
their child fully included (MacBeath et al. 2006). There are, however, more positive

reports from teachers who have greater experience with children with SEN. Tdrese m
experienced teachers feel better equipped to manage an inclusive classroom and report

more positive attitudes towards inclusion (Avramidis et al., 2000).

Baroness Warnock, regarded by many asattahitectof inclusion thanks to the influence
of the 1978 Warnock report, declared in a recent pamphlet published by the Philosophy of

9
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Education Society of Great Britain that she thought inclusioridoa too far(Warnock,

2005). Warnock (2005) stated that the concept of SEN, intended to break daers par

had, in practice, led to a tendency to see all children with SEN as the same, which was
unhelpful. She believed that while some children with SEN can be taught easily in
mainstream classes, others require more specialist provision, which shemedictaild

only be provided in a special school setting. Warnock (2005) further voiced concerns about
bullying, which she believed to be inevitable in mainstream schools, especially secondary
schools. Warnock (2005) stated the belief that, in practiceysiocl had meant that

children were physically included but often emotionally excluded. The Barenmss

appeared to reflect some of the concerns voiced by teachers but her pamphlet was met wit
criticism from people who claim she appeared to be owumtht with the current system

and recent research findings. Critics of Warnock believe that while the road to inclusion
has been and continues to be rocky, it has often proved successful and remains the ultimat
and only right goal (Norwich, 2010).

Clearly, the state of special educational provision for children with disabilities is a
contentious topic. The reality of schooling for children with intellectual disabilities and

their families is likely to be complex and their experiences varied. Inclusaioiral

mainstream school will undoubtedly have benefits and in some cases it may be regarded a:
a wholly positive experience for all; pupils, families and schools alike. However, it is also
likely that for some families, getting their child accepted mtinstream education has

been a frustrating and complicated affair. Further, if the 'shpicesence in the classroom is
perceived as a challenge for their teachers, the'sleiigheriences of mainstream school

may be mixed.

Confronted with the uncertasocial reality of children with intellectual disabilities
described above, it is remarkable to find that very little research has been carried out
looking at their experiences growing up. Investigations into how chitlesiperiences
impact upon their peeptions of themselves have a key place in ensuring cHgdren

wellbeing.

10
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1.3 Down syndrome: The quintessential image of

intellectual disability

Down syndrome is the most common and most easily recognised condition causing
intellectual disabilityCarr, 1995). Down syndrome occurs in 1 in 700 to 1 in 1000 live
births (Stoll, Alembik, Dott and Roth, 1990). The most common type of Down syndrome,
accounting for 95% of cases, is standard Trisomy 21 and is caused by an extra
chromosome 21. The other Bgare translocations where only some cells will contain the
extra chromosome (Mosaic Trisomy 21; Fidler, 2005; Carr, 1995).

The two sets of characteristics most frequently associated with Down syndrome are a
distinctive facial appearance and intelletiogairment. Indeed, it was the distinctive
appearance, and in particular the epicanthic fold, that contributed to the identification of
Down syndrome by Langdon Down (1866) and his association of people with Down
syndrome with théMongoloid race (Jahoa, 1995). Down syndrome is diagnosed at birth
and the facial characteristics mean that the syndrome is easily identifiable to anyone the
child comes into contact with from an early age. People with Down syndrome will have
some degree of intellectual impaient, though the level of impairment varies from person
to person. According to Carr (1988) children and adults with Down syndrome differ from
one another in terms of 1Q to a similar magnitude to people in theisahled population.
That is, peopls IQscan differ by 50 to 60 IQ points.

Recent behavioural phenotype research has identified a distinct profile of behavioural
strengths and weaknesses associated with Down syndrome (Fidler, 2005). Behavioural
phenotype research allows for a more fine graumagkerstanding of the abilities and the
potential of children with genetic disorders, than that provided by an 1Q score (Fidler, Most,
Booth-LaForce and Kelly, 2008). Further, even greater understanding can be achieved by

investigating how phenotypes despland change over time (Karmiledimith, 1998).

The Down syndrome behavioural phenotype includes relative strengths in areas of visual
spatial processing, compared with verbal processing (Jarrold and Baddely, 1997; Jarrold,
Baddely and Hewes, 1999). lanticular, visual memory and visu@alotor integration

appear to be areas of relative strength (Fidler, 2005; Dykens, Rosner and Ly, 2001). A

common test of visuahotor integration requires participants to reproduce a series of
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geometric shapes of increagicomplexity using a pencil and paper (Developmental Test
of VisuakMotor IntegrationBeery and Buktenica, 20100he evidence suggests that
children with Down syndrome have particular skills in this area, and are competent in

using visual information tsaform motor movements.

Children with Down syndrome have been found to demonstrate difficulties with working
memory and verbal short term memory. In addition, long term memory for words and
pictures has also been found to be significantly difficulcfaldren with Down syndrome
(Jarrold et al., 1999; Vicari, Carlesimo and Caltegirone, 1995; Vicari, 2006; Carlesimo,
Mirotta and Vicar, 1997). Language delays are characteristic of children with Down
syndrome. However, a relative strength in receptive ewetpwith expressive language
emerges in children with Down syndrome in the first few years of life and then becomes
more pronounced as children enter middle childhood (Miller, 1999). Social functioning has
been generally considered to be an area of gtienghildren with Down syndrome

(Gibbs and Thorpe, 1983; Meyers and Pueschel, 1991; Wishart and Johnston, 1990).
However, more recent research highlights complexities and subtle differences across a
range of sociaognitive abilities from early infancynavards that may call this long

standing assumption into question (Cebula, Moore and Wishart, 2010).

An important point in behavioural phenotype research is that it shows people with
particular genetic syndromes, such as Down syndrome, are predispdseabiostrate a

certain profile of strengths and weaknesses. However, this does not suggest that the profile
is inevitable or that it arises in a vacuum determined purely by biology. It may be argued
that the cognitive and social strengths and weaknesselsl @emonstrates will shape the
social environment around them and, in turn, this environment will impact upon the
development of the child. Indeed, many researchers emphasise the dynamic, bidirectional
and transactional nature of child development (MpG@&tes, Hobson and Goodwin, 2002).
This point is illustrated by the findings of a study by Moore at al. (2002). They found that
children with Down syndrome showed an early weakness in attention regulation. Mothers
appeared to be sensitive to this and oesled by adopting a warm but more forceful
interactional style, in order to maintain typical levels of attention in their child. The authors
suggested that this maternal style was a natural and functional response that, at the time,
may have been positiand effective in buffering their chikllimitations. However, the
mothersresponse may have had a negative impact in the longer term, since the child may
have become dependent on their mdshegulation of their attention. Thus, such a
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response may havhad lasting effects on the chgldievelopment and sense of agency
(Cebula et al., 2010). Research such as this serves to highlight that in an attempt to really
understand any behavioural outcome, a developmental and transactional approach is
crucial. Reognition of the tweway and interactive influence of both genetic

predisposition and environmental factors is critical.

The social environment of children with Down syndrome includes the negative views of
Down syndrome and intellectual disability hélg society Children with Down syndrome

are stigmatised both for having an intellectual disabilityfantiow they look (Booth,

1985). The way they look also means that they are immediately identifiable to others. It
also means that they may be more idiefile to themselves as being different from other
people, or that their appearance may quickly become associated with feeling different as it
elicits a set of behaviours from others. Many experiences in relation 'sodisebility will

take place in saol and given the precarionature of inclusion, these experiences may be
mixed in the mainstream classroohere is no academic literature what it may be like

to grow up with such a visually identifiable disability. Finding out how children with

Down syndrome experience their disability presents a challenge to research, since verbal
expression presesw difficulty for most people with Down syndrome. However, the
behavioural phenotype outlined above can be used to inform such research. It points to
areas that present a particular challenge for children and would be best avbated

trying to obtain insight into their perceptigrad also point to particular areas of strength

that can be capitalised upon to better understand chgdegperiences.

The followingsectionwill look at what stigma is by examining how it has been defined,
before going on to describe the stigma attached to intellectual disability and Down
syndrome. The research literature on the perception of stigma by individuals with
intellectual disability will be described, alongside an appraisal of the limitations associated
with it. What is missing from previous accounts is an understanding of how experiences of
stigma may be mediated by developmental processes. A psychologicaltaxfcien
development of self will be used to shed light on what developmental processes may be

involved. Finally, the aims of the present research will be delineated.
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1.4 Stigma and intellectual disability

1.4.1 Defining stigma: What is it?

Current perspectives on stigma are rooted in Erving Goffsn@dr963) classic consideration
of the phenomenon in his book, Stigma: Notes on the management of a spoiled identity.
According to Goffman stigma is'aark or an'attribute that is deeply discreditirand that
reduces the bear#érom a whole and usual person to a tainted, discountéd19638, p.3).
Crocker, Major and Steele (1998) succinctly proposeddtiginatised individuals possess
(or are believed to possess) some attribute, or characiettisti conveys a social identity

that is devalued in a particular social contéX@98, p.505).

Stigma is also a process involving labelling and stereotyping. Goffman (1963) noted that
when trying to understand stigmalanguage of relationshipis more appropriate (1990, p.

13). He observed that stigma is the result of a relationship betwesttridmite and a

stereotype In other words, the human difference that is deemed socially significant is
labelled and becomes a valid way of categorisirapfge The label then becomes

associated with a set of undesirable attributes that together form a stereotype. This process
acts to minimise variability among people within the group and maximise difference from
the majority, thereby paving the way for tbdabelled to be regarded as fundamentally
'different, and in extreme cases, less than human (Link and Phelan, 2001; Goffman, 1963).
Once a group of people are considediffierent the justification for devaluing and

excluding them is established, arahsequently the stigmatised individual experiences a

loss of status in society and discrimination. Link and Phelan (2001) further emphasise that
power is a key component of stigma. Only some people and groups in society have the
power to select who becomstigmatised and have the resources to make their beliefs
prevail. For example, the English colonists of the eighteenth century were only able to
stigmatise the Dutch because they held positions of power over them at the time (Link and
Phelan, 2001).

1.4.2 The stigma of intellectual disability and Down syndrome

Having considered what stigma is, this section will examine the particular stigma
associated with intellectual disability. In his seminal ethnographic study of people with
intellectual disabilies who had just left state institutions, Edgerton (1967) clearly
identifies cognitive impairment as being a particularly salient stigma.
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'Of all the attributes of man, mind is the quintessence; to be found wanting in
mental capacity in general intellettial competence is the most devastating of all

possible stigmatg1993, p xxi).

While it is true that much has changed in society since Edgestudy, mtellectual

disability is and has beemne of the most pervasively stigmatised social idestith

Western societydraig, Craig, Withers, Hatton and Limb, 2002yidence for such
stigmatisation comes from several sources but perhaps one of the most telling is the nature
of clinical terms previously used to refer to intellectual disability amd they became

terms of insult and abuse (Rosen and Gregory, 1965). For example, thestewdhtioh

which was once a clinical term used in the USA, has now evolved into the derogatory term
'retard, a slang term used to denigrate someone. Clinicaktard words associated with a
marginalised group often emerge as invectives, because the group is stigmatised and henc
the word carries negative connotations. By calling some&etaad, the person or object

of the insult is equated with the marginatisgroup and subjected to the effects of that

stigma. As a consequence of the téetard having become stigmatised itself, it is now
regarded demeaning to those who have intellectual disabilities, their families and friends.

In 2002 the American Assotian on'Mental Retardationchanged #title to the
AmericanAssociation orlintellectual and Developmental Disabilitied/hilst there were

many reasons for this shift in terminology, one of the key ones was the stigma attached to

the derogatory terrnetard (Siperstein Pociask and Collin22010).

Although the most recent, this is not the first clinically derived term of insult to be
incorporated into the public lexicon. The formal clinical teti®sbleminded, ‘idiot’, and
‘imbecilé, previouslyused by professionals to denote levels of intellectual impairment,

have also acquired negative connotations (Switzy and Greenspan, 2006). Indeed, it was th
fact that these labels had become terms of insults that advocates fought for the use of less
pejordive terms likemental handicdpn the UK andmental retardatidnn the USA to

replace them (Goode, 2002). Therefore, the same pattern of clinical terms later becoming
used as insults has persisted over time, its history in relation to people widting

disability spanning at least a century (Siperstein et al., 2010).

Just as the persistence of the stigma attached to intellectual disability is reflected in the

continued pattern of clinical terms being invoked as insults, the stereotypes attached
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intellectual disability also have a long history. Sheerenberger (1983) observed that the
stigma of people with intellectual disabilities in the West has been underpinned by a
combination of pity and fear, and that such ideas may be traced back tGleastian
beliefs. One belief was that people with intellectual disabilities were the innocent children
of God. Similarly,Stainton (2008) argues that St Augustine equated people with
intellectual disabilities with children and with the idedimhocencég since they were held
to lack reason and hence responsibility for their actions. In effégtmeant that they were
to be perpetually treated like children. A later beleiwever, undermined this relative
benevolence, since disability came to be rdgd as a manifestation of a sin or an evil
(Sheerenberger, 1983). Historically, fears have also prevailed about'psegieal

deviance or promiscuity (Jahoda, 1995). Notions about the perpetudlilkailtdnocence

of people with intellectual disabiitremain today (Jenkins, 1998). Thus, despite official
clinical definitions of intellectual disability evolving, the stigma attached to it appears to

echo earlier social constructions.

Down syndrome has a particular history and stereotype. It wagl@rdified by J.

Langdon Down in 1866, who, in formulating a classification systeldiofs based on the
physical features of various ethnic and racial groups, naniddnigolisni. He used this
term because he thought the epithantic fold, giving geegtly distinctive eyes,
demonstrated a link with thElongoloid racé Down (1866) believed that individuals from
his categories dethnic varietie's represented throwbacks from an earlier degenerate

period in human evolutionary history:

‘There can beo doubt that these ethnic features are the result of degeneration
(Down, 1887/ 1990, p. 129, cited by Kliewer, 1995).

Down (1866) described people with Down syndromevdkng and submissive to

authority. However, he later contradicted this by sayithey delight in defiancéDown,

1866, cited by Wishart and Johnston, 1990, p. 409). The idea that people with Down
syndrome have a particular personality however has stuck and may still be found in lay
attitudes today. Dows characterisation has lmeelaborated on over the years by other

clinical impressions of individuals with Down syndrome. Thealbed Down syndrome
personality includes traits such as stubborn, happy, affectionate, easy going, mischievous
and fond of music (Wishart and Johnstd®90; Gilmore and Campbell, 2008owever,

despite being predominantly positive, this stereotype is no less potentially damaging, since
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it neglects the individuality of the child and sets up expectations of how people with Down
syndrome will behavayhichin turn influen@show others interact with them (Wishart
and Johnston, 199Gilmore,Campbelland Cuskelly2003).

A recent UK study investigating public attitudes towards people with intellectual
disabilities suggests that present day attitudes teyaedple with intellectual disabilities
reflect a complex history and remain ambivalent (Scior, 2011). For example, while most
lay people surveyed broadly agreed withtiigat of people with intellectual disabilities to

be included in society, when askaobut their motivation to engage in social interactions
with people who have disabilities, people with intellectual disabilities are consistently
selected as one of the least desirable groups to interact with (Scior, ROifgr, whilst
generally in fawur of inclusion, a small but significant minority favoured segregated
education, living and employment for people with intellectual disabilities. These views did
not necessarily stem from hostility. In some cases, respondents appeared to be concerned
for the wellbeing of the individual or fear that inclusive classrooms will be detrimental to
nondisabled children in the class. It has also been suggested thatpespktance to

interact with those who have intellectual disabilities may in some casedreta

discomfort and anxiety about their ability to manage such interactions (Scior, 2011).

Like the stereotypes and attitudes towards people with intellectual disabilities, the
stigmatised treatment experienced by this group can take many forms Bepglience

direct discrimination in the form of verbal abuse and cruel remarks, sometimes on a daily
basis (Scior, 2011). Bullying is consistently a major public health concern, reported by
both children and adults with intellectual disabilities (Men2880). Disability hate crime

has also been a key focus of the Crown Prosecution Service in the UK (UK Crown
Prosecution Service, 2010). However, stigma may not always be as blatant as these direct
forms of discrimination. Edgerton (1993) illustrated h&tigma can interfere with the flow

of social interaction. He described how, once intellectual disability is noticed, a person
may reduce his or her communication to a basic level, sometimes converting to a
condescending tone or form'baby talk Often,for fear of causing embarrassment,

people assume only the most rudimentary level of knowledge, so much so that the
interaction is slowed down to tf@oint of virtual cessatiofEdgerton, 1993, p. 191).

Another more subtle form that stigma may take isdm@al of opportunities that are

within an individuak capabilities by welineaning but oveprotective families (Jahoda,
Wilson, Stalker and Cairney, 2010). Therefore, the stigmatised treatment faced by people
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with intellectual disabilities is variedgpvasive and may be motivated by kindness as well
as hostility (Jackman, 1994; Glick and Fiske, 1997). In the case of visible disability, such

as Down syndrome, staring is a more subtle but equally distressing form of stigmatisation.

1.5 How might stigma impact upon the individual?

There are various mechanisms through which stigmiddimpact on the individualLink
and Phelan, 2001Pn a practicahnd materialevel, direct discriminatioganlimit a
persors access to important life domains, suchhasising, employment and health care,
having deleterious effects on psychological and physical health (Major'Bndr) 2005).
Direct prejudice and discrimination in the form of verbal, or even physical, abuse has
obvious implications for ore psycholgical wellbeingHowever, the phenomenological
experiencef being stigmatised can occur by simply being aware of the negative value
placed on orniesocial identity (Crocker et al., 1998 other words, once auttural
stereotype is in placsimply beng awarghat one belongs to a stigmatised group may
have a detrimental impact on the individ(iahk and Phelan, 2001).

According to the classical perspective on stigma advocated by Goffman (1963), awareness
that onés social identity is devalued woultevitably have detrimental repercussions for

how a person sees him/herséifthis section, Goffmas position will be reviewed, with
reference to symbolic interactionismowever, considerable research evidence has

mounted that suggests that the eBeaftstigma are not as straightforward and inevitable as
early thinkers believed. dtemporary researchers emphasise the situational factors that
mediate the impact of stigma and the strategies that individuals use as agents of their own
resilience in théace of stigma (Crocker et al., 1989). Some of these strategies will be
considered to illustrate the complexity of the relationship between stigma and the self.
From this discussion, it will be concluded that individual coping strategies that mediate the
impact stigma has on sadteem need to be further investigated. Moreover, what is

missing from contemporary work on stigma is a developmental perspective and proper

consideration of the effects of stigma across the lifespan.
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1.5.1 Classical perspectives on how stigma impacts upon the

individual

Goffman (1963) defined astigma'asn at t r i but e t hat(p.l3sanddeepl
one that becomes an individsamaster statussuch thatan individual who might have

been received easily in ondiry social intercourse possesses a trait that can obtrude itself
upon attention and turn those of us whom he meets away from him, breaking the claim that
his other attributes have on' (¢s.15). Thus, stigma is social in origin and is about others
reactons to the attribute rather than the attribute itself. For Goffman (1963) the stigmatised
individual was thought to be adversely affected to the extent that they were aware of the
social stigma associated with the attribute they have, and he assumdthtiiat to

socialisation processes, the individual would be very sensitive to their stigma. In

Goffmans (1963) words¢t he st andards he has incorpor
him to be intimately ali V(el8tan'éwhatembhst
the more important fact that a stigmatised person is first of all like anyone else, trained first

ofallinothersv i ews of per s'dpd®) | i ke hi msel f é

According to Goffman (1963), knowledge regarding'sséigma would result irekling

shame and the individual would be driven to manage their stigmatised identity by using
strategies to conceal and control the information others received about his/her stigma. In
short, for Goffman (1963), stigma constituted a fundamental threa¢ fiodividuals

selfhood, Given that the stigmatised individual in our society acquires identity standards
which he applies to himself in spite of failing to conform to them, it is inevitable that he

will feel some ambivalence about his own 'sgif130).

Goffmans (1963) theoretical standpoint originates in the symbolic interactionist
framework of Cooley (1902) and Mead (1934). Both of these writers placed emphasis on
the importance of oreideas about how others see and/ or judge the self. Cooley) (1902
referred to thdooking glass selfby which he meant that an important determinant of
ones self is,the imagination of our appearance to the other person; the imagination of his
judgement of that appearance, and some sort efesdihg, such as e or mortification
(p.184). Mead (1934) also emphasised that how one thought other people saw the self was
important to the development of dmeeltconcept, but in contrast to Cooley (1902), he
stressed the development of the-selhcept during childood. Mead describes a two stage
process of development of self awareness, the first l@ang where the child
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experiments with different roles and pretends to interact with him/herself, anddinsd)

where the child learns the expectations of gleaeralised otherAs Mead himself says,

et he result of the given individual taki
his finally crystallising all these particular attitudes into a single view or standpoint which
may be called thigeneraked othet (p.90). Therefore, one learns to judge the self as one

is judged by his/her culture. In the case of stigma, this theory implies that with the

internalisation of orie cultural value systersglf-derogation is inevitable.

Therefore, accordingp classical theories of the relationship between stigma and the self,
being aware that others view the self negatively because of an attribute one possesses
inevitably has negative effects on &newn view of self. This section will now move on to
review more recent considerations of the relationship between stigma and self. Researcher:
in this area have used measurements of the construessedim to examine this

relationship.

1.5.2 Contemporary perspectives on how stigma impacts upon

the individual

Following a review of the empirical research looking at the link between stigma and self
esteem, Crocker and Major (1989) concluded that, contrary to what symbolic interactionist
theory predicts, individuals do not appear to inevitably suffer lowesslEm as a

consequence of being a member of a stigmatised group. As a result of this review, Crocker
and Major (1989) proposed that the symbolic interactionist account of Goffman (1963) was
simplistic and did not take full account the many factors invoaratithe possible

strategies individuals could utilise to protect their-sstieem.

The field today is dominated by identity threat theories of stigma (Crockey E928,

Major and CBrian, 2005). Proponents of these theories continue to consileelftas

socially constructed. These theorists also tend to assume that stigmatised individuals are
aware of and develop the same understandings of their identity that prevail in society,
through prior experiences and exposure to the dominant cultusemBains that the

individual is then aware that they are devalued in the eyes of others, aware of the dominan
cultural stereotypes surrounding their identity and recognise that they could be victims of

discrimination because of their stigmatised ident@yocker et al., 1998). However, these
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theorists highlight the complexities involved in how stigma impacts upon the individual

and the strategies people use to manage the threat it poses to their identity.

A distinction is made between social identltigat part of an individua selfconcept

which derives from his knowledge of his membership of a social group (or groups)
together with the value and emotional significance attached to that memb@rajig,
1981, p. 255) and personal identitneés nse of having unique characteristics different
from everyone els€Turner and Reynolds, 2001). The key premise of identity threat
theories of social stigma is that awareness thds @oeial category is devalued poses a
threat to the individua socialidentity, and hence their overall s@lbrth. The degree to
which awareness of oilsemembership of a devalued social category poses a threatdo one
sel-esteem first of all depends on how central that particular category is to a persons
sociatidentity. Individuals who regard thestigmatised social identity as a central part of
their overall socialidentity are more likely to perceive it as a major threat to twegrall

selfworth.

In the event of identity threat, people do not passively absorietyeive views that

society holds of their social identity but instead engage in a wide variety of strategies to
maintain, protect and enhance their-ssifeem (Major and 'Brian, 2005). People cope

with stigmainduced identity threat in a variety of wayHowever, this section will focus
only on those particularly useful for people with intellectual disabilities. According to
Crocker et al. (1998) an individual may deal with the identity threat posed by his/ her
membership of a stigmatised group by dgaaging their selesteem from domains on

which that group is stereotypically thought to perform poorly on. They suggest that an
individual may permanentlgis-identify’ with a given domain, particularly when the

nature of their stigmatising condition maks&uccess in this domain very difficult.
Therefore, in effect, performance in this domain ceases to have any bearing on their self
esteem. For example, a young person with an intellectual disability maledigy with
academic endeavours, since the glo@presentation of intellectual disability dictates that

aspiring to success in this domain would be futile.

Stigmatised individuals may also manage identity threat through the social comparisons
they make with other individuals (Crocker et al., 19%®)cial comparisons are an
important source of information about the self and a key determinant of affect and self

esteem. There is considerable evidence that if one believes one compares favourably to

21



Chapter 1: Introduction Deakin, K. A. (2014)

others, selesteem is enhanced. However, if one pggasecomparisons to be unfavourable,
selfesteem is diminished (Tajfel and Turner, 1986). Because members of stigmatised
groups are by definition disadvantaged and likely to compare unfavourably with the
dominant group on a number of dimensions, the stiged person is vulnerable to

identity threat via social comparison, because of the greater availabibtypefiol social
comparison targets. Yet, Crocker and Major (1989) emphasise that people are not passive
victims of the social comparisons affordegltheir social environment. Instead, they can
actively use social comparisons to maintain and even enhance thesteelin. One way

in which stigmatised individuals can manage the threat of unfavourable social comparisons
is by choosing to restrict ¢ir comparisons to people who share their stigmatised identity
(Crocker et al. 1998). Individuals may deliberately avoid comparisons with advantaged
group members because they know such comparisons would have painful consequences
for seltesteem (Brickmaand Bulman, 1977). It is also suggested that this tendency to
compare onse self with similarly stigmatised others will be particularly pronounced for
dimensions of selflefinition that are important or seaklevant and hence more likely to

effect selfeseem (Crocker and Major, 1989). For example, if an individual has chosen to
base selworth on their sporting ability, they will be more likely to protect this aspect of

self definition by comparing themselves with others who are inferior in this domain.

Thus, although the contribution of reflected appraisals to thegetfept continues to be
recognised, contemporary researchers propose that the relationship between stigma and
self-esteem is mediated and moderated by many factors, including stratbegies t
individuals use to protect themselves against the potential detrimental effects of stigma
(Crockerand Major 1989 Crocker et al., 998).While recognition of these complexities
adds to our understanding of how member of stigmatised groups arecebigciggma,

what is missing from the socipbychological perspective is a consideration of
developmental issues. Developmental factors may have bearing on how members of
stigmatised groups experience and deal with stigma. For example, for those whgpgrow
belonging to a stigmatised groupggsta may impactipon thendifferently acrosshe
lifespan.The advancing cognitive and social abilities of the developing child may lead to
an increasing awareness of themselves as stigmatised. Moreover, a latkinfatarties

at younger ages may hinder the use of coping strategies to protect the self. More
fundamentally, when arldbw children become awatleat they have a stigmatised identity

is not addressed in the existing literature.
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1.6 Adults with intellectual disabilities: Experience of

stigma

This section will review a selection of key studies in the literature on adults with
intellectual disabilitie€sawareness and experiences associated with being stigmatised.
Davies and Jenkins (199@arried outsami-structurednterviewsand participant
observatiorwith adults with intellectual disabilities and their support workers. In
approaching this issubese authors aimed to investigate the ratatigp between

individuals group identity adearning disaldd, as assigned by society, and their personal
identity. Inparticular,theauthorssought to find out to what degree herticipantsgroup
identity had been internalised or incorporated into their personal identity. The majority of
participants appeatdeunaware of their social identity as learning disabled. When asked to
discuss their understanding of terms relatingnental handicdg large proportion
responded wittcomplete incomprehensiofp. 98) Thesecond largest proportion of
participantsdid provide some definition gfuchterms, but definethemin such a way so

as to exclude themselvd3espite being apparently oblivioo§theirintellectually disabled
label,the participants were very conscious of the impiaeir disabilityhad on theitives.
Forexample, participants described how they felt restricted, had difficulties finding a job,
learning to drive oobtairing a car The participants also reportdificulties in finding
romantic partners arfdund it very painful to be told by tivgparents that they could not
become parents themselvébus, in terms of their experiencéiseir membership of this
social category was very real to themespiteknowledge of the discourse and stigma
surroundingt appeaing to beabsent. Davies ane@dkins (1997) concludithat since
participants were unaware of the discowasd stigmaaroundlearning disabilitythere was

no reason to think they had internalised such labels or that their identity was affected by
them.The authors attribute thecongruencefoundbetween the participantsocial identity
and personal identity to thveay parents and support workersntrolled their access to

information.

Todd and Shearn (199@)so described how parents of adults with an intellectual disability
contolled the information their offspring received about disability and the stigma attached
to it. Although parentkeenlyfelt the stigmaattached to their chilsl disability, they
carefullyprotectedtieir offspringagainst becoming aware of it, believingatbe too

painful for their offspringThe strategiethatparentsusedto prevent their offsprinffom
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becomingawareof disabilityincludedavoiding the use of labels relating to intellectual
disability in their presence and supporting their offspshglief that they were no

different to othersParents appeared to create what Goffman (1963) referred to as a
‘protectve capsulefor their children. The majority of parents believed that their efforts had
been successful arldeir offspring hadotacqured an understanding of themsehass
intellectually disabledThus, parents were important mediators of the relationship between

their offspring and wider society.

The findings of Todd and Shearn (1997) are consistent with thd3avaés and Jenkins
(1997) in thatthere appearei bea lack of congruity between individuatelfidentites
and their stigmatised social identity, a disparity se@medo stem from the practices of
significant othersFor this reason, Todd and Shearn (1997) condtiu'secrecy and
collusior remain significant featusof the lives of adults with intellectual disabilitiead,
as a result, individuals aret only unaware of their actual limitations, but alsesocial

stigma attached to them.

In contrastseverastudies have found that people with intellectual disabiliteage

experenced stigmatised treatment and anrare of both their actual limitations and their
stigmatised identity. Mest (1988) carried out a focus group study of the views of five
intellecually disabled adultsThe focus group interview schedule was loosely structured
around the topics of employment, friendships and leisure time, but also aimed to elicit their
views on their disabled status within society. These participaars awaref the

diagnostic labels applied to them and of thlatedstigma Participants acknowledged that
others treated them differently and describrpgeriencsof stigmatising treatmersiuch as

beingridiculed by people in the community.

Jahoda, Markova and Gatmole(1988) conducted serstructured interviews with adults
with an intellectual disabilityvho all lived at home with their parents and attended Adult
Training Centres for people with disabilities. Interviews were again roughly structured
around theisocial life, autonomyhandicapand stigma. All participanteported having
experienced abuse or rejection by +tsabled peerd-urther, theyere aware of the
stigma associatedith having been identified asentallyhandicappedand their
attendane of specialist serviceStigma featured prominently in participaragscounts of
themselves in relatioto norrdisabled peopldn addition,participants wergainfully
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aware of their limitations anthe way that parents treated them differently frotvliegs as

a result.

In asecondstudy, Jahodand Markovg2004) explored the views of two groups of adults
with intellectual disabilitiesThe first group were moving from their famitypmeto more
independent living arrangementghile thesecond grougvereabout to move from ahg

stay hospitato live in the communityBoth of these groups were acutelyare of the
stigmathey experienced as a result of usspgcialist serviceS.he adults who resided in

the long stayhospital wereconcerned aboutdw their association with the hospital would
impact upon their acceptance in the community. This is particularly significant, as they
appeared to be sensitive to stigma despite having lived in an environment isolated from the
wider society where one coubdve been presumed to have bisbelteretifrom stigma.

Craig et al. (2002)eported that a group of adults living in supported accommodation in the
community were aware of the stigma attached to them as a result of their disability. They
held afocus goup with six individualsvith intellectual disabilities and also surveyed the
attitudes otheir serviceprovider staff. The researchers soughgxplore the relationship
individuals have with their intellectually disadlelentityandtheinfluencethatservice

provider staff exerted in this relationship. The particigdrgkaviour during the focus

group led the researcher to conclude that they were aware of their disability and the stigma
associated with it, since they looked very uncomfortable whgastalluded to during the
discussion. In contrast, however, thafsreported that they did not believe the participants
with intellectual disabilies saw thmselves as disable8taff said that although théglt it

was important to give individuals aance to talk about their disabilithey were anxious

that doing so would cause their service users distress. As a result, staff found the issue
difficult to address and tended to avoid it. In addition, many staff merfdletisat the

relatives of peo with intellectual disabilitiedid not want them to bring up the topic

In conclusion, the literature on adults with intellectual disabiliiesreness and

experiences of stigma is somewhat conflicting. The reasons underlying this are unclear but
the varied methods used probably contribute to the mixed findings. People with intellectual
disabilities often have difficulties with expressive verbal communication. Therefore,

relying on open ended interviews and focus groups may limit individalzlgy to express

their thoughts and feelings about disability. When considering how to investigate how

young people with intellectual disabilities develop a sense of difference or an awareness of
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stigma, the literature concerning the development ofcsglteptmay provide a useful

starting point.

1.7 Psychological perspective on the development of self

Lewis (1990) suggests that the formation of an identity or self is one of the core
developmental tasks of a social being. Developing a sense of selbisaciad

achievement, progressing through several levels of complexity through the lifespan. In his
seminal writing on the self, James (1890) conceptualised thassetimprising two parts:

the self as subject (tHeself) and self as object (thle-sdf’). He defined thd-self as the
actor or knower anthe Meselfas theobject of on&s knowledge or the sum of what is
known.The'Me' corresponds to the self that is identified, recalled and talked about, and is
what is generally known as tfeelf-concept (Rochat, 2001; Harter, 1999).

The duality of self that James (1890) identified continues to feature prominently in writing
on the self today (Lewis, 1990, 1991, 1994; Harter, 1999). Thus, in a similar fashion,
Lewis (1990, 1999) distinguishes betwehe'machinery of selfand'idea of mé Lewis

(1994) describes thmachinery of selfas subjective seliwareness, as attention is

directed away from the self to external objects, people and events (Harter, 1999). The
'machinery of selftomprises bsic motorperceptual processes (Lewis, 1999). Lewis (1991)
describes thédea of méas objectiveself awareness, since the self is taken as the object of
onés attention. This is the aspect of self that not only knows, but knows it knows (Lewis,
1999).

The'machinery of seliis thought to be present at birth, or shortly after (Lewis, 1994). An
early feature of thénachinery of seliis the ability to differentiate between oneself and
other persons, and this is achieved byw@nths of age (Lewis, 1994)hus, from the
beginning the self is inherently social, since knowledge that one is separate from others
presupposes at least some social awareness (Durkin, 1995). Irutdezlyis (1999),
learning about the self is inextricably linked to learning alothr persons. In this sense,
Lewis and his colleagues follow in the footsteps of the Symbolic Inters&tsdviead

(1934) and Cooley (19); they believe that knowledge of the self and others are
dependent on one anoth&rcannot know another uegs | lave knowledge of myself

(Lewis and Brookssunn, 1979, p. 2). This early self continues to develop throughout
infanthood as the child interacts with both the physical and social environment (Rochat,
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2001). However, it is not until tHelea of méemergeshat the child is able to reflect on

the knowledge of self and others they have acquired (Lewis, 1999).

The idea ofme aspect of self has received the most research attention (Harter, 1999). The
methodological procedure used extensively to measuentet of theidea of mé

involves observing infantseactions to images of themselves in a mirror (Lewis and
BrookesGunn, 1979). During the procedure, mothers were asked to surreptitiously
smudge the nose of their child with rouge. The infants wereplaeed in front of a mirror

and researchers measured the amouinbsk directed behaviduhe infants displayed.

Infants at 1 year old showed an interest in their mirror reflection, by smiling and cooing;
however their responses were no differenhtartown reflection than to images of other
infants. At around 188 months old a minority of infants began to display-de#cted
behaviour, by touching their own noses, and by 21 and 24 months old most infants reachec
for their own noses (Lewis and RrikesGunn, 1979). Selfeferential behaviour is taken as
evidence that the child has recognised themselves as the object of their experience, throug
their own physical features. According to Lewis (1994) the verbal equivalent of such
behaviour is, "th&d me" and thus signals the beginning ofidea of mé Thus, at around

the age of 15 to 18 months old infants reach a developmental milestone that enables them
to view themselves as the object of their attention. This is also the time that children begin
to develop language and use personal pronouns (Lewis, 1994). Fhgsteth, including
the'machinery of self continues to influence the chédehaviour and is elaborated on as

the child learns and interacts with their environment. The content odi¢faeof méwill

depend on the chilslemerging cognitive capacities as well as socialisation demands
(Lewis, 1994). In addition, in the tradition of Mead (1934) and Cooley (1902), it is
recognised that the idea'af€ is also influenced by the qualitie§ the social interactions

the individual experiences and the wider culture they inhabit (Harter, 1999).

In the next section, the developmental sequence with which chdddea of mébecomes
more sophisticated will be outlined, paying particulagratibn to those ways of
understanding the self that may be implicated in childrawareness of the self as socially

different or stigmatised.
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1.7.1 Developing an awareness of self as different: What the

psychological literature suggests

It is gererally accepted that thielea of médepends on the cognitive abilities of the
individual and thus its development is ag@gmative (Lewis, 1990; Harter, 1999). As one
would predict, it has been found that infants with Down syndrome displaseseiéntal
behaviour in response to the rouge task at a later age thatisaduhed infants, depending
on their level of cognitive developmeMans, Cicchetti and Stroufe (1978) found that it
was not until 3 to 4 years old that the majority of infamth Down gyndromeengaged in
self-directed behaviours. Those with greater cognitive abilities achieved the milestone

earlier than those at a lower cognitive level.

1.7.2 Self-identification with social categories

One of the first ideas abouté€ to develop relges to how the social world may be
categorised along the dimensions of age and gender. By the agea2ld children

begin to categorise themselves and others along these social dimensions and their ability
becomes more proficient with age (Lewis @&@whnBrooks, 1979; Lewis, 1990). For
example, Slaby and Frey (1975) reported that 2 year olds were able to label their own
gender identity correctly. As their abilities advanced, they realised that gender remains
constant throughout life at ages 3 to 4ngeold. Then, at ages 6 to 7 years old they were
able to understand that even if somésraternal appearance changes, for example a girl

wears boys clothes, they remain the same gender.

Another socially significant way of defining the self is accordmgthnicity. According to
Aboud (1988), the majority of research suggests that this ability begins to emerge in white
children around the age of 4 years old and by age 6/7 years old the majority can accurately
identify their ethnicity. The percentageBiack and Hispanic 4 year olds who correctly
identify their ethnic identities tends to be lower. However, by 6 to 7 years old they also
appear to have acquired this abiligboud, 1988; Madgel 976).The nature of the social
environment has been implicdte childrers delayed knowledge of their ethnicikatz

(2003) suggestlthat childrers proficiency with gender labes$éems fromhe factthat

gender is so readily talked about with children as they grow up. By contrast, ethnicity is
mentioned less équently and parents vary as to the degree to which they feel ethnicity is a

socially acceptable thing to discuss with their child (Katz, 2003).
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The research briefly described above about emerging identities suggests that young
children are inclined to ganise their social world intcategoriesTherefore, the
availability of information about disabilitmay help to determine hoguickly children
develop an idea of a social categbkg 'Down syndromeand whether or not theggard
themselvess being prt of such a group.

1.7.3 Self in terms of higher-order traits

The selfdescriptions of young children aged 3 and 4 years old tend to focus on concrete
observable features of the self (Damon and Hart, 1988). These may be physical attributes
("lI've gotblack hair and brown eyes"), activities ("I can run real fast"), social ("l have a
brother called Jason") or psychologicalrihappy"; Harter, 1999). Young children also
describe their likes and dislikes and again focus on those that are obsenviitge ("l

pizza"). At this age, childresmiselfdescriptions are also differentiated and isolated from

one another, as they lack the ability to integrate theiwde=i€riptions coherently across
domains (Harter, 1999). During the period 5 to 7 years old,rehildegin to organise and
combine seHperceptions into higher order sets. However, it is not until the ages of 8 to 11
years old that children can think of themselves in terms of trait labels and integrate self
representation® form higherorder generaations Hence by this agethe self is now

likely to include trait descriptions (e.g. smart or dumb). The ability to construct higher
order concepts also means the child can constrsehse ofjlobal of selfworth. Research
suggests that although ymy children may not be cognitively or verbally able to construct

a global concept of their salforth, they can experience low sedteem and it can be seen

in their behaviour (Harter, 1990). For example, behavioural displays of confidence,
curiosity, intiative and independence all point to high ssfeem, while an absence of

these behaviours is suggestive of low-gsifeem (Harter, 1999).

Thus, young children with Down syndrome may notice the facial features associated with
people with Down syndromeélowever, it is likely that this feature of themselves will

remain separate from their views about other aspects of self. Likewise, this research
suggests that if children notice they are not good at things, their insights into their lack of
competence irarious domains will remain disconnected and it will not be until later when
they are 8 to 11 years old that they will begin to integrate their perceptions into one overall

notion of a general lack of ability or seeing themselvéstagid. Similarly, the
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connection between having Down syndrome and intellectual disability may not emerge

until these later years.

1.7.4 Social comparisons

According to Harter (1999young childrefs (3 to 4 years old) ideas about themselves tend
to be unrealistically mgitive and they tend to overestimate their abilities. Thardly

because thewtill lack theability to differentiate between ideal sealftributes and those that
are realChildreris inflated ideas about themselves also stem from their inability to
compare their own performance to that of others. The ability to attain information about
the self via social comparison is thought to develop aroniddle childhood (roughlg-
11lyears olg Frey and Ruble, 1990%0cial comparison may have a negative impacthe
self-perceptions of children with intellectual disabilities. For example, if a child attends a
mainstream school where the only opportunities for social comparisons are with non
disabled peershe informationgleaned from such comparisons mayhefirst indications

that theyare lagging behind academicatlyare different from their pee¢dacobs, 1983;
Renick and Harter, 1989ndeed, the potential detrimental effect of social comparisons
with nondisabled peers on the sgkérceptions of chilren with intellectual disabilities is a

key issue in the debate about the value of including children with intellectual disabilities in
mainstream education. Of course, social comparisons are not restricted to school settings
and may also be carried ouitlvsiblings at homeSuch comparisons may result in

children with intellectual disabilities becoming awafeaot being able or allowed to do

things that siblings do, such as visit the park without a parent.

1.7.5 Appreciating the perspectives of others

Slightly before the age of 2 years old children begin to engagedadral referencingthat is,
they look to adults to guide them in responding to ambiguous events (Barrett and Campos,
1990; Harter, 1999). Also at this age, children begin to anticifreteeactions of adults to
their behaviour. For instance, children look for the positive reactions of adults to success
on a task (StipekRecchia and McClintjc1992). Childrels cognitive advances in
perspective taking between the ages of 5 to 7 yddmsnable them to appreciate others
evaluations and views of them more fully (Selman, 1980; Harter, 1999). By the ages of 8
to 11 years old children become more aware of the attitudes others hold towards them.
Moreover, then children are able to reflestathersviews and the implications for
themselves. While these soea@gnitive advances may play an important role in children
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developing understanding of the social world and relationships, for children with an
intellectual disability such social avemess might increase their vulnerability to the

condescending or negative attitudes of others (Harter, 1999).

Learning to appreciate the perspectives of others coincides with children developing the
ability to feel shame, when they believe their bebiakias not lived up to the standaads
others (Harter, 1999). Shame is a-sghscious emotion. Therefore, it is an affective
reaction to the self and the outcome of-seffective activities. Feelings of shame can be
accompanied by a desire to hidenfrothers, low selfvorth and even feelings of

depression and hopelessness (Harter, 1999; see Higgins, 1987).

According to Lewis (1994), a rudimentary form of shame emerges at the same time as self
referential behaviour in the rouge on the nose task andehwith the developmeat the

'idea of mé Rudimentary forms of shame appear to emerge as early-gse2s old and is
manifest is childre’s behavior. For exampl&tipek et al. (1992) reported that child@2

years of ageéurned awayand hunckd tteir shoulders when they were unable to complete

a taskin front of adults Thus, behavioural displays of shame includeidgant postures and
gaze aversiofHarter, 1999). Kagan (1984) interestingly reported that young children
looked distressed when theyatghed an adult perform a task they would be unable to copy.
This was interpreted as implying they were aware of their lack of competence to achieve
the standard set out before them.

After the age of Jears children appear to take their appreciaticadodts standards a step
further by evaluating their performance and reacting emotionally to their success or failure,
even in the absence of adult reactions (Stipek et al., 1992). A bit later, as their verbal skill
increases, shame can be identified e¢bmments children make about themselves, such

as "Im bad at catching a ball" or "mum do&gike it when | do that" (Harter, 1999).

According to Harter (1999), it is not until 8 and 9 years old that children have the cognitive
ability to reflect on tk feeling of shame in an adult sense. Further, it is not until
adolescence that young people experience shame about a particular characteristic of self o
shame about a characteristic shared by others with the same cultural identity (Harter, 1999
However research with young children highlights that it is not necessary to understand the
concept of shame to experience the affect that accomparsésimhenay be particularly
relevant for individuals who believe they do not meet cultural expectations petency,
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as may be the case for someone with an intellectual disability. For example, a young

person with an intellectual disability may experience shame at being unable to read.

1.7.6 Concluding thoughts

The developmental literature on the self ise@sive. An attempt was made to pick out
developing abilities in relation to the self that would seem theoretically most pertinent to
perceiving the self as different or socially devalued. It would not be possible to provide a
comprehensive account of thaderpinning theory and research relating to the
developmental stages described. What becomes clear is that the development ofschildren
social cognitive abilities is a complex and gradual transactional process, involving
childreris cognitive abilities,Heir social environment and the characteristics they bring to
different social situations. The many existing models concerning the development of self
are based on normative samples and focus on the life experiences of people without
disabilities. As a radt, it is difficult to piece together a detailed picture of how perceptions
of difference and the emotions accompanying them may emerge for children with
intellectual disabilities. The literature does, however, describe key abilitieséestones
thatmay be implicated.

In relation to this thesis, a key question concerns the ability to become aware that they
belong to a social category described by Down syndrome or intellectual disability.
Children tend to use concrete and observable features whenbiley the self and others
(Harter, 1999; Livesly and Bromley, 1973). However, while children may notice physical
differences of their peers with disabilities, whether they formulate a social category
according to these differences may depend on thedrexy with which they see people
with Down syndrome and the amount of information they are provided about it by those
close to them.

The ability to form higheprder trait descriptions of self (for example, stupid or different

from everyone else) appedosemerge as their abilities to integrate previously separate
selfperceptions increases around the ages of 8 to 11 years old. The ability to integrate self
perceptions also means that children can construct a sense of glehairself However,

it is emphasised that although children may not be able to articulate a global sense of self
worth, behavioural displays indicate they can experience feelings efdiiwvorth (Harter,
1999).
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The ability to compare the self to others, at around 8 to 11 yeansoald also appear to
be critical to perceiving the self as different. For example, comparirig peormance to
school peers or siblings at home may inform a child with an intellectual disability of their

difference.

Finally, the ability to appreciatgthers perspectives can contribute to childeeawareness

that they are being treated in a stigmatised fashion and being treated different as persons.
Furthermore, sensitivity to othépgdgements and evaluations may lead to feelings of
shame, and annareness that one cannot live up to expected standards. Once again, the
research suggests that childsesensitivity to how they are viewed by others might be
evident before they are able to articulate their feelings. This begs the question as to
whetherthe existing literature with people who have intellectual disabilities proves
sensitive to these complex processes relating to chddgeowing awareness of their

social identities.
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Chapter 2: Systematic review

2.1 Aim

This review draws together theisting literature on children and young people with
intellectual disabilities, to examine whether there is evidence to suggest if and when they
develop knowledge of their disability or awareness of stigma. The studies will be described

and critically exarmed.

2.2 Introduction

In the preceding chapter, previous research examining adults with intellectual disabilities
awareness of their disability and the stigma associated with it was reviewed. The findings
of these studies were contradictory and ssted that while some adults with intellectual
disabilities were aware of their disability and sensitive to stigmatised treatment, others
appear to have been successfladhelteretlby significant others (Jahoda et al., 1988; Todd
and Shearn, 1997)he pesent review aimed to identify studies investigating young

people with intellectual disabilitieperceptions of their disability and the social stigma
attached to it. A small body of literature was found using an electronic search of Medline
and PsycINFQa hanesearch of key journals and by examination of the reference sections
of relevant papers. The search strategy is detailed below. Both quantitative and qualitative
research was found and these two types of research will be reviewed separatelindeginn
with the quantitative studies. An overall discussion of both sets of research will be

provided at the end.

2.3 Method

2.3.1 Search strategy

Publications from peer reviewed journals were identified by carrying out an electronic

search of researaatabases and a hand search of key journals.

2.3.2 Electronic search of databases

An electronic search of the following databases was carried out: Ovid MEDLINE(R) In
Process & Other Neindexed Citations and Ovid MEDLINE(R) and PsychINFO. Search
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resultswere limited to those published in English, and in peer reviewed journals from 1990
to June 2013, when the search was conducted. The electronic search comprised two
components, a text word search and a search of index terms, as defined by the respective
database. Advice was sought from a Glasgow University librarian who is an expert in

carrying out reviews of research literature.

The search strategy used in PsycINFO, accessed via EBSCO, was as follows:

(TX "social* stigma*" or stigma or stigmati* or siat* identi* or disab* identi* or shame*

or prejudice* or self?concept* or negative attitude* or social?perception* or
self?perception* or self?awareness or social comparison* or bully* or social?exclu*) OR
(DE social identity or group identity or self geption or Social Perception or social
cognition or stereotyped attitudes or stigma or prejudice or social discrimination or shame

or embarrassment or social comparison or bullying)

AND

(TX children or child or childhood or adolescen* orjadolescen* ojuvenile* or youth
or teen* or preschool or school age* or pupil* or student*) OR (DE adolescent
development or adolescent psychopathology or child psychology or developmental

psychology or child psychopathology or preschool students or childhood denglt)p

AND

(TX intellectual* disab* or intellectual* disorder* or intellectual* handicap* or

intellectual* impair* or intellectual* deficien* or intellectual* subnorm* or learning disab*
or learning disorder* learning impair* or learning difficult* or deymental* disab* or
developmental* disorder* or developmental* handicap* or developmental* impair* or
developmental* delay* or mental* disab* or mental* handicap* or mental* impair* or
mental* deficien* or mental* subnorm* or mental* retard*) OR (DE iletetlual

development disorder or "Intellectual Development Disorder (Attitudes Toward)" or
developmental disabilities or fragile x syndrome or prader willi syndrome or rett syndrome

or williams syndrome)

The search strategy used in Medline, accessed viai@wwas as follows:

(intellectual* disab* or intellectual* disorder* or intellectual* handicap* or intellectual*

impair* or intellectual* deficien* or intellectual* subnorm* or learning disab* or learning
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disorder* learning impair* or learning difficultdr developmental* disab* or
developmental* disorder* or developmental* handicap* or developmental* impair* or
developmental* delay* or mental* disab* or mental* handicap* or mental* impair* or
mental* deficien* or mental* subnorm* or mental* retard* odgeation* ad;j3
subnorm)).tw. OR (exp Mental Retardation/ or exp Mental Retardatidmk&d/ or exp
"Education of Mentally Retarded"/ or exp Developmental Disabilities/ or exp Mentally

Disabled Persons/)

AND
(children or child or childhood or adolescemr*preadolescen* or juvenile* or youth or
teen* or preschool or school age*).tw. OR (exp Child/ or exp Adolescent/ or exp Child,

preschool/)

AND

((social* adj3 stigma*) or stigma or stigmati* or social* identi* or disab* identi* or

shame* or prejudicedr self?concept* or negative attitude* or social?perception* or
self?perception* or self?awareness or social comparison* or bully* or social?exclu*).tw.
OR (exp Social Identification/ or exp Stereotyping/ or exp Social Stigma/ or Self Concept/
or exp Prajdice/ or exp Shame/ or social perception/ or bullying/ or

social?marginalization/)

2.3.3 Hand search of articles and key journals

The reference lists of relevant articles identified in the electronic database were also

searched. In addition, a seardtttee contents pages of several key journals was conducted:

American Journal on Intellectual and Developmental Disabil{i6632013)

Journal of Intellectual Disabilities (202313)

Journal of Intellectual Disability Research (262X313)

International Journal of Developmental Disabilities (262313)

Journal of Applied Research in Intellectual Disabilities (22033)
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2.3.4 Inclusion and Exclusion criteria

Studies were included in the review if they examined the awareness, knowledge or
understanishg of disability in children with intellectual disabilities and/or any aspect of the
social stigma associated with it. Studies were included if the sample participants were agec
up to 24 years old. This age range was chosen because it was thoughtit eacly

adulthood, and encompass the impact of major stages of transition in youngsdaase

such as, moving from school to college or the work place. All the studies included were
published in peereviewed journals and written in English. Disseoia abstracts, book

chapters and conference proceedings were excluded from the rEinally, anly

research carried out in Western countries was included as attitudes towards disability and

the stigmatised treatment people receive are inextricably doundture.

2.4 Results

2.4.1 Article selection

Having run the search strategy in each database, the resultant citation titles were examinec
for potential relevance to the research question. The abstracts of those papers deemed
potentially relevant wre then read. Those articles whose abstract appeared to confirm their
relevance were read in full. The articles retained at this stage comprised the final set of
papers to be included in the review. Papers were sorted into two sets, those using
guantitatve methods and those using qualitative methods, so that they could be reviewed

separately. Figure 1 details the process of article selection.
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Figure 1: Flow diagram of study selection process

2.5 Part 1: Quantitative studies

2.5.1 Article quality and rating criteria for quantitative studies

In order to assess the quality of the articles a grading system was devised. The quality

criteria were developed with reference to established guidelines (SIGN, 2003) and by

reflecting on what study features were salient to the question posed by present revie

In summary, the criteria identified were:

1) The clarity of the research questions and study aims

2) The suitability of the research design to the research question
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3) The size of sample

4) The appropriateness of the measures for people witheictigdll disabilities

5) Whether intellectual disability was measured by a validated assessment or collected

from school records

Of fundamental importance was that researchers had clearly stated the aims of their study
with reference to previous researctddheory. Since children with intellectual disability

will have some level of intellectual impairment, the most efficacious design would attempt
to control for both the effects of intellectual ability and chronological age by including two
matched compason groups of young people with no disabiliijie strongest studies

would also have a sample size that was informed by a power calculation to ensure that type
Il errors are avoided?eople with intellectual disabilities have particular communication
needghat mean research methods have to be accessible to them in order to collect
meaningful data. The most reliable and valid measures would have been normed for young
people with intellectual disabilities. However, very few measures have been normed with
theintellectual disability population. Therefore, measures were considered to be strong if
they had been validated on a rtisabled child population and adapted for use with young
people with intellectual disabilities. Measures constructed with young pedple

intellectual disabilities in mind, and piloted on them, would also constitute a strong
measure. Finally, the strongest studies would include details about the intellectual

functioning of the participants using a validated tool or school records.

Each identified study waassessedccording to the criteria described above using a
checklist. However, rather than using the criteria to assign each paper a quality score, a
quality grading system was developed. This was because not every criterion was
corsidered of equal value. For example, if a papauthor(s) did not use measures that
were suitable for use with young people with intellectual disabilities, the study was
regarded as very poor, regardless of how it fared on the remaining criteria. Titye qua

grades developed are described below, beginning with the highest level of quality, 1a.

Level la (Excellent)The research question and aims of the study were clearly stated; the
study design incorporated a group of young people with intellectudlildies and two

comparison groups of young people with no disabilities matched for developmental level
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and chronological age; the sample size was based on a power calculation; a standardised
measure was used demonstrated to be valid and reliable foithgeeaple with

intellectual disabilities; intellectual disability was measured using a validated instrument.

Level Ib(Good) The research question and aims of the study were clearly stated; the study
design incorporated a group of young people witHlgttaual disabilities and one

comparison group of young people with no disabilities; a convenience sample was
obtained; a standardised measure adapted for use with young people with intellectual
disabilities was used or a measure developed for the stkidg iato consideration the

needs of people with intellectual disability; intellectual disability was measured using a

validated instrument.

Level Ic(Adequate) The research question and aims of the study were clearly stated; no
comparison group was useaconvenience sample was obtained; a standardised measure
was adapted for use with young people with intellectual disabilities or a measure
developed for study taking into consideration the needs of people with intellectual

disability; intellectual disabty was measured using a validated instrument.

Level lla(Poor). The research question and aims of the study were clearly stated; no
comparison group was used; a convenience sample was obtained; a standardised measure
was adapted for use with young pkowith intellectual disabilities or a measure

developed for the study taking into consideration the needs of people with intellectual

disability; intellectual disability not measured.

Level Il (Very poor) The research question and aims of the studg wiearly stated; no
comparison groups; convenience sample; suitability of measures for people with

intellectual disabilities questionable; intellectual disability not measured.

Level llll (Extremely poor)The research question and aims of the studgleatly stated;
no comparison groups; small convenience sample; suitability of the measures for people

with intellectual disabilities is questionable; intellectual disability not measured.

2.5.2 Results of study quality evaluation

The quality of the pagrs was assessed using the above criteria above by the first author.

Each study was given an overall quality grade that ranged from level | to level Ill. Studies
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that were graded below level | would have been regarded below a suitable standard and
omittedfrom the review. However, none of the studies fell into this category. A second
independent rater also carried out quality assessment using the quality criteria and the

inter-rater agreement was determined. The level of agreement was 100%.
The review intuded four studies. Table 1 shows how each study fared according to the
quality criteria. Four studies received an adequate quality grading, while one was graded a:

good.

Table 1: Quality grading of quantitative studies

Study Qualty grade
Szivos (1991) Ic
SzivosBach (1993) Ic
Cooney et al. (2006) Ic

Crabtree and Rutland : study 1 (200: Ib
Crabtree and Rutland : study 2 (200! Ic

2.5.3 Data extraction for quantitative studies

Key information was extracted from the stugliender the following headings: study aims
and design, characteristics of the sample, the methods used, the main findings of the study

and methodological limitations. The four quantitative studies are summaritdaldagn 25.
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Table 2: Szivos (1991) Social comparisons with siblings made by adolescents with a learning difficulty

Aims and design Sample M easures/nethod Main findings Limitations
To measure social comparisons N= 50 (20 female and 30 Interview format BPVT scores showed no relationship with any No comparison
with siblings made by male) aged 121 years old variables (mean= 50.96; mean MA= 9 years 4 group of non
adolescents with IDs British Picture months). disabled young
Mild intellectual disability Vocabulary Test people
Investgate relationship between (BPVT: measure of IQ) Older, same sex siblings were chosen for socii
social comparisons and self All attended Further Educatio comparison more often, got higher esteem scc convenience
esteem courses attached to mainstre¢ The Social Comparison and were rated as superior to parté@gifs more = sample
FE colleges Scale (developed for | than younger opposite sex siblings, who were
Investigate how participants cop study) composed of del chosen least often, received lower scores and No testretest
with the potentially negative All had previously attended = esteem and rated estee were seen as inferior to participants. reliabilities for
outcomes of social comparisons special schools of chosen sibling. Three measures
they make scores derived: Self Findings interpreted in terms of ways in which

esteem; Sibling score; = social comparisons can be used to serve self
Discrepancy score (self esteem (defensive usésocial comparisons). It

score minus sibling is suggested that it is acceptable to look up to

score). older sibling, by contrast, negative outcomes o
comparisons with younger sibling present a

The Stigma Scale threat to self esteem and derogation used to

(developed for study) | protect self.

Self esteem score and = Gender effect explained byaiving on gender

stigma score later identity development literature. Own gender

combined for analysis = valued while opposite gender derogated.

beause highly

correlated Adolescents with younger siblings more anxiot
than those who compared themselves to older
siblings. Participants who were most anxious
were those with yanger same gender siblings.

Participants who felt most inferior to sibling als
perceived most stigma.
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Table 3: Szvos-Bach (1993) Social comparisons, stigma and mainstreaming: The seHfiteem of young adults with a mild mental handicap

Aims and design Sample

M easures/nethod

Main findings

Limitations

To investigate potential
relationships between self

N=50 students (20
female and 30

esteem, soai comparisons and male).
participantsaspirations and
expectations of fulfilling them. = All attended

Further Education
centres in England

Aged 1621, mean
age 18 years old.

Mild to moderate
ID

Interview format.

BPVT used to measurt

IQ

Social comparison test
(developed for study)
composed of self
esteem and rated
esteem of four others
(friend with ID;
favourite sibling, a
person without ID and
ideal self).

Perception of Stigma
guestionnaire
(developed for stug).

Aspirations and
expectations of
achieving them
(developed for study)

Social comparisons: Participants rated self as
similar to friend with ID and rated other person
without ID as superior to self.

Participants showed tendency to view older
siblingsas superior to self and younger siblings

inferior. Samesex siblings seen as superior to s

and oppositesex siblings inferior to self

Participants with highest seffsteem had higher
ideals (ideal selkcore)

Stigma: participants with highest selfeem and

highest ideals showed least awareness of stign

Participants who perceived most stigma also
perceived themselves as inferior to their
comparison targets (netisabled other, siblings
and ideals).

AspirationsExpectations: Participants with
highest rated ideal self had higher aspirations.
Participants with least expectation of fulfilling
aspirations felt most stigmatised.

Large range of 1Qs obtained from BPV’
SzivosBach notes that this may throw
doubt on validity of test for populatien
test aiety may have led some to score
lower than actual ability, others had
higher receptive vocabulary skill relativi
to other abilities

Convenience sample
No test retest reliabilities for measures

No comparison group of individuals wit
no disability.
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Table 4. Cooney, Jahoda, Gumley and Knott (2006) Young people with intellectual disabilities attending mainstream and segregatedsting: Perceived
stigma, social comparison and future aspirations

Aims Sample Measures Main results Limitations

Investigate the impact ol N=60 aged 187 years Between group comparisons Only mainstream pupils reported Segregated school pupils came from more

school setting with mild to moderate | (mainstream pupils with ID = frequent stigmatised treatment ir deprived aras than mainstream, however
(mainstream vs. ID vs. segregated pupils with = school, however both groups SES found to be unrelated to all depender
segregated) on perceive ID) on selfreport measures: reported stigma irheir local area variables
stigma, social 28 attended mainstrean
comparisons with peers school; 32 segregated = Adapted Social Comparison Both groups pupils compared The reliability for Social Comparison Scale
and future aspirations = school in West of Scale (Dagnan & Sandhu, = themselves positively with a mor was low for comparison with nedisabled
Scotland 1999). disabled and a nedisabled peer ' peer
Modified Life in School Mainstream pupils more Many potential participants declined to tak
CheckKlisti Junior school ambitious but both groups felt part
version @rora, 1987). equally likely would attain goals
No comparison groups of partieipts with
Experience of Stigma no disability
Checklist (developed for
study) Convenience sample

Future Aspirations Checklist
(developed for study)

BPVSr (Dunn, 1997)
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Table 5: Crabtree and Rutland (2001) SeHevaluation and social comparison amongst adolescents with learning difficulties

Aims Sample Method Main findings Limitations
Studyl: To compare self Study 1: Study 1: SeHPerception Profile = Study 1:scholastic dimension did not No information on
perceptions in six domains of N= 145 (69 for Children (Harter, 1985). contribute to overall selvorth of MID participant 1Q ; deemed to
students with moderate female) students = Measures five domains: scholast students while it did for neMID students. = have moderate learning
intellectual disabilities (MID) = with moderate competence, social acceptance, MID students rated athletic competence a: difficulties by local
and students without MID ant intellecual athletic competence, physical more important than neklID students. No = education authority
to find out if participants with disability appearance, behavioural conduc between group differences on global self
and without MID differed as = attending special and general global self worth. worth. Measure not validated for
to the importance they placec schools. Aged 11 use with young people with
on each of the six domains. = 16 years old. Study 2: SPPC (Harter, 1985). Study 2: conparative context effected the intellectual disabilities,
To compare the selivorth of self-evaluations of adolescents with MID. | although suitable for young
those with MIDs without N= 145 (72 Between groups design; 4 group: Self-evaluations of physical and athletic = children
MID. female) students = 1. SPPC self only domains were lower among student in the

without MID 2. SPPC in relation to another non-MID first condition.
Study 2: To investigate the = attending student with MID before self
importance of social mainstream 3. SPPC in relation to pupil in
comparison in the schools. Aged 12 = mainstream school before self
construction of perceived sell 15 years old. 4. SPPC in relation to sibling
competence amongst before self.
adolescents with MID Study 2:

N= 68 pupils (24

female) with

MIDs attending
special schools,
aged 1216 years
old. All had a
brother and sister.
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2.5.4 Review of quantitative studies

2.5.4.1 Introduction

The four quantitative studies idemdl were carried out in the UK. All of the quantitative
studies used Social Comparison theory (Festinger,)l@8btheheoreticabasis of their
investigations. The term Social Comparison was coined by Festinger (1954) to describe a
process whereby indiguals compare themselves to others to evaluate their own
performance in an area of interest. According to Festinger (1954), the outcome of such
comparisongan have significant bearing oan individuak self-esteem. In other words,
self-esteem is enhaad if the outcome of social comparison is favourable to the self and
detrimental to selesteem if one compareseselfunfavourably to others. It is also
highlighted that social comparison is an active process. That is, individuals choose who to
compareliemselves with. Therefore, an individual may choose to compare themselves
with someone thought to beorse of' in order to protect or augment seteem

(downward social comparison). Whereesmparison with someone regarded as superior
(upward social amparison) is associated with low sefiteem and psychological

difficulties (Allen and Gilbert, 1995).

The first section will describe the studies of Szivos (1991), SBanh (1993) and

Cooney, Jahoda, Gumley and Knott (2001). These researchers ex#nei@ssociations
between the participantsocial comparisons, their sefteem and their perceptions of
stigma. While the constructs examined in these three studies were similar, the way the
researchers chose to measure them was different and itagamipto weigh up the merits
of the different approaches used. Therefore, methodological considerations will be

discussed before drawing final conclusions from the findings of these studies.

The second section will describe two linked studies by Cralsind Rutland (2001) who

also examined the impact of social comparisons on thgeeteption of pupils with
intellectual disabilities using a different method. The methods used by these researchers
will also be discussed and conclusions drawn. Thisheillollowed by a short overall

discussion of the results of the quantitative studies.
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2.5.4.2 Social Comparisons and awareness of stigma

The first three studies that will be discussed were conducted by Szivos (1991); Szivos
Bach (1993) and Cooney &t (2006). All three studies received an adequate quality grade
and the key details of these studies are shown in tab#esSzivos (1991) begins with the
assertion that social comparisons with siblings are likely to have significant consequences
for the construction of orgeselfconcept. Therefore, she examined the social comparisons
that adolescents with mHchoderate intellectual disability made with their siblings, the
impact these comparisons had upon theirsgtiéem and the ways in which yoyrepple

coped with the potentially negative outcomes of these social comparisons.

Adolescents were asked to complete a measure eéstelém that Szivos (1991) had
developed for the study. In addition, young people were asked to identify a sibling they
liked or felt was most similar to them and to complete the same measure in relation to the
sibling they chose. Szivos (1991) then calculated a score representing how participants sav
themselves in comparison to their sibling, by subtracting participalnling score from

their selfesteem score. Participarggperiences of stigma were also examined using a

scale developed by Szivos (1991) for the study.

First of all, the results indicated that the gender and age of the particgialiigs played

a entral role in the participantshoice of sibling. Of the young people who had more than
one sibling to choose from, the majority showed a preference for assanasnd older

sibling. Older samaex siblings were held in highest esteem and younger opsesit

siblings the lowest. In comparison to themselves, the students saw their olderesame
siblings as superior and their younger oppesée siblings as inferior. Szivos (1991)
interpreted these findings in terms of how social comparisons may b&ysedect self

esteem. She suggested that the reason why older siblings were viewed more positively was
because older siblings pose less of a threat teestdem, as it is socially acceptable to

look up to older siblings and see them as superior. Cselygicomparisons with a

younger sibling were potentially less favourable to the participants, since siblings may
achieve developmental milestones ahead of the adolescent with intellectual disabilities,
despite their younger age. Szivos (1991) sugges&taiie way of alleviating some of the
distress caused by participdrewareness that they were falling behind their younger

siblings was to derogate them. Szivos (1991) explained the effect of gender by reference tc
gender roles and identity formation. & evelopmental literature shows that it is common
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for children to place high value on their own gender, while derogating the opposite one
(Abrams, 1990).

Szivos (1991) also found a negative correlation between stutkpusted awareness of
stigma andheir selfesteem, whereby students who were most aware of stigma had the
lowest selfesteem. Further, the adolescents who saw themselves as most inferior to their
siblings reported feeling the magtgmatised. These findings may support the notion that
comparisons within the family may be important sources of information ¢ one
stigmatised identity and have significant consequences feestelém. However, it is also
possible that young people who were already conscious of their stigmatised posidon we
driven to evaluate their younger sibling negatively, in order to protect thegstelm. In

other words, the direction of causality is unclear from the study.

In a later similar study, SzivelBach (1993) investigated the social comparisons thatgou
people made with peers and the relationships between the outcomes of these social
comparisons and young peaoplperceptions of stigma, their sedteem and perceived
likelihood of achieving their aspirations. SzivBach (1993) was also interestechiow

these variables may be related to the degree of mainstreaming experienced by the young

people. The details of this study are in table 3.

SzivosBach (1993) asked her participants to identify four figures: a friend on the college
course (also withraintellectual disability), a favoured sibling, a person without an
intellectual disability and their idegklf. Young people completed a sefiteem measure

and also filled out the same measure in relation to each of the comparison figures they had
chos&. The young peoplegesponses indicated that they were least positive about their
friend with an intellectual disability. The participargsifesteem ratings were correlated

with their ratings of a friend, suggesting they viewed themselves as sioniteit friend.
Participants held the identified person without an intellectual disability and thekseléal

in the highest esteem.

Consistent with the findings from her previous study, SzBash (1993) found that
participants tended to think moraghly of older siblings than younger ones. When
comparing themselves with their siblings, participants thought older siblings were better

than them and younger siblings were rated more negatively (although this latter trend did
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not reach significance). laddition, a siblintg gender also appeared to influence how
participants viewed them. A consistent pattern with the first study was also found for

gender, with participants favouring same gender siblings.

SzivosBach (1993) found that the participantsqeeved themselves to be significantly
stigmatised. Looking at responses across measures indicated that those who had the highe
selfesteem and the highest ideals showed the least awareness of stigma. Further, the
students who perceived the most stigrmmpared themselves more negatively with the
nondisabled individual they identified, and their sibling and igs=df. The scores from

the stigma questionnaire were also related to the likelihood the students felt they would
achieve their aspirations. Theowho felt the most stigmatised also had the least

expectation of fulfilling their aspirations. The aspirations measure used by -R&chbs

(1993) included typical life goals like marriage and gaining employment.

SzivosBach (1993) also intended to exammithe effect of degree of integration on the

above variables. However, she found that it was not possible to include level of integration
as an independent variable because all teaching staff reported that they supported inclusio
and used every opportuypithey could to promote integration for their students. Whether

this was the case in reality was not established.

The third study in this section was by Cooney et al. (2006) and they took level of inclusion
as the starting point for their study. Thessaarchers investigated how mainstream and
segregated schooling contexts impacted upon young peogberts of stigmatised

treatment, the outcomes of their social comparisons with peers and their future aspirations.
Details of this study are found in tald. It was found that students in mainstream schools
reported more stigmatised treatment in school, than those in special schooling. However,
both groups of students reported experiencing comparable amounts of stigmatised

treatment outside school in tleeal community where they lived.

Cooney et al. (2006) asked their participants to compare themselves with a peer with a
more severe intellectual disability than themselves and a peer with no disability. It was
found that students in both types of schowhpared themselves positively to both of these
comparison figures. Mainstream pupils were more ambitious than those in special

schooling, aspiring to more professional jobs. However, both groups of students recognisec
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potential difficulties they may facghen pursuing their goals and were equally likely to
believe they could achieve them.

2.5.4.3 Methodological considerations

SzivosBach (1993) and Cooney et al. (2006) found contrasting results regarding the
outcomes of participartsocial comparisonwith peers with and without disabilities. This
warrants further consideration, in particular with reference to how social comparisons were
measured in these studies. To recap, SzZBaxsh (1993) found that students rated a friend
with a disability lower tAn a person without a disability, and that they saw a person

without a disability as superior to them while there was no difference between their self
score and the score given to a friend with a disability. In contrast, Cooney et al. (2006)
found that stdents compared themselves positively to another young person with and one
without an intellectual disability. These differing results may be attributable to the methods

used.

In the SzivosBach (1993) study participants rated themselves and their somakcison

figures on the measure separately. These scores were subtracted from one another by the
author to yield a measure of how positively or negatively participants thought they
compared with the comparison figures. In addition, participants were ttskbdose their

own comparison figures from people they knew in real life. In contrast, in the Cooney et al.
(2006) study, participarntsomparison figures were described using vignettes and were not
people personally known to them. Thus, the comparigpmes in SzivodBacHs study

may have held greater personal relevance for the participants, thereby allowing them to
respond in a more ecologically valid way. In addition, by measuring participaws of
themselves and others separately, the needrformm more complex and abstract

comparisons with others was avoided. On the other hand, separating the ratings of self anc
others means that the participants never made direct comparisons of themselves with othel
as, in effect, it was the researcher tetied out the comparison. Therefore, there were
downsides to both approaches used.

SzivosBach (1993) found that participants who perceived the most stigma were less likely
to think they would achieve their aspirations. However, Cooney et al. (200&]J ho
relationship between participahéxperience of stigma and expectation of achieving their

aspirations. Again, the measurement tools used by these authors differed and may be
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implicated in the contrasting findings. SzivBach (1993) asked parti@pts to rate how

much they desired several standard aspirations'lfexge a joh) and then to rate their

ability to achieve them. The discrepancy between the two scores was calculated and was
regarded as an index of how much participants believed Iy likat they would achieve

their aspirations. Cooney et al. (2006) asked participants to think about three aspirations of
their own (for example, where they wanted to live) and then to rate the likelihood of
attaining their wish. The latter method may haeen more valid since the aspirations

were meaningful to the participants.

Stigma was also conceptualised differently in these two studies. SEaobs(1993)

focussed more on how much the participants identified with more abstract feelings thought
to be the result of perceiving oneself to be stigmatised. For exainpish | were

someone differehtBy contrast, Cooney et al. (2006) focussed on participexpsriences

of being treated in a stigmatised manner, for example, being called namesht scho
Consequently, whilst SziveBach (1993) was examining whether participants had
internalised a stigmatised view of self, Cooney et al. were examining whether participants

were aware of experiencing stigmatised treatment by others.

2.5.4.4 Concluding comments

The findings of Szivo8ach (199) suggest that social comparisons with siblings may
have an important influence on the sadfrceptions of young people with an intellectual
disability. In this study, young people tended to derogatageusitings. SzivosBach
(1991 interpreted this finding in terms of participdmesponse to the threat that
comparisons with younger siblings posed to theirasstiéem. Consequently, the study also
highlights that young people activaifijoosecomparisons thelp protect their sekésteem.

The notion thaindividualsseek out favourable social comparisons and asmparisons
that areforeseerto result in an unfavourable view of skHisgained substantial empirical
support in literature concerning nolisabled individuals (Suls and Wheeler, 2000). In the
event of threat to sesteem, individuals have also been showttetoga¢ othersas a
means taelieve some of the psychological distress cagétls, 1981; Exline and Lobel,
1997).
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All three of these studies also show that young people are aware of the stigma relating to
their disability. Further, the findings of Cooney et al. (2006) highlight that children do not
only experience stigma in school; their experiences of stigmatisation extend beyond th
school gates to the community where they live. Consequently, the mainstreaming debate
may be missing the point by the suggestion that chilslemareness of difference is

mainly the result of contact with nahsabled peers in the classroom.

2.5.4.5 Self-perception and social comparison

Crabtree and Rutland (2001) carried out two linked studies to investigafeessdptions

of school students with and without moderate intellectual disabilities and the effects of
social comparisons on studerssli-perceptions. Overall these studies were deemed
adequate using the quality criteria outlined in Table 1. The details of these studies are
found in Table 5. In the first study, the spHrceptions of mainstream students and those
with moderate intellectualisabilities who attended special schools were measured using
Harters SelfPerception Scale for children (SPPC; Harter, 1985). The SPPC contains six
subscales that measure perceived competence in five domains; scholastic competence,
social acceptance,détic competence, behavioural conduct, physical appearance and
global/general sefivorth. In addition, participants completed a measure of how much they

valued each domain.

It was found that nodlisabled students had higher sedfrception scores on tkecial
acceptance and behavioural conduct scales than those with intellectual disabilities, while
students with intellectual disabilities scored higher on the physical appearance subscale
than their nordisabled peers. No difference was found betweenatbayroups on global
selfworth. The analyses showed that all the domains contributed towards the glebal self
worth score of the nedisabled students. Conversely, in the intellectually disabled group
all subscales except scholastic competence predidfedaeh. Those with intellectual
disabilities also placed less importance on the scholastic domain than thdisalbled

peers, but placed greater value on the athletic domain than thedisatnhed peers. The
authors explain this pattern of findingsterms of strategies stigmatised groups may use to
maintain and protect their sekteem (Crocker and Major, 1989), i.e. downplayingsone

weaknesses and emphasising'es&engths.
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Crabtree and Rutland (2001) carried out a second study which ohigtiedgpupils with
moderate intellectual disabilities. In this study there were four conditions in which the
researchers manipulated the nature of the social comparisons made by participants, to find
out if this had an effect on their perceived competeme¢ka six domains of the Self

Perception Scale for children (SPPC; Harter, 1985). All four groups of participants
completed the SPPC in relation to themselves. Participants in three of the groups also ratec
another specified individual on the SPPC befanehdhe three target individuals were: a
fellow pupil with moderate intellectual disability, a pupil from a local mainstream school
without a disability and a sibling. Crabtree and Rutland (2001) reported that participants
who rated a pupil without a disility before themselves showed the lowest-satings on

the physical appearance and athletic domains of the SPPC scale. This finding suggests the
comparing themselves to a ndisabled peer led pupils to view themselves more

negatively in the competendemains that were important to them.

2.5.4.6 Methodological considerations

The use of the SPPC scale (Harter, 1985) may be seen as a strength of this study in one
respect but a weakness in another. The SPPC scale measupescagifions in relatioto

five domains and allows individuakcores on each of the domains to be easily compared.
It also measures global seorth on a separate scance global selivorth is thought to

be qualitatively distinct from the sum of individual scales (Halt@99) The merit of

using this scale was that the researchers aldeetodemonstratéow the valence of self
perceptions on five domains could differ between groups of individual$yameach
domaincontribuedto perceived sefivorth. Further, by mesuting the importance
individualsplaced on each domain, Crabtree and Rutland (2001) were ablevichow

those students with and without intellectual disabilities placed value on different aspects of
self. However, a weakness sfich selperception measesis thatthey are prescriptive

and may fail to capture the nature of petsptavn selperceptions. This might be a

particular problem when the sedérception scale is based on a normative data, as such
data may fail to capture the experience of gnséitised group of young people like those

with intellectual disabilities who might have distinct social and developmental experiences.
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2.5.4.7 Concluding comments

Thefindings ofCrabtree and Rutland (2001) highlight that young people with learning
disabilitiesmayuse social comparison strategically, in order to prdtest sel-esteem. In

their second study, Crabtree and Rutland (2001) show that even the subtle manipulation of
different social comparison figures can have a significant impacteoouttomes of the

social comparisons maddhus,study twodemonstratethat young people with

intellectual disabilitiesnay be vulnerable to changes in the environmentehattoless
favourable social comparisons, and that this may have a detrinmeptait onthe young

peoplés self-perceptions.

2.6 Part 2: Qualitative studies

Nine qualitative studies were identified. These were all conducted in th@ uitative
researchers have investigated individuaigareness of a stigmatised identity ameir
understanding of disability. Severakthodshave beemsed to achieve these godledd
(2000) used an ethnographic method in a school setting and collected data from pupils and
school staff. This study will be described first. Three studies by &br(®997), Norwich

and Kelly (2004), Kelly and Norwich (2004) utilised a variety of interview techniques to
investigate school pupllawareness of intellectual disability, the devalued status of
intellectual disability and discriminatory treatment. Tleeypducted a content analysis of

the resultant interview data. The studies by Norwich (1997), Norwich and Kelly (2004),
Kelly and Norwich (2004) will be dealt with second. Cunningham, Glenn and Fitzpatrick
(2000) and Cunningham and Glenn (2004) reportadirigs from a large project looking

at the awareness young persons with Down syndrome had of their condition using mixed
methods. These researchers examined the relationship between' dacesitss to tell

their offspring about Down syndrome and thdiild's awareness of their condition.

2.6.1 Evaluating the quality of qualitative studies

There has been a long standing debate about how best to assess the quality of qualitative
data (Holloway and Wheeler, 1996; Perakyla, 1997). Consequently, teeagnamber of
appraisal checklists in the literature. However, each has its problems and none are both
thorough and practical. Walsh and Downe (2006) attempted to formulate a workable

framework by mapping together and synthesising eight checklists aireaxigtence. In
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order to assess the quality of the qualitative data in the present review, their checklist was
used. The checklist was used to guide a discussion of the quality of the studies, rather than
to arrive at a definitive decision as to whetbach study should be labellgdor,

‘adequateor 'good. Walsh and Dowrig (2006) framework outlines essential criteria

covering the following stages: scope and purpose, design, sampling strategy, analysis,
interpretation, reflexivity, ethical dimensis, and relevance and transferability (see table 6
below for a full list of the criteria). Each study was examined to determine if it met the
criteria. Papers were also examined by a second independent reviewer and any

disagreements were resolved througttdssion.
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Table 6: Quality criteria for qualitative studies (based on Walsh and Downe, 2006)

Stage

Essential criteria

Scope and purpose

Design

Sampling stragy

Analysis

Interpretation

Reflexivity

Ethical dimensions

Relevance and transferabilit

A
A
A
A

> > > v v v > D

vy > D

> >

Clear statement of focus for research

Rationale for research

Questios/aims/purpose

Study thoroughly contextualised by existing literature

Method/ design apparent

Above consistent with research intent
Rational given for method

Data collection strategy apparent
Data collection strategy appropriate

Sample and sampling method explained
Above justified
Above appropriate

Analytic approach explained

Above appropriate

More than one researcher involved if appropriate
Participant involvement in analysis

Evidence of data saturation/ discussor rationale if did
not

Context described

Context taken account of in interpretation

Clear audit trail (sufficient so others can follow decision
trail)

Data used to support interpretation

Researcher reflexivity demonsied

Ethical approval granted

Documentation of how consent was managed
Documentation of how confidentiality and anonymity we
managed

Relevance and transferability evident
Links to theories and literater

Limitations/ weaknesses of study outlined
Outlines further direction for investigation
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2.6.2 Reflections on the quality of studies found

All of the study authors described the scope and purpose of their research well, including
the focus, rationaland aims. Moreover, it was clear how all of the studies related to

previous work in the field.

In the studies reviewed, the methods and designs were described that were appropriate for
their purpose. The degree of rationale provided for the qualita@tkrod chosen however
varied. Todd (2000) gives a thorough account of the appropriateness of the method choser
The remaining studies give a little attention as to why they chosesseraiured

interviews as their method of data collection. Given thaqgyeaints expressive and

receptive communication difficulties, it is surprising that no consideration was given to the
potential drawbacks to using methods that rely on verbal report. The process of data
collection was explicit in all the studies. KellydaNorwich (2004) and Norwich (1997)

both utilised various unique strategies for eliciting responses from their participants during
interviews and these methods are well described.

The sample and sampling strategy was explained in all the studies, altheygfaried in

the amount of detail provided. Todd (2000) provided a thorough description of the
sampling strategy used. The participants in Cunningham et al. (2000) and Cunningham anc
Glenn (2004) were recruited from a large cohort of families thatdiahtpart in previous

research with them.

All the authors explained the general process of the analyses they carried out. The majority
of studies used content analysis, although this was not always made explicit. Todd (2000)
used an ethnographic approaalthough the exact method of analysis was not specified. In
Cunningham and Glenn (2004), Norwich and Kelly (2004) and Kelly and Norwich (2004)
more than one researcher was involved in the analysis. None of the researchers involved
participants in reviewig their data, nor had they discussed having reached the saturation

point in their data analysis.

Study contexts were described broadly in terms of current social policy. However, only
Todd (2000) dealt with the immediate context of the study in d8ianlilarly, Todd (2000)

was the only author to address reflexivity in the interpretation of data. All of the studies
used interview data to support their interpretations but none provided enough information

to allow the reader insight into the processetsghaled their interpretations.
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Ethical dimensions were generally covered in most studies including, how approval was
sought and granted, consent obtained and reference was made to both confidentiality and

anonymity.

Finally, the relevance and transfeitd of the research studies was evident and research
findings were discussed in relation to previous literature and theory in all studies. The
strengths of studies were made explicit but acknowledgment of the limitations was less
forthcoming and not pragied by Kelly and Norwich (2004) or Norwich and Kelly (2004).
In addition, avenues for further investigation were not considered by Kelly and Norwich
(2004) or Norwich and Kelly (2004), although Norwich (1997) addressed this issue to a

limited extent.

2.6.3 Data extraction for qualitative studies

Key details of the nine qualitative studies thatevdentified are summarised @bles 7 to
12.
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Table 7: Todd (2000) Working in the public and private domains: Staff management acfommunity activities for and the identities of people with intellectual

disability

Aims

Sample Method

Main findings

Limitations

To examine the impact of
stigma on people with
intellectual disabilitis
participation in community
and role that care stgffay.

Special school for Ethnography; fieldwork took

children with place over Zyear period.

severe intellectual Researcher joined various
activities within the school and

disability
trips into the community

Data drawn

mainly from an

Outreach Unit of

the school. The

purpose of the

Unit was to

prepare children

for postschool

life. There were

21 students in the

Unit aged around

the age ofl6 years

old. Most were

ambulatory and

had good selhelp

and

communication

skills

Themes identified:

Staff perspctive

Stigma: a pervasive, limiting and daunting
influence. This theme revolved around
staffs acute sensitivity to stigma
surrounding their school and the students

Insulated adventure: staff activity in
community settings. This theme described
how schobstaff felt responsibility for
managing the studentateractions in the
community and that they felt it was an
awkward experience, and threatening plac
for the students.

Student perspective: The students appear
to be unaware of the stigma that staff
described

Insulated perspectives: staff management
information. This theme described how ste
carefully controlled the information that

reached students about their disability and
insulated them from an awareness of both
their disability and the stiga attached to it.

Verbally based method

No data on the 1Q of
participants

59



Chapter 2: Systematic Review

Deakin, K. A. (2014)

Table 8: Norwich (1997) Exploring the perspectives of adolescents with moderate learning difficulties on their special schooling éimeinselves: Stigma and

self-perceptions

Aims Sample Method Main findings Limitations

To explore 19 pupils aending = Semistructured interviews Pupils expressed mixed personal views about going to special s¢ Verbally

pupils views on a moderate positive views included enjoying subjects learnt about, while based

special intellectual Pupils were asked about own views of negative views included comments about being teased by outsid method

schooling and | disability special schooling and whahey thought the

integration school in London (7 views of a set of other people were. Pupils thought their peer would haldore negative views about No data on
girls); aged 1315 Specifically, a known peer at their going to special school; these included references to school bein 1Q of

Investigate years old. school, people in general at their schoc 'handicappedr ‘dumb school, being shameful to come to school. participants

whether pupils a known peer at mainstream school,

experience a Varied in their people in general at mainstream schoo Pupils thought that secondary school pupiisuld hold more

tension in views intellectual their parents and siblings. Pupils were negative views; these includduat special school was for those wh

of schooling in | functioning, many | also askd about the purpose of special were'thick' or 'dumb. Spontaneous reference to their own emotior

relation to had additional school and the advantages and reaction to such devaluation of their schooling by secondary schc

stigma needs disadvantages of going there. pupils (anger and shame) was also noted.

Pupils selfperceptions were elicited
using two methods: (1) Pupils were
asked to say seven things about
themselves (2) Pupils were asked to s¢
how they were sinfar to and different
from a set of specified others: a liked
peer at school, a disliked peer at schoc
two people from mainstream school an
their siblings/ cousins at home.

Finally, pupils were asked about their
past selves and present selves and
possble future selves.

Pupils thought their parents were postabout special school,
because it helped them to learn. Pupils were less certain about w
their siblings thought but comments were generally positive.

Views about role of special schools and integration: majority thot
good to have special schootsajority did not favour getting suppor
in mainstream schools, one of reasons was mainstream pupils w
make fun of them.

Self-perceptions: #hings method elicited setfescriptions mainly
about likes. References to strengths and weaknesses from both
methods. Roughly balanced proportions of strengths and weakne
elicited and mainly positive setfescriptions across both methods.
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Table 9: Norwich and Kelly (2004) Pupils views on inclusion: Moderate learning difficulties and bullying in mainstream and special schools

Aims Sample Method Main findings Limitations
To elicit the perspectives N= 101 Semistructured Majority of pupils expressed mainly positive feelings 1Q not measured
of pupils in mainstream = 51 mainstream pupils. 25 age interview and open about their school and teachers, while some reported
school and special school 10-11 years; 26 aged 134 questions mixed views and a minority expressed negative views Interview method
of two age groups. years. The majority also preferred their current school to any limits findings to
Content analysed in other. those able to express
To examine bw pupils 50 special school pupils. 26 = terms of emergent views
with moderate intellectual aged 1612; 24 aged 1-34 categories as well as ir Maingream pupils were positive about special schools
disabilities view their years. relation to research whereas special school pupils were less positive abot
special provision; to guestions mainstream schools.
examine whether these = Attempt to balance gender
perspectives vary across sample and urban anc Semistructured Emergent theme bullying: 83% of sample had
according to type of rural settings. interviews about experienced some form of bullyifigohysical, verbal
special educational special schooling and = (name calling, labelling), teasirfgimilar to verbal but
placement, age or gender Many pupils had language an self-perceptions. presented as fun or humorous) and mix of the three
communication difficulties Personal construct forms. Mixture experienced by 68%. No differences
and other additional areas of theory (Kelly, 1955) between schools, gender or age.
difficulty e.g. motor was drawn on for
impairment guestioningabout se | Feelings about bullying: most reported mixed negative
perceptions. response (upset, hurt, withdrawn) and néugsponse
Those with additional (ignoring it, not being bothered, keeping calm or tellin
difficulties alongside moderat teacher).
intellectual disabilities tended
to be in special schools Source of bullying: 52% reported bullying by pupils in
own school. Pupils in mainstream and special schools
Mild to moderate general reported bullying from other mainstream schools.
learning difficulties Special school puls reported more bullying from pupil;
at mainstream schools than those in a mainstream sc
All held Statements of Specia Pupils in special schools reported more bullying from
Educational Need (SEN) neighbours and peers outside school than mainstrear
pupils.
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Table 10: Kelly and Norwich (2004) Pupil$ perceptions of self and labels: Moderate learning difficulties in mainstream and special schools

Aims Sample Method Main findings Limitations
To investigate the N=101 Semistructured irdepth interview Self perceptions: 1Q not
balance between 51 mainstream pupils. 25 Over 90% aware of own learning difficulties. 23% | measured
positive, negative aged 16011 years; 26 aged = Self-perceptions were elicited using a expressed that they weret botheretl 44% expressec

and mixed self 13-14 years. technigue based on Personal Construct negative feelings about having learning difilties Verbally

perceptions

To examine pupils
awareness and view:
of the labels and
terms used by others
to refer to them.

To explore potential
differences according
to school, gender agt

group.

To examire the
potential tension in
pupils perspectives
on their school
between getting
support they need bt
doing so at a
stigmatised
establishment.

50 special school pupils. 26
aged 16012; 24 aged 134

years.

Attempt to balance gender
across sample and urban ai

rural settings.

Many pupils had language

and communication
difficulties and other

additional areas of difficulty

e.g. motor impairment

Those with additional
difficulties alorgside
moderate intellectual

disabilities tended to be in

special schools

All held Statements of

Special Educational Need

(SEN).

Theory (Kelly, 1955). Pupils were asked to
identify similarities and differences betwee
themselves and key others (siblings, relati\
and peers at school).

Self-perceptions were also elicited by askir
pupils about how they have changed over
time and how they wouldescribe
themselves to others.

In addition, to explore pupilsiews on labels
and labeling, they were asked how parents
carers, teachers and others would describg
them and how they felt about such terms.

Pupils were also read aloud a list of labels
ard asked if they had heard, if anyone had
used it to describe them, would they use it
describe themselves and how they felt aba
it. The terms included: has help, learning
difficulty, learning disability, special
educational needs, special needs, diggpi
slow, spastic, stupid, spas, abnormal,
retarded, backward. Handicapped and thic

(being upset, feeling hurt or sad, being lonely, feelir based
frustration and anger). 33 % expressed mixed view: measures

Self perceptions of general nagademic
characteristics: both mainstream and special schoo
pupils had mainly positive and mixed spHrceptions.

Self-perceptions of educational and academic abiliti
mainstream pupils mostly mixed s@érceptions,
special school pupils mostly positive spHrceptions.

Perceptions of othergiews of self in terms of genera
characteristics: mainly miure of positive and
negative.

Perceptions of othérgiews of self in terms of
educational abilities: gender difference for mainstre
but not special school pupils. Mainstream boys viev
mainly mixed and negative. Mainstream girls mainly
positive. Speial school boys and girls views were
mainly positive.

Responses to labels: Older and formal terms often |
recognised. Everyday terms ethick' and'stupid
more recognised and evaluated negatively.

62



Chapter 2: Systematic Review

Deakin, K. A. (2014)

Table 11: Cunningham, Glenn andFitzpatrick (2000) Parents telling their offspring about Down syndrome and disability

Aims Sample Method Main findings Limitations

To explore | N=77 young Parent intrview: Parents were asked if (an Majority parents reported they were open about DS; roughly half had Parental telling

the role that | people with DS | how) they had told their offspring about D¢ purposefully told about DS while other half had not. §&@aho had told and = based on

parents play (32 female) and if they thought offspring were aware o believed their child to have understood had children with a higher verbal m recollection

in fostering  aged 1724 not. age than those who had not told. The reason given by many parents for nc

their years old and telling was that they thought they would not understand. Verbal ability

offsprings their parents Young people with DS interview: Young required to

understandi  (Manchester DS people asked about self and awareness of participate in

ng of Down  cohort) DS. Young persols awaresss: 45 young people were considered aware of DS ' interview and

syndrome based on interviews and photograph task, the remaining were not. photograph task

and Young person photograph task: Young

disability persa asked to sort photographs of Using logistic regression it was found that verbal mental age was the main Single time point
unfamiliar young people with DS and then predicting factor for awareness of DS, parental telling addés lit design, no

Explore place own photograph on one the two pile: comparison or

relationships Task used to determine recognition of DS control group

between others and selidentification with DS.

parental

telling, child Based on above measures, young people

awareness were categorisedséhaving awareness of D

of DS and or no awareness. Emotional reactions alsc

developmen noted.

tal level

BPVSII used to determine approximate
cognitive level
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Table 12 Cunningham and Glenn (2004) Selfawareness in young adults with Down syndrome: |. Awareness of Down syndrome and disability

Aims Sample Method Main findings Limitations
To 77 young adults Interview with young person: BPVBfirst = Awareness of DS or disability: Interview method
investigate = with DS and (measure of developmental level) Photograph task: higher VMA and NVMA able to sort photographs accord with participant
awareness parents (45 to DS group: difficulties
of Down male; 32 Semistructured interview developed for of drawing
syndrome  female) study: VMA and NVMA were significantly associated with levels of awareness  conclusions from
(DS) and Describe self and life; friends, sati across all measures; awareness not indicated for those below 5 years VM topics participants
disability in = (Manchester comparisons; future aspirations; knowled¢ did not discuss
young Down of DS and disability Parenthtelling associated with awareness, but his accounted for by VMA (
people with = Syndrome Cunningham et al., 2000).
Down cohort) Photograph sorting task used to assess
syndrome. awareness of DS (asked to sort 16 Self-evaluations: all high selisteem (see Glenn and Cunningham, 2004).

Young people  photographs according DS, faces that

aged 1724 look the sameor 'those that look like ydu | Application of DS/ disability to self: in photograph task not all who were av

placed selphotograph in DS pile, range of spontaneous responses

Self-evaluation scales (@iter, 1985; Josept

1979) Reactions to awareness of DS: 18 neutral, 2 positive, 10 negative, 9 mixe
higher VMA mixed group

Leiter-R Brief 1Q battery (Roid and Miller,

1997): nonverbal MA Awareness of stigma: 19 mixed/negative above, 12 showed awareness of
stigma.

Parent interview: what they felt their child

understood about DS/ disability; how they Conceptions bDS: reflected explanations of parents, higher VMA most

reacted to such knowledge; if and how the insightful comments. Parental explanation fitted developmental level

had told them and siblings. (Cunningham and Glenn, 2000)

Social comparisons: downward and lateral comparisons; age appropriate
aspirations
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2.6.4 Review of qualitative studies

2.6.4.1 A hidden identity: Life in a special school

Todds (2000) ethnographic study investigated the impastigma on young people with
intellectual disabilities who attended a special school, and the role played by care staff in
managing the social lives and identities of the young people. Key details of this study are
shown in Table 7. The young people whok part in the study were undergoing a period

of transition, whereby their teachers were preparing them for adult life beyond school by
spending more time with them in the wider community. One of the main themes that Todd
(2000) identified was the persi@eness of the stigma attached to the special school and its
students. Staff were acutely conscious of the stigma attached to the school and the
stigmatised reactions of the public when they and the students ventured out into the
community. The public werviewed as intolerant of the socially inappropriate behaviour
the students sometimes displayed and this resulted in significant feelings of apprehension
for staff as they felt responsibility for managing these embarrassing situations. Staff also
appearedo feel as if they were being watched and judged by the public when school
groups were in the community. Overall, staff felt considerable strain when managing these

school outings.

Todd (2000) subsequently presented his analysis of data collected emt$petspectives

of the world they occupy, which starkly contrasted with the accounts given by staff. Todd
(2000) observed that students were not aware détilgena potentiabf their disability or

their status aspecial school studentseld by saiety. Further, while some students did
acknowledge that their school was for young people with an intellectual disability, they did
not appear to believe that the term applied to them personally (Todd, 2000). For many of
the students, this was because/tbguated intellectual disability with physical or sensory
impairments which did not have themselves. For Todd (2000), it seemed surprising that
despite living in a world saturated with stigmatised views of them, the young people had
not acquired an undeesding of themselves in this way.

Todd (2000) thought that an explanation for the studepfsarent obliviousness lay with
the way school staff engaged in a careful control of information, thereby sheltering
students from such knowledge. For instarstaff were careful not to use terms associated
with disability within hearing distance of the stude@tffs comments suggested that
they felt a duty to hide information from students so that their pateatd handle the
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issue how they wishe&urther, Todd (2000) observed how staff engaged in a dialogue
which reinforced the studehtseliefs in dtypical identity. Students often discussed their
future and held aspirations regarding a career, getting married and having a family, just the
same asray young person their age. Despite staff believing these aspirations to be
unattainable for the students, the staff participated in conversations as [fitthiesal

identities were real and in doing so validated students views. Staff appeared théold

view that disclosure wdbad newsfor students and as such would be distressing for them.

For example, one teacher said:

'l donit know if they ever should know. | think they pretty happy with their lives.
How do you think the'dl be if they knew7Theyd have nothing to look forward to!
As it is, they enjoy talking about their lives. | think tlepust be distressed if they
knew it had no real basi@odd, 2000, p. 614).

Todd (2000) also noted how members of the public engaged in similar baisa¥or
example, during interactions with students, people were obserigaldatmng with
studentsstories and directed any behaviour that made reference to their disability to others

in secret.

Todd (2000) used ethnographic methods and the datacs#ected over a period of two
years. The findings build a picture of the world through the eyes of the young people with
intellectual disabilities being completely at odds with that of everyone else due to the

sheltering behaviours of the people closeshem.

2.6.4.2 School pupils' views of schooling and awareness of learning needs

Three studies by Norwich (1997), Kelly and Norwich (2004) and Norwich and Kelly (2004)
will be described and their findings discussed. All three studies investihatewetvs of

school pupils using senstructured interview techniques. In the first of these studies,
Norwich (1997) aimed to explore the special school pupésvs about their schooling and
their perceptions of self. The authors also sought to findf th ipupilsviews reflected a
tension between the positive aspects of receiving the support they required at school and

the downside of attending a stigmatised establishment.
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Norwich (1997) carried out serstructured interviews with pupils to obtakretr views.

Key details of this study are shown in data extraction table 8. Pupils were first asked about
their school and views of special schooling. In addition, pupils were asked how several
others felt about their special schooling. Finally, pupilsenasked for their thoughts about

the purpose and efficacy of special schools and integration.

Pupils self-perceptions were elicited using two approaches. The aim in using these
approaches was to explore childseseltperceptions on their own terms. Omethod was

to ask the pupils to say seven things about themselves. The second approach drew on
Personal Construct Theory (Kelly, 1955), and asked pupils in what ways they were similar

and different to a set of other people they had identified.

The interview transcripts were content analysed. The pupils reported that they thought
special school was for helping people with literacy difficulties or difficulties with learning.
Moreover, the majority of pupils thought it was good to have a special schottidike
Pupils expressed mixed feelings about special school. For example, pupils liked their
teachers and subjects. However, concerns were expressed about bullying, teasing or
mimicking in school, and being teased by peers outside their school. Onegupiknted
that attending a special school was shameful. With regards to integration, most pupils
expressed little confidence in the ability of mainstream schools to provide the learning

support they required and thought that mainstream pupils would make fhem.

In addition, Norwich (1997) asked pupils about othgesspectives on special school. It

was found that pupilshought their parents saw their school positively, because it catered
for their needs better than mainstream school would, dredped them to learn. Pupils

were less certain about what their siblings thought, although those who answered the
question about siblinggiews were generally positive and referred to the school helping
them to learn. However, two pupils reported besagsed by siblings about their school.

The positive slant of personal, parental and sibling views stood in contrast to students
thoughts about how their class peers and mainstream school pupils viewed special school.
Pupils thought their peers saw théaal positively because they liked the school subjects
and preferred it to mainstream school, where bullying took place. At the same time, most
of the pupils thought their peers viewed the special school negatively because it was a
'handicapp€edr 'dumb €hool, it was shameful to go there and they were teased. When

asked what young people who attended mainstream secondary school thought about the
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special school, pupilsomments were overwhelmingly negative. Pupils thought that
mainstream secondary schgoipils thought that special school was'tbick’ students, it

was adumb schodlor 'mad schooland that those that went to special school were laughed
at. A few pupils also expressed their anger at being belittled by mainstream peers. Despite
these egative perceptions of others views, pupils defended their school and said they felt
normal and proud to be there. Thus, despite recognising that their peers at special school
and young people at mainstream school viewed their school negatively, thegltlemms

did see positive aspects to it. This highlights that young people with intellectual disabilities
do not simply absorb the views of others, but that they actively construct their own views.
With regards to pupilself-perceptions, the more opendel 'seven thingsapproach

elicited more seftlescriptions which tended to refer to likes, curriculum strengths and
positive personal qualities. When comparing themselves with others, pupils focussed on
similarities and differences in physical appearanawith (1997) highlight that, in both
methods, positive personal qualities outweighed negative ones and there was a roughly

balanced weighting between the puplerceived strengths and weaknesses.

Kelly and Norwich (2004) also carried out sestiuctued interviews with school pupils

with moderate intellectual disabilities to investigate theirgetteptions and their views

on the terms and labels used to refer to them. Key details of this study are shown in Table
Roughly half of the pupils Kellyrad Norwich (2004) interviewed attended a special school
while the remaining pupils attended a mainstream school. There were two age levels within

each group which reflected the stages of primary and secondary schooling.

The interview data was content &sed. Potential differences in s@lérceptions between
students in mainstream and special school settings, age groups and genders were explore
It was found that the majority of pupils from both school settings expressed an awareness
of their intellectal disabilities. Older pupils were more likely to be aware of their

difficulties than younger ones. Pupiiselings about their intellectual disabilities were

mainly negative. For example, they said they vileuet, 'upsetand'angry about them. A
minority of pupils expressed a mix of neutral and negative feelings about their difficulties.
Although overall only a minority of pupils tried to minimise or deny their intellectual
disabilities, secondary pupils were more inclined to do so than primary .plipdee were

also differences in the views expressed according to gender and age. Special school boys
reported that they were less bothered than special school girls and primary school pupils in

special school reported that they were less bothered thandseg special school children.
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The feelings pupils expressed about their intellectual disability indicated they were aware

of how they were judged by the wider community.

The importance that pupils attached to their educational abilities differed degpendhe

kind of school they attended. Mainstream pupils reported far more mixeguesediptions
regarding academic abilities, while positive gafceptions in this domain were more
prevalent in the special school pupils, even though they actuallsidnaificant difficulties

with learning. Thus, academic s@kérceptions appeared to be effected by school setting in

a somewhat surprising way.

The finding that pupils were able to hold both positive and negativpeeéptions,

relating to differentspects of self, highlighted the multidimensional nature of self. It may
be suggested that special school pupils were able to retain more positive views of their
academic abilities, despite having significant difficulties, because special school afforded
these pupils more favourable social comparisons. Kelly and Norwich (2004) suggest that
this finding contradicts the notion that special school pupils will have negative self
perceptions due to internalising the devalued status of their school. Instesatitthe
comparisons provided by the immediate social environment are more significant in
influencing pupilsself-perceptions, particularly regarding their educational abilities. This
has potential implications for the mainstreaming debate.

Pupils were als asked how they thought others would describe them. Most pupils thought
others had mixed views of them. Many pupils also gave accounts of how others saw them
in relation to educational abilities. These gufceptions showed a significant effect of
schod and gender, whereby boys at mainstream school expressed mainly mixed and
negative views in contrast to special school boys who were mainly positive in how they

thought others viewed them.

Kelly and Norwich (2004) asked pupils whether they had heaadafige of lay and

formal terms used to refer learning disability the term used in schools to refer to
intellectual disability. These weras helf 'learning difficulty, ‘learning disability

'special educational neédspecial needsdisablity ', 'slow, 'spasti¢ 'stupid,'spas

‘abnormadl 'retarded 'backward 'handicappedand'thick’. The terms were presented on a

list and read aloud to each participant. There was large variation in the extent to which the

terms and labels were &wn to pupils. Older and more formal terms suchragrdetdand
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‘backwardswere seldom recognised. The currently accepted formal term SEN (Special
Educational Needs) was not well known eitilegarning difficulty and'has helphad been
heard by rougly half the sample. The labels most recognised by pupils were lay terms that
tend to have negative connotations, sucthask' and'stupid.

Pupils emotional responses to the terms were also sotigs.helpwas seen most

positively out of all théerms, although it was just as likely to receive a neutral evaluation
and some pupils did perceive it negativéas helpwas more positively evaluated by
pupils in mainstream school than those in special school. Pupils felt negatively about the
terms'thick’ and'stupid, while the ternilearning difficulty received both neutral and
negative evaluations. When asked if they would use any of these terms to describe
themselves, a minority of pupils said they would describe themsehsewr 'stupid.

A small number of pupils in mainstream school also said they would use th¢hiekhto
describe themselves, but none of the special school students did. A small number of
participants also described themselvehasging helfy and special school pipwere

more likely than those in mainstream schools to describe themselves in this way.

In comparison to their personal use of the terms, pupils were more likely to report that
others used these terms to describe them. The most common terms pughs tifmeiu

others used to describe them wéheck', 'stupid and'spasti¢ 'Has helpwas the most
common neutral term that pupils reported others used to describe them. Kelly and Norwich
(2004) note that the current terms in formal us&jeN and'leaming difficulty’ were

seldom reported as being used by pupils to describe themselves or used by others to

describe them.

There were few differences in pupilesponses according to school and age group.
However, those that were found are worth mentign8econdary school aged pupils had
more negative evaluations of certain lab#sirning disabilitie’s learning difficultie
'disability, 'spastitand'backward Secondary pupils had also heard of more terms than
primary school pupils and were nedikely to report that the tern'spasand'thick’ were

used by others to refer to them than primary school pupils.

In another paper originating from the same research project, Norwich and Kelly (2004)
reported on pupilsiews of their schooling prosion. Key details of this study are shown
in data extraction table 10. An emergent theme in this study was'gxpiésiences of

bullying and, due to its relevance to the present review, this section of the paper will be
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described. The majority of thersple had experienced bullying and roughly half said the
bullying was specifically related to their learning difficulties. Most pupils also talked about
how this made them feel and the most common feelings were mixed, that is they talked
about negative ferlgs (upset, hurt and withdrawn) and neutral ones (ignoring it, not being
bothered, keeping calm or telling a teacher). Pupils attending special and mainstream
schools reported that bullying had taken place in school. All pupils reported bullying from
pees in other mainstream schools but those in special schools reported this more often
than those in mainstream schools. Special school pupils also reported more bullying from

neighbours and peers outside school than mainstream pupils.

2.6.4.3 Methods and concluding comments

The studies by Norwich and Kelly showed that the school pupils they interviewed were
aware of theidisability, thelearning difficultiesthey experienced arttle negative
evaluation of them by peess a result. Pupils also reportédtttheyhad experienced
stigmatised treatment as a result of being labialtlectually disabledThe findings from
these studies also suggested that school setting had an impact on how pupils saw
themselves. In particular, pupifgerceptions of thei@mcademic abilities were differentially
effected by school placement. While feeling negatively about their intellectual difficulties
and being aware of othéregative views of their difficulties, the pupils reported having
generally positive views of selfuch findings point to the complexity of sprceptions.

In one sense, pupilseli-perceptions may seem disjointed, while in another sense they
highlight the active role that individuals play in interpreting and appraising their own and
others viewsn creating their views of selfA strength of this workies in thevariety of
interview techniques used and the complexiied tensiontheywere then able to reveal

in pupils seli-perceptions. Norwich and Kely/studies highlight the value of more
idiographic approach and giving young people the opportunity to express their self

perceptions in their own terms.

2.6.4.4 Young people with Down syndrome's awareness of disability and

developmental level

Cunningham, Glenn and Fitzpatrick (2000) aimzeéxplore the role that parents played in
their offsprings awareness of Down syndrome. Key details of this study are shown in data
extraction table 11. Participants were drawn from a large cohort of young people and their

families who had taken part ingmious studies. In the investigation, 7ung peopleged
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17-24 yearold and their parents took part. The young people took part in an interview, the
purpose of which was to find owhether or not participantgereawareof Down

syndrome and/or disalti and if they were, how they felt about it. The interview was
supplemented with a photograph task in which young people were asked to sort
photographs of other young people of their age group into piles of those with and without
Down syndrome. Young pelgpwere also asked to place a photograph of themselves in
one of the resulting piles, in order to assesscakgorisation. A parent of each young
person was interviewed to ascertain if they had told their child about Down syndrome and
disability, why they had chosen to (or not), the explanations they had given and what they
thought their child understood and felt about Down syndrome and/or disallilégata

from each of these three sources wsed to classifyoung people as either having
demonstraté an awareness of Down syndroorenot The young people also completed

the British Picture Vocabulary Scale (BPMSDunn, Whetton and Burley, 1997and this

was used to provide an approximate measuvefal mental agean indication of their

cognitive functioning (Cunningharet al.,2000).

The data collected from the interviews with parents will be described first. Many of the
parents who were interviewed spontaneously revealed that they thought they operated an
‘open housen terms of discussing®@vn syndrome and did not avoid using the term.

About half of parents said they had purposefully tried to tell their child about Down
syndrome and the remaining parents had not. Cunningham et al. (2000) found that the
offspring of parents who had been talout Down syndrome and were thought to

understand what they had been told had higher verbal mental ages than those who had not
been told. All of the young people who had been told about Down syndrome and were

believed by their parents to show understagdiiad a verbal mental age above 5 years old.

Cunningham et al. (2000) asked parents how they approached telling their offspring about
Down syndrome. Some families reported having waited until their child asked about it,
while others took a more proactigpproach and used available social opportunities to

bring the topic up. For example, they may have pointed out people with Down syndrome
on the television. The researchers also asked parents what had prompted them to tell their
offspring about Down syndnoe. Some families reported that the young person had drawn
attention to their resemblance to someone else with Down syndrome, while others said that
the young person had noticed people staring at them and had asked why this was

happening. Other familiesigsithe young person had asked why they were not allowed to
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do certain things that their siblings could. Finally, parents said they had told their offspring
because other children or siblings had been asking about the youndspeisaility,

prompting tlem to also tell the young person themselves. The explanations parents gave
their children about Down syndrome tended to focus on facial features and special needs ir

schooling and/or health.

Like their parents, young people also took part in an interMiewddition, young people
completed a photograph sorting task designed to assess their awareness of Down syndron
Young people were categorised into those who were aware and not aware of Down
syndrome dependent upon their responses in the intervief@rmpance on the sorting task

and the reports of their parents. The main finding was that the young'persdial

mental age (as measured by the BRV®unn et al., 1997) predicted whether or not a

young person demonstrated an awareness of Down synd@maingham et al. 2000

This finding about verbal mental age led the researchers to conclusd#ther or not
parents chose to tell their offspring about Down syndrome was determined by thésr child
developmental level. That is, parents were simesio their chil¢s readiness for

information and this guidedhether they would talk to their offspring about Down
syndromeThis research adds a cognititevelopmental dimension to awareness of
disability in people with intellectual disabilities. Cungham et al. (2000juggesthat a
verbal mental agef at least 5 years olgppeared to beritical for anawarenessf Down
syndrome. This agfts with a generatognitive developmentalramework based on

childreris ability to understad other social ategories.

Cunningham and Glenn (2004) report in more detail on the data collected from the
interviews with young people. Key details of this paper are shown in data extraction table
12. During the interview, young people were asked open ended questibeacouraged

them to describe themselves and their lives, and anything they would like to change.
Young people were also asked about their awareness of Down syndrome and disability,
using the terms used by their family (e.g. handicap, special needsndedifficulties or
disability). In addition they completed a task in which they were asked to sort photographs
of other young people according to whether or not they had Down syndrome.

In the photograph sorting task, over half the sample sorted thegoaphs according to

Down syndrome. Those who successfully completed the photograph sorting task had a
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higher verbal mental age (mean verbal mental ages 7.8 and 6.8 years) than those who did

not (mean verbal mental age 4.8 years; Cunningham and Glent), 200

According to Cunningham and Glenn (2004) the information collected from the young
person and parent interviews indicated four levels of awareness of Down syndrome or
disability. These wereno awarenegssimple awarenesée.g. knew the word and lal

name someone with Down syndronepncrete awareneégge.g. definitely aware, used

terms like Down syndrome and disability, and provided descriptions of what they meant)
and'sociatrelational awarenesgnew the terms and related them to effectsarial life,

often in comparison with others). Young people who showed the higher levels of concrete
and sociatelational awareness also had significantly higher verbal mental ages than those
who were considered unaware of Down syndrome or disabilityséltvno discussed

Down syndrome in terms of social relational meaning had the highest mean verbal mental

age of around 9 years old (Cunningham and Glenn, 2004, p. 37).

With regards seltategorisation according to Down syndrome, it was found that nait all

the young people who showed awareness of Down syndrome related it to themselves.
Moreover, there was no difference in verbal mental age between the two groups. Those
who did not seHidentify as having Down syndrome sometimes also showed a strong
emotianal reaction to Down syndrome. For example, after successfully sorting photographs
of others according to Down syndrome and being handed-pa#iait photograph, some

of these young people were adamant that their photograph did not belong in the Down
syndrome pile, or refused to place the photograph on either pile. During the task, the
researchers also noted that some young people expressed negative reactions to Down
syndrome by, for example, saying "ugh" to every picture of a woman with Down syndrome,
or saying "not one of them" (Cunningham and Glenn, 2004, p. 348). Other young people
showed an awareness of the ténmandicaf) but defined it in terms of physical

impairments and in this way seemed to exclude themselves from the category since they

did na have such disabilities.

The interview data relating to young people who were aware of Down syndrome and
applied it to themselves was further examined to explore their emotional reactions to Down
syndrome. The majority of young people had no emotiesdonse and their parents
corroborated this by reporting they had never shown an emotional response. However,

Cunningham and Glenn (2004) interpreted the responses of many young people as
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demonstrating a negative reaction. For example, some young pepgared unwilling to

di scuss Down syndrome or seem@edotMencageny |
I'm British. Other young people made a rea
makes my heart bad and st op sryfeweyouhgipeoplea g]
made reference to positive aspects of Down syndrome or saw it as a positive attribute.
Those in the group that made realistic appraisals of Down syndrome had a significantly
higher verbal mental age than the other groups. Those igrthip also tended to be

female, while those who had a negative reaction tended to be male. However, the
researchers note that verbal mental age was confounded with gender, as females tended tt
have higher verbal mental ages. Thus, while the potential geffdet is interesting it was

impossible for Cunningham and Glenn (2004) to separate these factors.

Cunningham and Glenn (2004) also explored young psopheareness of stigma. Many of
the young people were regarded as having experienced stigmaakRglexsome
comments reflected an awareness of stigma were that people with Down syndrome are
normal or they reported being treated differently because of the condition. Again, the
developmental level of all those who expressed an awareness of stagnadove 5 years
old. However, in most cases, experiencing stigma did not appear to be associated with

distress.

2.6.4.5 Concluding comments

The studies by Cunninghaet al. (2000) and Cunninghaand Glenn (2004) would also
suggest that many youngqyee are aware of disability and the attached stigma.
Cunninghanet al. (2000) and Cunninghaand Glenn (2004) relat®ung peopls
awareness ttheir verbal mental agéaken to be an indicator of developmental level. It
makes theoretical sense that depenental level or cognitive ability would be a strong
contributory factoto onés understanding of such a social category and where one stands
in relation to it. Howeverif may be argued that the finding that thegth a highewerbal
mental agelemonsrated more awarenessuld have been an artefact of the test situation
and areflection of their greater verbal ability rather than awareness psinse the
measures all had a significant verbal compor@imilarly, with regards to the finding that
the parents who had told their offspring about Down syndrome had offspring who had
higher verbal mental ages, it could be argued that this simply reflects the fact that those

who had greater verbal skill were more able to ask their parents about it. Irbghsing
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the BPVSII (Dunn et al., 1997), primarily a measure of receptive vocabulary, these
researchers have confounded the ability to demonstrate an awareness of Down syndrome

during interviews with verbal ability.

A strength of Cunningham and Glén(2004) studywvasthe mixed methods approach and
use of multiple sources afformation It is also of interest that Cunningham and Glenn
(2004) observed that the photograph task prompted comments from young people that
were not elicited from the intervienThus, pictures could be a useful way of stimulating

discussion with young people regarding disability issues.

2.6.4.6 Discussion of qualitative studies

Three sets of quite different qualitative studies have been described in this review. The first
ethnographic study by Todd (2000) stands out from the rest not only because of the methoc
used and level of analysis carried out, but because the findings appear to contrast sharply
with those of the other studies. Todd (2000) found that the young pedpsestudy

appeared to be completely oblivious to their disabilities and the stigma attached to them
and their school. In complete contrast, the research carried out by Norwich and Kelly
(2004) found that their participants not only were aware of themilegdisability but also

held complex ideas and views about this matter. For example, they were aware that their
own views differed from those of many of their peers and others out with the school.

Despite this, they could see the positive contributibes school made in their lives.

It is difficult to reach a conclusion as to why the findings of these studies are so different.
However, the merits of the different approaches deserve some mention. Clearly
ethnography allows for data of great quality aegth to be gathere@he methods used

by Norwich (1997), Norwich and Kelly (2000) and Kelly and Norwich (2000) have shown
however that by using a variety of interview techniqtiescomplexitiesand tensions that
existin selfperceptions can be revedld-urthermore, such complexities highlight that
individuals actively interpret othérgews and help to shape or maintain their own sense of

self.

A reoccurringtheme acrosstudies is that young people show a tendency to define
intellectual disabiliy with reference to physical impairments (Todd, 2000) or focus on the

physical consequences of Down syndrome when describing it (Cunningham and Glenn
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(2004).This may reflect the ease with which observable characteristics can be described

and explained tothers.

2.8 Final discussion of all studies in review

Looking acrossall of the studies examined in this review, it can be seen that there are three
key constructs that have been investigated in relation to young |seapkreness and
understanding adlisability and/or stigma. These are gadfrceptions, sekésteem and

social comparisons.

With regards to selperception, research has centred on the question of whether disability
or stigma features in young peoplperceptions of self. Quantitativesearchers have used
standardised scales that measure predefined domains and have limited response options.
By contrast, qualitative researchers have adopted an idiographic approach that is open to
individual and group differences. Despite these diffeapptroaches, some tentative
conclusions can be drawn from the research presented, regarding the presence of disability
and stigma in the sefferceptions of young people with intellectual disabilities. With the
exception of Todd (2000), the studies suggfest young people have at least some
awareness of disability and stigma (Szivos, 1991; S#Baxth, 1993; Cooney et al. 2006;
Norwich, 1997; Norwich and Kelly, 2004; Kelly and Norwich, 2004; Cunningham and
Glenn, 2000, 2004). However, disability and sté&gdo not appear to be central to young
peoplés seltperceptions (Crabtree and Rutland, 2001).

Researchers have also investigated the impact that young 'peapdeeness of disability

and stigma has on their seléteem. However, the findings have beeonsistent as
SzivosBach (1993) found that an increased awareness of stigma was associated with lowe
self-esteem, but other researchers have reported that young people often maintained
positive views of self despite such awareness (Crabtree and R84,

A social comparison framework has commonly been employed to investigate young
peoples awareness of their disability. This is because comparisons with more able others
have been considered to be an important source of information regardmgroiations.
Several studies have shown that, at least under manufactured conditions, young people
with intellectual disabilities have utilised social comparisons and that such social
comparisons have had a detrimental impact on theipsetieptions (Szivg 1991; Szivos
Bach, 1993; Crabtree and Rutland, 2001). However, the findings of Cooney et al. (2006)
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do not support this assertion. Social comparison research has also highlighted that people
make use of social comparisons and may choose with whonmigace themselves in

order to protect and enhance their-ssfeem. For instance, Szivos (1991) reported that,
where possible, young people showed a tendency to choose an older sibling as a
comparison target. This was thought to be because such compaiffsodsd the most

socially acceptable and favourable result. However, when forced to compare with a
younger sibling, as this was the only sibling the young person had, participants were driven
to derogate them in an attempt to protect theirestiéem.

Social comparison theory has also been used in the debate about mainstream education at
whether it is detrimental to the sgérceptions of young people with intellectual

disabilities, since it forces them to compare themselves with a more able cefgreuap.
Research evidence does appear to lend some support to this notion (Crabtree and Rutland
2001; Kelly and Norwich, 2004). What also emerges is that stigmatised treatment is
common in the wider community and so the type of school that the youswnpsr

attending may not be the only consideration (Cooney et al. 2006).

Kelly and Norwich (2004) found that age may be a factor in young pecelk

perceptions of disability and their reactions to it. This was the only study to include
different age goups as an independent variable. It is surprising that chronological age as
an experiential factor has been given such little attention. This is because increasing age
corresponds with increased opportunity to experience the self as different or experienc

stigmatised treatment.

Cunningham et al. (2000) and Cunningham and Glenn (2004) introduced a cegnitive
developmental perspective to the area by measuring participarital mental age. They
reported that it was participahtievelopmental level (asdicated by verbal mental age)

that was the key factor determining whether or not a young person had been told about anc
showed an understanding of Down syndrome. This research brings a new dimension to the
area by highlighting the influence that cognitievelopmental factors may play in

individuals understanding of self as having a disability and a stigmatised identity. They
concluded that a verbal mental age of around 5 years was the earliest stage a young perso
would show an awareness of Down syndeoWhile this assertion generally fits with

developmental models of childrerunderstanding of other social categories, as was noted
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earlier, this finding could simply reflect the fact that verbal ability was required to express

an awareness using theieasures.

Cunningham et al. and Cunningham and Glenn reported that few parents in their studies
claimed to deliberately avoid the subject of Down syndrome with children who had
significant verbal understanding to talk about the matter. This finding stsywéh Todds
(2000) view that significant others actively avoid talking about the subject of disability
with their offspring for fear of causing hurt.

The papers in this review are varied but with the exception of Todd (2000), all the studies
suggesthat young people with intellectual disabilities are aware of their difficulties and
limitations and have experienced stigmatised treatment from others. However, since all of
the methods are based on veneglort they mayprevent those with more limitagerbal

ability from expressingheir views. In addition, the views of younger children have been
neglected altogether. Furthermore, issues regarding how children may develop self
perceptions relating to disability and stigma have been ignored. A devel@bmen
perspective was highlighted by Cunningham et al. (2000) and Cunningham and Glenn
(2004). However, both of these studies took place at one time point and participants were
aged 17 to 24. While verbal mental age was treated as an independent vadat#sigh

of the study was not truly developmentahce change over time was not addressed. A

way to take the previous research forward therefore would be to attempt to examine how

an awareness of disability develops from a younger age.
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Chapter 3: Development of Methods

3.1 Introduction

The purpose of the following chapter is to describe in detail the process undertaken to
develop a quantitative research method to explore thg@eriéptions of childreand

young peoplavith Down syndromeThe first $¢ep was to consider the cognitive needs and
strengths of children with Down syndrome and how these could be used to inform such a
method. The developmental literature on chilteleveloping conceptions of social
categories provided a rich research basefwhich a prototypical methodology could be
taken. Individual tasks were chosen according to their suitability for the present research
guestions. The method chosen was primarily visual and required the development of
photographs and the attainment aftprial illustrations. The process whereby photographs
were collected and pictorial representations procured will be described. Sevaestpre
were undertaken to ensure the materials validity and suitability for the tasks, and this
process of developmewill be detailed. Piloting of the tasks was carried out with a group
of young people with Down syndrome. The outcomes of this piloting phase will be

described, alongside the task refinements it led to.

3.2 Carrying out research with children with Down

syndrome

The first step in developing a method to investigate the views of children with Down
syndrome was to consider the characteristics and needs of them as a participant group.
Clearly, finding a way to elicit valid and reliable responses frondigil and young

people with Down syndrome was essential. There were two strands of research pertinent tc
this concern. Firstly, research highlighting the challenges posed by child participants.
Secondly, research on the particular cognitive strengths aakhesses of young people

with Down syndrome.

First and foremost, childremith Down syndromdiave limited linguistic competence
Thereforetechniques that rely too much on childemeceptive or expressive verbal
abilitiesare unlikely to collecvalid or meaningfudata (Davey, 1983). Researchers have
also highlighted that children demonstrate a number of response tendenciesndlibdee
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childrenstendency to agree with the researcher, give a serideritfknow answers, to be
acquiescent, to spond in socially desirable ways, and to interpret questions in a literal
manner Suchtendencies clearly impact upon the validitycbfldrers responses (Lewis,
1992; Begley and Lewis, 1998h addition, t must be borne in mind that childrean be
eadly fatigued and distractedvhich alsoendangesthe validity their responses.
Developmental psychologists have produced guidelines to help others collect valid and
reliable data from children. Their guidance includesliimited use of open questions,
awidance ofjuestions inviting gs/noanswerspeingflexible in question wording and
order, and the use of a range of response modes, pictorial multiple choice apfdreates
particularly suited to childre(Lewis, 1995; SigelmgrBudd, Winer, Schoenrocnd

Martin, 1982; Lewis and Begley, 199&urther, it is important to try to ensuteat

methods are inviting and engaging, as thil help to maintain childres attention and

activeparticipation (Davey, 1983).

All children with Down syndromwill have at least sonsegree of intellectual
impairment(Wishart, 2005)Begley and Lewis (1998) suggest that choosing research tools
suitable for younger typically developing children will help to ensure children with Down
syndrome have the necessary capiaslio follow the tasks, and thus increase the

likelihood of obtaining valid and reliable responses from them

Researchers working from a behavioural phenotype standpoint further characterise the
capabilities of children with Down syndrome by propodimat they demonstrate

particular set obehaviouraktrengths and difficultieg=idler, Most and Philofsky, 2008)

It has been reported that visuospatial processing tends to be strong (in that it has been
observed to be comparable to that of typicallyeloping children of the same mental age)
relative to verbal processingdrrold and Baddely, 1997; Jarrold, Baddely and Hewes,
1999. In particular, visual memoryand visual-motor integration appears to be

strength of young people with Downsyndrome (Fdler, 2005) Children with Down
syndrome have been found to show difficuliieth working memory and verbal short

term memoryByrne Buckley, MacDonald and Bird 995. Language delays are
characteristic of children with Down syndrorftedler et al., 208). Young children with
Down syndrome appear to showedative strength in receptive compared with expressive
languagewvhichbecomes more pronouncedthsy approach middle childhood (Mitle
1999).Children with Down syndrome also sh@articular difficdties in sustaining

attention (Landry an@hapieski, 1990).
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It is increasingly recognised that the behavioural outcomes identified by this research are
not merely the consequence of the genetic anomaly associated with Down syndrome alone
Instead, any belaural outcome should be considered the result of the ongoing reciprocal
influences of the cognitive capacities of the child and their social environment (Moore,
Oates, Hobson and Goodwin, 2002). Further, such recognition also highlights that children
andyoung people with Down syndrome are not the same, since such transactional
processes will be subtly different across individuals. Hence, while care has to be taken
when extrapolating from behavioural phenotype literature, it was believed that this

researh offered an important source of guidance. Consequently, the behavioural
phenotype research helped inform the development of sensitive methods to tap into the

perceptions of children with Down syndrome in the present study.

In sum, the preceding reviewggested that the most suitable method for the present study
would conform to the following specifications; firstthe methodshould make minimal
demands oparticipantslanguage skilanduse visual stimuliFurther, making the stimuli
interesting and eaningful should help to sustain young petspdg¢tention. By asking

children to respond manuallhe methodwill alsobe n keeping with their strengths

(Begley, 1998Rohr and Burr, 1978

3.3 The search for aresearch method

The psychological litetture on childres developing conceptions of gender and racial
categories was summarised in the introduction and help to provide a developmental
indication of when an awareness of Down syndrome may be expected to begin. However,
this body of research nonly provided a rich source of developmental knowledge, but also
methodological insights. The methods used in the vast majority of research looking at
childreris developing understanding of social categories and prejudice are rooted in the
now classic stdies by Horowitz (1936, 1939) and Clark and Clark (1939, 1947). Indeed,
modern research owes much to the conceptualisations and techniques devised by these

researchers. Therefore, their ideas will be briefly reviewed here.

Horowitz and Horowitz (1936) seut to investigate the development of prejudice in White
children towards Black people. To do so, they needed a method they could use with
participants who ranged in age from4sihool to their early teens. The researchers asked
participants to chooseebween photographs of Black and White children according to
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whom they would prefer to interact with in a variety of activitesriext to in schooplay
with, sit next to aa show, come to your house for a long visit and take to Yowarticipants
were also shown photographs of posed situations (such as, having dinner and playing
marbles) in either segregated or mixed settings and asked which they would prefer to join.
In a later study, Horowitz and Horowitz (1939) extended their technique to study th
development of racial identity. They showed children portrait photographs of Black and
White children and asked them to choose the ones they thought they most resembled.
The Clarks (1939, 1947) adapted the Horowitz (1936, 1939) technique to ineeBligei
childreris identity. Influenced by symbolic interactionist theory (Cooley, 1902; Mead,
1934), the Clarks were concerned that young Black people may develop a negative self
image as a result of their internalisation of so¢setegative view of thla. The Clarks
conceptualised racial identity as consisting of three elements: racial awareness, racial
preference and seidientification. These elements were operationalised using three tasks.
The Clarks used dolls instead of photographs. There wereléar two had brown skin

and black hair and the remaining two had white skin and fair hair. Participaefesence

was measured by asking them to attach value to the dolls by choosing which doll they
'liked the bestand which doll they thought wées nice colout, was'nice or was'bad.
Participantsawareness was assessed by asking them to identify which dol'Megrea

(sic) and which was ‘&Vhite persoh Finally, participants were asked to choose which one
'looked like him or herself (Clark ashClark, 1947). They found that participants were
usually able to distinguish between races in the awareness section and the majority
preferred the White doll. Moreover, a large proportion of childrenidetitified with the
White doll.

The technigueshht these researchers devised placed few demands on participants
linguistic comprehension or expression, as pictures were used to aid comprehension of the
task and participants could point to indicate their response. The pictorial and doll stimuli
also male the tasks interesting and the task was couched in the language of a game,
thereby ensuring participahtaotivation and engagement with the task. Furthermore, the
technique provided a nethreatening method of communication with children on an
extremelysensitive subject (Horowitz, 1939). In these studies it was clearly assumed that
participants responded to the stimuli as if they were real. Children did appear to engage
with the photographs as if they really were potential playmates and treated thraitpag
activities as if they were really being offered. The pattern of chiklresponses also

indicated they made meaningful choices. Furthermore, some participants were noted to
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display extreme emotional reactions during the tasks, indicating theyhewokvery

seriously indeed. For example, when asked to identify which doll looked like them,

children who had previously been cheerful became tearful (Clark and Clark, 1947).
Variants of the techniques devised by the Hordwitzl Clarkshave been used

successfully many times within the developmental literature. Today, the general trend has
been to use photographs rather than dolls, since they are more lifelike (Wilson, 1987). The
developmental literature was searched at length for potentially suéskke The

researchers assessed the usefulness of tasks through discussion. Finally, three tasks using
pictorial stimuli were selected. The tasks were adapted in keeping with the needs and

strengths of the participants and then piloted to check their @ffica

3.4 Potential picture tasks for the study

3.4.1 Task 1: Self and Ideal-self Identification task

This task was chosen to discover whettteldren with Down syndrome identify
themselves as similar to othersth Down syndromeand if such an idgity corresponds

with who they would like to be.

The taskhas beemised inseverapreviousstudies investigating sedind idealself
identification,in relation to ethnicity and body size in children aged 3 to 10 years old
(Wilson, 1987 Boultonand Snith, 1992; Cramer and Steinwart, 1998)these studies,
participants were shown photographs of same age and gender individuals who differed
according to ethnicity or body size, and asked to choose between them in response to the
guestion, @¥hol ak eassesdchilsrésieelingtoward their own

identity, participants were then askéd\Wo would you mostike tob e ? 0

3.4.2 Task 2: Preference for Social Partners' task

This task was chosen to access participants feeling towards witteeshd without Down
syndrome. In particular, it was hoped the task would tap into whether participants attached
a value judgement to others with Down syndrome distinguishable from that attached to

others who do not have Down syndrome.

Following Boultacn and Smith (1992)articipants were asked about their preferences for

partners in various activities: play with in the playground, sit next to in class, have in your
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team for a game, help you with school work and invite home to $laylar tasks have

also been used by previous researchers investigating chslgrefierences according to

racial groups (Wilson, 1987; Davey, 1983). The ages of participants in these studies rangec
from 7 to 11 years old.

The previous researchers presented stimulus ptagibg simultaneously for childrsn
consideration and included photographs of both boys and girls. Thus, an array of
photographs representing every possible combination of gender and ethnicity was
presented to participants and they were simply asked tiseheho they would prefer to
engage in activities with. However, for the present investigation it was felt a diverse range
of photographs may be overwhelming. Thus, to simplify the task, the photographs only
depicted children with and without Down syndroamel same gender photographs were

presented to participants, girls for girls and boys for boys.

In previous research, the same photographs were presented for each activity. However,
having simplified the task substantially, it was thought that usingaime photograph pair

for every activity carried the risk that children would base their decision on some variable
other than Dowis syndrome, unbeknown to the researcher. Thus, to strengthen the validity
of the task six different photograph pairs (a ckith Down syndrome and a child with no
disability) were required (one pair for each activity).

In previous studies a verbal description of the activities was given to participants. However,
given the verbal difficulties of children with Down syndromes trerbal component of the

task was not deemed suitable. Thus, in order to aid comprehension of the task and to make
it more interesting, it was decided that the activities in the present study be represented by

coloured illustrations.

It was also decidkthat an active response mode would be most engaging and in keeping
with the childrers strengths. Thus, following Davey (1983), a posting box format was

chosen for the task.

3.4.3 Task 3: Adjective Attribution task

This task was chosen to examine vileethildren hold distinct ideas about others with

Down syndromehat correspond to popular stereotypes and ideas about what it means to
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have a disability. It has been used by previous researchers to investigate the awareness ar
endorsement of ethnic seatypes (Davey, 1983; Boulton and Smith, 1992) and stigma
related to body size (Cramer and Steinwert, 1998). The participants in these studies rangec
in age from 3 years to 11 years old.

Using a posbox game format, Boulton and Smith (1992) presenteticjants with three
posting boxes identified with photographs depicting children of three different ethnicities.
Participants were then handed 14 cards, one at a time, on which an adjective was written.
The adjectives reflected the common stereotypeshoiic minorities, such dsazy and

'dirty’. Participants were asked to post each ofrtfessagéso the photographed people

they thought each one applied to best. If participants thoughhéssageapplied to more

than one person, they were askedhand it to the researcher. A box identifiednadody

was also included to give participants that option if they wished. In practice however, the

researchers reported that the latter two options were seldom used.

Thedescriptordor the present studyere identified in the first instance during a brain
storming session with a colleague and Developmental Psycholbiggstlescriptors

chosen either reflected the popular stereotype of people with Down syndrome, were
misconceptions about children with iatellectual disability that may arise in a classroom
or referred to observable potential experiences of people with Down syndrome and/or
intellectual disability. The polar opposite of each of the descriptor was also identified. For
example,happy and'friendly both feature in the popular stereotype of people with Down
syndrome (Wishart and Johnston, 1999aughty may be how, in some instances, the
behaviour of a child with an intellectual disability in a classroom may be perceived and
also corresporaito the popular stereotype that people with Down syndrome are
'mischevious(Wishart and Johnston, 1990). The descriptmesds helpand'gets called
namesrelate to what having a disability might mean for some childrea.adjectives and
their polaropposites may be found in table 13.
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Table 13: Polar opposite adjectives for the Adjective Attribution task

Down syndrome adjectives Polar opposite adjectives
Different from everyone else Same as everyone else
Feels happy wst of the time Feels sad most of the time
Is naughty Is good

Needs help to do things Can do lots of things alone
Is stupid Is clever

Lonely Has lots of friends
Friendly Unfriendly

Gets called names Doesrt get called names

Previous research repesged the adjectives using simple text, however, given many

young people with Down syndrome have difficulties with reading this was deemed
inappropriate. Thus, the present study represented the adjectives using colour illustrations.
The use of pictorial shuli is in keeping with the strengths of children and young people

with Down syndrome.

Another question wasow participants viewed themselves in relationtteerswith Down
syndrome. Therefore, in addition to photographs of children with and wirawib
syndromea selfportrait photograph was included in the tasilowing Boulton and
Smith (1992), a posting box format was also used in this task. fhieus,were three
posting boxesvith different photographs attachexhewith a photograph of a dd with
Down syndromegne with achild with no disability andne with the participatgtself
portrait The children depicted in the photographs were the same gender as the child

participant.

The quality of the materials for these tasks was crucias. difapter will now turn to

describe what details were considered in developing the task materials.

3.5 Collection and development of materials

3.5.1 Photographs

The quality of the photographs was fundamental to the effectiveness of the above tasks.
Consequently, a great deal of thought was given as to what specifications they should mee
The basic requirements of the tasks dictated thathtb@graphshoulddepictthe heads
andshoulders of individuals with and withoDbwn syndromeéooking direcly at the

cameraandnot wearing spectacles or any item of clothing or hairstyle that olusitiae
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face The photographs should also haveniform background of a neutral colour, to

ensure participantattentionwasdrawn firmly to the photographedngsers.

Consideration was also givendther featuresf the photographed childresiich agheir
clothing and hairstyleThere were arguments for and against keeping these features
constant. For example, while such features may comprise a distractioth&ovariable of
interest it was also recognised that a set of photographs differing solely on one dimension
would lack the variety encountered in everyday life. In the end, two factors dictated the
conclusion reached. Firstly, it was reasoned that tteederes would vary to such a degree
across all of the photographs that any potential confounding effect relating to a particular
look would be washed out. Secondly, it would be a considerable logistic challenge to

obtain a set of photographs of young jpleavearing similar clothing.

Several avenues were explored to obtain photographs for tlsewétikvarying degrees of
success. The first port of call was the charitable organisation ®&smdrome Scotland.

The organisation was asked if they ownagt photographs that may be used. However,
despite their best efforts, this strategy was largely fruitless. The main problem was that the
photograph®own's Syndrome Scotlartthddid not meet the basic specifications
identified,as they tended to show diiién engaged in activity and wearing their spectacles.
The organisation also assisted by posting a call on their website for parents to email
photographs to the researcher. Howeveaatdiwas a very low response rate to this request.
The final photographsame from three sources. One was a local amateur dramatics/theatre
group that catered for children and young people with Down syndrome and their siblings,
who kindly allowed the researcher to visit and take photographs of their members. Another
source wagn internet photograph site named Flickr.com. This was searched at length for
suitable photographs. The relevant photographers were then contacted via the site for
consent andsking for a copy athe original picture file, to ensure high standard oftprin

quality. Finally, colleagues were approached and asked for photographs of their children.

A critical characteristic of the photographs was that they should depict individuals of a
similar age to the participants. The age of the photographed childsecowsidered

important because for participants to engage in the task properly they should be able to
relate to the individuals in the photographs. This was particularly important for the
preference task, since the idea behind the task was that parsspantd view the

individuals in photographs as potential playmates. Thus, to ensure the relevance of the tasl

and validity of participantsesponses, photographs of similar aged young people were
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crucial. When it was first considered how similarly aghdtpgraphs of young people

could be obtained this proved challenging because of the wide age range of participants
involved.However, researctarried out in the 1960s and 1970s almhifdrers ability to
estimate other young peojg@gesuggestdthat,while there is a progressive

improvemengs they grow oldechildreris ability to judge othefrsigedoes not appear to
befinely tuned Kratochwill and Goldman (1973) presented children with pairs of
photographs depicting individuals that representedIéuels of the life span: infanthood,
childhood, adolescence and adulthood. Children aged 3 to 9 years old were shown every
possible combination photographs and asked to judge if they were the same size or which
was older. The childremaccuracy improveflom 47% at age three to 59% at age six and
100% at age nine. For the present investigation it was reasoned that, so long as the
apparent age of those depicted in the photographs did not appear to be below 10 years of

age or over 16 years of age, thenghetographs wdd be relevant for participants.

To help ensure that the photographs were of children of the correct age group, the
photographs that were obtained underwent ggseldeally, ths would have been carried

out with a group of childreof similar agsto the intended participants. Howevitre
researcher was conscious that the participant pool was small and was wary of employing
potential participants for prest purposes. Thus, an opportunisample of adultsas

askedio complete thene-tests A group of adults (n= 15) provided judgments of the
photographed individual age, by free response. Photographs that were frequently thought
to be aged under 10 or over 16 years of age were dropped from the task materials.
Theattractiveness dhe photographed individuals was also identifieg@tentially
confounding the variable of interest. Theautyis- good stereotype has received much
support since its original conception in the seminal study by Dion, Berscheid and Walster
in 1972 (sed.anglois et al., 2000 for a reviewl)his work contested thatdalts, young

children and infants prefer attractive to unattractive individuals. Therefore, it was
necessary tpair the photographed children with and without Down syndrome according to

attractiveness, to ensure participants made the desired comparisons.

Previous research has found tbhifdren and infants agree with adults about whenid
who is not attractivelfion, 1973; Langlois, Ritter, Roggman and Vaughn, 1991; Langlois,
Roggman, Casy and Ritter, 198). Thus, in order to control for the attractiveness of the

photographed young people, the same group of adults asked to judge the age of the
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photographed individuals (n=15), were also asked to provide attractiveness ratings for the

photayraphs on a#point Likert scale.

The aim was tanatch eaclphotographed childiith Down syndrome tone withoutDown
syndrome according tattractivenessso that each pair of photographs was of equivalent
attractivenesdJnfortunately attractivenessmpved tobe particulaty difficult to control for
due to a combination of two factors. Firstllye pictures of young people with Down
syndromeended to be judged at the lower end of the scale. Alone this factor would not
have posed a problem, as they Wosimply be matched with thosé@thout Down
syndromeof anequivalentiow level ofperceivedattractiveness. However, a large
proportion of photographsf the nondisabled young peopleame from an internet site
where professional and budding photograplstrowcase their workConsequentlynany

of thenondisabled young peoplghotographedvereat the high end of an attractiveness
scale. Thustakentogetheyrthese factors meant that it was difficult to match the
individuals photographs according to thabsolute attractiveness. The limited availability
of photographs in the first place meant that finding suitable replacemenv#tually
impossiblein a reasonable timgcale The solutiorwasto use the median attractiveness
scores to match the photaghs of children with and witholtown syndromeaccording

to theirrank order of attractiveness.

It was also important that the emotion expressed by the children in the photographs should
be uniform. The aim was to obtain photographs of children shosiihgr neutral or

positive affect. In practice, it was much easier to obtain photographs of children and young
people expressing positive affect. Therefore, this became the criterion exprieseioier

to control for the emotionality of photographediinduals,the group ofadults(n=15)
werealsoasked to provida free responsdescribing thexpressed emotioof each
photographPhotographs that receivedresponse of anything other thaositive
emotionalitywere dropped. For example, some of thesduded from the set of materials

were judged as lookingngry or 'sad.

The adults (n=15) asked to offer initial judgments about the photographs were finally
asked to indicate whether they thought each photograph depicted a male or female, and
whethe they thought each photograph depicted an individual with or without Down
syndrome.Those that were not reliably judgedrrectly according tgender anés

having Down syndrome were excluded.
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The resulting set of photographs was further developed B$iatpshop. The backgrounds
of the photographs were deleted and replaced by a uniform neutral beige colour. The

photographs were cropped so that only the heads and shoulders of the children in the
photographs wereisible. Further, all the photographs wesiged to ensure the heads of alll

the children in the photographs were roughly the same.

The collection and development of the photographs required for the tasks constituted a
much greater challenge than was anticipateadok sevenmonths to tracklown suitable
photographs that were of a reasonable quality and that also met the specifications of
expressed emotion, age group and clear view of the face of the child. Then a further three

months was required to develop them for use.

3.5.2 Developing the pictorial illustrations

The Preference for Partners and Adjective tasks both required the development of colour
pictures to illustrate the target activities and adjectives. These illustrations were developed
in collaboration with a graphic designer.

Thefirst step was to formulate a brief for the graph designer and this was achieved through
discussion among the research team and by holding a focus group with young people.
Initial thoughts regarding the illustrations were that, in contrast to previcesroés there

should be no text accompanying the illustrations and they should have enough explanatory
power on their own. This was to ensure that participants who may have difficulty with
reading were not alienated.was also important that the illusiats be as true to life as
possible in their representation of people, as this would help participants identify with the
pictures and prevent the illustrations from looking too childish (as is the danger of more
cartoonlike representationsThe activities also had to be represented in such a way as to
appeal to and be relevant to children across the age o&pgeticipants involved~or
instance;play with in the playgrouri¢tould easily be depicted in very different ways for

an 11 and a 16 year oldoltever, there are also activities that both an 11 and 16 year old
mightengage in whilst in the playground, such as chatting with friendthaodinga ball

around.

A key stage in developing a brief for the adjectives task was to find out how children

conceptualise the words and phrases selected for the task. This was achieved by holding a
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informal focus group with six children whose age ranged from 5 to 12 years old. The
children were asked what they thought the adjectives meant, if they could tlaink of

example of each one and how they would draw it. The responses the children had providec
during the focus group were an invaluable source of inspiration, and enabled the researche
to provide the graphic designer with ideas that would help ensurestiigmg pictures

were easily understood by young participants.

The resulting brief was then given to the graphic designer, who made first drafts of all the
illustrations. The illustrations subsequently went through several stages of development,
with further changes made in collaboration with the graphic designer. There were two
aspects of the images that required several modifications; stylistic features and conceptual
features. Stylistic features included making the point of view as realistic aslp@ssib

having background features that helped give the images context. Conceptual changes that
were made involved the finer details of how the descriptors were represented. For example
the'needs help to do thingsicture initially showed an adult sitgmext to a child pointing

at a school book, while the second pictsihewed an adult selecting a book from a

bookshelf as the child stood next to her. This image was tweaked by asking for the teacher
in the first image to be looking at the child and legrin sympathetically and in the

second picture having the teacher with one hand on théscstiidulder and the other one
thebookshelf. The key changes made to illustrations may be seen in figuard 3below.

Figure 2: Fir st version of'sit next to at lunch, point of view amended
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Figure 3: First and second versions of 'needs help'. The illustration on the right was
improved by adding background features and having assistant lean towards child

To ensure that thactivities and descriptors depicted in the illustratimese readily and
accurately identiible, the illustrationsere piloted with a group dbur children with

Down syndrome aged 14 years old.

3.6 Piloting the illustrations

3.6.1 Preference for Social Partners' task

Ead child was askedWhat c you think this picture shows®r each of the six

illustratedactivities. Tablel4 below details their responses.
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Table 14: Children's commentsduring piloting of the Preferencefor Social Partners' task

Activity Quotes from children

Play with in playground Playtime (girl aged 14)
Chatting and football (boy aged 14)

Sit next to in clas Sitting in class (girl aged 14)
Class (boy aged 14)

Sit next to at lunch time Lunch time (girl aged 14)
Eating lunch (boy aged 14)

Have in your team for a game Running and picking teams (girl aged 14)
Football (boy aged 14)

Help you with school work Writing and helping (girl aged 14)
Working (boy aged 14)

Invite home to play Friends listening to music (girl aged 14)

Singing (boy aged 14)

Childrenresponded well to these illustrations and their comments were generally in the
right domain. The resedner was then able to provide guidancecathé specific nature of
the activitybeing represente&or instance, for the invite home to plflystration,if the

child said the picture showed friends listening to music, the netssraadded to this by
sayng, "Yes they aranddo you think that the girl has asked her friemdhér house to

listen to music?The research&rinput was met with agreement and little scaffolding was
required to help participants understand the precise nature of the pictwres. Th
participants responded well to the illustrations for the preference task.

3.6.2 Adjective Attribution task

The illustrations for the Adjectives task also underwent piloting to ensure they were easily
comprehensible. The same group of four childwene asked to tell the researcher what

they thought about each picture. The children tended to be very literal in their
interpretations. The abstract nature of the descrighfterent from everyone elsproved

to be difficult to represent and the rasg illustration was not readily grasped by

participants. Therefore, this descriptor pair was dropped from the task.
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The final descriptors and representative quotes from the young people who helped to pilot

them are found in table 15.

Table 15: Final descriptors for Adjective Attribution task and quotes from young people

Adjective lllustration

Typical quotes from children

Sad

Happy

Good

Naughty

Needs help

Can do things

Clever

Lots of friends

Not many friends/ lonely

Stupid

Friendly

Not friendly

Gets teased

Doesrt get teased

Sad (girl aged 14)
Feels sad (boy aged 14)
Happy (girl aged 14)
Happy (boy aged 14)

Working (girl aged 14)

Working on own (boy aged 14)

Bad to friend (girl aged 14)

Pulls hair (boy aged 14)

Helpers (girl aged 14)

Teacher (boy aged 14)

Looking at books, reading (girl aged 14)
Reading (boy aged 14)

Everything right, worls good (girl aged 14)
First place (boy aged 14)

Friends (girl aged 14)

Sad, no pals (girl aged 14)

Sad, bullies, no friends (boy aged 14)
All wrong, sad (girl aged 14)

Wrong answersad (boy aged 14)
Waving to a boy in town (girl aged 14)
Saying hi (boy aged 14)

Angry (girl aged 14)

Cross (boy aged 14)

Horrible to him (girl aged 15)
Shouting (boy aged 14)

Friends (boy aged 14)

Deakin, K. A. (2014)
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Again, some guidance as to the precise meaning of the illustrations was required. For
example, if the child said, "slseworking hard", the experimenter added, "yeah, antthat
being good, ishit?" This type of guidance was met with agreement frogrptirticipants.
During the piloting of the illgtrations it was noted that thereaning were more
transparenandeasily understood by participants if they were presentpdimns, alongside

their polar opposite-or example, the character in thet fiendly image was often

thought to be angry; however, when paired with its polar oppésiedly’, its meaning

was immediately apparent. This was noted for further development of the task procedure.
This preseration style is also similar to that progolby the Harte and Pike (1985) Self

perception scale.

3.7 Piloting the tasks

Participant group

Elevenyoung people aged 14 to 16 years old (4 gind 7 boyswho attended two

Moderate Learning Needs schools in Glasgow helped to pilot the measowes.er,not

all of these participants were used to pilot all tasks, as the tasks were refined gradually and
piloting was staggered across participantsvas recognised that it would have been better

to pilot the task with a larger group of participariable 16 shows vdttasks each

participant helped to pilot.
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Table 16: Details of participants who helped to pilot tasks

P Gender Age Selfldeal Self Ideal = Self-Ideal = Sorting/ Preference | Adjective
self age self gender = self Self task task
disability identificar
tion
1 M 14 . . * . * *
2 M 16 * . * . *
3 F 17 * . * . *
4 F 14 . * * . *
5 F 14 . * * . *
6 F 14 . * * . *
7 M 14 . * * . *
8 F 15 . . . o *x *x
9 F 15 . . . o *x *x
10 M 14 . . . *x ** *x
11 F 15 . . . *x ** *x

** Data used in final analysis

3.7.1 Task 1: Self and Ideal-self Identification task

3.7.1.1 Participants

The measure aspiloted withsevenyoung peoplavith Down syndromeged 14 to 16
years old 4 girls and 7oys), who attended twdoderate Learning Needs school in

Glasgow.

3.7.1.2 Research questions task was intended to answer

1. Do participants with Down syndrome identihemselves as similar tithers who have

Down syndrome?

2. Doegthe participaris identity correspond to their desired identity?
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3.7.1.3 Procedure

Participants were presented with two photographs, @agicting a child the same gender

as themselves. The photographs differed, in that one depicted a child with Down syndrome
and theother a child with no disability. Participants were asked to point to the

photographed child that they "were most like". A different photograph pair was then
presented and participants were asked to point to the photographed child they would "most
like to be". Participants were also asked to explain their choices in order to assess

comprehension of the task instructions.

3.7.1.4 Findings

During the piloting phase, the usefulness efsklf and ideal self identificatidask

became increasingly questidod@. The first participant tpilot the task chose the typically
developing photogragu childin response to both theelf and'idealself questions.
However the researcher fethat the participant was uncertain of what he was being asked
to da It was therefore considered that a trial task mayarticipantscomprehension of

the task Edwards and Lewis (1979) reported that children aged 3 to 5 years old could sort
and classify photographs of persons aged 1 to 70 years oldhitver and'aduts, and
correctly identify themselves according to these categories. Therefore, it was reasoned thai
age categorisation may comprise a useful practice trial in theRadlcipants were asked

to choose from a photographani adult and a photograph oyaungchild in response to

the same two questions. Unfortunately, the inclusion of this trial did not increase
confidence in the task'wo participants (one girl and one bal@l not correctly identify
themselves according to age. The reasons particiganésfor their responses centred on
features such as hairstyle or other idiosyncratic inferences (e.getbegl).lt was

possible that age may have been too subtiategorisation fahe young people to make.
Moreover, it may also have been the dase the young people considered other features
in the photographs to be more salient than @gerefore, age was replaced with gendsr

it was thought that it would constitudemuch starker contragtor the remaining four
participants the practiceagye of the task used gender as the discriminating factor. It was
found thatparticipants did not respond consistently according to gexadegorieither
andtheir comments suggested that tlkeptinued to respond based on other details of the
photograps.
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While the participantsesponsemay haveeflected something about the meaning of age
and gender to the participants, it was more likely that the children just had a poor
understanding of the taskh&re was no way of telling if the taslasmeanimgful and

relying ona sinde response by participants made the validifficult to gauge

Consequently, this task was abandoned and the utility of another approach was explored.
Table 17 shows the data from the piloting of the self and-skdfldentfication task. The

first four columns show responses for the two sets of practice questions. The first set of
practice trials involved age (young child vs. adult) comparison and the second set used a
gender comparison. The last two columns are the tadk ioper and show participants

responses and comments they made when asked to explain their choices.

Table 17: Participant responses and comments during piloting o$elf and Ideal-self
I dentification task

NB. Non-disabled phobgraph selected (ND); Down syndrome photograph selected (DS)

p Gender Age Self (age) Ideatself @ Self Ideatself = Self Ideatself
(age) (gender) (gender) (disability) | (disability)
1 M 14 . . . . ND ND
2 M 16  Adult Same age . . DS DSand
"perfect” "cool one" ND
3 F 17  Adult Adult . . ND ND "pony
"long hair" tail"
4 F 14 . . Male Female DS ND
"brown "beautiful”
hair"
5 F 14 . . Female female ND DS
"smiling"
6 F 14 . . Female Female ND DS
"cool" "beautiful”
7 M 14 . . Male Female ND ND

3.7.2 New task 1: Person Sorting and Self-identification task

To replace the Self and Ideself identification task, a sorting task previougged by

Weinrauh Clemens, Sockloff, Ethridge, Gracely and My{£384) to investigate gender
awareness childrenaged three years old was chaderthe present study, this task was
used to discover ighildrenweremindful of Down syndrome as a social categahen

viewing others and whether or not they identifibemselves as sinait to others with

Down syndromeThis task was thought to have two main advantages over the self and
ideal self identification task. Firstly, it was reasoned that it may be a more sensitive test of
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participantsawareness of the facial features associated with Down syndrome, since it
involved more than one pair of photographs. Secondly, it was thought that the act of
sorting through pictures of other young people with and without Down syndrome may act
as a primer for then thinking about themselves in terms of Down syndrome, if indeed they

used Down syndrome as a sorting criterion.

3.7.2.1 Participants

Four of the participants who took part in the piloting of the Self and-kkdfl
identification task helped to pilot the new task. They were aged 14 to 15 years old and
three were girlsrad one was a boy.

3.7.2.2 Research questions the task was intended to answer

1. Do patrticipants choose to sort photographs of people the same age and gender as

themselves according to the social category Down syndrome?

2. Do participants identify tmeselves as similar to others with Down syndrome?

3.7.2.3 Procedure

In following Weinraub et al. (1984), participants first completed a trial task to etstire

they understood the sorting principle and were able to sort according to basic categories.
To increase participant involvement with the task and in keeping with chddren

preferences for manual response options, alpmsgame format was again chosen for this
task. Two posting boxes wepeesentean a table in front of the child. On one box a

picture of a blue everyday object was placed, while on the other a red coloured object was
placed. One at a time, and in a random order, eight picture cards were placed in front of the
two boxes (four of these depicted red objects and four depictedridsg éfter the

participant had looked at each picture card, they were asked to put it into one or other box

according to the picture it was the "same as".
Having successfully sorted according to colour, the child was invited to engage in a similar

activity, this time involving photographs of children with and without Down syndrome.

Eight stimulus photographs depicted four children with Down syndrome and four with no
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disability. Participants were handed each of the stimulus photographs one at a time as

aked to put each one in the box along with the photograph it was most like.

The child waghen shown aelf-portraitphotograph andafterselfrecognitionwas
checked asked to put it intone ofthetwo boxes according to which they thought their

selfportrait was most like.

3.7.2.4 Findings

Three of the participants immediately understood the practice colour sorting task. The
remaining individual required some initial guidance from the researcher, but thereafter
successfully completed the practiceteg task. Having placed the first picture in the

i ncorrect box, the resear c'dhagoodpyrbotdthicke d g
this picture goes here.l'st t ry anot her oneo. This pron
was used with othgrarticipants for whom the task was not immediately clear.

During the task proper, participants were found to engage well with the task. This was
evidenced by their attention to the photographs and thoughtfulness when placing each one
in their chosen ba The data from the piloting of this task is shown in table 18.
Participantsresponses were not alwagsrrect, however, the main concern when piloting

the task was comprehension and engagement.

The participants also performed well on the-gddintification part of the task when it was
piloted. All children immediately identified the photograph of themselves. However, none

of the children identified with the child with Down syndrome.

Table 18 Participant responses durirg piloting of Sorting and Selfl dentification task

P Gender Age Sorting DS Score Selfidentification

8 F 15 7 ND
9 F 15 5 ND
10 M 14 4 ND
11 F 15 4 ND
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3.7.3 Task 2: Preference for Social Partners' task

3.7.3.1 Participants

Thesame group dfour participantsas abovéelped to pilot the Preference for Parthers

task.

3.7.3.2 Research question task was intended to answer

1. Do participants show a preference to engage in pictured activities with a child with or

without Down syndrome?

3.7.3.3 Procedural issues

For the Preference for Partndesk,it was necessary to experiment with the different
ways the task could be presented to participants, in order to choose that which was most

easily comprehended, valid and pragmatic to deliver.

Themain optionsconsidered werehether to present th@hotographs or illustrations on

the boxeslnitially, the planwas to preserthetwo photographs (ongepicting achild with

Down syndrome anthe othera child with no disabilityon two boxes for paired

comparison and ask tlehild to post each activity picture one at a time one of the

boxes according to which person they preferred to engage in activitiedNtitle this

seemed tde a straightforward approach and easy for the participants to gsaspthe

same pair of target photographs for every activity meant that this method lacked strength a:
a valid measurelhis was because althoutite photographkad undergonseveral pre

tests to control for age, attractiveness, gender and disabilitg séaten assuming these

were completely successful, it was not possible to control for other features of the children
in the photographsuch ashairstyle or clothing. Therefore, despite best efforts at control,
the possibility would remain that childremerely prefer one photograph over the other for

some reason other than tlaet that the child in the photograph had Down syndrome or not.

One way tancreaseéhe taslks strengtlwasto use a differenpair of photographsor each
activity. However since this meant changing the photographs on the boxes for each
activity picture, itwas not the most pragmatic method of presentatiateliver. As a

result, his method was used during the piloting pHase¢he first participant only.
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Maintaining the intrest and engagement of the participant was of prime importance, thus
the task presentation was a crucial consideration. In an effort to improve this aspect of the
task, in sibsequent pilotinghe activity pictures were placed one at a time, on a single bo
For each activity two photographs were placed in front of thefdrocomparisor{(one

depicting achild with Down syndrome anthe othera child with no disabilityand the

child asked ta@hoose which of the photographed children they would prefergagenin

the activity with and post ihto the box.

3.7.3.4 Findings

This task made sense to the children immediately. Their engagement with the task and
enjoyment of it was clear from the outset. Table 19 shows the preference shown by

participants fothe photographed child with Down syndrome.

Table 19: Participant responses during piloting of Preferencdor Social Partners task

Preference shown

P Gender Age for DS photo
1 M 14 2
2 M 16 0
3 F 17 3
4 F 14 1
5 F 14 1
6 F 14 2
7 M 14 0
8 F 15 2
9 F 15 3
10 M 14 3
11 F 15 3

3.7.4 Task 3: Adjective Attribution task
3.7.4.1 Participants

The same four participants above helped to pilot the adjective task.
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3.7.4.2 Research question task was intended to answer

Do children holddeas about others with Down syndroméine with social stereotypes of
Down syndrome?

How do children view themselves in relation to these ideas?

3.7.4.3 Procedural issues

Previous investigators who used this task (Bwuand Smith, 1992) presented participants
with post boxes identified by photographs of people of different ethnic groups. They then
showed participants 7 positive and 7 negative adjective cards and asked them to attribute
each one independently to theopographed individuals by posting the cards into the
appropriate box. Four posting boxes were presented to participants simultaneously. Three
boxes were identified by photographs of a boy and girl from each of three ethnic groups
and the fourthabelled'nobody. If participants thought the adjective fitted more than one
person, they were instructed to pass it to the experimenter. However, the authors report the
this last option was seldom used. If children thought it fitted no one, they were instructed

to post it in thénobody box.

The notion of anobody box was considered to be rather abstract and ill suited to chddren
intellectual disabilities. Thus, participants were in effect being asked to niafeed
choicebetween the photographs whegtributing the adjectives. With these considerations

in mind, this task was presented in a different manner in the present study.

Three boxes were used, one identified by a photograph of a child with Down syndrome,
the other a photograph of a child witb disability (both the same gender as the participant)
and finally the chilts seltportrait photograph. These were presented one at a time. During
the piloting of the descriptors for this task, it was noted that the illustrations were more
readily interpeted when presented in pairs, that is each descriptor and its polar opposite. In
order to incorporate this into the task design, the descriptors were presented one pair at a
time, and participants were asked to choose which descriptor (for ex&yoplkeor

'naughty) applied to the photograph on the box. Participants were instructed to post the
chosen descriptor into the box and leave the other on the table. This comparison process

was repeated for each of the seven descriptor pairs and each photograph.

While this task worked well, it became apparent immediately that it was laborious to
deliver. As a result, this procedure was only used with the first pilot participant. The
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presentation format of the task was then switched so that the descriptorseserdqu on

two boxes. The participants were then handed the three photographs, one at a time, and
asked to post the photographs into the boxes according which descriptor described the
child best. This mode of presentation required a larger number ofgoapks (28

photographs of boys and girls with and without Down syndrome). However, this method of
presentation improved the task. Not only was this approach easier to deliver and was
engaging for the participants, but using a different photograph paabbr descriptor pair

gave more confidence that participants were making choices based on the features of
Down syndrome. The task was piloted using this method of presentation with four

participants (data presented in table 20).

3.7.4.4 Findings

Particpants enjoyed and engaged well with the pictures and photographs. There were no
issues with perseveration and participaappeared to be making distinct and meaningful

choices for the different photographs, often taking time to consider their responses.

Table 20: Attributions made to three photographs during piloting of Adjective task

P Gender Age Adjectives attributed to Adjectives attributed to  Adjectives attributed to

DS photograph ND photograph self photograph

8 F 15 Not friendly, naughty,  friendly, good, has friendly, good, has
lonely, happy, friends, happy, clever, friends happy, clever,
clever, needs help, can do things, called can do things, doe&n
called names names get called names

9 F 15 friendly, naughty, has not friendly, good, friendly, good, lonely,

friends, happy, clever, lonely, happy, stupid, sad, clever, needs help,
needs help, called name can do things, called doestt get called names

names

10 M 14 friendly, good, lonely,  friendly, good, has friendly, good, has
happy, clever, needs friends, sad, stupid, friends, happy, clever,
help, caled names needs help, called name can do things, doe%n

get called names

11 F 15 friendly, good, has not friendly, good, friendly, good, has
friends, sad, lonely, happy, clever, friends, sad, clever, can
stupid, needs help, can do things, doe4n do things, doesnhget
called names get called names called names

3.7.5 Summary

At the end of the piloting phase, the following three tasks were selected for the
experimendl component of the present study: i) The Person Sorting task, which was
intended to measure awareness of Down syndrome andeedification with Down
syndrome; ii) ThéPreference for Social Partnaiask, intended to measure participants

attitude tovards sharing activities with others with Down syndrome; and finally, iii) The
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Adjective Attribution task, which was intended to discover if participants held particular
views about others with Down syndrome compared todisabled peers and how they

saw hemselves.

The following chapter will describe the design and general method for the experimental

part of the study, before going on to detail the methods and results for each task in turn.
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Chapter 4: Method of Experimental Studies

4.1 Experimental design

The study employed a 2 (age group: younger and older) x 2 (disability: Down syndrome
and no disability) between subjects factorial desfgnomparison group of children with

no disability was sought because it allowed the researcher to discovend Bawn
syndrome led to differences in task performance. However, because children with Down
syndrome have at least some degree of intellectual impairment, it was necessary to control
for cognitive ability as well as age, using two groupeatdisabledparticipants. The
cognitive ability control group enabled the researcher to ensure, as far as possible, that any
differences in task performance that occurred could not be attributed to differences in
participantscognitive ability. TheBritish Picture V@abulary Scale (BP\A8; Dunn et al.,
1997) was selected to match a group of-dmabled participants to those with Down
syndromeaccording tacognitive developmenihe BPVSII assesses verbal

comprehension and provides a score that may be convertethiafmpoximate verbal

mental age (VMA) The BPVSII is commonly used to provide a birimeasure of

cognitive development, becauseés argued that vocabulary subtesteomprehensive

tests of intelligence are highly correlated with overall mental age@®BPVSIl manual,

p. 3536, Dunn et al., 1997Yerbal comprehension was also considered to be a critical
factor in terms of the participantbility to understand instructions and thus participate
meaningfully in the tasks. Whilst it would have beelvantageous to have carried out a
fuller assessment of cognitive abilities for the purpose of group matching, it would have
placed a considerable burden on the participants. The BF\&S the additional

advantage of being accessible and enjoyable fong@eople (Glenn and Cunningham,
2005).A second group of nedisabled participants were matched to those with Down
syndrome on chronological age (CA). This helped to ensure that any differences in task
performance between these groups could not be dageial experience and learning

acquired with age.

4.2 Power calculation

There were nalata frompreviousresearch studies that could be utilised to calculate an
expected effect sizi@r any of the tasks in the present study. Nor canl@stimation ofhe

expected effect size be made using pilot data, since the group of participants used to pilot
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the tasks was small. Consequently, the conventions proposed by Cohen (1988) were used
to inform such a calculatioifherefore Cohers conventiongrovided tle best guide

available under the circumstances (Howell, 2007). A medium effect size is generally
regarded a reasonable assumption in social psychological research (Cooper and Findley,
1982 Cohen, 1992). The values provided by Cohen (1988) for aN@geANOVA were

utilised because this study involved examining differences in scores between three groups
of participants (participants with Down syndrome and two groups of participants without
Down syndrome)To have an 80% chance of detecting a medium effeetfsi .25) at the

alpha level .05 (twailed), the necessary sample size per group is 52 for a three group
experiment (Cohen, 1992). However, it was anticipated that the recruitment of children
with Down syndrome would pose a significant challenge. Gpresgly, at this exploratory
stage, a compromise was sought. According to Csl{#892) tables, 30 participants in

each group would give .80 power to detect a large effectiQ) at the alpha level .01.
Therefore, the researcher aimed to recruit 3@odn with Down syndrome and 60

typically developing children, 30 matched on chronological age and 30 matched on VMA.

4.3 Participants

The sample of children with Down syndrome compris@difls and 10 boysThe ages of
participants in the Down synoime group ranged from 8 years and 8 months to 17 years

and 9 months old, and their mean verbal mental age, generated by their score on the BPVS
I, was 5.05 (SD= 1.77).

The study was designed to incorporate two control groups of participants with biditglisa
one matched according to chronological age and the other according to verbal mental age
(as indicated by scores on the BRWS Unfortunately a verbal mental age matched group
was not obtained. This was because the sample of participants (ner2feceto be the

verbal mental age control group, actually scored consistently higher on the IBP€8

participants with Down syndrome.

Figure 4 shows a scattplot of age in years by verbal mental age, for participants with
Down syndrome and thosstended to be the verbal mental age control group. It shows
that, despite recruiting a sample of younger-dmabled children to try to match for verbal
age, there was little overlap between the two groups. In addition, when the verbal mental

age scoresf participants with Down syndrome were examined it was apparent that the
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younger and older chronological age groupmbsrdit form two distincverbal mental age
groups.Instead, there waslargeoverlap in theverbal mental age scorethetwo age

groups and both groups had low sco@sthe BPVSII.

Figure 4: Scatterplot of BPVS-II Verbal Mental Age and actual age
for participants with Down syndrome (DS) and no disability (ND)
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The mean BPV3I verbal mental age achieved by those in the Down syndrome group (M=
5.05, SD= 1.77) was lower than that for the 4tlisabled participants (M= 7.77, SD= 1.57).
This difference was signifant (t (51) =5.87, p<.001, twdailed). Therefore, the two

groups were not matched according to verbal mental age and the intention of having such ¢
control group abandoned. Figure 5 illustrates the difference in mean-BR¥®al

mental age betweendhwo groups of participants.
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Figure 5: BPVS-I1 Verbal Mental Age for participants with (DS) and no disability (ND)
95% Cl for the Mean

BPVS-Il Verbal Mental Age
|
|

DS ND
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An alternative method of controlling for verbal mental age may have bemse t®
statistical technique, such as Analysis of CovariaHogvever, this type of analysis was
deemed inappropriate due to the small and unexaple sizes in this investigation
(Mayers, 2013)In addition, the BPV3I scores were not normally distributed across
groups and therefore violated one of the key assumptions of this test (D (95) = 0.12,
p=.002). The control group desigrasusedbecausét is consistent with convention in

developmental psychology.

Since it did not prove possible to match a group otdisabled participants with those

with Down syndrome on verbal mental age, {ulisabled participants were instead split

into three chronlogical age groups. Despite not being matched on verbal mental age, the
youngest group of nedisabled participants was considered to represent a useful
comparison group, in the sense that they were children at an earlier developmental stage.
This means tat younger notdisabled participants had less social experience than all other
participants and were closer to those in the Down syndrome group in terms of cognitive

development. Participant groups and developmental details are shown in table 21 below.
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Table 21: Participant numbers and developmental information

Disability group Age group N (girls) Mean age (SD) Mean VMA (SD)
DS 8.0012.12 10 (4) 10.55 (1.34) 4.53 (1.65)
13.0017.12 18 (14) 15.03 (1.23) 5.35 (1.83)
All 28 (18 13.43 (2.52) 5.05 (1.78)
ND 5.007.12 14 (6) 6.21 (.96) 7.26 (1.42)
8.0012.12 27 (14) 10.24 (1.29) 10.17 (2.31)
13.0017.12 26 (14) 14.29 (1.27) 12.05 (1.58)
All 67 (34) 10.97 (3.29) 10.29 (2.57)

Participants with Down syndrome comprigea age groups. There were 10 in a younger

age group (mean age= 10.55) and 18 in an older age group (mean age= 15.03). Participan
with no disability formed three age groups. There were 14 participants aged 5 years to 7
years and 12 months. The next gragmprised a chronological age matched control

group for the younger group of participants with Down syndrome (mean age= 10.24) and
the next group a chronological age matched control group for the older group of

participants with Down syndrome (mean agé=29).

As may be seen in table 21, there were roughly equal proportions of males and females in
each disability group. The schools that children attended varied in terms of the socio
demographic status of the communities in which they were situatedofkdsabled

children came from primary and secondary schools that served a range of communities,
one was particularly affluent while others resided in more deprived areas of Glasgow. The
areas in which the MLN schools were situated also varied. Howégénuld be noted

that it is likely that the communities in which MLN schools are situated are less
representative of the soettemographic status of the families of pupils who go there, since

pupils with disabilities tend to travel further to go to school

4.4 Ethical approval

Ethical approval was granted from the University of Glasgow Ethics committee. The letter

of approval may be found in Appendix

4.5 Recruitment

The first step taken was to gaiarmission from Glasgow City Council to apprbachool
head teachers about the reseafchrecuit children with Down syndrome&ontact was
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made with the head teachers of four Moderate Learning Needs (MLN) secondary schools
and four MLN primary schools by telephone. During the telephong tadl researcher

briefly outlined the aims and planned procedure for the study. Further information was
then provided via emaind face to face meetisgerearranged to discuss the project. All

of the head teachers responded positively to the study. Schodlisitiative teams then

sent lettes and study information sheet to the parents of children with Down syndrome.
There were 27 pupils with Down syndrome across the eight schools and 13 consent forms

were returned.

As a result of the low response rate, reonent continued over the following nine months

as participants were sought from schools further afield than Glasgow and other potential
means of contacting families were explored. Applications were made to a further seven
local authorities in the West ot8tland. This process proved to be arduous but permission
was finally granted by all but one local authority. Of the 12 schools approached, 8 head
teachers were keen to be involved. Of the 8 schools who distributed study information to
parents, four latereported than none of the consent forms had been returned. Therefore, as
a result of the extended recruitment phase, data were collected from a further four schools
in the West of Scotland.

The recruitment of participants from schools was a long and@ulifforocess. The reason

for the poor response rates to the letters sent out to parents was probably due to a number
of factors. It is likely that some forms were lost en route to the family home. In addition,

the many demands on parémitse probably raegited in consent forms being forgotten

about. However, teachers also voiced their opinion as to why some parents may not have
felt comfortable with the nature of this particular research study and had made a deliberate
decision to withhold permission fdneir child to be involved. The teachergew tended to

be that parents had not come to terms with the fact their child had Down syndrome and tha
families would be worried that the research could provoke some awareness or

understanding that their child saot ready to deal with.

Anothermeans of reaching children with Down syndromwees througtcontact with local
social and support groupsn by the voluntary sectoocial group cordinators kindly
distributed the study information to young pedpleaents. A stamped addressed envelope
was provided so that paremsuldreturn their consent form and contact information

directly to the researcher, if they wished their child to takeipahne study The
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organisation Down Syndrome Scotland posted anrafiwethe study on their website,
inviting parents to contact the researcher directly for further informaftoese approaches
were met with some success and three children were recruited this way.

Children with no disability wereecruitedthrough maingseam primary and secondary
schools in Glasgow. Ten Glasgow mainstream primary schools and five mainstream
secondary schools were approached about the research. Data was collected from three
Primary schools and three Secondary schools. Seven primarysenhdawo secondary
schools declined to be involvelecause they had already made commitments to other

researcherer had otheconstraints on their time.

4.6 General procedure

Consent was first obtained from childieparents. Approximately a weekfbee the
commencement of the study, the researcher paid an initial visit to the school to be
introduced to the participants. The aim of this visit was to familiarise the children with the
researcher to help them feel more comfortable when taking pag nreg¢karch. These
preparatory visits also allowed the researcher to become aware of any potential
communication difficulties the participants had, thereby enabling her to communicate with
the children more effectively during data collection. Finally, tisé telped to ensure that

the children wished to consent to participate in the study. During her visit the researcher
briefly explained her role as a researcher, the aims of the research and the procedure it
would follow, thus giving children time to cadsr the study information in advance of the
research proper.

On the day of the study, the researcher was allocated a room in the school by the head
teacher that was quiet and free from distractions. Children were invited to join her on an
individual bass. The researcher first asked the child if they remembered who she (the
researcher) was and engaged in some light conversation with them. The child was then
reminded of the study and asked if they would like to take part. It was ensured that each
child wasaware of what the study involved for them, that they were under no obligation to
take part and that they could end their participation at any time. None of the children

declined to participate.
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Sitting next to the child, the researcher led them throlugde tasks that involved looking
at photographs and pictures. Participants also completed the British Picture Vocabulary

Scale Il (BPVSII; Dunn et al., 1997) for matching purposes.

Where the child was not recruited through a school, they met withdbaroher at their

home. Data was collected from three participants in this way.

4.7 Overview of measures

The experimental component of the study comprised a series of three picture deakis.
the reader in following this chapterbeef synopsis oéach task and the research question
they were used to address previded belowHowever, ach task will bedealt within

detail separatg in forthcomingchaptersA final resultschapter will discuss thindings

from all three tasks.

4.7.1 Preference for Social Partners' task

The aim in this task wa® find out if participants showedsacialpreference to engage
with others either with or without Down syndroniarticipants were presented with a
forced choicédetween two photographs, one depic@nchild withDown syndromend
another one withouDown syndromgeand asked to indicate whose company they would
prefer for six shared activities. The task usgubating bokgame format such that
participants indicated their preference by posting titsen photograph into a box on

which anillustration of eaclactivity was attached.

4.7.2 Person Sorting task (part 1: other categorisation)

This task was designed to assess participprapensity to categorise photographs of other
children accordingo whether or not they have Down syndrofatrticipants were

presented with two boxes that had a posting slot on the top. Attached to the front of one
box was a photograph of a child with Down syndrome and on the other a photograph of a
child with no disaility. Participants werbandeceight photographs of childreme at a

time, four of whomhad Down syndrome and four who did not, and invitepuioeach
photograph in the box they thought it belonged in
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4.7.3 Person Sorting task (part 2: self-identification)

This task was an extension of ghrevious one. fie aim was to find out participants
identifiedthemselves as similar the photographed childith Down syndromer without
Down syndrome. R#cipants were given a segbfortrait photograph anafter self

recognition was checked, they wémgited to put it ino one of the boxes described above.

4.7.4 Adjective Attribution task (other and self)

This task had tweelatedaims. The first aim was to find out if children hold ideas about
otherswith Down syndromén line with social stereotypes of Down syndrorbe second
aimwas to find outow they viewed themselves in relation to these id@asticipants

were shown pairs of pictures that illustihpelar opposites of simplghrases used to
describe people. Each pairillustrationswas presented one at a time avith the two
illustrations placed on a separate post.Retrticipants were then shown three photographs
in successiorOne was of a child with @vn syndromgeanother of a child ihout Down
syndrome anthe finalonewas a selportrait photograph. Participants were asked to post
each photograph into the bwith the illustrationthat best descriloethe person

4.7.5 The British Picture Vocabulary Scale Il (Dunn et al., 1997)

TheBritish Picture Vocabulary Scale IBBPVSHI) is an updated version of tleeiginal

BPVS. Good reliability is reportad the manua{median Cronback alpha of 0.93,

median splithalf of 0.8, and thevalidity of this version is assumeihceit is derived

from the previous versiofbunn et al., 1997). The BPW$provides a score that can be
converted into an approximate verbal mental age using tables in the assessment manual.
The efficacy of the scale in providing mental age equivalent scoyesiing people with

Down syndrome has been demonstrated (Glenn and Cunningham, RE&OBPVSII

covers a developmental age range from 2 to 16 years.

The assessment involvise participanbeingpresented with a plate showing four black
and white picture. The child is then told a word and is asked to selkith ofthe four
pictures best represents the meaning of that word. The difficulty of the words gradually
increases as thestprogresses. A Verbal Mental Age is derived from the mariina.
BPVS I is commonly used with people with intellectual disabilities because it is easy to
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administer and does not require speech (participants can respond simply by pointing) and

is generally enjoyed by children and young people.
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Chapter 5: Results of Experimental Studies

5.1 Preference for Social Partners' task

In this chapter, the purpose of tpeeference for social partnétask will be explained and
the hypotheses outlined. The method #i#nbe described. Finally, the results will be
reported and thehapter will end with a short discussion of the findings.

5.1.1 Purpose of task

The purpose of this task was to find out if children show a positive or negative attitude
towards interacting with others with Down syndrome. This was done by askingeohildr
about their preferred partnéfsr six social activities, when asked to choose between
photographs of children with Down syndrome and photographs of children with no

disability.

5.1.2 Hypotheses

It was recognised that previous literataoelld supprt opposing hypotheses regarding the
attitudes held by children with Down syndroatgout engaging iactivities with other

children with Down syndromédowever based on theesearch by Cooney et al. (2006)

and Cunningham et al. (200@) may be hypothésed that participants with Down

syndrome would show a preference to interact with-aieabled children, just like their

peers with no disabilityThis is because Cooney et al. and Cunningham et al. reported that
young people with intellectual disabiliievere aware of their disability and experienced
stigmatised treatmeriBased on the premise that stigma is pervasive in society and
therefore that it is likely that all children would become sensitive to the stgstiated

with disability, for the presnt investigation it was hypothesised that participants with

Down syndrome and those with no disability would both show a preference to interact with

children with no disability.

With regards to age group, it was hypothesised that older participants stamuw more
bias towards interacting with nahsabled children compared to younger participants. This
hypothesis was based on theumsptionthat older participants would have had more social
experience and therefore more opporttotbecome aware ofi¢ stigma attached to

Down syndrome.
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On the basis of the above hypotheses, the following predictions were made:

i.  Participants with Down syndrome will show a preference towards sharing pictured

activities with photographs of children with no disability.

ii.  Participants with no disabilitthe same age as participants with Down syndrome
will show a preference towards sharing pictured activities with photographs of

children with no disability.

iii.  Participants with no disabilityounger than participants with Dovegndromewill
show a preference towards sharing pictured activities with photographs of children

with no disability.

iv.  Older participants will show more preference towards sharing pictured activities

with photographs of children with no disability compavéth younger participants.

5.1.3 Task materials and procedure

Participants were asked about their preference for partners in six shared activities. The
activities were:play with in the playgrourd'sit next to in class'sit next to atunchtime,
‘have in your team for a gamielp you with your school worknd'invite home to play

The activities were represented by laminated colour illustrations. Each illustration

measured 10 cm x 10 cfhhe illustrations are shown in figureb@low.
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Figure 6: lllustrations for Preference for Social Partners' task

From top left, 'play with in the play ground', 'sit next to in class, 'sit next to at lunch, 'pick
for your team in a game, 'help you with school worK, 'invite home'.
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The activity cards were presented one at a time on the front of a box using. Vekibox
measuredd 13cm xW 15.5cm xD 15.5cm and had gosting slot on the topFor each
activity, participantsvere presented with twlaminatedcolour photographsone showing

a child with Down syndrome and one a child with no disability (bo¢hsame gender as

the participant)The photograph pairs were placed directly in front of the posting box, side
by side. Participants were first invited to talk about each pictured activity in order to
establish that they understood what was being depittezh participantarere asked to
choose their preferred partner for each activity by posting one of the two photographs
through the slot on the top tfe box.

There were twelve photograph pairs in total. Six pairs comprised girls with Down
syndrome andirls with no disability, and six pairs represented boys with Down syndrome
and boys with no disability. For each activity, the position of the Down syndrome

photograph (left or right hand side relative to the child) was randomised.

Thephotographs depied the head and shoulderseachchild and showed each child
looking directly at the camera with a happy facial expres&earh photograpimeasured
12cm x10cm. Figure 7 shows the experimental set up for the Preference task, using the

illustration for'pick for your team in a garhe
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Figure 7: Experimental setup for Preferencefor Social Partners task

The six activities were presented to participants in the order described above. Each activity
was assigned its own photograph pair, which remainedame for all participants. The
task took approximately 105 minutes to complete.

5.1.4 Analysis strategy

First of all the frequency of participahthoice of each type of photograph was examined

for each of the pictured activities separately. THesguencies may be found in table 23.

It was found that all groups of participants chose the photographs-alisedsied children

more than the photographs of children with Down syndrome, for every activity. Since
there was no difference in responsegrattacross the pictured activities, the frequencies
were aggregated by calculatin¢peeference scoréor each participant, for each

photograph type. This score represented how many times out of six trials the photographs
of children with Down syndromeald been chosen and how many times the photographs of

nondisabled children had been chosen. Since the two photograph scores were mutually
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exclusive, i.e. participants were givefoaced choicéetween the two photograph types,
analysis was carried out dime preference for the natisabled photograph only.
Statisticalanalysesvere organised around the predictions outlined above. The first
prediction was that participants with Down syndrome would show a preference towards
sharing pictured activities witphotographs of children with no disability. This was tested
using the binomial test. Based on the fact that there were six trials in this task, in which
participants made six choices between a photograph of a child with Down syndrome and a
photograph of &hild with no disability, a cubff of >3 was used to represent a preference

for one photograph over the other above chance level. In a similar fashion, the second and
third prediction that nowlisabled participants would show a preference towards sharing
activities with photographs of children with no disability was also tested using the

binomial test.

The final prediction was that older participants would show a greater degree of preference
towards sharing activities with photographs of children witllisability compared to the
younger participants. Since this involved comparing the mean scores of the younger and
older age groups, exploratory analyses were first carried out to discover if the preference
scores met the assumptions of normal distribudilath homogeneity of variance required

for the use of parametric statistics. The Kolmoge®onirnov test showed that participants
preference for the nedisabled photographs score were significantly different from normal
for all but one group. Levetsetestof homogeneity of variance showed that variance was
equal across age groups within each disability group. These statistics may be found in table
22.

Table 22 Tests of normality and homogeniety of variance for Preference task sces, for
participants in each disability and age group

NB. Down syndrome (DS); Nedisabled (ND)

KolmogorowSmirnov Levenes test of homogeneity
Group Statistic df Sig Statistic df Sig
DS 8.0012.12 217 10 .200 .100 1,26 .755
DS 13.0017.12 .300 18 .001
ND 5.007.12 .329 13 .001 1.689 2,63 .193
ND 8.0012.12 .202 27 .006
ND 13.0017.12 .238 26 .001
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Thus, it was found that the data violated the assumption of normality. Consequently, the

nonparametric Mann Whitney U test was used tottastprediction.

5.1.5 Descriptive analysis

Table 23 below shows the number of participants who chose each type of photograph for
each of six pictured activities. They are displayed separately for participants in each
disability and age group.

Table 23: Preference shown by participants with Down syndrome and no disability for
photographs of children with DS and ND across six social activities

Disability and age group Photo = Play Sitnext = Sitnext @ Pick for | Help Invite
with toin to at team with home
class lunch school

DS DS 3 2 2 2 4 1
8.0012.12 years (n=10)

ND 7 8 8 8 6 9
DS DS 4 2 2 3 2 5
13.0617.12 years (n=18)

ND 14 16 16 15 16 13
DS DS 7 4 4 5 6 6
Total ( n=28)

ND 21 24 24 23 22 22
ND DS 1 3 0 2 2 1
5.007.12 years (n=13a

ND 12 10 13 11 11 12
ND DS 9 11 7 5 10 8
8.0012.12 years (n=27)

ND 18 16 20 22 17 19
ND DS 8 10 7 6 5 7
13.0017.17 years (n=26)

ND 18 16 19 20 21 19
ND DS 12 24 14 13 17 16
Total (n= 66)

ND 32 42 52 53 49 50

a. In the o disability group there is one missing participant (one child looked very uncomfortable and

did not want to complete the task).

Table 23 shows that across all the pictured activities participants were more likely to
choose the photographs of rdisabledchildren than photographs of children with Down
syndrome. Consequently, descriptive analysis was carried out on the total number of times
each type of photograph was chosen across the six social activities. A preference score wa
calculated for the Dowsyndrome and nedisabled photographs (the highest possible
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preference score for a photograph type being 6). Table 24 shows the median number of
times participants in each disability and age group indicated a preference to share an
activity with a photogrphed child with Down syndrome (DS) and without Down
syndrome (ND).

Table 24: Median preference score for each photograph type, by disability and age group

Median (range) number of times each photograph chosen

Disability group Age group N DS photo ND photo

DS 8.0012.12 10 1.00 (064) 5 (2-6)
13.0017.12 18 0.5 (03) 5.5 (36)

ND 5.007.12 13 0(02) 6 (4-6)
8.0012.12 27 2(06) 4 (0-6)
13.0017.12 26 1.5 (05) 4.5 (1-6)

The descriptive statistics in table 24 show theaticipants in all groups were more likely

to choose the photographs of children with no disability to share six pictured activities with.
There was minimal effect of age in both disability groups, although the youngest
participants in the nedisabled goup were less likely to choose the Down syndrome

photograph than older participants.

5.1.6 Hypothesis testing

Preference shown by participants with Down syndrome

The binomial test was used to test the hypothesis that participants with Down syndrome
would be significantly more likely to choose to share activities with thedmrsabled

photographed children.

A cut off point of >3/6 was chosen for the preference for thedmsabled photographs
across six activities because this represented the pre¢gesbown by participants above
chance level. It was found that 23 of 28 participants with Down syndrome preferred the
nondisabled photographs. The binomial test indicated this proportion was significantly

different from chance (p=.001, 2 tailed). Therefahe first hypothesis was supported.
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Preference shown by participants with no disability matched on chronological age

For participants with no disability of the same chronological age as participants with Down
syndrome, 39 out of 53 preferred the fggraphs of nomlisabled children above chance
level, and this is also significant (p=.001, 2 tailed). Therefore, the second hypothesis was

supported.
Preference shown by younger participants with no disability

All participants with no disability who wengunger in age to participants with Down
syndrome preferred the photographs of children with no disability above chance level
(13/13 participants). Therefore, the third hypothesis was also supported.

Difference in preference shown between age groupsro€ipants with Down syndrome

A MannWhitney U test was used to find out if older participants with Down syndrome
were more likely to prefer the nahsabled photographs than younger ones. The median
number of times participants in the younger and oldergroups preferred the non

disabled photographs was 5 (range&) 2aand 5.5 (range=-8), respectively. The Mann
Whitney U test confirmed that there was not a significant difference in preference for the
nondisabled photographs shown by participants Witlvn syndrome (U (n=10, n=18) =
73.5, p=.215, 1 tailed, r=16).

Difference between preference shown by three age groups-oiisadied participants

There were three age groups of sthsabled participants in total. The first group were
younger than pécipants with Down syndrome (aged 5 to 7.12 years old), the second

group were the same age as the younger group of participants with Down syndrome (aged
8 t0 12.12 years old) and the third group were the same age as the older group of
participants with Dwn syndrome (aged 13 to 17.12 years old). A Kruskadllis test was

used to find out if older participants with no disability were more likely to prefer the non
disabled photographs compared to younger ones. This showed that there was a significant
difference between the preference scores of the three gtddé=2) = 7.53, p = .021).

Three ManAwWhitney U tests were then used to determine where the difference lay among
the three groups. These showed that there was not a significant difference bleéveen t
preference scores of those in the second and third age groups (U (n=27, n=26) = 324,
p=.627, 2 tailed). However, there was a significant difference in preference scores between
the first age group and the second age group (U (n=13, n=27) = 89.5, @=taiéd) and
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the first age group and the third age group (U (n=13, n=26) = 92, p=.01, 1 tailed). The
medians suggest that the participants aged 5 to 7.12 years old were more likely than those
both of the older age groups to prefer the-d@abled photagphs. The box plot in figure

8 illustrates the preference for the adisabled photograph shown by participants in both

disability groups and all age groups.

Figure 8: Preference shown for photographs of non-disabled children
by participants with Down syndrome (DS) and no disability (ND) in each age group
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5.1.7 Post hoc analysis

While all groups of participants showed a clear preference fothib@graphed children

with no disability, it was also apparent that a minority of participants did not. The
researcher sought to explore the potential differences between these participants and the
majority, and factors that may explain their differing asges. Based on the previous
literature (Cunningham and Glenn, 2001), it was reasoned that verbal mental age may be &

contributory factor.

A Kendalls Tau correlation was performed on BRNWScores and preference scores for

the photographs of children thino disability, for the participants with Down syndrome.

The Kendall Tau correlation coefficient was deemed appropriate due to the small sample
size (Field, 2005, p. 131). A significant positive correlation was found between
participantsBPVS 1l score ad preference forthenethi sabl ed photogr ap
(n=28) = .458, p=.002, 2 tailed). Therefore, this suggested that as participdras

mental age increased, their preference score for thelisabled photographs also
126



Chapter 5: Results of Experimental Studies Deakin, K. A. (2014)

increased. Figure 9 showlee relationship between participamntsrbal mental age and

preference to share activities with the shsabled photographs.

Figure 9: Relationship between preference for ND photographs and participants' VMA
Participants with Down syndrome only
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To explore this further, participants with Down syndrome were split into two groups; those
with scores on the BPV/B indicating a verbal mental age < 5 years old and those scoring
above this level. A ManiVhitney U test was then performed to find out if the preference
for the photographed children with Down syndrome shown by these two groups differed.
The verbal mental age <ygars old group (n=12) had a median preference for the Down
syndrome photograph score of 2 (rang#) OThe remaining participants (n=16) had a
median preference score of 0 (range2)0A Mann Whitney U test showed that those with

a verbal mental age belb years were significantly more likely to choose the
photographed children with Down syndrome compared to the participants whose verbal
mental age was above 5 years old (U= 27.5, p=.001, 2 tailed,&) Figure 10 below

illustrates the different respees by these groups.
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Figure 10: Preference for ND photographs shown by participants with Down syndrome
in two Verbal Mental Age groups
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A correlation was also carried out on the BPN'Scores of participants with no disability

and their preference for the ndisabled photographs. This revealed a marginally

significant negative correlation (rho (n=66}.249, p =044, 2 tailed). This indicates that,

with increasing verbal mental age, participants in this group were more likely to choose the

Down syndrome photographs.

A correlation was also carried out on the BPNScores and preference scores of
participantswi h no di sability in the younger gr
(n=13) =.000, p=1). This result probably reflected the lack of variance in these

participantsresponses.

Participants with Down syndrome in the younger age group showegh#ystireater

preference to share activities with the fhsabled photographs than those in the older age
group. Although this group difference was not statistically significant, a potential
relationship between chronological age and preference for thdisabled photographs
wasexplo ed further using a correlation anal:’
p=.465, 2 tailed).
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5.1.8 Discussion

Participantsresponses showed no difference according to pictured activity, instead they
showed a preference to share actgtivith the children with no disability for all pictured

activities.

The results show that participants with Down syndrome chose the photographed children
with no disability to share pictured activities with more often than photographed children
with Downsyndrome. Participaritdegree of preference was similar in both the younger
and older age groups. The results from the-disabled participants showed that overall

that they also indicated a preference to interact with thedisaled children. Particgmts

in the youngest age group showed significantly greater preference for tiaésabled

children than those in both of the older age groups.

These findings suggest that at the time of testing, all children had considerable awareness
of the stigma a#iched to Down syndrome. Thus, it may be tentatively suggested that both
the ability and experience necessary to make children aware of such social views was
already well in place by the time of the study. This is consistent with previous findings
about yomg peoplés awareness of stigmatised treatment (Cooney et al., 2006), although

there have been no previous findings with children as young as 8 years of age.

There were however participants who did choose the photographed children with Down
syndrome, on deast some occasions. Post hoc analyses were carried out to explore the
potential mechanisms behind this. Previous research by Cunningham et al. (2000) had
emphasised the role that verbal mental age plays in awareness of disability. Thus, the
relationshipbetween verbal mental age and participants responses in this study was

investigated.

Firstly, focussing on the participants with Down syndrome, a significant correlation
showed that a lower verbal mental age was associated with a greater likelihoodsorigho
the photographed children with Down syndrome. This finding suggests that higher verbal
mental age was associated with greater awareness of stigma, and hence a lesser wish to
share activities with children who have Down syndrome. The verbal mentaf &gears

old was found to be significant in understanding the social category of Down syndrome in
the study by Cunningham et al. (2000). For this reason, participants with Down syndrome
were split into two groups; those whose scores on the BPN&I indicated they had a

verbal mental age of below 5 years or above 5 years old. The preference shown by these
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two groups was then compared. This analysis corroborated that verbal mental age played ¢
role in the preference shown by participants with Down symeéy, since the group with the
lower verbal mental ages were more likely than those with verbal mental ages above 5
years to choose the photographed children with Down syndrome.

The relationship between performance on the B\&#®&d preference for the nalisabled
photograph in the group of participants with no disability showed the reverse pattern. As
BPVSI score increased the likelihood of them choosing the Down syndrome photographs
increased. Although speculative, observation of participants bgs$eancher during this

task suggested that an increasing awareness of social desirability may have played a role.
Participants looked uncomfortable at being asked to choose between children with and
without Down syndrome and one young girl seemed so unctabfe that the task was

discontinued.

The comments made by participamatged 13 to 17.12 years suggested they had a strong
sense of fairness and that it was socially unacceptable to exclude children with disabilities.
Fourteen participants in this groexpressed during the task thtitey wouldrt mind or

that they wouldchoose bottor ‘eithef. Others said that théfelt bad and thatthey were

not that kind of persdnThese participants expressed a strong desire to respond in a
socially desirhle way, and to be seen'aggood persdonWhether this reflects how the

children behave in real life is a different matter, but it does show that openly
discriminatory attitudes towards people with Down syndrome are regarded as socially
unacceptable arthis is consistent with attitudes towards other minority groups (Antonak
and Liveneh, 2000).

In sum, all participants showed a strong preference towards interacting with the
photographed children with no disability compared to those with Down syndrome.
However, there was some evidence that verbal mental age had a role to play in a small
proportion of responses favouring the photographs of children with Down syndrome in the
Down syndrome group and that social desirability played a role in similar respmmes f
nondisabled participants.

5.2 Person Sorting task
5.2.1 Purpose of task
The purpose of this task was to assess particigaofsensity to categorise others

according to the social category of Down syndrome.
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5.2.2 Hypotheses

Based on the prengghat young people with and without Down syndrome occupy the
same social environment and will therefore be similarly aware of Down syndrome as a
social category, it was hypothesised that both groups of participants would sort the
photographs according whether the children had Down syndrome or not. With regards to
age group, it was hypothesised that older participants would show a greater propensity to
sort the photographs according to Down syndrome than younger participants. This
hypothesis was based tre assumption that the saliency of Down syndrome as a social

sorting criterion would increase with age and social experience.

On the basis of the above hypotheses, the following predictions were made regarding

participants responses on the sorting task:

i.  Participants with Down syndrome will show a propensity to sort the photographs
according to whether the depicted individuals have Down syndrome or not above

chance level.

ii.  Participants with no disability the same age as participants with Down syndrome
will show a propensity to sort the photographs according to whether the depicted

individuals have Down syndrome or not above chance level.

iii.  Participants with no disability younger than participants with Down syndrome will
show a propensity to sort the photodraccording to whether the depicted

individuals have Down syndrome or not above chance level.

iv.  Older participants will show a greater propensity to sort the photographs according
to whether the depicted individuals have Down syndrome or not than younger

paticipants.

5.2.3 Task materials and procedure

The task began witthé researcher introducing the child to two rectangular boxes, each

with a slot on the top for posting pictures. On the front vertical side of each box, a picture
was attached using Velr; one depicted a red object, the other a blue one. The child was
asked to notice how these two pictures differed from one another. Next, the child was
presented with 8 pictures of everyday objects, 4 red and 4 blue, one at a time. Participants

were askedo post each one through the slot of the appropriate'tooyo witH the
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corresponding pictur&.he purpose of this short task was to check the child had the skills
necessary to participate in the sorting task proper. Thus, if the child was unalbsfertm pe
this task, they were given praise for their work, but their participation in the sorting task
was ended at this stage. Participants were regarded as Ipagsgtthis task if they

sorted 7 out of 8 pictures into the correct box.

In the sorting tdsproper, participants were presented with the same posting boxes as
before but this time the researcher attached a photograph of a same age and gender child
with Down syndrome to one box and a photograph of a same age and gender child with no
disability o the other box. Participants were invited to look at each photograph.
Participants were introduced to a selection of similar photographs of children (four of these
had Down syndrome and four did not). They were told that some of the photographs
belonged wth the photograph on one box and some belonged with the photograph on the
other box. Participants were then handed each of the eight photographs one at a time in a
random order and invited to put it into the box with the photograph they thought it

belongel with. Figure 8 shows the experimental set up for one trial of the Sorting task
(having put the first photograph in one of the boxes, the participant was shown a further
seven photographs; 4 of boys with Down syndrome and 3 with no disability, in a random

order).
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Figure 11: Experimental set up for PersonSorting task

5.2.4 Analysis strategy

Participants were given'sorting scorewhich represented how many of the photographs
they categorised according to Down syndrome. Since there were eightrapbom total,

the highest possible sorting score was eight.

First of all, descriptive analysis was carried out to explore the obtained data. Descriptive
data is shown in table 26. Statistical analysis was then carried out and it was organised
around thepredictions outlined above. The first prediction was that participants with Down
syndrome would sort the photographs according to whether the children depicted had
Down syndrome or not, above chance level. Since there were eight trials in which
participarts sorted four photographs of children with Down syndrome and four

photographs of children with no disability, a sorting score of greater than 4 was regarded ac
being above chance level. The binomial test was used to test the prediction usinff a cut

of > 4. Similarly, the second and third hypotheses that participants with no disability

133



Chapter 5: Results of Experimental Studies Deakin, K. A. (2014)

matched on chronological age and those in the younger age group would sort the
photographs according to Down syndrome were analysed using the binomial test using the

4 orting score cubff point.

The final prediction was that older participants would show a greater propensity to sort the
photographs according to Down syndrome than younger participants. Since this involved
comparing the mean sorting scores of the youagdrolder age groups, exploratory

analyses were first carried out to determine if the sorting scores for each age group and
disability group met the assumptions of normality and homogeneity of variance for

parametric analysis.

Table 25: Tests of normality and homogeneity of variance fosorting scores of participants in
each disability and age group

KolmogorowSmirnov Levenes test of homogeneity
Group Statistic df Sig Statistic df Sig
DS 8.0012.12 .193 10 .200 .051 1,26 .824
DS 13.0017.12 .159 18 .200
ND 5.007.12 .168 14 .200 1.904 2,64 .157
ND 8.0012.12 .285 27 .001
ND 13.0017.12 .282 26 .001

As shown in table 25, the scores of two age groups of participants with no disability
violated the assumption of moality. Therefore, noparametric tests were employed. The
median sorting scores of younger and older participants with Down syndrome were then
compared using the ManWhitney U test and the median sorting scores of the three age
groups of participants W no disability compared using the Kruskall Wallis test. The
exact significance test was utilised due to small sample sizes, as recommended by Field
(2005).

Since this study was predominantly exploratory, it was important to ensure as far as
possible thait was sensitive to potential group differences. Therefore, in order to reduce
the risk that real differences would go undetected (making a type Il error), it was decided
that formal correction procedures for carrying out multiple comparisons woul@énot b

conducted (Perneger, 1998).
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5.2.5 Descriptive analysis

Table 26 shows the median number of times participants in each disability and age group

sorted eight photographs according to Down syndrome.

Table 26: Median sorting scaes by disability and age group (max. score 8)

Disability group Age group N Median (range) sorting score

DS 8.0012.12 10 5(18)
13.0617.12 18  4.5(28)

ND 5.007.12 14 6 (48)
8.0012.12 27  8(38)

13.0017.12 26 7.5 (48)

In order to gm a fuller appreciation of the obtained data, it is also represented graphically

in figure 12.

Figure 12: Dotplot showing sorting scores of participants in each disability and age group
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Figure 12 illustrates the sorting performance demonstrated by participants in each
disability and age group. The spread of sorting scores from particigiimtSown

syndrome in both age groups is large. However, the majority of those in the younger age
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group sorted the photographs just above chance level, while those in the older group were
more likely to sort below chance level. Participants with no disaiilthe youngest age
group (5 years to 7 years 12 months old) showed a similar spread of scores to their peers
with Down syndrome in the younger age group. That is, their scores tended to range from
chance upwardg§ here was a considerable skew in theiag task scores obtained from
participants that were the same chronological age as those with Down syndrome, with the

majority scoring at the ceiling level. A minority of outliers performed around chance level.

5.2.6 Hypothesis testing

Sorting of paticipants with Down syndrome

It was hypothesised that participants with Down syndrome would sort the photographs
according to whether the children had Down syndrome or not. Taking toéf @aint of a
sorting score of >4/8 as above chance level sotfiftgen of 28 participants with Down
syndrome sorted according to whether or not the photographs depicted children with Down
syndrome, and the remaining 13 participants did not sort the photographs according to
Down syndrome. The binomial test confirmedttthis difference was not significant

(p=.851, 2 tailed). Therefore, the first prediction was not supported.

Sorting of participants with no disability matched on chronological age

It was hypothesised that participants with no disability would sort tbegtaphs

according to whether the children had Down syndrome or not. It was found that 51 out of
53 sorted the photographs according to Down syndrome above chance level (>4/8). This is
significant (binomial P=.001, 2 tailed). Therefore, the second hgpistthat participants

with no disability would show a propensity to sort the photographs according to Down
syndrome above chance was supported.

Sorting of younger participants with no disability

It was hypothesised that the youngest participants witisability would sort the
photographs according to whether the children had Down syndrome or not. It was found
that 11 out of 14 participants in this group sorted above chance level. This was close to
significance (binomial, p=.057, 2 tailed). Given theadl sample size, it may be

reasonable to assume that a larger sample size would have offered clear support for the
hypothesis.
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Sorting of two age groups of participants with Down syndrome

It was hypothesised that older participants with Down syndromédvebiow a greater
propensity to sort the photographs according to whether the depicted individuals have
Down syndrome or not than younger participants. A Mérimtney U test demonstrated
that the sorting scores of the younger and older age groups oigaartscwith Down
syndrome were not significantly different (U (n=10, n=18) = 75, p=.243, 1 tailed).

Therefore, this hypothesis was not supported.
Sorting of three age groups of participants with no disability

It was hypothesised that older participanigwo disability would show a greater

propensity to sort the photographs according to whether the depicted individuals have
Down syndrome or not than younger participants. The KrusHiallis test showed that

there was a significant difference in the s@ytscores of three age groups of participants

with no disability (H (df=2)= 5.13, p=.02). Three Makivhitney tests were then

performed to find out where the difference lay. This showed that there was no difference in
the sorting scores of the middle arldey age group (U (n=27, n=26) = 350.5, p=.502, 1
tailed). However, there was a significant difference between the sorting scores of both the
young and middle age group (U (=14, n=26) = 113.5, p=.022, 1 tailed) and the younger
and older age group (U (n=14=27) = 119.5, p=.022, 1 tailed). Therefore, the hypothesis
that participants in the older age group would sort the photographs with a greater degree of
accuracy than younger participants was partially supported by participants with no

disability.

5.2.7 Post hoc analysis

Post hoc analysis centred on exploring possible explanations for the lack of sorting
demonstrated by participants in the Down syndrome group. The study by Cunningham et a
(2000) suggested that verbal mental age is a critical facawareness of Down syndrome

in young people with Down syndrome. In addition, the present study found that the sorting
scores of a group of negisabled participants who were aged 5 to 7.12 years old and had
verbal mental ages closer to those in the Deynmdrome group were comparable in terms

of the broad range of scores obtained. Therefore, together, these findings indicated that
verbal development level may have contributed to participants sorting performance.
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First of all the relationship between fsal mental age and sorting performance was

explored by correlating these two variables. Kerglalu correlation coefficient was

selected due to the small sample and large number of tied ranks (Field, 2005, p. 131). For
participants with Down syndrome s&nificant positive correlation was found between
sorting score and verbal ment al age (U =
with no disability (n=67), a significant positive correlation was found between sorting
scoreandverbalmemi age (U = .244, p= .005, 1 tai
mental age and sorting score may be seen in figures 13 and 14.

There was not a significant correlation between verbal mental age and sorting score for
participants with no disabilityihhe younger group only (U =
tailed).

Figure 13: Relationship between participants' sorting scores and VMA
participants with Down syndrome
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Figure 14: Relationship between participants' sorting scores and VMA
participants with no disability
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Cunningham et al. (2000) reported that a verbal meglof 5 above years old appeared

to be the benchmark for an awarenelsBown syndroméo developn young people with

Down syndrone Based on their finding, participants with a verbal mental age below 5
years old were excluded from the analysis, in order to determine if the Down syndrome
group continued to sort the photographs to lesser degree from tutsabied group. This
resuted in 12 participants with Down syndrome and 1 participant with no disability in the
younger group being excluded from the following analysis. It was recognised that the small
remaining participant numbers make the following analyses tentative. Talile\®3 the

median sorting scores obtained by each participant group, having excluded participants

whose verbal mental age was below 5 years old.
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Table 27: Median sorting scores by disability and age group excluding participastwith a
VMA below 5 years old (max. sorting score 8)

Disability group Age group N Median (range) sorting score

DS 8.0012.12 4 7 (58)
13.0017.12 12 6(28)

Total 16  6(28)
ND 5.007.12 13 6(48)
8.0012.12 27  8(38)

13.0017.12 26 7.5 (48)
Total 66  7(38)

Figure 15: Dotplot showing sorting scores by participants in each disability and age group
(including only those with a VMA >=5 years)
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Figure 15 shows that by excluding the scores of participants with a verbal mental age
below 5 years old the distribution of scores is changed slightly in the Down syndrome
group. Participants who had some of the lowegtrspscores have been knocked out. This
brings the scores of the Down syndrome group closer to those of the youngest group of
nondisabled participants. In both the Down syndrome group and the youngest non
disabled group there continued to be considergnead in scores, in the main from a

chance score of 4 upwards.
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Having excluded participants whose verbal mental age was below 5 years old, the binomial
tests were reun. These showed that taking the-otftpoint of a sorting score of >4/8 as

above chace level sorting, 13 of 16 participants with Down syndrome sorted according to
whether or not the photographs depicted children with Down syndrome, and the remaining
3 participants did not sort the photographs. The binomial test confirmed that this is
significant (p=.021, 2 tailed). Similarly, for participants with no disability of the same
chronological age, 51 out of 53 sorted the photographs according to Down syndrome above
chance level. This is significant (binomial P=.001, 2 tailed). For participatitsio

disability of younger age, 10 out of 13 sorted the photographs above chance level.
However, this was not significant, probably because the sample was small (binomial,
p=.092, 2 tailed).

The relationship between verbal mental age and sorting s@s also seen to disappear

once those with a verbal mental age below 5 years old were excluded (ND youngest group:
U = .240, n= 13, p= .142, 1 tailed; ND c
1 tailed; Down -401,mdI6pxB8O5, Phtailedu p U =

The age group effects remained the same in the refined data set. That is, there was not a
significant difference in the scores of younger and older participants with Down syndrome
(U (n=4, n=12) = 12.5, p=.084, 1 tailed). The Krukkdallis demonstrated that there was

a difference between the sorting scores of participants with no disability in three age
groups (H (df= 2) = 4.25, p=.039). Mann Whitney tests showed that the middle age group
scored significantly higher than thosele youngest age group (U (n=13, n=27)= 115,
p=.034, 1 tailed) and that those in the oldest age group also scored significantly higher thar
those in the youngest age group (U (n=13, n=26)=109.5, p=.033, 1 tailed). There was not
however any difference in gong scores between those in the middle and older age groups
(U (n=26, n=27) = 350.5, p=.502, 1 tailed).

With regards the hypotheses in relation to the refined data set, only tentative conclusions
may be drawn as a consequence of small participant namithex first hypothesis that
participants with Down syndrome would sort the photographs according to whether or not
they depicted children with Down syndrome above chance level was supported. The
second hypothesis that participants with no disability efsdime chronological age would
also sort the photographs according to Down syndrome was clearly supported. The third

hypothesis that participants with no disability of younger chronological age would sort the
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photographs was only marginally supported (ppehdue to the small sample). Finally, the
hypothesis that participants in the older age groups would have higher sorting scores than
those in the younger age groups was not supported in participants with Down syndrome,
but partially supported for partiapts with no disability. Participants with no disability

aged 8 years to 17 years 12 months had significantly higher sorting scores than those agec

5 years to 7 years and 12 months old.

In order to find out if there was a significant difference betwkersorting scores of
participants with Down syndrome who had a verbal mental age below and above 5 years
old, a Mann Whitney U test was carried out. This showed that there was a significant
difference in the sorting scores of these two groups (U= (n=118)r86.5, p=.005, 2

tailed). The median sorting score for those with a verbal mental age below 5 years old was
4 (mean= 3.67) and for those with a verbal mental age above 5 years old the median
sorting score was 6 (mean= 5.63). Therefore, those with alvaedntal age above 5 years

old were significantly more likely to sort the photographs according to Down syndrome.

It would seem then that verbal mental age may have been a factor in the poorer sorting
performance of participants with Down syndrome andrédal mental age above 5 years

old appeared to particularly important. However, if one returns to examine the individual
data plots on the scattgraph in figure 13, it may be seen that while there is a visible trend
of those with higher verbal mentaleagcores to sort more photographs according to Down
syndrome, there was also a substantial number of participants who had higher verbal
mental ages but sorted below chance level and a few participants who had low verbal
mental ages and high sorting scofserefore, it may be simplistic to assert the only

factor involved was verbal ability.

5.2.8 Discussion

To summarise, using the full data set it was found that participants with Down syndrome
did not sort the photographs according to Down syndromeeMer; participants with no
disability of the same chronological age sopédtographst ceiling level The

performance of participants with no disability who were younger in age and had verbal
ability closer to participants with Down syndrome sortedvathance level but their

sorting was not as accurate as that of olderdisabled participants. The analysis also

showed that the sorting scores of participants with Down syndrome were positively
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correlated with verbal mental age, as were the sortings@d nordisabled younger
participants. Based on research conducted by Cunningham et al. (2000), the significance o
a verbal mental age of 5 years old was explored. It was found that when participants whose
verbal mental age was below 5 years old wertueled from the analysis, the proportion

of those with Down syndrome who sorted the photographs above chance level increased.
In addition, those with a verbal age above 5 years old sorted significantly more
photographs according to Down syndrome thandlvash a verbal mental age below 5

years old. These findings suggested that verbal mental age, and in particular the verbal

mental age of 5 years old, may have been a factor in performance on this task.

Verbal mental age is often taken as a good india#tgeneral cognitive developmental

level (Cunningham et al. 2000). Therefore, the relationship between verbal mental age and
sorting performance may suggest that children with Down syndrome with lower verbal
mental ages, and particularly those with ebeémental age below 5 years old, were less
aware of Down syndrome because they were at an earlier cognitive developmental stage.
This interpretation is consistent Cunningham &t §2000) findings. Cunningham et al.

(2000), asked young people with Dogyndrome to put photographs of persons with

Down syndrome and persons with no disability into two piles, and then to place their own
photograph onto one of the piles. They found that the only young people with Down
syndrome who demonstrated an awarene&®wofn syndrome had verbal mental ages

above 5 years old. They argued that a verbal mental age of 5 years old reflects a cognitive
developmental stage critical to &meelf and other understanding in terms of Down
syndrome and disability, and that this digewith the developmental trajectory of self and
social understanding found in typically developing children. However, to suggest that all
of the participants in the present study whose verbal mental age was below 5 years old
were not aware of Down sgirome contrasts with the results of the previous task.

Although verbal mental age also appeared to be related to preference shown by participant
the majority of participants across all groups showed a preference for thksabted
photographs above ahee level. In other words, in contrast to the sorting task, participants
with Down syndrome demonstrated a high degree of discrimination between photographs
of children with and without Down syndrome in the preference task.

Another possible explanation tife findings is that verbal mental age was related to
participantssorting performance because greater cognitive ability was required to carry
out or understand the task. The sorting task may have demanded greater cognitive ability

than the previous prefence task and it may have been that the ability required was beyond
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some of the participants with Down syndrome and youngeidisabled participants.

While the control sorting task of objects was intended to avoid this eventuality, it is
possible thattiwas ineffective. Perhaps the sorting of everyday objects according to two
colours was not equivalent to sorting the faces of individuals.

There are several ways in which the sorting task may have been more cognitively
demanding than the other taskgsHy, in the preference task, children were shown
photographs of children with and without Down syndrome for paired comparison.
Presenting the photographs in pairs perhaps made the social category more salient and
easier to identify. By contrast, in thersng task, photographs of children with and without
Down syndrome were presented one at a time. However, the photographs on the boxes
continued to represent an exemplar from each group throughout the procedure, so that, in
effect, participants were beimgked to match each photograph they were handed to one of
two photographs (one of a child with Down syndrome and one of a child without Down
syndrome) that were open to view simultaneously. The process of matching to one of two
alternatives may still havieeen more difficult than choosing between two options, as in the

preference task.

It is also possibléhat the sorting task demanded greater verbal ability in order to
understand the task. Therefore, it may be that participants with Down syniadme
greater difficulty understanding thask instructions and the rangktheir sorting scores
reflectedthe fact that manparticipantsvere not sure what they were being asked tdrdo.
contrast to the preference task, the sorting dégkot involve colouillustrations to aid
task comprehension.

Although there are plausible reasons why ability to do the task could have been an issue, it
must also be emphasised that the task was chosen specifically because it should have bee
well within the capabilitiesfahe participants. It was adapted from a task used by

Weinraub (1984). She reported that the majority of children aged 36 months sorted at least
7 of 8 photographs according to gender. This suggests that comprehension of the task or

ability to do the tasker se was not the issue.

A further possibility is that for some participants with Down syndrome a failure to sort the
photographs according to whether or not the photographs showed children with Down

syndrome was not due to a lack of ability or awassri®it was a deliberate choice they

144



Chapter 5: Results of Experimental Studies Deakin, K. A. (2014)

made not to sort on the basis on this category. The individual data plots on the scatter
graph, illustrating the relationship between verbal mental age and sorting score (figure 12),
show that while there was a visiblenid of those with higher verbal mental age scores
sorting more photographs according to Down syndrome, there was also a notable number
of participants who had higher verbal mental ages but sorted below chance level and a few
participants who had low verb@aental ages and high sorting scores. If participants were
deliberately choosing to ignore the distinction between individuals with Down syndrome
this could reflect either positive or negative underlying attitudes.

In conclusion, the meaning of the findis from the sorting task are far from clear and do

not appear to reflect ability alone. Further reflection on the results of this task in relation to
findings from all the experimental tasks might offer helpful insights. Therefore, the
findings of the sdmg task will be returned to in the final section of the results where all

the experimental tasks will be discussed together.

5.3 Self-ldentification task

5.3.1 Purpose of task

The purpose of this task was to find out if participants identified tbkes as similar to a

photograph of a child with Down syndrome or one of a child with no disability.

5.3.2 Hypotheses

It was recognised that the previous research could support opposing hypotheses regarding
whether participants with Down syndrome wosédfidentify with others with Down

syndrome. However, based on the research by Cooney et al. (2006) and Norwich (1997),
Norwich and Kelly (2004), Kelly and Norwich (2004), who reported that young people

were aware of their intellectual disability, anddies by Cunningham et al. (2000) and
Cunningham and Glenn (2004), in which it was reported that many young people with
Down syndrome were aware of Down syndrome, it was hypothesised that participants with
Down syndrome would seiflentify with others whalso have Down syndrome. It was
hypothesised that all participants with no disability wdaddrectly self-identify with

others with no disability. Moreover, it was hypothesised that participants in older age

groups would evidence an increased likelihtm@orrectly selidentify with others of the
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same disability status to themselves. This hypothesis was based on the assumption that

increasing age is associated with greater social andwalfeness.

On the basis of the above hypotheses, the follopregictions were made for participants

responses on the seffentification task:

i.  Participants with Down syndrome will setfentify with photographs of other
children with Down syndrome.

ii.  Participants with no disability of the same chronological agadgpants with
Down syndrome will selfdentify with photographs of other children with no

disability.

iii.  Participants with no disability younger than participants with Down syndrome will

selfidentify with photographs of other children with no disability.

iv.  Older participants with and without Down syndrome will prove more able to

correctly selfidentify than younger participants.

5.3.3 Task materials and procedure

This was an extension of the sorting task, described in detail in the previous chiipter.
the participants had sorted four photographs of children with Down syndrome and four
photographs of a child with no disability into twmsting boxesthey were shown a self
portrait photographlhe participantsself-portrait photograph was takentae beginning

of the session and printed immediately using a portable prig#recognition was
checked and then the participant wasted to put the photograph into one of the two

posting boxes.

5.3.4 Analysis strategy

Participants were labeled having seHdentified with either the photograph of a child

with Down syndrome or a child with no disability. The frequency with which participants
in each disability and age group seléntified with each type of photograph was examined.
In order to @termine if the observed frequencies for each group differed significantly from

chance, the binomial test was used.
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5.3.5 Descriptive analysis

Table 28 below shows the frequency with which participants in each disability and age
group selidentifiedwith each type of photograph.

Table 28 Frequency of selfidentifications with Down syndrome and nondisabled
photographs, by participants in each disability and age group

Disability group Age group N DS photograph ND photograph
DS 8.0012.12 9 2 7

13.0617.12 18 3 15

Total 27, 5 22
ND 5.007.12 14 1 13

8.0012.12 27 O 27

13.0617.12 26 1 25

Total 67 2 65

aIn the Down syndrome group there was one missing participant for this task.

5.3.6 Hypothesis testing

Selfidentifications of participants with Down syndrome

It was hypothesised that participants with Down syndrome would be significantly more
likely to selfidentify with photographs of other children with Down syndrome. The
frequencies show that parfieints with Down syndrome were more likely to se#ntify

with photographs of other children with no disability. The finding that 22 out of 27
participants chose the nalsabled photograph was highly significant (binomial, p=.002,

2 tailed). Thereforehe first hypothesis was not supported. Instead, responses were in the

opposite directed to that predicted.
Selfidentifications of participants with no disability matched on chronological age

Participants with no disability of the same chronologicalvages more likely to self

identify with photographs of other children with no disability. There were 53 participants
in total in this group and 52 correctly salentified with the nordisabled photograph.

This was also significant (binomial, p=.001 a#ed). Therefore the second prediction was

supported.
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Selfidentifications of younger participants with no disability

In was hypothesised that participants with no disability of a younger chronological age
would be more likely to seiflentify with phdographs of other children with no disability.
Of the 14 participants in this group, 13 seléntified with the nordisabled photograph
(binomial, p=.002, 2 tailed). Therefore, the third prediction was supported.

Selfidentifications of two age groups pérticipants with Down syndrome

It was hypothesigkthat participants in the older age group would be significantly more
likely to correctly seHidentify with others with Down syndrome than those in younger age
group. The frequencies clearly indicaterthwas little difference between the self
identifications made by participants according to age group. Therefore, the final prediction
was not supported. Instead, participants in all age groups almost exclusivéigsefied

with the nondisabled photgraphs.

Seltidentifications of three age groups of participants with no disability

It was hypothesise that participants in the older age group would be more likely to self
identify with others with no disability than those in younger age group. Thecines
clearly indicate there was little difference between theidelitifications made by
participants according to age group. Instead, participants in all three age groups almost
exclusively seHidentified with the nordisabled photographs. Therefottee final

prediction was not supported.

5.3.7 Post hoc analysis

As in previous tasks, the possibility that participasg#-identifications were related to
their verbal age was also explored. A pdirgerial correlation indicated this was not the
case (pp= .183, n= 27, p=.362, 2 tailed).

5.3.8 Discussion

The results from this task clearly indicate that all participantadattified with the
photograph of a nedisabled child. The selflentification of participants with Down
syndrome with no-disabled children has obvious significance. This discussion will be

devoted to considering the meaning of this finding.
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Firstly, it is important to note that the frequencies present strong evidence that the results
are not attributable to any difficul8gparticipants had with the task. Since the overriding
majority of participants with Down syndrome identified with the-dosabled children, it

is clear that their choices were not haphazard or because they did not understand the task.
If that had been thcase, one would have expected more participants with Down syndrome
to have accidentlicorrectly self-identified with children with Down syndrome. In

addition, it would have been reasonable to expect a relationship between participants

responses andeir verbal mental age.

So, if one takes the finding as truly reflecting participas@i-identifications with others,

the crux of the issue in interpreting the result is whether participants with Down syndrome
were choosing the nedisabled photograpin genuine error about their identity, or if they
were motivated to choose to identify with the risabled children. To suggest that
participants identified with the nedlisabled children because they all genuinely thought
they belonged with that socigtoup would fit with the findings of the qualitative studies

by Todd and Shearn (1997) and Todd (2000). These researchers reported that adults with
intellectual disabilities were unaware of their disabled identity because such information
was often hiddefrom them by significant others. Alternatively, it may have been the case
that the participants with Down syndrome knew that thelpnged withthe other children

with Down syndrome, but were motivated to identify with the-d@abled children
instead.There are two reasons why participants may have been motivated to choose the
nondisabled children as being similar to the self. Firstly, it has been argued that children
develop a lay theory thathat is familiar to me is goo@Cameron et al. 2001). €h

families and communities that children with Down syndrome grow up in tend to be filled
with nontdisabled individuals, and the people that are more familiar to children with Down
syndrome are noedisabled. Hence, the children might have been motivatseltalentify

with nondisabled children because they were more familiar and thus preferred.

A second reason why children with Down syndrome may have been motivated to choose tc
selfidentify with the nordisabled children was that they had picked ugarial messages
about the relative value of members of these groups in society, i.e. the stigma associated
with Down syndrome. In other words, children were motivated to identify with the non
disabled children as they perceived them to be more favoursaocisty. A similar

argument was put forward to explain the findings of studies in which black minority
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children were found to seiflentify with photographs of white children (Spencer and
MarkstromAdams, 1990).

Recently, in the USA, Katz (2003) foundathwhile the accuracy with which Black and
White children seHdentified with photographs of Black or White children rose in a linear
fashion with age until the children were around 30 months old, the accuracy of the Black
children then began to decreagaile the White children continued to get more accurate.
Since Black childre's performance had been on par with their white peers up until 30
months it was suggested that cognitive factors were not responsible. IKstza(?002)
argued that the Blackddren had begun to become aware of the differential value
attached to these groups by society and were motivated tidesedify with the children

they perceived to be more socially favoured (Katz, 2002). In addition, the researchers
reported thabverhalf of the Black children did not respond to the question and seemed
very uncomfortable. However, it should be borne in mind when interpretin¢gsKatz
findings that their measures wdagced choiceThis means that the childrsrchoice of

one photograpbannot be inferred as outright rejection of the other, just that children were

sensitive to their relative social value (Cameron, Alvaraz, Ruble and Fuligni, 2001).

Even though the findings from this task were relatively clear cut, the interpretatiamsem
complex. These issues will be returned to in an overall discussion of the findings from the

experimental studies.

5.4 Adjective Attribution task

In this chapter, the purpose of thdjective attribution taskvill be explained, the
hypotheses wilbe outlined and the method described. Then, the results will be described

and a short discussion of the findings will be provided.

5.4.1 Purpose of task

The purpose of this task was twofold. Firstly, it was designed to investigate whether

participantsviews of children with Down syndrome were in line with the social stereotype
of the condition. Secondly, the task was intended to explore how participants with Down
syndrome viewed themselves in relation to the stereotyped views held about people with

Down syndrome.
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5.4.2 Hypotheses

It was hypothesised that all participants would hold views about children with Down
syndrome that reflect the cultural stereotypes of intellectual disability and Down syndrome.
This was hypothesised because all children l@esn socialised into the same society,

where these views prevail. Participaktsowledge of the stereotype was assumed to
increase with age. Therefore, it was hypothesised that older participants would hold more
stereotypical views than younger participa With regards to participahself-portrait
photograph, it was hypothesised that participants with Down syndrome would hold
stereotypical views of themselves. Participants with no disability would be expected to

hold more typical views of self, refleeg ordinary views of children and young people.
Based on these hypotheses, the following predictions were made.

i.  Participants with Down syndrome will attribute more stereotypical traits to the
photographs of children with Down syndrome than photograpbsiilofren with no
disability.

ii.  Participants with no disability the same chronological age as participants with
Down syndrome will attribute more stereotypical traits to the photographs of

children with Down syndrome than children with no disability.

iii.  Particpants with no disability younger than participants with Down syndrome will
attribute more stereotypical traits to the photographs of children with Down

syndrome than to children with no disability.

iv.  Older participants with Down syndrome will attribute mestereotypical traits to
the Down syndrome photographs than those in younger age groups.

v. Participants with Down syndrome will attribute stereotypical traits to their own
photograph, as they did the photographs of other children with Down syndrome.

vi.  Participants with no disability of the same chronological age will attribute more

typical traits associated with children and young people to their own photograph.

vii.  Participants with no disability younger than participants with Down syndrome will
attribute more tygal traits associated with children and young people to their own

photograph.
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5.4.3 Task materials and procedure

The task began with participants being introduced to the same two rectapgstiag

boxes used in previous tasks. A picture illustigth simple phrase that can be used to
describe a person and its polar opposite was attached using Velcro on the front vertical sid
of each box. The descriptors were chosen to reflect cultural ideas about intellectual
disability, the likely lived experiezes of young people with intellectual disability and

social stereotypes associated with Down syndrome (Wishart and Johnston, 1990). The

descriptor illustrations are shown in figures 16 to 22.

There were seven descriptor pairs and each pair of illustsatias presented on two boxes,
one at a time. For each pair of illustrations, participants were shown three photographs in
succession. These were presented on the table top in front of the two posting boxes. One
photograph depicted a child with Down synderanother depicted a child with no

disability and the final photograph was a g@iftrait of the participant. A different pair of
matched photographs of children with Down syndrome and no disability was used for each
descriptor pair. Thus, there were se\photographs of a child with Down syndrome and
seven of a child with no disability used in this task. Participants were shown photographs
depicting others of the same gender as themselves. As each photograph was presented, tr
participant was invited tmok at it and then post it into one of the two boxes according to
which illustration described the photographed child best. The experimental set up for the

Adjective task is shown in figur2s.

Figure 16: lllustrations depicting descriptors ‘friendly' and 'not friendly'
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Figure 19 lllustrations depicting descriptors 'happy' and 'sad'
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names'

Figure 22 lllustrations depicting descriptors ‘can do things on her own' and 'need&elp to dc
things'
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Figure 23 Experimental set up for the Adjective Attribution task

The first section of the analyses will deal with predictiois &nalyses relating to

participantsself-attributions will be dalt with in the following section.

5.4.4 Analysis strategy (attributions to others)

There were seven pairs of traits in the task. Each pair comprised a trait that was
stereotypical of Down syndrome and its opposite. Participants were asked to chmbse wh
trait of each pair applied to a photograph of a child with Down syndrome and a photograph
of a nondisabled child. Descriptive analysis centred on examining the frequency with
which participants choose each trait option for the Down syndrome arndisaiied

photographs. This was done for each participant group separately.

Figures24to 26 show the frequency of participants who attributed each stereotypical trait

to the photographs of children with Down syndrome and no disability.
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Figure 24: Stereotypical traits attributed to ND and DS photographs
by participants with Down syndrome
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Figure 25: Stereotypical traits attributed to DS and ND photographs
by participants with no disability matched on CA
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Figure 26: Stereotypical traits attributed to DS and ND photographs
by younger participants with no disability
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The frequacy data in figures 24 to 26 indicate that the participants did not respond in
terms of a social stereotype but instead according to whether the traits were positive or
negative. Thus, participants used the task in a different way from that intended.tRathe
judging photographed children on stereotypes, participants based their responses on
whether the adjectives were positive or negative. Some stereotypes of Down syndrome
could be viewed positively, for exampleappy and'friendly. Therefore, thedcus was
shifted to look at whether participahtssponses were positive or negative and the

hypotheses were adjusted accordingly.
The new predictions are set out below:

i.  Participants with Down syndrome will attribute more positive traits to the
photograps of children with no disability compared with photographs of children

with Down syndrome.

ii.  Participants with no disability of matched on chronological age will attribute more
positive traits to the photographs of children with no disability compared with

photographs of children with Down syndrome.
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iii.  Participants with no disability who were younger than the participants with Down
syndrome will attribute more positive traits to the photographs of children with no

disability compared with photographs of childneith Down syndrome.

iv.  Participants in older age groups will be less positive about the Down syndrome
photographs than those in younger age groups.

In order to test the predictions, it was necessary to compare the mean number of positive
traits attributedo the Down syndrome photograph and the-dsabled photograph by
participants with and without Down syndrome. Exploratory analyses were first carried out
to determine if the photograph positivity scores for each group of participants met the

assumptionsf normality and homogeneity of variance for parametric analysis.

Table 29: Tests of normality and homogeneity for photograph positivity scores from
participants in each disability and age group

KolmogorowSmirnov Levenes test of

homogeneity

Photo Group Statistic df Sig Statistic  df Sig
DS DS 186 28 .014 4.720 2,92 .011
ND CA A71 53 .001
ND young 206 14 .109
TD DS 170 28 .037 9.531 2,92 .001
ND CA .320 53 .001
ND young .290 14 .002

Table 29 shows #i the photograph positivity scores from all participant groups violated
the assumption of normality and homogeneity of variance (with the exception of the
positivity score for the Down syndrome photograph from thedisabled younger group).
Therefore, nn-parametric tests were employed.

In order to test the first prediction, a Wilcoxon test was carried out on the number of
positive traits participants with Down syndrome attributed to the Down syndrome
photograph and the natisabled photograph. Similgrla Wilcoxon test was used to assess
the prediction that nedisabled participants of the same chronological age will attribute
more positive traits to the photographs of children with no disability compared to
photographs of children with Down syndromaed the fourth prediction that participants

with no disability who were younger than participants with Down syndrome will attribute
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more positive traits to the photographs of children with no disability compared to children
with Down syndrome. Potential agroup differences were explored using the Mann
Whitney U test on the two age levels of the Down syndrome andisahled

chronologicalage matched group.

5.4.5 Descriptive analysis

The bar chart in figure 22 shows the trait attributions made bycipantits with Down
syndrome to photographs of children with Down syndrome (DS) and children with no
disability (ND). There were 28 participants with Down syndrome. The bar chart shows the
proportion of participants who attributed positive and negatives tiai¢ach type of

photograph.

Figure 27: Positive traits attributed to DS and ND photographs
by participants with Down syndrome
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Figure 27 shows that participants with Down syndrome were less likely to think the
children with Down syndrome were friendly compared to thedisabled children.

Similarly, they were more likely to think the children witlown syndrome were bad,

lonely, unhappy and stupid, than the children with no disability. A slightly higher
proportion of participants with Down syndrome thought the children with Down syndrome

could do things alone compared with the 1glisabled childrenFinally, more participants
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thought the children with Down syndrome would get called names than thedlisairied

peers.

Figure 28 below shows the attributions made by participants in the no disability
chronologicalage matched group. There were 53 paréints in this group. Again, the
graph shows the proportion of participants who attributed the positive or negative traits to

each photograph type.

Figure 28: Positive traits attributed to DS and ND photographs
by participants with no disability matched on CA
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Figure 28 shows that there was less variability in the responses of participants in this grouy
Most paticipants thought the children with Down syndrome were just as friendly and good
as the nordisabled children. However, they were more likely to think the children with
Down syndrome were lonely compared to the-dmabled children. They were also

slightly more likely to think the nomlisabled children were happy and clever than those
with Down syndrome. Finally, participants were more likely to think the children with

Down syndrome would need help and get called nhames.
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Figure 29 below shows the aliutions made by participants in the no disability younger

age group. There were 14 participants in this group.

Figure 29: Positive traits attributed to DS and ND photographs
by younger participants with no disability
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The trait attributions by participants with no disability in the younger age group showed
that compared to children with Down syndrome, tiveye more likely to think the nen
disabled children were friendly, would have friends, be happy and clever. Participants in
this group thought that children with Down syndrome were just as good as those with no
disability. Finally, participants were morigely to think the children with Down syndrome

would need help and get called names compared to those with no disability.

Bar charts 27 to 29 show that all participant groups, both with and without Down
syndrome, all attributed less positive traits ouketoathe photographs of children with

Down syndrome. However, the pattern of attributions groups made differed. Participants
with Down syndrome did show a general negativity about children with Down syndrome,
in that they tended to attribute all the n@gatraits to the Down syndrome photographs

and the positive ones to the ndisabled photographs. Participants in the-dzabled

groups were slightly more positive about Down syndrome and appeared to be more
selective in the negative traits they chasattribute to them. For example, the traits
friendly’ and'good were often attributed to the Down syndrome photographs, while on the
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other hand nowlisabled participants were likely to attribute teeds helpand'gets

called nameégraits to the phtmgraphs of children with Down syndrome.

The spread of positive scores also differs between the groups. Figure 30 shows this more
clearly. There was a broad spread in the number of positive traits attributed to both
photograph types by participants witlo®n syndrome. However, in both groups of
participants with no disability a comparable spread was only seen for the photographs of
children with Down syndrome and not for the rdisabled photographs. This indicates

that there was more agreement amongdiisabled participants about what the non

disabled children would be like, than among participants with Down syndrome.
Additionally, it suggests that there was less agreement among all participants with regards

the attributions of traits to the children witown syndrome.

Figure 30: Number of positive traits attributed to DS and ND photographs
by three groups of participants
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5.4.6 Hypothesis testing

The median total number of positive traits that participants attributed to photographs of

children with Down syndrome and children with no disability are presented in table 30.
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Table 30: Median (range) number of positive traits attributed to DS and ND photographs

Disability group Age group N Down syndrome photo Nondisabled photo
DS 8.0012.12 10 3(15) 4.5 (17)
13.0017.12 18 3(07) 5 (27)
Total 28 3(07) 5 (1-7)
ND young 5.00-7.12 14 2.5(07) 6.5 (47)
ND ca 8.0012.12 27 3(1-6) 7 (47)
13.0017.12 26 4 (1-6) 6 (37)
Total 53 4 (1-6) 7(37)

Attributions made by participants with Down syndrome

It was hypothesised that participants with Down syndrameld attribute more positive
traits to the children with no disability than those with Down syndrdre.Wilcoxon test
showed that participants in the Down syndrome group were more likely to attribute
positive traits to the nedisabled photographs th#me Down syndrome photograpiis (
=56.5, p=.001, r=57, 1 tailed). Therefore, this hypothesis was supported.

Attributions made by participants with no disability matched on chronological age

It was hypothesised that participants with no disability of #meschronological age
would attribute more positive traits to children with no disability than those with Down
syndrome. It was found thagagicipants in the nodisabled chronological age matched
group were more likely to attribute positive traits to tloe-disabled photograph compared
to the Down syndrome photographs (T= 6, p=.0048&; 1 tailed). Therefore, this

hypothesis was also supported.
Attributions made by younger participants with no disability

It was hypothesised that the participants withdisability who were younger than the
Down syndrome group would attribute more positive traits to children with no disability
than children with Down syndrome. This hypothesis was also supported (T = 0, p=.001,
r=-.79, 1 tailed).
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Attributions made byitferent age groups of participants with and without Down

syndrome

It was predicted that older participants would show an increased likelihood of attributing
positive traits to the nedisabled photographs compared with the Down syndrome
photographs, thayounger participants. The medians in table 31 show that in all three
groups of participants there was minimal difference in the number of positive traits
attributed to the photographs by participants in younger and older age groups. Therefore,

the fourth pediction was not supported.

5.4.7 Post hoc analysis

To explore possible relationships between verbal mental age and the number of positive traits
attributed to the photographs of children with Down syndrome and photographs of non
disabled children, aeelational analyses were carried out. These analyses indicated that there
was a positive correlation between participavesbal mental age and the number of positive
traits attributed to the nedisabled children, by participants with Down syndrotde (469,

n= 28, p=.001, 2 tailed). There was no correlation between verbal mental age and the
number of positive attributions made to the Down syndrome photographs for participants
with Down syndrome (U = .047, nerlat®B8, p-=
between verbal mental age and number of positive attributions made by participants with
no disability to the Down syndrome phot o
nondi sabl ed ph-®320ng 67app 1981, 2(tallled)=

During the adjective attribution tagbarticipants were asked to attribute traits to their own
self-portrait photograph. This chapter will now turn to consider theaggibution of traits
made by participants and how they compare to their attributiortheoso

5.4.8 Analysis strategy (attributions to self and other)

The selfattributions made by participants in each group were compared to the attributions they
made to the photographs of children with and without Down syndrome. The key purpose of
this comparison was to find out if participants with Down syndrome viewed themselves in a
similar fashion to how they viewed the photographs of others with Down syndromecdp,re

it was hypothesised that participants with Down syndrome would view themselkxesmilar

way to others with Down syndrome i.e. negatively compared to others with no disability.

Similarly, it was hypothesised that participants with no disability would view themselves in a
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similar way to others with no disability, i.e. positively qoamed to others with Down

syndrome. Potential age differences across age groups were also explored. It was hypothesise
that participants in older age groups would be more likely to view themselves in line with
their views of others of the same disabitgtus.

The following predictions were made based on these hypotheses.

i.  Participants with Down syndrome will be more likely to attribute negative traits to

their own photograph, reflecting negative perceptions of Down syndrome.

ii.  Participants with no disaly of the same chronological age will be more likely to

attribute positive traits to their own photograph.

iii.  Participants with no disability in the younger group will be more likely to attribute

positive traits to their own photograph.

The analysis was caed out in the same way as participatrat attributions above. Firstly,

the frequency of participanisdividual trait attributions to their seffortrait photograph

and the Down syndrome and nRdisabled photographs were examined and compared. This
was done for each participant group separately. Exploratory analysis showed that the
numbers of positive traits participants in each group attributed to thepéibits

violated assumptions of normality and homogeneity of variance (please seelthblevd).

The Wilcoxon test was therefore used to test the above predictions statistically.

Table 31: Tests of normality and homogeneity of variance selfhotograph positivity scores of
participants in each disability group

Kolmogaov-Smirnov Leveneés test of

homogeneity

Self-portrait DS 271 27 .001 22.081 2,91 .001
ND CA .483 53 .001
ND young 478 14 .001

165



Chapter 5: Results of Experimental Studies Deakin, K. A. (2014)

5.4.9 Descriptive analysis

Figure 31 shows the attributions made by participants with Down syndraimgtown
photograph and photographs of others with Down syndrome and others with no disability.

Figure 31: Positive traits attributed to DS, ND and self photographs
by participants with Down syndrome
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Figure 31 shows that contrary to the prediction that participants with Down syndrome
would view themselves in line with others with Down syndrome, thegoreses indicate

that they viewed themselves in a similar way to others with no disability. That is,
participants with Down syndrome were, in the main, positive about themselves. For those
traits where they were less positive, they were also less poditue thhe nordisabled
photographs. For example, both the saisabled photographs and self photographs were
more often seen as friendly, good and having friends, while roughly half the group thought
both the nordisabled and self photographs would neeg.hEhus, the data suggests the

first prediction is not supported.
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Figure 2 shows the attributions made by participants in thedisabled chronological

age matched group.

Figure 32: Positive traits attributed to DS, ND and self photographs
by participants with no disability matched on CA
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Figure 32 shows that participants in this group were consistently poditivg tnemselves.
Further, in the main, participants with no disability of the same chronological age were

more positive about themselves than the photograph of-disahled other.

Figure 33 shows the attributions made by participants in the youngelisaied group.
Again, the graph shows that participants in this group were consistently positive about
themselves. It shows that participants with no disability of younger age were as positive
about themselves as the photographs ofdisabled others, iiot more. This was in

contrast to their views of photographs of others with Down syndrome.
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Figure 33: Positive traits attributed to DS, ND and self photographs
by participants with no disability of younger CA
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5.4.10 Hypothesis testing

In order to test the predictions, the median number of positive traits participants attributed
to their own photograph was comparbkd humber of positive traits they attributed to the
photographs of others of the same disability status. The medians are presented i table 3

below. The Wilcoxon test was used to test the predictions statistically.

Table 32 Median (range) number of positive traits attributed to three types of photograph:
children with Down syndrome, children with no disability and participants' own photograph

Disability group  Age group N Down syndrome Non-disabled Self

DS 8.0012.12 10 3(1-5) 4.5 (37) 7(1-7)
13.0017.12 18 3(07) 5(27) 6 (27)
Total 28 3(07) 5(17) 6 (1-7)
ND younger 5.007.12 14 25(07) 6.5 (47) 7(67)
ND CA-matched 8.0012.12 27 3 (1-6) 7 (47) 7(57)
13.0617.12 26 4 (1-6) 6 (37) 7 (57)
Total 53 4 (1-6) 7(37) 7(57)

Selfattributions of participants with Down syndrome

It was predicted that participants with Down syndrome would be more likely to attribute
negative traits to their own photograph, as they did the photograph btawchtld with

Down syndrome. As indicated by the examination of participants self attributions above,
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the Wilcoxon test confirmed that there was a significant difference between the attributions
participants with Down syndrome made to their own photogampohthose they made to

the photographs of others with Down syndrome (T =23.50, p=.00698; 2 tailed). This

was contrary to the prediction. In light of the frequencies presented above, a Wilcoxon test
was then carried out on participdraslf-attributions and those they made to the nhon

disabled photographs. However, this showed that these were also significantly different (T
=43.50, p=.037, 2 tailed, ¥402). The medians suggest that participants were more

positive about themselves than the photolgsagf nondisabled others.

Selfattributions of participants with no disability matched on chronological age

It was predicted that participants with no disability of the same chronological age would be
more likely to attribute positive traits to their owhotograph, as they did the photographs

of nondisabled others. The Wilcoxon test showed that the number of positive traits that
nondisabled participants in the chronologiegle matched group attributed to their self
photograph was significantly highdran the number of positive attributions they made
towards the photographs of ndisabled others (T-2.950, p=.003, 2 tailed, r=0.405). The
medians indicate that participants were more positive about themselves than the

photographs of nedisabled others.
Selfattributions of younger participants with no disability

It was predicted that participants with no disability in the younger group would attribute
similar levels of positive traits to their own photograph and the photographs-of non
disabledothers.The Wilcoxon test showed that the number of positive traits that non
disabled participants in the younger group attributed to their own photograph was not
significantly different from the number they attributed to the-disabled other
photographs (T 22.11, p=.063, r=564, 2 tailed). Therefore, this hypothesis was upheld.
However, the test statistic was approaching significance and perhaps it was due to the
small sample size that this did not reach significance.

Seltattributions by participants with ahwithout Down syndrome in different age groups

It was predicted that older participants would be more likely to attribute traits to their own
photograph in a similar way to others of the same disability status than younger
participants. However, the minahdifferences between age groups rendered this analysis

redundant. Younger and older participants were equally positive about themselves.

169



Chapter 5: Results of Experimental Studies Deakin, K. A. (2014)

5.4.11 Discussion

Participants with Down syndrome attributed more positive traits to photographs of children
with no disability, compared to photographs of children with Down syndrome. Participants
in two comparison groups of the same and younger chronological age also attributed more
positive traits to photographs of children with no disability compared to photeodp

children with Down syndrome. However, the pattern of the attributions made by
participants in each disability group differed. Participants with Down syndrome were
generally more negative towards photographs of children with Down syndrome compared
to photographs of nedisabled children, in that they showed a tendency to attribute the
negative trait of every pair to the Down syndrome photographs more than to the non
disabled photographs. Participants with no disability, however, tended to attribute
patticular negative traits to the photographs of children with Down syndrome. The
negative traits participants with no disability selected most often 'ma&réaving many

friends, 'needs helmnd'gets called namés

This finding may reflect a differenad perspective. The attributions made by participants
with Down syndrome may have reflected their having picked up on the generally negative
social views of Down syndrome and, as a result, they viewed others with Down syndrome
in this generally negativeght. The negative attributions made by participants with no
disability may have stemmed from their observations of children with Down syndrome
having particular life experiences, such as needing help in class. What is surprising is that
children as youngs 5 years old were attributing these traits to children with Down
syndrome. Perhaps these traits were salient to young children because they had observed

such consequences in their own classrooms.

Non-disabled participantattributions of the traitgood/badand'friendly/not friendly

suggest that these were seen as less relevant as descriptions of people with Down
syndrome. There also appeared to be differences across age groups with the youngest nor
disabled participants being most negative abawisyndrome photographs and the older
nondisabled participants more positive and more likely to attribut&ligneet and'happy

traits to children with Down syndrome. This age effect might reflect increasing awareness
of socially desirable norms asilclien grow older. th particular, those in the chronological

age comparison group made comments during the task that suggested they felt okay about

attributing descriptors that referred to negative life experiences of people with Down
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syndrome (being callenames) or pragmatic realities (needing help). However, negative
descriptors such astupid felt more like judgements of the person and hence were

associated with considerable discomfort.

The variability of participants also differed according to groLhe spread of the number

of positive traits that nedisabled participants attributed to the photographs of others with
Down syndrome compared to others with no disability suggests that as a group they were
less sure about what people with Down syndrevaeee like. Participants with Down

syndrome showed a similar degree of variability in the number of positive traits they

attributed to both the photographs of children with and without Down syndrome.

The analysis of participantsait attributions to thie own photographs revealed that all
participants were generally very positive about themselves. Participants in the Down
syndrome group viewed themselves more positively than the photographs of others with
Down syndrome and the pattern of the attributiodscated that they viewed themselves

in a similar way to others with no disability. It was interesting that while participants with
Down syndrome said they needed help, they also attributed this trait to théabled
photographs more than the Dowmdyome photographs. This response warrants further
investigation. Participants with no disability in both comparison groups were similarly very
positive about themselves, almost exclusively so, and more positive about themselves than
the photographs of o#h children with no disability. Although participamtgth Down
syndromewere positive about themselves, as a group, they were less positive than

participants with no disability were about their own photographs.

5.5 Discussion of all experimental tasks

The purpose of this discussion is to bring the results from the experimental tasks together
to help interpret perplexing findings. In particular, it was hoped that looking across the
findings from the experimental tasks would help to explain the faifumeaoy of the

participants to sort the photographs of children with and without Down syndrome.

The findings from the sorting task indicated that participants with Down syndrome did not
sort the photographs according to Down syndrohiés was in sharp ctrast to non

disabled participants of the same chronological age, who somedaeiling leves. The
sorting scores of participants with Down syndrome were morgatable to those of
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younger nordisabled participants. Although, the sorting score®Down syndrome
participants were still lower than the youngen-disabledparticipants. A positive

correlation between verbal mental age and sorting score for the Down syndrome group anc
the youngnhon-disabledgroup suggested that verbal mental agectbelimplicated in

responses on the sorting task. It was however unclear whether this relationship was due to
awareness of Down syndrome or difficulty with that particular task. In addition, it was

noted that some participants with low verbal ages weeetatdort the photographs

whereas some of those with high verbal mental dgbsot. This suggested that verbal

mental age alone could not account for the poor sorting performance of participants with

Down syndrome.

Results from the preference task cated that participants with Down syndrome preferred

to share activities with the photographed children with no disability, like theidisatled

peers of the same chronological age and those younger in age. Verbal mental age did
appear to have some inéince, in that higher scores on the BHAV®ere associated with

greater preference for photographsiof-disabledchildren. The opposite trend was found

for nondisabled participants, perhaps reflecting their greater awareness of social
desirability. Havever, despite verbal mental age perhaps having some role in the degree of
preference shown by participants, the results indicated that all participants stated a
preference to share activities with the photographs of children without disabilit

When aked to categorise themselves, the vast majority of participants with Down
syndrome identified with theon-disabledohotogrghs. Theihding that only a minority of
participants with Down syndrome identified with a photograph of a child with Down
syndromesuggested that they were making a clear choice. It remains unclear whether this

was a case of mistaken identity or preferred identity.

In the adjective task, participants with Down syndrome were generally more negative
about the children with Down syndne than the children with no disability, as waos-
disabledparticipants in the chronological age matched group and the younger group.
However, in examining participantesponses for each trait it became apparent that the
pattern of participantsttributions differed according to group. While participants with
Down syndrome were more likely to attribute all the negative traits to the Down syndrome
photographs in comparison to then-disabledones, participants with no disability were

more likely to skect those traits that reflected observable school and social experiences of
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people with Down syndrome. Participdraslif-attributions showed that all groups were
positive about themselves. However, participants with Down syndrome were slightly less
posiive than those with no disability. Participdmtssponses in this task also suggest that
they understood the task and trait descriptions, and engaged well with the task.

Looking across the results from the preference task, thalselfificationtask and the

adjective task all suggest that the majority of the participants with Down syndrome were
able to discriminate between photographs of children with and without Down syndrome.
The results from the sorting task were less readily interpretable omwreitHowever, in

light of the other task results, it seems likely that while verbal mental age may have played
some role in level of awareness held by participants, it also cannot be ruled out that at leas
some patrticipants could have sorted accuratdlghose not to. The majority of

participants with Down syndrome identified with others with no disability and it was
unclear why they did so. In light of the negative views participants indicated they held
about Down syndrome in the adjective attributiaskt it may be suggested that their-self
identification with thenondisabledchildren was in response to their perceptions of the
stigma associated with Down syndrome or more positive societal views rofriftisabled
children. Finally, the selattribuions made by participants with Down syndrome suggested
that they tended to view themselves positively. Whilst these positivpeseiptions are
reassuring, the fact that participants with no disability saw themselves even more
positively may indicate soenlevel of seHderogation on the part of those with Down

syndrome

5.6 Analyses across tasks

The three photograph tasks were devised to investigate different aspects participants
awareness of and attitudes towards children with Down syndrome. Tiiegiiefeas
envisaged that there would be relationships between the scores on different tasks. This

sectionwill explore these potential relationships.

5.6.1 Hypotheses

There are several hypotheses regarding relationships between particgspaissesn
different tasks. Firstly, it was hypothesised that a greater awareness of Down syndrome

will be associated with more negative attitudes towards Down syndrome, due to the
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accompanying social stigma. Consequently, it is hypothesised that the abititggorise
others according to Down syndrome will be associated with i) less reported willingness to
interact with others with Down syndrome and, ii) more negative views of others with

Down syndrome.

Secondly, it was hypothesised that participants witherasrareness of Down syndrome
would also make more accurate judgements as to whether they have Down syndrome or

not.

Thirdly, it was hypothesised that participamieference to share activities with others
with Down syndrome would be associated with hpmsitively they viewed others with

Down syndrome.
The following predictions were made based on the above hypotheses:

i.  There will be a positive correlation between scores on the sorting task and scores
on the preference task. That is those participantshalddigher scores for sorting
photographs according to whether or not the persons had Down syndrome would

indicate a lower preference for interacting with individuals with Down syndrome.

ii.  There will be a significant positive relationship between partitgability to sort
photographs according to Down syndrome and the number of negative traits

attributed to the photographs of children with Down syndrome.

iii.  There will be a positive association between scores on the sorting task and the
accuracy of partigiants selfidentification. Specifically, it is predicted that
participants who are proficient in sorting photographs according to Down syndrome
would also be more likely to accurately seléntify themselves according to this

social category.

iv.  There willbe a positive correlation between participastsres concerning their
preference for interacting with individuals with Down syndrome and the number of
positive traits they attribute to individual with Down syndrome.
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5.6.2 Hypothesis testing

Participants categorisation of photographs according to Down syndrome and their

preference to interact with children with Down syndrome

Correlation analyses were conducted on particippreégerence scores for the Down
syndrome photographs and their sortsegres, for each disability group separately. For
participants with Down syndrome a significant negative correlation was found between the
preference they showed for the Down syndrome photographs and their sorting of
photographs according to Down syndromél-.329, n= 28, p .007, 1 tailed). This

suggests that as participdrability to differentiate between photographs of young people
with and without Down syndrome increased, their stated willingness to engage in activities
with individuals with Down sydrome decreased. This relationship is illustrated in figure

34. However no such relationship was found between these variables for participants with
no disability of the same chronol ogical
nondisabledg r o u p.240Q, =135 p>.05).

Figure 34: Relationship between sorting task scores and preference for DS photographs
for participants with Down syndrome
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Participants categorisation of photographs according to Down syndrome and their

accuracy of selffdentification with children with or without Down syndrome

Only five participants with Down syndrome salentified with tte Down syndrome

photograph, and one participant in the chronological age matched control group and one of
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the younger nowlisabled group mistakenly identified with the Down syndrome
photograph. Therefore, the lack of variance in the participsgitsdentifications made

this proposed analysis impossible and unnecessary.

Participants willingness to engage in activities with individuals with Down syndrome and
the number of positive traits attributed to individuals with Down syndrome

For the Down syndromgroup, there was no relationship between reported willingness to
engage in activities with individuals with Down syndrome and the number of positive
attributions made about individuals with
tailed). However, for th nonrdisabled participants of the same chronological age there was
a positive association between their willingness to engage in activities with individuals
with Down syndrome and the number of positive traits attributed to those with Down
syndr onmd, n{58, pz02821 tailed). This relationship is illustrated in figGré&\®
association was found for the younger#tbn s a b | e d -.1T, m=d3 p %.08, 1=

tailed).

Figure 35: Preference for DS photo and number of positive attributions made to DS photc
by participants with no disability matched CA
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Participants with Down syndrome: Sorting scores and number of positite at&ibuted

to Down syndrome and natisabled photographs

A significant positive correlation was found between the ability to sort photographs
according to Down syndrome and number of positive traits attributed to photographs of
nondisabled childrendr parti ci pants with Down syndr
tailed). This fits with the assumption that an increased awareness of the social category of
Down syndrome would be accompanied by a more favourable view edisabled people.

This relationkip may be found in figure& However, no relationship was found between
participants sorting score and number of positive traits attributed to those with Down

syndrome (U = .040, n= 28, p= .394, 1 tali
Figure 36: Sorting scores and number of positive attributions made to ND photograph
by participants with Down syndrome
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Participants with no disability of the samleronological age: Sorting scores and number

of positive traits attributed to Down syndrome and-d@abled photographs

For those in the nedisabled control group of the same chronological age, a significant
positive correlation was found between papiits sorting scores and the number of
positive traits attributed to individual:
tailed). This is opposite to what would be predicted based on the assumption that a keener

knowledge of Down syndrome would be acg@anied by a greater awareness of the
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stigma associated with it and hence with less positive traits being attributed to the Down
syndrome photograph. A significant negative correlation was found between participants
sorting scores and number of positivetgrattributedtothened i sabl ed phot o
-.272, n=53, p=.013, 1 tailed). This is also opposite to what would be predicted based on
the assumption that an increased awareness that people may be categorised according to
Down syndrome would be saciated with increased knowledge of stigma and more

positive views of others without Down syndrome. This could be interpreted however as a
deliberate attempt to respond in a cowstggmatised manner from those who were more

aware of Down syndrome as@cgl category.

Participants with no disability younger in age: Sorting scores and number of positive traits

attributed to Down syndrome and ndisabled photographs

No associations were found in the young-aisabled group between sorting scores and

the number of positive traits attributed to the others with and without Down syndrome
respecti-v268, n+% Ul4&, p.689,h414,p=.367 ttailed.ed; U
However, the small sample size would have reduced the likelihood of finding an

asseiation.

5.6.3 Discussion

The analysis resulted in several significant findings, although these were not consistent
across disability groups. Relationships between participsotees across tasks would
provide support for the validity dhe tasks busmall sample sizes and a lack of variance
with scores, as participants scoret@drceiling leves on anumber of tasks, made it
unlikely that consistent associations would be found.

For the Down syndrome group only, there was a correlation beseeeas on the sorting

task and the preference task. This finding suggested that participants with Down syndrome
who were more inclined to categorise others according to Down syndrome were less likely
to choose to share activities with people with Down syme. This association was

predicted, as it is in line with the notion that an awareness of the social category Down
syndrome and the stigma attached to it, would be linked to more negative attitudes (Beart,
Hardy and Buchan,2005). However, no associdietween these tasks was found for the
nondisabled participants, most likely due to the fact that these participarttag and

preference scores wereredarceiling leves.
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For the nordisabled group matched for chronological age there was an assoé&atnd
between preference task scores and the number of positive traits attributed to the Down
syndrome photograph. As the participapteference for sharing activities with others

with Down syndrome increased, so did number of positive traits addhatthe Down
syndrome photograph. However, no relationships were found between these variables for
the Down syndrome group or the younger+adsabled group.

A relationship was also found between the Down syndrome participaatss on the

sorting tak and the number of positive traits attributed to the-disabled photographs.

This indicated that as propensity to categorise others according to Down syndrome
increased, positive views of the ndisabled photographs also increased. It makes sense
thatincreased awareness of the social category would be associated with seeing those whc
do not belong to it more favourably. However, no relationship was found between sorting

scores and number of positive traits attributed to the Down syndrome photograph.

For participants with no disability in the chronological age matched group, significant
correlations were found indicating that participants who sorted the photographs according
to whether the person had Down syndrome or not, attributed more positisediie

Down syndrome photographs and fewer positive traits to thalisatled photographs.

This pattern was contrary to what was predicted based on an awareness of stigma.
However, on reflection, this apparently counter intuitive finding could as dxesily

interpreted as reflecting an increased social awareness and social conscience, and a

deliberate attempt to be positive about people with Down syndrome.

The associations between scores on different tasks offer some support for the validity of
the task. However, the tasks are not carried out in a vacuum and the context were also
revealing about how the participants wished to present themselves to the researcher. In
particular, it was evident that tme@n-disabledparticipants, at the same chronologiagé

as the Down syndrome participants, did not wish to be viewed as prejudiced or
discriminatory. This was in contrast to those with Down syndrome who almost seemed to
wish to distance themselves from others with Down syndrome. Thus, the context in which
the tasks were carried out appeared to influence the participgsenses it might be

wrong to assume that the views expressed by participants on such tasks are necessarily
static (Barden et al, 2004).
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Chapter 6:

Qualitative study: Mothers' Perspective

6.1 Aims

In carrying out this study, the researchaim was to explore mothéexperiences and
understandings of their chifdidentity relating to disability and Down syndrome. In
particular, the researcher sought to explore motherseptions btheir childs developing
sense of difference, as a consequence of having a disability.

The researcher began with the following broad research questions: Do mothers believe
their child has an awareness of Down syndrome? If so, how do mothers think such
awareness came about? How do mothers think their child feels about having Down
syndrome? Do mothers think their ctsldiwareness or feelings about Down syndrome

have changed over time?

6.2 Method

The qualitative method chosen for the study was IntexfivetPhenomenological Analysis
(IPA). IPA was deemed to be an appropriate method for the study for several reasons.
Firstly, the aim of the research was to explore motherws of their chilés awareness of
Down syndrome within the context of their faynlives and the wider community, and the
IPA method is concerned with the meaning individuals attach to events within social
contexts (Smith, 2004). However, in IPA it is also recognised that the researcher plays an
integral role in interpreting the dataecondly, the topic of the present interviews was
envisaged to be potentially upsetting, and IPA has been found to be an efficacious
approach by researchers exploring other potentially upsetting issues, such as, psychologic:
distress, life transitions dridentity (Smith and Osborne, 2008). IPA has also been used
successfully in previous research concerning highly sensitive subjects with the parents of
people with intellectual disabilities (Reilly, Huws, Hastings and Vaughan, 2008). Thirdly,
IPA allows r a highly descriptive and-depth account of participahexperiences.

Therefore, it is a good approach to explore under researched areas.

IPA studies typically involve a sample of 6 to 12 individuals (Smith, 2004). This size of

sample is advised bagcse it enables a detailed interpretive account of each case, whilst
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also allowing for an analysis of the similarities and differences across cases (Smith and

Osborn, 2008).

6.2.1 Participants

Nine mothers aged 348 years old participated in the stuéyl. were biological mothers

to their child with Down syndrome. Five were mothers of a daughter with Down syndrome

and four had a son with Down syndrome. The participahiisiren were aged 9 to 16

years old. All of the children had at least one typicd#yeloping sibling. Tabl83 shows

information about the mothers, their children and the schooling history of their child with

Down syndrome. All but one mother lived with their marital partner. Pseudonyms for the

mothers and their children are used tlgloaut, to maintain participansnonymity.

Table 33: Mother and child information

Mother (age)  Child (age) Siblings (age) Primary Ed Secondary Ed
Caroline (41) Henry (15) Mary (15) Mainstream Special
Galil (46) Daniel (16) Nick (18) Mainstream Special
. . Tania (16) . .
Sheila (40) Sophie(14) Luke (12) Special Special
Tessa (48) Abbie (9) Mark (12) Mainstream na
Eoin (16) : . .
Sarah (42) Peter (12) Amnie (15) Mainstream Base in mainstrean
Tracy (46) Harry (10) Roslyn (15) Mainstream na
Anne (39) Lydia (10) Nathan (7) Mainstream n/a
. . Boris (2) . .
Lorraine (40 Fiona (13 Mainstream to P6  Special
(40) (13) Pegay (12) | p
Michelle (42) Lucy (15) Kate (19) Mainstream Special

6.2.2 Recruitment

Participants were nine mothers of the children wadicipated in the experimental study.

Families of children with Down syndrome were contacted through schools in the West of

Scotland and the organisation Down syndrome Scotland. The study information packs

were distributed by schools and included antation for mothers to take part in the

interview phase of the study. Down syndrome Scotland posted an invitation for the study
on their website. One mother contacted the researcher directly having seen the advert on
the Down syndrome Scotland webpage dr&remaining mothers returned the consent

form they had received from their cHgdschool.
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6.2.3 Semi-structured interview

Non-directive, semsstructured interviews were used to gain insight into mothiews of

their childs sense of difference andva they think this emerged over time. The interview
topic guide was designed so the interview elicited mothienws of their chilts

developing awareness of difference within the context of their'shméthtionships with
others, both within and out viaithe family. A topic guide was used to help structure the
dialogue, however, the researcher also remained sensitive to the topics or concerns that
were brought up by the participants themselves and explored these as they arose. The
researcher took carefoee the interview began to inform the participants that she was

primarily interested in learning about what they thought as experts on their family.

The topic guide was developed alongside a Clinical Psychologist who has considerable
experience of carrgig out qualitative research in the field of intellectual disabilities. Much
thought was put into how best to put mothers at ease and encourage a dialogue about sucl
a sensitive and emotive issue. The interview began with general questions about family
composition and family life. Mothers were then encouraged to talk about their experiences
with their child with Down syndrome when they were born and in their early years. The
researcher ensured that sufficient rapport had been developed with the partefipant b
asking about their chilsl relationships with others. The interview addressed theshild
relationships with siblings and school peers, and how these may have changed with time.
Mothers were also encouraged to describe if and how Down syndrome disdllity

had been spoken about as a family or discussed directly with their child with Down
syndrome. If the subject had been discussed, mothers were asked about tfeir child
understanding and feelings about Down syndrome. Mothers were asked alfanrilibg
experiences of public attitudes about Down syndrome and any instances of stigma they
may have experienced. In addition, mothers were asked if they thought their child was
aware of such attitudes. The final section encouraged mothers to talklaiphbpes for

their childs future and they were asked if there was anything else they would like to
discuss. The interview ended with some light discussion of theéschdtbies and

interests.

When it was felt necessary and appropriate, the inteeriswmmarised the key points
made by participants to check their understanding. In doing so, the interviewer ensured

participants were given the opportunity to correct any misunderstandings. The interviewer
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also remained alert to the risk of asking leadjongstions and tried to avoid doing so. The

topic guide was initially piloted with one mother and may be fourfpimendixE.

The interviews lasted between 45 minutes and 90 minutes.

6.2.4 Procedure

All participants chose to be interviewed at their h@néd gave permission for the

interview to be recorded using a digital voice recorder. Participants were given the
opportunity to ask any questions they had before the interview started and the recorder
switched on. They were also informed that they coutddvaw from the study at any time,
without giving a reason and that if they did choose to withdraw from the study any
information they had provided would be destroyed. Demographic information was

collected at the end of the interview, when the record@iblean switched off.

6.2.5 Researcher reflexivity

In using IPA, the aim was to explore mothersws of their chilés perceptions and to gain
insight into their perspective as far as possible. However, it was also recognised that a
researcher can onham access to the participantsorld indirectly through their
interpretation of the mothéngports. In other words, it was accepted that the researchers
interpretation of the interview data will be coloured by her existing beliefs and
understanding ahe phenomena under study. Similarly, as the interview is aviayo
process, the dialogue itself may be influenced by the researelesrs (Smith, 2007). In
order to be explicit about the ways in which the interviews may have been influenced by
the concptions of the researcher, personal reflection was undertaken.

For six of the participants, the researcher had seen the partitgtaldtbefore the
interview took place. This helped the interviewer connect with these mothers, since both
parties knew theesearcher had an idea what their child was like as a person. In the other

three cases, the researcher saw the child just after the interview had taken place.

Prior to carrying out the interviews the researcher had read the existing literature on people
with intellectual disabiliti€sawareness of stigma and disability. Such reading had led the
researcher to form opinions about the topic and expectations regarding metpasses.
Existing research suggested that families were not keen to talk abakilits to their

offspring with intellectual disabilities, because they were acutely fearful of the upset it

would cause them. As a result, it was often found that families and support staff alike
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tended to believe that people with intellectual disabsgitvere unaware of public attitudes
towards people with intellectual disability and did not feel any sense of difference from

others.

Before carrying out the interviews the researcher was quite apprehensive. She had never
carried out qualitative researbkfore and was concerned with how well she could

encourage and maintain a comfortable dialogue with participants. The researcher was also
concerned about upsetting people by asking sensitive questions and imposing on people. |
order to carry out the intelews the researcher was forced to override her instinct to not

ask sensitive questions that may upset interviewees. The reading the researcher had
undertaken added to this anxiety by suggesting that this subject was a taboo subject for

families.

During the interviews it became clear that mothers felt strongly about the topic of their
child's identity and that, as expected, it was an emotional subject for them. However, what
also became clear was that mothers were very keen to talk about it. Mothers teemed
embrace the opportunity to discuss the subject at length. Therefore a significant general
finding of this research was that mothers wanted to talk about these issues, perhaps in par

because there had been a dearth of opportunity to do so otherwise.

A further challenge experienced by the researcher was that she often found it tempting to
offer positive words of support and found it difficult to maintain the distance required in an
interview context. However, every effort was made to do so and if seaneher felt that

the family would benefit from extra professional support, details of appropriate contacts

were provided.

6.2.6 Ethical approval

Ethical permission for the study was obtained from the University of Glasgow Medical
Faculty Ethics Comntiee (Project reference number: FM03510)is is shown in

Appendix A.

6.2.7 Data analysis

Interviews were transcribed verbatim by the researcher. Each participant was given a

pseudo name and any other potentially identifying information was omittatstoe
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participantsanonymity. The data analysis followed the steps described by Smith and
Osborn (2008).

The process began with reading each transcript closely several times, in order to gain
familiarity with the content. The researcher then readutjindhe transcript again, this time
noting points of interest and significance in the margin. The transcript waadend

emerging themes were noted. A set of emergent themes and relevant quotes from the
transcript was compiled, and connected themes geruped and organised under ever
arching theme headings. This process was repeated for each transcript. The resuiting over
arching themes for all the interview transcripts were then compared and integrated. Finally,
a table of all the emergent themes wamplied. The table was used to present the

structure of the themes identified and provided the basis for writing up the results.

In order to ensure that the interpretation process was carried out rigorously and was
explicit a number of steps were tak&he researcher kept a reflective journal to chart the
process of drawing out themes and integrating themes across the transcripts. The
researcher also wrote a summary of each interview to help consolidate the themes obtaine:
and ensure they reflected colexity and detail of the narrative as a whole. The researcher
also recorded her reflections of each interview after it had taken place, so that the
emotional reactions dhe intervieweesould be used to inform the interpretation of the
transcripts. Theraerging themes were discussed with a researcher with experienced in
carrying out IPA analyses. This enabled an audit of the analysis process. Finally, care was
taken to return to the original transcript at several points to check the themes were

groundedm examples from the interviews (Reid, Flowers and Larkin, 2005).

6.3 Results

The qualitative results will be presented in two parts. The first section will outline the
findings concerning the mothéxgews of their children with Down syndrorsesocial
relationships. This will provide a context for the second section concerning the mothers

views about their childrémawareness of Down syndrome.

6.3.1 Section 1: Peer and Social Relationships

Mothers were encouraged to talk about their &hildlatonships with school peers. The
context of school and relationships with peers was considered to be a setting where a

child's sense of difference may emerge and where incidents that highlight difference may
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take place. Mothers talked at length about tbkild's relationships with school peers and

it was clear that their chilslsocial life was an area of deep concern for them. At the time
of the interview three of the mothéckildren were in a mainstream primary school, and

the remaining six children we attending a special secondary school. Of the six children
who were in secondary school, all but one had attended a mainstream school for most of

their primary education.

This section will present themes that emerged in relation to chiddedationsips with
school peers. It will be organised around three major headings. The structure of this sectior
of the results is presented in tabielilow.

Table 34: Themes around children's relationships with school peers

1. Mothets corcerns about 2. Childs obliviousnessto 3. Mum managing the gay
child's relationships with  social problems
mainstream peers

Peer protectiveness Disinterest in socialising Providing social
opportunities

Growing gap between chilc Seeking a dferent sort of
and peers interaction

Change of heart about Satisfied with siblings

special schooling friends

Losing touch Contrasting account: a
growing awareness of
difference

1. Mothers' concerns about child's relationships with mainstream school
peers

Mothers expressed many concerns about the quality of theilsat@ldtionships with
mainstream school peers. This theme had several dimensions and these are discussed

below.

Protectiveness of peers

Mothers talked about how their chigcpeers oftetook on a domineering and caring role
towards their child. While this was mentioned by the majority of mothers, the most

detailed accounts were given by the mothers of girls. For example,' @&binéher said:
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She had, a couple of friends who were bothveno, dort have Down syndrome, um, one
of whom...it was kind of I|ike a maternal
(Abbiés mum)

Lydia's mother spoke of how she favoured a friend because she encouraged her daughter
and showed her daughter htovdo things rather thdtaking overin a smothering fashion.

7

eéshe was good wit'mimmizherr shebmould, tisehr veere dryind to get
of f the stool one day andlIshehowasyscuaillow

and she ecouraged her, but in a nice way, not over thingy way, she was an awful nice wee
girl émymdi a

A different perspective was expressed by Petaum. She had noticed peers taking on an
increasingly protective role towards her son as he grew older.\Howshe took a positive
stance towards this change, choosing to take reassurance from it of'tevedtieing at

school.

eébut once it got to a certain kinda ol del
really noticing that Peter was different lmgger ways, then, but at the same time there
wasnae a kid at that school that wosl dna:

mum)

During the interview Petesrmum often referred to the desirability of her son being known
by the local community anaf nurturing this by having him attend the local mainstream
school. This seemed to be a strategy to try to ensure there were as many local people
'looking out for himas possible and thereby helping to ensure his future safety when he

was out and aboutate.

In summary, the mothers tended to think that their shildndisabled peers adopted a
protective role towards them. Irrespective of whether the mothers had misgivings about the
nature of their child peer relationships, they realised that thels¢ioaships were

different from those their chilslnordisabled peers enjoyed with each other.

A growing gap from non-disabled peers

Mothers talked about a gap between their child and mainstream peers that grew wider with
age. While this theme was fodi in accounts from all mothers, it was especially poignant
in the accounts of three mothers whose child was in their late primary school years and

aged 910 years old. For example, Hadg'ynum said:
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I mean, you know, well the gap gets wider as they aldea thing, and, even you can see
now, the kids that he played with more eh ‘tieegrowing apart a bit more as they develop
more and more, and, well he is developing as well, but yeah, the gap does just widen, you
know, when thege younger its an awfulot easier, in fact've found that He just made

friends with a younger child at school, vidnonly in primary three or four, so he sorta

plays with youngetsmaM)i | dren now, é(Harry

Abbie's mum raised her concern about this gap in relation to geaslshe reflected on the
social interactions typical of girls, and the mismatch between their interactional style and

her daughtes level of understanding.

éwhereas | ittle girls are all ‘'sdlabout,, par
youre my besest friend, your my second best friend and your third best friend afhe you

not my friend anymore at all, [laughing] and you knovs, jiist unbelievably complex,

their social hierarchy and their network, and um, thathat | mean about whesay, |

mean, see Abbie calkeep up with all that sort of stuff, stiénave no idea what all that

sort of stuff means, how,'snume just finds

The gap was also expressed in terms of their child not having the same kinds of
relationships with peers that they had with one another. There was a sense that mothers
wanted for their children the same kinds of friendships thatdmsabled peers had with

one another, but that the friendships their children had were not the same.

€ A nybu already see that, although the other kids are perfectly nice to her, sh& doesn
have the kind of friendships with them that they have, you know, with other kids'gAbbie

mum)

For Abbiés mother, her daughtserrelationships with nedisabled peers @re also

associated with an uneasiness that related to an inequality inherent in them. This disquiet
was perhaps in part linked to an awareness of hershiltherability in such a

partnership. Further, there was the suggestion that the inequalitydfilaés relationships

with nondisabled peers undermined the authenticity of these friendships. She said:

ebut she does ‘'tadiffieult dne to manage thosefiehdships because
youre aware, andrh always aware thatstnot a friendsip of equals, and you know

(Abbie's mum)
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Change of heart about special school

Mothers perceptions of their chilsl social difficulties at mainstream primary often led to a
change of heart regarding secondary education. On the whole, mothers viewellltei
attendance at a mainstream primary school as having been the right decision and a positive
experience. However, observing their clsilthcreasing social marginalisation had brought
into focus their chil future needs and had led to a chandeeaft regarding secondary
education. While, mainstream schooling continued to be held in high esteem as an ideal,

special secondary schools seemed to hold more promise of social opportunity.

el think, my g U probéably,ehdiprolgaby go te speckaladhooly e
because of, because I think, if you't&ave good friendships and you tdmave
meaningful social relationships, then | think yreutoo isolated and | think it is, | dan
think secondarg are very well set up for, to reallyeate those kind of, and at the end of

the day, adolescents, you tagreate their friendships anyway. (Abkienum)

For Abbiés mum there was a particular sense of sadness and hopelessness when she spol
of the lack of common ground for her daughteruaddoauthentic relationships with

typically developing peers at mainstream, as she goes on to say:

...and thirteen year olds, you know, ategoing to want to come round here and... do what
Abbiés doing, you know, voluntarily, you know, or if they theyd be very unusual, |

think. And the ability, the things they will talk about, you know, tiéwelve, theye

girls, theyll be talking about boys and fashion, and all the things they talk about and
people that they like, and Abbie will still beldalg about...well on a good day, 4hbe

talking about Tracy Beaker, which is the most advanced thing that she does, but it might
equally be Balamorie or you know something else...smat going to form, thel®no

space there, | donthink, for ameaningful relationship...(AbBemum)

Fiona was 13 years old and was currently attending a special secondary school after havin
been at a mainstream school. Her mother described the situation that led to the decision tc
support her to leave her mairegm school early and hawe isolation experienced by

Fiona was particularly blatant when she compared her social circle with that of her

typically developing sister who was very close in age. Fsomather also described the

improvement in her daughtesocial life with the move to a special school.

| would see them in the playground in the morning asdhink theyre all sorta gossiping,

you know what girls are like, you know, chatting about each other or what they watched on
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TV or pop stars and stuike this, and just sort of the general chat, and | think that a lot of
the kind of things sort of went over Fids&ead probably, and you would see sort of wee
groups of girls in the morning and then she would be standing in the play ground on her
own ®metimes, she had a couple of friends who would kind of pull her over and things,
but most of the time she would kind of stand herself, whereas Peggy would go ddd there

be wee crowds and...(Fiolsamum)

Therés no way sHd have coped with a big, cos hdhe high schools in [Scottish town]
are quite big eh, é and socially | think
éwhereas now, they have |like, she goes t

it's nicer. (Fiongs mum)

Abbie's mum sugegsted that special secondary schools not only offered more promising
social opportunities but also the opportunity for her daughter to compare herself favourably
to classmates academically as well. The quote below suggests that fos Afudtieer the
oppotunity for her daughter tghine in terms of academic ability in comparison to
classmates was another important factor in herestfem, alongside successful social

relationships.

... and also...shiknever be, if she goes to special school;lkget an opportunity to shine

and | think that actually quite important as well. (Ablsenum)

Despite the positives that ultimately swayed the decision, mothers were conscious of a
downside to sending their child to a special school. The special schtindsarea tended

to be a greater distance away from their home and it was feared the geography would lead
to a loss of connection with the local community. In addition, going to special school

would mean that school friends would more likely live furtheayfrom their child,

making socialising outside school hours more difficult.

...probably special school, and that will be a loss in certain respects, just because of the
localness of it, sHkbecome a bit of an outsider, you know, people will knowlher,
shell be the girl with Downs wHhe at the local shop of whatever but on the upsidédl she

have hopefully friendships and people that she hangs out with, yeah...'$Abbie)

Losing touch

The gap that mothers saw growing between their child andstneam peers was often

described as ultimately resulting in losing touch with-deabled friends entirelyfwo
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mothers talked about a primary school friend who had in the past been a regular
companion but whose friendship had been lost due to movinglsatroin the transition to
secondary school. For example, at the time of interview Daniel was 16 years old. He had
attended a mainstream primary school and was currently attending a special education

secondary school. His mother said:

And from every yeahey will come and then because we are local many of them would
come and especially one, he would go to his home, he would come and he would take him
to go out with us, and the mum would take Daniel also with them. Unfortunately then they
went to secondargchools in different ways and we havseen him for a long time.

(Daniels mum)

Lydia's mother spoke about the futility of trying to maintain a friendship after it had begun

to break down.

eéshe was an awful ni ce we atshgs knd of weatiawday t h e
in a different circle and'Ve, you have to try and keep contact bstnibt really, its not

really happened (Lydla mum)

Mothers noted the general instability that characterised their<frilehdships with
mainstream scho@eers. For example, Ablsemum saice but she quite |

round and we used to do some st uf f'smuh)hat
And later she says about another school friend:

ébuts iat very, bit of fomawhile they wedrefthick as thigwes aochits h
was a really lovely relationship, | just doknow, | doft get the sense that they are doing
as much {Abbiggenothe)r , é

One mother also noted how the changing friendship patterns afisaibled peersould

have a detrimental impact on the social opportunities experienced by her daughter. Lucy
mum recalled how her daughtefemale samaged peers began to form smaller more
discerning friendship groups in the later years of primary school and shigeckin her
daughter being invited to less social events. While she was quick to add that this was the
case for every child in the class, it was unclear whether her daughter was a part of any

smaller social gatherings.

Once they maybe got up to like Pairp 4/5, you could see a lot of the kids had made like
their wee groups em and then maybe Primary 5, the parties had lessened but then that wa:
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the same with everybody, Lucy included, the whole class parties'tweppening
anymore, it was just like pickfew of your best friends and go to the cinema and that, so it

wastit like suddenly she was not part of a party (Lsicgum)

The themes around childremelationships with nedisabled peers hinted at children in

being generally quite socially isolatedmainstream schools. The protective role that peers
took on towards their children, the gap that grew between them and the instability of these
relationships were expressions of how their ¢hifdendships with nowlisabled peers

were different from th relationships ncedisabled peers had with one another. Furthermore,
the quality of these relationships fell well short of what mothers wanted for their children
and mothers were concerned about this aspect of theitsdifddand what it might mean

for their childs future.

2. Child oblivious of social problems

Mothers expressed many deep concerns about the quality of thes sbiddl life. The
second theme to emerge from motheesratives was their views about their clsild
experiences of fendships with peers. This theme was not straightforward. On the surface
mothers tended to believe that their child was oblivious, untroubled by their lack of real
friendships. However, there was a notable tension whereby some of the haatt@usts

did suggest an uncertainty or worry that, in fact, their child did want to have more of a

social life, just as their mothers wanted that for them.

Disinterest in socialising

Many mothers said that their child had no apparent interest in socialising and were
perfectly content and happy to play alone. However, this was associated with considerable

unease for mothers. For example, Dasiglum said:

€ h e 'daskdos i) h&s happy to be by himself, he likes reading, he likes computing
and TV, even thoughcbntrol it, he cannot just be so, but he feels that happy put his

music and be by himself, so but | dpit's not healthy, so...(Danislmum)

Lydia's mum also repeatedly said that her daughter was untroubled by her lack of friends

and often chosetplay alone, being perfectly happy in her own company, she said:

| donit think she feels it, | think stlsequite happy. Shedo&sn when she says
wandered about myself at pl aydhappe Shsand |
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quitehappy n her own companyé][ a'snmbtuhhappewhichisgib ut
she was sayti ngavieOhany dforni ends t'taeallyivary wi t

her. So | think why'ssnmul d it worry meé |

While Lydids mum took comfort inhe way her daughter was untroubled by her lack of
social interaction, there was a sense that Lyaraum was struggling to understand this
area of her chilg life. Lydids mum described how when other young people were friendly
towards her daughter, shiglahot reciprocate. Therefore, despite being presented with
social opportunities, she apparently was not interested. Her ddsgliderterest in social
interaction appeared to have become a worry in itself.

€ s 0 'ssnbt short of social activities to niegher people butske j ust not i n
remember taking her to the drama and standing in the queue and a wee girl from school

(@]

ame up and spoke to her AOh hi Lydia, hi
Mmmo #fAWhat <c¢cl ass a7ée Llyydi d nt olsdwourdebchesamd
t school ?0 and Lydia told her atpsdenevhre gi
sked her any questions back. 'twanttekaawd 0 Di

er t e ac h #intérestedar itswsnatshat she doesrask questions, cos she does,

> O 9 Q9

she can ask questions, I just remember
waiting and waiting for her to ask some questions and | end up talking to the wee girl and |
spoketobr when we got h'omgoul as &'tgksoWw,Odh y dioad
want to know who her ‘tedeest &m,butssage, wel | ,
sometimes, she just dodsrare, so, thas it, it's not that people dértry or she doesh

hawe the opportunity to be social, she just doesnae care... (Eydiam)

Other mothers also described feeling bewildered by their'slisinterest in socialising
with peers and their seemingly blasé attitude to others, as their behaviour was at odds with
their expectations of young people their age. Such expectations often originated in their

observations of typically developing siblings.

Mary [older sister] s onsadtafiend afseadyisssontelmodyh i |
who vy ou h a vesnobimezestedonrhaving anyibody over, which | do find a bit
weird to be honest, he just do#seem to need to have people come round for him.

(Henrys mum)

e . Em s o't skeen totheeed eople, you know, the way Mary does, to have people
coming ound after school. He doesreally need that, or doe&rseem to need that. | don

know whether thdt change, em, but although he gets along well with everybody in the
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class,buthenever/l | say do you not want ftteeallygetvi t e
it, but, anyway, maybe it will change, $ienore interested in girls right enough, girls

mad, theyl walk past and h¢ | go Sihegt 8 hand al |l ‘st , | a

The above quote suggests that, like Ligdhaum, Henr\s mum was struggling to
understand her standisinterest in social contact. There was a hint as well that she was
uncertain about her own interpretation of hersbehaviour, as she said, "he ddesally

need that, or doe%rseem to need that".

Many mdhers had observed then that their child with Down syndrome was apparently
disinterested in socialising. This was a worry in itself as such social indifference was not
seen as healthy, normal, or ultimately what mothers wanted for their Thid, often
mothers believed that their chidlistance from peers was as much to do with their own

disinterest in socialising as a difference in interests and abilities.

Tension arose when it transpired that it was not as straightforward as an outright disinteres
for many childrenFor example, in the quote below, Lydianum recognises that her

daughter does want social contact. However falé¢hat her daughter had slightly

different expectations of social interactions that were off kilter from those of #ree s

aged peers. The difference between the expectations of their child and their peers seemed
to centre on the degree to which an interaction involveevtayp communication and

mutuality.

She talks a better game about having a friend and doing thingsrignd than she

actually does. Shealways wanting somebody to come over and if somebody comes over
to play, she wants them to sit and watch her dance like we all have to do half the time but
she thinks, she not quite got that you have to kinda camned go and do what other

people want sometimes. Em, just the kinda social side of things, as | say, | feel she

struggles a wee bit. (Lydemum)

A similar idea was expressed by Abbiemum, who suggested that her daughtacial
style was more suite@ the uncomplicateth the momeniand less verbal interactions of
young boys. As when she talked about the gap between her daughter and her peeéss, Abbie

mother appealed to gender differences in social development.

éwhereas the boy 2f lmcaese they ardvnotre@ mueh akout nvards by
and large at that age, they can just get on with it, so, they can do that, they can be more
interested in her for a minute, say shgot something sleinterested in, thd/have a
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wee chat and engage witier about that and then wander off and do their thing, and in a
way Abbiss quite | i ke tshmamt), as well é( Abbi e

The incongruence that Lydsamum saw between the interaction sought by her daughter

and her mainstream school peers was also associdtetdexidaughter seeking to interact

with adults instead of same saimged peers. This may be because the interactions adults
provided her with the interactions she wanted or because she was able to have interactions

with adults, while those with sansgedpeers were trickier. Lydiea mum said:

€ s hdeather go to an older child or an adult for company as to go to her own kind of
peers. Because an older child or adult is more likely to do what she wants them to do and
play along with her whereas other kider age expect more of a kinda interactitthday.
(Lydia's mum)

em shis always keen for the helpers, you know the older girls who help nekehas,
sheés more friendly with them than she is with anyone else in the class, Blifigten to
her sbries or whatever or do whatever she wants them to do, em't lkshomv, thats

something wé try to work on,...(Lydiss mum)

Lydia's mum saw this as something to work on as she wanted her daughter to enjoy
friendships with her same aged peers.

Satisfied with siblings friends

The mothers of daughters who had same a same gender sibling often implied that their
child with Down syndrome saw their siblisdriends as their own. For one mother, this
provided some explanation of her daugkteocial indiffeence with regards her own

school peers.

€ b u t 's quitedappy just sorta kinda mingling with them. | think she sees them as her
friends as well. (SophEmum)

For another mother, this simply provided comfort that her daughter was experiencing

positive ®cial relationships and did not notice that she was lacking her own social circle.

ewith Kate and her f r i en tesuptbhevendoinggheirchairer a |
you know from like say 14 and up, Liscgeen in there with them, doing it all, the raus

oh gosh, she could sing you any song'sha the MTV or the box or something, sdshe

grown up with that having an older sister and her friends over. (Euaym)
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A growing awareness

A contrasting narrative was expressed by one mother whose dauglst 13 years old.

Fiona had attended a mainstream primary school up until primary 6, when her family had
decided that it was the right time for a move to a special school. This decision was based
on her mother noticing her daugh$ancreasing sociasolation and increasing awareness

of it.

Yeah, | think she did, probably up to, | think primary six, she probably noticed, you know
more of a social difference, em, and | think she enjoyed primary 7 in [special school] more
than she enjoyed primary 6 ahpinstream primary] but em, kind of socially, and she
certainly seems a lot happier to go to school now, em, the bus comes for her'and she
delighted to run out to the bus, s®igood...(Fions mum)

In summary, mothers had an acute sense of the watythtir childs relationships and
interactions with peers were different from those amongdsebled children, and were

very concerned about it. When addressing these social difficulties from theis poilalt

of view there was a tension between, lo& dne hand, believing their child was untroubled
and not interested in socialising, and on the other hand, recognising that their child did ask
for and want social contact. Therefore, it would seem that children did desire social
interactions, even thoughey appeared to find them difficult. One strategy children

perhaps used to overcome their difficulties with interaction was to seek out the company of
adults and older individuals, as they were more supportive of their needs. Although not
explicitly said some mothetsarratives implied that their childrerfeelings about their

peer relationships was an area of their ¢hildner world they did not understand.

Therefore, the mothers worried whether they were dealing with this social issue
appropriately Furthermore, for some mothers, there was sense that they feared this was an
issue that was bubbling under the surface. For the moment though, many mothers talked
about the ways they tried to alleviate the problem by managing theils@ulcial world,

and the challenges this entailed.
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3. Mum managing the social gap
Providing social opportunities

Mothers were driven to provide for their chddocial life and fill the gap that was missing
in their childs life. Two motherdalked about how #y felt they had to push for social

contact for their child.

€ they are not those that offer, can Dani
ask us, they never phone, | phone, | phonegbing to take Daniel to the cinema, can |

take Lisa, or is happened that eh when | phone, ah they are going to the cinema today,
Daniel can come, but | feelstmore one direction than two, it do&#dmappen as much as |

wished it would. (Dani& mum)

The responsibility felt by one mother to act in place ofdmd for his best interest is

illustrated by the quote below where Dalsi@hother says she has to "be his voice".

é | s a'tyoiad wheatsha wants like the other childréh play, can | do that part, he
doestt, so | need to be his voice anddedl to, but you know, | haveseen much happen
there anyway, so,'& always, you know, becausesheot the one, he doéswuoice much
what he want and things. Sdsihot always naturally that people accept him, so em...

(Daniels mum)

Pushing for sdal opportunities was something that mothers often did not feel comfortable

doing, but they did so because they believed it was in the best interests of their child.

Cos sometimes, | think | have to kinda do what | think is best for her, n& liken

phoning up people and saying, does your wee one want to come over or whatear, em |
done it a coupl e 'tdike dding ited the tiena lult, | kindl bfud it for d o |
her but as | say maybe tHeykind of holding back a wee bit, but nothiog bad ...

(Lydia's mum)

One mother also spoke about the effort she put in to provide a rich social life from family
and her own friends as a substitute for her daughters own friends. However, she later said
that this was becoming more difficult as heuglater became older and was just beginning

to think about how she could create more social opportunities for her.

| think because therg people roundabout Lucy all the time, like, with my friends and like

kinda their kids and the family, | think for thaason, sh's never really questioned, why
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dorit I have millions of friends, why carh go out to play on my ownyge always made
sure during the holidays and everything, there were friends over or we were out or we
were at friends or | would take haténds swimming,'ve always, Is hard work as well
sometimes, because yaualways have to do, but/é always kinda tried to do that, so that
shedidit f eelsén@inhucy

€ | | ueeedtd I hddm circle of friends and there was young childnen a
everything, em, now, | kind of question, as Laiggtting older, what is out there and |
have been Googling a lot lately because | feel she needs maybe sagettieg older now,
more kinda friends, sorta groups sort of things, you know. (&unym)

When family and close friends were a greater distance away this was keenly felt, as it was
more difficult to provide an opportunity for children to feel part of this extended social

network.

...because of that'# kind of quite hard to generate the sakimal of opportunities to, for

her to spend time with people, you know, so ideally, you know, our friends kids would also
be my friends kids, my kids friends, ...and'thahe of the things | really miss, | thinklit

be much easier | had that, becauamily friends are the easiest ones, theyhe oldest

ones and the most relaxed ones, | find managing her play dates can be quite
trying...(Abbiés mum)

In summary, mothers were very conscious of the difficulties their child had with social
relationshipsand were pained by their chBdack of friendships with nedisabled peers.
Mothers did make efforts to provide for their child in this respect, even though they

experienced challenges in doing so.

Mothers views of their chilés social relationships pvaled a backdrop for their beliefs
regarding their child awareness of Down syndrome and sense of difference from non
disabled peers. Mothérsarratives in relation to their chigdawareness of Down syndrome
were complex and fraught with tensions. Theysvthat families approached the issue of
telling their offspring about Down syndrome were far from straightforward. Similarly,
mothersviews about their child awareness of Down syndrome were often contradictory.
What was clear, however, was that themees found it difficult to deal with the stigma
associated with their chikldisability, and with their struggle came the wish to protect

their child as much as possible.
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6.3.2..Section 2: Families' Disclosure of Down syndrome and
Child's Understanding

The first part of this section will begin by presenting the results from two mothers who had
told their daughtes about Down syndrome. Then, the results relating to the remaining
mothers who had not directly broached the issue will be presentedsedied part of the

section.

6.3.2.1 Part 1: Results from two mothers who had told their child about

Down syndrome.

Table35 shows the themes that emerged from the narratives of two mothers who had told

their child about Down syndrome.

Table 35: Themes from two mothers who had told their child about Down syndrome

1. Family telling 2. Childs understanding 3. Anxieties about the
future
Getting in there first Awareness of Down Noticing st

syndrome an empty label

Downplaying Down syndrome Noticing facial similarities

A normal difference

Not central to chilts identity

Using social opportunities

1. Family telling
Getting in there first

Both Lydids and Lucis mother explained that they had decidetetl their daughters

about Down syndrome because they were worried that they would hear it from someone
outside the family home and be upset or confused. Rather than risk that happening, these
mothers preferred to take control getting in there first
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For example, Lydia mum said:

I think I first introduced the word maybe about 2 or 3 years ago, she was about 7... | just
brought the word, because I dith want her t o heatldortt and b
knowo so | i nt r od dhereadveetbit raorek.i(Lpdssraumyvor d and

Similarly, Lucys mum said:

€ | only ment i o'sSyddromdadewweans bask tolocwand the only
reason | done it then was because | was frightened she heard it from someone else and
didn't understand itso | sat her down and | went, | just told her when she was a little baby

she was born with this em thing and it was called Ds\@yndrome, ... (Lusymum)

Downplaying the implications of Down syndrome

For both these mothers, the information they phsse¢heir child about Down syndrome
stayed within tight limits. Both mothers introduced the wdbdsvn syndromeand

identified it with learning difficulty, but it was clear this was as far as they wanted to go in
their explanation. Further, these motherere keen to downplay the importance of Down
syndrome. For example, Lusymother said how she went on to qualify her disclosure of

Down syndrome to her daughter:

...but, it wash very important, she didnneed to know much, it just meant it was a hiee
harder for her tsomumhearn thingsé (Lucy

Similarly, Lydids mum was keen to emphasise to her daughter that she would find it more
difficult to learn things, but there was no boundary to her abilities. Like most parents,
Lydia's mum was keen not face limits on what her child was capable of. For example,

she said:

...you might need help andlitake you a wee bit longer to maybe get a thing but there
reason why you wadnbe able to do it, ydlljust need to practice a little bit harder dn
concentrate, and what was it she said the other d#lyjudt need to focus, | ddrknow
where that came'lflr gm,stb unte esdh & os aiodch cfsint r a
right dsmuh)ydi a
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A normal difference

Lydia's mother explained moshe chose to tell her daughter about Down syndrome. Her
strategy was to couch Down syndrome in terms of other individual differences that exist

among people.

...but | explained to her, as | said, my nephew has asttweagdt diabetes, so we just said
youve got something a wee bit different, it makes things a wee bit trickier for you,
...(Lydids mum)

Lydia's mothe's strategy to explain Down syndrome to her daughter suggested that she
distinguished between Down syndrome, a stigmatised social idemtdyearning

difficulty. For Lydias mother, learning difficulty did not appear to engender the threat to
her daughtes selfesteem that disclosure of the social significance of Down syndrome did.
By couching her daughtsrdifference in terms of more@ally benign individual

differences, Lydis mum appeared to have sidestepped disclosing the social meaning that
Down syndrome holds. While Lydsamother was painfully aware of this reality, she did

not want her daughter to feel different. Lydiemum irdicated that she had told her

daughter as much as she wanted her to know, in the kindest way. There was however a
sense that she was anxious about how the family would deal with the issue in the future.

...I think wéve always treated her as much as plolysnormal as possible so that she
doestt feel different, but the reality is she is, so,wedold her that in the best way we can
that everybodg, not everybody the same anyway, so, and just tried to explain it...and
probably as she gets a bit oldee will go a bit more depth with it butlisay thas kinda
how wéve coped with it (Lydia mum)

Not central to child's identity

Both mothers were also keen to make it clear that Down syndrome was not considered an

important issue in the family homeydia's mum said the following:

I mean, we doty I'm sounding here as if we talk about it all the time but wé& dbs,
Lydia is just Lydia and th&t really always just howMe kinda, 've never kinda ventured

down...(Lydigs mum)

Lucy's mum emphasisethat Down syndrome was only an incidental element of her

daughtes identity within the family. She felt particularly strongly that she did not want
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Down syndrome to be a dominant or defining feature of her daughter. This appeared to be
linked to feeling of resentment that stemmed from painful past experiences of how such a

social identity had been ascribed to her daughter.

But other than that, that the only time 6 been mentioned. But | dgri've never focused

on it, I've never made it a big dedlve never wanted it to be who Lucy was. She always
has been and always will be Lucy, she just happens to have D8ymdrome [and

later] ...when you have a child you dbget to look in a crystal ball and see what they
going to look or be like but you have a child with Dovis Syndrome, people assume
theyre all going to be kinda be the same and look the same because that is what society
kinda does think. You démeed to see that when yeeigot your wee person, you tton

need to see that, ygust learn that as they grow up because you find out very quickly that
they doft grow up to be that person with Do\srSyndrome, | look at Lorna [older sister]
and Lucy and without a word of a lie, hand on heart, | see my two girls as the absolute

same..(Lucys mum)

2. Child's understanding

For both Lydia and Lucyg mothers, their beliefs about their childnderstanding mirrored

what they had told them and wished them to know.

Knows terms, but just empty labels

Lydia's mother described that heaugjhter knew the term Down syndrome and that having
Down syndrome made it more difficult for her to learn things.

...now shdl say, she knows herself, 4hd s ay A Oh mat hs today bl
syndrome, i t r i c k'yndum)Slielknowiss there and as | say shexplain
sometimes,sHel s ay AOh t hey 'tdeinmum,lyoukraw Howe gotl c o
the Dowrs syndrome,oh'd#  har dédmym) y di a

However, she believed Lydia was oblivious to any differences between her grekteer

She described an incident in which her daughter struggled in a sports day event. While this
was painful for her to watch, she believed that her daughter was unaware of how her
performance differed from her peers. Lydimum went on to describe hpiw the same

event the following year, Lydia had come up with a handy solution to the problem. In this
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example, Lydis mum suggested that Lydia was blissfully unaware of the social

embarrassment that many would feel in such circumstance.

...but och at gorts day it was a surprise, she ended up winning this year because they did
the sack race so Lydia just carried the sack and ran and she won so that was great! But the
year before it was the three legged race and it just about broke your heais.g8he

enough coordination just to get herself going never mind coordinating with somebody else!
But she doest like she washembarrassed that she was running herself holding the sack
and everyone else was init,shedidn t hi n Ks fAnCoht trheagdt 61 Stwe n &
sai d AAye r i'sghe firsttyme shie donedahything like that. So | doknow

that...it doesh bother her. (Lydis mum)

Lydia's mum described how her daughter knew about Down syndrome but did not feel
different from hemainstream school peers as a result. She believed that this was because
of the way it had been explained to her and the way the family had been careful not to
make her different. Therefore, it appeared that Lydraum believed her daughter
understandig was a reflection of how the family had handled the information.

...but she knows to a certain extent but, andv@veever made her different, so, she, I'dlon
think she does, | darknow, | doft think she does. She knows there but | explained it
that everybodg got a wee something different and tfeher kids get out the class, with
no particular problems, but have to get taken out for extra support so... ert kdow

that she sees that, to be honest. (Lydmum)

Lucy's mum was resolute her belief that her daughter did not feel different and stressed

that she did not want her to.

...Sshe doeshsee herself as any different whatsoever. She d@esnherself different from
me, different from Kate, no, she doesm all, but | wouldft want her to, | dowm know. Il

ask you a question, do people with D&avByndrome see themselves as different? Do you
know that? Maybe some woulgrsome would, right. Lucy at this point, no absolutely
doesrt see herself as any different... (Lisaypum)

Just as Lucg mum did not wish to view Down syndrome as a significant part of her
daughte’s identity, she believed her daughter did not view Down syndrome as important

either.

No, she just sai d 'figahtohereaehy nhowmamdmsa iernv eff Do ayna
remember the word that Mum told you when
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shel | go nYlelahgpo,andWHat '$ sSyn®momé&dm., . .Doavmd
something on TV now and thexsomething with Dov& Syndrome,ll go look, Lucy look,
ASee that girl'st&emeér chileld hsaasyd D@ mea h & Oh
does s he!'tgivesahmenkdy eheasall. (Lucyg mum)

Noticing facial similarities

However, while these mothers did not think their child has angesof being different
from nondisabled peers, they did describe incidences where their daughters had identified

themselves as similar to others with Down syndrome. For example,'d yalian said:

what | have noticed, em...a few years ago when we wereloiay, and there was another
wee gir |l and we were in a holiday camp al
girl's the same as meo. .. Ay e 'sadanéitwith, awese whglen t h
ago, there was a DVD on the telly and there w&swris child on it and she homed in, so

that was quite interesting'mh s ayi ng AStop pointingo but
same as 'mevayindg [AiWell stop pointingo and
look! But | was quite chuffed thaheéd, quite impressive that she noticed that! So she can

see it | would say because shdone that a couple of times. (Lydianum)
Lucy's mother told a similar story:

What she did do but, we were out at [local shopping centre] and there is a younglgirl
Downs Syndrome works in Primark and we were walking through [local shopping centre]
and thisgirls wal ki ng towards us and Lucy al mos
Mum! She | ooks | i ke me, she | oo'kgotDbwnk e m¢
Syndrome as well, [whispers] butyore pr et ti er o Just 'mher add
mum. And then she went fAOho and then two
and that was her, she wasmterested. But | think she, recognisedtttias person, kind of,
she recognised herself in thsmumperson, b

3. Anxieties about the future
Noticing stigmaeée?

Theseparation of Down syndrome framlated social stereotypeame under thredbr
Lucy's mumby experiences of stigma. Her daughteasfrequently stagd atandshewas

acutely aware of it. The staring tfemily experienced brought tbefore a tension
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between the sociagality of difference and uncertainty over how sieuld cope witht in
the fuure. Further, that her daughter wagarded by others adifferent seemed to
present personal conflictor her.

Well it can be because how you look is how people look at you:rd'lemking at how

you look and as | said, Lucy is very aware,'sheking me why are people looking at her.
Whenshe ol der, maybe | should be saying to
looking at you because you have D&sv@yndrome, because then | would need to say that
people with Dowis Syndrome, and | ddrwant Lucy to think that she does look different
from people. Wee all different, Im different from you, i different from my neighbour, |
mean wee all different, therts no two of us the same. Maybe wherssblder, obviously

| would say to her butsashe gets older the staring is going to get much more annoying to

her. Sometimes she dogrotice it, its just when it in her face. (Lucg mum)

To summarise, Lydia and Lucis mothers described how they had told their daughters
about Down syndrom However, they had given the bare minimum of information, in
order to protect their daughtéfselings. When asked about their ctildnderstanding,

they reported that it mirrored information they had provided.

6.3.2.2 Part 2: Results from mothers who had not directly broached the
issue of telling about Down syndrome

The remaining mothers described how they were open about Down syndrome around the
home, but had not addressed the issue directly with their child. The narratives of this group
of mothes were particularly complex and contained many tensions and contradictions.
Table & shows the three themes that emerged from their narratives and the structure that
will be used to describe them.
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Table 36: Themes from motheis who had not directly broached the topic of Down syndrome

1. Family telling 2. Childs understanding 3. Uncertainties

Dont hide it, waiting on Don't engage with Down Some signs of

questions syndrome awareness

Using natural opportunities No sense oflifference Asking questions

Not making a big deal Never treated as different Anxiety about future
Never asks

Unrealistic ambitions

1. Family telling
Don't hide it, but waiting on questions

These mothers described how they did not hidensyndrome from their child and
mentioned the words around the home, but had not committed themselves by sitting down
and talking about Down syndrome with their child directly. There was a general feeling
that mothers did not want to impose talk about B@yndrome on to their child, and they
described how they preferred to wait and let their thdgvareness grow naturally,

according to their child own developmental trajectory. Helsrynum and Hartg mum

describe their thoughts on the subject:

€ n o dari really hide anything from him, we tell him, you know'vegot Down
syndrome? But he doégnt's as if, he doedrknow what that is and the only other thing

I'll say to him is, thas why sometimes you find your homework quite hard.'t ddratto
push it towards him. (Heniy mum)So, yeah, | mean | always talk about, | mean't don
hide, you know, | ddnsort of eh hide the fact that he has Down syndrome or sort of talk
quietly about it or anything, | always mention the words dswyndromea him and yeah,

| mean think his starting to eh, He not got to the point of asking questions about it yet, ...
(Harry's mum)Em, no | think we just sort of try and keep it as open as possible, any
opportunity that | do have to talk about it | will, enutlyeah, ‘e not really sat him down

and | haveh sat him down for a big talk or anything yet, just kind of trying to try and do it
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naturally as we go along sorta thing, but as | sa\s pest not got to the stage of asking

guestions yet about that,.. &kHy's mum)

The preference to wait for their child take the lead was strong. Mothers frequently
described waiting on their child to ask questions. Below Hemnnym described her

family's position:

...but you know we do have conversations about, shousit Wwen down and say this to
him and we just keep waiting for situations to come up, for him to ask the questions and

then we can answer them. (HEsrynum)

The wish to wait on their child to ask questions perhaps stemmed from not knowing how to
go aboutelling them about Down syndrome. However, motheaisratives also suggested

that for mothers telling their child about Down syndrome amountéxmte¢aking bad news

and ultimately, part of them just did not want to do it. Mothers keenly felt the htthéha
believed such news would bring their child. Hésimum went on to describe her struggle

in dealing with the social difference that has been imposed on Helidemtity. She

appeared to believe that her son was blissfully unaware and prefeirad teanain so, as

she would really rather not disclose this part of her ghddcial identity to him, and would

only do so if she really had to.

...why should it be, but tHatthe difficulty, what do you say to your son, well you need to
know that yolre really different from other people, and other people think you owe it to
him...why am | going to say that to him? Why would I, why would I,'t oeow, it would

just hurt his feelings, | ddinsee the point in that. If | thought | should do then uldpbut

| don't really think | should. But | will be honest with him, if he asks a question, then | will
answer him. But, | just d&rwant to impose what | think on him, you know... (Haenry

mum)

Similarly, Sophiés mum equated telling about Down syndeowith causing hurt. Since
she believed that her daughter was blissfully unaware of it, she perceived telling her
daughter about Down syndrome as causing hurt unnecessarily.

It's like an acceptance, em, but'sheever ever asked andd never actuallya down
with her and 'rseaydsi fifSorpehnited ,y cbuecause it do

dorit see why | should make her all confused or get her upset or you know...(Sophe
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Using natural opportunities

However, many mothers described lgemore inclined to use natural opportunities to
introduce Down syndrome to their child, by pointing out others with Down syndrome on

the television or in the local community. This seemed to be seen as a gentle and subtle wa
to introduce Down syndrome tbdir child. In some cases they also seemed to use this as a

means of gauging their chitddresponsiveness to it.

But we do, see if there is'sifike that, its where Henrg saw somebody and said you know,
he looks funny, Chris quite honest and will sagll actually he looks a bit like you Henry,
and [l do that as well, if that situation arose. You know there are some things about that,

well you look a wee bit like that tood Isay that. (Henrg mum)

Not making a big deal

Mothers were also cledndt, as a family, Down syndrome was not a big issue and they did
not wish to make a big deal about it. PEgggum was keen to emphasise she treated her

daughter with Down syndrome the same as herdisaibled sibling.

Not really, | try to treat her jushie same as Peggy, which | daeally know if thas the
right thing to do or not, but em, so we &aeally make a big deal about it. (Peggynum)

2. Child's lack of awareness of difference

In the main, this group of mothers believed that theidohes not aware of Down
syndrome. However, as the interviews developed, more and more elements of uncertainty

and conflicting evidence crept in.

Doesn't engage with the words 'Down syndrome'

Both Peggls and Henrs mum described how their child did rstgage with the terms

Down syndrome. For Hensymum this seemed to present a bit of a puzzle.

| don't really think its an issue for her just now, em, | ¢dmow if shis aware that she

different. We have spoken about it but I'td&now if sh&s piked up on it (Peggy mum)

And again, as'Ve said before, vixe said before, Henry do you know yaugot Down

syndrome? And he just kind of looks at you, you know, told you what that meassyhlgat

208



Chapter 6: Qualitative Study Deakin, K. A. (2014)

it's a bit hard for you to do maths and stuff, hestideeally take it on at all. Nope. | ddn
know whyédmymienry

Sophiées mum also described how the words Down syndrome held no importance or

meaning for her daughter.

Nope, never, nup. Eh Wwe mentioned Dows syndrome an shie shéll just look & you

and go'what?! (Sophiés mum)

No sense of difference

Just as these mothers described how their child was not responsive to the words Down
syndrome, they did not believe their child had any sense that they were different from

others.

...Shés neve ever says to me or Tania or LukenIdifferent. You know &, she just sees

herself as herself to be quite honest. (Sdphraim)

However, at times there were question marks hanging over their statements and anxiety
relating to an expectation that tlweuld changeFor examplealthoughAbbie's mumdid

not believe her daughter held any sense of difference, she was aware that her husband hac
reached a different conclusioAbbiés mum believed that both she and her husband

thought that aincrease irhe daughtes awareness waaevitable, the idea of which

provoked considerable anxiety.

Derek (childs father) thinks that she is slightly aware, he thinks she has some sense that
sheés different, that she gets frustrated because sh'¢ danhings othepeople can do, |
dorit know that, | dot think | have seen that, but, | think, you know...l supposes we

waiting on for her to recognise it (Ablsemum)

Never treated as different

Mothers emphasised that they did not see their child with Down syedxsrany different
within the family context and that they did not wish to see them in terms of Down
syndrome. They also believed that their ckildck of awareness of their difference was in
keeping with their desired world view. Mothers often explaitied children did not see

themselves as different because they had never been treated as different.
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| don't know if thats because Sophsenever been treated different, you kndwe hever

made any exceptions eh although it was a struggle for herliq taék and bla bla, it was,
she was treated the exact same as the other two... [and later] ...but sepestez ever

been treated different either, she been brought up just, eh like a normal child,... Sophie

mum)

Never asks

However, mothers did cegnise that there were ways in which their child was treated
differently. For example, many children attended a different school to thentisabled

siblings or were given different school work in their mainstream classroom. Many mothers
described howhteir child had never asked any questions that would indicate they had
noticed or were bothered by this. In some cases this was associated with slight
bewilderment, as mothéseemed to have expected their child to question these
differences at some stage.

Abbiés doing different work at school, and | datalk to her about that, why skedoing
different work and, but she never ever comments on it, so she never volunteers any
information, anything that suggests that she recognises the difference.'¢Abbeg¢m

but shés never ever been treated any different, you know, although she went to a different
school fae Tania and Luke, shaever even asked why &drgo to their school. (Sophge

mum)

Many mothers had concluded that their child simply aezkfite way things were and

were therefore not driven to question it.

Sheés just so accepting, eh, or if you dyed your hair,gsbaly, but the thing is wi Sophie,
shes never actually asked, 0 whustactepted.#go t o
like a trust, | trust ma mum, whateiger.its just, it is, just a total acceptance...(Sofsie

mum)

Unrealistic ambition

Mothers believed that their child had no idea of the implications that disability had for their
future. For example, both Hatsyand Fion& mum spoke with some concern about the
unrealistically high career aspirations that their child had. This was also often taken as

evidence of their child lack of awareness of Down syndrome in general.
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...no | think he doed&n | think hes, he worries me slightly that, well maybs ih good

thing, that he doesr but it worries me that he got such ambition for what 'segoing to

be able to do when lseolder. Which maybe thata good thing and maybe he will be able

to do it at some leveho, | think he sees himself very much as part of the crowd and part of
everyone else, you know. (Hdeynum)So, em, cos &h&alking about the future and she
never said, oh | couldindo x, y or z because em, | know that the school are maybe quite
keen to sort of discuss em realistic things to do after school, she still wants to be a fashion
designer, something in fashion might be, but | mean | think she'tieesgly know that

therés any sort of boundaries to what she could do... (Feomam)

3. Uncertainties
Some indication of awareness...?

There was considerable tension in mothearratives regarding their cHgcawareness of
difference. While on the one hand, as the quotes above have suggested, they believed the
child was oblivious tohteir disability and did not engage with the wotdewn syndromég

on the other hand, they described incidences or behaviours that indicated their child might
be aware of something. Even so, there was a strong wish to keep waiting for their children
to askquestions and more concrete evidence. Perhaps this reflected a strong desire to
believe it was not an issue, because it was simply too painful for them to confront and
present to their child. This seemed to be particularly the case for Sapbider. Fo

example, Sophle mum talked about how her daughter hides her face when passing young
people on the street.

...because | really ddnknow if Sophie knows thésesomething different em and then
therés other times when you can be walking with herthie, if it's like a group of

teenagers and she sorta kinda shuns, you know you think, has it been name calling or, |
honestly doti know, but id be interesting, | mean | would love Sophie to be able to say to
me, well | look different but...but see 'sheever ever been treated different either, she
been brought up just, eh like a normal child... (Soghiaum)

The staring that Sophie and her family endured in the local community was a source of
significant stress. Staring impacted profoundly on the @/farhily. Sophis mother had

to deal with the distress it caused her and S&phiklings, and the anger it understandably
caused her to feel. It was also very painful for her to think about Soplareness of it.
When asked if staring was an issuetier daughter, she said:
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Em, if she really, if someone is staring at her and she starts to feel uncomfortable, say
weére in Mc Donalds or a restaurant or whatever;stjust shdl start that, you know the
rocking, thats her getting agitated and yer dilsorta kinda looking round, right wisobeen
annoying her, you know, and it could be someone in that corner and Sagahight their

eye but theye not took their eye offae her. And therilspusst start acting up and's a

case uh we go. So, it deplsrhow obvious the person makes it, but oh she gets stared at all
the time, and'in not sure if sHe aware of it, she is aware ay it sometimes, butewaore

aware of it...(Sophle mum)

Sophies mum recognised that there may be an element of awarartessdaughtés

behaviour. However this appeared to be too painful to think about, as she quickly
downplayed her daughterawareness by saying it impacted more on the rest of the family.
Similarly, later in the interview, Sophsemum again expressed @@nflict within herself

about her daughterawareness. As soon as she reported that there might be an element of
insight in her daught&r behaviour, she quickly reverted to the less painful conclusion that

she is in fact oblivious.

eh, | think shis awae that therés something, but stsenever ever asked andd never

ever said because until she says to me, then | can sorta kinda you know, go on, but em |
think shés actually oblivious to be quite honest. (Sojghieum)But if it doesny interest
Sophieshe just cuts off and does whatever, but no, it has been mentioned. 'Betsay$,
whether its right or whether Is wrong, lve no says to Sophie that shdifferent, because

it's no bothering her just now, if she starts getting distressed or satinam | different,
thats different then, but | darsee to open, you know, but ‘'sheertainly never em felt

herself, or shs never mentioned that different or nothing...(Sophreum)

Abbie's mother described the frustration felt by her daughtezlation to communication
difficulties and suggested that this may have triggered some awareness of difference,

especially in comparison to mainstream peers.

| think she gets frustrated cos she 'tao things but she hasndentified, well thas what

| think it is, shés frustrated by, she knows that she'tdo things that other kids her age
can do, um, and she gets frustrated when shi darit, like speech, if she canemember
something, shi be telling you something and shéorget the wordor it, ... if shés telling
you something she really wants you to know about, and she@aember it, then she
gets very frustrated, and then, you know, tlseaebig explosive reaction, and | think tisat

part of the, | think thers an element of ithere, | cart do this, why canl do this and
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everybody, because she sees everyone around her...I nedaftitl forget that, then | see,

I hear all the kids in her class talking to their parents and | realise how wide the divide is,
because | do kiohof forget that Abbie istithe norm, em, and so, her daily experience must
be one of, where she thinks, there must be so mucs iagipening that she recognises

she caft do...(Abbiés mum)

Asking questions

Later further tension arose as Sofhiaumbegan to question the logic of expecting her

daughter to ask questions about Down syndrome.

Nup, just in her behaviour but | doknow if Sophie can actually turn round and say, say
to me, eh, mum am | different? Eh, | dahink logically, it wouldnycome like that, it

would be more like, | know it annoys her when she starts the shaking or'srusfiag

her head or sometime'vé even seen her just lying in the street andlgast no get up,

end of. But | domknow logically if she can turn rowl and say that, but | know by her
actions that somethirgihappened tha triggered this response, and this is her basically
her | et t i ringno ooenforkabley but | ddikhow how to tell you thatrh no
comfortabl eo and joutsthe enwroniments Bucshel dong that fark e

years, ...So, verbally, she wouldny say anything but by her actions, yep, yep, definitely by

her actions. (Sophig mum)

[and later] ...l had tae get a bigger pram for Sophie, cos, like that, if we were &mngal
down the road em a comment or somebody stared and at the time, stupid me, | didny
realise, | just thought she was acting up and acting the goat and all the rest a it, it wasn

until a couple of weeks sorta kinda passed eh actually | had to buydhistp take Sophie

the shop, cos she would just, lie on the street wouldny go, start picking and all the rest a it,

so Id say it was six that she started being aware of folk em staring, arslhien she
was sorta kinda putting her hand over her faag, $he done that for years, arid kay its
only since about last year that shactually stopped it....So although 'shé's no till
youve says that to me that thajust niggled in there, em, so it issibeen notverbal
communication wi Sophiend it's took me for as long to understand, 'yeuno saying to

me verbally, but nowerbally wi your actions,'d say since about six. (Sopsienum)

While Abbiés mother for most of the interview seemed to believe that her daughter was

not aware of Downydrome, a tension similarly arose as she questioned whether Abbie
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would be able to identify Down syndrome to an extent that would enable her to ask about
it.

But as wave never talked about it, not that we, well we do talk about it in that, | mention,
but never talked about it in the sense that you have Down syndrésngolire asking her,
you know, she woultirbe able, to, | mean | ddrknow, | do think, it easier to, once
something has a namesikeasier to identify it, | think, sdstpossibé that if we had named
this, diff, if we had pointed out the existence of a difference, teajuite possible she

would have recognised it (Abtsemum)

Therefore, while at times during the interviews mothers were quite certain that their child
was unawre of Down syndrome, they also expressed some doubts. For many mothers,
their childs inner life was a mystery and they longed for some guidance on the issue. For

example, Sophle mum said:

...but em, wi Sophie she doesny really say a lot, ant that sometimesd love to get
intae her brain, ... [and later at the end of the interview] Actualliye interesting to find,
you know if theyye, do they see a difference, cos, it would be great as a parent, em, to
know because if they did find a di#ece, then you could gradually introduce it you know

like into their life, ...(Sophie mum)

For Abbiés mother, uncertainty brought with it an anxiety that the family should have

broached the issue by now and a sense of urgency. For examplés Alditiee said:

I mean we havéntalked about Down syndrome to her, and I'td&now, | think | sort of

think, oh my gosh, we should have done, we should have mentioned it by now,...Wwe haven
actually, and | suppose whatr thinking is, em, | suppose, now inthwe should, now, |

think probably now is, we shoulditeave it very much later... (Abbsenum)

6.4 Discussion

Families decisions regarding telling their child about Down syndrome were far from
straightforward. Mothers were acutely aware of thenstigittached to their chigl

disability and, as a result, they were sensitive to the negative impact such knowledge may
have had on their chilllsense of self. Mothers described how they struggled between
wanting to tell their child what they needed t@knbut remained fearful of saying too

much and causing unnecessary hurt. Two mothers had told their daughters that they had
Down syndrome. However, the explanations were limited to general accounts about

learning disability and neither appeared to wardrtach the social implications of Down
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syndrome in terms ddlifferencé. Instead, the significance of Down syndrome was
downplayed or it was explained in terms of other socially benign differences that exist
between individuals. The remaining mothers s$hey did not directly address the issue
with their children but would mention terms associated with Down syndrome openly at
home. They described waiting for prompts from their child, usually in the form of
questions, and a strategy of disclosing infororatin dready to knowbasis. Again, it
appeared to be the stigma attached to Down syndrome and thes phaiickived

difference that was at the crux of motharsxiety. Ultimately, all mothers were at pains
not to disclose to their child that othergghit think of them a&lifferent.

This finding is similar to that of Todd and Shearn (@9 that the parents did not openly
discuss their offspririg social identities in relation to disability. Todd and Shearn (1997)
reported that diagnostic labelssociated with learning disability and the social

significance of them were hidden from their offspring, while in the present study mothers
appeared to have separated the two aspects, feeling more able to discuss the former with
their offspring. Thétoxicity' of a disabled identity described by Todd and Shearn (1997)
seemed to be diffused by mothers in the present study by limiting their disclosure strictly
to having a learning disability and downplaying the social significance of this. It was
unclear wiether mothers in the present study would ever have felt it was acceptable or
appropriate to discuss the social implications of having Down syndrome and othetspeople

prejudiced or stigmatised views.

The participants in Todd and Shear(1997) study werthe parents of adults with

intellectual disability. Perhaps as a result of their offsggiage, the parents described the
social implications of their child disabled identity in relation to the limitations it placed

on their lives, in terms of employant, marriage and having children. Therefore, the

parents in Todd and Shearstudy were concerned that undermining their offsfsing

belief that they could achieve these life goals would have a negative impact on their sense
of self. Anxieties about theismatch between their chisddfuture employment aspirations

and what the mothers felt they could do were mentioned by a couple of mothers in the
present study. However, the main concern of the mothers of the children in the present
study was with the gmwing distance from their nedisabled peers and attempting to

manage their childremfeelings of difference from these peers.
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The remaining mothers described how they operatéojpam houseand were waiting on
questions and guidance from their childh¥ they expected the issue to arise they
believed their child had not reached a level of sufficient social awareness yet. Thus, for
these mothers their lack of disclosure was because their child was not ready for such
information. None of the mothers deibed avoiding the issue altogether or hiding Down
syndrome from their child. This finding stands in contrast to that of Todd and Shearn
(1997), who found that parents felt either their chittisability precluded any awareness
of disability or that theichild's lack of awareness was due to the fact they had chosen to

hide it from them.

Cunningham et al. (2000) also reported that parents made a conscious decision about the
extent to which they should discuss the issue of Down syndrome with theio#sipiting.

Their findings indicated that parents were sensitive to the cognitive ability (as indexed by a
measure of expressive verbal ability) of their offspring and provided explanations of Down
syndrome accordingly. To an extent, this finding fits wité narratives of the mothers in

the present study, who all described being responsive to theisalelelds. Similar to

mothers in the present study, Cunningham et al. also reported that 'paxplatsations

centred on impairment; the social barriemitttthild may face were rarely mentioned and

the stigma associated with Down syndrome did not feature in paseplkznations.

However, it is unclear if parents were attempting to hide negative social attitudes towards
Down syndrome for their offspring dfrit was simply a too difficult or painful topic to
address. The pain caused to the parents in the present study by the growing distance of
their children with Down syndrome from their ndisabled peers suggests that the latter

may be a reasonable expédion.

Cunningham at el. (2000) also reported that young people with Down syndrome in their
study elicited parental explanations by asking questions. This resonates with the way that
mothers in the present study reported waiting on questions from teeahio prompt

them in providing information about Down syndrome. However, Cunningham et al.
thought that thereould have been individuals who had an awareness of their Down
syndrome and wanted to find out more but lacked the verbal ability to askiédstiogs

they wanted answered. Mothers alluded to the same point in the present study, with a
number unsure of the ability of their child to ask questions about their disability. Therefore,
while mothers feared disclosing too much too soon, they alsoadahout not disclosing

enoughto their child.
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Consistent with the participants in Cunningham &t €2000) study, many of the mothers

in the present study also recounted occasions when their child had recognised that their
facial features were similao others with Down syndrome. The facial characteristics
common to people with Down syndrome appeared to function as an important reference
point for selfawareness of Down syndrome, for some individuals. Thus, in contrast to
seeing ons difference from an-disabled peers, these individuals perceived their

similarity to others with Down syndrome. Young people were generally reported to

respond with excitement, perhaps because it was reassuring to see someone similar to the
so rarely seen in the commundy represented in the media. Equally though, it may be a

bit of a surprise to find a stranger thes your facesince we all think of ourselves as

individuals and only tend to resemble family members.

Many of the mothers in the present study memtibtimes where their child was stared at.
For two mothers, the staring they experienced was particularly blatant, and upsetting for
the whole family. Staring was a form of stigmatisation that appeared to threaten the
distance mothers had placed betweeir tteld and the prejudicassociated with Down
syndromeWhen their child noticed they were being stared at, mothers found it
increasingly difficult to createoverup storie§ since they could not reveal the real reason
for the staring without also telg their child that others thought they were distinctive and

their disability was associated with social stigma.

The mothers in the present study also talked at length about theis sbibihl

relationships with nowlisabled peers at mainstream schdble degree to which their

child's social relationships were a concern for mothers was not altogether anticipated by
the researchers. Mothers were deeply concerned about the®s sbitchl isolation. This
finding underscores that the difficulties chédrwith intellectual disabilities experience
socialising may contribute significantly to feelings of difference. Further research would
do well to focus on this aspect of childierarly social lives, and explore how their
awareness of how their commurtica and social abilities differ from their mainstream

peers, as this may be critical to their developing sense of self.

In addition, mothers concerns about their chilrealationships with their peers
highlights that the social challenges experiermgedhildren with intellectual disabilities
changes as the developmental trajectories of themselves and their peers diverge. Children

with an intellectual disability will develop socially and cognitively at a different rate from
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many of their nordisabledpeers and this is unavoidable. However, this should not be the
end of the story; there are ways to help disabled andlisabled children form authentic
relationships with one another. Unfortunately, the mothers in the present study appeared ta
feel verymuch alone in their attempts to remedy their ¢hilack of social relationships,

despite the fact that schools are waticed to help to foster social inclusion, and could

work in cooperation with parents to improve this aspect of childrives.

The findings from the interviews also suggested that while, on the whole, mothers believed
they were being responsive to their clsildeeds for information about Down syndrome,

they were not entirely certain and doubts emerged. These doubts seemedotecarise
mothers remained somewhat uncertain about their'sfatdual communicative abilities

and their inner world. Thus the mothers did express some uncertainty and they were
anxious about what the best course of action was in relation to talkingrtahiid about

Down syndrome. Many mothers commented at the close of the interview that they felt
guidance in dealing with their chifddeveloping identity as someone with Down syndrome
was absent and it was this that, at least in part, motivated thaketpart in the study.

Indeed, on the basis of the information provided to mothers when recruiting their child to
take part in the study, some mothers talked about the value of the pictorial approach used
with their children as a potentially useful medhfor gaining insight into their chilslsense

of self. The next chapter will bring together the findings from the mdtinéesviews and

those from the experimental research with their children in a final discussion.
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Chapter 7: Main Discussion

The man purpose of this chapter is to look across the main findings from the quantitative
studies and the qualitative study. It will be argued that, while there may be alternative
interpretations of the results, the views expressed by mbtioaitsasted withtte responses
obtained from children on the experimental tasks. This chapter will discuss these
contrasting accounts of childrerawareness of Down syndrome and stigma. The strengths
and limitations of this research will then be discussed, before goitoycamsider the

implications for policy and practice.

7.1 Main findings across both the experimental and

gualitative studies

Theresults suggestithat, as a group, children with Down syndroweze just as aware of
Down syndrome and hekimilar negatre attituds towardsphotographs of otheksith

Down syndrome as their natisabled samaged peers. Firstly, they showed a preference

to interact with nofdisabled children over children with Down syndrome. Secondly, they
chose to selidentify with othes who did not have Down syndrome. Thirdly, children held
views abouphotographeahildren with Down syndrome that were negative. Children with
Down syndrome appeared to be more negative about others with Down syndrome than
nondisabled participants:ourhly, whilst the participants with Down syndrome proved
resilient and reported a positive view of self, they were not as positive about themselves as
the nondisabled participants.

The mothers who were interviewathinly reported that Down syndrome wast salient

to their child and did not hold any particular meaning for thdamy motherslescribed

waiting on their child to take the lead in discussing Down syndrome, but since their child
had never asked questions, the topic had not been broachedlirltiet2 was a sense

that they were reluctant to talk about it until they were absolutely sure their child was ready
and the stigma attached to Down syndrome played a big part in this retigteticers

reported thatheir children were not aware of theitfgmatised position in society. A

minority of mothers had broached the subject of Down syndrome with thileiy lout only

in terms of the associatéearning difficuties. These mothers fahiatalthough their child

was aware of their disability, it gaof no importance to them. Neverthelessthars were
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deeply concerned about the quality of their chikbcial relationships with mainstra

peers. Mothers described how they witnessed an increasing distance between their childrel
and their mainstreameprs, which resulted in their child becoming more socially isolated

as they grew older. Mothetsed various means taolster their chilts social life, since it

was far from what they wanted for them.

7.2 Contrasting views and past research

The nothas' view thattheir offspring were noaware of thestigmaassociated with Down
syndrome is similar to the findingg Todd (2000) and Todd and Shearn (199%Ho both
reported that families and care staff also believed that adults with intellectualityi$esal

been successfully sheltered from an awareness of the stigma associated with their disabilit
In addition, Todd (2000) also believed that the students in his study were unaware of the
negaive social views associated witheir specialschool and¢hat many appeared unaware

of their disability.In sum, the accounts of mothers in this study were in keeping with the
findings from previous research with young people with an intellectual disability. The

views collected from children themselves in thesant study, however, appeared to

challenge such accounts.

There was a clear contrast between motlaeounts and childrénresponses on the
experimental tasks, with regards to whether the children were aware of Down syndrome
and that it is viewed negjvely in todays society. Most mothers thought that their child

was unaware of Down syndrome. While a few mothers thought that their child was aware
that Down syndrome exists, they believed their ¢hiddvareness was superficial and

limited to the learimg difficulties associated with it. All mothers felt that Down syndrome
held very little significance for their children. By contrast, the responses of children
themselves showed that they were sensitive to whether photographs depicted others with ¢
without Down syndrome and they clearly discriminated between the two. Further, the
childreris responses indicated that they evaluated others with no disability more favourably

than others with Down syndrome (Preference task and Adjective task results).

With regards to childrés views ofselfin relation to disability and stigma, the picture is

less clear. Mothers believed that their children viewed Down syndrome as being personally
irrelevant and were unaware that they were stigmatised because they hadybdwems.

Whilst a minority of mothers had informed their child that they had Down syndrome, this
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was only in terms of the learning difficulties they experienced. Children themselves
showed that they did indeed have positive views of themselves in theivaljesk. It

could therefore be argued that childseviews of self did not encompass a stigmatised self,
associated with Down syndrome, and that mothheigefs were consistent with the

responses of children in relation to their experiences of self.

Whether one accepts the argument that Down syndrome was not personally relevant to the
children who participated in the study hinges on how the results of thel&atification

task are interpreted. The salentification task was clearly the most dirattempt to

examine childres selfawareness regarding their Down syndrome. The overriding

majority of children identified themselves with the photograph depicting a child with no
disability. Whilst it was noted in section 5.3.8 that there were diffeulivith interpreting

this result, it was argued that while, on the surface, participasfsonses on the task

indicated they did not think of themselves as having Down syndrome there is another
possible interpretation. Only five out of 27 participadenitified themselves as having

Down syndrome and, considering this result in the context of the findings of the other tasks
this suggests that participamtsoseto identify with typically developing peers andt

those who have Down syndrome, and thayttlid so because this is a more socially

valued identity. This interpretation is consistent with similar findings in the area of
developing ethnic identity in children (Spencer and Marksthatams, 1990. In addition,

it should be recalled that the pantiants with Down syndrome were less positive about
themselves than theon-disabledparticipants. It is acknowledged, however, that further

research would be required to clarify this issue further.

7.2.1 A different method of enquiry

Mothersspend time \th thdr children in a variety of contexts, bothredme and in the
community.Thus, the findingtiat the mothetslid not perceive their child to be at all

aware or concernegboutDown syndrome does seem surprising in light of the
experimental findingdt could be argued that the reasontfeestark difference between

the perspective of the mothersterviewed and the responses of the children in this study
perhaps relates to the anxiety felt by mothers around the place disability should have in
their child's identity. Mothers expressed considerabieiety in relation to their chilgl
experience of disability, stigma and their thoughts regarding whether they should inform

their child about Down syndrome. It is plausible that motlarsiety cloudedheir view
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of their childs awareness. Perhaps the sheer degree to which mighehe stigma
attached to their chilsl disability made facing the possibility that their child may also be
aware of it just too painful. During the interviews mothersmate knowledge of stigma
and sensitivity to how they thougfteling differentwould impact upon their child came
through strongly. In addition, it was also clear from the interviews how unprepared
mothers felt about dealing with this issue. They desdrédofundamental worry that if they
brought up the topic of Down syndrome with their child it may be the wrongaiiweong
thing to dq causing their child harm aipset. Again, these uncertaintiassociated with
high degrees of worrynay have obscudemothersperceptions of their chilsl growing

awareness.

The reluctance of mothers to talk about Down syndrome with their child echoed findings
reported by Todd and Shearn (1997) and Todd (2000). In these studies both school staff
and parents reporteaimg fearful of causing upset to people with intellectual disabilities
by exposing them to any information about their disability, partly because they perceived
the stigma of it to be too great.

In the course of carrying out his ethnographic study, T8880) spent a considerable
amount of time with students in many different contexts, on a@pae basis and in the
company of teachers. Given the proximity of the researcher to the young people in this
study, one would expect that if young people hadalestrated m awareness of their
disability then researcher would have been privy to it. However, Todd (2000) reported, in
agreement with the school staff, that students were oblivious to their disability and any
social meaning it conferred. Whilst schetdff and researchers care about the young
people they work with, one would not expect them to have the same level of emotional
attachment as their parents do. In other words, one would not have expected their

judgement to be obscured by their anxiety@unding the issue of stigma.

Many of the motbrs in the present study were uncertain abwit childs inner world. In
some cases, mothers reported that their child did not verbalise their thoughts or feelings.
Consequently, the contras¢tween the fidings fromthe childrenwith Down syndromen

the present study and the mothepgrspectivesnay be related tthe way in which the
experimental tasks in the present study allotiedhildren to communicate their views

The same explanation might appdythe views of significant others and findings obtained
in previous research by Toddo@)) and Todd and Shearn (1997).
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Perhaps one of the problems has been the emphasis on verbal communication. This is
reflected in the way that many of the mothardhe study reported that they were waiting
for their child to ask questions about disability before disclosing information about Down
syndrome. Further, previous research in the area has used a qualitative approach where th
very object of analysis is verbaflterance. People with intellectual disabilities have
difficulties with verbal communication, although their receptive communication abilities
are often stronger than their expressive skills and this means that people will often
understand more than thegrccommunicate themselves. Therefore, people may not be
inclined to talk about an awareness of disability or stigma. Furthermore, it is difficult to
describe quite abstract constructs such as disability or stigma, especially when there is
limited informatobn available and few cultural reference points inaavironment to

scaffold on& understanding.

The methods used in the present stondy haveallowed children to express their

awareness of the stigma attached to having Down syndrome, evengfat wa

rudimentary level. Childrés responses to the pictorial stimuli showed they could
distinguish between those who did and did not have Down syndrome and that they held a
negative affective reaction to Down syndrome. Thereforeay be argued that) the

present study, the markedly different method of investigating the cHgdrerareness of
stigma from previous studies led to the different findings.

7.2.2 Reliance on verbal communication

Care may need to be taken when emphasising the valhe tafsks, insofar as they

allowed the participants to express views that they may have lacked the ability to express
verbally. The bildrens responses in the experimental tasks did show a relationship with
their level of verbal ability, as measured bg British Picture Vocabulary Scale (BPWS

Dunn et al. 1997). Specifically, the degree of awareness shown by children was positively
related to their verbal mental age. This finding is consistent with those of Cunningham et al
(1997). However, Cunningim et al. (1997) reported that a verbal mental age of 5 was
necessary for an awareness of Down syndrome. Further, Cunningham et al. argued that
young peopls level of verbal understanding predicted whether their families had told

them about Down syndrome.
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The relationship between verbal mental age and awareness of Down syndrome was not
clear cutin the present study.Hildren with lower verbal mental ages did show that they

could discriminate between photographs of others with and without Down syncuodne,

held negative feelings towards Down syndrome. While it is of course also likely that verbal
ability may play a role in level of understanding of Down syndrome and stigma in children,
it is argued here that it is also possible that the relationshigebetwerbal mental age and

task performance may be in part an artefact of the task procedures themselves rather than
awareness per se. In other words, it is suggested here that the way that verbal mental age
related to childres responses is more comypkend unlikely to be explained by reference

to one factor.

7.2.3 A developmental understanding of social categories

The findings of the present study also fit broadly with the developmental psychology
literature on childres developing understandinjsocial categories, such as gender and
ethnicity. This research emphasises that children may have a level of understanding of
some social categories before they are able to express such awareness through verbal
means. In late infancy (9 to 12 months)Jditgn can distinguish between faces by gender
(BrooksGunn and Lewis, 1981). Katz and Kofkin (1997) found that infants as young as 6
months responded to faces of Edmmerican and AfricarAmerican people in a

categorical fashion. Thus, this research suggést childrels inclination to categorise

others according to visual facial cues emerges early in life and before they develop

language.

The psychological literature also highlights that chiltrebility to deal with social
categories verbally dependst only on a base level of cognitive capacity but also on how
readily this information is provided in their social environment. For example, studies
generally report that by 2 years old children can reliably verbally label themselves and
others as maler female (Weinraub et al., 1984; Thompson, 1975; Katz and Kofkin, 1997
Golombok and Fivush, 1994). However, childsgproficiency with race labels lags behind
those of gender. It has been suggested that children learn to use ethnic labels correctly late
than gender terms because, in contrast to gender, parents talk about ethnicity less often
with their child, as it is less likely to arise (Katz, 2003). Therefore, in order to learn to talk
about social categories, children need exposure to the releaitulary. According to

the interviews conducted with mothers in the present study they rarely discussed Down
syndrome with their children or talked about disability. Therefore, it might be
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understandable why the children in the present study were unalgebdly express their

awareness of Down syndrome.

7.2.4 Findings in relation to theory: A reflected self..?

The findings of the present study suggest that many participants with Down syndrome had
already developed a substantial awareness of the wegatial attitudes attached to Down
syndrome by eight years of agé.children do not find out about Down syndrome and the
associated social stereotypes from their family and significant others in their lives, then

how do they develop such an awareness?

Meads (1934) notion of the development of a generalised vieuatluél might provide a

helpful explanatory framework. According to Mead (1934), from a very early age, children
play at taking on different social roles and then progress to play gamestivae

relationships between different roles are appreciated. Through this process, children form a
composite view of how society (in which they reside) views different social groups. Thus,
even though children with Down syndrome may not follow pinescibed developmental
process, there is no reason to believe that they do not engage in the same process of
working out how the social world works and different social groups relate to each other.
Moreover, children with Down syndrome are likely to have diexperience of how

children with disability are viewed.

Another question that arisestigtif the children with Down syndrome expressed negative
attitudes towards children with Down syndrome and were aware that they belonged to this
group, then how dithey manage to view themselves in a positive light? Major and

O'Brian (2005) suggest many different strategies are available to individuals to bolster and
protect their sefesteem in the face of stigma. The very act of distancing themselves from
the sociacategory of the Down syndrome group may have served to boost their sense of
self. Moreover, it is possible that they may have used different social norms in relation to
themselves as compared to Down syndrome as a social group. The sainasreness

that led to thehildrerds negative views towards others with Down syndrome perhaps
meant they weralsoaware of more positive social values that could be used to counteract
stigma. In other words, awareness of more positive social values and normbawight

helped individuals to reject discriminatory treatment. For example, values about fairness
and whether it is right to judge people by how they look or because they have a disability.

Even the youngest netisabled participants in the present study stwthey were aware
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of such moral codes. Therefore, it may be that children with Down syndrome, alongside
being aware of the stigmatised nature of Down syndrome in general, also hold the counter
belief that Down syndrome does not necessarily make peoplesngs persons or mean

that stigmatised treatment is deserved or right.

Goffman (1963) thought that at least some ambivalence towards the self was inevitable for
an individual with a stigmatised identity. Childleawareness of stigma does raise

guestons as to whether they can uphold such positivity in the long run. Unfortunately, it is
difficult to believe that belonging to a stigmatised group will have no effect on chddren
sense of self. The findings of the present study indicated that even theudhldren with

Down syndrome reported positive views of themselves, they were not as positive as their

nondisabled peers.

It is possible that the views expressed by children in the study did not represent their actual
views, but rather their conforngito the views they assumed the researcher held. In other
words, the childres belief that the researchers would hold negative views of Down
syndrome might have driven their responses, rather than expressing their own views
(Jahoda, 1972). An interestihgist to the design used in this study would be to find out if
children altered their responses in the event of a researcher with Down syndrome or

another visible disability carrying out the task procedure.

7.2.5 The findings from the non-disabled group and past research

It was found that young children aged 5 to 8 years old showed a clear preference to share
activities with nordisabled children compared with those with Down syndrome, were able
for the most part to sort photographs according to Dowdrsyne, correctly identify
themselves on the basis of not having Down syndrome and attribute traits according to a
conception of Down syndrome that matched common social views of Down syndrome.
These findings clearly indicate that these children respordedwn syndrome in a

categorical manner.

These findings contrast with those of previous research investigating similar aged
childrerds awareness of Down syndrome. Diamond and Hestenes (1996) asked children
aged 3 to 6 years old who were enrolled in ingkipreschool programs to describe
photographs of unfamiliar children. The photographed children had a physical disability, a
hearing or visual disability or Down syndrome. The researchers reported that while most

children were aware of physical disalidg, fewer appeared aware of sensory disability
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and none of the children made disabiligfated comments in response to the photographs
of children with Down syndrome. Diamond and Hestenes (1996) concluded that the
children appeared unaware of the faclaracteristics typical of those with Down

syndrome, perhaps because the features were too subtle for young children to notice.
However, it is possible that the quality of the photographs used in Diamond and Hestenes
(1996) study compromised their resulis,they were black and white pictures taken from
story books. Perhaps the lack of colour interfered with chilslsamsitivity to facial cues
associated with Down syndrome or the pictures included other objects that took &hildren
attention away from hbut the most salient physical disabilities (i.e. the presence of a

walking frame).

A study by Innes and Diamond (1999) suggests that mothers do not typically talk about
Down syndrome with their child. In a storytelling task, the researchers gave mothers
photographs of children with disabilities and encouraged them to talk with their child about
them in any way they liked. The children in this study were also aged 3 to 6 years old.
Innes and Diamond (1999) examined how mothers communicated with therenhabout
Down syndrome and physical disabilities. In contrast to physical disabilities, they found
that Down syndrome was not typically talked about by mothers and their children.
Children made few comments and asked no questions about Down syndroiladysim
mothers did not mention it. The researchers suggest that the equipment (e.g., wheelchair,
walker, braces) associated with physical disabilities are salient to children and also give
mothers more to talk about with them.

Thus these studies suggedsttyoung children would not be expected to be sensitive to the
facial characteristics of those with Down syndrome. However, the few studies that have
been carried out have sought verbal responses from the participating children. Therefore, a
combination 6the childrers limited verbal skills and, because no one may have talked to
them about Down syndrome before (Innes and Diamond, 1999), might have made it
difficult for them to verbalise about this subject. Therefore, it may not have been that
children wee unable to identify the typical features of Down syndrome or did not notice

that people with Down syndrome looked different. Instead, they may have found it difficult
to express their awareness of such differences. In support of this contention, Diamond
(1993) found that when children aged 4 years old were shown photographs of disabled and
nondisabled peers and asked to show the interviewerddssrt walk or run the way

other kids dband'who doest talk as well as other kids dohey nominated cldren with

physical disabilities and those with an intellectual disability. Therefore, these young
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children showed that they were aware of physical and behavioural differences between
their peers. The findings of another study by Diamond (1994) also seddkat children
differentiate between their peers with physical and cognitive disabilities. The researchers
reported that children aged 3.5 to 5.5 years old judged their peers with an intellectual
disability to be less competent in cognitive, languagkprysical domains, while peers

with a physical disability were viewed as less competent in the physical domain only. In
line with Diamonds (1994) findings, the present study also suggests that children may be
more sensitive to subtle differences in thpersabilities than often given credit for.

The significance of the findings of such studies as these of course lies in their implications
for childreris real behaviour towards, and acceptance of, peers with disabilities.
Unfortunately, there is congdable evidence that preschool children with disabilities are
often socially isolated and chosen less often as playmates kdisaiied children

(Guralnick, 1990; Odom and McEvoy, 1988).

7.3 Methodological implications

The methods used in the pressiutdy were unique in the arehintellectual disabilityand

the aim was to build on thtechniquesised in previoushild development studies. How

did the methodfare in reality? This section will consider some of the strengthiseof
approachessed andhen go on to describe some challenges that were encountered in the

development of mateaais and weakness#sat were noted.

7.3.1 Strengths of methods: A non-verbal approach

A nonverbal approackvas chosen because it was hoped that it would taphiateiews of

a group of young people who have communication difficulties. Gémdasks with

pictorial stimuli were used because they required minimal verbal explanation and therefore
the objective of the tasks would hopefully be apparent to particijgdotgover, the tasks

did not require any verbal responses from participants and instead participants responded
manually, by placing pictures into boxes. It was hoped that the tasks were physically and
mentally engaging. Observing the children during datkection appeared to confirm that

that the tasks worked well and, on the whole, the children engaged well in the sessions.

The findings suggested that participants held emotionally charged views about Down

syndrome, as nearly all those with Down symadeodemonstrated at least some negativity
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towards photographs of others with Down syndrome. Therefore, an added strength of the
methods was that they tapped into an emotional issue for the children in a relatively

unobtrusive manner.

The methodused in theresent study was substiafly different from thoseused in

previous studies. Previous research with young people mainly relied oesmif

measures. In order to make the measures more accessible, researchers have often read th
aloud to young peopleither in a group setting or during an interview style session
(Crabtree and Rutland, 2001; Szivos, 1991; SzRash, 1993). Cooney et al. (2006)

adapted a social comparison measure by adding pictures to aid comprehension. However,
the measure involvethé use of vignettes that were read aloud to participants. The
qualitative studies by Kelly and Norwich (2004) and Norwich and Kelly (2004) used semi
structured interviews involving various idiographic techniques, while Todd (2000) adopted
an ethnographiapproach. Participants in all these studies were expected to give verbal
answers. A significant strength of the present research was that it did not require the
participants to say anything, although their responses were often accompanied by verbal
utterartes. The verbal responses did serve to increase the ressaroch@dence that the
participants were engaged in the tasks, but these verbal responses were not the object of
analyses. Many of the participants in this study would have been unable teeprakiti
responses if the approach had required greater verbal skill, both in terms of procedural
comprehension and better expressive abilities. Thus, the approach taken in the
experimental work made the tasks accessible and engaging for young people&aho ha

wide range of abilities.

7.3.2 Challenges encountered when developing the materials

As was described in chaptgsuitable photographs of children with Down syndrome

proved to be very difficult to come by. This meant that developing the materigfefo

task took seven months. However, this was considered this time well spent, as it ensured
the photographs to be used in the task were of high quality, which ultimately helped to
elicit meaningful responses from the participants. The alternative mauklbeen to settle

for low quality photographs that either did not clearly show the face, depicted children
showing a range of facial expressspar children from different angles. All of these
differences among the photographs could have potentialfpeonded the variable of

interest in the study.
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7.4 Limitations of study
7.4.1 Limitations of tasks

The aim of the experimental tasks used in this project was to measure participants
awareness of Down syndrome, whether participants saw themselveseathar of the
social category and their positive and negative views of Down syndrome. While every
effort was made to ensure that the tasks did measure the constructs intended, the
difficulties of doing so were recognised.

Participantsawareness of Dowsyndrome as a social category was measured in the
Sorting Task. The verbal instruction that accompanied the task asked participants to put
each of eight photographs depicting children with and without Down syndrome into one of
two boxes identified with #ier a photograph of a child with Down syndrome or with no
disability, according to which each photograph was "most like". Sorting the photographs in
this task was interpreted as demonstrating an awareness of Down syndrome. It was
recognised that sortinge& photographs according to physical similarity does not
necessarily confer awareness of Down syndrome as a social group or an understanding of
what Down syndrome is. However, noticing the facial features of Down syndrome and
choosing to utilise them to yorise others does suggest that the features do have a social
salience. Further research and comparisons of these findings with the findings of other
tasks designed to measure similar constructs would help to strengthen confidence in the

content/construovalidity of the task.

The aim of the adjective task was to measure participardkiations of others with and
without Down syndrome. In order to do this, participants were asked to indicate whether
descriptors, represented by colour illustrati@apglied to photographs of a young person

with Down syndrome, a young person with no disability and themselves. Pictorial
representations of the descriptors were used to help make the task more accessible for
those with limited verbal skill. However, it possible that this type of representation
introduced some uncertainty because it is unclear if the participants interpreted the pictures
in the same way, thereby introducing uncertainty about what constructs were actually
being measured. For example, thestration for'lonely depicted a young person sitting
alone, detached from a group of other young people. There is a subtle difference between
being observed to be physically alone and feeling lonely or the emotion associated with

being lonely, and ongoes not necessarily infer the other. The task was intended to
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measure the emotion lonely, but it could be that participasggonses represented their
belief that others with Down syndrome were more likely to spend time alone and not
necessarily that gy felt lonely. Similarly, when participants indicated whetlaerely or

'has lots of friendsapplied to themselves it may be that their selectidlooély meant

they spent much time alone but not necessarily that they felt lonely. In additiomyehsei

may also be true, that is, they may have selectetidisdots of friendgicture simply

because they had people around them a lot of the time, even if they did in fact feel lonely.
Thus, it is important to acknowledge the challenges associatiedneasuring such precise
constructs of human experience. The complexity involved in this endeavour may have
been further exacerbated by choosing to represent such constructs pictorially. However, it
is also noted that this potential limitation may haverbempered by the fact that the

content of the images was guided by comments made by young people during a focus

group discussion about the meaning of such constructs and careful piloting was carried out

In retrospect, it was noted that some of thestilations may have been a'biisy and

hence could have been improved if there had been less background detail. The illustration
representingnaughtyin the adjective task is an example, being probably the busitst of
pictures. Lessletail in thisillustration may have made it more readily comprehensible.
However, that said, childrenunderstanding of the illustrations did not emerge as a
problem during data collection. In addition, piloting with the illustrations had been
successful. In additioms was noted during the piloting of the materials, the fact that the
illustrations were presented in pairs in the Adjective task aided the comprehension of the
illustrations andhelped prevent possible confusion due to a small number of illustrations
being'busy or having too much detailhere is also evidence suggesting that if

illustrations are over simplified then they can be more difficult for individuals with
intellectual disabilities to interpret. Matheson and Jat{@@ia5)found that increasing

contextual detail aided the recognition of emotional cues

A criticism that may be levelled at the tasks is their transparency with regards what they
were used to investigate. This may have led some participants to adjust their responses to
what they thoughthe researcher wanted or expected. This may have been especially the
case for the older nedisabled group, who may have inhibited their real views in order to

be more socially desirable. On the other hand, the fact that the olddrsadthed children

provided more socially desirable responses perhaps rewealslifferent way, their
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awareness that children with Down syndrome are part of a stigmatised group and that to
openly express prejudicial views is socially unacceptgdtonak and Livheh, 2000)

One particular task, the Preference task, could be criticised for being a forced choice
measure. The fact that this was a forced choice measure means that, while participants
showed a preference to share activities with photographed others with ribtyieaér

those with Down syndrome, one does not know the extent to which the photographs of
others with no disability were preferred. In other words, as a result of the forced choice
nature of this task, the intensity of childiepreference is not knowIn addition, forced
choice tasks confound preference of one photograph with rejection of the other. It is
uncertain from the results of such measures whether it is preference for one photograph or
avoidance of the other that is driving the response @amet al., 2001).

The Sorting task may have been improved if more photographs were included for
participants to sort. A greater number of photographs would have enabled the researcher tc
be more confident in participahgopensity to sort according Down syndrome above

chance level. However, collecting photographs presented such a challenge that this was

just not possible in the present research.

7.4.2 Sample size

A weakness of the study was the small sample of children with Down syndromendlhe s
sample was due to major difficulties recruiting participants with Down syndrome for the
study. Recruitment was primarily through schools. Since the target sample was children
with Down syndrome, in any one school there were only a haatipdtentialparticipants.
Scarcity combined with the low rate of consent forms being returned to the school from
parents, resulted in only a few participants at most being recruited from one school. The
participants who did take part came fromelve schools on th&Vest coast of Scotland; in
total 16 schools wer@volved but four schools reported than no consent forms had been

returned.

A larger sample would have been preferable and would have allowed firmer conclusions to
be drawn from the research. The schodi® wok parivere incredibly helpful but

recruiting participants through schools is a lengthy process. Permission is first required
from the local authority to approach schools. In some cases it took months for the proposal

to be approved. Once the-gbea was obtained, liaising with schools was complicated
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further by the difficulty of reaching busy heteghchers by telephone. Even when the

schools were supportive, most study information sheets either did not make it home to
families or did not make it badrom the family home. A more efficient way of inviting
families to take part in research may be through direct contact with them. One way of
making this possible would be if researchers were able to pool the contact details of
families who have expressadvillingness to take part in researthpotential participants

gave their permission for their details to be held, then a database could be established that
would contain contact details of families willing to be contacted about research.

7.4.3 Developmental differences across age groups

A difference in task responses was not found between younger and older age groups. In
retrospect it is believed this may have been a flaw in the design of the study. The age
ranges of children in the two age growyere perhaps too close together to enable step
changes in development to be detected. Individual differences among the participants in
each group may have washed out these developmentally significant changes. In other
words, if the groups had been furtlagrart in chronological age then developmentally
significant differences between participants in each group would have beenhdadjiess

likely to be washedut by smaller individual differences among group members.

7.4.4 Lack of control for developmental level

A weakness of the study was that developmental level was not controlled for. Although
this was factored into the design of the study, it proved impossible to do due to two
unforeseen circumstances. The aim was to match participants with Podnome to
participants without Down syndrome, according to level of verbal understanding, using
BPVS I scores. However, the BPVIBscores of younger and older participants with
Down syndrome ovelapped significantly, so much so that it was not possdagtain two
distinct developmentdevel age groups of participants with Down syndrome. In addition,
when the BPVSI scores were examined for participants with and without Down
syndrome, it was found that participants with Down syndrome scored cotlgi&tever

than those without Down syndrome, and there was little overlap between the scores in the
two groups. Therefore, it was impossible to control for developmental level within the
present sample. It may have been possible to control for develagrese (using BPVS

Il scores) if we had targeted participants further apart in age to form the age groups, for

example, making the younger group 6 years to 11 years old and the older group 14 years
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to 18 years old. Nevertheless, recruitment of thesapgrof children would still be a

difficult task as the number of children with Down syndrome is limited in the first place.
There were fewer children in schools on Yiest coast of Scotland than had been

envisaged at the outsef research database cangrlarger geographical area would be
useful to researchers willing to travel further afield to increase participant numbers and
achieve representative samples with greater variability among participants on a number of
characteristics. This appech mightallow the effects of different factors, including

developmental level, to be examined.

The inability to match participants with Down syndrome to participants with no disability
on BPVSII was also perhaps a consequence of recrugtiteagge number of nedisabled
participantdrom amainstream school in an affluent area. The vocabulary of participants in
this school may have been high for their ggaup It is likely that this may have

exacerbated the difficulty of matching children with and without &llectual disability

on a measure such as the BPN.S his factor may have been avoided but unfortunately

was not foreseen.

7.5 Ethics in practice

The awareness children and young people with Down syndrome have of their disability
and the negative wes in society that surround it are very sensitive issues, for both young
people themselves and their families. As a consequence, researching this issue carried a
number of important ethical considerations that had to be dealt with during the formulation
of the project. In addition, there was an ethical dilemma that arose while the project was

being carried out. These points will now be briefly described and discussed.

When thinking about how to research young pes@@areness of Down syndrome it was

of central concern that the project did not trigger awareness where there previously was
none. Therefore, it was important that the method would not require the use of any terms
related to the topic, such aBpwn syndromg 'disability or 'differencé. In the parent

information sheets, families were assured that such terms would never be used with the
young people during the study, and that the researcher would be very careful and sensitive
in her interactions with their children. Where recruitment took phattethe help of

schools, parent information sheets were sent home to chédaanilies in sealed

envelopes.
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In the adjective task, young people were asked whether they thought that other children
with Down syndrome, other children with no disabiliydahemselves were likely to
experience namealling. This item was clearly a sensitive one and carried the potential
ethical issue that young people would be upset as they had experienced bullying. One
young person with Down syndrome did disclose that treal been bullied during this
activity. However, he/she disclosed this in a Vergtter of factway and the researcher

was careful to respond in a similar way, so as not to contribute to the distress the event
may have already caused this young persbe.school teacher who had arranged the

researches visit was then informed.

There were also several ethical issues that arose in the process of carrying out the project.
Field notes were taken about these instances as they arose and will be summarisad h

the initial phases of recruitment and piloting the researcher met with the deputy and head
teacher of one school to discuss the project. During this discussion it became clear that the
project and, in particular, the way the information sheets wateen hit a raw nerve with
teachers. They were uncomfortable with the singling out of children with Down syndrome
as a group for the research and in particular the repeated use of thevigrewn

syndromé 'without Down syndromien the informatim sheets. They explained that this

ran counter to their school ethos, that children should not be labelled in terms of their
particular disability. Instead, differences among children were talked about in terms of
individual strengths and educational neddiswever, during further discussion, teachers

were assured that the aim of the project was not to label or single out this group of children
in terms of them beinglifferent from children with other disabilities, or indeed from

children with no apparémlisabilities. Instead the aim was to investigate this group of
childreris potentially unique experiences of themselves in society, and ultimately to help
ensure they develop a positive seiéntity. In addition, teachers were reassured that it was
hopedthe study would lead to further research with young people with intellectual
disabilities more generally, to explore their experience as well. The information sheets

were also rawvritten to be more sensitive to the teachers concerns.

While carrying outlie research the researcher also faced an ethical dilemma when she met
with children in the family home, as many of the parents wished to be present when their
children completed the tasks. This may, in part, have been to ensure thésrsaiddy.

Yet it became very apparent that the overriding reason they wanted to be present was to se
how their child responded. This is perhaps testament to the fact that families felt uncertain

of their childs awareness of their Down syndrome and considered it venyrtamp.
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If the parent was agreeable, it was of course ideal if they allowed the researcher to meet
with the child by themselves. This ensured confidentiality for the child and helped to
ensure that their responses were not influenced by their parentobesemt. However,

there were many parents who did wish to be there and it was the family home.
Consequently, the researcher decided that parents could be present as long as their child
was happy with this. The parents were asked to remain a distancarvagt to speak

during the procedure.

While the precautions outlined above were put in place for the children, it was asparent
reaction during an interview at a family home that highlighted an unexpected ethical issue.
The family were interested andraxerned about their chilawareness of Down syndrome

and were very keen to sit in on their chilgarticipation in the project. During the tasks,

the child behaved in a particularly disparaging way towards the photographs of young
people with Down syndime and intermittently exclaimeglick at these photographs. The
parent became distressed seeing this behaviour from her child. The researcher handled thi:
very sensitive situation with care and took several courses of action. The first was to
recognisehat the parent was upset by what she had seen, and it was also explained that th
tasks were in not like formal assessments used by a professional. When talking with the
parent it became apparent that as a family they were well supported and were already i
contact with organisations that provide support to families with children who have
disabilities. Despite being upset by the results, the parent was very positive about the aims
of research itself and was thankful that her daughter had taken part.

In carying out this research it became clear that while it was important to be mindful of
the many ethical issues that could potentially arise, there are also often issues that are
unforeseen. Therefore, it was crucial that the researcher remained alivedbigshies

throughout the research process and was prepared to deal with such instances sensitively.

7.6 Implications for policy and practice

7.6.1 Need for early promotion of positive attitudes towards

disability

It appears then that many childrertwibown syndrome do have at least some awareness

of Down syndromdrom a young ageHowever, he findings also suggest that this is rarely
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a subject that is directly broached with théhthis is the case then it might be appropriate
to promote a positivanderstanding of Down syndrome at a relatively young age, to
counteract the negative perceptions that these children seem to develop. One approach
would be to encouragghildren to acknowledge and celebrate difference. After all, the
stigma associated witDown syndrome and intellectual disability may be exacertmated
fuelled by childrets perceptions of it being a taboo subject and a difference that is not
talked aboutln other words, ignoring this sensitive issue that children are evidently aware
of may be harmful. Finding out what young people with Down syndrome think in the first
place might also be helpful and the approaches taken in the present study may be of

practical uses a starting poinh this regard.

7.6.2 Future uses of materials

The materials used in the present stughpear to have beavere successful in allowing
children as young as 8 years old with Down syndrome to indicate their awareness and
feelings towards Down syndrome. The childtieareforeused the materials to
communicateemotive views and appeared to find the sessions engaging and enjoyable,
suggesting that the approach could be used in clinical or educational settings, to explore

the childrers awareness of and views about disability.

The type of materials used in thedy mightalso beeven prove helpful in a family

context. The mothers who were interviewed all said that they found it distressing to think
about whether or not their child was aware of Down syndrome. This anxiety largely
stemmed from uncertainty regarditheir childs awareness and uncertainty about what

was theright thing to da A default position appeared to be to wait for the child to ask
guestions or request information about Down syndrédmeontrast tahe parents of
intellectually disabled adis interviewed by Todd and Shearn (1997), at no point was there
a suggestion that mothers made a deliberate attempt to hide information about Down
syndrome from their childreti. mothers had thought their child was aware of Down
syndrome they recogniséidat it was an issue that their child would need support with.
Therefore, the methods used in the present study could help families to explore thsir child
awareness of their disability. This could alleviate some of the uncertainty and anxiety
surroundinghe issue, empowering families to then seek support about how to discuss
disability with their child or give them confidence to do so on their own. A particular

strength of the materials used in the study is that they do not assume understanding on the
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pat of the child. This is likely to be important to parents, who may be deeply worried

about bringing up the subject of Down syndrome too soon. Part of the dilemma for parents
is that to find out if their child is aware of Down syndrome parents have tthasiéby

running the risk ofnaking them aware of Down syndrofefore they were ready
Thereforeusing materials similar to those in the present shatgntamay be able to

obtain the information they need to make a decision regarding broaching #hefissu
disability with their child without having to disclose it to them to find out. Clearly

adaptationsvould berequired to make the materials more suitable for use by families.

7.6.3 Promoting social inclusion?

While the social inclusion of childrawsith disabilities in mainstream education is central

in social policy and legislatiotfor example, the Standards in Scotlarfsichools etc Act,
2000),the findings of the present study suggest that further work is needed to ensure that
children are fullyincludedit would appear it has a long way to go before children are
actually included. The mothers that took part in the present investigdigorielt their

children were not experiencing the socially inclusion it was hoped they would enjoy in
mainsteam schoollt appeared that social distance experienced by children with Down
syndrome from thie mainstream school peers was, at least in partethdt of limitations

in shared interests and communicatdfficulties, particularly in the later yeaos primary
school.These findings raise the question as to vaoald be done to promote greater

social inclusion for children?

Mothers expressed the view tlspecial educatioanvironment hold social benefits for
children with intellectual disabilitee Special school appe&aito provide children with

peers withwhom they are able to socialigéth more fully. In additionit could be argued
thatspecial schools affoad pupils with opportunities for more positive social
comparisonsit an academic lelidt seems then that it is important for children to come

into contact with a range of peers, some of whom have difficulties like theirs. However,
this does not appear to be the case in inclusion in mainstream sc¢hsiglad, the

common patterseems tdoe one child with aintellectual disabilityin a school of

mainstream peer®erhaps the model whereby special education facilities and mainstream
schools share the same campus provides the best of both worlds, providing that efforts are
made to promotepportunities for the children to mix and socialise. More thoigyht

requiredto find ways of helping children of different abilities to share common ground and
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enable genuine relationships to flourish. Mainstream schooling or promoting integration on
a stared campus is not just about opportunities for the children with Down syndrome, it is

also about promoting more positive attitudes amongst thalisaibled children.

The findings from the nedisabled children add to the small previous literature by
highlighting that young children are sensitive to differences in their peers and often hold
negative views. It should be noted that many of the youngsters that took part in this study
were known to have had varying degrees of awareness of Down syndromatzat co

with at least one peer with Down syndrome. Perhaps instead of waiting for children
demonstrate their awareness of disability, a more direct approach is required by schools to
point out and celebrate difference. After all, it may be that young ehildterpret the

absence of information or conversation about disability as a sign of the devalued status of
their peers with a disabilityn turn, this may beg the question, why ignore something that

is obvious to the children?

7.7..Future research

The future use of the tasks in research or clinical settings depends on them being
demonstrated to be valid and reliable measures. Unfortunately, the timescale for this PhD
meant that collecting psychometric data on the tasks was not possible. Therefangtya

for future research would be to investigate thetetgtst reliability of the tasks, their

internal consistency and whether they are valid measures of the constructs they have been

designed to examine.

Thiswas the first study to examimdildren with Down syndromg awareness of thre
disability from the age of eight years oldowever, it remains unclear when and how early
this awareness of difference asgkminglynegative views towards Down syndrome
emergeFuture research could build on tkesent work by including younger children.
Themethods may need to be adapted but tieéeRence task in the present study appeared
to work particularly well and mape suitablen its current fornfor use with younger

children.

The presentesearch dérsa snapshot offgldrens awareness at one point in time. It
would be worthwhile to carry out a longitudinal studyinvestigatéhow childrers views
of Down syndrome change as they grow older and make the transition towards adulthood.
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There is no remarch and little theorising about what it is like to grow up as a stigmatised
individual with Down syndrome or an intellectual disability more generally. It would be
interesting to examine whether individuattitudes to other people with Down syndrome
become more positive as they grow older and realise that that they cannot avoid being
identified as having Down syndrome by others. More generally, it would seem important
to examine how the relationshyetweernindividuals perceptions of self and othersam
havelongertermimplications for theiemotional welbeing.For example, the present
research raises the question of whether a disparity between the negative perceptions of
others with Down syndrome and positive views of self can be upheld in theetomgit is
particularly important to begin to research developmental factors that help to promote

childreris resilience and a positive sense of self in the face of stigma.

The qualitative findings with the mothers also open up a number of importastcire
research. How mothers manage their feelings about theitschiigmatised identity may

be important to examine, since this aspect of their ‘stslocial identity appeared to

present a personal struggle for them to come to terms with also. Matiaety about
disclosing information about Down syndrome to their children stemmed from how much
they felt the stigma attached to it and a strong desire to protect their child. The mothers
then were required to reconcile how they saw their child, whichabgiously as any other
mother views their child and unrelated to Down syndrome, and theitscéadially

ascribed identity. That their child was the target of a prescribed social identity seemed to
be a bigger issue for some mothers more than oth&rsdy be an area where support is
required. The interviews with mothers also suggested that families generally put a lot of
weight on verbal forms of communication and perhaps there is a place for helping families

to be more aware of other nerrbal forns of communication.

The present study focussed on people with Down syndrome. However, it is also important
to extent the present research to children with intellectual disability more generally. This
presents a methodological challenge since many peotiientellectual disabilities do not

have distinctive physical features that make them identifiable from photographs. However,
perhaps methods taking advantage of other audial techniques, such as video, may be
useful here. Video may be used as itNdoportray more subtle cues indicative of

intellectual disability, such as vocal differences or a distinctive gait. It would be interesting
to find out when children notice such behavioural differences in others and what feelings

they hold about them ahaarly age and as they grow older.
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The development of ways to investigate the-salierstanding of people who have

difficulties with verbal expression is a methodological challenge. In addition the present
research indicates that it is not just novethmoes of investigation that may need to be
created but also more diverse ways of thinking aboutuselérstanding that do not depend
on verbal means of doing so. Developmental research has tended to focus on aspects of
self that are expressed verballyafiter, 1999). However, the developmental literature also
highlights that before childrénverbal abilities develop they have quite a sophisticated
knowledge of themselves (Rochat, 2001). Perhaps future research could draw on this
literature and try to wiein our scope when thinking about and researching self

understanding, so that we are not confined to verbal expressions of self.

Developmental psychological methods were used in the present research. This was a
fruitful avenue that could be explored fuethThus, in addition to providing a useful
theoretical base that could be explored to understand conceptions of self, developmental

psychology could be further capitalised on in terms of methods.

The significance of research such as the present liesimplications for real life.

Therefore, an important avenue for future research is to investigate the relationships
between the views that children indicate in experimental tasks and their actual real life
behaviours towards others with disabilities sEy, it would be interesting to consider

whether children with Down syndrorseviews as expressed during tasks relate to the
behaviours they show towards their peers with Down syndrome. It is known that many
were friends with others with Down syndromeheir class. Therefore, the question arises,
why did they express negative views about photograptiefamiliar children with Down
syndrome? Perhaps the photographs represented exemplars of the social category wherea
childreris real life peers were quigkassimilated on a more personal level. Or perhaps
children were influenced by their ideas of what they thought the researcher expected them
to say. Future research could explore these possibilities. For children without Down
syndrome, again it would benportant to consider if their views match their rifal

behaviours. Many of the older participants indicated a greater receptiveness to sharing
activities with photographed children with Down syndrome. It would be interesting to see

if this translated ito real life behaviour. Observational research in schools is therefore
needed to help tease out the factors that contribute towards chileixpressed views and

whether or not they enact them in real life.
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As was indicated earlier, future research widunefit from a database of potential
participants, so that they may contact them directly. This would not only ensure that
families received their invitation (as it is believed many information sheets never made it
to the family home, instead being lasttransit) but also make the process of making
contact with families considerably faster. On a side note, many mothers indicated they
were keen to be involved in research, as they viewed their involvement as contributing
towards something that could poti@ty improve the quality of life of people with Down

syndrome.

In addition, such a database may be useful for collecting the materials required to carry out
research. As already discussed, the collection of photographs for the present study was a
verylong and arduous task. Such a database would have helped to make the collection of

photographs speedier.
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Chapter 8: Conclusions

The present thesis has attempted to explore the understanding and feelings that children
with Down syndrome have towardsthdisability and themselves. It has indicated that in
contrast to what families often believe children may have a rudimentary awareness of
Down syndrome and of the social stigma attached to it. This finding underscores the
importance of giving childrenoice. It also highlights that it may be important to

consider how to aid childr&understanding of Down syndrome early on and support them
to think about it in a positive light, alongside ways to deal with the social stigma that
exists. Further developental work into childres emerging understanding will also help

to inform this. It is also important to remember that although children seemed to be aware
that Down syndrome had a negative social value, they were on the whole positive about
themselves. fus, perhaps talking to children about their Down syndrome earlier would
harness their positive outlook and help to ensure it prevalils.

Childreris social experiences may be an important source of their feelings of difference.
The concerns expressed by marthabout their childres increasing social distance from
mainstream school peers are important reminders that feelings of difference may stem fromn
subtle features of their interactions with peers, not necessarily outright stigmatisation. Do
children fe¢like an unequal communication partner when socialising withcieabled

peers? Several of the behaviours that mothers reported suggest that they do. The first was
seeking the company of younger agisabled children. The second was seeking out
interactons with adults, who perhaps are more supportive of chitdeemmunication

needs than children their age could be. Inclusion did not appear to be a reality for the
participants with Down syndrome in this study. It would seem that there is a need for
interventions in schools to help children relate to each other better. Helping children

understand each otf®communication needs would benefit all children.

For mothers, the fact that society considered their childifferent seemed to represent a
personal struggle. Their own knowledge of the stigma associated with Down syndrome
drove them to protect their child from it.

This thesis has focussed on children with Down syndrddosvn syndromés a condition
that arises as a result of a chromosomalrdesoand is viewed by some in medical terms.
In the research world too, people with Down syndrome tend to be treated as a group of

people who share the same condition. The down side of such group treatment is when it
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becomes associated with a negativeestgipe, as in a social stigma. Common to all these
perspectives is a neglect of the individual and it is easy to forget that children with Down
syndrome grow up in unique families and emerge as unique individuals. It is also
important to remember that itlectually disabled or not, people show remarkable
resilience in the way they cope with challenges in their lives and can continue to lead
meaningful lives andulfil roles as siblings, children and grandchildren in families who

love them.

That intellectal disability has real effects on pedplives is clear, but there is more to
people than the intellectual challenges and stigma that they and their families may face. It
is the unique bonds and relationships that people develop with one anothemthat hel
determine how they perceive themselves and how they are viewed by others. This was
captured in a moving letter written by a lady to her late sister, who had Down syndrome,
recently published in the Guardian newspaper. The anonymous correspondsniwrie

first awareness of her sisgedifference:

‘| never knew you haldown's syndromeintil | was about seven, when school friends
pointed out that you were different. You were a force of nature and things made sense in

your world:

There was the cleaense from the correspondent that she was a sister first and that her
identity as someone with Down syndrome emerged later. As they grew older they
remained close, but their paths diverged, heightening a sense of difference.

'We were like any other s&st really, pulling and pinching at one another at one moment,
kissing and cuddling the next. When | started to grow into a young woman our mother
compared the Christmas gifts we were given by others. | was given makeup and clothes
and you got colouring oart activitiesi something you loved. | suppose for our mum it
was the realisation you would be staying and | would eventually be going, which | found
hard to understand at the time.

As | hit adolescence, | remember the focus of our'mattention on yad think she found
it painful to think of me growing and leaving as it reminded her of the unfolding destiny

ahead: not only as a mother but as a-tuthe carer for the rest of your life.

You and Mum watched me move far away, get a degree and becaunba.t&hen |

became a wife and mother.
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This thesis suggests that for many children with Down syndrome there also may be an
unspoken awareness, not only of difference, but of shared family bonds and social
experience. Perhaps much remains unsaid diretonderlying emotion, captured by the
correspondent above, or because mafolhat definechildren and those closest to them
relates taeveryday experiences and evemsrhaps, rather thatwaysseparahg out

aspects of identity, including those tteld to stigma, research concerning people with

Down syndrome and other individuals with an intellectual disability should also seek to
examine how individuals negotiate their identities in their everyday lives and relationships.
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Appendix A Letter of ethical approvaldm University of Glasgow Ethics Committee

B University | Faculty of
of Glasgow | Medicine

Ms Karen Deakin

Academic Unit for Mental Health and Well Being
Admin Building

Gartnavel Royal Hospital

1055 Great Western Road

Glasgow, G12 0XH

21 February 2011

Dear Ms Deakin

Medical Faculty Ethics Committee
Project Title: Children’s perceptions of Down's Syndrome
Project No.: FM03510

The Faculty Ethics Committee has reviewed your application and has agreed that there is no
objection on ethical grounds to the proposed study now that the requested revisions have
been incorporated. They are happy therefore to approve the project, subject to the following
conditions:

e The research should be carried out only on the sites, and/or with the groups defined in the
application.

e Any proposed changes in the protocol should be submitted for reassessment, except
when it is necessary to change the protocol to eliminate hazard to the subjects or where
the change involves only the administrative aspects of the project. The Ethics Committee
should be informed of any such changes.

e If the study does not start within three years of the date of this letter, the project should be
resubmitted.

e You should submit a short end of study report to the Ethics Committee within 3 months of
completion.

Yours sincerely

e Dr David Shaw
Faculty Ethics Officer

Dr D Shaw
Lecturer in Ethics & Ethics Officer

School of Medicine, University of Glasgow, 378 Sauchiehall
Street, Glasgow, G2 3JZ

Tel: 0141 211 9755
E-mail: david.shaw@glasgow.ac.uk
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Appendix B: Participant information sheet for families with a child with Deywmdrome
Umver51ty
of Glasgow

Dear Parent/ Carer

Invitation to take part in a research project

Hello, my name is Karen Deakin and | am a postgasel student at the University of
Glasgow. My supervisor is Professor Andrew Jahoda, a Psychologist who works at the
University.

I would like to invite you and your child to take part in research | am carrying out as part
of my PhD. The aim of the resehris to find out how children with Dovsisyndrome see
themselves and what their views are of other children. To find out what children think, in a
way that is fun, | will visit to play some picture games with them. | would also really like
to speak with arers of children with Dows syndrome, to find out what they think about
their childs developing identity. So, | ask if you would like to take part in an interview, at
a time and place that is convenient for you. If you are happy for your child todekéuyt

do not wish to be interviewed yourself, that is also okay.

| have written an information sheet to tell you more about the project and to help you
decide whether or not you wish to take part, and whether you wish to allow your child to
take partl have attached it to this letter. | hope you will have time to read the information
sheet and discuss it with others if you wish. If you have any questions about the project,
please do not hesitate to get in touch (my contact details are below).

Thankyou for taking the time to read this. | look forward to hearing from you.

Kind regards

Zﬁ’DmM

Karen Deakin

Mental Health & Wellbeing

Gartnavel Royal Hospital

2" Floor, Admin. Building

1055 Great Western Road

Glasgow G12 OXH

Tel: 0141 211 3904

Email: k.deakin.1@research.gla.ac.uk
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University
¥, of Glasgow
Investigating children with Down syndrofeevziews about
themselves and others

What does this project aim to find out?

It is important for children to develop a positive view of themselves. The aim of this

project is to find out how children see themselves and others. To find out what children
think, in a way that is fun, the researcher will play some picture matching activities with
them.

Also as part of this project, the researcher would like to spetk thve caregives of
children to find out what they think about their clildeveloping identity.

What will happen if my child and | decide to take part?

If you would like your child to take part, please return the attached consent form using the
stam@d addressed envelope provided. The researcher will then call you to answer any
guestions you might have and to arrange a time that suits you for her to visit your child.

When the researcher visits your home, your child will be asked if they wouldlikelp

the researcher by looking at some pictures with her. In the activities, your child will look at
photos and pictures of lots of boys and girls, some of whom have Down syndrome and
others who do not. Some example pictures and photos are shown below.

©Richard Bailey

In one activity, your child will be asked to choose from the photos who they would most
like to spend time with. In another, your child will be asked to describe the children in
photos by matching them to pictures. Lastly, he or siieb& asked to match some
pictures to words. The researcher will also take a portrait photo of your child to use in the
activities. This will be torn up when the activity is finished.

The researcher recognises that this is a sensitive topic and she wéky careful not to
influence children in any way.

If you would like to take part in an interview with the researcher, please also return the
second consent form. The researcher will then also call to arrange a time that is convenier
for you to spelawith her.

If you would like your child to take part, but do not wish to be interviewed, that is okay
too.
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Why have my child and | been chosen?

The researcher contacted the head teachers of schools who have pupils with learning neec
organisations whare involved in providing support to children and their families, and
clubs that young people attend. These people have kindly agreed to pass this informatiot
on to you. The researcher hopes to talk to 32 children aged between 10 and 17 years ar
one of heir caregivers.

Does my child or | have to take part?
No. It is entirely up to you to decide whether or not you wish to allow your child to take
part, and whether or not you also take part.

If you decide to allow your child to take part, please sigt @turn the attached consent
form on your chil&s behalf. Your child will be asked by the researcher whether or not they
wish to take part. If they would like to take part, it will be explained to them that it is okay
if they want to withdraw from the pject at any time without giving a reason. Similarly,
even if you have given your consent, you are able to withdraw your child from the study at
any time without giving a reason.

If you also decide to take part, please sign and return the caregivertdanseryYou may
withdraw from the study at any time without giving a reason. You will be given this
information sheet to keep and a copy of both consent forms.

Confidentiality
All of the information collected during the project will be kept strictly iderftial, any
information about you will have your name removed so that you cannot be recognised.

Who has reviewed the study?
The project has been reviewed by the Faculty of Medicine Ethics Committee. The
researcher also holds a current Enhanced DisdScotland certificate.

What will happen to the results of the research study?

It is hoped that the information gathered during this study will be useful in helping us
understand what children think about themselves and others. This information séould b
helpful in providing families and schools with ideas about how to foster positive identities.
The research findings will also be written into reports, which may be published. It will not
be possible to identify any of the individuals who take part is shudy from the reports,

as all information will be made anonymous. All those who take part in the study will be
sent a summary of the findings.

Thank you so much for your time

If you have any questions at all, pleas#o not hesitate to get in touch

Karen Deakin

University of Glasgow

Mental Health & Wellbeing

Tel: 0141 211 3904

Email: k.deakin.1@research.gla.ac.uk
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University

of Glasgow

Consent form

(For your child to take part)

Investigating children with Down syndrofeeviews about themselves and others

Name ofresearch student: Karen Deakin
Supervised by: Andrew Jahoda

Please initial box

I confirm that | have read and understand the information sheet for the above study
have had the opportunity to ask questions.

| understand my child participatbn is voluntary and that my child is able to withdraw,
and | am able to withdraw my child, from the project at any time without giving any
reason, without my legal rights being affected.

| agree for my child to take part in the above study.

| give my pemission for my chilé photograph to taken (this will be torn up immediate
after use).

Name of child Date Carer signature

Child's Date of Birth

Researcher Date Signature

Please provide a tggaone number or-mail address below, for the researcher to contact
you.

Telephone number:
E-mail:

If you would like to take part in an interview with the researcher, please also
complete and return the consent form overleaf.
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University
of Glasgow

Consent form

(To take @urt in an interview)

Investigating children with Down syndrofaeriews about themselves and
others

Please initial box

1. | confirm that | have read and understand the information sheet for the above study :

have had the opportunity to ask questions.

2. lunderstand my participation ¥®luntary and that | am able to withdraw from the proje
at any time without giving any reason, without my legal rights being affected.

3. lagree to take part in the above study.

Name of participant Date Signature

Researcher Date Signature

Please provide a contact telephone numberrorai address below, for the researcher to
contact you.

Telephone number:

E-mail;
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Appendix C: Participant information sheet for families with child with no disability

University

of Glasgow

Dear Parent/ Carer

Invitation to t&e part in a research project

My name is Karen Deakin and | am a postgraduate student at the University of Glasgow.
My supervisor is Professor Andrew Jahoda, a Psychologist who works at the University.

For my PhD | am carrying out a research project ilmglat children and young peofde
awareness and ideas about D®wsyndrome. To find out what they think, in a way that
they will find fun, I will ask them to play some picture matching activities with me.

I would like to invite your child to take pamt this project. | have written an information
sheet to tell you more about it and to help you decide whether you wish to allow your child
to take part. | have attached it to this letter. | hope you will have time to read the
information sheet and discugswith others if you wish. If you have any questions at all
about the project, please do not hesitate to get in touch (my contact details are below).

Thank you for taking the time to read this. | look forward to hearing from you.

Kind regards

Karen Deakin

ﬁ@mlw«g

Mental Health & Wellbeing

Gartnavel Royal Hospital

2" Floor, Admin. Building

1055 Great Western Road

Glasgow G12 OXH

Tel: 0141 211 3904

Email: k.deakin.1@research.gla.ac.uk

The University of Glasgow, charity number SC004401
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Investigating children and young pedplperceptions of others

What does this project aim to find out?

The aim of this project is to find out about children and young psopigareness of
Down's syndrome and what views, if any, they hold abouthe researcher also wishes to
discover how salient Dovismisyndrome is to them, so, it is important that their attention is
not drawn to what the project is about before they have taken part. To find out what
children and young people think, the researcehié invite them to do some activities that
involve looking at photographs and pictures of many different people their age.

What will happen if | decide to allow my child to take part?

If you would like your child to take part, please return the h#daconsent form to your
child's school. If you like, you can also provide a telephone number and the researcher will
call you at home to introduce herself and answer any questions you have about the project.

The researcher will then visit your child @eir school. She will ask your child if they
would like to help her with some picture activities. During these activities your child will
look at photos and pictures of many boys and girls. Some of the photos will show children
with Down's syndrome.

In one activity, your child will be asked to choose from the photos who they would like to
spend time with. In another, your child will be asked to describe the children in photos by
matching them to pictures. Lastly, he or she will be asked to match samegio words.

The researcher will also take a portrait photo of your child to use in the activities. This will
be torn up when the activity is finished. However, if you are willing to allow your'shild
photo to be used in future research with otherdcbil you can give permission for this on
the consent form.

It is recognised that this is a sensitive topic. The researcher will be very careful not to
influence children or to highlight any differences between children.

Why has my child been chosen?

The researcher hopes to talk to 64 children aged between 6 and 16 years.

Does my child have to take part?

No. It is entirely up to you to decide whether you wish to allow your child to take part.

If you decide to allow your child to take part, | woldd grateful if you could sign the
attached consent form on their behalf, and return this to youtschddool. Your child will

be asked by the researcher whether or not they wish to take part. If they would like to take
part, it will be explained that is okay if they want to withdraw from the project at any
time without giving a reason. Similarly, even if you have given your consent, you are able
to withdraw your child from the study at any time without giving a reason.
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Confidentiality

All of the information collected during the project will be kept strictly confidential and alll
information will have names removed from it, so that no child may be recognised.

Who has reviewed the study?

The project has been reviewed by the Faculty of Medicine €t@iommittee. The
researcher also holds a current Enhanced Disclosure Scotland certificate.

What will happen to the results of the research study?

It is hoped that the information gathered during this study will be useful in helping us
understand what dadiren think about themselves and others. This information should be
helpful in providing families and schools with ideas about how to foster positive identities.
The research findings will also be written into reports, which may be published. It will not
be possible to identify any of the individuals who take part in this study from the reports,
as all information will be made anonymous. All those who take part in the study will be
sent a summary of the findings.

Thank you for your time.

If you have ag questions, please do not hesitate to get in touch.

Karen Deakin
University of Glasgow
Mental Health & Wellbeing

Tel: 0141 211 3904
Email: k.deakin.1@research.gla.ac.uk
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Consent Form

Investigating children and yourmmgoples perceptions of others

Name of research student: Karen Deakin
Supervised by: Andrew Jahoda

Please initial box

1. | confirm that | have read and understand the information sheet fordlie &
study and have had the opportunity to ask questions.

2. lunderstand my child participation is voluntary and that my child is able
withdraw, and | am able to withdraw my child, from the project at any tin
without giving any reason, without my kggights being affected.

3. |l agree for my child to take part in the above study.

Name of child Date Signature

Child's Date of Birth

Researcher Date Signature
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University

of Glasgow

Consent Form

Investigating children and young pedplperceptions of others

Name of research student: Karen Deakin
Supervised by: Andrew Jahoda

Please initial box

. I confirm that | have read and understand the information sheet for the ¢
study and have had the opportunity to ask questions.

. lunderstand my child participation is voluntary and that my child is able
withdraw, and | am able to thidraw my child, from the project at any time

without giving any reason, without my legal rights being affected.

. I agree for my child to take part in the above study.

| give my permission for my chilsl photograph to be used in similar research by
same researcher (if you do not sign this box, | will destroy the photograph

immediately after use).

Name of child Date Signature

Child's Date of Birth

Researcher Date Signature
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Appendix D: Young persohsonsent form for participants with no disability

University

of Glasgow

Dear Parent/ Carer

Invitation to take part in a research project

My name is Karen Deakin and | am a postgraduate student at the University of Glasgow.
My supervisor is Professor Andrew Jahoda, a Psychologist who works at the University.

For my PhD | am carrying out a research project looking at children and young'people
awarenes and ideas about Downsyndrome. To find out what they think, in a way that
they will find fun, I will ask them to play some picture matching activities with me.

| would like to invite your child to take part in this project. | have written an infoomat
sheet to tell you more about it and to help you decide whether you wish to allow your child
to take part. | have attached it to this letter. | hope you will have time to read the
information sheet and discuss it with others if you wish. If you haveqaegtions at all
about the project, please do not hesitate to get in touch (my contact details are below).

Thank you for taking the time to read this. | look forward to hearing from you.

Kind regards

Karen Deakin

z’é’Dw%

Mental Health & Wellbeig

Gartnavel Royal Hospital

2" Floor, Admin. Building

1055 Great Western Road

Glasgow G12 OXH

Tel: 0141 211 3904

Email: k.deakin.1@research.gla.ac.uk
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Investigating children and young pedplperceptions of others

What does this projeetim to find out?

The aim of this project is to find out about children and young psopigareness of
Down's syndrome and what views, if any, they hold about it. The researcher also wishes to
discover how salient Dovismisyndrome is to them, so, it isportant that their attention is

not drawn to what the project is about before they have taken part. To find out what
children and young people think, the researcher will invite them to do some activities that
involve looking at photographs and picturesrainy different people their age.

What will happen if | decide to allow my child to take part?

If you would like your child to take part, please return the attached consent form to your
child's school. If you like, you can also provide a telephone nuarmtthe researcher will
call you at home to introduce herself and answer any questions you have about the project.

The researcher will then visit your child at their school. She will ask your child if they
would like to help her with some picture acti®s. During these activities your child will

look at photos and pictures of many boys and girls. Some of the photos will show children
with Down's syndrome.

In one activity, your child will be asked to choose from the photos who they would like to
spendtime with. In another, your child will be asked to describe the children in photos by
matching them to pictures. Lastly, he or she will be asked to match some pictures to words
The researcher will also take a portrait photo of your child to use in tivéias. This will

be torn up when the activity is finished. However, if you are willing to allow your'shild
photo to be used in future research with other children you can give permission for this on
the consent form.

It is recognised that this is sensitive topic. The researcher will be very careful not to
influence children or to highlight any differences between children.

Why has my child been chosen?

The researcher hopes to talk to 64 children aged between 6 and 16 years.

Does my child haveo take part?

No. It is entirely up to you to decide whether you wish to allow your child to take part.

If you decide to allow your child to take part, | would be grateful if you could sign the
attached consent form on their behalf, and return thysuo childs school. Your child will

be asked by the researcher whether or not they wish to take part. If they would like to take
part, it will be explained that it is okay if they want to withdraw from the project at any
time without giving a reason. Sikaily, even if you have given your consent, you are able

to withdraw your child from the study at any time without giving a reason.
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Confidentiality

All of the information collected during the project will be kept strictly confidential and all
informationwill have names removed from it, so that no child may be recognised.

Who has reviewed the study?

The project has been reviewed by the Faculty of Medicine Ethics Committee. The
researcher also holds a current Enhanced Disclosure Scotland certificate.

What will happen to the results of the research study?

It is hoped that the information gathered during this study will be useful in helping us
understand what children think about themselves and others. This information should be
helpful in providing famlies and schools with ideas about how to foster positive identities.
The research findings will also be written into reports, which may be published. It will not
be possible to identify any of the individuals who take part in this study from the reports,
as all information will be made anonymous. All those who take part in the study will be
sent a summary of the findings.

Thank you for your time.

If you have any questions, please do not hesitate to get in touch.

Karen Deakin
University of Glasgow
Mental Health & Wellbeing

Tel: 0141 211 3904
Email: k.deakin.1@research.gla.ac.uk
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Consent Form

Investigating children and young pedplperceptions of others

Name of research student: Karen Deakin
Supervised by: Andre Jahoda

Please initial box

1. | confirm that | have read and understand the information sheet for the €
study and have had the opportunity to ask questions.

| understand my child participation is voluntary and that my child is able
withdraw, and | am able to withdraw my child, from the project at any tin

without giving any reason, without my legal rights being affected.

. I agree for my child to take part in the above study.

| give my permission for my chilsl photograph to be used in similar research by

same researcher (if you do not sign this box, | will destroy the photograph
immediately after use).

Name of child Date Signature

Child's Date of Birth

Researcher Date Signature
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Appendix E: Young persohsonsent form for participants with Down syndrome

Invitation to take part in a study

Hello my name is Karen Deakin. UNIVE;{SITY

| am asking if you would like to join in a study. ~ ©%45¢°W

The study is to find out what you think about pictures of some
children.
There are noight or wrong answers. | want to know what you

think.

Why are you asking me?

| am asking you because you are aged between 10 and 17 years.
am speaking with other children your age as well.

Did anyone check the research is okay too®

Yes. It was chcked by a group of people called a Research Ethics
Committee at the University of Glasgow. They made sure the
research was fair.

What will happen to me if | take part?

| will ask you to look at some pictures and put them into boxes.

This will last a &ort time, 30 minutes.

&
Do | have to take part? =

it

=

No. Itis up to you. 5B

If you would like to take part, | will ask you to sign a form.
You can stop taking part at any time, without giving a reason.
| will not talk about what you say to anyone else.
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Thank you for reading this

Consent Form

Has somebody told you about this project¥®es/No

Do you know what the project is about Yes/No

Have you asked all the questions you wawts/No

Have your questions been answered? Yes/No

Do you know its OK to stopdking part at any time? Yes/No

Are you happy to take part? Yes/No

If any answers ar@o or you dort want to take part, ddrsign your name!
If you do want to take part, you can write your name below.

Your name

Date

The researcher who explained this to you needs to sign too:

Name

Sign

Date
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Appendix E: Caregiver Interview Schedule

Caregive's perceptioa concerning their chilslawareness of disability and
stigma

Thank you for agreeing to talk to me. If its alright with you, what I'd like to do today
is listen to your views about how (hame child) sees him/herself compared with others.

1. Family context.

If we would, Id like to just start by finding out about your family, and wiemade up
of.

1 So, who are your family?
1 Tell me a bit about your children?
2. Views of self relative to siblings

How does (name child) get along with his brothers/sisters?
How has their relationship changed as thieygrown up?
How do you think (name child) views him/herself in comparison with siblings?

E g ]

3. Views of special schooling

Where does (name child) go to school?

How was his first day there? For you and child?

Is that thesame school as brothers/sisters?

Did you decide on that school?

Does (name child) ever ask questions about his/her school?
How does (name child) feel about school?

Where did (hame child) go to primary school?

How did (name child) find primary school?

E

B

Views of self relative to peers

How does (name child) get on with other kids at school?

Is there someone he/she spends a lot of time with?

How does (name child) view himself compared with classmates?
How aware is (name child) of different disabilities ambigjher peers?
How does he/she feel about people with disabilities?

E R
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5.

= =4

=4 =4 -4 -4 -4

Views of self concerning disability

Are there any incidents that come to mind when (name child) may have noticed
DS/ disability?

Does (name child) ever ask about anything to do witldB&bility?

There are particular facial features associated with DS; had (name child) ever
mentioned or asked about these?

How does (name child) feel about it?

Parental practice

Have you found any differences in how you support (name child) compared to
brothers/sisters?

Have you ever thought about talking to (name child) about DS or disabilities?
How do you feel it went?

How did (name child) react?

Have you thought about this?

Discussed as a family?

Awareness of stigma

What kinds of things does (nameldh enjoy doing outside the home?
How does (name child) get on out and about?

How do you find other people are with him/her?

Do people stare or act funny around him/her?

How does (name child) react to this?

How do you feel when this happens?

Future self

How do you see the future?

What hopes do you have for (name child)?

How do you think (name child) may come to view him/herself in the future?
How do you feel about that?

How do you think you will cope with that?

Finishing offé
So, (name choiw d)o negn jhoayss éhneH she | i ked
Thank you so much for speaking with me. Is there anythinglyike to add that

I've not asked about? Anything important you thimk missed out?
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1 Sometimes | go away and realisglforgotten to ask something, if thiagpens,
would you mind if | gave you a wee call?

Demographics (do last): | also just have a few more quick questions about things that
might affect your views.ll just note your answers down here, if thatk. Thanks.

Participant number:

Mother DoB:

Child DoB:

Highest Education Level

(What kind of work have you done most of
Occupation: your life?)

Religion:

Postcode:

Family composition:

Family member Age Gender

N[OOI~ WNIEF
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AppendixG: Samples ointerview transcript from two mothers with analysis

But
keen

we’re very busy, they both like swimming, really
swimmers, so we try and swim twice a week and Lydia
dances, John plays ice hockey. Yes busy.

ME: What is your husband’s name sorry?

MUM: Ewen.
ME: And John and Lydia — how do they get along?

MUM: Good, yep, most of the time like any other two.
He’s starting to, they both know, I told Lydia that she had
Down’s Syndrome, just like her cousin has asthma and I
explained it a bit like that to her, I've got diabetes, just
some people have got different things so we kind of
explained it like that so John now knows that as well.

' ME: When did you tell her that?

MUM: I think I first introduced the word maybe about 2 or
3 years ago, she was about 7. Just... she doesn’t, she still
doesn’t have a full understanding of it but she, I just
brought the word, because I didn’t want her to hear it and
be like “No I don’t. I don’t know” so I introduced the kinda
word and then a wee bit more and now she’ll say, she
knows herself, she’ll say “Oh maths today but, because of
this Down’s Syndrome, it’s tricky”. And sometimes I don’t
know whether she’s playing on it or not, but she’ll say I
need a little extra help or I need a wee bit longer, so she
kind of knows but you’ve just got to watch she doesny, like
I say, play on it. And the two of them, he’ll help her when
he needs to but she kind of shows her authority over him
because she’s the older sometimes as well but, to be honest,
they do get on quite well and they’ll help each other when
they can kinda thing. He’s a lot more boisterous than she
can be so em but yeah they do, they get on alright. They’re
good company, and they, in the holidays there, they wanted
to go up to bed early to watch the DVD in the same room
and they, they’ll do things together, which is good.

ME: Do you think their relationship has changed as
they’ve been getting older?

MUM: He’s probably better, he’s slightly more
understanding I would say, not understanding, but he kind
of realises that she does need a wee bit extra time for things
and things like that, em, I can see, he used to say “Oh, she’s
slow, | was quicker than her” but now he doesn’t say that
kind of thing cos he kinda knows, if they’re running or
playing about or whatever.

Me: Yeah

Mum: So, just as he gets a wee bit older, he’s realising as
well, can see the differences, but aye no they get on alright.
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ME: And she goes to mainstream school?

Mum: yes

Me: And she’s still at primary school then?

MUM: Yes, she’s just went into primary 6.
- ME: Does she like school?

MUM: She loves school. She does, aye, she’s always keen
to go, we’ve never had a problem. Em, she’s keen to learn
as well. Em she’s reading, her reading is really good but her
comprehension’s not so, not so good, she can read you a
whole story and you think that was perfect but then if you
ask her what it was about, it’s a bit woolly. Em, aye no, she
does, she loves school.

 ME: Do you think that she feels she struggles then?

MUM: Idon’t think she feels it, I think she’s quite happy.
She doesn’t, when she says “Oh I just wandered about
myself at playtime” and I think “Oh God” and but she’s
happy. She’s quite happy in her own company em or she
can go to an adult, she’d rather go to an older child or an
adult for company as to go to her own kind of peers.
Because an older child or adult is more likely to do what
she wants them to do and play along with her whereas other
kids her age expect more of a kinda interaction I’d say.

ME: OK, so she struggles a wee bit. How was her starting
school for you?

MUM: Fine. What happened was she went into nursery
just as soon as she turned 3 in the January but then they
kept her in nursery for the full 2 '2 years. She could’ve
went, because her birthday was January, she could’ve went
to school a year earlier than she is but we kept her behind to
help her as best we could. Em, so, no, she went to school,
she went to nursery which is next door to the school so
Lydia’ answer to going into Primary 1 was “I just go in
another door now”, that was, she didn’t see the big deal, it
was no big deal, we’re greeting and everything and she just
[laughs], no she was fine. Em, she doesn’t have full time
support or anything, she just em has an assistant, maybe for
Maths time or Language time in the class, they come in for
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whatever time, whether it’s 30 minutes or whatever a day
just to give her a wee hand and try and keep her on task at
school. She’s always had an assistant since she was wee.
There was physiotherapist who came in, there was home
school teacher who came in, so she’s had a lot of one-to-
one with adults as well, and it’s trying to get the balance of
people helping her but her not being dependent on them
kind of thing, what we try to do.

ME: Is that the same school as John?

MUM: Yeah, yep

ME: So what primary is he in?

MUM: He’s Primary 3...it’s just at the top of the road. She
has walked a few times herself but em, but aye no, she’s,
I’m more wary than she is. But aye, no we’re just at the top
of the road, so we’re not far to go.

ME: So does she have any particular friends that she would
spend time with?

MUM: She has em my niece, who’s the same age as John,
they’re quite close. They all play quite well together...
em...the girls from the class...to be fair ..., no she doesn’t
have a particular friend, we did, she did have a very good
wee friend, a wee girl who was in her class who was very,
very good with her and they went to each other’s houses
and then she moved schools, em, but this wee girl, I really
liked that wee girl, she was good with her but she didn’t
‘mummy’ her, she would, they were trying to get off the
stool one day and she was said to Lydia “right Lydia I’ll
show you how to get off it” and she encouraged her, but in
a nice way, not over thingy way, she was an awful nice wee
girl, and they still keep in touch but she’s kind of went
away in a different circle and I’ve, you have to try and keep
contact but it’s not really, it’s not really happened. Em, she
will go, if John is playing, she can kinda play, em he plays
with a wee boy across the road and she can, she’ll play with
them sometimes if they’re playing something she’s
interested in..em, but no she doesn’t have a particular
friend which kinda annoys me a wee bit but doesny annoy
her. Although she’ll speak and say, there’s things going on
just now, she wants this wee girl from her class to come but
she doesn’t play with the wee girl in school so she keeps
saying “can she come to my house”, if you play with her in
school, then you could ask her to come to the house, em but
em I’ve tried to kinda bribe her with that, by saying if you
play wi her in school I’ll ask her to the house, but we’ll see
how that pans out, I’m not sure.

ME: Has this situation changed do you think at all through
primary school?

MUM: No, it’s always been like this. They’ve tried
different things at school. As I say, this one wee girl I think
she left in Primary 3, she was only in the first couple of
years and she was good, but she’s never really connected
with one or other group. There only is 9 girls in the class
and she can go and speak to any of them, she will kind of
go in and out their groups at playtime and lunchtime and I
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think she works OK in the class with them kinda thing but I
try to encourage as well, she has a Facebook page and so .
does the class and I tried to encourage her over the holidays sz, hmeo, MELoCEcCAl b felockent \ii x‘(,mL‘ ;
to contact them and send a wee message saying “Do you . g, oL \oe ecune ALQgieuLt /
want to go swimming or something™ and I could take them -
and that and she’d say “No I don’t want to”. So I won’t say ween o Jonp termat SSUe
it’s changed very much, it’s always been a bit of an issue
and sometimes we concentrate on it a lot and sometimes we
just kind of let it go em and see how it goes but as I say
she’s not unhappy which is, if she was saying “Oh I don’t
have any friends to play with” then but it doesn’t really
worry her. So I think why should it worry me but I still try
to encourage her and at the school tomorrow to encourage
them to try and get her to mix a wee bit better, especially in '
a f:ouple of ye.ars’ tirqe se.condary coming up and [ j}lst WOMGAkou oML laci el Q‘ﬁx\gﬁ Qdoour
think that’s a bigger thing, it would be a comfort to me if [ ' , e Jolore
knew there was somebody kinda... Iencls WA Main e %

XRonclany p At

. e (Ywoan
(uncl L2C 'V“’xj Jeall

Nanueot e (i el ‘
unelettrel out dnlt A wony
unrendlvesl

bu(i(;,k ALHoune) =

ME: What are your thoughts on secondary school?

MUM: [I’m hoping that mainstream, she should be able to

cope with mainstream. [ would imagine she will need some

sort of support but I'm hoping that...she’s done so well

kinda up to now that, I don’t know, I feel we’re at a kind of ) G
crossroads just now. She understands things she can see, v it ,V‘) Aloove Scleing
things that are real, but imaginary things and things in her ; iequ. of }\, fure necly cunc\
head are h.arder for her'to perceive and some of thg thlpgs Fovka J/)L)J‘m) Cé kepien
they’re doing , the topics are at school are the Victorian,

Space and it’s to decide, well does she really need to know

all that? Or can we just concentrate on giving her extra time

on the more important things? They say life skills, but I

think, that annoys me because she’s getting her life skills

here, but things like technology and the computer and

things like that, that’ll help her more, to concentrate on

; things like that more than things that happened hundreds or

‘ thousands of years ago, you know, what does she

understand so I’'m kinda reading up on that myself just now

to try and kinda see what is the best way to encourage her,

try to keep her with a curriculum so hopefully she moves

onto the secondary as best she can...we’ll see. We’ve two

years to worry about that...but I think I’ve got to start

thinking about it and anything that needs to go in place so

we’ve got plenty of time to, but she came in yesterday

saying they got French so she was quite pleased about that.

I think she will, she’s quite good at that sort of thing, she

remembers, I would say she has a kind of photographic

memory. If she sees something written down and you tell

her what it says once, she’ll remember that.

ME: I wish I could do that sometimes!

MUM: So do I!

ME: So you were saying that you don’t think she’s
bothered socially at school. Do you think she sees any

difference between her and the other kids at school?

MUM: Not in that kinda social typical environment but, as
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I say, she does mention and she knows that in PE and % b LD
things “I couldn’t do that because that’s too tricky for me”. (/0TS Lo Aol

She knows, but och at sports day it was a surprise, she

ended up winning this year because they did the sack race Lo .
so Lydia just carried the sack and ran and she won so that

was great! But the year before it was the three legged race

and it just about broke your heart. She’s got enough )

coordination just to get herself going never mind Setuil onaue Mm‘m)

coordinating with somebody else! But she doesn’t, like she e

wasn’t embarrassed that she was running herself holding - W nor SN SN

the sack and everyone else was in it, she didn’t think “Oh (.. qoeanth /\au ‘\"‘”(
that’s not right” She said “I won” and I said “Aye right you v ),N NG my\,‘m

did!”, it’s the first time she’s done anything like that. So I Wk T { = LAQRUIANeNE M %
don’t know that...it doesn’t bother her. She knows it’s there (% Aoen:t bomes W - e DDA S Hertaco. /
and as I say she’ll explain sometimes, she’ll say “Oh they pecl‘\_ut%(\_j [SGNAEAR L aenung s .
mental maths, I couldn’t do it mum, you know how I’ve got q o

the Down’s Syndrome, oh it’s hard” and I know that maths
o Bt vt T don oo how she s (EBMEas ey Oilheuhe.
mean she knows, | mean she gets taken out of the class for o e o-Lldeeace
this, that and everything and she knows she goes here and
does that but she’s never actually said “why do I do this” R . ’ \SA O
“Do I have to get taken out of the class?” or, she just knows CEB(’ il ‘L\,tm\u\, kel

she goes for extra help, extra support, she knows that. I SOVPOTY 1R CNEE -

heard her telling someone in French she said the lady that Ulceptry

was supporting her was retiring and she said “Lorraine’s

retiring, you know how she gives me a wee bit support i
because I’ve got Down’s Syndrome”, so...but she knows to ;. cles crancts ceck been told -
a certain extent but, and we’ve never made her different, so, i (

she, I don’t think she does, I don’t know, I don’t think she 55 Vg pili STl

does. She knows it’s there but I explained it that

everybody’s got a wee something different and there’s

other kids get out the class, with no particular problems, but

have to get taken out for extra support so... em I don’t know

that she sees that, to be honest.

unclerataaolinp
DS W e

ME: So she obviously knows about Down’s Syndrome and
she’ll talk about that. Em, it was a few years ago you spoke
about it. How did you decide to talk about it? Was that a
difficult decision to make?

MUM: No not really, as I said, I didn’t want anybody Sgu\,\ an hae \}wg\— i Duatlase ‘5 s
saying it to her and her not knowing just the basic, you SepatUT € EplancL en Sg\m\ an ek
know, and that’s, | think it actually started with my nephew Ly

who was a bit older, he was, he must have been about 9 or

10, maybe about 8 or 9 and somebody said something to

him at school about, something along the lines of “your

cousin doesny walk right” or something and he got annoyed

and said “Yes she does, she’s fine and there’s nothing

wrong wi her” and then we had to think “Well we’ll need to

tell him” but he didn’t say I’'m sure, what age is he now,

12? He must have been about 8 and we thought we really

need to enlighten him a bit so we told him and then we told .

Lydia, just, we’ve never actually went into, Oh you’ve got &S~ C¥OWentehen oo

an extra chromosome and all the rest of it, em, but I MQ«— her noodn + ) ;
explained to her, as I said, my nephew has asthma, I've got ¢ ¢ { 4 ontleAtraact .,«—x -&aumj oued
diabetes, so we just said you’ve got something a wee bit Si 4. ¢ DS ot g

different, it makes things a wee bit trickier for you, you ¢ \(lL,\A A terns S\(f’f"‘—f“ é Ju LA
o .A.Uu\e fencon q
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Interview 10: Lucy 15; sister Kate 19

ME: That’s brilliant, again, across the road.

MUM: Yeah, both went there. Kate was in, going
into P6 when Lucy started school, and, Kate Loiew olubiosl & s
loved that, because Kate had always said, “Mum g: o Mo Xnast) . e
she’ll be going to my school won’t she Mum, she
will be come to my school”. She loved that and . O

4 cod
again, living here in the environment such a lot of (,od«:w*

\M\lkui -

people know Lucy from the school, so yeah they
went to the same school. CW\»M\{'\UU{D

ME: Cool. How do you think Lucy sees herself in
comparison with her big sister?

MUM: 1 don’t think Lucy sees herself any ¢, e\l no ok e v nooenyP G dtHerence
different at all and that’s what I always would’ve ¢ nen - desiratole . foan DIGUVF
wanted it to be anyway. Lucy doesn’t see herself ‘ . S
as any different from anybody. The only malensdeteotl confrmooio Guotuiene > [ * e
comparison that Lucy would ever say differs from &n ohwer agpects -wesgl- yoccally 2y - QAo
her and Kate is that “Kate’s so lucky, she’s so
skinny” because Kate is so super slim, it’s just
her natural, she’s just really, really skinny and
Lucy will say “I’ve got a big tummy” and I’ll say
“So has mummy, so has mummy. You know,
some people have that but you’re super healthy
and you eat nice and healthy, you know we’ve
turned the spare room into like a gym, we’ve got
like a treadmill and a cross trainer and a gym ball. ) )
I thought, we’ll go up there and do wer exercises Cuptemn frrendlo W frenels
and get superfit, other than that, no, with Kate Sowll/)w wlM Swolero P
and her friends coming over and you know M MQMID& ﬁ\f‘\
they’re up there doing their hair you know from  geejiies
like say 14 and up, Lucy’s been in there with
them, doing it all, the music, oh gosh, she could
ernsgoymo;ha:gy songhtkiat s on the MTV or the t?ox CV"“‘”\ ap DOWMW*{’ W
g, so she’s grown up with that having M ds am ROML
an older sister and her friends over. Lucy thinks vders

, z % 3 m_\,\% Vm p\d&\(u 3%
she’s beautiful, but she is beautiful, but you Poay AP

know, she’s, no, I only mentioned the words

Downs Syndrome a few years back to Lucy and Masnongal Words s’ BQ‘:&MY < Dﬁ;n
the only reason I done it then was because I was only cud s bfav* o ac ™
frightened she heard it from someone else and joc -+ ?\W

didn’t understand it, so I sat her down and [ went, hearu u\\wm 2N oo DS

I just told her when she was a little baby she was = ™aasss dewplen 3
born with this em thing and it was called Downs ., W\%d i WP K
Syndrome, but, it wasn’t very important, she ~ DQ R I Q)

\j q,w
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Interview 10: Lucy 15; sister Kate 19

didn’t need to know much, it just meant it was a .. o Lo

wee bit harder for her to learn things and if she €*o\(ureal mlemed LD explety el

would say “I can’t read” I would say “you can ferme g D -

read, you might not read the same as Kate but you

can still read” or if she’ll say “Oh I can’t do...”

A’ll say “But you can, you just might not do it the o evpremeal deM

same way as somebody else”. But other than that, Uy - MUOWA "o cleald - not
, ime it ; : iy 0 Yoy cleed

that’s the only time it’s been mentioned. But I, o | oir con, post :

don’t, I’ve never focused on it, I’ve never made it 4 Derentiy dﬂfuxul oy K AN
a big deal, I’ve never wanted it to be who Lucy ke be S .o Jormudy -

: noe wansd 0% e oY 3
was. She always has been and always will be dihberte

Lucy, she just happens to have Downs Syndrome, Jpe ’_mj\' o ‘)w 8
and I cannot abide it when people say “She is a Ldm‘j o Jeonady e
Downs or he is a Downs”, | have said to a few

people “Please don’t think I’'m being rude, but a“‘d'ﬂu “WMW
please don’t say that, because she is who she is, WS EEAl i e""*‘ i ldpan
with this syndrome and he is who he is with the - (nugtented
syndrome. A lot of people say there’s a Downs ;

girl, there’s a Downs boy and, and that’s not the g &W”‘a M.

case, because they’re not that, so it’s never been a

big thing in my family, we’ve never, you know,

really focused on the Down’s Syndrome thing.

ME: So how did she respond when you did
say...had she heard of it?

MUM: No, she just said “Oh yeah, whatever” and .
I’ll say to her every now and again “Do you . ¢ X denodecnd
remember the word that Mum told you when you T% Wi no Degfuheance m~$ (o3 Cu.VLa{L
were a wee baby that you have?” and she’ll go er wm;wfé" Mg > Tu/jr wondlo -
“Yeah” and I’ll go, “What is it?” “Eh, Down’s

Syndrome” and I'll say “And do you know

anybody else at all with it, is there anyone in your ‘

school with Down’s Syndrome?” and she’ll go Nptantt rclentipy

“Eh, no, I don’t think so”. I don’t tell her Caitlyn yeoer achioimny 5.

has because that’s not my place, that’s...but [ ask (" fropn Wiy mes her g,

her and she just says “I don’t think so”. Aoy Spuios) |

Me: Yep...

Mum: What she did do but, we were out at [local
shopping centre] and there is a young girl with
Down’s Syndrome works in Primark and we were
walking through [local shopping centre] and this
girl’s walking towards us and Lucy almost burst a
blood vessel “Mum! Mum! Mum! She looks like
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